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Abstract	
	

This	study	explores	the	experiences	of	four	typically	developing	children	(aged	between	7-
9	years)	who	are	living	with	a	sibling	with	Autistic	Spectrum	Disorder	(ASD).	A	systemic	
theoretical	framework	provided	the	backdrop	to	this	study,	whereby	Ecological	Systems	
Theory	(Bronfenbrenner,	1979)	and	Family	Systems	Theory	(Bowen,	1978)	guided	my	
thinking	throughout	the	research	process.		
	
The	 literature	 review	 highlighted	 that	 although	 considerable	 research	 has	 explored	
experiences	of	adolescents	exclusively	or	those	from	childhood	through	to	adolescence	
as	a	whole,	few	studies	have	explored	the		experiences	of	those	in	middle	childhood,	with	
this	age	group	being	“conspicuously	absent	in	the	literature”	(Petalas	et	al.,	2009.	p.	395).	
Furthermore,	 few	studies	have	endeavoured	 to	elicit	 the	voices	of	 siblings	of	 children	
with	ASD	exclusively,	as	opposed	to	parental	and/or	practitioner	reports.	Additionally,	
the	 majority	 focus	 on	 specific	 areas	 of	 children’s	 lives	 and/or	 development,	 often	
documenting	negative	outcomes,	rather	than	exploring	their	general	perceptions	of	living	
with	a	sibling	with	ASD.	This	research	seeks	to	contribute	to	the	dearth	of	literature	and	
to	 provide	 a	 balanced	 perspective	 of	 the	 voices	 and	 experiences	 of	 those	 in	 middle	
childhood.	
	
Semi-structured	 interviews	were	employed,	alongside	the	creative	method	 ‘Draw,	Write	
and	Tell’	(DWT),	to	explore	children’s	understanding	and	experiences	of	ASD	and	what	
supports	they	would	like	to	help	them	with	living	with	a	sibling	with	ASD.	I	understand	
that	 this	 is	 the	 first	 study	within	 the	UK	context	 to	employ	 the	DWT	creative	method	
alongside	interviews	within	this	topic	area	The	qualitative	methodology	Interpretative	
Phenomenological	Analysis	(IPA)	was	employed	for	this	study.	A	principle	strength	of	IPA	
is	 that	 it	 “goes	 beyond,	 the	 participants’	 own	 sense-making	 and	 conceptualizations”	
(Smith	et	al.,	2009:	186)	through	“a	process	of	engagement	and	interpretation	on	the	part	
of	the	researcher”	(Smith,	2011,	p.	10).	It	seeks	to	understand	the	unique	and	subjective	
experiences	of	participants	using	a	phenomenological	and	idiographic	approach.		
	
Five	superordinate	themes	were	identified	from	the	analysis:	‘understanding	of	ASD’,	‘a	
broad	 spectrum	 of	 experiences’,	 ‘desire	 for	 control’,	 ‘acceptance’	 and	 ‘support’.	 Each	
theme	is	discussed	and	is	illustrated	by	quotes	and	drawings	from	the	participants.	The	
discussion	makes	links	between	themes	identified	in	the	analysis,	the	study’s	research	
questions,	 psychological	 theory	 and	 the	 pre-existing	 literature.	 All	 participants	
demonstrated	an	understanding	of	ASD	to	varying	degrees,	along	with	positive	perceptions	
and	experiences	and	negative	experiences	and	challenges	associated	with	living	with	a	
sibling	with	ASD.	Findings	indicated	that	all	participants	feel	they	are	well	supported	with	
living	with	a	sibling	with	ASD.	All	 identified	coping	strategies	used	and	social	support	
drawn	upon;	all	but	one	participant	expressed	a	need	 for	 respite.	The	 findings	of	 this	
research	 emphasise	 the	 complex	 and	 dynamic	 nature	 of	 the	 participants’	 subjective	
experiences.	
	
The	 findings	 of	 the	 current	 study	 help	 to	 inform	 suggestions	 for	 future	 research	 and	
implications	 for	 professional	 practice,	 with	 particular	 reference	 to	 the	 work	 of	
educational	psychologists.	
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Chapter	1:	Introduction	
	

1.1.	Introduction	to	chapter	

This	study	aimed	to	explore	the	experiences	of	four	children	who	are	living	with	a	sibling	

with	 a	 diagnosis	 of	 Autistic	 Spectrum	 Disorder	 (ASD)	 using	 interpretative	

phenomenological	analysis	(IPA).	The	research	was	conducted	as	part	of	the	Doctorate	in	

Educational	 Psychology	 at	 the	 University	 of	 Bristol.	 I	 will	 begin	 by	 defining	 key	

terminology	present	in	this	dissertation,	followed	by	a	comprehensive	overview	of	ASD	

including	 its	definition,	core	characteristics	and	aetiology.	Next	the	significance	of	 this	

topic,	 considering	 the	 increasing	ASD	prevalence	 rates,	will	 be	discussed,	 followed	by	

consideration	 of	 its	 position	 in	 a	 national	 socio-political	 and	 local	 context.	 Then,	 my	

motivation	for	and	journey	towards	a	dissertation	topic	will	be	explored,	along	with	its	

relevance	to	educational	psychology.	Subsequently,	the	methodological	orientation	and	

the	research	aim	and	questions	are	outlined.	Lastly,	a	chapter	summary	and	outline	of	the	

structure	of	the	dissertation	will	be	provided.		

1.2.	Questions	of	definition	of	terminology	

Definitions	are	provided	below	of	the	key	terms	used	in	this	dissertation:		

1.2.1	Autistic	Spectrum	Disorder	

ASD	is	a	lifelong	neurodevelopmental	condition	with	core	features	commonly	referred	to	

as	the	triad	of	impairments	(Cashin	&	Barker,	2009,	Wing,	1996)	along	with	additional	

characteristics	 and	 co-morbid	 difficulties	 prevalent	 among	 individuals	 with	 ASD.	

However,	it	should	be	noted	that	ASD	manifests	itself	differently	in	each	individual	and	

at	different	stages	of	their	lives	and	thus,	should	be	viewed	as	a	spectrum	(Bogdashina,	

2006)	 whereby	 individuals’	 unique	 strengths,	 qualities	 and	 differences	 should	 be	

recognised	and	celebrated.	ASD	is	discussed	in	more	detail	in	section	1.3.		

1.2.2.	Sibling	

A	sibling	is	a	brother	or	sister	who	share	one	or	both	parents	(Lexico,	2020).	The	extent	

to	which	brothers	 and	 sisters	 get	 along	with	 each	other	 can	 vary	 significantly	 among	
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families	 (Dunn,	 2014),	 with	 several	 factors	 thought	 to	 influence	 this	 relationship	

(Orsmond	&	Seltzer,	2007a).	Cicirelli	(1995)	states	that	the	sibling	relationship	possesses	

specific	characteristics	different	to	that	of	other	interpersonal	relationships:	

	

o Among	 all	 relationships	 one	 will	 form	 in	 a	 lifetime,	 the	 sibling	 relationship	 is	

typically	the	longest.	

o The	 sibling	 relationship	 is	 a	 status	 attributed	 to	 birth;	 it	 cannot	 be	 earned	 or	

achieved.	

o The	 sibling	 relationship	 in	 childhood	 and	 adolescence	 commonly	 involves	

intimacy	 as	 a	 result	 of	 daily	 contact,	 in	 comparison	 to	 adulthood	 when	 the	

relationship	tends	to	become	more	distant,	and	in	turn,	less	intimate.		

o In	the	majority	of	sibling	relationships,	there	is	an	innate	egalitarianism,	whereby	

siblings	have	equal	feelings	of	acceptance	for	one	another.	

o Siblings	have	shared	experiences	in	common	that	contribute	to	their	similarities	

and	nonshared	experiences	that	contribute	to	their	individual	differences.		

1.2.3.	Typically	developing	

Children	 who	 achieve	 developmental	 milestones	 at	 an	 age	 appropriate	 level	 are	

described	as	typically	developing	(Owens,	2000).	For	the	purpose	of	this	research,	this	

refers	to	siblings	who	reside	with	a	brother	or	sister	with	ASD	and	their	parents/carers,	

but	do	not	have	a	diagnosis	of	ASD	or	any	other	intellectual	or	developmental	differences.	

The	typically	developing	children	in	the	present	research	shall	be	referred	to	as	either	

‘siblings	of	children	with	ASD’	or	‘typically	developing	siblings’	depending	on	the	context.		

1.2.4.	Middle	childhood	

Children	between	the	ages	of	7	and	11	are	in	the	developmental	stage	frequently	referred	

to	 as	 middle	 childhood	 (CDC,	 2019a;	 Del	 Giudice,	 2014).	 In	 a	 study	 exploring	 how	

children’s	cognitive	and	emotional	development	impacts	on	their	perception	and	level	of	

understanding	of	 their	siblings’	ASD,	Ferraioli	&	Harris	 (2009)	argue	that	 for	children	

who	have	not	yet	reached	this	developmental	stage,	misconceptions	about	the	causes	and	

effects	of	the	condition	are	high	and	that	they	generally	have	a	poor	understanding	of	the	

condition,	 although	 may	 recognise	 differences	 in	 their	 sibling.	 Whereas	 it	 has	 been	
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suggested	that	children	in	middle	childhood	possess	a	sound	understanding	of	ASD	(Ross	

&	Cuskelly,	2006)	and	although	commonly	experience	personal	concerns	such	as	inequity	

and	embarrassment	at	this	stage,	they	begin	to	reflect	on	the	longer-term	implications	of	

ASD	on	their	sibling.	This	is	the	reason	why	the	children	selected	for	this	research	study	

were	 in	 the	 stage	 of	middle	 childhood,	 as	 it	was	 felt	 that	 they	were	 likely	 to	 have	 an	

adequate	enough	understanding	of	ASD	to	be	able	to	talk	in	detail	about	their	perceptions	

and	experiences	related	to	this	and	their	sibling.		

1.2.5.	Adolescence		

Children	 between	 the	 ages	 of	 12	 and	 17	 are	 widely	 acknowledged	 as	 being	 in	 the	

adolescent	stage	of	human	development	(CDC,	2019b).	Recently	the	age	range	considered	

to	 be	 in	 this	 stage	 has	 extended	 to	 between	 10	 and	 19	 years	 (WHO,	 2020).	 For	 	 the	

purpose	 of	 this	 study,	 children	 between	 12	 and	 17	 years	 will	 be	 referred	 to	 as	

adolescents,	and	those	18	years	or	older	will	be	referred	to	as	adults.		

	

1.3.	Definition	and	diagnosis	of	Autistic	Spectrum	Disorder	

ASD	is	a	lifelong	neurodevelopmental	condition	that	impacts	on	the	brain’s	processing	of	

information	(Murray,	2012)	and	thus,	can	significantly	impact	upon	how	people	interact	

with	 the	 world	 around	 them.	 As	 discussed	 in	 depth	 in	 the	 next	 section,	 it	 can	 affect	

behaviour,	 interests,	 communication	 and	 social	 interaction	 (Blakemore	 &	 Frith,	

2005).	Since	 first	 described	 as	 ‘Childhood	 Autism’	 by	 Kanner	 in	 1943,	 ASD	 has	 been	

labelled	 using	 various	 diagnoses	 and	 terminology	 including	 Pervasive	 Developmental	

Disorder,	Asperger	Syndrome	and	High	Functioning	Autism,	and	has	been	referred	to	as	

a	‘disorder’,	‘condition’	and	less	commonly,	‘disease’	(Murray,	2012).		

Currently,	 there	 are	 two	 main	 classification	 systems	 used	 for	 diagnosing	 ASD:	 The	

Diagnostic	and	Statistical	Manual	of	Mental	Disorders	V	(DSM-V)	(APA,	2013)	and	the	

International	Classification	of	Diseases	10	(ICD-10)	(WHO,	2010).	The	ICD-10	is	the	most	

commonly	used	diagnostic	manual	in	the	UK	(National	Autistic	Society,	2016).	Both	adopt	

criteria	 for	 diagnosis	 relating	 to	 two	 domains	 of	 behaviour;	 difficulties	 with	 social	

communication	 and	 interaction,	 as	 well	 as	 repetitive	 and	 restricted	 interests	 and	

activities.	 The	 ICD-10	 uses	 the	 umbrella	 term	 Pervasive	 Developmental	 Disorders	 to	
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describe	 a	 group	 of	 disorders	 including	 Childhood	 Autism,	 Atypical	 Autism	 and	 Rett	

Syndrome	 (WHO,	 2010).	 Similarly,	 prior	 to	 the	 publication	 of	 the	 DSM-V,	 ASD	 was	

described	as	 four	subsets	 in	 its	previous	edition,	 the	DSM-IV-TR,	which	were:	Autistic	

Disorder,	Asperger	Syndrome,	Pervasive	Disorder	of	Childhood	(not	otherwise	specified)	

and	Childhood	Disintegrative	Disorder	(APA,	2000).	However,	due	to	increasing	accord	

that	each	disorder	had	similar	characteristics	at	varying	degrees	of	severity,	it	was	felt	

that	viewing	ASD	as	a	single	disorder	involving	a	continuum	was	more	appropriate,	thus,	

the	umbrella	 term	 ‘ASD’	was	 introduced	 (Birch	&	Frederickson,	 2015).	 In	 accordance	

with	 this,	 the	 DSM-V	 includes	 three	 levels	 of	 severity	 based	 on	 repetitive,	 restricted	

behaviour	and	social	communication	difficulties.	(APA,	2013).	

Despite	 the	 above	 conceptual	 considerations	 and	 diagnostic	 developments,	 the	

diagnosing	and	labelling	of	ASD	has	received	increasing	criticism.	For	over	two	decades,	

the	neurodiversity	movement	has	challenged	societal	views,	including	that	of	the	medical	

model	of	disability,	when	referring	to	neurological	conditions	including	ASD,	Attention	

Deficit	 Hyperactivity	 Disorder	 and	 Dyslexia	 (Blume,	 1998).	 Rather	 than	 view	 such	

conditions	 as	 pathological	 with	 a	 focus	 on	 deficit	 and	 “atypical	 impairments”,	 the	

neurodiversity	movement	advocates	for	them	to	be	viewed	as	“less	common	neurological	

presentations	 of	 natural	 human	 variation”	 (Jackson	&	Volkmar,	 2019,	 p.	 15)	 that	 aim	

attention	 at	 differences	 and	 atypical	 strengths	 and	 abilities	 (Kapp	 et	 al.,	 2013).	 In	 an	

attempt	to	shift	views	away	from	deficit-based	pathological	conditions	towards	strength-

based	differences,	Baron-Cohen	(2017)	suggests	that	the	term	‘disability’	replace	that	of	

‘disorder’	 as	 it	 places	 less	 of	 a	 focus	on	dysfunction	 and	varies	depending	on	 specific	

contexts.	Lai	et	al.	(2014)	stress	that	a	key	priority	should	be	to	support	individuals	with	

ASD	by	accepting	and	respecting	individual	differences	and	making	environments	more	

autism	friendly.	

I	 would	 consider	 myself	 an	 advocate	 of	 the	 neurodiversity	 movement,	 particularly	

regarding	 seeking	 both	 one’s	 strengths	 and	 needs.	 I	 feel	 that	 such	 values	 have	 been	

entrenched	in	my	practice	as	a	Trainee	Educational	Psychologist	(TEP)	that	relate	closely	

to	positive	psychology,	solution-orientated	approaches	and	the	social	model	of	disability.	

Due	 to	 these	 core	beliefs,	 I	 aspire	 to	provide	 a	balanced	view	of	ASD	 throughout	 this	

thesis,	 including	 during	 the	 following	 sections	 exploring	 the	 condition.	 The	 key	

characteristics	associated	with	ASD	will	now	be	discussed.		
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1.4.	Core	characteristics	of	Autistic	Spectrum	Disorder	

It	is	important	to	note	that	although	core	characteristics	of	ASD	will	be	discussed,	along	

with	co-morbid	difficulties	prevalent	among	individuals	with	ASD,	each	person	is	unique	

and	will	have	a	different	experience	of	 living	with	the	condition	(Williams,	1996).	The	

quotation	below	effectively	accentuates	this	point:	

"No	two	children	with	Autism	will	present	the	same	characteristics	to	the	same	

degree,	just	as	no	two	children	are	the	same."	(Wall,	2004,	p.	8).	

Bogdashina	(2006,	p.	21)	reminds	us	that	ASD	“represents	a	continuum	and	has	different	

manifestations	that	are	all	part	of	a	‘spectrum’”,	meaning	that	individuals	will	be	affected	

according	 to	 differing	 levels	 of	 severity	 of	 the	 condition.	 Furthermore,	 impairments	

associated	with	ASD	manifest	themselves	differently	at	different	stages	of	one’s	life.	For	

example,	findings	by	Leekam,	et	al.	(2011)	indicate	that	in	the	early	years,	repetitive	and	

rigid	 behaviours	 are	 presented	 through	 motor	 movements	 including	 hand	 flapping,	

whereas	 in	 late	 childhood	 such	 behaviours	 tend	 to	 manifest	 more	 cognitively,	 for	

example,	 through	 discussions	 restricted	 to	 narrow	 subjects	 of	 interest.	 Additionally,	

children’s	understanding	of	their	siblings’	ASD	changes	over	time	depending	on	their	own	

development.	 For	 instance,	 until	 approximately	 6	 years	 of	 age,	 Ferraioli	 and	 Harris	

(2009)	state	that	although	children	as	young	as	3	can	identify	differences	between	them	

and	a	sibling	with	a	disability,	it	is	not	generally	until	between	7	and	11	years	old	that	

children	develop	an	understanding	of	the	implications	of	ASD	on	themselves,	for	example,	

in	relation	to	embarrassment.	It	is	not	until	adolescence	and	beyond	that	siblings	acquire	

a	 secure	 understanding	 of	 the	 effect	 of	 ASD	 on	 the	 family	 unit,	 including	 long-term	

implications.		

Although	it	is	important	to	recognise	each	individual’s	unique	qualities	and	differences,	

Frith	(2008,	p.	22)	expresses	that	“Every	individual	is	unique	in	a	multitude	of	ways,	but	

they	also	resemble	each	other	in	some	fundamental	preference	and	characteristics”.	For	

instance,	it	is	widely	acknowledged	that	there	are	core	features	of	ASD	referred	to	as	the	

triad	 of	 impairments	 (Cashin	&	Barker,	 2009;	Wall,	 2004;	Wing	&	Gould,	 1979).	 This	

‘triad’	 is	 characterised	 by	 impairments	 in	 social	 communication,	 interaction,	 and	

imagination,	 which	 is	 associated	 with	 repetitive,	 rigid	 patterns	 of	 behaviour	 (Wing,	
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1996).	Figure	1	provides	a	visual	representation	of	the	triad	of	impairments.	The	three	

areas	of	the	triad,	along	with	additional	characteristics	of	ASD,	will	now	be	discussed.			

Figure	1.The	Triad	of	Impairments	

	

	

	

	

	

	

	

	

	

Note.	This	figure	was	sourced	from:	www.autism.org.uk		

1.4.1.	Social	Communication	

Bogdashina	(2006)	stresses	that	communication	is	a	bilateral	process	that	relies	on	both	

those	with	ASD	 and	 those	without	 to	 establish	 communication	 and	 understanding	 by	

developing	a	common	language;	those	without	ASD	must	learn	to	converse	and	interpret	

communication	styles	they	may	be	less	familiar	with.	Bogdashina	(2006,	p	.85)	provides	

a	view	that	is	helpful	in	emphasising	the	responsibility	that	those	with	ASD	should	hold:	

“The	 impairments	 of	 communication	 in	 autism	 are	 better	 described	 as	

qualitatively	different	ways	 to	 interact,	 communicate	 and	process	 information	

which	do	not	coincide	with	conventional	ones”.		
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Despite	 this,	 people	with	ASD	do	have	 impairments	 in	 social	 communication	and	 it	 is	

important	that	these	differences	are	recognised	and	accepted.	Difficulties	generally	relate	

to	 the	 interpretation	 of	 both	 verbal	 and	 non-verbal	 language,	 understanding	 of	 facial	

expressions,	tone	of	voice	and	sarcasm.	Many	have	a	literal	understanding	of	language	

and	can	find	it	difficult	to	respond	to	others	in	a	socially	appropriate	manner	(National	

Autistic	Society,	2018).	It	is	estimated	that	approximately	30%	of	those	with	ASD	acquire	

a	 small	 amount	of	 expressive	 language	 (Tager-Flusberg	&	Kasari,	2013),	25–30%	will	

be	nonverbal	 (Anderson	et	 al.,	 2007)	and	50%	will	use	phrase	 speech	by	 the	point	 at	

which	they	begin	primary	school	(Magiati	et	al.,	2011).	Whereas	some	people	with	ASD	

acquire	little	or	no	expressive	language,	others	will	acquire	the	skill	of	communicating	

using	language,	some	with	the	use	of	a	rich	vocabulary	and	excellent	subject	knowledge	

in	specific	areas	(National	Institutes	of	Health,	2018).		

1.4.2.	Social	interaction	

Bogdashina	(2006)	states	that	many	people	with	ASD	wish	to	interact	socially,	express	

themselves	 and	 be	 understood	 by	 others,	 although	 tend	 to	 form	 relationships	 of	 a	

different	 nature	 due	 to	 viewing	 the	world	 differently	 to	 those	without	 the	 condition.	

Typical	 impairments	 include	 difficulty	 in	 understanding,	 developing	 and	 maintaining	

social	 relationships	 and	 poor	 social-emotional	 reciprocity	 (Jackson	&	 Volkmar,	 2019)	

including	 reduced	 emotions,	 sharing	 of	 interests	 and	 initiating	 of	 social	 interactions	

(APA,	 2013).	 Relevant	 to	 the	 sibling	 relationship,	 children	with	ASD	 often	 experience	

difficulties	 in	 engaging	 in	 play	 both	 on	 an	 individual	 and	 peer	 level.	 Group	 and	 team	

games	can	be	challenging	due	to	their	reliance	on	identifying	and	responding	to	social	

cues	and	following	of	specific	rules.	Individual	play	can	be	difficult	as	a	result	of	repetitive	

behaviour,	whereby	children	may	engage	in	activities	repetitively	or	in	a	way	that	is	not	

a	typical	use	of	the	object	(Terpstra	et	al.,	2002).	

1.4.3.	Imagination	

One	 area	 of	 the	 triad	 is	 characterised	 by	 impairments	 in	 imagination	 (Wing,	 1996).	

Baron-Cohen	(1987)	suggests	that	children	with	ASD	are	less	likely	to	engage	in	pretend	

play	than	typically	developing	peers.	Further	to	this,	research	on	imagination	in	autism	

suggests	that	people	with	ASD	are	less	able	to	suspend	reality	than	typically	developing	
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peers	 (Barnes,	 2012).	 In	 a	 study	 by	 Scott	 and	 Baron-Cohen	 (1996)	 children	 with	

developmental	delay,	children	with	ASD	and	typically	developing	children	were	asked	to	

draw	specific	things.	In	one	experiment,	children	with	ASD	performed	as	well	as	the	other	

control	groups	in	drawing	a	man	and	house,	however,	when	asked	to	introduce	‘unreal’	

changes,	 children	 with	 ASD	 performed	 significantly	 worse	 with	 only	 13%	 drawing	

something	of	an	imaginary	nature.	These	results	suggest	that	children	with	ASD	have	a	

specific	difficulty	in	the	ability	to	imagine	unreal	objects	and	thus,	this	study	reinforces	

the	notion	that	children	with	ASD	can	lack	imaginative	depth.		

1.5.	Additional	characteristics	of	Autistic	Spectrum	Disorder	

In	addition	to	the	core	features	of	ASD	discussed	above,	there	are	numerous	other	areas	

of	development	that	are	regarded	by	many	as	core	characteristics	of	ASD.	The	three	main	

cognitive	theories	of	ASD	are	generally	considered	to	be	weak	central	coherence	(Baron-

Cohen,	 2002),	 Theory	 of	 Mind	 (Baron-Cohen	 et	 al.,	 2000)	 and	 executive	 functioning	

difficulties	(Hill,	2004).	Due	to	this	study’s	focus	on	exploring	children’s	experiences	of	

living	with	a	sibling	with	ASD	rather	than	ASD	itself,	only	those	additional	characteristics	

most	prevalent	 in	 the	 literature	will	be	discussed	 in	greater	detail:	 cognition,	 sensory	

sensitivities	 and	motor	movements	 and	 coordination.	 There	 are	 also	 a	 number	 of	 co-

morbid	difficulties	 that	 are	prevalent	 amongst	 people	with	ASD	 (Cornish	 et	 al.,	 2007;	

Malow	et	al.,	2012;	Mannion	&	Leader,	2014),	however	due	to	word	limitations,	these	will	

not	be	discussed.	

1.5.1.	Cognition	

In	the	past,	it	was	thought	that	as	many	as	75%	of	children	with	ASD	also	had	moderate	

to	 severe	 learning	 difficulties	 (Birch	 &	 Frederickson,	 2015).	 However,	 more	 recent	

studies	have	reported	much	lower	percentages,	for	instance,	findings	by	Charman	et	al.	

(2011)	indicate	that	55%	of	children	with	ASD	had	learning	difficulties,	with	only	16%	

considered	as	a	moderate	to	severe	level.	28%	of	children	were	of	average	intelligence,	

with	3%	considered	as	above	average.	It	is	important	to	note	that	although	some	children	

with	ASD	do	have	some	degree	of	learning	difficulty,	the	repetitive	and	restricted	patterns	

of	 behaviour	 they	 commonly	 exhibit,	 in	 themselves,	 can	 act	 as	 a	barrier	 to	 effectively	

engaging	in	learning	(Anderson,	2007).	
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Despite	 the	 above	 findings,	 basing	 a	 child’s	 needs	 on	 their	 intelligence,	 often	 by	

measuring	 their	 IQ,	 has	 been	 heavily	 criticised.	 For	 instance,	Mash	 and	Wolfe	 (2016)	

argue	that	standardised	assessments	rarely	truly	reflect	a	child’s	abilities,	as	due	to	an	

often	 scattered	profile	 of	 strengths	 and	needs,	 they	will	 commonly	 score	 significantly	

lower	 than	would	 be	 expected.	 The	 overall	 score	 tends	 to	 neglect	 the	 skills	 in	which	

children	find	more	and	less	challenging	to	acquire,	which	is	 important	information	for	

providing	support	in	specific	areas	of	learning.	Furthermore,	Anderson	(2007)	stresses	

that	using	assessments	specifically	measuring	IQ	tells	us	little	about	an	individual’s	needs	

and	strengths,	and	how	these	impact	on	their	ability	to	learn	useful	skills.	The	example	is	

given	of	a	child	who	is	considered	as	having	an	above	average	IQ,	yet	finds	self-care	skills	

highly	difficult	and	thus,	would	often	present	as	a	child	with	global	developmental	delay.		

The	above	points	highlights	the	importance	of	gaining	a	holistic	understanding	of	how	to	

effectively	support	a	child’s	strengths	and	needs	based	on	varying	areas	of	their	lives,	not	

solely	their	IQ.	Such	a	perspective	resonates	deeply	with	my	practice	as	a	TEP	and	the	

philosophies	 that	 underpin	 this	 including	 positive	 psychology,	 and	 within	 this,	

advocating	a	strengths-based	approach.	

1.5.2.	Sensory	sensitivities		

Atypical	interests	in	sensory	aspects	of	the	environment	and/or	hypo	or	hyper-reactivity	

to	sensory	input	are	a	criterion	in	the	DSM-V	(APA,	2013).	A	study	by	Green	et	al.	(2016)	

looking	 at	 atypical	 sensory	 behaviour	 in	 children	 with	 ASD	 identified	 that	 92%	

experienced	 difficulties	 and	 that	 severity	 of	 sensory	 sensitivities	was	 associated	with	

emotional	difficulties	and	severity	of	ASD,	specifically	repetitive,	restricted	behaviours.	

Understandably,	such	difficulties	commonly	have	a	detrimental	impact	on	various	other	

areas	of	an	individual’s	life	including	the	ability	to	engage	in	sensory	motor	activities	and	

access	learning-based	tasks	(Schaaf	&	Nightlinger,	2007).	Birch	and	Frederickson	(2015)	

note	that	auditory	processing	difficulties	are	commonly	reported	among	individuals	with	

ASD,	whereas	visual-spatial	processing	is	often	reported	as	a	relative	strength.		It	should	

be	noted	that	some	literature	regards	sensory	sensitivities	as	a	co-morbid	difficulty	that	

affects	 some	 individuals	 with	 ASD,	 rather	 than	 an	 additional	 characteristic	 of	 the	

condition	itself.	For	example,	Levit-Binnun	et	al.	(2013)	argue	that	as	sensory	sensitivities	

are	 also	 prevalent	 among	 individuals	 with	 other	 neurodevelopmental	 disorders	 and	
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intellectual	 disabilities,	 it	 is	 an	 indicator	 of	 network	 abnormalities	 in	 the	 brain,	 as	

opposed	 to	 a	 specific	 indicator	 of	 ASD.	 The	 literature	 appears	 to	 suggest	 that	 more	

research	is	needed	to	explore	the	difference	between	core	characteristics	of	ASD	and	co-

morbid	difficulties.		

1.5.3.	Motor	movements	and	coordination	

There	are	an	increasing	number	of	studies	reporting	the	wide	range	of	difficulties	that	

individuals	with	ASD	can	experience	in	the	areas	of	motor	skills	and	movements.	These	

include	poor	strength,	muscle	tone,	praxis,	agility	and	fine	and	gross	motor	coordination	

to	name	a	few	(Hilton	et	al.,	2011).	In	support	of	this,	under	criterion	B	for	ASD	of	the	

DSM-V,	it	states	that	individuals	may	have	stereotyped	or	repetitive	motor	movements	

(APA	2013).	It	has	been	estimated	that	between	80-90%	of	children	with	ASD	have	some	

degree	of	atypical	motor	development	(David	et	al.,	2009).	As	with	sensory	sensitivities,	

poor	 motor	 skills	 and	 coordination	 can	 significantly	 impact	 upon	 many	 areas	 of	 an	

individual’s	 life,	 from	difficulties	carrying	out	day-to-day	tasks	such	as	getting	dressed	

and	writing,	to	engaging	in	athletic	activities	(Hilton	et	al.,	2011).	

1.6.	Summary	of	characteristics	of	Autistic	Spectrum	Disorder	

 

To	conclude,	 from	an	ecosystemic	viewpoint,	ASD	does	not	solely	affect	 the	 individual	

with	ASD;	it	is	likely	to	impact	on	all	subsystems	of	the	family	including	siblings,	parents	

and	extended	family	(Angell	et	al.,	2012).	Whether	a	positive	or	negative	experience,	a	

child	with	additional	needs	will	 influence	the	relationships	 formed	and	roles	acquired	

within	a	family	and	affect	the	structure	and	functionality	of	that	family	system	(Aksoy	&	

Bercinyildirim,	2008).	It	could	be	agreed	that	characteristics	of	ASD	may	cause	difficulties	

for	family	members,	in	which	all	subsystems	will	need	to	adapt	to,	as	“having	a	sibling	

diagnosed	with	Autism	is	difficult	for	a	child,	as	well	as	for	the	family,	to	understand	and	

accept	 since	with	Autism,	one	has	 to	deal	with	 the	unexpected	at	 all	 times”	 (Aksoy	&	

Bercinyildirim	2008,	p.	775).	Further	to	this,	due	to	the	invisible	nature	of	ASD,	family	

members	can	find	it	difficult	to	adapt	to	and	understand	behavioural	implications	of	the	

condition	(Midence	&	O’neill,	1999).	
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1.7.	Aetiology		

	

Although	the	cause	of	ASD	has	been	heavily	researched,	there	are	no	definitive	answers	

as	of	yet.	There	is,	however,	a	consensus	in	the	literature	that	genetics	and	environmental	

factors	play	a	key	role	(Campisi	et	al.,	2018;	Lai	et	al.,	2014).	Some	of	the	possible	causes	

of	ASD	are	listed	below,	however,	it	should	be	noted	that	more	research	is	required	in	

these	areas:			

	

o The	 literature	 has	 examined	 a	 broad	 number	 of	 environmental	 risk	 factors	

associated	with	ASD.	The	largest	proportion	have	investigated	nutritional	factors	

(mineral	deficiencies	–	primarily	vitamin	D)	and	chemical	 factors	 (heavy	metal	

exposure)	Exposure	to	air	pollution,	alcohol,	cigarette	smoke	and	pesticides,	are	

some	of	 the	 further	 factors	 researched	 that	may	be	a	possible	 cause	 (Ng	et	 al.,	

2017).	

o Genetic	 factors	 are	 likely	 to	 play	 a	 significant	 role	 in	 the	 cause	 of	ASD;	 in	 fact,	

research	suggests	it	is	the	most	heritable	of	neurodevelopmental	disorders	with	

recent	findings	suggesting	“susceptibility	to	ASD	has	moderate	genetic	heritability	

and	a	substantial	shared	twin	environmental	component”	(Hallmayer	et	al.,	2011,	

p.	1095).		

o Physiological	factors	are	one	of	the	most	studied	areas	in	the	literature.	Factors	

that	 have	 been	 reported	 to	 be	 associated	 with	 ASD	 include	 pregnancy	

complications,	low	birth	weight,	birth	characteristics	and	immune	abnormalities,	

older	parental	age,	neonatal	jaundice	and	premature	birth	(Ng	et	al.,	2017).	

o Concerns	 have	 been	 raised	 by	 some	 concerning	 the	 relation	 between	ASD	 and	

some	 vaccines,	 mainly	 the	 measles,	 mumps,	 rubella	 (MMR).	 However,	 in	 a	

systematic	review	of	the	literature	based	on	study	quality	criteria,	Ng	et	al.	(2017)	

argue	that	overall,	findings	do	not	support	a	causal	association	between	the	two.	

	

To	summarise,	although	the	specific	cause(s)	of	ASD	remains	unclear,	current	research	

suggests	that	genetic	factors	combined	with	environmental	factors	are	likely	to	be	partly	

responsible.		
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1.8.	Context	and	significance	of	the	topic	

Prior	to	a	discussion	regarding	the	motivation	and	rationale	for	exploring	the	experiences	

of	children	living	with	siblings	with	ASD,	I	feel	it	imperative	to	consider	the	focus	of	this	

study	 within	 a	 wider	 context.	 This	 section	 will	 discuss	 the	 significance	 of	 this	 topic,	

considering	the	increasing	ASD	prevalence	rates.	The	national	socio-political	context	will	

then	be	explored,	 including	key	 legislation	and	organisations	 that	 aim	 to	 support	 this	

group.	Finally,	the	local	context,	specifically	the	local	authority	(LA)	in	which	this	research	

was	conducted,	will	be	discussed	in	terms	of	services	available	to	these	children.			

1.8.1.	Prevalence	of	Autistic	Spectrum	Disorder	

Early	epidemiological	research	considered	ASD	to	be	a	somewhat	rare	condition,	with	

estimated	prevalence	 rates	of	between	 four	and	 five	 children	per	10,000	 (Wing	et	al.,	

1976).	However,	more	recent	findings	suggest	that	the	number	of	children	receiving	a	

diagnosis	has	increased	significantly	(Matson	&	Kozlowski,	2011)	with	estimates	of	1	in	

100	in	the	UK	(Brugha	et	al.,	2012).	With	regards	to	the	male-to-female	ratio	in	ASD,	a	

systematic	 review	 and	 meta-analysis	 by	 Loomes	 et	 al.	 (2017)	 estimate	 it	 to	 be	

approximately	3:1	and	 that	 there	seems	 to	be	a	diagnostic	bias	whereby	 females	who	

meet	criteria	for	ASD	are	less	likely	to	receive	a	diagnosis.	Considering	these	figures,	it	

seems	imperative	to	attempt	to	explore	and	understand	children’s	experiences	of	living	

with	a	sibling	with	ASD.		

	

As	to	the	reasons	for	the	significant	 increase	 in	diagnoses,	 this	 is	a	complex	subject	of	

ongoing	 debate	 over	 the	 factors	 that	 may	 have	 contributed	 to	 the	 rise	 (Matson	 &	

Kozlowski,	 2011;	Wazana,	 2007).	Matson	 and	Kozlowski	 (2011)	 state	 that	we	 cannot	

argue	that	numbers	are	increasing	and	there	is	consistent	evidence	of	potential	factors	

that	may	be	responsible	for	this.	However,	determining	how	specific	factors	affect	these	

rates	 are	 arduous.	 Firstly,	 it	 is	 thought	 that	 changes	 in	 diagnostic	 criteria	 is	 partly	

responsible	by	broadening	the	criteria	and	also	the	age	at	which	diagnosis	can	occur	to	

include	early	childhood.	A	second	factor	to	consider	is	that	of	inaccurate	diagnoses.	This	

could	occur	for	many	reasons	including	the	criteria	for	different	diagnostic	assessments	

varying	significantly,	along	with	the	experience	and	expertise	of	those	conducting	them	

(Posserud	 et	 al.,	 2009).	 Not	 only	 this,	 Leonard	 et	 al.	 (2010)	 points	 out	 that	 it	 can	 be	
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difficult	to	accurately	diagnosis	ASD	due	to	some	of	its	characteristics	overlapping	with	

other	 conditions	 such	 as	 intellectual	 disability	 or	 communication	 disorders.	 Other	

potential	 causes	 of	 increased	 prevalence	 can	 be	 linked	 to	 methodological	 factors	

including	 the	 wide	 range	 of	 ways	 in	 which	 prevalence	 rates	 are	 estimated	 and	 an	

increased	awareness	of	ASD	that	may	have	resulted	in	parents	seeking	assessment,	which	

may	have	been	a	pathway	not	previously	considered	(Matson	&	Kozlowski,	2011).	

	

Overall,	 considering	 prevalence	 rates	 are	 expected	 to	 continue	 to	 rise	 (Matson	 &	

Kozlowski,	2011),	it	seems	critical	to	gain	a	deeper	understanding	of	the	experiences	of	

siblings	and	what	supports	they	need	to	help	them	with	living	with	a	sibling	with	ASD.		

1.8.2.	The	national,	social	and	political	context	

In	the	UK,	 there	are	a	number	of	 legislations,	policies,	agendas	and	statutory	acts	 that	

address	 the	needs	of	 individuals	with	ASD.	Perhaps	 the	most	pertinent	 to	educational	

psychology	 is	 that	 of	 the	 Special	 Educational	 Needs	 and	 Disability	 (SEND)	 Code	 of	

Practice	(DfE,	2014b).	Other	examples	include	the	Autism	Act	(2009),	the	Think	Autism	

strategy	(DoH,	2014)	and	its	accompanying	statutory	guidance	(DoH,	2015).		

	

In	addition	to	legislation	addressing	the	needs	of	individuals	with	ASD,	there	are	several	

publications	that	acknowledge	the	ways	in	which	having	a	family	member	with	ASD	may	

affect	other	family	members.	The	Children	and	Families	Act	(DfE,	2014a)	makes	reference	

to	families	within	the	statutory	assessment	process.	Although	siblings	are	not	referred	to	

specifically,	 it	 highlights	 the	 importance	 of	 providing	 a	 joined-up	 service	 for	 the	

individual	with	SEND	and	their	families	and	adopting	common	terminology	to	establish	

a	 shared	 understanding	 among	 families	 and	 professionals.	 A	 report	 by	 the	 House	 of	

Commons	 Education	 Committee	 (2019,	 p.	 9)	 highlights	 the	 “significant	 strain	 on	 all	

aspects	 of	 a	 family’s	 life”	 when	 navigating	 the	 SEND	 system	 in	 an	 attempt	 to	 access	

support	with	children	and	young	people	(CYP)	with	SEND	and	the	added	complexities	

that	can	arise	as	a	result	of	the	characteristics	of	ASD	specifically.	

The	National	Institute	for	Health	and	Care	Excellence	(NICE)	(2013)	produced	guidelines	

for	health	and	social	care	in	providing	support	for	CYP	and	their	families.	This	document,	

unlike	many	others,	makes	explicit	reference	to	siblings.	It	states	that	health	and	social	
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care	professionals	should	receive	training	on	the	impact	of	ASD	on	the	family,	including	

siblings,	 and	 offer	 support	 including	 access	 to	 support	 groups,	 respite	 care	 and	 short	

breaks.	It	also	states	that	families,	including	siblings,	should	have	the	opportunity	to	have	

their	own	needs	assessed	including	the	level	of	personal,	social	and	emotional	support	

they	receive.		

The	National	Framework	for	Children	and	Young	People’s	Continuing	Care	(DoH,	2016)	

gives	guidance	and	advice	in	improving	the	lives	of	CYP	with	needs	arising	from	accident,	

illness	 and	 disability	 including	 ASD,	 and	 their	 families.	 It	 provides	 advice	 for	

professionals	 in	 conducting	 a	 holistic	 assessment	 of	 CYP’s	 continuing	 care	 needs,	

including	siblings	involved	in	care	provision.	Not	only	does	it	emphasise	the	importance	

of	 consulting	with	 all	 family	members	when	 considering	 the	 preferences	 of	 a	 CYP,	 it	

advises	that	professionals	ask	the	following	questions	about	siblings	specifically	during	

the	assessment:	

o Are	they	involved	in	care	provision?	

o Are	their	recreational	needs	being	met?	

o What	understanding	do	they	have	of	their	sibling’s	condition?		

This	document	clearly	advocates	a	family-centered	approach	to	assessing	the	needs	of	

CYP,	 and	 as	 part	 of	 this	 process,	 considers	 the	wellbeing	 and	 support	 available	 to	 all	

family	members	including	siblings.			

With	regards	to	national	organisations,	Sibs	(2020)	which	was	founded	in	2002,	is	the	

only	charity	in	the	UK	that	supports	the	needs	of	people	with	siblings	with	disabilities.	

The	 charity	 focuses	on	 improving	 sibling	outcomes	 through	 the	 influencing	of	 service	

provision	 and	 by	 providing	 siblings	 with	 support	 and	 information.	 Examples	 of	 the	

support	it	offers	includes	implementing	support	groups	nationally,	encouraging	LAs	to	

include	information	about	support	available	in	their	Local	Offers	and	providing	education	

and	support	to	siblings,	their	parents	and	practitioners.	Sibs	also	encourages	others	to	

support	siblings	by	providing	training	to	practitioners	to	enable	them	to	deliver	sibling	

support	groups	and	one-to-one	interventions.		

Overall,	 it	could	be	agreed	that	there	is	a	scarcity	of	formal	support	for	children	living	

with	a	sibling	with	ASD	at	a	national	level,	albeit	there	are	notable	exceptions	including	
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NICE	 (2013)	 and	 Sibs	 (2020).	 This	 sparsity	 of	 support	 underlies	 the	 importance	 of	

carrying	out	my	own	research	in	this	area.	

1.8.3.	The	local	context	

Having	been	on	placement	in	a	South	West	LA	for	two	years,	it	is	my	understanding	that	

the	LA	in	which	the	research	was	conducted	currently	has	three	resources	available	to	

children	who	have	siblings	with	SEND.	Firstly,	the	LA	provides	a	‘Carer	Support’	charity	

committed	to	supporting	carers	of	all	ages	in	the	area;	part	of	the	charity	focuses	solely	

on	young	carers	aged	eighteen	and	under.	The	website	makes	specific	reference	to	who	

young	carers	may	 look	after,	 including	siblings,	with	 some	examples	of	 support	being	

access	to	respite	breaks	and	opportunities	to	meet	other	young	carers	through	locally	run	

events.	 Secondly,	 there	 is	 a	 parent	 carer	 council	 website	 that	 has	 a	 page	 devoted	 to	

signposting	 support	 to	 families	 and	 siblings.	 Examples	 of	 forms	 of	 support	 it	 directs	

families	to	are	local	sibling	support	groups	and	local	parent/carer	support	groups.	

	Lastly,	 the	 LA	 has	 devised	 two	 documents	 (for	 early	 years	 and	 school	 age	 pupils)	

providing	resources	and	strategies	to	assist	families	and	settings	in	supporting	children	

with	ASD.	Although	the	majority	of	these	documents	focus	on	support	for	the	child	with	

ASD,	it	makes	reference	to	the	stress	that	all	family	members	can	experience	and	how	this	

can	 impact	on	siblings.	For	example,	 it	 recognises	 that	 siblings	 themselves	may	adopt	

caring	roles	and	responsibilities	 for	 their	brother	or	sister	and	 that	 they	may	become	

resentful	 about	 the	 amount	 of	 time	 parents	 spend	with	 the	 sibling	 with	 ASD.	 It	 also	

highlights	 the	 importance	 of	 children	 acquiring	 an	 understanding	 of	 their	 siblings’	

condition,	and	signposts	families	to	the	local	library	service	for	resources	to	support	with	

this.		

1.9.	Journey	towards	a	dissertation	topic	

The	topic	of	this	study	emerged	whilst	I	was	shadowing	an	Educational	Psychologist	(EP)	

carrying	 out	 an	 EHC	 Needs	 Assessment	 at	 a	 nursery	 during	 the	 second	 year	 of	 my	

training.	The	case	in	hand	was	a	three-year-old	boy	with	a	diagnosis	of	ASD.	During	the	

information	gathering	process	with	the	mother,	the	topic	arose	about	which	school	she	

would	like	her	son	to	transition	to	when	he	reached	school	age.	She	explained	that	she	

had	recently	had	a	discussion	with	her	older	son	about	this	and	assumed,	due	to	their	
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close	bond,	that	he	would	prefer	his	younger	brother	to	attend	his	primary	school	setting	

so	as	to	remain	close	to	him.	However,	his	reaction	was	quite	the	contrary.	She	told	us	

that	he	became	very	upset	at	the	thought	of	him	attending	the	same	school	and	expressed	

that	he	would	never	 forgive	himself	 if	 something	happened	to	him,	 for	example	being	

injured	or	bullied	whilst	he	was	on	the	premises;	he	described	this	as	being	a	failure	in	

protecting	his	brother.		This	experience	opened	my	eyes	to	the	pressures	and	emotional	

strain	those	around	CYP	with	SEND	can	experience.	Until	this	point,	I	had	often	neglected	

to	 consider	 the	 impact	 SEND	processes	 such	 as	EHCPs	 can	have	 on	different	 systems	

around	 an	 individual	 and	 the	 implications	 of	 this.	 Although	 I	 had	 considered	 these	

systems	 using	 the	 Ecological	 Systems	 Theory	 (Bronfenbrenner,	 1979)	 to	 facilitate	

hypothesise	formations,	this	was	solely	to	make	sense	of	how	the	individual	with	SEND	

may	be	affected.	However,	considering	these	relationships	bidirectionally,	 the	systems	

around	typically	developing	siblings	including	their	siblings	with	ASD,	will	also	influence	

their	lives.		

Having	 identified	a	research	topic	 in	which	I	wished	to	explore,	my	beliefs	and	values	

informed	the	ways	in	which	I	conducted	the	research.	I	feel	strongly	about	gathering	and	

listening	to	the	voices	of	children	through	their	own	accounts,	not	by	interpreting	what	

others	believe	their	experiences	are.	Also,	I	aspire	to	provide	a	balanced	perspective	of	

their	 experiences	 from	 an	 impartial	 position	 as	 a	 researcher,	 meaning	 that	 I	 do	 not	

hypothesise	positive	or	negative	effects	associated	with	living	with	a	sibling	with	ASD,	

rather	 I	wish	 to	gather	children’s	general	experiences.	During	 the	 initial	 stages	of	 this	

research,	 I	 conducted	a	 search	of	 the	 literature	 to	explore	 the	 research	 that	had	been	

carried	out	to	date.	It	quickly	became	apparent	that	the	majority	of	studies	hypothesise	

and/or	 document	 negative	 outcomes	 associated	 with	 having	 a	 sibling	 with	 ASD.	

Moreover,	many	studies	do	not	appear	 to	provide	 the	opportunity	 to	explore	possible	

positive	outcomes.	The	aim	of	this	dissertation,	therefore,	was	to	conduct	child-centered	

research	that	explored	and	gathered	the	general	perceptions	and	experiences	of	children	

who	are	living	with	a	sibling	with	ASD.		

1.10.	Relevance	to	educational	psychology	

	

There	are	several	reasons	why	it	is	felt	that	the	topic	of	this	research	is	relevant	to	the	

educational	psychology	profession.		
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The	 EP	 role	 involves	 supporting	 and	 improving	 outcomes	 for	 CYP	 and	 their	 families	

(Frederickson,	2013)	at	various	systemic	levels	including	individual,	family,	school	and	

community.	The	BPS	(2015,	p.	4)	states	that	information	and	advice	should	be	provided	

holistically	 and	 in	 a	 child-centered	manner	 and	 that	 assessments	must	 consider	 “the	

circumstances	 in	 which	 children	 and	 young	 people	 and	 their	 families	 are	 living	 and	

functioning”.	This	suggests	that	EPs	are	well	positioned	to	promote	early	identification	of	

the	needs	of	children	 living	with	siblings	with	ASD,	as	 they	work	closely	with	 families	

requiring	support.	Further	to	this,	in	a	report	exploring	the	EP	workforce,	the	DfE	(2019)	

state	that	due	to	a	significant	increase	in	mental	health	difficulties	in	CYP,	a	critical	part	

of	the	EP	role	is	supporting	the	social,	emotional	and	mental	health	needs	of	CYP,	families	

and	school	staff.	Again,	this	highlights	the	need	for	EPs	to	work	holistically	and	at	various	

levels	to	facilitate	the	identification	of	needs	of	individuals	that	they	work	with	directly,	

and	also	less	directly	with,	such	as	siblings	of	children	with	ASD.			

	

As	discussed	in	Chapter	2,	there	are	a	number	of	dominant	theories	within	this	area	of	

sibling	research,	mainly	Ecological	Systems	Theory	(Bronfenbrenner,	1979)	and	Family	

Systems	Theory	(Bowen,	1978).	EPs	are	knowledgeable	about	these	theories	and	they	

are	 commonly	 used	 in	 practice	 in	 understanding	 the	 dynamics,	 relationships	 and	

influences	of	the	various	systems	around	a	child	and	how	these	may	be	affecting	them.	

Through	consideration	of	these	different	systems,	both	inside	and	outside	of	the	family,	

EPs	are	strategically	positioned	to	recognise	when	children	may	be	in	need	of	support	

and	signpost	 their	 families	 to	appropriate	services	should	this	 feel	necessary.	 In	some	

instances,	 it	 may	 be	 appropriate	 for	 the	 EP	 to	 work	 directly	 with	 the	 child	 and/or	

appropriate	adults,	in	an	attempt	to	overcome	some	of	the	barriers	they	may	be	facing.		

Some	 examples	 of	 type	 of	 involvement	 may	 include	 seeking	 advice	 from	 other	

professionals,	working	with	 schools	 to	 support	 pupils’	 differing	 needs	 and	 individual	

therapeutic	work	with	children.		

The	current	study	aspired	to	contribute	knowledge	towards	supporting	children	living	

with	 siblings	 with	 ASD	 and	 how	 this	 can	 be	 achieved	 in	 practice	 by	 EPs,	 LAs	 and	

educational	settings.	
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1.11.	Methodological	orientation		

Within	 this	 research	 I	 am	 concerned	 with	 exploring	 the	 individual	 experiences	 of	

children.	This	is	underpinned	by	my	ontological	position	of	social	constructionism,	the	

belief	that	multiple	realities	exist,	and	these	realities	are	subjective	and	unique.	It	also	

reflects	my	epistemological	position	of	interpretivism,	that	the	acquisition	of	knowledge	

is	unique	to	each	individual,	based	on	how	they	perceive	their	lives.	Having	established	

my	theoretical	stance,	the	methodological	approach	considered	most	appropriate	for	this	

research	was	IPA.	IPA	is	a	qualitative	methodology	that	draws	upon	three	philosophical	

underpinnings:	 phenomenology,	 hermeneutics	 and	 idiography.	 Its	 main	 aim	 is	 to	

understand	 individuals’	 significant	 life	 experiences	 and	how	 they	make	 sense	of	 their	

worlds	(Smith	et	al.,	2009).	I	will	discuss	my	methodological	orientation	in	greater	detail	

in	Chapter	3.		

1.12.	Research	aim	and	questions	

 
To	conclude,	the	primary	aim	of	this	study	is	to	explore	the	experiences	of	primary	school	

pupils,	aged	between	7	and	11	years,	who	are	living	with	a	sibling	with	a	diagnosis	of	ASD.	

In	an	attempt	to	meet	the	aims	of	the	research,	the	following	research	questions	were	

developed:	

	

o What	are	children’s	understandings	of	ASD?	

	

o What	are	children’s	individual	experiences	of	living	with	a	sibling	with	ASD?	

	

o What	supports,	if	any,	would	children	like	to	help	them	with	living	with	a	sibling	

with	ASD?	

	

1.13.	Chapter	summary	and	outline	of	the	structure	of	the	dissertation	

In	this	chapter,	I	provided	definitions	of	key	terminology	followed	by	an	overview	of	the	

significance	of	the	topic	and	consideration	of	its	position	in	a	national	socio-political	and	

local	 context.	 I	 then	 shared	 my	 journey	 towards	 selecting	 a	 research	 topic	 and	 its	

relevance	to	educational	psychology.	The	chapter	ended	with	the	study’s	methodological	
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orientation	 and	 research	 aim	 and	 questions.	 The	 remaining	 chapters	 are	 arranged	 as	

follows:		

o Chapter	2	provides	an	overview	of	the	dominant	theories	present	in	the	literature	

on	 this	 topic.	 Then,	 literature	 deemed	 most	 relevant	 to	 the	 current	 study	 is	

explored,	 that	 which	 specifically	 considers	 children’s	 understanding	 and	

experiences	 of	 having	 a	 sibling	 with	 ASD.	 The	 chapter	 ends	 with	 an	 inclusive	

rationale	for	this	study,	highlighting	current	gaps	in	the	literature	and	how	this	

study	may	contribute	to	filling	these	gaps.			

o Chapter	 3	 provides	 a	 description	 of	 the	 methodological	 orientation	 and	 my	

rationale	 for	 selecting	 IPA,	 as	 opposed	 to	 other	 methodologies.	 The	 research	

design	 and	 processes	 are	 then	 outlined,	 followed	 by	 a	 description	 of	 the	 data	

collection	 and	 analysis	 process.	 Finally,	 the	 chapter	 considers	 ethical	 issues	

involved	in	carrying	out	the	research.			

o Chapter	4	will	outline	the	findings	from	this	research,	followed	by	a	discussion	of	

the	key	themes	that	were	identified	through	the	data	analysis	process.	A	selection	

of	quotes	and	drawings	from	participants	are	provided.		

o Chapter	 5	 discusses	 the	 main	 findings	 from	 the	 study	 with	 reference	 to	 the	

research	questions	and	existing	literature.	Strengths,	limitations	and	quality	of	the	

study	 are	 also	 discussed,	 along	 with	 suggestions	 for	 future	 research	 and	

implications	for	professional	practice.		
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Chapter	2:	Literature	Review	
	

2.1.	Introduction	to	chapter	

The	purpose	of	this	chapter	is	to	review	the	literature	relevant	to	my	chosen	research	

topic.	 The	 chapter	 will	 begin	 by	 outlining	 the	 narrative	 approach	 to	 reviewing	 the	

literature,	 along	 with	 the	 theoretical	 frameworks	 that	 have	 guided	 my	 thinking	

throughout	the	research	process.	Then,	the	focus	will	transfer	to	siblings,	specifically	the	

sibling	relationship	and	typically	developing	siblings’	understanding	of	ASD.		The	chapter	

continues	with	a	discussion	of	the	dominant	themes	identified	through	the	review	of	the	

literature	and	my	critical	reflections	of	the	studies	included	within	this.		Next,	the	studies	

deemed	most	relevant	to	the	current	study	will	be	critiqued.	Lastly,	the	specific	gap	in	the	

literature	my	study	seeks	to	address	is	outlined.	

2.2.	A	narrative	approach	to	reviewing	the	literature	

	

I	chose	to	conduct	a	narrative	review	of	the	literature.	The	keywords	used	in	searches	

included:	Autis*,	ASD,	ASC,	sibling,	brother,	sister,	understand*,	perception,	experience,	

liv*	 and	 support.	 The	 literature	 search	 was	 repeated	 at	 different	 points	 between	

November	2019	and	July	2020	in	the	hope	to	include	as	much	of	the	relevant	research	as	

possible.	See	Appendix	A	for	more	details	about	the	literature	review	strategy.	

	

2.3.	Theoretical	frameworks	

A	 review	 of	 the	 literature	 identified	 a	 number	 of	 dominant	 theories	 present	 when	

exploring	children’s	experiences	of	 living	with	a	 sibling	with	ASD.	 In	 this	 section,	 two	

system-based	 theories	will	be	discussed:	Ecological	 Systems	Theory	 (Bronfenbrenner,	

1979)	and	Family	Systems	Theory	(Bowen,	1978),	both	of	which	have	guided	my	thinking	

throughout	the	research	process.	The	Ecological	Systems	Theory	explores	an	individual’s	

interaction	with	multiple	environments,	or	ecological	systems,	and	how	this	influences	

their	 development.	 It	 describes	 the	 systems	 “between	 which	 a	 child	 moves,	 and	

interactions	within	and	between	them,	allowing	us	to	capture	those	multiple	influences”	

(Kelly,	2017,	p.	24).	Family	systems	theory	suggests	that	a	family	is	an	interconnected	
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emotional	unit	whereby	consideration	of	 the	context	of	 the	 family	system	is	crucial	 to	

understanding	 individuals’	 behaviour	 (Bowen,	 1978).	 Fundamentally,	 a	 systemic	

theoretical	framework	provided	the	backdrop	to	this	study.	

2.3.1.	Ecological	Systems	Theory		

Within	 sibling	 research,	 ecological	 systems	 theory	 suggests	 that	 siblings	 sit	 within	

multiple	 systems	 of	 a	 family	 and	 that	 these	 relationships	 both	 directly	 and	 indirectly	

influence	development.	The	application	of	this	particular	theory,	Saxena	and	Adamsons	

(2013,	 p.	 303)	 suggests,	 “Will	 provide	 a	 deeper,	 unique,	 and	 richer	 understanding	 of	

siblings’	development	by	providing	a	big	picture	as	well	as	fine	details	of	each	aspect	of	

their	 development”.	 Saxena	 and	 Adamsons	 (2013)	 provide	 a	 model	 illustrating	 the	

theory’s	 five	 environmental	 systems	 and	 how	 this	 can	 be	 applied	 to	 the	 typically	

developing	siblings	of	children	with	disabilities,	including	that	of	ASD	(refer	to	Figure	2	

below).		

Figure	2.	Bronfenbrenner’s	Ecological	Systems	Theory	and	its	application	to	individuals	of	

siblings	with	disabilities	
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The	 model	 above	 clearly	 demonstrates	 the	 complexities	 of	 a	 child’s	 experiences	 in	

various	contexts	and	how	these	experiences	are	likely	to	develop	and	evolve	over	time	

and	between	 contexts.	 “A	 family	member	with	 an	 autism	 spectrum	disorder	presents	

pervasive	and	bidirectional	influences	on	the	entire	family	system”	(Cridland	et	al.,	2013,	

p.	213).	By	learning	more	about	the	relationships	of	these	subsystems,	it	is	likely	that	we	

will	better	understand	how	to	help	the	families	living	with	children	with	ASD,	including	

siblings.		

2.3.2.	Family	Systems	Theory		

From	a	family	systems	perspective	of	the	study	of	siblings,	each	family	is	a	system	with	

“its	own	pattern	of	functioning”	of	various	roles	and	responsibilities	(Cridland	et	al.,	2016,	

p.	 196).	 Growing	 family-focused	 research	 examining	 the	 impact	 of	 ASD	 on	 families,	

including	siblings	specifically,	has	 identified	a	 range	of	 factors	 that	may	 influence	 this	

functioning	(Cridland	et	al.,	2013;	Orsmond	&	Seltzer,	2007a).	“A	family	member	with	an	

autism	spectrum	disorder	presents	pervasive	and	bidirectional	influences	on	the	entire	

family	system”	(Cridland	et	al.,	2013,	p.	213).	 It	 is	widely	acknowledged	that	having	a	

family	member	with	ASD	can	generate	 specific	 challenges	 for	 these	 families	 including	

management	 of	 emotional	 deregulation	 and	 a	 lack	 of	 spontaneity	 (Macks	 and	 Reeve,	

2007).	However,	a	number	of	studies	have	also	documented	positive	effects	on	 family	

functioning	 such	 as	 increased	 empathy	 and	 communication	 (Bayat,	 2007;	 Davis	 &	

Gavidia-Payne,	2009).	A	study	by	Rivers	and	Stoneman	(2003)	employed	Family	Systems	

Theory	to	explore	sibling	relationships	when	one	sibling	has	ASD.	They	concluded	that	

research	on	this	topic	should	become	more	theoretically	directed,	particularly	through	

the	use	of	a	 family	systems	approach,	 in	an	attempt	to	 further	explore	the	association	

between	the	quality	of	the	sibling	relationship	and	the	family	context	itself.	

2.4.	The	sibling	relationship	

	

As	the	present	study	wishes	to	explore	the	experiences	of	siblings	of	children	with	ASD,	

it	was	considered	important	to	explore	this	subsystem	of	the	family	in	more	detail.	Thus,	

this	 section	will	 focus	 on	 the	 sibling	 relationship,	 followed	by	 a	 critical	 review	of	 the	

literature	regarding	typically	developing	siblings’	experiences.	Please	refer	to	Chapter	1	

for	a	comprehensive	description	of	the	term	'sibling'.	Among	all	relationships	one	will	



 32 

form	 in	a	 lifetime,	 sibling	 relationships	generally	 last	 the	 longest	 (Orsmond	&	Seltzer,	

2007a).	“Sibling	relationships	can	be	some	of	the	most	intimate,	enduring,	troubling	and	

conflictual	relationships	that	we	may	experience	in	our	lives”	(Hindle	&	Sherwin-White,	

2014,	p.	4).		

Typically,	during	childhood,	the	sibling	relationship	focuses	on	play	and	forms	part	of	a	

support	network	“through	intimate	daily	contact”	(Orsmond	&	Seltzer,	2007a,	p.	313).	

Features	present	within	the	sibling	relationship	during	this	developmental	stage	include	

intimacy	and	conflict,	however,	the	extent	to	which	siblings	get	along	varies	significantly	

among	families	(Dunn,	2014).	During	adolescence	and	young	adulthood	as	 individuals	

become	more	independent,	often	due	to	changes	in	each	sibling’s	interests	and	strengths	

(Dunn,	2014),	the	sibling	relationship	becomes	more	distant,	with	intimacy	decreasing	

(Orsmond	&	 Seltzer,	 2007a).	 Regarding	 adulthood,	 siblings’	 contact	with	 one	 another	

decreases,	 with	 communication	 often	 in	 the	 form	 of	 periodic	 visits	 and	 telephone	

conversations	 (Orsmond	 &	 Seltzer,	 2007a),	 yet	 affection	 for	 one	 another	 does	 not	

decrease.	Lastly,	in	later	adulthood,	the	bond	generally	becomes	stronger,	with	siblings	

acting	as	a	positive	resource	for	each	other,	especially	in	alleviating	loneliness	in	old	age	

(Dunn,	2014).			

McHale	 et	 al.	 (2006)	 suggest	 that	 the	 sibling	 relationship	 is	 greatly	 influenced	 by	

children’s	understanding	of	social	rules,	norms	and	scripts,	emotional	understanding	and	

perspective-taking	 skills.	 Thus,	 it	 is	 not	 surprising	 that	 the	 difficulties	 related	 to	

characteristics	 associated	 with	 ASD	 are	 likely	 to	 influence	 the	 way	 in	 which	 sibling	

relationships	 are	 constructed	 and	 also	 the	 family	 functioning	 in	 general	 (Orsmond	&	

Seltzer,	2007a).	An	increasing	number	of	studies	have	explored	the	sibling	relationship	

when	one	child	has	ASD	and	many	literature	reviews	have	attempted	to	draw	conclusions	

from	these	(Beyer,	2009;	Ferraioli	&	Harris,	2009;	Orsmond	&	Seltzer,	2007a;	Smith	&	

Elder,	2010).	However,	the	general	consensus	is	that	there	is	a	diverse	set	of	findings	in	

the	limited	literature,	including	both	positive	and	negative	effects	on	the	child	and	that	

more	research	is	needed	in	this	area	to	better	understand	the	impact.		
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2.5.	Siblings’	understanding	of	ASD	

 
Having	conducted	an	in-depth	narrative	review	of	the	literature,	I	was	surprised	by	the	

sparsity	of	research	exploring	children’s	understanding	of	their	siblings’	ASD.	Whereas	

the	majority	of	studies	have	explored	the	 impact	of	having	a	sibling	with	ASD	and	the	

support	that	children	have	and	need,	I	felt	it	important	not	to	assume	that	all	children	

have	a	clear	understanding	of	the	condition.	This	gives	rise	to	the	first	research	question	

of	the	present	study:	‘What	are	children’s	understandings	of	ASD?’	

	

Glasberg	(2000)	argues	that	although	children’s	understanding	of	ASD	develops	with	age,	

all	 participants	 demonstrated	 reasoning	 within	 the	 preoperational	 stage	 of	 cognitive	

development,	 which	 typically	 begins	 at	 age	 2	 years	 until	 approximately	 age	 7	 years	

(Piaget,	1929).	This	is	despite	participants	in	the	study	ranging	from	between	5	and	17	

years	 of	 age.	 Furthermore,	 children’s	 understanding	 developed	 at	 a	 slower	 pace	

compared	to	studies	of	physical	disabilities	or	illnesses	such	as	diabetes,	it	is	suggested,	

because	 ASD	 is	 a	more	 abstract	 concept.	 Although,	 all	 three	 age	 groups	 did	 perform	

within	 their	expected	developmental	 range	regarding	 the	 implications	of	ASD.	 I	 feel	 it	

important	to	acknowledge	the	considerable	criticism	Piaget’s	(1929)	theory	of	cognitive	

development	has	received	including	its	suggested	underestimations	of	children’s	abilities	

(Wood	 et	 al.,	 2001)	 along	 with	 the	 very	 nature	 of	 stage	 theories	 and	 their	 lack	 of	

recognition	 of	 overlap	 and	 variations	 between	 individuals’	 levels	 of	 development	

(Weiten,	 1992).	 However,	 as	 such	 few	 studies	 have	 sought	 to	 explore	 children’s	

understanding	 of	 ASD	 specifically,	 Glasberg’s	 (2000)	 work	was	 deemed	 relevant	 and	

valuable	within	the	context	of	the	current	research.	

	

A	study	by	Ross	and	Cuskelly	(2006)	found	that	CYP	correctly	answered	an	average	of	

66%	questions	 related	 to	 their	 knowledge	and	understanding	of	ASD,	 suggesting	 that	

they	had	a	‘reasonable’	understanding	of	the	condition.		Furthermore,	Roeyers	and	Mycke	

(1995)	 found	 that	 a	 greater	 knowledge	 of	 ASD	was	 associated	 with	 a	 higher	 quality	

sibling	relationship.	On	the	contrary,	findings	by	Opperman	and	Alant	(2003)	suggest	that	

whilst	 the	 majority	 of	 participants	 had	 some	 knowledge	 of	 their	 siblings’	 condition	

including	key	characteristics,	they	tended	to	have	a	limited	and	superficial	understanding	

of	the	implications	of	it.	It	is	noteworthy	that	this	was	a	small-scale	study	and	that	ages	
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ranged	from	between	12	and	15	years,	which	is	significantly	older	than	the	age	range	that	

I	recruited;	thus,	participants	are	likely	to	have	a	differing	level	of	understanding	based	

on	their	stage	of	development.	In	studies	where	children	have	attended	sibling	support	

groups,	findings	suggest	a	significant	increase	in	siblings’	knowledge	and	self-concepts	of	

ASD	(Smith	&	Perry,	2005)	and	sibling	connectedness	(Lobato	&	Kao,	2002).	Forms	of	

support	for	siblings	will	be	discussed	in	greater	detail	later	in	section	2.6.1.	

	

To	conclude,	it	seems	imperative	to	inform	and	engage	in	dialogue	with	children	about	

their	 siblings’	 additional	 needs,	 so	 that	 they	 develop	 a	 secure	 understanding	 of	 the	

condition	and	the	implications	of	this,	both	short	and	long	term.	Lobato	(1993)	states	that	

if	children	acquire	incorrect	explanations	that	are	not	addressed,	these	self-constructed	

views	of	the	condition	can	be	more	distressing	than	the	reality.	Similarly,	Harris	(1994)	

argues	that	giving	children	access	to	accurate,	developmentally	appropriate	information	

can	mitigate	the	impact	of	a	potentially	stressful	experience.		

	

2.6.	Themes	emerging	from	the	literature		

 
A	number	of	dominant	themes	were	identified	through	a	review	of	the	existing	literature.	

Having	interrogated	the	topic	in	detail,	it	appeared	that	the	findings	could	be	organised	

into	five	key	themes,	which	will	form	the	structure	of	the	literature	review:	

1. Support	

2. Potential	negative	outcomes	

3. Nil	effect		

4. Potential	positive	outcomes	

5. Positive	and	negative	outcomes		

These	five	key	themes	will	now	be	discussed,	along	with	my	critical	reflections	on	areas	

including	methodological	 issues,	 the	 balance	 of	 portrayal	 of	 siblings’	 experiences	 and	

participants	selected	for	studies.	This	will	lead	on	to	the	identification	of	articles	felt	to	

be	 most	 pertinent	 to	 the	 current	 study,	 whereby	 an	 overview	 and	 critique	 will	 be	

provided	for	each.	Whilst	exploring	these	themes	we	must	remember	that	growing	up	

with	 a	 sibling	 with	 ASD	 “is	 an	 experience	 unique	 to	 each	 sibling,	 ASD	 in	 itself	 is	 a	

particularly	complex	disorder,	given	its	multi-factorial	nature,	and	it	may	differ	from	one	
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individual	 to	 the	 next”	 (Petalas	 et	 al.,	 2009,	 p.	 386).	 We	 should	 not	 focus	 on	 the	

generalising	 of	 experiences	 of	 siblings	 of	 children	with	ASD,	 but	 rather	 reflect	 on	 the	

diversity	of	 their	circumstances	and	experiences	and	 the	range	of	 factors	 that	may	be	

influencing	these.		

2.6.1.	Support	

It	 is	widely	acknowledged	that	living	with	a	child	with	ASD	can	place	emotional	strain	

(Wing,	 1996),	 and	 additional	 demands	 (Harris	 &	 Glasberg,	 2003)	 not	 experienced	 in	

families	without	 children	with	 the	 condition	and	can	 influence	all	 aspects	of	daily	 life	

(Lock	&	Finstein,	2009).	As	will	be	discussed	in	the	following	sections,	living	with	a	child	

with	 ASD	 can	 result	 in	 both	 positive	 and	 negative	 experiences	 for	 their	 siblings.	 To	

determine	the	role	of	support	for	siblings	of	children	with	ASD,	we	must	first	understand	

the	need	for	this;	some	specific	needs	have	been	identified	below:	

o A	need	for	accurate	and	up	to	date	information,	at	a	developmentally	appropriate	

level,	about	their	sibling’s	ASD.	

o A	need	to	be	reassured	that	they	are	not	alone	in	their	experiences.	

o A	need	to	share	feelings	and	experiences	with	those	in	similar	situations.	

o Opportunities	 to	 share	 information	 with	 peers	 about	 their	 sibling’s	 condition	

Conway	&	Meyer,	2008).	

o Opportunities	 to	 express	 their	 needs	 and	 concerns,	 and	 understand	 that	 these	

feelings	are	natural,	given	the	context.	

o For	 myths	 and	 misconceptions	 of	 ASD	 to	 be	 addressed,	 such	 as	 that	 it	 is	

contagious.		

o Development	 of	 coping	 strategies	 to	 support	 with	 the	 adversities	 they	 may	

encounter	as	a	result	of	having	a	sibling	with	ASD	(Aronson,	2009).	

It	is,	however,	important	to	note	that	due	to	diverse	spectrums	of	strengths,	needs	and	

behaviours	of	children	with	ASD,	each	siblings’	experience,	bond	and	level	of	intimacy	is	

likely	 to	 vary	 considerably	 (Kaminsky	&	Dewey,	 2001)	 and	 thus,	 so	 is	 their	 need	 for	

support.	Regardless,	Conway	and	Meyer	(2008,	p.	113)	suggest	that:		

“As	 the	 people	 who,	 over	 the	 course	 of	 their	 lifetimes	 together,	 will	 be	most	

involved	 with	 their	 siblings	 with	 special	 needs,	 it	 is	 important	 that	 typically	
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developing	brothers	and	sisters	are	 involved	and	empowered	 in	their	growing	

relationship	with	their	sibling”.		

Tomeny	et	al.	(2018)	and	Garrido	et	al.	(2020)	suggest	that	social	support	can	act	as	a	

buffer	against	vulnerabilities	and	stressors	associated	with	having	a	 sibling	with	ASD.	

Social	support	can	be	defined	in	two	ways:	it	can	be	provided	by	those	close	to	the	child	

such	as	friends,	family	and	community,	by	responding	to	needs	spontaneously,	informally	

and	in	an	unstructured	form.	Conversely,	it	can	be	a	structured	and	formal	intervention	

(Chaplin	cited	in	Tomeny	et	al.,	2018).			

Findings	by	Kaminsky	and	Dewey	(2002)	indicate	that	CYP	who	received	high	levels	of	

social	support	from	classmates	experienced	lower	levels	of	loneliness	and	felt	somewhat	

or	very	supported	by	family,	friends	and	teachers.	Similarly,	Lovell	and	Wetherell	(2016)	

argue	 that	 social	 support,	 specifically	 from	 parents	 and	 close	 friends,	 alleviated	

depressive	symptoms	in	siblings	of	children	with	ASD.	Family	members	and	friends	have	

also	been	found	to	be	supportive	in	less	direct	ways.	For	example,	having	other	typically	

developing	siblings	can	enable	children	to	do	things	that	they	may	not	be	able	to	with	a	

sibling	with	ASD.	Additionally,	family	members	who	take	care	of	the	sibling	with	ASD	can	

enable	other	siblings	to	have	respite.	Friends	have	also	been	suggested	to	be	important	

as	they	enable	siblings	of	children	with	ASD	to	temporarily	‘forget’	about	the	difficulties	

they	may	face	as	a	result	of	their	brother	or	sister’s	ASD.	(Moyson	&	Roeyers,	2011).		

Through	 following	 a	 solution-focused	 brief	 therapy	 framework	 in	 supporting	 sibling	

interactions,	Turns	et	al.	(2016)	provide	informal	recommendations	to	families	including	

siblings	sharing	a	behaviour	chart	so	as	to	recognise	each	other’s	positive	behaviours	and	

engaging	 in	 dialogue	 with	 both	 siblings	 in	 a	 solution-building	manner.	 Beyer	 (2009)	

suggests	four	strategies	for	improving	sibling	relationships:	

o Teach	 play	 skills	 to	 develop	 prosocial	 behaviours	 and	 positive	 interactions	

between	siblings.	

o Develop	 coping	 strategies	 to	 effectively	 deal	 with	 difficulties	 associated	 with	

having	a	sibling	with	ASD.	

o Provide	siblings	with	regular	opportunities	for	quality	time	with	parents,	without	

their	sibling	with	ASD	present.		



 37 

o Avoid	unnecessary	pressure	by	not	putting	too	much	responsibility	on	children	in	

caring	for	their	brother	or	sister	with	ASD,	both	in	the	present	and	future.		

A	key	form	of	formal	social	support	is	that	of	sibling	support	groups.	Lock	and	Finstein	

(2009)	 suggest	 that	 these	groups	provide	 siblings	of	 children	with	ASD	with	accurate	

information	 and	 emotional	 support	 and	 enable	 them	 to	 share	 similar	 experiences	

through	 engagement	 in	 group	 activities.	 Results	 of	 the	 study	 revealed	 that	 although	

parents	 were	 enthusiastic	 about	 their	 children	 participating	 in	 a	 support	 group,	 the	

children	generally	 expressed	 less	 interest.	Possible	 reasons	 for	 this	 included	a	 lack	of	

understanding	 of	 what	 the	 support	 group	 involved	 and	 anxiety	 around	 disclosing	

personal	information	in	an	unfamiliar	context.	In	a	study	examining	the	effectiveness	of	

a	sibling	support	group,	Smith	and	Perry’s	(2005)	findings	indicate	that	children’s	self-

concept	and	knowledge	of	their	siblings’	ASD	significantly	improved	from	the	beginning	

to	the	end	of	the	sessions.	However,	it	should	be	noted	that	there	were	no	longer	term	

measurements	following	the	sessions	and	also	no	control	groups,	thus	the	authors	accept	

that	 positive	 changes	 could	 be	 as	 a	 result	 of	 other	 factors	 such	 as	 children	 spending	

increased	quality	time	with	parents.		

On	 a	 final	 note,	 Conway	 and	 Meyer	 (2008)	 highlight	 the	 importance	 of	 acting	

preventatively	 with	 siblings	 of	 children	 with	 ASD	 by	 providing	 them	 with	 support,	

information	 and	 advice	 from	 an	 early	 age	 and	 continually	 as	 required.	 The	 existing	

literature	 discussed	 in	 this	 section	 suggests	 that	 it	 would	 be	 valuable	 to	 explore	 the	

support	currently	available	to	the	siblings	in	my	own	research,	the	nature	of	this	support,	

and	whether	the	siblings	feel	that	there	is	a	need	for	more	support,	and	if	so,	what	they	

feel	would	be	beneficial.		

2.6.2.	Potential	negative	outcomes	

A	 review	of	 the	 literature	 includes	 a	 body	 of	 research	 highlighting	 potential	 risks	 for	

siblings	 living	 with	 a	 child	 with	 ASD.	 This	 research	 suggest	 that	 these	 children	 may	

experience	 a	 range	 of	 negative	 outcomes	 including	 coping	 difficulties,	 impaired	

relationships,	psychological	adjustment	(Kaminsky	&	Dewey,	2001;	Orsmond	&	Seltzer,	

2007a;	Rivers	&	Stoneman,	2003),	internalising	and	externalising	behaviour	difficulties	

(Ross	&	Cuskelly,	2006)	and	symptoms	of	anxiety	and	depression	(Orsmond	&	Seltzer,	
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2009).	A	number	of	studies	have	also	identified	coping	strategies	that	siblings	of	children	

with	ASD	commonly	employ	to	manage	adversities	and	adapt	to	their	experiences	(Gorjy	

et	al.,	2017;	Petalas	et	al.,	2012;	Ross	&	Cuskelly,	2006).		

	

With	 regards	 to	 sibling	 relationships,	 in	 a	 review	 of	 literature	 from	 a	 lifespan	

developmental	 perspective,	 negative	 sibling	 reports	 include	 decreased	 initiated	 play,	

intimacy,	 prosocial	 behaviour	 and	 contact	 with	 their	 siblings	 with	 ASD	 (Orsmond	 &	

Seltzer,	 2007a).	 In	 another	 of	 their	 studies,	 Orsmond	 and	 Seltzer	 (2007b)	 compared	

typically	 developing	 siblings	 of	 those	with	 ASD	 and	with	Down’s	 Syndrome	 (DS)	 and	

found	that	siblings	of	those	with	ASD	felt	that	they	had	less	contact	and	less	positive	affect	

in	the	relationship	than	those	with	DS.	Although	this	was	a	study	of	adult	participants,	it	

includes	 a	 research	 question	 on	 the	 participants’	 experiences	 of	 growing	 up	 with	 a	

brother	or	sister	with	ASD,	thus	was	deemed	relevant	to	discuss.	There	are	also	a	small	

number	of	studies	present	in	the	literature	that	reflects	children	wanting	more	control	

and	autonomy	over	their	own	lives	(Braconnier	et	al.,	2017;	Dellve	et	al.,	2000;	Sage	&	

Jegatheesan’s,	2010)	in	the	context	of	living	with	a	sibling	with	ASD.		

	

In	 a	 study	 exploring	 psychological	 adjustment,	 specifically	 self-concept,	 behaviour	

problems	and	social	competence,	Verte	et	al.,	(2003)	compared	results	of	29	siblings	of	

children	 with	 high-functioning	 autism	 (HFA)	 with	 29	 siblings	 of	 typically	 developing	

children.	 Findings	 indicate	 that	 siblings	 of	 children	 with	 HFA	 experienced	 more	

internalizing	and	externalizing	behaviour	difficulties	than	the	control	group,	especially	

those	aged	between	6	and	11	years	old.	In	support	of	this,	Ross	and	Cuskelly	(2006,	p.	81)	

found	 that	 40%	of	 typically	 developing	 siblings	 experienced	 adjustment	problems	 “of	

sufficient	 severity	 to	 be	 of	 concern”	 principally	 internalising	 difficulties;	 although	 it	

should	 be	 noted	 that	 these	 findings	were	 taken	 from	mothers’	 reports	 and	may	have	

varied	if	reported	by	the	siblings	themselves.	In	a	quantitative	study	hypothesising	that	

behaviour	 problems	 of	 siblings	 with	 ASD	 would	 negatively	 influence	 their	 typically	

developing	siblings’	well-being,	Orsmond	and	Seltzer	(2009)	interviewed	57	adolescents	

and	 their	 mothers.	 Findings	 suggested	 gender	 differences	 in	 sibling	 wellbeing,	 with	

sisters	 reporting	 significantly	 more	 anxiety	 and	 depressive	 symptoms	 than	 brothers.	

However,	the	authors	acknowledge	that	a	sample	size	as	small	as	this	study’s	is	likely	to	

affect	its	validity	in	larger	samples.	Also,	by	hypothesising	negative	effects,	there	is	a	risk	
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that	researchers	may,	whether	consciously	or	unconsciously,	search	for	this	and/or	may	

feel	inclined	to	report	findings	that	support	the	hypothesis	(Simundic,	2013).	

2.6.3.	Nil	effect	

Despite	some	studies	identifying	that	children	living	with	a	brother	or	sister	with	ASD	

may	experience	a	range	of	negative	outcomes,	other	studies	indicate	that	children	do	not	

experience	 negative	 feelings	 towards	 their	 siblings	 (Shivers	 &	 McGregor,	 2018)	 or	

emotional	 or	 behavioural	 problems	 at	 a	 greater	 rate	 than	 other	 children	 (Hastings	&	

Petalas,	2014)	Overall,	in	some	studies,	it	is	suggested	that	they	fare	no	better	or	worse	

than	siblings	of	individuals	without	ASD	(Shivers,	2019).	

A	 recent	 quantitative	 study	 asked	 siblings	 of	 children	 with	 ASD,	 intellectual	 and	

developmental	disabilities	(IDD)	and	no	disabilities	to	report	on	their	feelings	towards	

siblings	(Shivers	&	McGregor,	2018).	Results	indicated	that	siblings	of	children	with	ASD	

did	 not	 report	 any	more	 negative	 feelings	 towards	 their	 siblings	 than	 did	 those	with	

siblings	with	 IDD.	They	did,	 however,	 report	more	 anxiety	 and	negative	 feelings	 than	

typically	 developing	 siblings.	 However,	 participants	 were	 only	 asked	 to	 comment	 on	

three	areas	(positive	affect,	hostility	and	anxiety),	using	a	checklist.	A	limitation	of	this	is	

that	valuable	qualitative	data	 is	 likely	 to	have	been	missed	by	 limiting	participants	 to	

specific	 areas	 of	 a	 rated	 checklist.	 Additionally,	 both	 parent	 and	 sibling	 reports	were	

collected,	however,	focusing	on	different	constructs.	For	example,	whereas	siblings	were	

asked	about	their	emotions,	parents	were	asked	about	behaviours	and	events.	It	could	be	

argued	that	if	siblings	specifically	were	asked	to	discuss	their	experiences,	the	findings	

may	have	differed.		

Hastings	and	Petalas	(2014,	p.	833)	highlight	the	need	for	more	studies	to	be	published	

that	explore	typically	developing	siblings’	self-reports,	specifically	about	their	emotional	

and	behavioural	difficulties	and	sibling	relationships,	as	“Reliance	on	parent	reports	may	

lead	 to	 incomplete	 conclusions	 about	 the	 experiences	 of	 siblings	 themselves”.	Results	

found	 no	 statistically	 significant	 indications	 that	 siblings	 of	 children	 with	 ASD	 had	

behavioural	 or	 emotional	 difficulties,	 although	 there	 was	 evidence	 to	 suggest	 that	

increased	 behaviour	 difficulties	 of	 the	 child	 with	 ASD	was	 associated	 with	 increased	

conflict	 and	 decreased	 closeness	 and	 warmth	 within	 the	 sibling	 relationship.	
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Interestingly,	despite	the	authors	highlighting	the	need	for	more	studies	gathering	only	

the	views	of	typically	developing	siblings	themselves,	they	also	recruited	their	mothers,	

although	they	were	asked	to	comment	on	the	behavioural	and	emotional	difficulties	of	

the	sibling	with	ASD	as	opposed	to	the	sibling	without.	This	could	act	as	a	strength	of	the	

study’s,	as	it	delves	deeper	into	the	subsystems	of	families	and	how	these	may	influence	

one	another.		

2.6.4.	Potential	positive	outcomes	

By	 comparison	with	 the	 research	 that	 documents	 potential	 negative	 outcomes	 or	 nil	

effects	experienced	by	brothers	and	sisters	of	children	with	ASD,	a	number	of	 studies	

have	found	that	some	experience	a	range	of	positive	outcomes.		

In	a	study	comparing	emotional	and	psychosocial	adjustment,	Macks	and	Reeve’s	(2007)	

findings	indicated	that	children	with	siblings	who	have	ASD	displayed	a	more	positive	

self-concept	than	did	those	with	typically	developing	siblings,	including	that	of	their	own	

behaviour,	anxiety	and	academic	performance.	They	also	reported	significantly	lower	on	

the	 depression	 measures,	 although	 it	 should	 be	 noted	 that	 children	 of	 typically	

developing	siblings	still	scored	within	the	average	range	on	both	measures.	

A	 recent	 quantitative	 study	 by	 Shivers	 (2019)	 explored	 self-reported	 empathy	 and	

feelings	of	adolescent	participants	of	siblings	with	and	without	ASD.	Authors	used	a	range	

of	quantitative	data	collection	tools	including	a	questionnaire	and	checklist.	To	add	to	the	

measure	of	empathy,	participants	were	asked	to	provide	open-ended	responses	to	the	

question	 “If	 you	 had	 three	magic	 wishes,	 what	 would	 you	 wish	 for?”	 Supplementing	

quantitative	 data	 with	 qualitative	 serves	 as	 a	 strength	 of	 this	 study.	 Participants	 of	

siblings	with	ASD	reported	significantly	more	perspective-taking,	particularly	related	to	

positive	affect	 towards	 their	 sibling,	 and	were	more	 likely	 to	express	wishes	 for	 their	

families,	 as	 opposed	 to	 wishes	 for	 themselves,	 compared	 to	 participants	 of	 typically	

developing	siblings.	However,	general	levels	of	empathy	did	not	differ	between	groups.	It	

is	necessary	to	exercise	caution	when	interpreting	the	results	of	this	study,	as	the	sample	

was	not	representative	of	the	wider	population.	All	participants	were	adolescents	from	

two-child	families	and	the	sample	size,	particularly	of	the	ASD	group,	was	relatively	small.	

Consequentially,	it	could	be	difficult	to	generalise	results	across	other	age	groups	or	with	
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families	with	more	than	two	siblings	if,	for	example,	applying	to	statistical-probabilistic	

generalisability	(Smith,	2017)	Please	refer	to	section	5.5.3.	for	more	information	about	

generalisation	considerations.		

Some	studies	have	also	highlighted	that	although	children	acknowledge	the	difficulties	

associated	with	living	with	a	sibling	with	ASD,	the	majority	expressed	several	positive	

aspects	 of	 the	 experience.	 For	 example,	 some	 have	 expressed	 their	 enjoyment	 of	 the	

sibling	relationship,	where	they	share	humour,	intimacy	and	play	experiences.	Some	also	

express	 gratitude	 for	 what	 they	 have	 learned	 from	 their	 sibling	 and	 feel	 proud	 of	

distinctive	skills	that	typically	developing	siblings	may	not	possess	(Petalas	et	al.,	2009).		

2.6.5.	Positive	&	negative	outcomes	

During	recent	years,	a	move	towards	a	more	balanced	perspective	has	been	evident,	with	

an	 increasing	 number	 of	 studies	 reporting	 both	 the	 positive	 and	 negative	 outcomes	

associated	with	living	with	a	sibling	with	ASD	(Angell	et	al.,	2012;	Macedo	Costa	&	Pereira,	

2019;	Mascha	&	Boucher,	2006).		

In	an	Irish	study	portraying	a	sister’s	experience	of	growing	up	with	her	brother	who	has	

ASD	(Connell	et	al.,	2014,	p.	52),	Zara	highlights	her	teenage	years	as	a	difficult	period,	

whereby	 she	 found	 some	 aspects	 of	 living	 with	 her	 brother	 particularly	 challenging.	

However,	in	retrospect,	Zara	encapsulates	both	positive	and	negative	reflections:	

“I	am	glad	I	have	Eddie.	He	is	funny,	loving	and	a	real	individual.	He	does	not	care	

what	people	think	and	the	simple	things	make	him	happy.	We	can	learn	a	good	

lesson	from	him.	Obviously,	there	were	times	when	I	would	have	thought	about	

what	it	would	have	been	like	if	Eddie	was	‘normal’.	Things	would	definitely	have	

been	easier	for	us	and	on	rare	occasions	I	think	what	it	might	have	been	like	to	

have	a	‘normal’	brother”.	

To	summarise,	research	on	experiences	and	outcomes	of	siblings	of	children	with	ASD	

provides	mixed	 findings	 (Macks	 &	 Reeve	 2007;	 Rivers	 &	 Stoneman,	 2003).	What	 the	

research	 does	 tell	 us	 is	 that	 each	 child’s	 experience	 is	 unique,	 with	 some	 expressing	

positive	acceptance	of	their	circumstances	(Hinek	&	Tokić	Milaković,	2019),	and	others	

hoping	 for	 change	 and	 improvements	 (Petalas	 et	 al.	 2009).	 In	 relation	 to	 acceptance,	
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some	 studies	have	also	 found	 that	 children	possess	 a	 sense	of	 responsibility	 for	 their	

siblings	with	ASD,	often	taking	on	a	caring	role	(Cridland	et	al.,	2016;	Corsano	et	al.,	2016;	

(Molinaro	 et	 al.,	 2018;	 Petalas	 et	 al.,	 2009;	 Pavlopoulou	 &	 Dimitriou,	 2019).	 Studies	

providing	a	more	balanced	perspective	of	this	group’s	experiences	will	be	discussed	in	

greater	detail	later,	when	the	literature	deemed	most	relevant	to	this	study	is	critiqued.	

	

2.7.	Critical	reflections	of	the	literature	

 
The	 section	 that	 follows	 offers	my	 critical	 reflections	 on	 the	 studies	 identified	 in	 the	

previous	sections.	Methodological	issues,	the	balance	of	portrayal	of	CYP	experiences	and	

participants	selected	for	studies	will	be	explored.	This	in	turn	facilitated	the	identification	

of	key	articles	felt	to	be	most	pertinent	to	the	current	study.		

2.7.1.	Methodological	issues	

The	literature	on	the	topic	of	children’s	experiences	of	having	a	sibling	with	ASD	exhibit	

mixed	and	often	inconclusive	results.	Stoneman	(2001)	states	that	these	inconsistencies	

may,	to	some	extent,	be	attributed	to	a	number	of	methodological	limitations.		

One	 possible	 reason	 for	 the	 lack	 of	 consistency	 may	 be	 the	 different	 methodologies,	

measures	and	data	collection	tools	that	have	been	employed	across	studies	(Beyer,	2009;	

Macks	&	Reeve,	2007;	Stoneman,	2001).	Within	this	area	of	research,	data	collection	tools	

include	 interviews,	 questionnaires,	 observations,	 checklists,	 diaries	 and	 parental	 and	

sibling	reports.	This	range	of	different	methods	creates	difficulties	in	comparing	results	

among	studies.	Some	studies	have	used	self-reports	from	siblings,	while	others	have	used	

parent	reports;	some	have	used	a	combination	of	both.	Beyer	(2009)	argues	that	tools	

such	as	self-reports	rely	heavily	on	the	development	and	ability	of	siblings,	and	in	some	

cases	parents,	thus	reliability	is	likely	to	be	affected.	Additionally,	differences	have	been	

identified	between	parent	and	typically	developing	sibling	perceptions,	whereby	parent	

and	sibling	reports	have	yielded	different	results	(Braconnier	et	al.,	2017;	Diener	et	al.,	

2014;	Rivers	&	Stoneman,	2003).	

Regarding	 studies	 adopting	 a	 quantitative	methodology,	 many	 employ	 only	 one	 data	

collection	tool.	Beyer	(2009)	states	that	employing	one	tool	will	not	provide	sufficient	

data	 to	 draw	 conclusions	 from	 about	 siblings’	 experiences	 and	 that	 additional	 tools	
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should	 be	 considered.	 Furthermore,	 Diener	 et	 al.	 (2014)	 state	 that	 to	 gain	 multiple	

perspectives	 on	 typically	 developing	 siblings’	 experiences,	 alternative	 data	 collection	

tools	should	be	employed	such	as	by	incorporating	technology	or	drawing.		

In	my	opinion,	whilst	quantitative	studies	provide	valuable	results	generally	on	a	larger	

scale	than	that	of	qualitative	studies,	they	lack	the	‘rich’	information	about	participants’	

experiences,	thoughts	and	values	that	qualitative	tools	such	as	interviews	can	provide.	

Mukherji	 and	Albon	 (2010)	add	 that	 techniques	 including	open-ended	questions,	 give	

participants	 the	opportunity	 to	 reflect,	which	 closed	question	 tools	 such	 as	 checklists	

would	not.	However,	studies	employing	qualitative	research	designs	also	possess	their	

own	methodological	 limitations.	 For	 example,	 whereas	 large	 amounts	 of	 quantitative	

data	 can	 generally	 be	 analysed	 quickly	 and	with	 ease,	 information	 produced	 through	

qualitative	means	such	as	interviews	can	be	time	consuming	(Mukherji	&	Albon,	2010).	

This	means	that	researchers	tend	to	recruit	a	small	number	of	participants,	which	can	

limit	the	generalisability	of	the	findings	(Angell	et	al.,	2012).		

2.7.2.	A	balanced	perspective?	

From	critiquing	the	body	of	 literature,	 it	appears	that	the	majority	of	studies	 focus	on	

documenting	the	negative	outcomes	associated	with	having	a	sibling	with	ASD	including	

anxiety	and	depressive	symptoms	(Orsmond	&	Seltzer,	2007a;	Orsmond	&	Seltzer,	2009)	

and	psychological	adjustment	difficulties	(Ross	&	Cuskelly,	2006).	Also,	it	could	be	argued	

that	many	studies	do	not	provide	the	opportunity	to	explore	possible	positive	outcomes	

due	to,	 for	example,	 the	nature	of	 the	data	collection	tools	used	to	determine	possible	

risks	 and	 negative	 outcomes.	 Additionally,	 the	 majority	 of	 studies	 apply	 research	

questions	that	presume	living	with	a	sibling	with	ASD	is	a	negative	experience	(Petalas	et	

al.,	2009).	Such	studies	also	tend	to	focus	on	investigating	a	specific	area	of	a	child’s	life,	

such	as	behavioural	difficulties	or	relationships	with	peers	(Macks	&	Reeve	2007;	Ross	&	

Cuskelly	2006)	rather	than	exploring	their	general	perceptions	of	 living	with	a	sibling	

with	ASD.	

In	more	 recent	years,	 it	 seems	 that	 there	has	been	a	 shift	 towards	portraying	a	more	

balanced	perspective,	whereby	researchers	aim	to	elicit	both	the	positive	and	negative	

outcomes	 associated	 with	 living	 with	 a	 sibling	 with	 ASD	 (Angell	 et	 al,	 2012;	 Sage	 &	
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Jegatheesan,	2010).	As	discussed	earlier,	several	studies	have	found	that	some	siblings	of	

children	with	 ASD	 experience	 a	 range	 of	 positive	 outcomes.	 Perhaps	 future	 research	

could	focus	on	exploring	what	has	led	them	to	prosper	and,	due	to	the	potential	negative	

outcomes	that	have	been	documented,	identify	strengths,	strategies	and	forms	of	support	

that	promote	positive	outcomes	for	these	children.		

2.7.3.	Participants		

Through	reviewing	the	literature,	it	became	apparent	that	participant	recruitment	varied	

significantly	 between	 studies.	 In	 some,	 participants	 consist	 of	 parents	 reporting	 on	

typically	 developing	 siblings’	 experiences	 rather	 than	 siblings	 themselves,	 (Hastings,	

2003),	in	others	additional	information	is	sought	from	practitioners	including	teachers	

(Dempsey	et	al.,	2011;	Ross	&	Cuskelly,	2006).	Some	have	sought	information	from	solely	

the	 siblings	 (Latta	et	al.,	2013;	Mascha	&	Boucher,	2006).	This	 significant	variation	 in	

participants	makes	the	task	of	comparing	results	challenging.	Meadan	et	al.	(2010,	p.	98)	

stress	research	in	this	area	should	concentrate	on	“Hearing	the	voices	of	the	siblings	by	

asking	 them	 directly	 for	 their	 perspectives,	 by	 attempting	 to	 understand	 their	

adjustment,	and	by	having	them	identify	areas	of	needed	support”.		

The	 importance	 of	 eliciting	 children’s	 voices	 has	 been	 highlighted	 by	 key	 legalisation	

including	the	Children	and	Families	Act	2014	(DfE,	2014a)	and	the	SEND	Code	of	Practice	

(DfE,	2014b)	and	is	supported	by	research	that	acknowledges	the	benefits	of	listening	to	

children.	Children	are	considered	as	individuals	capable	of	and	entitled	to	express	their	

views	(Tay-Lim	&	Lim,	2013)	whose	“voices	can	be	powerful	and	possibly	richer	than	

those	adults	acting	on	behalf	of	children”	(Sorin,	2003,	p.	31).	Yet	despite	this,	there	is	a	

dearth	of	research	related	to	the	views	of	siblings	specifically,	which	suggests	a	need	to	

advocate	for	their	voices	to	be	heard	by	gaining	their	perspectives	more	thoroughly.		

In	 addition	 to	 inconsistencies	 around	participant	 recruitment,	 it	 has	 been	highlighted	

that	 the	majority	 of	 studies	 have	 grouped	 together	 typically	 developing	 siblings	 from	

childhood	through	to	adolescence,	“which	may	obscure	the	differences	between	these	life	

stages”	 (Beyer,	 2009,	 p.	 450)	 or	 have	 centred	 on	 the	 experiences	 of	 adolescent	

participants	exclusively	(Petalas	et	al.,	2009).	This	shows,	that	there	is	a	clear	gap	in	the	
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literature	 with	 minimal	 attention	 being	 paid	 to	 the	 experiences	 of	 those	 in	 middle	

childhood.		

2.8.	Literature	deemed	most	relevant	to	the	current	study	

 
By	 virtue	 of	 reviewing	 the	 literature,	 critical	 reflections	 emerged	 in	 the	 areas	 of	

methodological	 issues,	 the	 balance	 of	 portrayal	 of	 CYP’s	 experiences	 and	 participants	

recruited.	Through	the	highlighting	of	limitations	within	these	areas,	it	became	apparent	

that	 only	 a	 limited	 number	 of	 studies	 endeavoured	 to	 hear	 the	 voices	 of	 siblings	 of	

children	 with	 ASD	 exclusively,	 as	 opposed	 to	 parental	 and/or	 practitioner	 reports.	

Furthermore,	few	studies	explore	the	general	experiences	and	perceptions	of	living	with	

a	sibling	with	ASD,	rather,	the	majority	tend	to	focus	on	specific	areas	of	their	lives	and/or	

development,	often	with	a	focus	on	documenting	negative	outcomes.	Ten	studies	were	

identified	as	addressing	the	overall	purpose	of	the	present	research	and	providing	what	

could	be	considered	as	a	balanced	perspective	of	experiences;		

1)	 Mascha	 and	 Boucher	 (2006)	 Preliminary	 Investigation	 of	 a	 Qualitative	 Method	 of	

Examining	Siblings'	Experiences	of	Living	with	a	Child	with	ASD.	

2)	Gillat	 (2007)	Having	 a	 brother	 or	 sister	with	 autism:	 children’s	 experiences	 of	 the	

sibling	relationship.	

3)	 Angell	 et	 al.	 (2012)	 Experiences	 of	 Siblings	 of	 Individuals	 with	 Autism	 Spectrum	

Disorders.		

4)	 Pavlopoulou	 and	Dimitriou	 (2019)	 ‘I	 don't	 live	with	 autism;	 I	 live	with	my	 sister’.	

Sisters’	accounts	on	growing	up	with	their	preverbal	autistic	siblings.		

5)	Latta	et	al.	 (2013)	Snapshots	reflecting	 the	 lives	of	siblings	of	children	with	autism	

spectrum	disorders.		

6)	Gorjy	et	al.,	(2017)	“It's	better	than	it	used	to	be”:	Perspectives	of	adolescent	siblings	

of	children	with	an	autism	spectrum	condition.		

7)	Petalas	et	al.,	(2012)	The	perceptions	and	experiences	of	adolescent	siblings	who	have	

a	brother	with	autism	spectrum	disorder.		
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8)	Petalas	et	al.	(2009).	“I	Like	That	He	Always	Shows	Who	He	Is”:	The	perceptions	and	

experiences	of	siblings	with	a	brother	with	autism	spectrum	disorder.		

	

9)	Macedo	 Costa	 and	 Pereira	 (2019)	 The	 Child	 with	 Autism	 Spectrum	 Disorder:	 The	

Perceptions	of	Siblings.		

	

10)	Sage	and	Jegatheesan	(2010)	Perceptions	of	siblings	with	autism	and	relationships	

with	them:	European	American	and	Asian	American	siblings	draw	and	tell.		

In	 line	with	 the	aims	of	 the	current	study,	 the	above	studies	 focused	on	exploring	 the	

experiences	 of	 CYP	 who	 are	 living	 with	 a	 sibling	 with	 a	 diagnosis	 of	 ASD.	 Given	 the	

emphasis	in	key	legislation,	policies	and	research	of	the	importance	and	value	of	hearing	

CYP’s	voices,	it	was	deemed	important	to	select	studies	focusing	solely	on	the	perceptions	

of	CYP	from	their	own	self-reports.	During	the	review	of	the	literature	it	was	identified	

that	 the	majority	 of	 studies	 have	 grouped	 together	 typically	 developing	 siblings	 from	

childhood	 through	 to	 adolescence	 and	 that	 minimal	 attention	 has	 been	 paid	 to	 the	

experiences	of	those	in	middle	childhood.	However,	due	to	so	few	studies	focusing	solely	

on	middle	 childhood,	 the	 decision	was	made	 to	 include	 studies	with	 adolescent-aged	

participants	within	 the	 critique.	The	 findings	of	 each	of	 these	 ten	 studies	will	now	be	

outlined	and	discussed.		

This	section	draws	upon	a	previous	research	methods	assignment	(Bland,	2019),	which	

compared	and	critically	reviewed	two	studies	(Latta	et	al.,	2013:	Petalas	et	al.,	2009)	on	

the	topic	relevant	to	the	focus	of	this	dissertation.		

2.8.1.	Childhood	through	to	adolescence	

To	begin,	studies	exploring	perceptions	and	experiences	of	siblings	of	children	with	ASD	

from	 childhood	 through	 to	 adolescence	 will	 be	 discussed.	 All	 five	 of	 these	 studies	

employed	semi-structured	interviews.		

In	Mascha	and	Boucher’s	study	(2006)	when	asked	what	the	best	part	is	about	having	a	

sibling	with	ASD,	CYP	highlighted	their	siblings’	loving	and	humorous	nature	as	a	positive	

experience	along	with	enjoyable	play	opportunities.	The	most	prominent	negative	aspect	
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of	 living	with	ASD	 identified	was	 the	 aggression	 siblings	 exhibited,	with	12	out	 of	 14	

participants	 describing	 behaviours	 including	 explosiveness,	 anger	 and	 tantrums	 as	 a	

‘serious	problem’	that	affected	their	lives	in	some	way.	The	authors	conclude	that	whilst	

the	majority	of	CYP	experience	positive	outcomes	from	living	with	a	sibling	with	ASD,	

there	are	clear	negative	aspects	mainly	 related	 to	ASD	associated	behaviours.	Gillatt’s	

doctoral	thesis	(2007)	explored	CYP’s	experiences	and	perceptions	of	the	quality	of	the	

sibling	 relationship.	 Similarly	 to	 Mascha	 and	 Boucher’s	 study,	 Gillatt’s	 use	 of	 semi-

structured	interviews	with	15	CYP	identified	both	positive	and	negative	feelings,	and	also	

a	‘deep	need’	for	a	relationship,	despite	the	adversities	siblings	of	children	with	ASD	face.	

It	is	important	to	note	that	all	siblings	with	ASD	resided	in	the	family	home	and	thus,	as	

recognised	 by	 the	 author,	 it	 is	 unknown	 whether	 there	 would	 be	 a	 deep	 need	 for	 a	

relationship	for	those	siblings	that,	for	example,	live	in	residential	specialist	provisions.	

Angell	et	al.	(2012)	sought	to	explore	the	experiences	of	CYP	and	identify	their	support	

needs.	Through	a	detailed	discussion	section	organised	by	 the	research	questions,	 the	

authors	 found	 that	 CYP	 reported	 both	 positive	 and	 negative	 experiences	 of	 having	 a	

sibling	with	ASD.	Regarding	the	support	CYP	felt	they	needed,	some	examples	given	were	

sharing	 thoughts	 with	 other	 CYP	 with	 siblings	 with	 ASD,	 having	 time	 by	 themselves	

during	difficult	periods	and	supporting	the	sibling	by,	for	example,	modelling	appropriate	

social	 behaviours.	 This	 study	 offers	 valuable	 insight	 into	 siblings’	 perspectives	 of	

strategies	that	may	support	them,	especially	when	faced	with	adversity.	Pavlopoulou	and	

Dimitriou	(2019,	p.	1)	employed	IPA	to	explore	sisters’	experiences	of	having	a	sibling	

with	ASD	with	a	focus	on	maintaining	an	“active,	non-judgemental	and	curious	stance”	

during	 the	process.	Key	 themes	 identified	 included	a	mixture	of	positive	and	negative	

feelings	towards	the	sibling,	acceptance	of	behaviours	associated	with	ASD	and	a	positive	

view	of	differences.	The	study	also	explored	sisters’	perceived	needs	which,	similarly	to	

Angell	et	al’s	study	(2012),	includes	respite	from	their	sibling	during	difficult	times.		

Where	the	study	of	Latta	et	al.	(2013)	differs	from	those	discussed	above	is	in	its	selection	

of	data	collection	tool.	 It	employed	photo	elicitation	whereby	14	CYP	used	cameras	to	

photograph	 what	 was	 important	 to	 them	 and	 were	 then	 interviewed	 about	 the	

photographs	taken.	It	could	be	argued	that	the	utilisation	of	these	different	types	of	data	

collection	 tool	 serves	 as	 an	 added	 quality	 of	 the	 study.	 Two	 key	 categories	 were	

identified:	 ‘people’	 and	 ‘non-people’.	 The	 authors	 concluded	 that	 “most	 photographs	
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revealed	family	life	and	activities	any	sibling	would	experience	whether	or	not	they	lived	

in	a	family	raising	a	child	with	autism	spectrum	disorder”	(Latta	et	al.,	2013,	p.	515).	Veale	

(2005)	 states	 that	 creative	methods	 are	 valuable	 as	 they	 enable	participants	 to	make	

meaning	of	 their	experiences	 through	 the	use	of	 imagination	and	give	 them	an	added	

element	 of	 control	 and	 ownership	 of	 the	 data	 produced.	 As	 I	 have	 commented	 in	 a	

previous	assignment	(Bland,	2019),	although	there	appears	to	be	several	advantages	of	

using	creative	methods	including	photo	elicitation,	the	authors	fail	to	consider	feasible	

limitations	of	this	tool	other	than	the	two	logistical	examples	stated.	

On	a	final	note,	it	could	be	agreed	that	a	limitation	shared	by	the	above	five	studies	is	that	

due	to	siblings	from	childhood	through	to	adolescence	being	grouped	together,	it	may	be	

difficult	to	distinguish	experiences	within	these	different	life	stages.			

2.8.2.	Adolescence		

The	 following	 two	 studies	 reported	 on	 the	 perspectives	 of	 adolescents.	 They	 both	

acknowledged	the	sparsity	of	research	focusing	on	this	developmental	stage	specifically	

and	thus,	the	need	to	hear	their	voices.		

In	a	study	by	Gorjy	et	al.	(2017)	employing	thematic	analysis	of	interviews,	participants	

described	their	experiences	as	‘hard’	and	‘different’	to	others	without	a	family	member	

with	ASD.	They	described	the	effect	on	various	aspects	of	their	social	lives	and	the	coping	

strategies	 used	 to	 adapt	 to	 their	 experiences.	 However,	 despite	 the	 challenges,	many	

participants	spoke	about	their	siblings’	positive	characteristics	and	differences.	Similarly	

to	the	motivation	driving	my	own	research,	the	authors	recognise	that	the	majority	of	the	

existing	literature	focuses	on	siblings’	adjustment	to	characteristics	associated	with	ASD	

and	that	more	research	is	needed	to	explore	siblings’	general	views	and	lived	experiences.		

Petalas	 et	 al.	 (2012)	 explored	 the	 perceptions	 and	 experiences	 of	 adolescents	with	 a	

brother	with	ASD	using	IPA	and	semi-structured	interviews.	As	with	several	other	studies	

(Angell	 et	 al.,	 2012;	Gillatt,	2007;	Latta	et	 al.,	 2013)	 the	young	people	expressed	both	

positive	and	negative	aspects	of	having	a	brother	with	ASD.	The	majority	also	expressed	

the	frustration	and	anger	they	have	experienced	as	a	result	of	other	people’s	reactions	to	

their	brother,	often	thought	to	be	due	to	a	lack	of	understanding	of	ASD.	It	is	important	to	

note	that	two	of	the	ten	brothers	with	ASD	were	not	living	at	home;	one	residing	in	a	full-
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time	 residential	 provision	 and	 the	 other	 in	 foster	 care.	 It	 is	 likely	 that	 experiences	 of	

having	a	brother	with	ASD	will	differ	depending	on	if	siblings	live	in	the	same	household.			

2.8.3.	Middle	childhood		

The	 remaining	 three	 studies	 reported	 on	 the	 perspectives	 of	 siblings	 in	 the	

developmental	stage	of	middle	childhood.		

Petalas	 et	 al.	 (2009)	 explored	 the	 experiences	 and	 perceptions	 of	 eight	 typically	

developing	siblings	with	a	brother	with	ASD;	IPA	was	used	to	analyse	semi-structured	

interviews.	 Whilst	 stating	 positive	 acceptance	 of	 their	 brothers’	 differences,	 siblings	

expressed	a	wish	for	change	to	alleviate	the	difficulties	they	face.	As	with	their	other	study	

(Petalas	et	al.,	2012),	a	range	of	negative	emotions	were	experienced	as	a	result	of	others’	

reactions	to	their	brothers.	The	authors	acknowledged	mixed	findings	in	the	literature	

and	also	in	their	own	study	regarding	the	experiences	of	siblings	of	children	with	ASD.	

This	suggests	a	clear	understanding	that	characteristics	of	ASD	vary	significantly,	and	so	

to	do	children’s	experiences	of	living	with	a	sibling	with	ASD.	As	mentioned	in	a	previous	

assignment	(Bland,	2019),	a	particular	strength	of	the	study	is	the	author’s	transparency	

around	their	influence	as	researchers,	due	to	the	interpretative	nature	of	the	research.	

Related	to	this,	they	informed	the	reader	of	their	professional	backgrounds	and	how	this	

is	 relevant	 to	 the	 topic	 of	 the	 research	 whereby	 their	 “interpretative	 roles	 led	 to	

concerted	efforts	to	ensure	that	interpretation	was	firmly	grounded	in	the	data”	(Petalas,	

2009,	p.	386).	

Macedo	Costa	and	Pereira	(2019)	employed	semi-structured	interviews	with	siblings	of	

children	with	ASD	aged	between	ten	and	twelve	years.	Rather	 than	solely	 focusing	on	

their	perceptions	about	how	their	siblings’	ASD	influences	their	lives,	 it	also	set	out	to	

explore	how	 they	 advocate	 the	 rights	 of	 their	 siblings.	 Findings	 suggest	 that	 typically	

developing	 siblings	 with	 a	 greater	 knowledge	 and	 understanding	 of	 ASD	 felt	 less	

embarrassment	 and	 greater	 acceptance	 of	 the	 adversities	 they	 experience.	 All	

participants	 felt	 they	 had	 a	 close	 bond	 with	 their	 sibling	 and	 felt	 proud	 of	 their	

achievements.	As	with	findings	from	Petalas	et	al.	(2009)	and	(2012),	siblings	of	children	

with	ASD	experienced	negative	emotions	when	others’	attitudes	towards	their	siblings’	

condition	were	 negative	 themselves.	 I	 felt	 it	 important	 to	 note	 that	 although,	 as	with	
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many	other	studies,	 this	study	highlighted	both	positive	and	negative	aspects	of	 living	

with	 a	 sibling	with	ASD,	 the	 conclusion	does	 seem	 to	 direct	 attention	 to	 participants’	

positive	reports.	This	raises	the	question	as	to	whether	there	was	underlying	researcher	

bias	 influencing	the	summarising	of	 the	results,	and	 in	turn,	 the	research	process	as	a	

whole.		

Sage	and	Jegatheesan	(2010)	conducted	a	study	exploring	children’s	perceptions	of	and	

relationships	with	their	sibling	with	ASD.	It	aimed	to	give	a	detailed	understanding	of	this	

within	 the	 context	 of	 two	 culturally	 different	 families	 (Asian	American	 and	European	

American).	This	is	the	only	study	identified	within	the	topic	area	that	employs	participant	

observations	in	addition	to	interviews	using	the	‘draw	and	tell’	technique,	which	through	

further	 investigation,	describes	 ‘draw,	write	and	 tell’	 (DWT),	 the	data	collection	 tool	 I	

chose	 to	 use	 in	my	 study.	 A	 key	 benefit	 of	 DWT	 is	 that	 analysis	 of	 drawings	 is	 often	

deemed	not	 to	be	 relevant	due	 to	 children	discussing	 the	meanings	of	 their	drawings	

during	the	‘tell’	session	(Angell	&	Angell,	2013).	However,	Sage	and	Jegatheesan	(2010)	

chose	 to	 code	 the	 content	 of	 drawings	 and	 compare	 these	 to	 the	 observations	 and	

transcripts	of	verbal	data	during	the	analysis	process.	Although	the	authors	argue	that	

this	was	critical	to	better	understand	the	meanings	participants	wished	to	express,	due	

to	 this	 additional	 researcher	 interpretation,	 it	 could	 be	 said	 that	 the	 risk	 of	 bias	 and	

misinterpretation	increases.			

Interestingly,	 findings	 indicated	 significantly	 different	 perceptions,	 with	 one	 child	

displaying	 a	 greater	 understanding	 of	 ASD	 and	 more	 positive	 actions	 such	 as	

accommodating	 behaviours,	 the	 other	 child	 exhibited	 a	 poor	 understanding	 of	 the	

condition	and	often	resisted	to	 interact	with	his	sibling.	The	discussion	section	delves	

into	possible	reasons	for	these	disparities,	mainly	centered	around	differences	between	

families	including	attitudes	to	disability	and	socioeconomic	status.		

2.9.	Chapter	summary	and	research	questions	

	

This	 chapter	begun	with	a	discussion	of	 the	dominant	 theories	 identified	 through	 the	

narrative	review	of	the	literature	that	were	deemed	most	pertinent	to	the	current	study:	

Ecological	Systems	Theory	(Bronfenbrenner,	1979)	and	Family	Systems	Theory	(Bowen,	
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1978).	Then,	the	focus	shifted	to	siblings,	specifically	the	sibling	relationship	and	typically	

developing	siblings’	understanding	of	ASD.			

	

The	review	of	the	literature	has	found	that	research	on	experiences	and	perceptions	of	

siblings	of	children	with	ASD	provides	mixed	conclusions,	 including	both	positive	and	

negative	outcomes.	Possible	reasons	for	these	mixed	and	often	inconclusive	results	were	

discussed,	 including	 that	 of	 limitations	 in	 existing	 research.	 Through	 careful	

consideration	of	the	existing	literature	on	the	topic,	it	appears	that	there	are	significant	

gaps	in	the	research	available.	Whilst	a	substantial	amount	of	research	has	explored	the	

experiences	of	adolescents	exclusively	or	those	from	childhood	through	to	adolescence	

as	a	whole,	very	few	studies	have	attempted	to	explore	the	experiences	of	those	in	middle	

childhood	specifically,	with	their	viewpoint	being	“conspicuously	absent	in	the	literature”	

(Petalas	et	al.,	2009.	p.	395).	This	is	surprising	given	the	importance	placed	on	eliciting	

the	 child’s	 voice	 in	 key	 legalisation	 (DfE,	 2014a;	 DfE,	 2014b),	 that	 which	 has	 been	

supported	 by	 research	 highlighting	 the	 benefits	 associated	with	 this	 (Tay-Lim	&	 Lim,	

2013).	Petalas	et	al.	(2009)	stress	that	to	improve	the	lives	of	these	children,	awareness	

must	be	raised	amongst	families	and	practitioners	regarding	the	difficulties	they	face	and	

what	they	find	to	be	supportive	in	improving	their	lives.		

Through	 examining	 the	 existing	 body	 of	 literature,	 the	majority	 of	 studies	 have	 been	

found	 to	 focus	 on	 specific	 areas	 of	 children’s	 lives	 and/or	 development,	 often	

documenting	negative	outcomes,	rather	than	exploring	general	perceptions	of	living	with	

a	 sibling	 with	 ASD.	 This	 finding	 highlighted	 a	 need	 to	 provide	 a	 more	 balanced	

perspective	by	exploring	both	positive	and	negative	experiences	and,	 consequentially,	

identify	strengths,	strategies	and	forms	of	support	that	promote	positive	outcomes	for	

these	children.	Furthermore,	only	a	small	number	of	studies	have	endeavoured	to	hear	

the	voices	of	 siblings	of	 children	with	ASD	exclusively,	as	opposed	 to	parental	and/or	

practitioner	reports.		

In	light	of	the	existing	literature,	in	an	attempt	to	give	voice	to	children’s	experience	and	

explore	 this	 phenomenon	 from	 their	 perspective,	 this	 study	 aims	 to	 explore	 the	

experiences	of	primary	school	pupils,	aged	between	7	and	11	years,	who	are	living	with	a	

sibling	with	a	diagnosis	of	ASD.	
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Subsequently,	the	following	research	questions	will	be	addressed:		

	

o What	are	children’s	understandings	of	ASD?	

	

o What	are	children’s	individual	experiences	of	living	with	a	sibling	with	ASD?	

	

o What	supports,	if	any,	would	children	like	to	help	them	with	living	with	a	sibling	

with	ASD?	
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Chapter	3:	Methodology	
	

3.1.	Introduction	to	chapter	

The	previous	chapter	reviewed	the	literature	relevant	to	the	current	study.	In	this	review,	

I	identified	a	lack	of	research	focusing	on	exploring	the	experiences	of	children	living	with	

a	sibling	with	ASD.	This	clear	gap	in	the	literature	provided	inspiration	for	the	chosen	

methodology	of	this	study.		

In	this	chapter,	I	provide	a	rationale	for	the	methodological	orientation	and	ontological	

and	 epistemological	 stance	 that	 underpins	 my	 research.	 Then,	 the	 theoretical	

underpinnings	and	characteristics	of	IPA	will	be	explored,	along	with	a	justification	of	the	

chosen	methodology	and	a	discussion	of	alternatives	that	were	disregarded.	The	chapter	

continues	 by	 outlining	 the	 research	 design,	 including	 research	 procedures	 and	 the	

process	of	recruiting	participants.	I	will	then	discuss	data	collection	methods	chosen	and	

the	IPA	analysis	process.	Lastly,	this	chapter	will	conclude	with	an	exploration	of	ethical	

considerations	of	this	research	study.	

3.2.	Methodological	Orientation	

3.2.1.	Research	Paradigm	

Generally,	there	are	considered	to	be	two	research	paradigms,	that	of	quantitative	and	

qualitative	 research.	Quantitative	 research	 is	generally	concerned	with	collecting	data	

and	 studying	 the	 relationships	 between	 data	 sets.	 This	means	 that	methods	 selected	

typically	involve	numerical	data	that	produce	quantified	and	generalisable	conclusions	

(Bell	&	Waters,	2014).	On	the	contrary,	qualitative	research	aims	to	gain	a	deeper	insight	

into	people,	their	experiences	and	revelations	(Somekh	&	Lewin,	2011)	by	exploring	their	

perceptions,	 ideas,	 feelings	 and	 thoughts	 (Thomas,	 2013).	 The	 increase	 of	 qualitative	

research	conducted	within	psychology	has	subsequently	led	to	a	shift	from	a	positivist	

viewpoint	 towards	 that	 of	 interpretivism	 (Coolican,	 2014).	 In	 fact,	 many	 believe	

researchers	using	qualitative	methods	in	research	predominantly	follow	an	interpretivist	

perspective	(Nind	&	Todd,	2011;	Willis,	2007):	
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The	 central	 endeavour	 in	 the	 context	 of	 the	 interpretative	 paradigm	 is	 to	

understand	the	subjective	world	of	human	experience.	To	retain	the	integrity	of	

the	phenomena	being	investigated,	efforts	are	made	to	get	inside	the	person	and	

to	understand	from	within	(Cohen	et	al.,	2018,	p.	19).		

As	I	wished	to	embark	on	research	exploring	children’s	individual	experiences	of	living	

with	a	sibling	with	ASD,	I	felt	that	adopting	a	qualitative	research	paradigm,	and	more	

specifically	 an	 interpretative	 perspective,	 would	 be	 the	 most	 appropriate	 as	 it	

emphasises	“how	people	differ	from	inanimate	natural	phenomena	and,	indeed	from	each	

other”	(Cohen	et	al.,	2018,	p.	8).		

3.2.2.	Ontology		

Hitchcock	&	Hughes	(1995)	describe	a	series	of	considerations	which	researchers	follow	

when	setting	out	to	conduct	research.	Firstly,	they	begin	by	establishing	an	ontological	

position,	which	in	turn	influences	the	epistemological	position	they	choose.	This	leads	on	

to	methodological	considerations,	which	will	 then	 influence	 the	selection	of	particular	

instrumentation	and	data	collection.	Thus,	I	will	now	discuss	my	positioning	within	each	

of	these	sequentially.	

Ontology	refers	 to	 the	assumptions	we	make	about	 the	nature	of	reality	(Cohen	et	al.,	

2018).	Habitually,	positivist	approaches	to	research	adopt	an	objectivist	ontological	view	

of	the	nature	of	reality.	An	objectivist	position,	also	referred	to	as	realism,	considers	the	

cause-effect	relationship	that	objects	and	structures	have	with	one	another	in	the	world	

(Willig,	 2013).	 However,	 I	 consider	 my	 ontological	 position	 to	 be	 in	 line	 with	 social	

constructionism	because	I	believe	that	multiple	realities	exist	and	that	each	individual	

can	 experience	 phenomena	 in	 different	 ways.	 Bryman’s	 (2012,	 p.	 33)	 definition	 of	

constructionism	implies	that:	

	“social	 phenomena	 and	 categories	 are	 not	 only	 produced	 through	 social	

interaction	but	that	they	are	in	a	constant	state	of	revision….	researchers’	own	

accounts	of	 the	 social	world	are	 constructions.	 In	other	words,	 the	 researcher	

always	presents	a	specific	version	of	social	reality,	rather	than	one	that	can	be	

regarded	as	definitive.	Knowledge	is	viewed	as	indeterminate”.	
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This	 quote	 helps	 to	 illuminate	 my	 view	 of	 the	 world	 as	 it	 highlights	 that	 although	

researchers	endeavour	to	interpret	an	individual’s	experience	as	accurately	as	possible,	

they	too	may	view	the	experience	differently	according	to	how	they	construct	meaning.		

I	feel	that	the	social	constructionist	paradigm	will	enable	me	to	explore	and	attempt	to	

understand	how	children	make	meaning	of	their	experiences	of	having	a	sibling	with	ASD	

in	their	own	words.		

3.2.3.	Epistemology		

Epistemology	 is	 concentrated	 upon	 knowledge	 and	 how	 we	 acquire	 it	 (Cohen	 et	 al.,	

2018).	 Positivism	 denotes	 that	 the	 relationship	 between	 the	 world	 and	 our	

understanding	 of	 it	 is	 uncomplicated	 and	 that	 one	 can	 describe	 and	 understand	 it	

objectively	 (Willig,	 2013).	 Knowledge	 of	 this	 reality	 is	 sought	 from	 a	 positivist	

epistemological	position,	which	often	employs	quantitative	methodologies	whereby	the	

researcher	 adopts	 an	 observer	 role	 and	 views	 knowledge	 as	 objective	 (Cohen	 et	 al.,	

2018).	 As	 noted	 previously,	 particular	 ontological	 positions	 influence	 one’s	

epistemological	 position.	 In	 line	with	 choosing	 a	 qualitative	 research	 paradigm	 along	

with	a	socially	constructed	view	of	reality,	I	see	the	world	from	an	interpretivist	position	

in	that	I	view	knowledge	as	unique,	subjective	and	personal	to	each	individual	(Cohen	et	

al.,	2018).	Thomas	(2013,	p.	75)	describes	interpretivism	as:	

“[being]	interested	in	people	and	the	way	that	they	interrelate	-	what	they	think	

and	 how	 they	 form	 ideas	 about	 the	world;	 how	 their	worlds	 are	 constructed.	

Given	that	this	is	the	case	we	have	to	look	closely	at	what	people	are	doing	by	

using	our	own	selves,	our	own	knowledge	of	the	world	as	people”.		

This	 quote	 highlights	 the	 value	 of	 the	 dynamic	 relationship	 between	 participant	 and	

researcher	 in	 capturing	experiences	 through	 the	 interpretation	of	meaning	 from	both	

parties.	As	I	aim	to	explore	the	perceptions	and	subjective	experiences	of	children	living	

with	a	sibling	with	ASD,	I	 feel	that	an	interpretivist	epistemological	position	was	most	

appropriate	for	this	study.		

	



 56 

3.2.4.	 Consideration	 of	 alternative	 methodologies	 and	 rationale	 for	 selecting	 IPA	 as	 a	

methodology	

Researchers	have	a	range	of	methodological	approaches	to	choose	from	when	conducting	

research.	They	should	not	be	thought	of	as	‘right’	or	‘wrong’	but	rather,	one	must	be	clear	

about	the	purpose	for	which	they	are	being	used	and	how	appropriate	they	are	for	the	

nature	of	the	study	being	conducted	(Denscombe,	2014).		

	

Initially,	I	considered	selecting	thematic	analysis	for	my	study.	Thematic	analysis	focuses	

on	identifying	and	examining	patterns	of	meaning	within	data	(Willig,	2013).	Despite	one	

of	its	key	characteristics,	the	search	for	themes	within	data,	underpinning	the	majority	of	

alternative	methods	of	data	analysis,	it	is	not	considered	an	identifiable	methodological	

approach	by	some	(Bryman,	2012;	Willig,	2013).	Bryman	(2012)	states	that	it	is	a	method	

of	 data	 analysis	 as	 opposed	 to	 a	 methodology,	 which	 does	 not	 employ	 a	 particular	

theoretical	position,	unlike,	for	example,	IPA.	Thus,	Willig	(2013,	p.	58)	states	that	those	

employing	 thematic	 analysis	 must	 carefully	 consider	 what	 the	 themes	 uncovered	

represent,	taking	into	account	one’s	epistemological	standpoint.	It	 is	“characterised	by	

theoretical	 flexibility…[that	 is]…meaningless	 unless	 located	within	 an	 epistemological	

and	theoretical	 framework”.	However,	despite	 its	 limitations,	Bryman	(2012)	suggests	

that	it	is	likely	to	be	thematic	analysis’	flexible	ability	to	be	conducted	in	various	contexts	

across	many	methodological	approaches	that	has	led	to	its	popularity	within	qualitative	

research.	Overall,	due	to	 the	ambiguity	around	whether	thematic	analysis	 is	 in	 itself	a	

methodology,	I	decided	to	consider	alternative	approaches	with	clearer	guidelines	that	

shape	and	guide	the	entire	research	process.		

I	also	considered	employing	a	grounded	theory	methodology	 for	 this	study.	Grounded	

theory	is	an	inductive	methodology	with	the	aim	of	analysing	data	to	construct	theories	

that	 are	 ‘grounded’	 in	 the	 data	 (Glaser	 &	 Strauss,	 1967).	 Although	 there	 are	 many	

versions	of	grounded	theory,	some	common	features	of	 the	approach	are	 that	 its	data	

collection	and	analysis	occur	simultaneously	and	inform	one	another	(Bryant	&	Charmaz,	

2007).	Analysis	involves	coding	and	categorisation	and	systematic	comparisons	are	made	

through	analysis	(Cohen	et	al.,	2018).	It	is	widely	acknowledged	that	IPA	and	grounded	

theory	share	many	of	the	same	characteristics	and	adopt	a	similar	perspective	to	research	

(Smith,	 1995;	 Willig,	 2013).	 For	 example,	 both	 begin	 with	 individual	 cases	 that	 are	
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systematically	 analysed	 to	 identify	 categories	 or	 themes.	 Furthermore,	 both	 are	

considered	to	involve	a	cyclical	process	through	continuous	comparison	of	data	(Willig,	

2013).	 Taking	 into	 account	 the	 many	 similarities	 of	 the	 two	 methodologies,	 a	

consideration	of	why	it	was	felt	that	IPA	was	more	appropriate	for	this	study	will	now	be	

discussed.			

Unlike	 IPA,	 grounded	 theory	 sets	 aside	 any	 preconceived	 ideas	 and	 considers	 the	

researcher’s	 role	 as	 that	 of	 an	 observer	who	 observes	 and	 records	 social	 events	 and	

processes	 taking	 place,	 irrespective	 of	 their	 presence	 in	 the	 research	 process	 (Willig,	

2013).	 In	 other	 words,	 the	 researcher	 does	 not	 attempt	 to	 interpret	 or	 understand	

participants’	experiences;	instead	they	attempt	to	understand	experiences	as	interpreted	

by	participants	(Oliver,	2014).	Grounded	theory	is	therefore	considered	to	have	a	realist	

orientation,	 which	 does	 not	 align	 with	 my	 own	 ontological	 standpoint,	 as	 discussed	

previously.	 A	 second	 reason	 that	 I	 did	 not	 choose	 grounded	 theory	was	 because	 IPA	

explicitly	 states	 that	 it	 is	 a	 psychological	methodology	 that	 aims	 to	 “gain	 insight	 into	

individual	 participants’	 psychological	 worlds”.	 In	 comparison,	 grounded	 theory	

originates	from	sociological	research	and	seeks	to	understand	social	processes	(Willig,	

2013,	 p.	 99).	 Thus,	 IPA	 seems	 more	 suitable	 when	 attempting	 to	 explore	 individual	

children’s	experiences	of	living	with	a	sibling	with	ASD.	

My	decision	to	select	IPA	stems	from	my	ontological	position	of	social	constructionism,	

which	suggests	that	multiple	realities	exist	and	my	interpretivist	epistemological	position	

whereby	I	view	knowledge	as	unique,	subjective	and	personal	to	each	individual	(Cohen	

et	al.,	2018).	Additionally,	IPA	aims	to	understand	how	individuals	make	sense	of	their	

world	and	meaningful	life	experiences	(Smith	et	al.,	2009)	and	is	considered	to	be	useful	

when	exploring	under-studied	topics	that	are	related	to	the	self	and	sense-making	(Smith,	

2004).	This	fits	well	with	my	research	aim,	particularly	considering	the	dearth	of	research	

related	 to	 the	 views	 of	 siblings	 specifically.	 This	 study	 is	 phenomenological	 as	 it	 is	

concerned	with	exploring	children’s	experiences	and	understandings	of	having	a	sibling	

with	ASD.	It	is	hermeneutic	in	that	it	enables	the	researcher	to	make	interpretations	to	

gain	 a	 deeper	 understanding	 of	 phenomena	 (Willig,	 2013).	 Lastly,	 this	 study	 is	

idiographic	 in	 that	 it	 aims	 to	 understand	 individual	 thoughts,	 beliefs	 and	 behaviours,	

irrespective	of	other	participants’	experiences	(Noon,	2018).	Thus,	 it	was	 felt	 that	 IPA	

was	the	most	appropriate	methodology	for	this	study,	its	aims	and	research	questions.		
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3.3.	Introduction	to	IPA		

 
IPA	is	a	qualitative	research	methodology	that	aims	to	make	sense	of	individuals’	lived	

experiences.	 “IPA	 is	 concerned	 with	 the	 detailed	 examination	 of	 personal	 lived	

experience,	the	meaning	of	experience	to	participants	and	how	participants	make	sense	

of	that	experience”	(Smith,	2011,	p.	9).	Smith	(2004)	asserts	that	IPA	has	three	essential	

features:	it	assumes	an	epistemological	stance,	provides	a	set	of	guidelines	for	conducting	

qualitative	 research	 and	 despite	 it	 being	 a	 relatively	 new	methodology	 that	was	 first	

introduced	in	the	mid-1990s,	now	has	a	large	corpus	of	empirical	research	in	psychology.	

IPA	draws	upon	three	philosophical	underpinnings:	phenomenology,	hermeneutics	and	

idiography.	In	the	following	section,	each	of	these	positions	will	be	examined	in	turn.		

3.3.1.		Phenomenology		

Phenomenology,	originally	developed	by	Husserl	in	1927,	is	a	philosophical	approach	to	

the	 study	of	 human	 experience	 (Smith	 et	 al.,	 2009).	 Phenomenological	 studies	 aim	 to	

uncover	“what	the	experience	of	being	human	is	like”	(Smith	et	al.,	2009,	p.	11)	and	seek	

access	to	participants’	internal	worlds	through	exploring	their	consciousness,	or	in	other	

words,	their	memories,	thoughts	and	feelings	(Noon,	2018).	They	will	focus	on	providing	

a	detailed	account	of	participants’	experiences	by	asking	them	to	tell	their	own	story	in	

their	own	words	(Smith	et	al.,	2009).	Consistent	with	its	phenomenological	origins,	IPA	

seeks	 to	 understand	 participants’	 lived	 experiences,	 the	 meanings	 they	 attach	 to	

experiences	 and	how	 they	make	 sense	of	 their	worlds	 (Smith	&	Osborn,	 2003).	What	

distinguishes	 IPA	 from	 other	 qualitative	 methodologies	 is	 that	 it	 recognises	 that	 to	

explore	participants’	experiences,	the	researcher’s	personal	view	of	the	world	must	be	

considered,	meaning	that	any	form	of	analysis	within	such	studies	are	an	interpretation	

of	 the	 experience	 of	 participants	 (Willig,	 2013).	 As	 “experience	 cannot	 be	 plucked	

straightforwardly	from	the	heads	of	participants,	it	requires	a	process	of	engagement	and	

interpretation	on	the	part	of	 the	researcher”	(Smith,	2011,	p.	10).	This	 leads	us	to	the	

second	philosophical	underpinning	of	IPA,	that	of	hermeneutics,	meaning	the	practice	of	

interpretation	(Pietkiewicz	&	Smith,	2014).	
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3.3.2.	Hermeneutics		

IPA	 recognises	 that	 a	 researcher’s	 understanding	 of	 participants’	 experiences	 is	

influenced	by	attributes	of	the	researcher	themselves	including	their	own	conceptions,	

assumptions	 and	 thoughts.	 This	 is	 the	process	 of	 hermeneutics,	 or	 in	 other	words,	 to	

understand	others	requires	interpretation	(Willig,	2013).	In	IPA,	participants	attempt	to	

make	 sense	 of	 their	 experiences	 and	 world	 and	 the	 researcher	 then	 attempts	 to	

understand	and	make	sense	of	participants’	experiences	and	meaning	making	(Smith	&	

Osborn,	2008).	This	is	commonly	referred	to	as	a	‘double	hermeneutic’,	or	in	other	words,	

a	dual	interpretation	process	(Pietkiewicz	&	Smith,	2014).	“There	is	a	phenomenon	ready	

to	shine	forth,	but	detective	work	is	required	by	the	researcher	to	facilitate	the	coming	

forth,	and	then	to	make	sense	of	it	once	it	has	happened”	(Smith	et	al.,	2009,	p.	35).	Such	

a	skill	relies	on	a	researcher’s	ability	to	interact	and	engage	positively	with	participants	

(Willig,	2013).	Although	hermeneutics	is	significantly	older	than	phenomenology,	dating	

back	to	the	nineteenth	century,	as	IPA	is	considered	an	interpretative	phenomenological	

approach,	these	two	philosophical	approaches	overlap	considerably	(Smith	et	al.,	2009).		

3.3.3.	Idiography		

The	third	philosophical	underpinning	of	IPA	is	that	of	idiography.	IPA	is	idiographic	in	

that	 it	 aims	 to	 explore	 participants’	 individual	 experiences	 and	 perspectives	 in	 their	

unique	contexts	(Pietkiewicz	&	Smith,	2014).	It	is	concerned	with	“the	particular	rather	

than	the	general…to	understand	a	particular	case,	 in	 its	particularity”	(Willig,	2013,	p.	

101).	A	 fundamental	principle	of	 following	an	 idiographic	approach	 is	 to	examine	and	

attempt	to	understand	as	much	as	possible	about	a	participant’s	story	before	progressing	

to	the	next	(Cassidy	et	al.,	2010).	In	the	past,	it	was	proposed	that	any	themes	that	arose	

in	one	case	could	then	be	used	to	inform	analysis	of	other	cases.	However,	more	recent	

literature	suggests	following	an	idiographic	approach	more	closely	by	putting	aside	any	

thoughts	one	may	have	about	a	case	through	the	process	of	bracketing	to	ensure	that	each	

participant’s	unique	story	is	preserved	(Smith	et	al.,	2009).	Overall,	it	is	thought	that	by	

following	an	idiographic	approach,	the	researcher	can	gain	a	deeper	understanding	of	a	

participant’s	behaviours,	beliefs	and	thoughts	as	a	result	of	the	detailed,	individualised	

analysis	it	requires	(Noon,	2018).		
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3.4.	Characteristics	of	IPA		

The	 following	 section	will	 discuss	 some	 of	 the	 characteristics	 of	 IPA:	 bracketing	 and	

reflexivity.		

3.4.1.	Bracketing		

In	 order	 to	 successfully	 follow	 a	 phenomenological	 approach	 to	 research,	 Husserl	

developed	the	phenomenological	method	of	bracketing,	also	known	as	phenomenological	

reduction	 (Palmer,	 1971).	 Bracketing	 involves	 putting	 aside	 preconceived	 ideas	 and	

assumptions	about	the	research	to	capture	individual	participant’s	perceptions	of	their	

experience	(Smith	et	al.,	2009)	and	ensure	that	the	data	collection	process	is	participant	

led	 and	 concerned	 with	 exploration	 (Larkin	 et	 al.,	 2011).	 Husserl	 warns	 that	 one’s	

assumptions	can	in	fact	distort	and	obscure	their	understanding	of	another’s	experiences,	

thus,	 it	 is	 considered	 as	 a	 defining	 characteristic	 of	 transcendental	 phenomenology	

(Palmer,	1971).	However,	the	extent	to	which	we	can	truly	bracket	off	our	assumptions	

and	 preconceptions	 is	 disputed	 within	 psychology.	 For	 example,	 existential	

phenomenologists	such	as	Heidegger,	Merleau-Ponty	and	Sartre	(as	cited	in	Smith	et	al.,	

2009,	p.	21)	are	of	 the	view	 that	one	 can	never	 truly	 set	 aside	all	 of	 their	beliefs	 and	

experiences.	“Our	subjective	worlds	are	not	primarily	mental,	or	‘hidden	inside’,	because	

the	very	nature	of	our	being	is	to	‘be	there’	out	in	the	world,	located	and	observable	in	

our	 relatedness	 to	 some	meaningful	 context”	 (Larkin	 et	 al.,	 2006,	 p.	 109).	With	 these	

points	 in	 mind,	 I	 feel	 I	 share	 the	 same	 perspective	 of	 existential	 phenomenologists.	

Although	I	will	attempt	to	bracket	my	preconceptions,	I	believe	that	one	can	never	truly	

bracket	 off	 all	 preconceptions	 when	 conducting	 research	 (Langdrige,	 2004).	 In	 the	

instances	when/if	preconceptions	do	arise,	 I	will	 carefully	 consider	and	address	 their	

influence	on	the	study	(Geanellos,	1998)	and	my	role	as	a	researcher.		

3.4.2.	Reflexivity		

Reflexivity	has	been	considered	a	defining	feature	of	qualitative	research	(Banister	et	al.,	

1994;	Finlay,	2002;	Willig,	2013).	The	process	of	reflexivity	encourages	researchers	to	

acknowledge	how	the	research	process	has	changed	them	and	how	these	changes	are	

likely	to	have	influenced	and	moulded	the	research	process	(Palaganas	et	al.,	2017).	It	is	

viewed	as	a	continuous	process	of	reflection	of	how	our	reactions	to	research	enable	us	
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to	 gain	 insights	 and	 understandings	 (Willig,	 2013)	 along	with	 attempting	 to	 identify,	

understand	and	analyse	how	“social	background,	 location	and	assumptions	affect	 [the	

researcher’s]	 research	practice”	 (Hesse-Biber,	 2007,	 p.	 17).	Wall	 et	 al.	 (2004)	 suggest	

writing	a	reflexive	diary	when	conducting	a	phenomenological	research	study.	This	gives	

researchers	the	opportunity	to	reflect	upon	their	personal	and	subjective	perspectives	

and	how	this	may	have	shaped	the	data	collection	and	analysis	process	(Oliver,	2014).	It	

also	 facilitates	decision	making	and	enables	 researchers	 to	 re-examine	 their	positions	

when	complications	arise	that	may	influence	the	research	process	(Wall	et	al.,	2004).		I	

will	endeavour	to	remain	reflexive	throughout	the	research	and	all	its	stages	by	keeping	

a	reflexive	account.		

3.5.	Overview	of	research	design		

More	 specific	 details	 of	 this	 study’s	 research	 processes	 and	 procedures	 will	 now	 be	

discussed,	including	that	of	sampling	and	recruitment	of	participants.		

3.5.1.	Research	process	and	procedures	

Ethical	approval	was	granted	from	School	for	Policy	Studies	Research	Ethics	Committee	

at	 the	 University	 of	 Bristol	 in	 April	 2019	 (See	 Appendix	 B).	 The	 recruitment	 process	

occurred	between	October	2019	and	January	2020,	with	the	consent	of	all	participants	

and	their	parents	being	achieved	by	January	2020.	The	data	collection	stage	was	initiated	

between	November	2019	and	January	2020.		

3.5.2.	Sampling	and	Participants	

Purposive	sampling	was	chosen	as	the	sample	method	for	this	study,	as	it	is	considered	

to	be	theoretically	congruent	with	not	only	qualitative	research,	but	also	IPA’s	theoretical	

underpinnings	(Pietkiewicz	&	Smith,	2014;	Smith	et	al.,	2009).	Purposive	sampling	is	a	

‘non-probability’	 form	 of	 sampling	 where	 the	 researcher	 identifies	 participants	

strategically	that	explore	specific	characteristics	of	a	population	that	are	relevant	to	the	

research	questions	(Bryman,	2012).	It	is	necessary	to	note	that	although	the	participants	

involved	in	this	study	are	a	fairly	homogenous	group,	in	that	what	they	have	in	common	

is	their	age	range	(7-9	years)	and	the	experience	of	living	with	a	sibling	with	ASD,	it	is	
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important	 that	 I	acknowledge	 that	 the	experiences	of	each	participant	are	 likely	 to	be	

considerably	different.	

In	 IPA	 studies,	 researchers	 aim	 to	 obtain	 a	 homogeneous	 sample	 to	 ensure	 that	 the	

study’s	aim	and	research	question	is	meaningful	to	the	sample	(Smith	et	al.,	2009).	As	IPA	

is	an	idiographic	approach	that	aims	to	understand	participants’	individual	experiences	

in	particular	contexts,	IPA	studies	generally	have	small	sample	sizes.	Smith	et	al	(2009)	

recommend	between	three	and	six	participants	as	a	reasonable	sample	size	for	an	IPA	

study,	 with	 number	 of	 interviews	 ranging	 between	 four	 and	 ten	 for	 a	 professional	

doctorate.	Upon	taking	these	considerations	into	account	a	small,	purposeful	sample	of	

four	participants	was	obtained,	recruited	from	two	primary	schools	in	the	same	LA.	The	

participants	were	recruited	based	on	the	following	inclusion	criteria:	

o Participating	siblings	are	between	the	ages	of	7	and	11	years	of	age.		

o Participating	 siblings	 have	 a	 brother	 or	 sister	with	 a	 diagnosis	 of	 ASD	 and	 no	

additional	needs/disabilities.		

o Participating	siblings	have	no	additional	needs	and	are	typically	developing	(they	

do	 not	 have	 a	 diagnosis	 of	 autism	 or	 any	 other	 intellectual	 or	 developmental	

differences).		

o Participating	 siblings	 live	 with	 their	 brother	 or	 sister	 with	 ASD	 and	 their	

parents/carers.		

3.5.3.	Process	of	recruiting	participants	

Once	ethical	approval	for	this	study	had	been	granted,	I	employed	a	phased	recruitment	

for	this	study,	whereby	I	would	initially	contact	two	schools,	and	then	increase	this	by	

two	schools	at	a	time	should	I	not	receive	interest	and	consent	from	the	four	participants	

required.	 Recruitment	 was	 initiated	 by	 two	 Special	 Educational	 Needs	 Coordinators	

(SENCos)	 in	 two	 different	 primary	 schools	 in	 one	 LA	 on	 my	 behalf.	 Their	 role	 as	

gatekeeper	involved	identifying	pupils	in	their	school	that	met	the	inclusion	criteria.	For	

those	participants	identified,	SENCos	approached	the	parents	using	a	script	that	outlines	

the	premise	of	 the	research	(see	Appendix	C),	For	 those	who	expressed	an	 interest	 in	

their	child	participating,	SENCos	then	provided	them	with	information	sheets	(both	child	

and	parent/carer	versions)	(see	Appendices	D	&	E)	explaining	the	nature	of	the	research	
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with	 my	 contact	 information	 included,	 if	 they	 wished	 to	 learn	 more	 and/or	 become	

involved	in	the	study.		

For	those	children	and	parents	who	expressed	an	interest	in	taking	part	in	this	study,	I	

arranged	a	30-minute	meeting	with	 them	at	 their	home	or	school,	depending	on	their	

preference.	 The	 purpose	 of	 this	 meeting	 was	 to	 build	 rapport	 with	 the	 families	 and	

explain	who	I	am	and	what	my	role	is	as	a	researcher.	It	also	gave	me	the	opportunity	to	

read	through	the	information	sheet,	answer	any	queries	they	may	have	and	talk	about	the	

research	in	more	detail.	Subsequently,	 those	children	and	parents	who	wished	to	take	

part	in	the	research	were	given	parent	and	child	consent	forms	to	sign	(see	Appendices	F	

&	G).	When	I	had	received	the	signed	consent	forms	from	the	parent	and	child,	I	arranged	

a	time	with	the	child	and	their	school	to	conduct	the	interview.		

3.6.	Data	collection				

3.6.1.	Semi-structured	interviews		

As	 this	 study	 has	 adopted	 a	 qualitative	 research	 paradigm	 following	 an	 inductive	

approach,	the	choices	of	empirical	data	collection	methods	typically	include	focus	groups,	

interviews	and	observation	(Punch,	2014).	Such	data	collection	methods	are	selected	on	

the	basis	of	the	researcher	being	openminded	about	all	stages	of	the	research	process	in	

order	 for	 theories	 and	 concepts	 to	 emerge	 from	 the	 data.	 This	 is	 in	 comparison	 to	

structured	interviews	that	are	typically	used	in	quantitative	research,	which	focuses	on	

the	generalisation,	reliability	and	validity	of	data	according	to	specific	research	questions.	

	

A	key	aim	of	IPA	is	to	elicit	 individuals’	stories,	thoughts	and	feelings	in	an	attempt	to	

capture	their	lived	experiences.	With	this	in	mind,	Smith	et	al.	(2009,	p.	56)	suggest	that	

“IPA	is	best	suited	to	a	data	collection	approach	which	will	invite	participants	to	offer	a	

rich,	detailed,	first	person	account	of	their	experiences”.	Therefore,	the	preferred	choice	

for	collecting	data	was	 through	one-to-one,	semi	structured	 interviews.	Although	data	

that	is	supportive	of	IPA	analysis	is	possible	to	collect	using,	for	example,	focus	groups	or	

diaries,	one-to-one,	in-depth,	semi-structured	interviews	have	repeatedly	been	described	

as	the	most	common	and	most	effective	way	to	collect	data	for	IPA	studies	(Smith,	2004;	

Smith	et	al.,	2009;	Smith	&	Osborn;	2008).			
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There	 are	 several	 advantages	 when	 conducting	 semi-structured	 interviews	 in	 IPA	

research.	Firstly,	it	gives	the	data	collection	process	an	element	of	flexibility,	as	it	enables	

unexpected	issues	and	topics	to	arise	which	were	not	anticipated	(Pietkiewicz	&	Smith,	

2014).	 Secondly,	 although	 semi-structured	 interviews	 generally	 include	 a	 number	 of	

questions	within	an	interview	schedule,	the	interview	itself	is	flexible	in	that	the	schedule	

guides	its	direction	rather	than	dictates	it,	meaning	that	the	direction	of	the	process	is	

guided	by	participants’	experiences	that	the	researcher	can	investigate	further	(Smith	&	

Osborn,	2003).	Thirdly,	and	in	relation	to	the	previous	two	advantages,	when	the	process	

does	 take	 an	 unanticipated	 direction,	 the	 researcher	 is	 able	 to	 adjust	 the	 interview	

schedule	to	delve	into	these	avenues	(Smith	et	al.,	2009).		

Although	there	are	a	number	of	advantages	to	conducting	semi-structured	 interviews,	

solely	 using	 a	 semi-structured	 interview	 format	 when	 interviewing	 children	 can	 be	

problematic.	 For	 example,	 it	 has	been	 criticised	 for	 construing	 the	 child	 as	 a	 “passive	

(powerless)	participant	or	interviewee…the	focus	has	largely	been	on	what	information	

can	 be	 ‘got’	 from	 children”	 (Westcott	 &	 Littleton,	 2006,	 p.	 143).	 As	 research	 has	

traditionally	encouraged	children	to	maintain	a	passive	role	within	the	process	with	little	

opportunity	to	represent	their	positions	(Veale,	2005),	I	sought	to	include	a	second	data	

collection	method	in	an	attempt	to	overcome	such	barriers.	Due	to	their	flexible	format,	

semi-structured	interviews	have	the	scope	to	include	creative	methods,	also	known	as	

participatory	 methods,	 within	 the	 interview	 process	 including	 that	 of	 role	 play,	

photographs,	drawing,	writing	and	painting	(Greene	&	Hogan,	2006).		Cognisant	of	these	

factors,	I	chose	to	use	the	drawing	activity	‘Draw,	Write	and	Tell’	(DWT),	alongside	semi-

structured	interviews	to	elicit	the	voices	of	the	children	within	this	study.		

3.6.2.	Draw,	write	and	tell			

Initially,	 ‘draw	and	write’	was	 the	 creative	method	 chosen	 to	use	 alongside	 the	 semi-

structured	interviews.	The	concept	of	‘draw	and	write’	was	introduced	by	Wetton	(1999)	

in	1972	and	is	the	predecessor	to	DWT.	‘Draw	and	write’	enables	participants	to	produce	

drawings	 in	response	 to	a	 topic	or	question	and	 to	annotate	 their	drawings	with	 text.	

However,	this	method	has	been	criticised	as	being	used	inconsistently	due	to	a	lack	of	

philosophical	 underpinning	 and	 has	 been	 recognised	 as	 problematic	 in	 relation	 to	

interpretation	of	drawings	and	analysis	of	data	(Angell	&	Angell,	2013;	Backett-Milburn	
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&	McKie,	1999).	Upon	exploring	the	limitations	of	‘draw	and	write’,	I	discovered	that	this	

resulted	 in	 the	 innovation	 of	 DWT,	 which	 was	 introduced	 by	 Angell	 et	 al.	 (2011)	 to	

specifically	address	and	resolve	a	number	of	the	issues	that	had	been	highlighted	in	‘draw	

and	write’	research.		

DWT	has	been	considered	as	a	nonthreatening	method	that	enables	children	to	express	

their	 feelings	 and	 thoughts	 through	 the	 child-friendly	 activity	 of	 drawing	 (Sage	 &	

Jegatheesan,	2010).	It	is	the	same	as	‘draw	and	write’	in	that	both	place	the	art	of	drawing	

at	the	centre	of	their	design	and	annotate	drawings	with	text.	However,	DWT	builds	on	

its	 predecessor	 by	 including	 children’s	 own	 verbal	 interpretations	 of	 their	 drawings	

during	the	‘tell’	element	of	the	session	(Angell	&	Angell,	2013);	

“DWT	is	based	on	a	philosophy	that	each	child	 is	a	unique	individual,	with	the	

ability	to	freely	express	his	or	her	experience	as	he	or	she	perceives	it.	It	seeks	a	

‘child’s	 eye’	 view	 without	 the	 input	 of	 adults,	 aspiring	 to	 promote	 as	 much	

creative	freedom	as	possible	for	participants”	(p.	380).	

The	benefit	here	is	that	the	researcher	has	the	opportunity	to	clarify,	confirm	and	discuss	

the	meanings	of	children’s	drawings	and	text	before	data	analysis	begins,	in	an	attempt	

to	reduce	misinterpretation	and	bias	(Sage	&	Jegatheesan,	2010).	In	other	words,	children	

have	the	autonomy	to	interpret	their	own	drawings	and	text,	rather	than	it	being	subject	

to	interpretation	by	the	researcher	(Horstman	et	al.,	2008).	Furthermore,	the	additional	

‘tell’	 element	of	 the	method	has	been	 found	 to	 increase	reliability	and	validity	of	data	

(Angell	&	Angell,	2013).	

All	in	all,	I	argue	that	the	DWT	method	complements	IPA	as	a	methodology	for	a	number	

of	reasons.	Firstly,	the	philosophy	behind	DWT	views	children	as	social	actors	who	each	

have	unique	perspectives	of	how	they	experience	their	worlds	(Angell	&	Angell,	2013).	In	

the	same	way,	IPA	aims	to	gain	a	deeper	understanding	of	participants’	experiences	from	

their	own	perspectives	(Willig,	2013).	By	using	DWT,	we	are	attempting	to	understand	

children’s	 experiences	 through	 learning	 about	 their	 own	 meaning	 making	 of	 their	

drawings	 (Boden	 et	 al.,	 2018).	 Similarly,	 a	 key	 element	 of	 IPA	 is	 that	 of	 the	 ‘double	

hermeneutic',	where	the	researcher	attempts	to	make	sense	of	participants’	experiences	

(Smith	 &	 Osborn,	 2008).	 It	 could	 be	 agreed	 that	 both	 DWT	 and	 IPA	 recognise	 the	
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researcher’s	‘interpreter’	role	that	is	likely	to	play	a	part	in	understanding	experiences	or	

themes.	 Furthermore,	 the	 idiographic	 nature	 of	 IPA	 studies	 complements	 DWT’s	

philosophy	 that	 views	 each	 child	 as	 an	 individual	with	 unique	 experiences	 (Angell	 &	

Angell,	 2013).	 This	 philosophy	 is	 also	 consistent	 with	 my	 ontological	 position	 as	 it	

acknowledges	that	multiple	realities	exist,	thus,	each	of	the	participants	within	this	study	

are	likely	to	have	varying	experiences	of	living	with	a	sibling	with	ASD.	

3.6.3.	Interview	design	and	process		

The	participants	attended	one	interview	each,	which	were	conducted	in	the	participants’	

schools.	Interviews	were	held	in	a	quiet	room	in	an	area	of	the	school	that	conversations	

could	not	be	overheard	by	school	staff	or	other	pupils.	The	duration	of	 the	 interviews	

varied	 from	 45	 minutes	 to	 56	 minutes	 and	 each	 interview	 was	 recorded	 using	 an	

encrypted	 digital	 recorder,	with	 the	 permission	 of	 the	 participants	 and	 their	 parents.	

Prior	to	carrying	out	the	interviews,	I	allowed	time	to	build	rapport	with	each	participant	

to	help	them	to	feel	comfortable.	This	was	partly	achieved	during	the	30-minute	meetings	

I	held	with	them	and	their	parents	prior	to	gaining	informed	consent.	I	then	also	took	the	

time	to	build	rapport	before	the	interviews	began,	in	an	attempt	to	build	trust.	Bryman	

(2012)	discusses	the	importance	of	the	researcher	establishing	rapport	with	participants.	

If	a	positive	relationship	is	formed,	the	participant	will	be	more	inclined	to	participate	

and	 also	persist	with	 the	 interview	despite,	 for	 example,	 enduring	 long	 interviews	or	

discussing	sensitive	topics.	Furthermore,	Chan	et	al.	(2013)	emphasise	the	importance	of	

sustaining	 a	 level	 of	 rapport	 throughout	 the	 interview	process	 and	 that	 doing	 so	 can	

significantly	affect	the	quality	of	data	gathered:	

“The	directive	of	the	questions	and	the	manner	in	which	the	researchers	ask	them	

during	the	interview	affects	the	way	the	participants	tell	their	stories.	This	will,	

in	some	ways,	limit	the	potential	new	data	given	by	the	participants	and	affect	the	

richness	of	the	information	collected”	(p.	4).	

However,	Willig	(2013,	p.	30)	warns	that	one	must	be	careful	“not	to	abuse	the	informal	

ambience	of	the	interview	to	encourage	the	interviewee	to	reveal	more	than	they	may	

feel	comfortable	with”.	This	suggests	that	a	balance	must	be	determined	to	ensure	that	a	
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cordial	relationship	is	established,	but	that	researchers	remain	ethically	mindful	of	this	

relationship	and	how	participants	perceive	and	respond	to	the	dynamics	that	form.			

I	 followed	 an	 interview	 schedule	 for	 each	 of	 the	 interviews	 (see	 Appendix	 H).	 In	

attempting	to	develop	the	questions	in	which	you	will	include	in	an	interview	schedule,	

Bryman	(2012,	p.	473)	discusses	the	importance	of	considering	the	topics	you	wish	to	

explore	from	the	perspectives	of	participants	by	asking	yourself	the	question	“What	do	I	

need	 to	know	 in	order	 to	answer	each	of	 the	 research	questions	 I’m	 interested	 in?”.	 I	

found	 this	 question	 helpful	 to	 return	 to	 throughout	 the	 process	 of	 forming	 interview	

questions.	 By	 attempting	 to	 ‘step	 into	 the	 shoes’	 of	 participants	 and	 empathise	 or	

understand	what	their	perspectives	may	be,	it	enabled	me	to	consider	questions	that	may	

be	appropriate	in	answering	the	research	questions.	Each	question	was	designed	to	be	

jargon	free,	open-ended	and	formulated	in	a	way	that	does	not	make	assumptions	about	

a	participant’s	experiences	or	encourage	them	to	answer	in	a	certain	way.	To	determine	

the	order	in	which	I	would	ask	questions,	I	executed	a	“funnelling”	technique,	whereby	I	

asked	questions	 in	 a	 flexible,	 yet	 logical	 order,	 beginning	with	 exploration	of	 broader	

topics	and	gradually	moving	towards	more	specific	questions	(Smith	&	Osborn,	2008).		

3.6.4.	The	interviews	

As	 discussed	 previously,	 I	 chose	 to	 use	 the	 creative	method,	 DWT	within	 each	 semi-

structured	interview.	Each	participant	was	provided	with	plain	paper	and	a	selection	of	

colouring	pens	and	pencils.	 It	was	explained	 to	participants	 that	 they	could	draw	and	

write	 in	 response	 to	 questions,	 in	 addition	 to	 giving	 verbal	 answers.	 I	 deliberately	

planned	for	the	DWT	element	of	the	interviews	to	be	flexible,	to	keep	in	line	with	its	child-

centred	 philosophy	 of	 enabling	 children	 to	 express	 their	 experiences	 freely	 as	 they	

perceive	 them	 (Angell	&	Angell,	 2013).	 Thus,	 participants	were	not	 asked	 to	 follow	 a	

structure	regarding	their	drawings	and	writing	and	were	instead	given	the	autonomy	to	

record	 their	 experiences	 as	 and	when	 they	wished.	 In	 an	 attempt	 to	 understand	 the	

meaning	of	participants’	drawings,	each	 interview	ended	with	 the	 ‘tell’	element	of	 the	

method.	This	enables	participants	to	explain	their	work	and	the	researcher	to	discuss,	

confirm	 and	 clarify.	 As	 discussed	 previously,	 a	 main	 purpose	 of	 this	 is	 to	 elicit	 the	

meaning	of	drawings	in	participants’	own	words	and	reduce	misinterpretation	and	bias	

of	adults	(Sage	&	Jegatheesan,	2010).	Subsequent	to	the	completion	of	each	interview,	I	
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made	notes	in	a	research	diary.	Research	diaries	act	as	an	aide-mémoire	to	the	research	

process	 to	 create	 transparency	 and	 facilitate	 researcher	 reflexivity	 (Ortlipp,	 2008).	 In	

addition	 to	 this,	 it	 helped	me	 to	 reflect	 upon	my	 initial	 thoughts	 about	 the	 interview	

process	and	my	interactions	with	each	participant.	

3.7.	Data	Analysis	

My	 journey	 of	 analysis	 began	 during	 and	 subsequent	 to	 each	 interview	 through	 the	

writing	of	a	research	diary.	Doing	so	enabled	me	to	reflect	on	my	thoughts	and	feelings	

during	the	data	collection	process	and	note	down	any	interpretations	I	began	to	make.	In	

an	 attempt	 to	 immerse	 myself	 in	 the	 data	 fully	 prior	 to	 data	 analysis,	 I	 choose	 to	

transcribe	all	interviews	myself.	

It	 is	 important	 to	provide	 clarity	 about	how	 the	 interviews	were	 analysed	due	 to	 the	

creative	method	of	DWT	being	used	alongside	the	interview	questions.	There	are	various	

approaches	 to	 analysing	 data	 produced	 from	 DWT	 in	 IPA	 studies	 specifically.	 For	

example,	Shinebourne	and	Smith’s	(2011)	approach	to	analysis	involved	moving	between	

verbal	and	visual	forms	of	data,	firstly	on	an	individual	basis	and	then	across	cases.	Boden	

&	Eatough	(2014)	provide	two	frameworks	for	analysing	drawings	using	hermeneutic-

phenomenological	 analysis;	 one	 focuses	 on	 what	 is	 produced,	 and	 the	 other	 on	 how	

drawings	 are	 produced.	 However,	 Angell	 &	 Angell	 (2013)	 state	 that	 a	 unique	

characteristic	of	the	creative	method	DWT	is	that	triangulation	of	data	can	be	achieved	

through	amalgamating	children’s	drawings,	writing	and	spoken	word	 to	 form	a	single	

commentary	 prior	 to	 analysis.	 The	 commentary	 produced	 can	 then	 be	 transcribed	

verbatim,	 and	 the	 transcripts	 are	 subject	 to	 analysis	whilst	 the	 drawings	 and	writing	

acted	as	a	guide	of	exploration	during	the	interview	(Angell	et	al.,	2015;	Pope	et	al.,	2018).	

Through	careful	consideration,	I	chose	this	latter	approach	as	I	feel	it	fits	best	with	DWT’s	

philosophy	of	attempting	to	overcome	the	prevalent	issue	of	misinterpreting	drawings	

when	employing	creative	methods	(Angell	&	Angell,	2013;	Angell	et	al.,	2015).		

All	 interviews	 were	 analysed	 using	 IPA	 and	 specifically	 followed	 each	 stage	 of	 the	

analytical	framework	outlined	by	Smith	et	al.	(2009).	This	process	is	considered	to	be	a	

“fluid,	iterative	and	multi-directional”	process	(Noon,	2018,	p.	77)	that	moves	from	“the	

particular	 to	 the	 shared,	 and	 from	 the	 descriptive	 to	 the	 interpretative”	 (Smith	 et	 al.,	
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2009,	p.	78).	Due	to	its	multi-directional	nature,	IPA	can	allow	for	great	flexibility	during	

the	 analytical	 process	 with	 general	 principles	 rather	 than	 prescriptive	 guidelines.	

However,	 Smith	 et	 al.	 (2009)	 provides	 step-by-step	 guidelines	 for	 the	 ‘novice’	 IPA	

researcher.	 As	 this	 was	 my	 first	 attempt	 at	 utilising	 IPA,	 I	 found	 this	 framework	

particularly	useful	during	the	analysis	process.	These	stages	are	as	follows:		

Step	1:	Reading	and	re-reading	

The	first	step	in	IPA	analysis	involves	reading	and	re-reading	the	transcript	in	an	attempt	

to	 immerse	 oneself	 in	 the	 data.	 It	 is	 recommended	 that	 reading	 the	 transcript	whilst	

listening	 to	 the	 audio	 recording	 can	 help	 the	 researcher	 to	 imagine	 the	 voice	 of	 the	

participant,	which	in	turn	can	facilitate	a	more	complete	analysis.	At	this	stage,	I	had	the	

opportunity	 to	 make	 notes	 about	 my	 initial	 thoughts	 and	 interpretations,	 which	 are	

encouraged	to	be	‘bracketed’	until	later	in	the	process	so	that	the	sole	focus	remains	on	

immersing	oneself	in	the	data	rather	than	interpretation.			

Step	2:	Initial	noting	

In	 step	 two,	 I	 noted	 my	 initial	 thoughts	 about	 the	 participants’	 comments.	 This	 is	

considered	to	be	the	most	detailed	and	time-consuming	stage	of	the	analysis.	It	aims	to	

examine	language	use	and	semantic	content	by	making	notes	on	three	distinctive	types	

of	comments:	

o Descriptive	comments	–	description	of	content	including	things	that	are	important	

to	the	participant,	such	as,	relationships,	key	events	and	experiences.		

o Linguistic	comments	–	description	of	participants’	language	use,	for	example,	tone,	

repetition,	 articulation	 and	metaphors.	 Other	 elements	 to	 consider	 are	 laughs,	

pauses	and	pronoun	use.		

o Conceptual	comments	–	This	step	analyses	the	transcript	at	an	interpretative	level.	

It	involves	“looking	at	the	language	they	use,	thinking	about	the	context	of	their	

concerns	(their	lived	world),	and	identifying	more	abstract	concerns”	(Smith	et	al.,	

2009,	p.	83).	It	also	calls	for	the	researcher	to	engage	in	personal	reflection	and	to	

draw	 on	 their	 own	 perceptions	 and	 knowledge	 in	 attempting	 to	 begin	 to	

understand	the	meaning	of	participants’	experiences.		
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Put	more	simply,	step	two	require	the	researcher	to	consider	not	only	what	was	said,	but	

also	the	way	in	which	it	was	said,	and	what	this	is	likely	to	tell	us	about	the	participants’	

experiences	(Noon,	2018).		

Step	3:	Developing	emergent	themes	

Step	three	 involved	converting	notes	 into	emergent	 themes.	 It	 is	at	 this	point	 that	 the	

researcher	moves	away	from	the	original	transcript	and	instead	focuses	on	the	detailed	

and	 comprehensive	 exploratory	 commentary	made	 in	 step	 two.	Although	 themes	had	

emerged	 in	 the	 initial	noting	during	step	 two,	 this	stage	of	 the	process	enabled	me	 to	

reduce	the	amount	of	initial	notes,	whilst	being	careful	not	to	lose	complexity,	patterns	

and	connections	to	“provide	a	concise	and	pithy	statement	of	what	was	important	in	the	

various	comments”	(Smith	et	al.,	2009,	p.	92).	An	example	of	step	two	and	three	can	be	

seen	in	Appendix	I.		

Step	4:	Searching	for	connections	across	emergent	themes	

This	step	involved	searching	for	connections	between	emerging	themes	in	an	attempt	to	

form	clusters	of	superordinate	themes	and	subthemes	(Noon,	2018).	Some	themes	were	

discarded	at	this	stage,	as	they	did	not	fit	with	the	emerging	structure	or	the	research	

questions	themselves.	This	step	involves	the	use	of	mapping	to	determine	the	ways	in	

which	I	felt	the	themes	related	to	one	another.	This	resulted	in	a	structure	being	produced	

that	highlighted	the	most	significant	and	interesting	aspects	of	each	participant’s	account.	

One	way	of	achieving	this	is	to	arrange	themes	from	each	interview	in	chronological	order	

and	then	examine	and	attempt	to	form	clusters	 in	either	written	or	typed	form.	In	my	

experience,	I	found	the	traditional	method	of	handwriting	themes	to	be	most	useful,	as	it	

enabled	me	to	physically	move	each	theme	to	explore	how	they	may	connect	(an	example	

of	this	can	be	viewed	in	Appendix	J).		

Step	5:	Moving	to	the	next	case	

Step	five	involves	moving	on	to	the	next	case	and	repeating	steps	one	to	four.	Smith	et	al.	

(2009)	stress	the	importance	of	complying	with	IPA’s	idiographic	nature	by	bracketing	

ideas	and	preconceptions	formed	from	previous	cases.	I	rigorously	attempted	to	abide	by	

this	commitment,	however,	found	it	increasingly	difficult	to	do	so	the	more	I	immersed	
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myself	in	each	case.	Instead,	as	mentioned	previously,	I	took	a	more	modern	approach	

suggested	by	Heidegger	(1996)	and	encouraged	my	preconceptions	to	arise	and	noted	

any	reflections	in	a	research	diary.	

Step	6:	Looking	for	patterns	across	cases	

The	final	step	involves	looking	for	patterns	across	cases.	The	analysis	transitioned	to	a	

more	 theoretical	 level	 at	 this	 stage	when	 themes	 relating	 to	 an	 individual	 case	were	

identified	as	representing	cases	of	higher	order	concepts	that	were	shared	amongst	other	

cases.	This	process	led	to	a	table	illustrating	superordinate	themes	that	were	significant	

for	 all	 four	 participants	 and	 subordinate	 themes,	 some	 of	 which	 differed	 across	

participants.		

3.8.	Ethical	considerations	

Ethical	 approval	 was	 granted	 from	 the	 School	 for	 Policy	 Studies	 Research	 Ethics	

Committee	at	the	University	of	Bristol	in	April	2019	(See	Appendix	B).	I	ensured	that	I	

considered	and	upheld	the	principles	and	ethical	guidelines	in	the	British	Psychological	

Society’s	(BPS)	 ‘Code	of	Conduct,	Ethical	Principles	and	Guidelines’	(2018)	throughout	

the	research	process,	as	these	are	specific	to	educational	psychology	practice.	Smith	et	al.	

(2009)	state	that	as	well	as	gaining	ethical	approval	and	following	guidelines	such	as	the	

above,	one	must	also	engage	in	a	dynamic	process	of	reflection	and	review	throughout	

the	data	collection	and	data	analysis	stages	to	ensure	practice	remains	ethical.	I	will	now	

discuss	some	of	the	key	ethical	considerations	within	this	study.	

3.8.1.	Informed	consent		

One	of	the	most	widely	acknowledged	principles	of	social	research	is	that	of	 informed	

consent.	This	involves	the	researcher	ensuring	that	participants	agree	to	take	part	in	a	

study	based	on	them	fully	understanding	the	nature	of	the	study	and	their	participation	

within	 it.	 Ethical	 guidelines	 by	 the	 BPS	 (2009,	 p.	 12)	 states	 that	 when	working	with	

children,	 it	 is	 particularly	 important	 that	 they	 are	 given	 “ample	 opportunity”	 to	

understand	the	study	“so	that	they	may	give	informed	consent	to	the	extent	that	their	

capabilities	allow”.	As	mentioned	previously,	each	participant	and	parent	were	provided	

with	information	sheets,	with	clear	and	accessible	information	about	the	nature	of	the	
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research	and	their	involvement	in	it.	Smith	et	al.	(2009)	also	recommended	revisiting	the	

topic	 of	 consent	 during	 the	 interview	 process.	 On	 the	 day	 of	 the	 interview,	 prior	 to	

commencing	 the	 interview,	 I	 reviewed	 the	points	made	within	 the	child	consent	 form	

(Appendix	G)	with	each	participant	that	they	had	previously	signed	and	confirmed	that	

they	were	still	comfortable	to	continue.	

3.8.2.	Anonymity	and	confidentiality	

Anonymity	means	that	participants	will	not	be	able	to	be	personally	identified	by	others;	

information	about	their	 identities	are	removed	from	the	study.	Although	guaranteeing	

anonymity	can	be	challenging,	there	are	a	range	of	strategies	that	researchers	can	employ	

in	 an	 attempt	 to	 assure	 participants	 remain	 anonymous	 (Smith	 et	 al.,	 2009).	 The	

strategies	 I	selected	 to	achieve	anonymity	were	 the	use	of	pseudonyms	and	removing	

details	participants	revealed	that	I	felt	may	compromise	their	anonymity.	

Confidentiality,	on	the	other	hand,	refers	to	the	range	of	people	that	will	have	access	to	

the	data	 following	 the	 interviews.	 Smith	et	 al.	 (2009)	explain	 that	 researchers	 cannot	

offer	confidentiality	to	participants,	as	that	would	mean	that	no	one	else	would	view	the	

data	other	than	the	participant	themselves.	Instead,	participants	must	be	clear	about	who	

will	have	the	opportunity	to	access	the	data;	this	was	explained	in	the	information	sheets	

(Appendices	 D	 &	 E).	 There	 are,	 however,	 limits	 to	 confidentiality	 and	 there	 are	

exceptional	circumstances	under	which	confidentiality	must	be	breached,	for	example,	if	

it	is	deemed	that	the	participant	is	at	risk	of	harm	(BPS,	2014).	Parents	and	participants	

in	 this	 study	 signed	 a	 consent	 form	 warning	 of	 the	 limits	 of	 confidentiality	 and	 the	

procedures	 the	 researcher	 must	 follow	 if	 information	 were	 to	 be	 shared	 (refer	 to	

Appendices	F	and	G).		

Bryman	(2012)	adds	that	the	issue	of	anonymity	and	confidentiality	goes	beyond	the	data	

collection	stage	of	study.	Researchers	must	also	ensure	that	the	participants’	identities	

and	 records	 are	 stored	 confidentially	 subsequent	 to	 interviews	 and	 that	 they	 remain	

unidentifiable	 when	 the	 findings	 are	 published.	 With	 this	 in	 mind,	 interviews	 were	

recorded	 using	 an	 encrypted	 digital	 recorder	 and	 transcripts	 were	 stored	 in	 an	

anonymised	 format	on	a	password	protected	server	at	 the	University	of	Bristol.	 I	also	
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understood	my	need	to	comply	with	the	requirements	of	the	Data	Protection	Act	(2018)	

and	its	implementation	of	the	General	Data	Protection	Regulation	(GDPR).	

3.8.3.	Preventing	harm	to	participants	

Researchers	have	a	duty	to	avoid	both	physical	and	psychological	harm	to	participants	

(Bryman,	2012),	and	“the	risk	of	harm	should	be	no	greater	 than	 that	encountered	 in	

ordinary	 life”	 (BPS,	2014,	p.	11).	Noon	 (2018,	p.	82)	 states	 that	as	 IPA	studies	aim	 to	

explore	personal	experiences	intensively,	it	can	lead	to	participants	experiencing	a	range	

of	emotions	including	shame,	anger	and	upset.		Thus,	it	is	important	to	monitor	the	effect	

of	interviews	on	participants,	and	if	these	emotions	do	arise,	carefully	consider	whether	

questioning	can	continue	in	a	“gentle	manner”	or	to	end	the	interview	at	this	point.	I	took	

a	number	of	steps	to	ensure	that	I	avoided	harm	to	any	of	the	participants	in	this	study.	

As	a	preventative	measure,	it	is	hoped	that	the	information	letters	participants	received	

prior	 to	data	collection	reduced	 the	 likelihood	of	distress	by	endeavouring	 to	support	

participants	to	anticipate	the	topics	that	will	be	discussed	during	interviews.	Prior	to	the	

interview,	 participants	 were	 verbally	 informed	 that	 should	 they	 feel	 uncomfortable	

discussing	 anything	 during	 the	 interview,	 they	may	 cease	 the	 interview	 at	 any	 point.	

Additionally,	I	planned	to	end	interviews	if	I	felt	that	participants	were	distressed,	yet	not	

requesting	to	stop.		

3.9.	Chapter	summary	

In	this	chapter,	I	provided	a	rationale	for	selecting	a	qualitative	research	paradigm	and	

my	epistemological	and	ontological	stance	were	considered.	The	methodology	of	IPA	was	

explored	in	detail,	including	a	discussion	of	alternative	methodologies.	I	then	outlined	the	

research	design	and	processes	involved	in	the	current	research,	followed	by	a	description	

of	 the	 data	 collection	 and	 analysis	 process.	 Finally,	 the	 chapter	 concluded	 with	 an	

exploration	of	ethical	considerations.	The	following	chapter	will	outline	and	discuss	the	

findings	of	this	study.	
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Chapter	4:	Findings	
	

4.1.	Introduction	to	chapter	

 
In	 this	chapter	 I	discuss	 the	key	themes	that	were	 identified	 for	participants	 from	the	

analysis	of	each	interview.	As	noted	in	the	previous	chapter,	interviews	were	analysed	

using	 IPA,	 specifically	 following	 each	 stage	 of	 the	 analytical	 framework	 outlined	 by	

(Smith	 et	 al.,	 2009).	 I	 have	 chosen	 to	present	my	 findings	 in	 an	 ‘idiographic’	manner,	

whereby	findings	will	be	discussed	by	participant,	rather	than	by	theme.	Demographics	

of	the	four	participants	can	be	viewed	in	Table	1.	

Table	1.	Participant	demographics	reference	this	in	text	

Following	a	presentation	of	each	participant’s	unique	accounts,	I	will	then	summarise	the	

shared	 meaning	 for	 participants	 in	 relation	 to	 the	 superordinate	 themes.	 Presenting	

findings	 in	 this	 way	 helps	 to	 capture	 convergence	 and	 divergence	 across	 cases,	 as	

opposed	to	looking	solely	at	commonalities	(Smith	et	al.,	2009).	Whilst	interpretation	in	

this	chapter	 is	not	entirely	avoided,	the	discussion	chapter	will	offer	a	more	elaborate	

interpretation	of	the	present	research	within	the	context	of	the	background	literature	and	

professional	practice.		

The	 creative	 method	 DWT	 was	 used	 within	 interviews,	 whereby	 participants	 were	

encouraged	 to	 produce	 drawings	 and	 text	 in	 response	 to	 interview	 questions.	 As	

discussed	in	the	methodology	section,	participants’	drawings,	writing	and	spoken	word	
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were	amalgamated	to	form	a	single	commentary;	transcripts	of	commentaries	were	then	

analysed.	 Segments	 of	 drawings	 will	 be	 included	 in	 this	 chapter	 to	 complement	 and	

illuminate	participants’	different	experiences,	as	opposed	to	acting	as	an	additional	level	

of	analysis.	Participants’	drawings	can	be	viewed	in	their	entireties	in	Appendices	K-P.	

Participants	have	been	given	pseudonyms	and	names	within	drawings	were	removed	to	

ensure	anonymity. 	

Five	superordinate	themes	were	identified	from	the	analysis	for	all	participants	in	this	

study:	 ‘understanding	 of	 ASD’,	 ‘a	 broad	 spectrum	 of	 experiences’,	 ‘desire	 for	 control’,	

‘acceptance’	 and	 ‘support’.	 Although	 each	 participant	 discussed	 their	 unique	 and	

subjective	 experiences	 in	 their	 own	way,	 there	 are	 connections	 and	 shared	meaning	

across	 cases	 in	 relation	 to	 these	 themes.	 Table	 2	 shows	 the	 subordinate	 themes	 that	

differed	across	participants	within	 the	broader	superordinate	 themes.	 	Please	refer	 to	

section	 4.6	 for	 a	 detailed	 explanation	 of	 each	 superordinate	 and	 subordinate	 theme	

whilst	looking	for	patterns	across	cases.	
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Table	2.	Superordinate	and	subordinate	themes	across	cases	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

4.2.	Brooke’s	story		

 
Brooke	is	an	8-year-old	female	who	has	a	9-year-old	brother	with	ASD	named	Braydon.	

Brooke	was	very	forthcoming	during	the	interview	and	generally	spoke	positively	about	

her	experiences	of	living	with	her	brother.		
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Superordinate	theme:	understanding	of	ASD	

	

Subordinate	theme:	perception	of	ASD	

From	Brooke’s	interview,	a	positive	perception	of	ASD	is	strongly	identified,	particularly	

regarding	her	brother’s	caring	nature,	which	she	directly	attributes	to	the	condition.		

	

…people	with	Autism	[…]	they’re	keeping	very	down	people	like	sad	people	really	

happy.	Like	sometimes	I	come	home	sad	and	he	says	“I’ll	stand	up	for	you”	and	

that’s	the	best	thing	about	him,	he’s	always	standing	up	for	me	and	he’s	really	

nice.		

	

Later,	

	

…lots	of	Autism	people,	they	have	a	soft	heart…especially	my	brother.		

	

The	 word	 ‘different’	 is	 frequently	 used	 to	 describe	 Braydon;	 Brookes	 perception	 of	

difference	 is	 entirely	 positive,	 suggesting	 that	 she	 feels	 strongly	 that	 difference	 and	

uniqueness	should	be	celebrated.				

	

Everyone	is	different,	no	one	is	the	same.	And	my	brother	likes	that…he	likes	that	

saying	‘cause	he’s	just	a	really	great	brother.	

	

Later,		

	

…Braydon	is	a	great	person	and	he…he’s	the	best	brother	anyone	could	want	and	

he	should	be	really	happy	that	he’s	different.	So	sometimes	I	say	to	him	erm,	I	say	

like…erm	“Everyone	is	different	sometimes	and	it’s	just,	everyone	has	a	part	to	

play”.		
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Subordinate	theme:	understanding	of	the	characteristics	of	ASD	

	

Brooke	demonstrates	a	clear	understanding	of	key	facts	about	ASD.	Despite	this,	her	use	

of	“hard	to	explain”	and	“tricky”	when	asked	what	ASD	is	suggests	that	she	may	find	the	

abstract	concept	of	the	condition	difficult	to	comprehend.		

	

Brooke:	Erm	Autism	 is	well	 it’s	 this…well…you	are	born	with	 it	and	you	can’t	

catch	it,	it’s	not	a	disease	or	anything.	It’s	erm	just	when	you’re	a	bit	different	to	

most	people…	and	erm	well…it’s	quite	hard	to	explain	it	[laughs].	

	

Brooke	attributes	her	brother’s	creativity	and	imagination	to	his	diagnosis	of	ASD	several	

times	during	the	interview.		

	

My	brother	has	it	and	erm	he’s	just	a	bit	different	and	most	people	think	different	

to	what	Autism	people	think	because	my	brother	is	very	creative	and	he	has	a	

really	big	imagination	and	erm	it’s	actually	quite	fun.	

	

Later,	Brooke	displays	a	sense	of	gratitude	for	ASD	and	the	qualities	she	feels	this	has	

provided	Braydon.			

	

…	I	love	his	imagination	and	I	think,	if	he	didn’t	have	Autism,	he’d	be	just	a	person	

who	was	 in	 to	 space…you	 know…like	 real	 stuff.	 But	 with	 his	 Autism	 he’s	 an	

amazing	person.	

	

She	also	refers	to	Braydon’s	special	interests,	particularly	that	of	superheroes	and	comics.	

	

…with	him	playing	a	game,	he’s	so	focused	on	the	game	that	he	doesn’t	want	to	

change	his	mind	about	it	‘cause	he	makes	a	lot	of	good	games.	
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When	asked	to	describe	what	Braydon	is	like,	Brooke	expresses	her	mixed	feelings	about	

these	 interests.	 There	 are	 indications	 that	 Brooke	 has	 feelings	 of	 bewilderment	 and	

irritation	at	times	by	virtue	of	restricted	behaviours.		

	

Figure	3.	Brooke’s	description	of	her	brother	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

Maybe	sometimes	annoying,	but	only	when	he	gets	so	into	the	game	he	starts	

doing	everything	like	it.	Like	when	he	eats	his	cereal	he	normally	goes	like	‘cause	

of	superheroes…you	know	they’re	basically	like	great	superheroes…and	then	he	

goes	like	that	with	every	bite.	It’s	kind	of	funny	but	he	gets	really	into	it.	

	

When	 discussing	 negative	 aspects	 of	 ASD,	 Brooke	 describes	 the	 social	 interaction	

difficulties	she	has	attributed	to	the	condition.	Her	reference	to	“the	rules”	suggests	that	

she	 perceives	 Braydon	 to	 have	 a	 lack	 of	 understanding	 of	 social	 skills	 and	 socially	

appropriate	behaviours,	related	to	a	lack	of	awareness	of	danger.		

	

Brooke:	…	Erm	well	as	an	Autism	person,	he	doesn’t	know	quite	as	many	rules	as	

he	 should.	And	once	he	 chased	me	around	 the	kitchen	 island	holding	a	knife,	

which	was	a	bad	thing.	Luckily	my	Dad	had	just	got	home	from	work.	
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Interviewer:	[…]	what	do	you	mean	by	‘the	rules’?	

	

Brooke:	So	basically,	everyone	knows	that	a	knife	is	really	dangerous	and	it	could	

really	hurt	someone	if	you…you	know.		

	

Later,		

	

…he’s	like	a	normal	person	with	this…he	does	know	the	rules	but	he	just…he	likes	

erm	he	likes	being	different.	

	

I	 interpret	 that	 Brooke	 has	 an	 understanding	 that	 behaviour	 is	 a	 form	 of	

communication	 and	 that	 in	 this	 instance,	 Braydon’s	 lack	 of	 social	 skills	 and	

understanding	influenced	his	socially	inappropriate	and	dangerous	behaviour.			

	

Superordinate	theme:	a	broad	spectrum	of	experiences	

	

Subordinate	theme:	positive	perceptions	and	experiences		

	

Brooke	 strongly	 expresses	 the	 respect	 for	 and	 positive	 view	 she	 has	 of	 her	 brother	

including	positive	descriptions	of	his	qualities	and	personality	traits.		

	

Braydon’s…he’s	amazing	[…]	he’s	just	the	best	brother	ever.		

	

My	interpretation	is	that	Brooke	has	a	positive	perception	of	the	sibling	relationship	and	

highly	values	the	intimacy	and	special	bond	they	share.	When	asked	to	describe	Braydon	

to	someone	who	didn’t	know	him,	she	wrote	‘fun’,	‘polite’	and	‘nean’.	
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Figure	4.	‘Nice’	and	‘mean’	mixed	together….’nean’	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

Brooke:	 I’ve	 made	 up	 this	 word	 which	 is	 ‘nice’	 and	 ‘mean’	 mixed	

together….’nean’.		

	

Interviewer:	…	Why	is	he	nice	and	mean?	

	

Brooke:	Because	as	he’s	nice,	he’s	caring	and	really	fun	and	as	he’s	mean	he’s	

chasing	me	around	the	kitchen	with	a	knife.		

	

The	extract	above	highlights	 the	complexity	of	 the	sibling	relationship,	 representing	a	

balanced	 portrayal	 of	 living	with	 a	 sibling	with	 ASD	 through	 its	 paradoxical	 essence.	

Brooke	also	portrays	a	sense	of	pride	and	gratitude	for	her	brother’s	strengths.	She	feels	

that	she	has	gained	positively	and	learned	skills	from	her	brother.			
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Figure	5.	Comics	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

Interviewer:	…and	what	else	have	you	learned	from	him?	

	

Brooke:	Erm…how	to	draw	really	good	pictures	[…]	He’s	taught	me	how	

to	make	comics	which	is	the	best	part…he	has	a	lot	of	notebooks	that	my	

Mum	has	been	getting	him	and	he	draws	a	 lot	 in	 them…[…]	And	he’s	

teached	me	always	to	draw	the	box	with	a	ruler	and	I	did	not	know	that	

because	my	boxes	are	really	wobbly.	

	

Subordinate	theme:	negative	experiences	and	challenges		

	

In	addition	to	the	positive	perceptions	and	experiences	Brooke	recounts,	undoubtedly,	

some	situations	are	perceived	as	more	challenging	than	others.	She	describes	Braydon’s	

aggressive	and	unpredictable	behaviour	as	having	a	negative	and	unsettling	influence	on	

her	life.	She	describes	how	she	was	affected	when	he	chased	her	with	a	knife.	
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Brooke:	I	felt	quite	scared	[laughs]	because	he’s	older	than	me	and	erm	he	has	a	

really	good	throw	[…]	I	know	he	wouldn’t	actually	do	it	because	he’s	my	brother.	

But	 at	 that	 time	 I	 wasn’t	 really	 thinking	 ‘cause	 I	 was	 just	 running	 away	

screaming.	

	

I	 interpret	 that	 although	 Brooke	 is	 likely	 to	 experiences	 feelings	 of	 worry	 and	

apprehension	 at	 such	 times,	 a	 sense	 of	 trust	 and	 loyalty	 in	 the	 sibling	 relationship	

remains	 through	 her	 statement	 “I	 know	 he	 wouldn’t	 actually	 do	 it	 because	 he’s	 my	

brother”.		

	

Subordinate	theme:	others’	attitudes	and	actions	

	

Brooke	speaks	emotively	about	the	negative	emotions	she	experiences	as	a	result	of	the	

attitudes	and	actions	of	other	children.	She	describes	feeling	“angry”,	“upset”	and	“sad”.	

This	can	result	in	conflict	in	friendships	and	withdrawal	from	some	peers.			

	

Brooke:	When	people	 say	weird	 stuff	 about	 him,	 going	 like	 “Braydon’s	 really	

weird”	[…]	it	does	upset	me…since	he’s	my	brother	and	I	just	like	standing	up	for	

him.	

	

Interviewer:	And	do	you	say	anything	back	to	the	people	that	say	those	things?	

	

Brooke:	Erm	no	I	say	it	more	to	Braydon	because	if	I	say	it	to	my	friends,	they’re	

like,	“What’s	gotten	into	you	or	something	like	that”.		

	

Interviewer:	So	what	do	you	do,	if	anything?	

	

Brooke:	I	ignore	them	and	walk	away	and	try	and	play	with	some	of	the	friends	

I	do	like.	

	

Brooke	also	shows	an	awareness	of	the	implications	of	others’	attitudes	on	her	brother.	

When	asked	about	what	Braydon	worries	about,	 there	are	 indications	 that	whilst	 she	
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feels	difference	should	be	celebrated,	she	recognises	her	brother’s	concerns	that	others	

may	not	share	this	view.		

	

Well	sometimes…he	thinks	of	his	Autism…sometimes	he’s	really	happy	that	he’s	

different…everyone	should	be	happy	that	they’re	different,	no	one	has	to	be	the	

same.	But	other	times	he	thinks	people	won’t	like	him	because	of	his	Autism.	

	

Superordinate	theme:	desire	for	control		

	

Subordinate	theme:	pressure	

	

When	discussing	what	 she	does	not	 like	 about	Braydon’s	ASD,	Brooke	 articulates	 the	

pressure	she	feels	to	follow	her	brother’s	agenda	during	play.		

	

Brooke:	 …if	 I	 do	 a	 single	 thing	 out	 of	 line,	 he	 chases	 me	 around	 my	 Mum’s	

bedroom.	

	

Interviewer:	And	what	do	you	do	out	of	line?	

	

Brooke:	So	basically	erm	I	try	to	follow	what	he’s	doing	‘cause	if	I	get	one	word	

out	of	his	imagination	and	into	his	dump…	Like	with	his	brain,	there’s	a	really	

good	part	of	his	imagination	and	then	there’s	a	bit	that’s	a	dump.	So	if	I	start	

bringing	what	I	like	there,	he	starts	chasing	me.	

	

Interviewer:	Oh.	And	what	do	you	mean	by	the	dump?	

	

Brooke:	…he	has	a	dump	 in	his	head	where	all	 the	 things	he	doesn’t	 like	and	

aren’t	what	he	wants	to	do,	goes	through	the	dump.	Like	you	don’t	want	that	to	

happen	and	that’s	where	his	things	go	[…]	If	I	say	something	like	“They’re	going	

to	America”	or	something	like	that,	where	he	was	in	the	middle	of	a	fight,	he’s	

like,	“Whaaat?”	And	he	starts	going	around.	

	

Later,	
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Interviewer:	And	how	do	you	feel	when	he	chases	you?	

	

Brooke:	[laughs]	It’s	kind	of	fun	when	he	gets	his	energy	back…but	it’s	also	quite	

scary.		

	

My	interpretation	is	that	despite	Brooke	perceiving	Braydon’s	imagination	as	a	strength	

of	 his,	 at	 times	 the	 rigid	 thinking	 and	 behaviours	 that	 can	 accompany	 this	 can	 be	

disadvantageous.	 This	 can	 lead	 to	 her	 feeling	 apprehensive	 and	 unsettled	 about	 the	

implications	of	deviating	from	his	narrative.	Her	use	of	“fun”	and	“scary	suggests	that	she	

has	contradictory	feelings	about	the	ways	in	which	Braydon	can	behave.			

	

Superordinate	theme:	acceptance	

	

Subordinate	theme:		roles	and	responsibilities		

	

Brooke	 demonstrates	 a	 sense	 of	 acceptance	 about	 the	 caring	 role	 she	 has	 adopted	 in	

supporting	her	brother.		

	

…I	get	really	worried	for	him.	He’s	my	brother	and	he	worries	about	that	stuff	

	

Later,		

	

So	if	they	feel	lonely	you	might	want	to	stick	up	for	them	and	things	like	that.		

	

Particularly	evident	in	Brooke’s	account	is	a	strong	sense	of	responsibility	for	advocating	

for	her	brother,	particularly	regarding	protecting	him	from	harm.	

	

Interviewer:	…	And	when	your	friends	say	to	you	that	they	think	he’s	a	bit	weird.	

How	do	you	feel?	

	



 86 

Brooke:	Quite	angry	and	sad	‘cause	I	like	standing	up	for	my	brother	and	it’s	not	

very	nice	[…]	it’s	just	mean	‘cause	I	love	my	brother	‘cause	he’s	my	brother	and	

‘cause	he’s	a	great	person	and	I	love	standing	up	for	him.	

	

Brooke	also	reflects	on	the	role	she	plays	in	disputes	with	her	brother.	When	recalling	a	

particular	 incident,	 there	 are	 indications	 that	 Brooke	 feels	 partly	 responsible	 for	 her	

brother’s	behaviours	and	accountable	for	resolving	conflicts.		

	

But	I	did	annoy	him	[laughs]	‘cause…as	his	sister.	So	everyone	has	like	a	part	to	

play	but	it’s	not…no	one	is	telling	you	to	do	anything.	It’s	just	your	part	to	play	

is	what	you’re	doing.	And	as	my	part	as	a	sister,	I	can	be	annoying	sometimes,	

but	because	he’s	my	brother	I	always	make	up	with	him.	

	

It	is	my	interpretation	that	Brooke	perceives	her	brother	as	being	more	vulnerable	than	

she	in	several	areas	of	life,	which	has	led	to	a	strong	sense	of	responsibility	in	supporting	

his	wellbeing.		

	

Subordinate	theme:	gratitude	

	

Not	only	does	Brooke	demonstrate	positive	acceptance	of	living	with	a	sibling	with	ASD,	

her	experience	of	his	inclusive	and	supportive	nature	is	highly	valued.		

	

He	has	the	biggest	imagination	and	always	asking	me	to	play	with	him.	And	I	

really	like	saying	“yes”	because	as	he	has	his	big	imagination	

	

Later,		

	

He	helps	me	sometimes	to	believe	in	stuff	

	

[…]	
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Normally	I’m	really	focused	on	what	I’m	doing	in	my	life,	like	what	I	want	to	be	

when	I’m	older	and	stuff	like	that	and	he	tells	me	to	take	it	slow	and	stuff	like	

that.	It’s	just	nice	having	a	brother	like	him.	

	

	

Subordinate	theme:	coping	strategies	

	

Brooke’s	account	is	unique	in	that	she	does	not	make	reference	to	employing	strategies	

to	cope	with	having	a	sibling	with	ASD.	Rather,	strategies	are	directly	related	to	others’	

negative	attitudes	and	actions	towards	her	brother,	such	as,	when	they	are	“mean”	to	him	

or	label	him	as	“weird”.	Brooke	makes	reference	to	several	calming	activities	she	accesses	

when	feeling	upset.		

	

I	feel	drawing	is	really	relaxing.	So	I	sit	down	at	my	desk,	grab	a	piece	of	paper	

and	some	really	nice	pens	and	colouring	pencils	and	colouring	books	and	I	just	

sit	down	and	start	drawing.	

	

Later,	

	

Normally	I	do	some	colouring	or	I	start	playing	the	violin	because	I	have	this	

really	great	song	that	is	relaxing	

	

Subordinate	theme:	social	support	

	

Brooke	 was	 forthcoming	 in	 discussing	 the	 sources	 of	 support	 she	 has;	 she	 speaks	

specifically	about	informal	support	networks.	As	with	her	coping	strategies,	Brooke	seeks	

support	as	a	result	of	others’	negative	attitudes	and	actions	towards	her	brother,	rather	

than	to	help	her	to	meet	demands	of	having	a	sibling	with	ASD.	The	importance	Brooke	

places	on	being	able	to	reach	out	to	her	parents	when	upset	is	strongly	identified	within	

her	interview.		

	

	

Superordinate	theme:	support	
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Figure	6.	Mother	as	a	form	of	support	

	

	

…we	have	a	conversation	all	 together	and	erm…it’s	really	nice	when	both	my	

Mum	and	Dad	cuddle	me	‘cause	I’m	just	like	stuck	in	a	soft	pillow	[laughs].	

	

Later,	

	

Brooke:	Erm	well	that’s	my	Mum….and	she	helps	I’d	certainly	say.	I’m	going	to	

also	draw	my	Dad	here	because	they’re	the	person	that	help	me.	

	

Brooke	describes	her	appreciation	for	having	quality	time	with	her	mother	when	feeling	

upset.		
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Figure	7.	Baking	

	

	

	

	

	

	

	

	

	

	

	

	

…she	gives	me	a	cuddle	and	after	that…me	and	my	Mum,	we	like	doing	baking,	

and	we	smile	a	lot	when	we	bake	[…]	we	normally	do	her	all	in	one	sponge.	

	

She	 speaks	 emotively	 about	 her	 appreciation	 for	 the	 support	 she	 receives	 from	 her	

brother	with	ASD.		

	

Like	sometimes	I	come	home	sad	and	he	says	“I’ll	stand	up	for	you”	and	that’s	the	

best	thing	about	him,	he’s	always	standing	up	for	me	and	he’s	really	nice.	

	

Brooke	also	draws	on	support	from	peers,	teachers	and	family	friends	when	upset	about	

others’	negative	attitudes	and	actions	towards	Braydon.		

	

…there’s	this	really	nice	girl	in	my	class	called	Georgia.	She	doesn’t	talk	about	

anyone’s	brothers	unless	the	other	person	wants	to	and	she’s	really	generous	and	

kind	and	she’s…she’s	really	nice.	When	I’m	worried	I	normally	go	to	her	and	she	

helps.		
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4.3.	Hope’s	story			

	

Hope	 is	 a	 7-year-old	 female	 who	 has	 a	 10-year-old	 sister	 with	 ASD	 named	 Scarlett.	

Although	positive	experiences	were	discussed,	accounts	in	Hope’s	interview	convey	that	

life	is	‘hard’	living	with	a	sibling	with	ASD	and	that	others’	awareness	of	the	difficulties	

she	faces	are	important	and	act	as	a	key	form	of	support.		

	

Superordinate	theme:	understanding	of	ASD	

	

Subordinate	theme:	perception	of	ASD	

	

Hope	 communicates	 that	 she	 perceives	 her	 sisters	 ASD	 in	 a	 negative	manner;	 this	 is	

particularly	evident	 in	her	 inability	 to	 think	of	anything	she	 likes	about	 it.	Also,	when	

asked	about	the	good	things	about	ASD,	her	reply	is,	“that	sometimes	it	doesn’t	feel	like	

she’s	got	it”.	

	

Interviewer:	…so	what,	if	anything,	do	you	like	about	Scarlett’s	Autism?	

	

Hope:	Hmm	...	no	there’s	nothing	really.	

	

Interviewer:	No,	can’t	think	of	anything?	

	

Hope:	Hmm,	no.	

	

When	asked	to	explain	what	ASD	is,	Hope’s	descriptions	focus	on	its	disadvantages	to	a	

person	and	how	it	acts	as	a	barrier	in	life,	which	provides	further	indications	that	Hope	

has	a	primarily	negative	perception	of	her	sister’s	condition.			

	

It’s	kind	of	like…sometimes	people	have	this	like	they	don’t	really	understand	as	

much	things	as	other	people	so	they	find	life	harder	than	other	people.	

		

Later,	
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I	would	say	well	it’s	just	kind	of	something	what	some	people	find	things	tricky	

and	they	don’t	really	understand	as	good	as	the	people	who	just	get	along	in	life	

and	stuff.	

	

Subordinate	theme:	understanding	of	the	characteristics	of	ASD	

	

When	 discussing	 negative	 aspects	 of	 ASD,	 Hope	 describes	 a	 lack	 of	 understanding	 of	

social	skills	through	her	accounts	of	Scarlett’s	difficulties	resolving	conflicts	with	friends.			

	

…they	start	being	horrible	to	each	other	and	stuff	and	that	makes	her	

quite	sad.	But	everyone	else	would	say	“Oh	well	we’re	still	friends”	but	

that	sometimes	feels	to	her	like	“Oh	well	is	she	not	going	to	be	my	friend	

anymore”	and	she	might	be	a	bit	upset.	

	

Later,	

	

She’s	like	“Oh	well	she	said	that	so	I’ll	be	horrible	to	her	tomorrow”	and	

then	that’s	it.	

There	 is	 evidence	 that	Hope	 is	 aware	of	her	 sister’s	difficulties	 in	 communicating	her	

wants	and	needs	and	regulating	her	emotions.	She	describes	aggressive	behaviours	and	

attributes	them	to	ASD.	I	interpret	that	Hope	has	an	understanding	that	behaviour	is	a	

form	of	communication.		

…but	it’s	only	the	really	way	to	get	her	to	calm	down	…of	course	she	doesn’t	mean	

to	actually	do	that,	it’s	just	because	she’s	such	in	an	angry	mode	that	she	just	has	

to	say	it	to	annoy	us	and	stuff.	

Interviewer:	Oh,	so	you	don’t	think	she	means	to	do	it?	

	

Hope:	Yeah.	

	

Interviewer:	So	why	do	you	think	she	does	it	then?	
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Hope:	Because	she	finds	stuff	hard	and	she	can’t	just	go	up	to	a	teacher	

and	say,	“I	don’t	really	get	this”	and	like	all	of	that.	So	she	just	has	to	like	

...	 she	doesn’t	 like	saying	 it	 in	 front	of	other	people,	but	once	she	gets	

home	she	thinks	it’s	fine	to	burst	it	all	

Later,		

…you	need	to	just	to	keep	calm	and	be	ok,	because	sometimes	they	just	need	to	

let	it	all	out	and	then	they’re	fine	again.	

	

Superordinate	theme:	a	broad	spectrum	of	experiences	

	

Subordinate	theme:	positive	perceptions	and	experiences	

	

Unique	 to	 Hope’s	 account	 is	 an	 awareness	 of	 the	 strategies	 her	 sister	 employs	 in	 an	

attempt	 to	 regulate	 her	 own	 emotions.	 I	 interpret	 that	 whilst	 Scarlett’s	 aggressive	

behaviours	have	a	negative	impact	on	Hope,	she	has	a	positive	perception	of	her	sister’s	

skills	 in	 managing	 her	 emotions	 and	 a	 realisation	 that	 the	 negative	 experiences	 will	

surpass.		

	

…she’s	normally	happily	 in	her	 room	playing	with	Lego.	 She’s	 got	a	 little	pet	

tortoise	what	normally	keeps	her	a	bit	calm.	So	sometimes	she’s	got	these	boxes	

what’s	got	like	fiddle	toys	in	and	that	helps	her	to	calm	down.	

	

Despite	the	difficulties	she	faces,	it	is	clear	that	Hope	values	the	sibling	relationship	and	

the	 time	 they	 spend	 together.	 She	 reminisces	about	having	 sleepovers	 in	each	other’s	

room,	having	“midnight	feasts”	and	making	“snowflakes	and	paper	chains”	at	Christmas	

time.	She	also	discusses	what	she	likes	about	living	with	Scarlett.		

	

…sometimes	it’s	really	fun	because	me	and	my	Mum	and	her	normally	like	play	

fight…once	before	bed	we	done	this	wrestling	game	and	whoever	got	someone	

on	the	armchair	ten	times	win..so	it	is	quite	fun	living	with	her	sometimes.		
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Hope	also	identifies	her	sibling’s	strengths,	through	her	discussions	about	her	painting	

skills.		

	

Hope:	Her	desk	with	paints	on	[…]	she’s	got	some	really	good	art	in	there	[her	

bedroom]	[…]	she’s	quite	good	...	well	she’s	definitely	better	than	me	anyway.	

	

Figure	8.	Desk	with	paints	on	

	

	

Subordinate	theme:	negative	experiences	and	challenges		

	

There	is	a	strong	sense	that	Scarlett’s	aggressive	behaviour	has	a	negative	impact	

on	Hope’s	life,	which	is	evident	through	the	range	of	negative	feelings	and	emotions	

she	 reports.	Hope	describes	 aggressive	behaviours	 as	 ‘meltdowns’,	 ‘angry	mode’	

and	‘letting	it	out’.		

	

…me	and	Isaac	have	to	stay	in	another	room	when	Mum	and	Dad	have	

to	go	and	fight	with	her	so	it’s	not	a	very	nice	moment.	

	

Later,	
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[continues	to	draw]	She’s	not	very	happy	there	[laughs]	[…]	She’s	 just	

had	one	of	the	meltdowns.	

	

Figure	9.	Meltdowns	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

Later,	

	

…when	she’s	 in	 like	an	angry	mode	she’s	 like	always	not	very	 like	she	

blames	me	pretty	much	and	just	calls	me	a	baby	and	it	doesn’t	feel	very	

nice	for	me.	So	at	that	bit	I’m	quite	sad	[…]	I	don’t	like	the	meltdowns	she	

has…it’s	quite	scary	and	not	a	very	nice	time.	

	

She	also	reflects	on	the	negative	impact	Scarlett’s	aggressive	behaviours	have	on	

the	whole	family.		

	

Scarlett	is	always	quite	mean	to	us	when	she’s	in	one	of	her	meltdowns	

and	stuff	and	she	always	blames	us	and	it’s	not	actually	us.	
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In	the	extract	below,	she	describes	her	mother’s	sadness	when	having	to	restrain	

Scarlett	during	one	of	her	meltdowns.		

	

…she	has	to	like	sit	on	her	in	the	hallway	or	something	and	drag	her	up	

the	 stairs	 or	 something	 like	 that	 because	 erm	 ...	 and	 sometimes	 she	

videos	her	and	she	gets	quite	annoyed	with	that.	So	it	makes	her	really	

sad.	

	

Subordinate	theme:	others’	attitudes	and	actions	

	

For	Hope,	she	perceives	that	others’	awareness	of	her	sister’s	ASD	and	the	impact	this	has	

on	 her,	 acts	 as	 a	 form	 of	 support.	 Unique	 to	 her	 account	 is	 a	 strong	 desire	 to	 feel	

understood	 by	 others	 and	 share	 her	 feelings	 and	 experiences	 with	 those	 in	 similar	

situations.	Her	reflection	about	her	friend	visiting	who	has	a	brother	with	ASD	epitomises	

this.		

	

Hope:	…sometimes	we	go	in	my	room	and	have	fun	[…]	And	we	don’t	really	talk	

about	 our	 brothers	 and	 sisters	 but	 sometimes	 it’s	 quite	 fun	 playing	 with	 a	

brother	or	sister	who’s	Autistic	just	to	like	also	feel	like	how	their	life	is	also,	and	

it’s	only	you	whose	got	like	life	what’s	really	hard.		

	

[…]	

	

Interviewer:	How	does	that	help?	

	

Hope:	Because	sometimes	you	feel	like	it’s	really	unfair	because	I’ve	only	got	a	

sibling	who’s	got	Autistic	things	but	then	as	soon	as	you	meet	this	child	and	their	

sibling	who’s	Autistic	you’re	like	‘well	it’s	not	only’	me	so	then	it	quite	surprises	

you	and	makes	you	quite	happy	that	it’s	not	only	you	who’s	got	a	sibling	who’s	

Autistic.	
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It	is	my	interpretation	that	Hope’s	realisation	that	she	is	not	alone	in	her	experiences	and	

can	 confide	 in	 people	 that	 understand	 how	 she	 feels,	 acts	 as	 a	 form	 of	 support	 and	

comfort.	When	talking	about	the	people	in	her	life	who	help	her	in	living	with	a	sibling	

with	ASD,	Hope	further	demonstrates	the	importance	of	those	around	her	recognising	the	

adversities	she	faces	and	supporting	her	accordingly.		

	

…So	because	everyone	knows	that	my	life	can	be	a	bit	harder	with	Scarlett	so	

they	know	that	I’m	probably	upset	for	a	reason	so	they	give	me	a	little	hug	and	

stuff.		

	

In	 some	 contexts,	 Hope	 remains	 guarded	 and	 unwilling	 to	 talk	 about	 her	 sister’s	

condition.		

	

Interviewer:	Do	you	ever	talk	to	them	about	Scarlett’s	Autism?	

	

Hope:	No	not	really,	I	keep	it	more	a	private	thing	[…]	Because	[…]	I	don’t	want	

everyone	to	know	that	my	sister	is	like	Autistic	so	I	just	normally	keep	it	to	myself	

and	say	‘I	don’t	want	you	to	know,	it’s	quite	private	to	me’.	

	

Interviewer:	 And	 why	 don’t	 you	 want	 other	 people	 to	 know	 that	 Scarlett	 is	

Autistic?	

	

Hope:	Because	it’s	just	not	a	nice	thing	to	share	sometimes	for	me.	I	like	to	keep	

to	myself	and	just	have	fun	at	school	and	not	talk	about.	

I	 interpret	 that	despite	Hope	 feeling	well	 supported	 in	 living	with	a	 sibling	with	ASD,	

environments	such	as	school	act	as	a	form	of	respite	for	her.	Thus,	she	prefers	to	leave	

negative	feelings	and	experiences	at	home.		
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Superordinate	theme:	desire	for	control		

	

Subordinate	theme:	pressure		

	

Evident	 within	 Hope’s	 account	 is	 the	 feeling	 of	 pressure	 to	 relinquish	 her	 own	

wants/preferences	for	Scarlett’s.	However,	her	description	of	how	she	“used	to”	give	in	

to	 Scarlett’s	 demands	 suggests	 that	 a	 positive	 change	 has	 occurred,	 and	 she	 now	has	

increased	confidence	in	saying	no	and	following	her	own	agenda.		

	

…sometimes	 you	 have	 to	 agree	 with	 her	 because	 otherwise	 she	 gets	 really	

annoyed.	So	I	used	to	like	be	really	bad	at	saying	like	“Ok	I’ll	go	and	do	that”	but	

then	she	just	bosses	me	around	so	I’m	like,	“I’m	not	going	to	play	if	you’re	just	

going	to	boss	me	around”.	So	then	I	leave	and	then	she	just	shouts	at	me,	and	I’m	

like,	“Well	I	don’t	want	to	play	with	you	if	you’re	just	gonna	boss	me	around	and	

stuff”.	

	

I	interpret	that	at	times,	Hope	holds	feelings	of	guilt	when	she	chooses	not	to	adhere	to	

her	 sister’s	 demands.	 In	 the	 next	 extract,	 Hope	 discusses	 the	 emotional	 conflict	 she	

experiences	when	she	chooses	not	to	allow	Scarlett	to	play	with	her	favoured	toys.		

	

…sometimes	she	gets	really	annoyed	and	I	was	like,	I	felt	bad,	but	I’m	also	like	

‘well	it	is	mine	and	I	quite	like	it’	so	I	can’t	really	do	anything	about	it	because	

it’s	mine	and	I	really	like	it	and	I	don’t	want	to	give	it	away.	

	

Later,	

	

....of	course	you	don’t	want	to	make	people	feel	bad	so	then	it’s	quite	sad	how	it	

makes	 her	 sad	 and	 stuff	 because	 I	 do	 respect	 her,	 like	 she	 is	 my	 sister,	 but	

sometimes	it	just	gets	out	of	hand	and	stuff.	So	I	don’t	just	do	it	because	I’m	like	

“Well	no	I	don’t	want	that	because	it’s	mine	so	you’re	not	having	it”.	I	don’t	say	

it	in	a	horrible	way,	I	just	say,	“Oh	no	there’s	nothing	in	here”.	And	sometimes	she	

gets	quite	cross	with	me	and	sometimes	she	doesn’t	so.	
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Superordinate	theme:	acceptance	

	

Subordinate	theme:	acceptance	of	living	with	sibling		

My	 findings	 suggest	 that	 Hope’s	 views	 about	 living	 with	 a	 sister	 with	 ASD	 are	 on	 a	

continuum	of	acceptance	ranging	from	wanting	change	to	positive	acceptance.	She	shows	

a	strong	sense	of	acceptance	of	her	own	life,	despite	the	adversities	she	experiences.		

…sometimes	you	would	have	to	get	along	with	the	meltdowns	that	people	have	

and	just	say	this	is	just	what	you	have	to	put	up	with	sometimes.	

Later,	

I	have	a	life	and	sometimes	I	just	have	to	enjoy	it	and	not	think	about	Scarlett	

and	not	think	about	Autistic	people	and	stuff.	

Hope	demonstrates	an	acceptance	of	experiencing	differential	treatment	as	a	result	of	her	

sister’s	condition.	Her	use	of	“unfair”	suggests	that	this	is	not	necessarily	easy	or	pleasant	

to	accept.		

Sometimes	Scarlett	gets	like	quite	a	lot	of	attention	and	stuff	but	...	and	I	don’t.	

But	I	like	I	know	why	she	does	...	but	it	sometimes	just	feels	a	bit	unfair	

	

Subordinate	theme:	gratitude	

	

Hope	expresses	the	gratitude	she	has	for	her	pets	and	how	she	feels	they	help	her	to	cope	

when	Scarlett	has	had	a	meltdown.		

	

Just	 to	 like	 calm	me	down	and	 stuff.	To	 just	make	me	a	bit	happy	again	and	

remember	that	I’m	quite	lucky	that	I’ve	got	pets	and	I	haven’t	only	got	a	life	with	

a	sister	and	a	brother.	

	

She	comments	on	her	enjoyment	of	helping	to	care	for	her	sister’s	pets.	

	

Interviewer:	What	else	do	you	like	about	living	with	Scarlett?	
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Hope:	That	she’s	got	a	pet	tortoise	because	I	really	like	the	tortoise.	Erm,	

I	think	it	was	yesterday	we	gave	her	a	bath.	

	

Figure	10.	Pet	tortoise	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

She	also	expresses	her	appreciation	for	her	parents’	affection.		

	

It	just	like	brightens	me	up	because	to	say	‘Oh	yeah	I’m	not	in	it	and	I	do	have	a	

happy	and	nice	life,	it’s	just	sometimes	things	can	be	a	bit	harder’.	

	

Subordinate	theme:	wishful	thinking	

	

When	discussing	good	things	about	ASD,	there	is	a	sense	that	Hope	wishes	her	sister	does	

not	have	the	condition	and	in	turn,	feels	that	her	relationship	with	Scarlett	would	become	

stronger.		

	

Interviewer:	Ok.	So	can	you	think	of	any	other	good	things	about	Autism?	
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Hope:	Erm	...	erm	that	sometimes	it	doesn’t	really	feel	like	she’s	got	it.	It	just	feels	

like	she’s	a	normal	person	so	because	sometimes	me	and	Scarlett	get	along,	but	

sometimes	we	don’t.		

	

Hope	discusses	how	she	feels	when	her	parents	are	dealing	with	Scarlett’s	meltdowns.	

Her	tone	of	laughter	suggests	that	she	is	fearful	of	her	younger	brother	developing	similar	

behaviours	and	hopes	that	this	will	not	happen.		

	

Sometimes	it	doesn’t	make	me	feel	very	nice,	it	makes	me	feel	quite	sad	and	stuff.	

Because	all	I	really	want	is	a	sibling	that	I	can	play	with	and	stuff.	But	 ...	I	do	

have	Isaac	but	he	normally	gets	stroppy	with	me	too.	So	Mum	is	always	saying,	

“Do	 you	 think	 Isaac	 will	 end	 up	 like	 Scarlett?”	 And	 I’m	 like,	 “Hopefully	 not”	

[laughs].	

	

Later,	Hope	expresses	wishful	thinking	when	discussing	why	she	sometimes	experiences	

worry	on	Sunday	nights.	Her	repetition	of	“really”	depicts	a	strong	sense	of	wishing	for	a	

different	outcome.		

	

…	don’t	like	the	meltdowns	she	has…it’s	quite	scary	and	not	a	very	nice	time.	So	

it’s	sometimes	like	erm	‘Is	she	going	to	have	a	meltdown	and	stuff?’	Sometimes	

she	has	to	be	late	to	school	and	also	because	it’s	the	first	day	back	I	get	quite	sad	

because	sometimes	I	had	a	really	good	weekend	where	she	hasn’t	really	had	a	

meltdown	so	I	don’t	really	want	the	weekend	to	end.	

	

Overall,	 it	 is	my	 interpretation	 that	 the	 high	 level	 of	wishful	 thinking	Hope	 describes	

indicates	that	she	has	a	strong	desire	for	things	to	be	different.		
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Subordinate	theme:	coping	strategies	

	

Hope	strongly	expresses	the	high	importance	she	places	on	the	animals	she	has	at	home	

and	how	 these	help	her	 to	 cope	with	 living	with	her	 sister.	 In	 the	 extracts	below	 she	

speaks	about	how	her	sheep	and	hamster	support	her	after	a	meltdown.		

	

sometimes	I	like	having	time	out	like	if	there’s	been	a	meltdown	or	something	

like	that,	with	an	animal…so	then	I	could	keep	the	hamster	in	my	room	where	I	

could	just	hold	it	after	a	meltdown	[...]	so	sometimes	it	just	helps	me	to	go	and	

see	an	animal	

	

Later,		

	

…on	some	days	that	erm	I	[…]	just	go	in	the	garden	just	to	like	make	me	happy	

again	that	I	got	all	of	these	pets	and	toys	what	I	can	have	fun	with	if	there’s	been	

a	meltdown	

	

Hope	also	makes	reference	to	the	internal	resources	and	calming	activities	she	uses	to	

help	her	to	cope	with	the	impact	of	Scarlett’s	aggressive	behaviours.		

	

I	just	listen	to	music,	do	some	drawing	or	just	like	lay	down	and	take	some	big	

breaths	because	sometimes	on	Sunday	nights	I’m	quite	worried	about	school	so	

I	pretend	that	there’s	snow	coming	down	and	I	take	a	big	breath	in	and	then	the	

snow	goes	away	when	I	take	a	big	breath	out.	

	

Subordinate	theme:	social	support	

	

Hope	openly	discusses	the	sources	of	support	available	to	her;	she	mentions	the	formal	

support	she	has	in	the	form	of	Forest	School	and	informal	support	networks.	She	speaks	

about	how	her	parents	support	her	in	living	with	a	sibling	with	ASD.	

	

Superordinate	theme:	support	



 102 

They	just	say	“It’s	alright,	that’s	sometimes	what	Scarlett	just	has	to	do”	and	it	

has	to	come	out	because	it	just	has	to,	she	just	can’t	hold	it	in	any	longer.	So	and	

they’re	like	“Well	it’s	all	over	now	so	we	don’t	need	to	worry	and	you’re	not	really	

in	the	fight	so	it	doesn’t	really	matter”.	

	

Hope	also	values	quality	time	with	extended	family	members,	which	is	conveyed	through	

her	recalling	of	happy	memories	spent	with	her	Nan,	Aunty	and	Uncle.	She	also	draws	on	

support	from	her	babysitter	and	friends	when	feeling	upset.	

	

Hope:	Like	my	friends	are	quite	helpful	just	to	play	with	them	and	get	away	from	

all	the	meltdowns	and	all	of	that	and	the	hard	life	out	of	school.	

	

Subordinate	theme:	a	need	for	respite	

	

Hope	expresses	a	need	for	respite	from	her	sister	within	her	account.	In	the	extract	below,	

she	 speaks	 in	 detail	 about	 the	 value	 she	 places	 on	 spending	 quality	 time	with	 family	

members	without	Scarlett	present.		

	

…	sometimes	I	have	sleep	overs	with	my	Nan	or	Uncle	and	we	have	quite	

fun	times	[…]	just	because	Scarlett	is	in	my	family,	it	doesn’t	mean	that	

I’m	not	very	popular	it’s	just	like	that	sometimes	she	gets	quite	support	

and	I	don’t	but	I	do	get	that.	So	I	quite	like	having	sleepovers	when	it’s	

just	me	so	then	I	can	just	like	get	away	from	all	of	that	stuff	and	just	have	

some	fun	time	with	my	Nan	and	Uncle.	

	

Whilst	 Hope	 appears	 to	 accept	 being	 treated	 differently	 to	 her	 sister,	 this	 can	 feel	

inequitable.	It	is	my	interpretation	that	having	quality	time	with	family	members	away	

from	 Scarlett	 acts	 as	 a	 form	 of	 support	 in	 coping	 with	 these	 feelings.	 Later,	 she	

acknowledges	the	benefit	of	both	herself	and	Scarlett	having	time	away	from	one	another.			

	

…me	and	Scarlett	used	to	have	sleepovers	on	both	of	us,	but	now	we	just	have	

sleepovers	on	our	own	what	I	think	quite	helps,	just	to	like	get	away.	Scarlett	can	
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have	her	own	time	with	someone	and	I	can	have	my	own	time	with	someone,	so	

that	sometimes	helps.	

	

Hope	also	 speaks	 about	 seeking	quiet	 time	and	 space	when	needing	 respite	 from	her	

sister,	particularly	when	Scarlett	is	having	a	meltdown.	In	the	extract	below,	she	explains	

that	having	a	den	built	at	home	would	help	her	with	living	with	Scarlett.		

	

Hope:	…So	I	think	that	would	help	so	I	could	like	go	in	there	alone	and	

no	one	disturbing	me	and	just	go	in	there	for	some	peace	or	play.		

	

Interviewer:	 And	 when	 you	 said	 no	 one	 disturbing	 you,	 who	 do	 you	

mean?	

	

Hope:	Like	if	there’s	like	a	meltdown	going	on,	me	and	my	brother	could	

just	go	in	my	den	or	something	like	that.			

	

Hope	mentions	formal	support	that	she	receives	at	school	that	she	feels	helps	her	

with	 living	with	a	sibling	with	ASD.	Hopes	use	of	 “get	away”	 further	highlights	a	

need	for	respite	from	her	sister.		

	

I	do	like	forest	school	if	you	got	like	your	life	is	hard	sometimes	and	it	

just,	you	have	to	have	a	special	reason	[…]	There’s	a	girl	forest	school	

and	a	boy	forest	school.	I’m	in	the	boy	one	because	Scarlett	is	in	the	girl	

one.	 So	 the	 reason	 that	 I	 got	 it	 was	 because	 I	 could	 get	 away	 from	

Scarlett	and	stuff	so	if	I	went	in	the	girl	one	I	would	be	with	her.		

	

It	is	my	interpretation	that	the	friendships	Hope	has	at	school	also	act	as	a	form	of	respite	

from	the	difficulties	associated	with	living	with	a	sibling	with	ASD.		
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4.4.	Mollie’s	story			

	

Mollie	 is	 a	 9-year-old	 female	who	 has	 a	 10-year-old	 brother	with	 ASD	 named	 Dylan.	

Mollie	was	very	forthcoming	during	the	interview	and	spoke	about	a	range	of	positive	

and	negative	experiences	related	to	living	with	a	sibling	with	ASD.		

	

Superordinate	theme:	understanding	of	ASD	

	

Subordinate	theme:	perception	of	ASD	

	

Mollie’s	 account	 indicates	 that	 she	 has	 mixed	 perceptions	 about	 her	 brother’s	 ASD.	

Throughout	the	interview,	Mollie	describes	living	with	her	brother	as	“hard”,	suggesting	

that	she	has	a	negative	view	of	how	ASD	affects	her	own	life.		

	

It’s	very	hard	to	have	a	brother	with	Autism.		

	

Her	use	of	the	term	‘disability’	suggests	that	she	feels	Dylan	is	at	a	disadvantage	compared	

to	other	people	and	that	ASD	acts	as	a	barrier	to	achieving	things.	

	

…Autism	is	erm	basically	it	is	erm	a	disability	that	you	find	it	hard	to	do	things	

	

This	point	 is	 reiterated	 through	Mollie’s	descriptions	of	Dylan	 requiring	 “lots	of	 extra	

support	 at	 school”.	 Despite	 this,	 later	 in	 the	 interview	 she	 gives	 a	 more	 positive	

perception	of	ASD,	focusing	on	capabilities	despite	difficulties	faced.		

	

just	because	he’s	got	a	disability,	it	doesn’t	mean	he	can’t	do	things.	

	

When	discussing	what	she	likes	about	Dylan’s	ASD,	Mollie	attributes	his	social	nature	to	

the	condition,	indicating	she	has	a	positive	perception	of	some	aspects	of	the	condition.		

	

…	it’s	because	of	his	Autism	cause	if	he	didn’t	have	Autism	he’d	be	locked	in	his	

room	all	day!	So	he	likes	playing	with	me	and	that’s	fun…	
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Subordinate	theme:	understanding	of	the	characteristics	of	ASD	

	

Mollie	provides	descriptions	of	Dylan’s	aggressive	behaviours	in	her	account,	which	

she	 describes	 as	 ‘meltdowns’.	 I	 interpret	 that	 she	 has	 an	 awareness	 that	 these	

behaviours	are	as	a	result	of	difficulties	in	employing	effective	emotional	regulation	

strategies.		

	

he	goes	and	has	a	meltdown	in	his	room…and	he	does	that	a	lot	[…]		

	

Alongside	difficulties	regulating	emotions,	Mollie	discusses	her	brother’s	rigid	behaviour	

and	strong	need	to	follow	his	own	agenda	throughout	the	interview;	she	attributes	this	

directly	 to	 ASD.	 I	 interpret	 that	Mollie	 has	 an	 awareness	 that	 these	 avoidance-based	

behaviours	are	a	 form	of	communication,	particularly	when	Dylan	 is	overwhelmed	by	

demands	made	of	him.		

	

Some	things	they	don’t	like	to	do,	they	just	won’t	want	to	do	it	and	they’ll	just	sit	

out	and	won’t	do	it	because	they	find	it	too	hard	or	they	just	don’t	like	it	and	they	

can’t	cope	with	it.		

	

Later,	

	

…we	were	making	angels	and	he	didn’t	like	the	sound	of	that.	So	he	went	out	into	

the	Year	6	classroom	and	locked	himself	into	the	cupboard	and	anyone	who	tried	

to	get	him	out,	even	his	best	friend	tried	to,	he	wouldn’t	get	out.	My	mum	had	to	

go	in	there	at	the	end	and	pick	him	up	

	

Mollie’s	 example	 of	 finding	 a	 ‘school	 task’	 difficult	 to	 complete	 indicates	 that	 she	

attributes	academic	difficulties	to	ASD.		

	

…Autism	is	erm	basically	it	is	erm	a	disability	that	you	find	it	hard	to	do	things.	

So	 if	 there’s	 like	a	 really	 easy	 task	 in	 school	and	 like	 everyone	 can	do	 it,	 this	

person	with	Autism	will	find	it	a	little	bit	harder		
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Interestingly,	 despite	 this	 view,	 she	 still	 perceives	 Dylan	 to	 have	 intellectual	

strengths.		

	

…he’s	very	smart.	Even	though	he	does	have	Autism,	he‘s	smart	

	

Superordinate	theme:	a	broad	spectrum	of	experiences	

	

Subordinate	theme:	positive	perceptions	and	experiences		

	

It	is	clear	that	Mollie	values	the	sibling	relationship	and	values	the	time	her	and	Dylan	

spend	 together.	 She	 talks	 about	 having	 sleepovers	 in	 her	 room	 and	 uses	 positive	

descriptions	when	referring	to	him	including	“happy”	and	“fun”.		When	asked	what	advice	

she	would	give	to	someone	to	help	them	with	living	with	a	sibling	with	ASD,	the	love	and	

care	she	has	for	her	brother	is	clearly	evident.		

	

Be	kind,	caring…thoughtful	and	respectful	[…]	if	they	can’t	do	something	help	

them	with	it,	be	kind	and	caring	and	respectful.		

	

Figure	11.	Mollie’s	description	of	her	brother	
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Mollie	portrays	a	sense	of	gratitude	for	her	brother’s	strengths	and	feels	that	she	

has	gained	positively	and	learned	skills	from	him.			

	

…he	teaches	me	stuff	sometimes,	like	with	my	homework	erm,	sometimes	when	

he’s	good	at	it	and	I’m	really	struggling	and	Mum	and	Dad	are	busy,	sometimes	

he’ll	come	over	and	say	‘that	is	that	and	so	how	to	do	that’.	

	

Subordinate	theme:	negative	experiences	and	challenges		

	

There	is	a	strong	sense	that	Dylan’s	rigid	behaviour	and	strong	need	to	follow	his	own	

agenda	has	a	negative	impact	on	Mollie	and	also	her	family.	This	is	evident	in	the	extract	

below	when	Mollie	talks	about	missing	out	on	activities	with	her	family.		

	

…we’ve	booked	it	in	and	it’s	paid	for	and	it’s	a	lot	of	money…it	comes	to	

that	day	and	we’re	about	to	get	out	the	door,	Dylan	goes,	“I’m	not	going,	

I’m	not	going,	I’m	not	going!”	And	we	can’t	do	it	anymore…so	we	miss	

out	of	a	lot	of	activities.	

	

Mollie	also	expresses	sadness	regarding	the	unfair	blame	she	receives	from	her	brother	

in	various	contexts.		

	

It	makes	me	feel	sad	because	whenever	he	has	a	meltdown,	he	always	

blames	 it	 on	 me.	 He’s	 like,	 “You	 did	 this	 to	 me”.	 And	 I’m	 like,	 “No	 I	

didn’t…you	decided	to	do	this”.	I’m	like,	“I	didn’t	do	it!”	

	

Later,	 Mollie	 describes	 the	 difficulties	 her	 brother	 can	 have	 in	 including	 her	 sister’s	

friends	in	their	play.		

	

…“Can’t	she	play	with	us	too?”	and	he’s	like,	“No,	I	want	to	play	with	you	

and	you	only”	cause	like	when	it’s	someone	he	doesn’t	know	or	doesn’t	

like,	he	won’t	play	with	them.	He	will	just	stay	in	his	room	locked	up	and	

he’ll	be	really	angry	at	me,	blame	me	for	being	friends	with	one	of	my	

best	friends	and	make	me	saaaad.	
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Subordinate	theme:	differential	treatment	

	

Mollie	strongly	expresses	the	differential	treatment	her	brother	expects,	as	a	direct	result	

of	his	ASD,	and	feelings	of	injustice	and	inequality	that	accompany	this.		

	

So	this	is	Dylan	and	this	is	what	he	says,	[…]	I’ve	got	Autism	so	I	can’t	help	it!	

	

Later,	

	

when	someone	is	being	mean	like,	or	like	he’s	started	an	argument,	at	the	end	of	

it	he’ll	be	like,	“Well	I’ve	got	Autism	so	I	can’t	help	it,	so	you	have	to	sort	it	out”	

[…]	Or	if	he’s	had	a	fight	with	someone,	he	will	just	say	that	and	then	they’ll	just	

leave	him	alone….so	he	doesn’t	have	to	do	it	anymore.	

	

Later,	

	

It	makes	me	feel	sad	[…]		he’s	just	using	his	disability	to	get	out	of	things	and	it’s	

not	really	what	you’re	supposed	to	be	doing.	
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Figure	12.	I’ve	got	Autism	so	I	can’t	help	it	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

I	interpret	that	Mollie	has	feelings	of	irritation	towards	her	brother’s	avoidance	of	taking	

responsibility	for	his	actions,	through	his	attribution	of	unkindness	to	ASD.	Mollie	also	

discusses	 negative	 experiences	 where	 her	 brother	 has	 treated	 her	 differently	 when	

around	other	children	and	the	annoyance	this	causes.		

	

…he	sees	me	in	there	and	he’s	like	‘Ah	there’s	my	sister,	I	need	to	go	and	bully	

her’.	 So	 whenever	 his	 friends	 are	 around	 he’s	 like,	 ‘Oh	 I	 hate	my	 sister’	 and	

whenever	his	friends	aren’t	around	he	loves	me	again!	

	

Superordinate	theme:	desire	for	control		

	

Subordinate	theme:	power	imbalance	

	

There	are	indications	that	there	is	a	power	imbalance	between	Mollie	and	Dylan,	with	

Mollie	feeling	that	her	brother	holds	more	power	in	the	sibling	relationship.	
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…I	also	get	treated	like	a	slave.	Sometimes	I	have	to	make	him	breakfast,	I	have	

to	put	his	bowl	out	in	the	kitchen,	cause	he	can’t	be	bothered	to	get	up	and	do	it	

himself		

	

Later,		

	

Sometimes	I	like	spending	time	with	him	all	the	time.	Sometimes	I’m	just	like,	I	

want	to	stay	here	and	I	don’t	want	to	do	it	and	he	forces	me	to	do	it.		

	

Figure	13.	Power	imbalance	

	

Later,		

	

…	 I’m	 like	 ‘Yaaaay	 it’s	 time	 to	 go	 relax!’	 […]	 And	 Dylan	 comes	 in…there’s	

Dylan…”Robloxxxxx,	Robloxxxx	now!	I	need	to	play.	I	need	to	play	and	you’re	the	

only	person	that’s	going	to	play	with	me	right	now	so	you	have	to	play	with	me!”			
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I	interpret	that	Mollie	feels	helpless	in	these	situations	and	has	a	sense	of	responsibility	

to	‘entertain’	her	brother	and	give	into	his	demands;	this	will	be	discussed	in	more	detail	

within	the	superordinate	theme	‘acceptance’.		

	

Subordinate	theme:	lack	of	autonomy	

	

Related	to	an	imbalance	of	sibling	power,	Mollie	provides	an	insight	into	the	impact	of	

her	 brother	 attempting	 to	 control	 her,	 with	 indications	 of	 feeling	 she	 has	 a	 lack	 of	

autonomy.		

	

…	If	I	want	to	play	with	my	friends	or	my	cousin	in	Robloxs,	they’ll	call	me	and	

then	Dylan’s	like,	“Don’t	answer	it,	you’re	playing	with	me”	and	I’m	like,	“Can’t	

she	play	with	us	too?”	and	he’s	like,	“No,	I	want	to	play	with	you	and	you	only”	

	

I	interpret	that	the	lack	of	autonomy	Mollie	experiences	leads	to	a	feeling	of	helplessness	

and	a	desire	to	gain	more	control	over	her	life.		

	

Subordinate	theme:	pressure	

	

Evident	within	Mollie’s	account	 is	 the	 feeling	of	pressure	to	relinquish	her	own	wants	

and/or	preferences	for	Dylan’s.	In	the	extracts	below,	it	appears	that	Mollie	often	gives	in	

to	her	brother’s	demands,	due	to	fears	of	getting	in	trouble	with	her	mother.		

	

…he’ll	be	like,	“I’ll	tell	Mum	if	you	don’t	do	it”	and	I’m	like….”Fine	I’ll	do	it,	I’ll	do	

it,	I’ll	do	it”.	He’s	like	telling	on	me	for	no	reason.	

	

Later,		

	

He	will	tell	Mum	I’m	being	mean	to	him	for	no	reason	if	I	don’t	play	with	him…so	

I	have	to.		
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In	other	instances,	Mollie’s	relinquishing	of	her	own	wants	appears	to	be	through	fear	of	

her	brother	being	physically	aggressive	towards	her,	or	simply	from	feeling	there	is	no	

alternative	option.		

	

…He’s	like,	[…]	“I	have	to	sit	here	and	this	is	my	spot	and	if	you	sit	here	I	will	kick	

you,	so	you	have	to	go	and	do	it	for	me”.	

	

Later,	

	

…whenever	Dylan	wants	to	play	with	me,	I	have	to	play	with	him	unless	I’m	going	

to	a	club.	He	won’t	stop	asking	me	unless	I	do	it	or	I	leave	the	house		

	

Superordinate	theme:	acceptance	

	

Subordinate	theme:	acceptance	of	living	with	sibling	

	

I	 interpret	 that	Mollie	has	a	 sense	of	acceptance	about	 living	with	a	 sibling	with	ASD,	

despite	 the	difficulties	 that	 can	arise	due	 to	 this.	Mollie’s	persona	and	 laughter	 in	 the	

extract	below	suggests	that	although	sometimes	she	would	prefer	to	have	time	to	herself,	

she	accepts	that	this	cannot	always	occur.	

	

…he	likes	playing	with	me	and	that’s	fun…sometimes	I	just	want	to	chill	out	and	

just	in	my	room,	sat	on	my	sofa	and	go	‘aaaaa	let’s	watch	a	movie’	and	then	he	

comes	in,	“What	do	you	want	now?”	“Roblox!!”.	[laughs]	“Fine!”	

	

Subordinate	theme:		roles	and	responsibilities		

	

Mollie	 demonstrates	 a	 sense	 of	 acceptance	 about	 the	 caring	 role	 she	 has	 adopted	 in	

supporting	her	brother.		

	

…if	they	can’t	do	something	help	them	with	it,	be	kind	and	caring	and	respectful	

[…]	and	don’t	like	purposefully	do	something	to	them	when	you	know	that	they	

don’t	like	it.	
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This	caring	role	is	further	highlighted	when	Mollie	is	asked	how	she	would	describe	Dylan	

to	someone	who	didn’t	know	him.		

	

…if	they	want	to	be	friends	with	him,	they	know	to	be	quite	like	kind	to	him,	or	

else	he’ll	be	like	crying	and	he	won’t	play	with	them		

	

Although	Mollie	appears	to	accept	her	role,	the	extract	below	indicates	that	Mollie	feels	

this	responsibility	can	act	as	a	burden,	whereby	she	has	to	relinquish	her	own	wants.	I	

interpret	 that	 Mollie	 feels	 pressure	 to	 take	 on	 the	 responsibility	 of	 entertaining	 her	

brother,	which	can	lead	to	feelings	of	injustice	and	helplessness.			

	

…it’s	hard	because	I	don’t	really	get	time	to	myself	cause	either	I’m	helping	with	

my	sister,	I’m	helping	my	brother	[…]	whenever	Dylan	wants	to	play	with	me,	I	

have	to	play	with	him	unless	I’m	going	to	a	club.	He	won’t	stop	asking	me	unless	

I	do	it	or	I	leave	the	house	[…]	So	I	have	to	look	after	him,	so	I	don’t	really	have	

time	to	myself	

	

Mollie	reflects	on	the	responsibility	she	feels	to	tutor	her	brother	and	the	enjoyment	she	

gains	from	this.		

	

Sometimes	I	do	have	to	teach	him	stuff,	like	sometimes	I	help	him	with	his	times	

tables	and	like	telling	the	time	on	clocks	[…]	So,	I	like	teaching	him	stuff…it’s	fun.	

It’s	like	I’m	mini	teacher	

	

Subordinate	theme:	gratitude	

	

Mollie	 expresses	 her	 appreciation	 and	 gratitude	 for	 her	 brother’s	 kind,	 helpful	 and	

comforting	nature.		

	

I	would	describe	him	as	 like,	 sometimes	kind	and	caring.	Like	he’s	 sometimes	

helpful	
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Later,	

	

He’s	taught	me	stuff	that	he’s	learned	in	year	six!	[laughs].	So	he’s	told	me	how	

the	teachers	are	cause	sometimes	I	get	a	little	bit	worried	going	into	new	classes	

and	he	makes	me	happy	saying	they’re	really	good	teachers	and	that	I’ll	really	

like	them.	

	

Mollie	also	expresses	the	gratitude	she	has	for	her	parents,	friends	and	pets	and	how	she	

feels	they	help	her	when	she	is	feeling	upset.		

	

	

Subordinate	theme:	coping	strategies	

	

Mollie	discusses	the	coping	strategies	she	employs	to	help	manage	specific	stressors	in	

her	life	including	drawing,	her	phone,	eating	and	going	to	afterschool	clubs	and	the	high	

importance	she	places	on	the	animals	she	has	at	home	and	how	they	support	her.		

	

because	he	always	blames	me,	I	get	sad.	So	I	go	in	my	room,	I	get	my	cat	and	my	

phone	and	I	calm	down	[…]	I	give	big	hugs	to	my	cat	[…]	when	my	cat	is	out,	it’s	

sometimes	the	other	cats…or	if	Dylan’s	dog	sees	me	crying,	she’ll	just	come	over,	

jump	on	the	sofa	and	give	me	a	big	hug,	

	

Superordinate	theme:	support	
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Figure	14.	Coping	strategies	

	

Subordinate	theme:	social	support	

	

Mollie	openly	discusses	the	sources	of	support	available	to	her;	she	specifically	mentions	

informal	support	networks	she	has.	She	speaks	about	how	her	parents	support	her	 in	

living	with	a	sibling	with	ASD.	It	is	my	interpretation	that	her	parents’	advice	and	comfort	

has	a	positive	 impact	on	Mollie’s	wellbeing	and	her	acceptance	of	 living	with	a	sibling	

with	ASD.		

	

Erm	they’ll	say,	“Don’t	listen	to	Dylan,	[…]	he’s	just	having	a	little	bit	of	

a	meltdown.	Just	go	in	your	room	and	come	back	to	him	when	he’s	a	little	

bit	better	and	not	in	a	meltdown”.		

	

Mollie	also	draws	on	support	from	her	teacher	and	friends	when	feeling	upset.		

	

…my	best	 friends	 stick	up	 for	me	and	 they	be	really	nice…and	they’re	

really	nice	to	me	
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Subordinate	theme:	a	need	for	respite		

	

Within	Mollie’s	account,	she	strongly	expresses	a	need	for	respite	from	her	brother.	

She	discusses	how	school,	clubs	and	Forest	School	enable	her	to	have	time	away	

from	 Dylan,	 especially	 considering	 how	 demanding	 she	 feels	 he	 can	 be	 of	 her	

attention	at	home.		

	

I	used	to	do	ELSA	club	[…]	Basically	it’s	for	people	who	has	erm	siblings	with	a	

disability	or	they	have	it.	Now	I	do	it	in	Forest	School	[…]	I	got	a	little	bit	more	

time	and…sometimes	school	is	really	hard	because	I	wake	up	really	early.	Dylan	

will	wake	me	up	and	go,	“Let’s	do	this,	let’s	do	this!”	

	

Later,		

	

I	like	school	too	because	I	get	to	spend	time	with	my	friends	and	mostly	Dylan	

doesn’t	really	come	but	if	he	does,	my	friends	just	chase	him	and	follow	him	until	

he	goes	away….so	I	like	school.	

	

The	extract	above	demonstrates	Mollie’s	appreciation	of	her	friends	and	how	they	act	as	

a	form	of	support	in	acquiring	respite	from	her	brother.	Mollie’s	parents	also	enable	her	

to	gain	more	respite	from	both	of	her	siblings	at	home,	as	can	be	seen	in	the	extract	below.		

	

Mollie:	Erm	once	for	my	7th	birthday,	Dad	took	Dylan	and	Brianne	out	swimming	

and	for	a	McDonalds	while	me	and	my	Mum	set	up	and	we	had	my	birthday	party	

at	 the	 house!	 [laughs]	 So	 sometimes	 when	 I’m	 going	 to	 have	my	 party,	 Dad	

secretly	just	like	takes	them	out.	He’ll	know	what’s	happening	and	we’ll	have	a	

family	party	and	then	a	party	without	Dylan	and	Brianne	will	be	like	my	friend’s	

party.	So	I	have	two	parties.	

	

Interviewer:	And	is	that	helpful?	

	

Mollie:	Yeah	because	I	don’t	have	my	brother	going,	“Oooh	girls,	 I	hate	girls!”	

And	ruining	my	party	basically	
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Mollie’s	enthusiastic	persona	whilst	describing	this	experience	indicates	that	she	is	highly	

grateful	for	the	support	she	receives	from	her	parents	in	facilitating	her	want	and	need	

for	time	away	from	Dylan.		

	

4.5.	Nathan’s	story		

	

Nathan	 is	 a	 7-year-old	 male	 who	 has	 a	 10-year-old	 brother	 with	 ASD	 named	 Aiden.	

Although	some	seemingly	positive	experiences	were	discussed,	accounts	throughout	the	

interview	convey	that	Nathan’s	experiences	of	living	with	a	sibling	with	ASD	are	broadly	

difficult,	 particularly	 regarding	 the	 differential	 treatment	 experienced	 and	 feelings	 of	

injustice	as	a	result	of	this.		

	

Superordinate	theme:	understanding	of	ASD	

	

Subordinate	theme:	perception	of	ASD	

	

When	asked	what	ASD	is,	Nathan	provides	a	very	positive	perception	of	the	condition.	His	

use	of	the	term	“superpower”	suggests	he	considers	his	brother	to	have	exceptional	skills	

and	abilities.		

	

Interviewer:	The	first	question	is,	what	is	Autism?	

	

Nathan:	It’s	a	superpower!	

	

Despite	 this	 initial	 positive	 perception,	 Nathan	 reflects	 on	 his	 brother’s	 difficulties	

regulating	emotions	and	not	wanting	to	share	this	difficulty.		

	

Nathan:	 Sometimes	 he	 is…errr…a	 sore	 loser	 because	 he	 just	 goes	 off	 in	 tears	

when	he	loses.	

	

Interviewer:	Oh	dear,	how	does	that	make	you	feel?	
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Nathan:	Not	wanting	to	be	him.	

	

[…]	

	

Nathan:	I	don’t	want	to	be	him	because	he’s	getting	all	sad.		

	

Overall,	Nathan’s	account	portrays	mixed	feelings	about	his	perception	of	ASD	and	both	

the	positive	and	negative	experiences	of	living	with	his	brother.		

	

Subordinate	theme:	understanding	of	the	characteristics	of	ASD	

	

Nathan	describes	his	brother’s	ASD	in	terms	of	intelligence;	he	attributes	academic	

strengths	to	his	brother’s	condition,	including	his	mathematical	ability.		

	

Nathan:	Erm…it	means	your	clever	because	Einstein	had	Autism.	

	

Interviewer:	Did	he?	I	didn’t	know	that!	

	

Nathan:	Yeah!	[…]	He	was	a	scientist.	

	

Interviewer:	So	Autism	means	you’re	clever?	

	

Nathan:	Yeah.	

	

Interviewer:	And	what	does	it	make	you	clever	at?	

	

Nathan:	Erm…like	stuff	you	do	at	school.	

	

Nathan’s	 focus	 on	 attributing	 intelligence	 to	 ASD	 and	 difficulties	 elaborating	 on	 his	

accounts	suggests	that	he	has	a	narrow	understanding	of	the	condition.	I	interpret	that	

he	has	a	lack	of	awareness	of	its	‘spectrum’	nature,	namely	the	variation	in	the	type	and	

severity	of	characteristics	people	experience.		
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Superordinate	theme:	a	broad	spectrum	of	experiences	

	

Subordinate	theme:	positive	perceptions	and	experiences	

	

Nathan	gives	positive	descriptions	of	his	brother’s	kindness.		

	

Nathan:	Sometimes	a	bit	kind.	

	

Interviewer:	That’s	nice	to	hear.	What	does	he	do	that’s	kind?	

	

Nathan:	He	lets	me	smell	his	chocolate.	

	

Nathan	also	comments	positively	on	Aiden’s	strengths,	which	he	directly	attributes	to	his	

diagnosis	of	ASD.	He	describes	him	as	“good	at	swimming”	and	“clever”	at	“stuff	you	do	

at	school”.	

	

It	makes	you	clever.	[starts	drawing].	I’m	not	very	good	at	drawing	[…]	That’s	

the	maths	book	and	the	table	[…]	It’s	Aiden	doing	stuff	in	the	Maths	book.	

	

Figure	15.	Maths	book	
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Subordinate	theme:	negative	experiences	and	challenges		

	

Nathan’s	accounts	about	his	experiences	of	living	with	his	brother	include	the	negative	

description	“annoying”.	

	

Interviewer:	…	how	would	you	describe	Aiden	to	someone	who	didn’t	know	him?		

	

Nathan:	Annoying	[laughs].	

	

[…]	

	

Nathan:	He	normally	blows	raspberries	at	me	and	gets	slobber	all	over	me.	

	

When	asked	what	his	brother	likes	doing	at	home,	Nathan	describes	his	activities	as	

“lazy”.	

	

	[begins	 to	draw]	Normally	he	 lies	on	 the	 sofa	all	day!	 [laughs]	 […]	 it’s	Aiden	

playing	with	a	controller	on	the	TV	[…]	he’s	lazy.	

	

Figure	16.	Lying	on	the	sofa	
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Nathan	 comments	 on	 his	 and	Aiden’s	 lack	 of	 shared	 commonalities	 and	 interests.	 He	

explains	why	having	his	own	phone	would	make	him	feel	better	when	Aiden	has	upset	

him.	

	

Nathan:	 Err	 ‘cause	Aiden	would	 just	watch	Bella	 and	 her	 phone,	 not	me	 […]	

‘Cause	Bella,	I	think	she	has	really	good	games	and	he	would	just	watch	Bella	

not	me	‘cause	he’ll	think	I’ve	got	rubbish	games.		

	

Interviewer:	Why	would	he	think	you	have	rubbish	games	and	Bella	has	good	

games?	

	

Nathan:	‘Cause	we	like	different	things.	

	

Interviewer:	So	Bella	likes	the	same	kind	of	games	as	Aiden?	

	

Nathan:	Yeah	but	me	and	Aiden	don’t	like	the	same	games.	

	

I	interpret	that	Nathan	experiences	feelings	of	hurt	due	to	a	lack	of	sibling	connectedness	

and	his	brother’s	negative	perception	of	his	own	interests.	However,	there	are	indications	

in	the	interview	that	Nathan	feels	this	also	has	a	positive	impact	on	him	at	times,	as	a	

result	of	the	respite	he	receives.		

	

Subordinate	theme:	differential	treatment		

	

Nathan	 strongly	 expresses	 the	 differential	 treatment	 his	 brother	 expects,	 as	 a	 direct	

result	of	his	ASD,	and	feelings	of	injustice	and	inequality	that	accompany	this.		

	

Interviewer:	Can	you	tell	me	something	bad	about	Autism?	

	

Nathan:	Most	people	use	it	as	an	excuse.	

	

Interviewer:	Really?	
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Nathan:	Yeah	Aiden	does.	

	

Interviewer:	Ah	and	what	does	that	mean?	

	

Nathan:	Like	he	says,	“Can	I	get	the	most	ice	cream?”	and	then	I	say,	“It’s	not	fair”	

and	then	he	says,	“It’s	because	I’m	Autistic”.	

	

It	is	my	interpretation	that	Nathan’s	tone	of	voice	during	these	accounts	implies	that	he	

displays	 resentment	 towards	 his	 brother.	 With	 this	 comes	 a	 strong	 sense	 of	 the	

importance	of	maintaining	justice;	Nathan	explains	that	his	parents	take	on	this	role.		

	

Superordinate	theme:	desire	for	control		

	

Subordinate	theme:	power	imbalance	

	

There	are	indications	that	at	times	there	is	a	power	imbalance,	with	Nathan	feeling	that	

his	brother	holds	more	power	in	the	sibling	relationship.	Nathan’s	statement	of	“we	do	

share	some	games”,	however,	indicates	that	in	some	instances	they	hold	equal	power.		

	

Interviewer:	And	do	you	play	with	him?		

	

Nathan:	Err	if	he	lets	me.	

	

Interviewer:	Ah	so	does	he	sometimes	not	let	you?	

	

Nathan:	No	because	it’s	his	game;	we	do	share	some	games.	

	

Interviewer:	Oh	that’s	good.	How	does	it	make	you	feel	when	he	doesn’t	share	

the	game?	

	

Nathan:	Sad	because	I	normally	make	really	good	deals…because	I	told	him…I	

did	a	deal	that	I	could	play	one	of	his	games	whenever	I	want	and	he	could	play	

Minecraft	whenever	he	wanted.		
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I	 interpret	 that	 Nathan	 seeks	 to	 rebalance	 this	 power	 by	 attempting	 to	 instil	 justice	

through	negotiation.				

	

Subordinate	theme:	lack	of	autonomy	

	

Related	to	an	imbalance	of	sibling	power,	Nathan	provides	an	insight	into	the	impact	of	

his	brother	attempting	to	control	him.	It	is	my	interpretation	that	this	is	a	particularly	

negative	 experience,	 one	 which	 centres	 around	 a	 lack	 of	 autonomy.	 His	 reflection	

epitomises	this	when	asked	what	he	does	not	like	about	Aiden’s	ASD.		

	

Nathan:	He	annoys	me.	

	

Interviewer:	What	does	he	do	to	annoy	you?	

	

Nathan:	He	tells	me	what	to	do.	

	

Interviewer:	Ok,	I	can	see	that	could	be	annoying.	Does	that	happen	in	games	do	

you	mean?	

	

Nathan:	In	games	and	in	real	life.	Just	last	night	I	played	a	game	that	he	let	me	

in	and	he	told	me	what	to	do	when	I	didn’t	want	him	to.	

	

Interviewer:	And	that’s	a	bit	annoying?	

	

Nathan:	Yeah,	I	just	wanted	to	figure	it	out	myself.	

	

I	would	interpret	that	the	lack	of	autonomy	Nathan	experiences,	leads	to	a	feeling	

of	helplessness	and	a	desire	to	gain	more	control	and	independence	over	his	life.		
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Superordinate	theme:	acceptance	

	

Subordinate	theme:	acceptance	of	living	with	sibling		

	

Nathan	 demonstrates	 a	 degree	 of	 acceptance	 of	 living	with	 his	 brother	with	ASD.	My	

interpretation	is	that	this	is	closely	related	to	Nathan’s	perception	of	there	being	a	lack	of	

sibling	connectedness	and	shared	commonalities	within	the	relationship.		

	

Interviewer:	What	do	you	like	about	living	with	Aiden?	

	

Nathan:	He	normally	doesn’t	bother	me.	

	

Nathan	demonstrates	an	awareness	of	Aiden’s	more	challenging	behaviours	and	need	to	

follow	his	own	agenda,	and	in	relation	to	this,	an	acceptance	of	attempting	to	avoid	the	

triggering	of	these	behaviours.		

	

Interviewer:	Ok,	what	other	advice	would	you	give?	

	

Nathan:	Hmm…don’t	annoy	them	or	they’ll	do	it	to	you.	

	

Interviewer:	Oh	ok,	and	what	do	you	do	to	not	annoy	them?	

	

Nathan:	Don’t	tell	them	what	to	do.	

	

	

Subordinate	theme:	coping	strategies	

	

Identified	in	Nathan’s	interview	are	the	coping	strategies	he	employs	to	help	him	in	living	

with	a	sibling	with	ASD.	One	strategy	is	that	of	negotiation	whereby	he	makes	“really	good	

deals”	in	an	attempt	to	encourage	his	brother	to	share	games	with	him.	He	also	refers	to	

watching	television	and	using	his	laptop.	Nathan	also	adapts	to	having	a	sibling	with	ASD	

by	 drawing	 on	 internal	 resources	 and	 employing	 of	 activities	 that	 he	 finds	 calming	

Superordinate	theme:	support	
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including	 “relaxing”	 and	 lying	 down.	 His	 use	 of	 “because	 Aiden	 isn’t	 bothering	 me”	

suggests	 that	he	 is	voluntarily	 isolating	himself,	 reflecting	a	restriction	of	his	personal	

boundaries.		

	

Nathan:	I	try	to	make	myself	calm	down.	

	

[…]		

	

Nathan:	[begins	drawing]	I	go	to	my	room	and	lie	down	in	my	bed.		

	

[…]	

	

Interviewer:	Why	does	that	make	you	feel	calm	do	you	think?	

	

Nathan:	Because	Aiden	isn’t	bothering	me.		

	

	

Figure	17.	Relaxing	in	bed	
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Subordinate	theme:	social	support	

	

Nathan	speaks	about	sources	of	support	he	has,	specifically	informal	support,	in	helping	

him	with	 living	with	 a	 sibling	with	 ASD.	He	 places	 value	 on	 his	 relationship	with	 his	

parents	and	the	care	and	affection	they	provide	him.	

	

Interviewer:	…Who	do	you	go	to	for	support?	

	

Nathan:	My	Mum.	

	

Interviewer:	What	does	she	do	to	support	you	or	help	you?	

	

Nathan:	She	hugs	me	[smiles].	

	

	

Later,	

	

Interviewer:	Ok	so	what	do	they	say	to	you	that	supports	you?	To	make	you	feel	

better?	

	

Nathan:	I	love	you	

	

Subordinate	theme:	a	need	for	respite	

	

Nathan	appears	to	seek	calm	and	quiet	time	by	retreating	to	his	bedroom	when	in	

need	of	respite	from	his	brother.		

	

Interviewer:	Why	does	that	make	you	feel	calm	do	you	think?	

	

Nathan:	Because	Aiden	isn’t	bothering	me.		
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Later,	when	discussing	why	having	his	own	phone	would	help	him	when	Aiden	has	

upset	him,	Nathan	reiterates	his	need	for	respite,	reflected	in	wanting	“peace	and	

quiet”.		

	

Interviewer:	And	would	you	rather	play	them	by	yourself	than	with	Bella	

and	Aiden?	

	

Nathan:	Yeah.	

	

Interviewer:	Why?	

	

Nathan:	So	I	could	have	some	peace	and	quiet.	

	

Having	places	to	go	and	opportunities	to	remove	himself	from	the	situation,	specifically	

at	school,	also	appears	to	function	as	a	form	of	respite	in	coping	with	living	a	sibling	with	

ASD.		

	

Interviewer:	Oh!	So	what	about	school…does	Aiden’s	Autism	ever	upset	

you	at	school?	

	

Nathan:	No	‘cause	he’s	playing	with	his	friends	and	not	annoying	me.	

	

4.6.	Summary	of	participants’	view	

	

The	following	section	will	address	the	final	stage	of	IPA	analysis	by	looking	for	patterns	

across	cases	(Smith	et	al.,	2009).	As	discussed	previously,	five	superordinate	themes	were	

identified	from	the	analysis:	‘understanding	of	ASD’,	‘a	broad	spectrum	of	experiences’,	

‘desire	for	control’,	‘acceptance’	and	‘support’.	Whilst	these	five	themes	were	significant	

for	all	four	participants,	as	each	individual’s	accounts	are	subjective	and	unique	to	them,	

some	of	the	subordinate	themes	differ	across	participants.	Table	3	provides	an	overview	

of	all	superordinate	and	subordinate	themes	identified	from	the	analysis.	
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Table	3.	Superordinate	and	subordinate	themes	
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4.6.1.	Understanding	of	ASD	

The	 strongest	 theme	 identified	 for	 all	 four	 participants	 was	 their	 understanding	 and	

perception	of	ASD.	There	are	differences	between	siblings	regarding	their	perception	of	

ASD.	Brooke	and	Nathan	have	a	primarily	positive	perception	when	asked	specifically	

about	 the	 condition,	 albeit	 Brooke’s	 accounts	 are	 significantly	more	 detailed.	 Brooke	

speaks	highly	about	her	brother	in	general	and	directly	attributes	his	caring	nature	to	

ASD.	 She	 also	 talks	 about	 him	 being	 ‘different’	 on	 numerous	 occasions;	 her	 positive	

manner	suggests	that	she	views	difference	as	positive	and	which	should	be	celebrated.	

Nathan’s	 description	 of	 ASD	being	 a	 ‘superpower’	 suggests	 that	 he	 too	 has	 a	 positive	

perception	of	aspects	of	ASD	although,	accounts	throughout	the	 interview	convey	that	

Nathan’s	experiences	of	living	with	a	sibling	with	ASD	are	broadly	difficult.		

In	contrast,	 there	are	 indications	 that	Hope	and	Mollie’s	perceptions	of	ASD	are	more	

negative,	albeit	positive	views	were	also	elicited.	Both	describe	their	siblings	as	finding	

life	‘harder’	than	others	and	Mollie	describes	the	condition	as	a	“disability”.	These	views	

suggest	that	they	feel	people	with	ASD	are	at	a	disadvantage	and	that	the	condition	acts	

as	a	barrier	to	their	lives.	Overall,	participants	can	be	seen	to	have	mixed	perceptions	of	

ASD,	often	depending	on	the	context	in	which	they	describe	their	experiences.		

All	 participants	 showed	 some	 understanding	 of	 associated	 characteristics	 of	 ASD	 to	

varying	degrees.	Brooke	was	 the	only	participant	 to	 acknowledge	key	 facts	 about	 the	

condition	such	as	it	not	being	a	disease,	nor	contagious.	Nathan	was	the	only	participant	

to	attribute	his	brother’s	academic	strengths	to	ASD.	Brooke,	Hope	and	Mollie	all	make	

reference	 to	 social	 interaction	 difficulties	 including	 a	 lack	 of	 social	 skills,	 difficulties	

resolving	friendship	conflicts	or	displaying	socially	inappropriate	behaviours.	All	but	one	

participant	 (Hope,	Mollie,	Nathan)	also	make	 reference	 to	 their	 siblings’	difficulties	 in	

effectively	 regulating	 their	 emotions.	 This	 is	 most	 commonly	 expressed	 through	

descriptions	of	aggressive	behaviour,	typically	referred	to	as	“meltdowns”,	“letting	it	out”	

and	getting	“stressed	out”.	There	are	indications	that	Brooke,	Hope	and	Mollie	possess	a	

more	advanced	understanding	of	ASD	through	their	reflections	on	why	their	siblings	may	

sometimes	behave	in	the	ways	that	they	do.	This	suggests	they	have	an	understanding	

that	behaviours	are	a	form	of	communication.	
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4.6.2.	A	broad	spectrum	of	experiences	

	

All	 participants	 recount	 both	 positive	 and	 negative	 perceptions	 and	 experiences	

associated	 with	 living	 with	 a	 sibling	 with	 ASD.	 Positive	 descriptions	 were	 provided	

including	“amazing”,	“fun”	and	“happy”	and	fond	memories	were	reflected	upon.	Siblings’	

strengths	were	also	 identified	 including	painting	and	swimming	abilities.	Both	Brooke	

and	Mollie	feel	that	they	have	gained	positively	and	learned	skills	from	their	brothers.	

Unique	to	Hope’s	account	is	an	awareness	and	positive	perception	of	the	strategies	her	

sister	employs	 in	an	attempt	 to	 regulate	her	emotions.	 It	 is	my	 interpretation	 that	 all	

siblings	care	for	and	value	their	siblings	and	the	relationships	they	hold	with	them,	albeit	

at	times,	this	bond	can	be	negatively	affected	by	the	challenges	associated	with	living	with	

a	sibling	with	ASD.		

Along	with	all	siblings	identifying	positive	perceptions	and	experiences	associated	with	

having	a	sibling	with	ASD,	all	speak	of	a	number	of	negative	experiences	and	challenges.	

For	Brooke	and	Hope,	 their	 siblings’	 aggressive	behaviour	appears	 to	have	a	 stressful	

impact	 on	 their	 day-to-day	 lives.	 Brooke	 expresses	 how	her	 brother’s	 aggressive	 and	

unpredictable	behaviour	can	be	unsettling.	Hope	reports	a	range	of	negative	feelings	and	

emotions	 experienced	 by	 her	 and	 her	 family	 when	 discussing	 her	 sister’s	 aggressive	

behaviours,	suggesting	that	these	behaviours	have	a	negative	impact	on	the	family	unit	

as	a	whole.	Mollie	also	indicates	that	her	brother’s	behaviours	have	a	negative	impact	on	

the	family,	however,	these	behaviours	are	related	to	rigid	behaviour	and	a	strong	need	to	

follow	his	own	agenda.	Mollie	is	the	only	participant	to	speak	about	having	to	miss	out	on	

family	activities	as	a	result	of	this.	In	contrast,	Nathan	does	not	speak	of	behaviours	he	

finds	 challenging.	 Instead,	 his	 accounts	 suggest	 he	 is	 negatively	 affected	 by	 a	 lack	 of	

shared	 commonalities	 and	 interests	 with	 his	 brother,	 leading	 to	 feelings	 of	 a	 lack	 of	

sibling	connectedness.	

Identified	strongly	from	Mollie	and	Nathan’s	accounts	is	the	differential	treatment	their	

siblings	 expect	 as	 a	 direct	 result	 of	 ASD,	 and	 feelings	 of	 injustice	 and	 inequality	 that	

accompany	this.	Nathan	discusses	his	annoyance	at	his	brother	using	ASD	as	an	“excuse”	

and	highlights	the	importance	of	his	parents	instilling	and	maintaining	justice.	Mollie	also	

makes	reference	to	her	brother	using	his	condition	as	an	excuse	through	his	statement	



 131 

“I’ve	 got	 Autism	 so	 I	 can’t	 help	 it”.	 There	 are	 indications	 that	 Mollie	 has	 feelings	 of	

irritation	and	resentment	towards	her	brother’s	avoidance	of	taking	responsibility	for	his	

actions,	through	his	attribution	of	unkindness	to	ASD.		

	

Brooke	speaks	emotively	about	the	negative	emotions	she	experiences	as	a	result	of	the	

attitudes	and	actions	of	other	children,	resulting	in	conflict	in	friendships	and	withdrawal	

from	 some	 peers.	 She	 also	 demonstrates	 an	 awareness	 of	 the	 implications	 of	 others’	

negative	attitudes	on	her	brother,	which	further	emphasises	the	caring	role	she	holds.	In	

contrast,	for	Hope,	others’	attitudes	and	actions	have	a	positive	impact	on	her	and	act	as	

a	form	of	support.	For	example,	through	being	understood	and	sharing	her	feelings	with	

those	 in	 a	 similar	 situation,	 I	 interpret	 that	 she	 feels	 comforted	 and	 not	 alone	 in	 her	

experiences.	Despite	the	positive	impact	others	have	on	her,	Hope	remains	guarded	and	

unwilling	to	talk	about	her	sister’s	condition	in	some	contexts.		

	

4.6.3.	Desire	for	control		

When	speaking	about	their	experiences	of	living	with	a	sibling	with	ASD,	all	participants	

raised	 the	 issue	 of	 there	 being	 a	 desire	 for	 control.	 Mollie	 and	 Nathan’s	 discussions	

indicate	an	apparent	power	 imbalance,	with	both	 feeling	that	 their	siblings	hold	more	

power	in	the	sibling	relationship.	For	Mollie,	this	power	imbalance	appears	to	relate	to	

her	feeling	a	sense	of	responsibility	to	keep	her	brother	entertained.	Whereas	for	Nathan,	

it	is	my	interpretation	that	he	is	resentful	of	the	imbalance	and	negotiation	strategies	are	

made	in	an	attempt	to	rebalance	this	power.	Related	to	power	imbalance,	both	Mollie	and	

Nathan	appear	to	be	experiencing	a	lack	of	autonomy.	Identified	strongly	from	Nathan’s	

account	is	the	feeling	of	‘annoyance’	when	his	brother	attempts	to	control	him;	I	interpret	

that	this	leads	to	a	strong	feeling	of	helplessness	and	a	desire	to	gain	more	control	over	

his	life.	For	Mollie,	this	lack	of	autonomy	can	lead	her	to	having	little	time	to	herself	to	

“relax”	and	thus,	leads	to	feelings	of	wanting	more	respite	from	her	brother.			

Brooke,	Hope	and	Mollie,	raise	the	issue	of	there	being	a	feeling	of	pressure	to	relinquish	

their	 own	 wants	 and/or	 needs	 for	 their	 siblings’,	 although	 interestingly	 the	 reasons	

behind	this	seemed	to	differ	across	cases.	For	Brooke,	it	appears	that	whilst	she	views	her	

brother’s	 imagination	 as	 a	 strength	 of	 his,	 at	 times	 the	 rigid	 thinking	 and	 behaviours	

associated	with	this	can	lead	to	aggression.	Thus,	I	 interpret	that	she	feels	pressure	to	
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follow	 his	 lead	 in	 play	 in	 an	 attempt	 to	 avoid	 behaviours	 that	 she	 finds	 unsettling.	

Similarly,	Mollie’s	relinquishing	of	her	own	wants	also	appears	to	be	through	fear	of	her	

brother	being	physically	aggressive	towards	her.	However,	she	also	discusses	her	fear	of	

getting	in	trouble	with	her	mother	and	often	feels	that	she	has	little	choice	but	to	meet	

his	demands,	suggesting	an	element	of	feeling	helpless.	Hope	was	the	only	participant	to	

hold	 feelings	 of	 guilt	 when	 choosing	 not	 to	 adhere	 to	 her	 sister’s	 demands	 and	 the	

emotional	conflict	she	experiences	as	a	result	of	this.		

	

4.6.4.	Acceptance	

	

All	participants	demonstrate	some	degree	of	acceptance	of	living	with	a	sibling	with	ASD.	

This	 acceptance	 is	 most	 strongly	 portrayed	 through	 Hope’s	 accounts	 whereby	 she	

acknowledges	having	to	“put	up	with”	meltdowns	and	receiving	differential	treatment	as	

a	direct	result	of	her	sibling’s	ASD.	Despite	this,	Hope’s	use	of	“unfair”	suggests	that	this	

is	not	necessarily	 easy	or	pleasant	 to	 accept.	Mollie	 also	 shows	a	 sense	of	 acceptance	

despite	the	difficulties	that	can	arise,	although	it	is	clear	she	would	like	to	have	more	time	

to	herself.	It	could	be	agreed	that	Nathan	has	the	least	acceptance	through	his	primarily	

negative	accounts	of	living	with	his	brother	and	through	the	strategies	he	implements	in	

an	attempt	to	avoid	his	brother	and	triggering	of	unwanted	behaviours.	

	

Identified	strongly	from	Brooke’s	account	is	her	sense	of	acceptance	about	the	caring	role		

she	has	adopted	and	the	responsibility	she	feels	for	advocating	for	her	brother.	I	interpret	

that	Brooke	views	her	brother	as	vulnerable	and	in	need	of	protection	from	harm.	She	is	

also	 the	 only	 sibling	 to	 acknowledge	 the	 role	 she	 plays	 in	 disputes	within	 the	 sibling	

relationship,	leading	to	her	feeling	partly	responsible	for	her	brother’s	behaviours	and	

accountable	for	resolving	conflicts.	Mollie	also	demonstrates	a	sense	of	acceptance	about	

the	caring	role	she	has	adopted	in	supporting	her	brother.	Although,	statements	such	as	

“I	have	to	look	after	him”	suggest	that	this	role	does	not	feel	voluntary,	but	instead	Mollie	

feels	pressure	to	care	for	him,	which	at	times,	conflicts	with	her	own	respite	needs.	Mollie	

does	however	speak	positively	about	the	enjoyment	she	experiences	when	teaching	her	

brother	new	concepts.		
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Along	with	displaying	acceptance	of	living	with	their	siblings,	Brooke,	Hope	and	Mollie	

express	a	sense	of	gratitude.	For	Brooke,	this	gratitude	is	directed	specifically	towards	

her	brother’s	inclusive	and	supportive	nature.	Similarly,	Mollie	makes	reference	to	her	

brother’s	kind,	helpful	and	comforting	nature.	In	contrast,	Hope’s	gratitude	stems	from	

the	resources	she	has	access	to	in	helping	her	to	cope	with	her	sister’s	meltdowns;	she	

speaks	about	the	value	of	her	pets	and	parent’s	affection	during	these	times.	Similarly,	

Mollie	also	shows	gratitude	for	her	parents,	friends	and	pets	and	how	she	feels	they	help	

her	when	her	brother	has	upset	her.	These	differing	accounts	epitomise	the	unique	and	

subjective	experiences	of	living	with	a	sibling	with	ASD.		

	

Interestingly,	Hope	was	the	only	participant	to	express	wishful	thinking	and	a	want	for	

change,	however,	these	feelings	appeared	so	strongly	that	it	was	deemed	important	to	

preserve	this	subordinate	theme.	Firstly,	Hope	feels	that	her	relationship	with	her	sister	

would	improve	if	she	did	not	have	ASD.	Secondly,	there	are	indications	that	she	is	fearful	

of	her	younger	brother	developing	similar	behaviours.	Lastly,	it	appears	that	she	would	

like	positive	changes	to	occur	in	relation	to	her	sister’s	aggressive	behaviours	and	how	

this	negatively	impacts	on	her	and	her	family.		

	

	

Hope,	Mollie	and	Nathan	identify	specific	stressors	that	negatively	impact	on	their	lives	

in	relation	to	living	with	a	sibling	with	ASD;	present	within	each	of	their	interviews	are	

the	 coping	 strategies	 they	 employ	 to	 help	 them	 to	 cope.	 All	 three	 participants	 make	

reference	to	engaging	in	calming	activities	with	examples	including	drawing	and	playing	

musical	 instruments.	 They	 also	 refer	 to	 technology	 being	 helpful,	 for	 example,	 Hope	

listens	to	music,	Mollie	uses	her	phone	and	Nathan	watches	television	or	YouTube	videos.	

Hope	and	Nathan	also	employ	their	own	internal	resources	to	deal	with	adversities.	Hope	

will	“lay	down	[…]	I	pretend	that	there’s	snow	coming	down	and	I	take	a	big	breath	in	and	

then	the	snow	goes	away	when	I	take	a	big	breath	out”.	Nathan	also	makes	reference	to	

lying	down	and	relaxing	in	his	bed.		

	

Hope	and	Mollie	place	high	importance	on	the	animals	in	their	households	and	how	they	

help	 them	 to	 cope	 with	 living	 with	 their	 siblings.	 For	 instance,	 both	 make	 several	

4.6.5.	Support	
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references	 to	 retreating	 to	 their	 rooms	 with	 their	 animals	 when	 they	 are	 upset.	

Contrastingly,	 the	 coping	 strategies	 Brooke	 employs	 are	 directly	 related	 to	 others’	

negative	attitudes	and	actions	towards	her	brother.	For	instance,	she	resorts	to	activities	

including	drawing	and	playing	the	violin	when	people	have	been	“mean”	to	him	or	label	

him	as	“weird”.	

All	 participants	 appear	 to	 place	 an	 emphasis	 on	 the	 importance	 of	 receiving	 social	

support	from	those	around	them	and	how	this	helps	them	to	live	with	a	sibling	with	ASD.	

Hope,	 Mollie	 and	 Nathan	 speak	 specifically	 about	 support	 from	 parents	 and	 friends	

during	 upset	 and	 adversities.	 Hope	 also	 regards	 extended	 family	 members	 and	 her	

babysitter	as	an	important	part	of	her	support	network	and	Mollie	draws	on	support	from	

her	teacher.	In	contrast,	Brooke	seeks	support	as	a	result	of	others’	negative	attitudes	and	

actions	 towards	her	brother,	 rather	 than	 in	helping	her	 to	meet	demands	of	having	a	

brother	with	ASD.	She	is	also	the	only	participant	to	express	appreciation	for	the	support	

she	receives	from	her	brother	specifically.	She	also	regards	parents,	friends,	teachers,	and	

family	friends	as	valuable	support	networks,	for	example,	when	peers	have	been	“mean”	

about	him.		

Identified	 strongly	 from	Hope’s	 and	Mollie’s	 accounts	 is	 a	need	 for	 respite	 from	 their	

siblings	with	ASD.	For	Hope,	spending	quality	time	with	family	members	away	from	her	

sister	is	highly	valued	along	with	having	quiet	time	and	space	to	retreat	to,	particularly	

when	her	sister	is	having	a	meltdown.	For	Mollie,	friends	and	parents	act	as	facilitators	

in	enabling	her	to	have	respite	by	for	example,	friends	chasing	her	brother	away	on	the	

playground,	 or	 her	 parents	 organising	 a	 birthday	 party	 without	 her	 siblings	 being	

present.	 Both	 participants	 also	 make	 reference	 to	 formal	 forms	 of	 support;	 Hope	

regarding	Forest	School	as	an	opportunity	to	“get	away”	if	“your	life	is	hard	sometimes”	

and	Mollie	mentions	how	Forest	school,	clubs	and	school	enable	her	to	have	time	away	

from	her	brother.	Nathan	also	expresses	a	need	for	respite	through	retreating	to	his	room,	

wanting	 ‘peace	 and	quiet’	 and	having	 times	when	his	brother	 is	 not	present.	 It	 is	 not	

surprising	that	Brooke	does	not	show	a	need	for	respite	from	her	brother,	considering	

she	gave	no	indications	of	employing	coping	mechanisms	or	wanting	support	 in	 living	

with	him.		
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4.7.	Chapter	summary	

	

In	this	chapter,	my	research	findings	were	firstly	presented	in	an	idiographic	manner	to	

prioritise	the	unique	and	subjective	accounts	and	experiences	of	living	with	a	sibling	with	

ASD.	Then,	shared	meaning	across	participants	was	explored	 in	an	attempt	to	capture	

convergence	and	divergence	across	cases.	The	next	chapter	will	provide	a	discussion	of	

the	research	findings	in	connection	with	the	original	research	questions	and	within	the	

wider	context	of	previous	research	and	professional	practice.			
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Chapter	5:	Discussion	
	

5.1.	Introduction	to	chapter	

	

In	 this	 chapter,	 I	 discuss	 the	 findings	 of	 the	 current	 research	 in	 relation	 to	 the	 three	

research	questions,	theory	and	the	pre-existing	literature	concerning	this	topic	that	was	

reviewed	in	Chapter	2.	Smith	el	al.	(2009,	p.	113)	add	that	“it	is	in	the	nature	of	IPA	that	

the	interview	and	analysis	will	have	taken	you	into	new	and	unanticipated	territory”	and	

thus,	some	additional	 literature	has	been	sought	 to	discuss	unforeseen	findings.	Then,	

how	my	findings	are	informed	by	theoretical	frameworks	will	be	discussed,	followed	by	

a	critique	of	the	research	and	assessment	of	 its	quality.	Later,	suggestions	for	areas	of	

future	research	will	be	discussed,	along	with	the	possible	 implications	 for	educational	

psychology	practice.	Finally,	a	summary	of	the	chapter	and	concluding	comments	will	be	

provided.		

	

5.2.	Addressing	the	research	questions	

 
The	current	study	aimed	to	explore	the	experiences	of	children	who	are	living	with	a	sibling	

with	a	diagnosis	of	ASD.	 This	 section	will	 address	 the	 three	 research	 questions	 of	 the	

current	study	by	discussing	the	findings	that	arose	from	the	four	interviews	in	light	of	the	

existing	literature.	

	

5.2.1.	Research	question	one:	What	are	children’s	understandings	of	ASD?	

In	the	present	study,	participants’	understandings	of	ASD	varied	significantly	between	

individuals,	with	all	demonstrating	an	awareness	of	associated	characteristics	to	varying	

degrees.	 Some	 characterised	 their	 knowledge	 and	understanding	 in	 terms	of	 social	 and	

communication	 difficulties	 and	 emotional	 regulation	 difficulties;	 others	 linked	 ASD	 to	

aggressive	 behaviours	 or	 increased	 intelligence.	 It	 should,	 however,	 be	 noted	 that	 the	

severity	of	the	characteristics	of	ASD	within	the	current	study	was	not	measured	and	thus,	

children’s	perceptions	and	understandings	of	the	condition	are	likely	to	vary	according	to	

such	factors.		
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Drawing	on	Piaget’s	(1929)	stages	of	cognitive	development	within	Glasberg’s	study	(2000),	

findings	 such	 as	 the	 above	 suggest	 that	 participants	within	 the	 current	 study	 sit	within	

either	 the	preoperational	or	concrete	operational	stage.	For	example,	Nathan’s	 focus	on	

attributing	intelligence	to	ASD	and	difficulties	elaborating	on	his	responses	suggests	that	

he	is	currently	in	the	preoperational	stage	of	development,	due	to	the	focus	on	one	feature	

of	 his	 brother’s	 ASD	 and	 current	 inability	 to	 relate	 this	 to	 other	 behaviours	 observed	

(Glasberg,	2000).	Whereas	Brooke,	Hope	and	Mollie	appear	to	possess	a	more	advanced	

understanding	 of	 ASD	 through	 their	 consideration	 of	 multiple	 characteristics	 and	

understanding	that	behaviours	are	a	form	of	communication.	This	suggests	that	they	are	

currently	 in	 the	concrete	operational	stage	of	development	 in	relation	to	understanding	

ASD.	Interestingly,	Nathan	is	one	of	the	youngest	participants,	aged	7	years	alongside	Hope,	

whereas	Brooke	and	Mollie	are	the	oldest,	aged	8	and	9	years	respectively.	It	could	be	said	

that	this	may	have	had	some	influence	on	their	differing	levels	of	understanding.	Nathan’s	

slower	 rate	 of	 understanding	 of	 ASD,	 Glasberg	 (2000)	 suggests,	 could	 be	 due	 to	 the	

condition	being	 less	 common	 than	 some	physical	 illnesses	or	a	more	abstract	nature	 to	

comprehend.		

Within	 the	 current	 study,	 there	 were	 also	 differences	 identified	 regarding	 siblings’	

perceptions	of	ASD.	Brooke	 demonstrated	 a	 particularly	 positive	 perception,	 speaking	

highly	about	her	brother	in	general	and	directly	attributing	his	caring	nature	to	ASD.	She	

also	talks	positively	about	him	being	‘different’	on	numerous	occasions,	suggesting	that	

she	 believes	 difference	 should	 be	 celebrated.	 These	 findings	 are	 in	 line	with	 those	 of	

Pavlopoulou	&	Dimitriou’s	(2019)	and	Gorjy	et	al.’s	(2017)	research.	In	contrast,	Hope	

and	Mollie’s	perceptions	of	ASD	appear	more	negative,	albeit	positive	views	were	also	

elicited.	Their	accounts	suggest	that	they	feel	people	with	ASD	are	at	a	disadvantage	and	

that	the	condition	acts	as	a	barrier	to	their	lives.	These	findings	are	similar	to	that	of	Sage	

&	Jegatheesan’s	(2010),	Petalas	et	al.’s	(2009)	and	Mascha	&	Boucher’s	(2006)	findings,	

which	document	both	positive	and	negative	perceptions	of	ASD.		

As	discussed	 in	Chapter	2,	Roeyers	and	Mycke	(1995)	 found	 that	 typically	developing	

siblings	 with	 a	 better	 knowledge	 and	 understanding	 of	 ASD	 had	 a	 more	 positive	

relationship	 with	 their	 sibling.	 To	 my	 knowledge,	 no	 studies	 have	 explored	 the	

association	 between	 perception	 of	 ASD	 and	 level	 of	 understanding	 of	 the	 condition.	

Closely	 related	 findings	are	evident	 in	Petalas	et	al.’s	 (2009)	and	Mascha	&	Boucher’s	
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(2006)	research	that	link	children’s	positive	perceptions	to	a	closer	sibling	relationship,	

which	in	turn,	have	positive	implications	on	adjustment	and	coping.	It	could	be	argued	

that	within	the	current	research,	Brooke’s	account	is	the	only	one	to	fully	support	such	

findings,	 through	 demonstrating	 a	 seemingly	 advanced	 understanding	 of	 ASD	 and	

generally	positive	perception	of	 the	condition	and	 the	sibling	 relationship.	Mollie	also	

clearly	values	her	relationship	with	her	brother	and	the	quality	time	she	spends	with	him;	

she	 demonstrates	 a	 mixed	 perception	 of	 ASD,	 describing	 both	 positive	 and	 negative	

experiences.		

To	summarise,	the	current	study	demonstrates	that	all	participants	have	an	understanding	

of	ASD	to	varying	degrees.	Characteristics	associated	with	the	condition	reported	include	

social	and	communication	difficulties,	emotional	regulation	difficulties,	a	lack	of	awareness	

of	danger	and	aggressive	behaviours,	to	name	a	few.	Perceptions	of	the	condition	range	from	

primarily	positive	to	principally	negative	and	for	some,	appear	to	influence	the	quality	of	

the	sibling	relationship.	All	 in	all,	as	mentioned	in	Chapter	2,	studies	have	indicated	that	

giving	 children	 information	 that	 is	 developmentally	 appropriate	 can	 support	 the	

development	 of	 resilience,	 and	 in	 turn,	 alleviate	 the	 impact	 of	 stressful	 experiences	

(Harris,	 1994).	 Further	 to	 this,	 sibling	 support	 groups	 have	 been	 found	 to	 increase	

children’s	knowledge	and	self-concepts	of	their	siblings’	ASD	(Smith	&	Perry,	2005).	Thus,	

it	seems	imperative	to	support	siblings	of	children	with	ASD	in	gaining	and	developing	an	

accurate	understanding	of	the	condition,	an	implication	for	professional	practice	that	will	

be	discussed	in	section	5.8.	

5.2.2.	Research	question	 two:	What	are	children’s	 individual	experiences	of	 living	with	a	

sibling	with	ASD?	

All	participants	recounted	positive	perceptions	and	experiences	associated	with	 living	

with	a	sibling	with	ASD	and	positive	descriptions	were	used	 to	varying	degrees	when	

talking	about	siblings.	Also,	all	participants	 identified	strengths	 they	 felt	 their	siblings	

possess	such	as	painting	skills	and	academic	ability.	This	is	congruent	with	Petalas	et	al.’s	

(2009)	 and	 (2012)	 studies	 whereby	 all	 participants	 expressed	 positive	 views	 and	

descriptions	of	their	siblings.	Some	participants	in	the	current	study	also	identified	their	

siblings’	skills	and	strengths	and	expressed	gratitude	for	what	they	have	learned	from	

them,	which	 supports	 that	 of	Macks	 and	Reeve’s	 (2007)	 study.	 Children’s	 accounts	of	
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quality	time	spent	with	their	siblings	with	ASD	in	the	past	were	also	identified	by	Macks	

and	Reeve,	which	supports	 the	current	study’s	 findings	whereby	 fond	memories	were	

reflected	upon.	Similarly,	 in	Mascha	&	Boucher’s	(2006)	study	when	participants	were	

asked	to	describe	the	best	 things	about	having	a	sibling	with	ASD,	responses	 included	

their	positive	personality	traits	and	having	fun	together.		

	

Three	 out	 of	 four	 participants	 in	 the	 current	 study	 directly	 attributed	 their	 siblings’	

strengths	 to	 ASD	 including	 mathematical	 ability,	 imagination	 and	 social	 and	 caring	

nature.	This	was	not	a	finding	present	in	the	existing	literature,	however	as	mentioned	

previously,	as	children	age,	their	understanding	of	how	ASD	affects	their	siblings	matures.	

They	use	concrete	or	operational	reasoning	depending	on	their	stage	of	development	to	

determine	the	implications	of	the	condition	and	evaluate	its	future	impact	by	drawing	on	

past	experiences	(Glasberg,	2000).	In	short,	findings	from	the	current	research	suggests	

that	 all	 siblings	 care	 for	 and	value	 their	 siblings	 and	 the	 relationships	 they	hold	with	

them;	a	finding	that	is	consistent	with	existing	literature	(Rivers	&	Stoneman,	2003).	As	

well	as	all	participants	reporting	positive	perceptions	and	experiences	regarding	having	

a	sibling	with	ASD,	all	participants	also	spoke	about	negative	experiences	and	challenges.	

These	will	now	be	discussed.		

	

As	illustrated	in	Chapter	2,	the	research	documenting	children’s	experiences	of	having	a	

sibling	 with	 ASD	 has	 highlighted	 a	 number	 of	 challenges	 and	 negative	 outcomes	

(Kaminsky	&	Dewey,	2001;	Orsmond	&	Seltzer,	2007a;	Rivers	&	Stoneman,	2003;	Ross	&	

Cuskelly,	2006).		

For	 Brooke	 and	 Hope,	 the	 challenges	 associated	 with	 living	 with	 a	 sibling	 with	 ASD	

centered	on	their	siblings’	aggressive	behaviours.	This	was	seen	to	have	a	stressful	impact	

on	their	day-to-day	lives,	resulting	in	a	range	of	negative	feelings	and	emotions.	This	is	

consistent	with	previous	research	whereby	participants	faced	adversities	as	a	result	of	

their	siblings’	aggressive	behaviour	(Mascha	&	Boucher,	2006;	Petalas	et	al.,	2009,	2012;	

Ross	&	Cuskelly,	2006).	In	Mascha	and	Boucher’s	(2006)	study,	twelve	out	of	fourteen	

participants	rated	aggressive	behaviour	as	the	most	prominent	negative	aspect	of	living	

with	 a	 sibling	 with	 ASD.	 Brooke	 also	 expressed	 how	 her	 brother’s	 unpredictable	

behaviour	can	have	a	negative	and	unsettling	influence	on	her	life,	which	is	supported	by	
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the	 work	 of	 Petalas	 et	 al.	 (2012).	 For	 Mollie,	 challenges	 were	 associated	 with	 her	

brother’s	rigid	behaviour	and	strong	need	to	follow	his	own	agenda.	This	is	similar	to	that	

stated	 by	 Ross	 &	 Cuskelly	 (2006)	 whereby	 participants	 spoke	 about	 their	 siblings’	

difficulties	 in	 coping	with	change	and	 the	challenging	behaviours	 that	 can	accompany	

this.		

Brooke	 and	 Mollie’s	 accounts	 indicate	 that	 their	 siblings’	 aggressive,	 unpredictable	

and/or	rigid	behaviours	have	a	negative	impact	on	the	family	unit	as	a	whole,	for	example,	

through	the	use	of	the	word	‘us’	when	describing	its	impact	and	descriptions	of	the	impact	

on	other	family	members.	These	findings	are	similar	to	Tsai	et	al.’s	(2018)	study	which	

explored	 experiences	 of	mothers	 and	 siblings	 of	 children	with	 autism	 in	 two	 cultural	

contexts,	Taiwan	and	the	UK.	Findings	suggest	that	participants	from	families	in	the	UK	

had	a	greater	awareness	and	understanding	of	their	parents’	stress	in	relation	to	having	

a	 child	with	 ASD.	 In	 the	 current	 study,	Mollie	 further	 illustrates	 an	 awareness	 of	 the	

negative	impact	on	her	family	through	her	accounts	of	the	whole	family	having	to	miss	

out	on	activities	due	to	her	brother’s	rigid	behaviour.	This	is	in	accordance	with	Petalas	

et	 al.’s	 (2009)	 study	with	 examples	 including	 a	 negative	 impact	 on	 quality	 time	 as	 a	

family,	perceived	restricted	opportunities	for	participants	and	how	particular	situations	

may	trigger	difficult	behaviours.	

Nathan	 was	 the	 only	 participant	 to	 not	 comment	 on	 the	 impact	 of	 his	 brother’s	

behaviours.	 Instead,	his	accounts	 suggest	he	 is	negatively	affected	by	a	 lack	of	 shared	

commonalities	 and	 interests	 with	 his	 brother,	 leading	 to	 feelings	 of	 a	 lack	 of	 sibling	

connectedness.	As	illustrated	in	Chapter	2,	this	is	consistent	with	Gillatt’s	(2007)	doctoral	

thesis	where	participants	expressed	a	‘deep	need’	for	a	relationship	with	their	siblings	

with	ASD,	despite	the	challenges	that	can	arise	from	this.	Similarly,	in	a	study	exploring	

sibling	 relationships	 of	 children	 with	 ASD	 compared	 to	 children	 with	 DS,	 siblings	 of	

children	 with	 ASD	 reported	 lower	 levels	 of	 intimacy	 and	 closeness	 than	 those	 with	

siblings	with	DS	(Kaminsky	&	Dewey,	2001).	Furthermore,	in	a	review	of	the	literature	

on	siblings	of	CYP	with	ASD,	Orsmond	and	Seltzer	(2007b)	identified	a	lack	of	closeness	

in	 the	 sibling	 relationship	when	one	 sibling	has	ASD,	 albeit	 acknowledged	 the	 limited	

research	on	this	topic.	
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In	summary,	all	participants	in	the	current	study	recounted	both	positive	perceptions	and	

experiences	and	negative	experiences	and	challenges	associated	with	living	with	a	sibling	

with	ASD.	This	supports	the	shift	 in	the	existing	 literature	discussed	in	Chapter	2	that	

portrays	a	more	balanced	perspective,	with	an	increasing	number	of	studies	noting	both	

the	positive	and	negative	outcomes	associated	with	living	with	a	sibling	with	ASD	(Angell	

et	al.,	2012;	Macedo	Costa	&	Pereira,	2019;	Mascha	&	Boucher,	2006).	It	is	felt	that	the	

current	study	contributes	to	this	research	by	providing	a	balanced	portrayal	of	children’s	

experiences	of	living	with	a	sibling	with	ASD	and	consequentially,	identifying	strengths,	

strategies	and	forms	of	support	that	support	these	children.		

Identified	 strongly	 from	 two	 of	 the	 four	 participants	 accounts	 was	 the	 differential	

treatment	 their	 siblings	 expect	 as	 a	 direct	 result	 of	ASD,	 and	 feelings	 of	 injustice	 and	

inequality	 that	 accompany	 this.	 Both	 Mollie	 and	 Nathan	 discuss	 how	 they	 feel	 their	

siblings	 use	 their	 diagnosis	 as	 a	 justification	 for	 engaging	 in	 specific	 behaviours,	 for	

example,	to	avoid	resolving	friendship	conflicts	or	to	ask	for	additional	privileges.	This	

appears	to	induce	feelings	of	irritation,	resentment	and	helplessness.	Within	the	existing	

literature,	differential	treatment	has	been	documented,	however,	this	has	focused	on	how	

parents’	treatment	and	expectations	differ	amongst	siblings	within	family	units	(McHale	

&	 Gamble,	 1989;	 McHale	 &	 Pawletko,	 1992;	 McHale	 et	 al.,	 2015).	 Similarly,	 some	

participants	 in	 Gillatt’s	 (2007)	 study	 expressed	 feelings	 of	 injustice	 as	 a	 result	 of	 the	

differential	 treatment	 they	 received,	 however,	 this	 was	 mainly	 related	 to	 how	 their	

parents	treated	them	compared	to	their	siblings	with	ASD.	In	a	study	exploring	the	sibling	

relationship	when	one	child	in	the	family	has	ASD,	Bachraz	and	Grace	(2009)	found	that	

participants	did	demonstrate	an	awareness	of	being	treated	differently	to	their	siblings,	

however	this	was	justified	through	their	acceptance	of	their	siblings	having	additional	

needs.	Also,	 in	 contrary	 to	 the	 current	 research,	 the	participants	 in	 this	 study	did	not	

express	resentment	towards	their	siblings,	nor	was	this	difference	deemed	negative.	This	

is	an	interesting	disparity	from	the	current	research;	it	is	worth	noting	that	participants	

in	Bachraz	and	Grace’s	(2009)	study	were	aged	between	four	and	seven	years	thus,	their	

level	of	understanding	of	ASD	and	feelings	and	emotions	that	accompany	this	are	likely	

to	differ.		
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Two	 of	 the	 four	 participants	 in	 the	 current	 study	 spoke	 about	 the	 impact	 of	 others’	

attitudes	and	actions	with	regards	to	their	siblings’	ASD.	For	Brooke,	this	impact	was	a	

negative	one,	whereby	she	expressed	a	range	of	negative	emotions,	conflict	in	friendships	

and	withdrawal	from	peers.	These	findings	are	in	accordance	with	the	existing	literature,	

whereby	others’	negative	attitudes	and	actions	towards	those	with	ASD	has	been	found	

to	 have	 a	 negative	 impact	 on	 their	 typically	 developing	 siblings	 (Petalas	 et	 al.,	 2009,	

2012).	Similarly,	participants	in	Opperman	&	Alant’s	(2003)	study	felt	that	other	people	

were	prejudiced	in	their	acceptance	of	their	siblings’	disabilities,	which	in	some	cases,	led	

them	to	feeling	lonely	and	isolated.	It	is	worth	noting	that	this	study	explored	the	coping	

responses	of	siblings	of	children	with	a	range	of	‘severe	disabilities’,	albeit	this	did	include	

ASD.	 Brooke	 also	 demonstrated	 an	 awareness	 of	 the	 implications	 of	 others’	 negative	

attitudes	on	her	brother	through	her	recognition	of	her	brother’s	concerns	that	others	

may	not	like	him	because	of	his	ASD.	This	finding	aligns	with	Moyson	&	Roeyers	(2011)	

who	 identified	 children’s	 strong	 concern	 for	 their	 siblings’	 wellbeing,	 particularly	

regarding	others’	acceptance	of	their	differences.	Similarly,	Angell	et	al.’s	(2012)	study	

identified	children’s	concerns	for	their	siblings	with	ASD,	for	example,	regarding	risk	of	

bullying	and	lack	of	friendships.			

	

In	contrast,	for	Hope,	others’	attitudes	and	actions	had	a	positive	impact	on	her	and	acted	

as	a	form	of	support.	This	is	portrayed	through	the	value	she	placed	on	feeling	understood	

by	others	and	sharing	her	feelings	and	experiences	with	those	in	similar	situations.	This	

is	in	line	with	findings	by	Moyson	&	Roeyers	(2011,	p.	49)	whereby	participants	placed	

importance	on	meeting	with,	listening	to	and	sharing	experiences	with	others	in	similar	

situations	 to	support	 them	“to	accept	 their	own	situation	and	at	 the	same	time	to	put	

things	 into	 perspective”.	 Similarly,	 Conway	 &	 Meyer	 (2008)	 found	 that	 siblings	 of	

children	with	ASD	have	a	need	to	be	reassured	that	they	are	not	alone	in	their	experiences	

and	to	share	experiences	with	those	in	similar	situations.	However,	despite	the	positive	

impact	Hope	perceives	others	have	on	her,	 she	 remains	guarded	and	 resistant	 to	 talk	

about	her	sister’s	condition	in	some	contexts.	This	parallels	that	of	Petalas	et	al.’s	(2009)	

and	 (2012)	 studies	 whereby	 participants	 refrained	 from	 discussing	 their	 siblings’	

diagnosis	for	various	reasons	including	through	fear	of	being	bullied	or	pitied.	All	in	all,	

disparities	in	the	findings	from	the	current	research	illustrates	the	layers	of	complexity	
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around	other’s	attitudes	and	actions	towards	those	with	ASD,	and	the	ways	in	which	this	

affects	siblings	of	children	with	ASD.		

All	 participants	 in	 the	 current	 study	 spoke	 about	 having	 a	 desire	 for	 control	 when	

speaking	 about	 their	 experiences	 of	 living	 with	 a	 sibling	 with	 ASD.	 Two	 out	 of	 four	

participants	indicated	a	power	imbalance,	expressing	that	their	siblings	hold	more	power	

in	the	sibling	relationship,	and	related	to	this,	led	to	feelings	of	a	lack	of	autonomy.	For	

Mollie,	 this	 power	 imbalance	 appeared	 to	 be	 related	 to	 her	 feeling	 a	 sense	 of	

responsibility	to	keep	her	brother	entertained	and	give	into	his	demands.	Her	perceived	

lack	of	autonomy	led	her	to	feeling	helpless	and	having	little	time	to	herself	to	“relax”.	

This	is	similar	to	that	stated	by	Dellve	et	al.	(2000,	p.	175)	whereby	participants	“were	

fighting	for	their	own	time,	space	and	attention”	and	sought	for	autonomy	over	their	own	

lives.	Additionally,	Braconnier	et	al.	 (2017)	 found	that	children	who	are	younger	 than	

their	siblings	with	ASD	can	experience	negative	feelings	related	to	feeling	compelled	to	

caring	 for	 an	older	 sibling.	 Identified	 strongly	 from	Nathan’s	 account	were	 feelings	of	

annoyance	 and	 resentment	 as	 a	 result	 of	 the	 power	 imbalance	 between	 him	 and	 his	

brother,	and	his	brother’s	attempts	at	trying	to	control	him.	This	is	consistent	with	the	

findings	 from	 Sage	 &	 Jegatheesan’s	 (2010,	 p.	 97)	 study,	 whereby	 one	 participant	

expressed	the	stress	he	experiences	as	a	direct	result	of	his	brother	attempting	to	control	

scenarios	and	“always	having	to	do	what	Joey	wanted	to	do”.		

	

As	 discussed	 in	 Chapter	 2,	 Beyer	 (2009)	 suggests	 that	 by	 not	 putting	 too	 much	

responsibility	on	children	in	caring	for	their	siblings	with	ASD,	the	sibling	relationship	

can	 be	 improved.	 In	 discussing	 their	 study’s	 limitations	 and	 suggestions	 for	 future	

research,	Corsano	et	al.	 (2016)	articulate	 that	adolescent	 typically	developing	siblings	

become	 more	 aware	 of	 the	 difficulties	 their	 siblings	 with	 ASD	 face,	 along	 with	 the	

differences	 between	 their	 own	 experiences	 and	 autonomy	 compared	 to	 others	 with	

siblings	with	ASD.	They	suggest	that	support	groups	focus	on	helping	them	to	balance	

supporting	 their	 sibling	 and	 family	whilst	 retaining	 personal	 autonomy.	 As	 discussed	

later	 in	 section	 5.8,	 EPs	 have	 the	 appropriate	 skills	 and	 knowledge	 to	 deliver	 such	

programmes,	thus	this	finding	may	have	implications	for	EP	practice.		
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Within	the	superordinate	theme	‘desire	for	control’,	three	participants	raise	the	issue	of	

there	being	a	feeling	of	pressure	to	relinquish	their	own	wants	and/or	needs	for	their	

siblings’.	For	Brooke,	it	appears	that	she	feels	pressure	to	follow	her	brother’s	agenda	in	

an	 attempt	 to	 avoid	 behaviours	 that	 she	 finds	 unsettling.	 This	 echoes	 the	 feelings	 of	

unwanted	pressure	expressed	by	some	participants	in	Gorjy	et	al.’s	(2017)	study	when	

accompanied	by	feelings	of	responsibility	for	their	siblings	with	ASD.	Mollie’s	feelings	of	

pressure	 were	 also	 related	 to	 her	 brother’s	 behaviour	 which	 she	 found	 unsettling,	

specifically	physical	aggression.	This	is	similar	to	that	stated	by	Ross	&	Cuskelly	(2006)	

whereby	51%	of	participants	employed	resignation	as	a	coping	strategy	in	response	to	

their	siblings’	aggressive	behaviours.	Although	the	term	‘resignation’	was	not	elaborated	

upon	further	in	the	study,	it	appears	that	participants	accepted	these	behaviours	to	some	

degree,	despite	them	being	undesirable.		

	

Hope	was	the	only	participant	to	express	emotional	conflict	and	feelings	of	guilt	when	she	

chose	not	to	comply	with	her	sister’s	demands.	This	relates	to	findings	from	Hoskinson’s	

(2011)	 doctoral	 thesis,	 which	 described	 participants	 as	 having	 “a	 sense	 of	 eternal	

pressure”	related	to	their	siblings’	aggressive	behaviours,	which	resulted	in	them	feeling	

continually	unsettled.	One	participant	reported	the	difficulties	he	faced	when	attempting	

to	balance	meeting	the	demands	of	living	with	a	sibling	with	ASD	with	his	own	personal	

goals	 including	 increasing	 personal	 autonomy.	 This	 demonstrates	 the	 strong	 and	

sometimes	 complex	 feelings	 and	 emotions	 that	 children	 can	 experience	 as	 a	 result	 of	

living	with	a	sibling	with	ASD.	It	also	clearly	shows	the	possible	longer-term	implications	

on	one’s	own	wants,	needs	and	goals	in	life.			

	

Interestingly,	despite	Nathan’s	discussions	regarding	a	power	 imbalance	 in	 the	sibling	

relationship	 and	 subsequent	 feelings	 of	 a	 lack	 of	 autonomy,	 feelings	 of	 pressure	 to	

relinquish	his	own	wants	and/or	needs	for	his	brother’s	were	not	identified.	One	possible	

reason	for	this	could	be	due	to	the	absence	of	aggressive	and/or	unsettling	behaviours	

discussed	in	his	account,	thus,	no	feelings	of	pressure	related	to	avoiding	the	triggering	

of	such	behaviours.	Also,	as	discussed	in	section	5.5.,	regarding	the	richness	of	interviews,	

Nathan’s	responses	were	shorter	and	less	elaborated	upon	than	others’.	
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A	 finding	 that	was	 identified	 from	participants’	 accounts	was	 that	 their	 acceptance	of	

their	siblings’	ASD	seemed	to	be	on	a	continuum,	ranging	from	positive	acceptance,	to	

wishing	for	change.	Hope’s	accounts	portrayed	a	strong	sense	of	acceptance	of	her	own	

life,	despite	the	adversities	she	experiences.	Nathan	demonstrated	the	least	acceptance	

through	his	awareness	of	his	brother’s	more	challenging	behaviours	and	need	to	follow	

his	 own	 agenda,	 and	 in	 relation	 to	 this,	 attempts	 to	 avoid	 the	 triggering	 of	 these	

behaviours.	These	 findings	are	 in	 line	with	Petalas	et	al.’s	 (2009,	p.	393)	study,	which	

identified	typically	developing	siblings’	“divergent	attitudes”	towards	their	brothers	with	

ASD,	 with	 some	 expressing	 positive	 acceptance	 of	 their	 circumstances,	 and	 others	

wanting	change.	The	majority	of	participants	in	the	current	study	appeared	to	portray	

contradictory	 feelings	about	 their	acceptance	of	 their	 siblings,	primarily	 in	 relation	 to	

their	difficult	behaviours.	This	discord	demonstrates	the	complex	and	dynamic	nature	of	

children’s	experiences	and	the	ways	in	which	they	cope	with	adversities.		

Two	of	the	four	participants	in	the	current	study	also	demonstrated	a	sense	of	acceptance	

about	the	caring	roles	they	had	adopted	in	supporting	their	siblings,	which	is	consistent	

with	 the	research	mentioned	 in	Chapter	2	 (Cridland	et	al.,	2016;	Corsano	et	al.,	2016;	

Petalas	et	al.,	2009;	Pavlopoulou	&	Dimitriou,	2019).	The	implications	of	these	additional	

roles	 and	 responsibilities	 on	 children’s	 wellbeing	 is	 not	 yet	 clear,	 with	 some	 studies	

indicating	negative	effects	(Petalas	et	al.,	2009;	Macks	&	Reeve,	2007;	Orsmond	&	Seltzer,	

2007a)	and	others	with	nil	effects	(Kaminsky	&	Dewey,	2002,	2001).	This	suggests	that	

further	 research	 is	 needed	 to	 better	 understand	 the	 implications	 of	 these	 additional	

duties	on	siblings	of	children	with	ASD.	Brooke,	Hope	and	Mollie	also	express	a	sense	of	

gratitude,	which	resonated	differently	for	each	participant,	from	feelings	of	gratitude	for	

their	siblings’	kind	and	supportive	nature,	to	being	grateful	for	the	resources	and	social	

support	 available	 in	 supporting	 them	 with	 living	 with	 a	 sibling	 with	 ASD.	 A	 study	

identified	in	the	existing	literature	with	similar	findings	is	that	of	Petalas	et	al’s	(2009)	

whereby	some	participants	demonstrated	gratitude	for	the	skills	they	have	learned,	such	

as	acquiring	a	better	understanding	of	ASD	and	how	to	care	for	people	with	the	condition.		

The	last	theme	that	was	identified	for	one	participant,	Hope,	within	the	superordinate	

theme	‘acceptance’	was	that	of	wishful	thinking	and	a	want	for	change.	Hope	felt	that	her	

relationship	with	her	sister	would	improve	if	she	did	not	have	ASD.	This	finding	parallels	

with	that	of	Petalas	et	al.’s	(2012)	whereby	several	participants	reported	wishing	that	
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their	siblings	did	not	have	the	condition	or	characteristics	associated	with	it.	This	is	also	

consistent	with	the	findings	of	Ross	&	Cuskelly	(2006)	whereby	wishful	thinking	was	a	

coping	strategy	commonly	used	by	participants	in	response	to	their	siblings’	aggressive	

behaviours,	suggesting	a	strong	desire	for	change.		

	

In	 summary,	 considering	 the	 research	 question	 ‘What	 are	 children’s	 individual	

experiences	 of	 living	 with	 a	 sibling	 with	 ASD?’,	 all	 participants	 in	 the	 current	 study	

recounted	 both	 positive	 and	 negative	 thoughts,	 experiences	 and	 memories.	 All	

participants	 spoke	 about	 having	 a	 desire	 for	 control	 when	 speaking	 about	 their	

experiences	 of	 living	 with	 a	 sibling	 with	 ASD,	 whether	 that	 be	 related	 to	 a	 power	

imbalance	in	the	sibling	relationship,	a	lack	of	autonomy	or	pressure	to	relinquish	one’s	

own	wants	 or	 needs	 for	 a	 sibling’s.	 Analysis	 also	 indicates	 that	 participants	 are	 on	 a	

continuum	of	acceptance	of	living	with	a	sibling	with	ASD	that	varies	considerably.	

5.3.3.	Research	question	three:	What	supports,	if	any,	would	children	like	to	help	them	with	

living	with	a	sibling	with	ASD?	

Hope,	Mollie	and	Nathan	identified	specific	stressors	that	negatively	impact	on	their	life	

in	relation	to	living	with	a	sibling	with	ASD	and	employed	a	range	of	coping	strategies	to	

help	 them	 to	 cope.	 This	 is	 consistent	 with	 the	 literature	 identifying	 common	 coping	

strategies	 that	 siblings	 employ	 to	manage	 adversities	 and	 adapt	 to	 their	 experiences	

(Gorjy	et	al.,	2017;	Ross	&	Cuskelly,	2006).		

	

A	 prominent	 strategy	 used	 in	 the	 current	 study	 was	 that	 of	 engagement	 in	 calming	

activities	 including	 calming	 thoughts,	 lying	 down,	 relaxing	 and	 drawing.	 This	 relates	

closely	to	the	findings	of	Ross	and	Cuskelly	(2006)	whose	study	sought	to	explore	sibling	

issues,	 adjustment	 and	 coping	 strategies	 of	 siblings	 of	 children	 with	 ASD.	 Findings	

indicate	that	the	most	frequently	used	coping	strategy,	specifically	in	response	to	siblings’	

aggressive	behaviour,	was	that	of	emotional	regulation.	This	was	felt	to	be	a	significant	

finding	 considering	 emotional	 response	 to	 their	 siblings’	 aggressive	 behaviours	 was	

typically	anger.	The	authors	consider	whether	this	is	due	to	participants’	awareness	of	

the	influence	of	aggressive	behaviours	on	their	own	levels	of	anger,	and	therefore	employ	

emotional	regulation	techniques	to	manage	this.	Although	anger	was	not	an	emotional	

response	identified	in	the	current	study,	several	participants	spoke	emotively	about	the	
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negative	emotions	they	experience	as	a	result	of	living	with	a	sibling	with	ASD.	It	could	

be	agreed	that	they	have	an	awareness	of	the	potential	emotional	impact	on	themselves	

and	thus	make	attempts	to	regulate	their	emotions.		

Hope,	 Mollie	 and	 Nathan	 make	 reference	 to	 technology	 being	 helpful	 in	 helping	 to	

comfort	and	manage	adversities	related	to	living	with	a	sibling	with	ASD.	Although	Ross	

&	Cuskelly’s	(2006)	study	does	not	make	reference	to	technology	specifically,	it	did	find	

that	81%	of	participants	used	distraction	as	a	coping	strategy.	 It	could	be	agreed	that	

engaging	 in	activities	 including	 listening	to	music	and	watching	television	 is	a	 form	of	

distraction	 for	 participants	 in	 the	 current	 study.	 Hope	 and	 Mollie	 also	 place	 high	

importance	on	the	animals	in	their	households	and	how	they	support	them	in	living	with	

their	siblings.	This	aligns	with	Latta	et	al.’s	(2013)	study	that	employed	photo	elicitation	

to	explore	the	lives	of	children	living	with	siblings	with	ASD.	The	second	most	common	

‘non-people’	photographs	taken	by	50%	of	participants	were	of	animals.		

As	 discussed	 in	 Chapter	 2,	 Aronson	 (2009)	 emphasises	 the	 importance	 of	 siblings	 of	

children	with	ASD	developing	coping	strategies	to	support	with	the	adversities	they	may	

encounter.	 It	has	also	been	argued	 that	developing	 these	coping	strategies	 supports	a	

more	positive	sibling	relationship	between	typically	developing	siblings	and	siblings	with	

ASD	(Orsmond	&	Seltzer,	2007a).	Overall,	there	is	a	dearth	of	recent	research	concerning	

children’s	coping	strategies	and	thus,	this	may	be	an	important	area	to	explore	to	further	

understand	the	support	that	children	may	need.	

All	participants	in	the	current	study	placed	an	emphasis	on	the	importance	of	receiving	

social	support	from	those	around	them	and	how	this	helps	them	to	live	with	a	sibling	with	

ASD.	 Support	 sought	 included	 that	 from	 parents,	 extended	 family	 members,	 friends,	

teachers	and	babysitters.	As	illustrated	in	Chapter	2,	several	studies	have	explored	social	

support	in	relation	to	children	who	have	a	sibling	with	ASD	(Aronson,	2009;	Kaminsky	&	

Dewey,	2002;	Lovell	&	Wetherell,	2016;	Moyson	&	Roeyers,	2011;	Tomeny,	et	al.,	2018).		

	

All	participants	in	the	current	study	spoke	about	informal	support,	although	formal	forms	

of	support	were	mentioned	by	two	participants	in	relation	to	needing	respite,	which	will	

be	discussed	later.	As	with	Kaminsky	and	Dewey’s	(2002)	findings,	siblings	in	the	current	

study	appeared	to	be	well	supported	by	those	around	them.	Aronson	(2009)	states	that	
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siblings	 need	opportunities	 to	 express	 their	 needs	 and	 concerns	 and	understand	 that	

these	feelings	are	natural,	given	the	context.	It	could	be	agreed	that	participants	in	the	

current	study	have	access	to	such	opportunities	through	the	support	they	receive	from	

those	close	to	them.		

	

As	mentioned	in	Chapter	2,	there	are	indications	that	siblings	of	children	with	ASD	who	

receive	 support	 from	 others,	 particularly	 close	 friends	 and	 parents,	 have	 alleviated	

depressive	symptoms	(Kaminsky	&	Dewey,	2002).	Although	the	current	study	did	not	

seek	 to	 measure	 such	 symptoms,	 it	 could	 be	 agreed	 that	 the	 close	 social	 networks	

reported	by	all	siblings	act	as	a	protective	factor	in	dealing	with	adversities	in	life.	As	with	

the	subordinate	theme	‘coping	strategies’,	Brooke	sought	support	as	a	result	of	others’	

negative	attitudes	and	actions	towards	her	brother,	rather	than	in	helping	her	to	meet	

demands	of	having	a	brother	with	ASD.	She	is	the	only	participant	to	express	appreciation	

for	the	support	she	receives	from	her	brother	specifically.	This	was	not	a	finding	present	

in	 the	 existing	 literature,	 although	 having	 another	 typically	 developing	 sibling	 in	 the	

family	has	been	suggested	to	act	as	a	form	of	support	(Petalas	et	al.,	2009).		

	

For	two	participants,	there	was	a	strong	sense	of	a	need	for	respite	from	their	siblings	

with	ASD.	For	Mollie,	parents	and	friends	acted	as	facilitators	in	enabling	her	to	receive	

respite.	Similarly,	Hope	valued	spending	quality	time	with	family	members	away	from	

her	sister.	This	 is	 in	accordance	with	findings	from	Moyson	and	Roeyers	(2011,	p.	50)	

study	whereby	 it	was	 important	 for	 children	 to	have	 their	own	 friends	separate	 from	

those	of	their	siblings’	and	that	friends	helped	them	to	““forget”	that	they	have	a	sibling	

with	 ASD”.	 Furthermore,	 Beyer	 (2009)	 suggests	 that	 one	way	 to	 improve	 the	 sibling	

relationship	 is	 to	 provide	 siblings	 with	 regular	 opportunities	 for	 quality	 time	 with	

parents,	 without	 their	 sibling	 with	 ASD	 present.	 Present	 within	 Hope	 and	 Nathan’s	

accounts	was	the	importance	of	having	quiet	time	and	space	to	retreat	to,	often	their	own	

bedrooms.	These	findings	echo	that	of	Ross	&	Cuskelly’s	(2006)	and	Gorjy	et	al.’s	(2017)	

research	whereby	social	withdrawal	was	a	coping	strategy	commonly	used	in	response	

to	 siblings’	 aggressive	 and/or	 challenging	 behaviours.	 Similarly,	 some	 participants	 in	

Angell	et	al.’s	(2012)	study	sought	respite	from	their	siblings	by,	for	example,	retreating	

to	their	rooms	and	engaging	in	isolated	activities.		
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Two	 participants	 in	 the	 current	 study	 also	made	 reference	 to	 formal	 forms	 of	 social	

support	 they	receive	 that	are	particularly	useful	 for	providing	them	with	respite	 from	

their	 siblings	 with	 ASD.	 Examples	 include	 that	 of	 Forest	 School,	 clubs	 and	 school	 in	

general.	For	Hope,	the	value	she	placed	on	Forest	School	seemed	to	be	related	to	others,	

mainly	 adults,	 recognising	 her	 need	 for	 additional	 support	 and	 being	 receptive	 and	

understanding	of	her	 feelings;	 these	are	needs	also	 identified	by	Aronson	 (2009).	For	

Mollie,	having	time	away	from	her	brother	was	highly	valued,	which	enabled	her	to	spend	

more	time	with	her	friends.	As	mentioned	previously,	 this	supports	the	 literature	that	

acknowledges	the	importance	of	respite	(Gorjy	et	al.’s,	2017;	Ross	&	Cuskelly,	2006)	and	

support	 from	 close	 friends	 (Lovell	 &	Wetherell,	 2016;	 Moyson	 &	 Roeyers,	 2012).	 As	

discussed	in	Chapter	2,	there	are	a	growing	number	of	studies	that	explore	the	impact	

and/or	effectiveness	of	sibling	support	groups	(Lock	and	Finstein,	2009;	Smith	&	Perry,	

2005).	Participants	in	the	current	study	did	not	make	reference	to	this	form	of	support.	

This	 is	 interesting	considering	such	support	being	available	 in	the	LA	(as	discussed	 in	

Chapter	1).	Perhaps,	as	mentioned	earlier,	due	to	siblings	in	the	current	study	appearing	

to	 be	 well	 supported	 already,	 there	 has	 not	 been	 a	 need	 to	 explore	 formal	 forms	 of	

support	such	as	these.		

	

All	in	all,	in	answer	to	the	research	question	‘What	supports,	if	any,	would	children	like	

to	help	them	with	living	with	a	sibling	with	ASD’,	participants	in	the	current	study	spoke	

in	 detail	 about	 the	 support	 they	 currently	 have	 including	 the	 coping	 strategies	 they	

employ	 and	 the	 informal	 social	 support	 available	 to	 them.	 Regarding	 support	 that	

participants	do	not	currently	have	or	would	like	more	of,	the	subordinate	theme	‘a	need	

for	respite’	depicts	this	well.	All	but	one	participant	expressed	the	value	they	place	on	

receiving	respite	and	two	reported	wanting	more	respite	at	times.	In	summary,	findings	

indicate	that	all	participants	feel	they	are	well	supported	with	living	with	a	sibling	with	

ASD.		

	

5.4.	 The	 application	 of	 theoretical	 frameworks	 for	 understanding	 the	 findings	 of	 the	

current	study		

As	discussed	in	Chapter	2,	my	thinking	was	guided	throughout	the	research	process	by	

two	 system-based	 theories.	 The	 current	 research	 is	 informed	 by	 ecological	 systems	
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theory	(Bronfenbrenner,	1979)	whereby	siblings	sit	within	multiple	systems	of	a	family,	

and	 relationships	 both	 directly	 and	 indirectly	 influence	 development.	 As	 mentioned	

previously,	a	child	with	ASD	will	have	bidirectional	influences	on	all	members	of	a	family	

system	(Cridland	et	al.,	2013),	which	is	supported	by	the	findings	of	the	current	study.	

Brooke	 and	 Mollie’s	 accounts	 indicate	 that	 their	 siblings’	 aggressive,	 unpredictable	

and/or	 rigid	behaviours	have	 a	negative	 impact	 on	 the	 family	unit	 as	 a	whole.	Mollie	

further	 illustrates	 this	 through	 recounting	her	 family	having	 to	miss	out	on	activities.	

Furthermore,	the	current	research	highlights	the	importance	of	children’s	microsystems	

and	exosystems	 in	 supporting	 them	with	 living	with	a	 sibling	with	ASD.	For	example,	

references	 were	 made	 to	 the	 importance	 of	 social	 support	 from	 family,	 friends	 and	

teachers,	and	formal	support	through	school	and	extracurricular	activities.		

Many	 of	 the	 themes	 that	 were	 identified	 from	 findings	 of	 the	 current	 research	 are	

reflective	of	family	systems	theory	(Bowen,	1978).	Three	key	aspects	of	family	systems	

theory	 have	 been	 identified	 that	 are	 particularly	 pertinent	 to	 the	 current	 research:	

adaptability,	 cohesion	 and	 communication	 (Olson	 et	 al.,	 1983).	 These	 will	 now	 be	

discussed	sequentially.		

Adaptability	refers	to	the	ability	of	family	members	to	“change	its	power	structure,	role	

relationships,	 and	 relationship	 rules	 in	 response	 to	 situational	 and	 developmental	

stress”.	 The	 adaptability	 of	 participants	 in	 the	 current	 study	 was	 clearly	 identified	

through	the	negative	experiences	and	challenges	described	and	the	support	they	sought	

to	help	them	in	living	with	a	sibling	with	ASD.	Cohesion	describes	the	level	of	emotional	

bonding	between	family	members	(Olson	et	al.,	1983).	Findings	from	the	current	study	

indicate	that	cohesion	between	participants	and	their	siblings	are	diverse	and	complex.	

For	 instance,	whilst	 there	 are	 indications	 that	Nathan	has	 feelings	 of	 a	 lack	 of	 sibling	

connectedness,	others	such	as	Brooke	shared	primarily	positive	accounts	of	the	sibling	

relationship.	

Lastly,	 effective	 communication	 within	 families	 is	 considered	 critical	 to	 successful	

adaptations	within	a	system	(Munton	&	Reynolds,	1995).	

A	balanced	family	is	identified	as	having	a	strong	connection	within	the	system	

but	not	to	the	level	of	enmeshment	and	are	required	to	be	fairly	adaptable,	but	
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these	 factors	 are	 heavily	 impacted	 by	 the	 level	 of	 communication	 within	 the	

system	(Olson	et	al.,	1983,	p.	14).	

In	consideration	of	this	quote,	in	the	current	study	Hope	makes	reference	to	her	sister’s	

difficulties	 in	 communicating	her	wants	 and	needs	 and	 regulating	her	 emotions,	with	

indications	that	she	has	an	understanding	that	behaviour	 is	a	 form	of	communication.	

Several	participants	also	discuss	the	difficulties	that	can	arise	in	interacting	with	their	

siblings	 as	 a	 result	 of	 their	 aggressive	 and/or	 rigid	 behaviours.	 Munton	 &	 Reynolds	

(1995)	state	 that	 families	considered	more	balanced	are	able	 to	cope	with	adversities	

more	effectively.	Interestingly,	Brooke’s	descriptions	of	her	relationship	and	engagement	

with	her	brother	were	seen	to	be	the	most	positive	compared	to	other	participants,	and	

she	is	identified	as	seeking	the	least	support.	This	highlights	the	complex	and	dynamic	

nature	 of	 siblings’	 subjective	 experiences	 of	 living	 with	 a	 sibling	 with	 ASD,	 and	 how	

various	factors,	contexts	and	systems	may	influence	these	experiences.		

5.5.	A	critique	of	the	research	

 

This	section	will	provide	a	critique	of	the	current	research	by	considering	what	I	feel	the	

study’s	main	strengths	and	limitations	are	and	in	turn,	determine	what	could	have	been	

done	differently.		

5.5.1.	Methodology	

Firstly,	a	strength	of	this	study	is	suggested	to	be	the	utilising	of	IPA	for	its	methodology,	

as	it	seeks	to	make	sense	of	individuals’	lived	experiences	(Smith,	2011),	which	was	in	

accordance	with	 the	 aim	of	 the	 current	 research.	However,	 a	 limitation	of	 IPA	 is	 that	

whilst	 it	 provides	 rich	descriptions	of	 individuals’	 experiences,	 it	 does	not	 explore	 its	

origins	or	causes,	or	in	other	words	why	the	experience	took	place.	“Phenomenological	

research	describes	and	documents	 the	 lived	experiences	of	participants	but	 it	does	not	

attempt	to	explain	it”.	It	has	been	argued	that	if	we	wish	to	fully	understand	participants’	

experiences,	we	must	consider	what	gave	rise	to	them	to	begin	with	(Willig,	2013,	p.	95).	

A	further	potential	limitation	of	selecting	IPA	as	a	methodology	is	its	subjective	nature	

and	the	impact	this	has	on	its	rigour	and	validity.	Due	to	its	focus	on	interpretation	on	the	

part	 of	 the	 researcher,	 it	 is	 likely	 that	 another	 researcher	with	 the	 same	 data	would	
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analyse	it	differently.	Also,	whilst	there	are	a	set	of	prescribed	stages	of	analysis	to	follow,	

Smith	et	al.	(2009,	p.	80)	state	that	these	are	open	to	interpretation,	with	“no	clear	right	

or	 wrong	 way”,	 thus	 raising	 further	 questions	 about	 its	 validity.	 However,	 I	 have	

attempted	to	address	this	possible	limitation	by	being	transparent	about	my	position	as	

a	researcher	and	about	each	stage	of	the	research	process	(see	section	5.6.3.).	Also,	as	

stated	in	Chapter	3,	IPA	acknowledges	the	researcher’s	interpretative	role	through	the	

process	of	hermeneutics	 in	an	attempt	 to	understand	and	make	sense	of	participants’	

experiences	and	meaning	making	(Smith	&	Osborn,	2008).	

5.5.2.	Homogeneity	

A	main	 strength	 identified	 in	 the	 current	 research	 is	 the	 homogeneity	 of	 participants	

involved.	Participants	were	recruited	from	two	schools	within	one	LA,	and	each	of	their	

siblings	with	ASD	happened	to	be	1-3	years	older	than	them.	Originally,	I	aimed	to	recruit	

participants	 within	 the	 age	 range	 of	 7-11	 years.	 However,	 through	 the	 purposive	

sampling	process,	the	final	four	participants	happened	to	be	in	the	age	range	of	7-9	years.	

This	could	be	seen	as	a	further	strength	as	it	narrows	the	developmental	age	range	and	

thus,	the	homogeneity	of	the	sample.	Previously,	consideration	has	not	always	been	given	

to	 this	 particular	 methodological	 factor,	 with	 several	 studies,	 for	 example,	 grouping	

together	siblings	from	childhood	through	to	adolescence	(Angell	et	al.,	2012;	Gillatt,	2007;	

Latta	et	al.,	2013;	Mascha	&	Boucher,	2006).	

5.5.3.	Generalisation	

Whilst	the	homogeneity	of	participants	is	considered	a	strength,	the	current	research	is	

of	small	scale,	with	a	sample	of	four	participants	from	two	schools	within	one	LA.	This,	in	

addition	to	the	study	adopting	a	qualitative	research	paradigm,	has	been	considered	as	a	

limitation	with	regards	to	 its	generalisability	(Atkinson,	2017;	Smith,	2017).	However,	

Smith	(2017,	p.	137)	states	that	claiming	qualitative	research	lacks	generalisability	is	a	

misunderstanding	and	that	“generalisations	can	be	made	from	qualitative	research,	but	

just	 not	 in	 the	 same	 way	 as	 quantitative	 results	 are”. Smith	 	 makes	 the	 point	 that	

qualitative	 research	does	 lack	generalisability	when	applied	 to	 statistical-probabilistic	

generalisability,	which	involves	inferring	the	results	from	a	sample	and	applying	it	to	a	

population,	and	that	doing	so	is	problematic	for	a	number	of	reasons.		
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Firstly,	it	is	deemed	inappropriate	to	apply	to	qualitative	research,	primarily	due	to	it	not	

fitting	with	the	ontological	and	epistemological	positions	of	much	qualitative	research	

(Smith,	2017).	Secondly,	it	has	been	argued	that	this	type	of	generalisation	clashes	with	

the	purpose	of	qualitative	research	itself	as	discussed	by	Lewis	et	al.	(2014):	

Qualitative	 research	cannot	be	 generalised	 on	 a	 statistical	 basis	 –	 it	 is	 not	 the	

prevalence	 of	 particular	 views	 or	 experiences,	 not	 the	 extent	 of	 their	 location	

within	parts	of	the	sample,	about	which	inferences	can	be	drawn.	Nor,	of	course,	

is	 this	 the	 objective	 of	 qualitative	 research.	 Rather,	 the	 value	 of	 qualitative	

research	is	in	revealing	the	breadth	and	nature	of	the	phenomena	under	study.	

(p.	351).	

There	are	however	numerous	other	types	of	generalisability	that	are	deemed	appropriate	

to	apply	to	qualitative	research.	The	two	deemed	most	relevant	to	the	current	study	will	

now	be	discussed:	

o Transferability	is	a	type	of	generalisation	that	is	underpinned	by	the	ontological	

and	 epistemological	 views	 that	 multiple	 realities	 exist	 and	 acquisition	 of	

knowledge	 is	 subjective.	 Tracy	 (2010)	 states	 that	 transferability	 involves	 the	

ability	to	transfer	findings	to	other	settings,	which	can	be	facilitated	by	providing	

rich	descriptions	of	participants’	experiences.	It	could	be	agreed	that	professionals	

working	 with	 siblings	 of	 children	 with	 ASD	 in	 other	 settings	 may	 be	 able	 to	

transfer	the	findings	of	the	current	study	to	support	this	group.	

o Theoretical	generalisation	refers	to	findings	that	are	linked	to	a	theory	or	concept	

to	help	make	sense	of	the	world	and	people’s	lives	(Smith,	2017).	As	the	current	

research	 is	 informed	by	ecological	systems	theory	(Bronfenbrenner,	1979)	and	

Family	 Systems	 Theory	 (Bowen,	 1978)	 and	 many	 of	 the	 themes	 that	 were	

identified	from	findings	are	reflective	of	these	theories,	this	type	of	generalisation	

is	relevant	to	apply.	It	is	important	to	note	that	it	is	the	theories	and/or	concepts	

that	are	generalisable,	not	the	populations	or	contexts	(Smith,	2017).			

5.5.4.	Data	collection	

Due	 to	 the	 widely	 recognised	 limitations	 of	 semi-structured	 interviews	 (Brocki	 &	

Wearden,	2006),	particularly	when	conducted	with	children	(Westcott	&	Littleton,	2006),	
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I	utilised	the	creative	method	DWT	to	elicit	the	voices	of	the	children	within	the	current	

study.	 Despite	 believing	 that	 employing	 this	 child-friendly	 activity	 during	 interviews	

would	be	a	strength	of	the	research,	upon	reflection,	it	felt	to	be	superfluous,	as	discussed	

in	my	reflective	journal	(Appendix	Q).	All	participants	seemed	comfortable	and	capable	

to	express	their	views	verbally,	without	the	need	for	additional	creative	methods.	Veale’s	

(2005,	p.	14)	research	exploring	different	forms	of	children’s	drawings	identified	younger	

children	as	finding	it	most	challenging	to	combine	numerous	drawings	into	one	narrative.	

Also,	 the	 author	 acknowledges	 that	 this	 form	 of	 creative	 method	 “may	 not	 suit	 all	

children”.	 Upon	 reflection,	 I	 wonder	 whether	 the	 abstract	 concept	 of	 ASD,	 and	

participants’	experiences	in	relation	to	this,	was	simply	easier	to	explain	verbally	than	in	

drawn	or	written	form.	Also,	perhaps	I	underestimated	the	participants’	articulation	and	

eloquence,	despite	their	relatively	young	ages.			

There	was	variability	in	the	data	collected,	with	some	interviews	being	richer	than	others.	

Nathan	in	particular,	seemed	to	find	it	most	challenging	opening	up	to	me.	His	responses	

were	shorter	than	the	others’	and	seemed	to	find	it	difficult	to	elaborate	on	his	responses	

at	times,	despite	my	use	of	open-ended	questions.	Despite	this,	due	to	factors	such	as	the	

initial	meeting	to	build	rapport	with	participants,	the	creative	element	of	the	interview	

and	a	generally	relaxed	environment,	I	feel	that	all	four	participants	could	discuss	their	

experiences	openly	and	honestly.		

Finally,	 a	 potential	 limitation	 of	 the	 current	 research	 is	 that	 it	 only	 considers	 the	

experiences	of	siblings.	Whilst	this	could	be	viewed	as	a	strength	in	that	there	is	a	dearth	

of	 literature	 exploring	 siblings’	 self-reports	 specifically,	 (Hastings	&	 Petalas,	 2014),	 it	

could	 be	 agreed	 that	 incorporating	 a	 multi-perspectival	 design	 with	 different	

stakeholders,	 such	 as	 parents	 and	 teachers,	 may	 further	 our	 understanding	 of	

individuals’	experiences	of	ASD.		

5.6.	Quality	criteria	for	qualitative	research	

	

There	are	ongoing	discussions	within	the	field	of	qualitative	research	regarding	how	to	

effectively	assess	its	quality.	Smith	et	al.	(2009)	highlights	the	difficulties	associated	with	

using	 criteria	 used	 for	 assessing	 reliability	 and	 validity	 of	 quantitative	 research	with	

qualitative	studies	and	the	need	for	qualitative	research	to	be	evaluated	in	a	way	that	is	
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appropriate	to	the	research	paradigm.	In	the	following	section	I	will	aim	to	assess	the	

quality	of	the	current	study	by	considering	four	broad	principles	as	outlined	by	Yardley	

(Yardley,	2000).	This	particular	approach	was	selected	due	to	its	accessible	nature	and	

its	focus	on	assessing	psychological	research	specifically.		

5.6.1.	Sensitivity	to	context	

I	sought	to	show	sensitivity	to	context	in	numerous	ways.	Firstly,	careful	consideration	

was	 given	 to	 the	 existing	 literature	 on	 the	 topic,	 which	 is	 demonstrated	 through	 a	

narrative	review	of	the	literature	(see	Chapter	2).	Searches	were	conducted	at	various	

points	to	ensure	that	no	critical	sources	were	overlooked,	and	additional	literature	was	

introduced	 in	 the	 discussion	 to	 ensure	 that	 the	 findings	 were	 related	 to	 relevant	

literature.	 Secondly,	 the	 social	 context	 of	 the	 relationship	 between	 researcher	 and	

participants	was	 considered,	 particularly	 during	 the	 data	 collection	 and	 data	 analysis	

stages.	For	example,	I	aimed	to	respond	appropriately	to	participants’	verbal	and	non-

verbal	contributions	without	being	too	obtrusive	or	disruptive	of	the	flow	of	dialogue,	as	

discussed	 in	 my	 reflective	 journal	 (Appendices	 Q	 &	 R).	 Leudar	 and	 Antaki	 (1996)	

highlight	the	importance	of	researchers	responding	to	participants	in	such	ways	to	gain	

a	deeper	understanding	of	 the	 specific	meanings	behind	 their	 communication.	This	 is	

consistent	with	the	methodology	employed	in	the	current	study,	IPA,	and	its	seeking	of	

understanding	 participants’	 lived	 experiences	 and	 the	 meanings	 they	 attach	 to	 them	

through	 “a	 process	 of	 engagement	 and	 interpretation	 on	 the	 part	 of	 the	 researcher”	

(Smith,	 2011,	 p.	 10).	 During	 data	 analysis,	 I	 considered	 the	 social	 context	 of	 the	

relationship	by	thoroughly	immersing	oneself	in	the	data	and	by	presenting	findings	with	

verbatim	quotes	from	participants’	accounts	to	show	sensitivity	and	transparency	to	the	

data.		

5.6.2.	Commitment	and	rigour		

Yardley	(2000,	p.	221)	states	that	commitment	refers	to	“prolonged	engagement”	with	a	

topic.	 I	 feel	 that	 this	engagement	was	sustained	by,	 for	example,	being	attentive	 to	all	

participants	 and	 ensuring	 they	 were	 comfortable	 during	 interviews.	 Also,	 a	 personal	

commitment	was	made	to	fully	immerse	oneself	in	the	data.	In	reference	to	rigour,	or	the	

thoroughness	of	 the	study,	 I	applied	 inclusion	criteria	 to	 identify	participants	so	as	 to	
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provide	an	appropriate	sample	for	the	research	questions	in	hand.	I	also	demonstrates	

rigour	 in	 the	 thorough	 and	 systematic	 analysis	 process	 of	 IPA	 and	 by	 considering	 its	

philosophical	underpinnings	throughout.		

5.6.3.	Transparency	and	coherence	

I	aimed	to	provide	coherence	of	the	study	by	upholding	the	intentions	of	the	initial	aim	of	

the	research:	to	explore	the	experiences	of	primary	school	pupils,	aged	between	7	and	11	

years,	who	are	living	with	a	sibling	with	a	diagnosis	of	ASD.	It	is	felt	that	the	nature	of	this	

topic	is	consistent	with	the	underlying	principles	of	IPA	and	the	method	of	data	collection	

and	 analysis	 undertaken.	 Endeavours	 were	 also	 made	 to	 apply	 transparency	 to	 the	

research	by	making	each	stage	of	the	research	process	as	clear	to	the	reader	as	possible.	

Information	including	ethical	approval,	information	sheets,	consent	forms	and	interview	

schedules	 can	 be	 accessed	 in	 the	 appendices.	 Also,	 a	 reflective	 journal	 describes	 my	

thoughts	and	experiences	at	various	points	on	the	journey	of	completing	this	research	

(please	see	Appendices	Q	&	R).			

5.6.4.	Impact	and	importance		

Smith	et	al.’s	(2009,	p.	183)	description	of	Yardley’s	(2000)	final	principle	 ‘impact	and	

importance’	 encapsulates	 its	 purpose	 well;	 “However	 well	 a	 piece	 of	 research	 is	

conducted,	 a	 test	 of	 its	 real	 validity	 lies	 in	 whether	 it	 tells	 the	 reader	 something	

interesting,	important	or	useful”.	I	believe	that	the	current	study	has	contributed	to	the	

dearth	of	research	concerning	typically	developing	siblings’	experiences	of	living	with	a	

sibling	with	ASD.	Ten	studies	were	identified	as	hearing	the	voices	of	siblings	exclusively	

through	general	experiences	and	perceptions	and	provided	what	could	be	considered	as	

a	balanced	perspective	of	siblings’	experiences.	Significantly,	I	understand	that	this	is	the	

first	 study	 within	 the	 UK	 context	 to	 employ	 the	 DWT	 creative	 method	 alongside	

interviews	within	this	topic	area.	The	only	other	identified	was	an	American	case	study	

that	 aimed	 to	 explore	 the	 topic	within	 the	 context	 of	 two	 culturally	 different	 families	

(Asian	American	and	European	American)	(Sage	&	Jegatheesan,	2010).	I	also	consider	the	

wider	implications	of	the	findings	in	supporting	children	living	with	siblings	with	ASD	

and	how	this	can	be	facilitated	by	EPs;	see	section	5.8.	
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5.7.	Suggestions	for	future	research	

The	 present	 study	 has	 revealed	 areas	 of	 research	 in	 which	 I	 feel	 further,	 and	 more	

detailed	consideration	and	exploration	are	warranted.	Examples	of	potential	areas	 for	

future	research	will	now	be	discussed.		

Firstly,	I	acknowledge	the	small-scale	of	the	current	study	and	that	the	research	is	placed	

within	 the	 context	 of	 two	mainstream	 primary	 schools	within	 one	 LA.	 Completion	 of	

similar	studies	with	larger	samples	completed	in	other	localities	are	likely	to	be	beneficial	

in	further	exploring	children’s	experiences	of	living	with	a	sibling	with	ASD.		

Secondly,	 as	 discussed	 in	 the	 limitations	 section,	 this	 study	 only	 considers	 the	

experiences	of	typically	developing	siblings.	A	multi-perspectival	study	could	explore	the	

views,	perceptions	and	experiences	of	other	 family	members,	 including	 the	child	with	

ASD	themselves.	Qualitative	data	collection	methods	seem	appropriate	to	gather	these	

unique	and	subjective	accounts,	however,	using	numerous	qualitative	methods	for	the	

same	participant,	such	as	photo	elicitation,	drawings	and	diaries,	are	 likely	 to	provide	

more	in-depth	and	detailed	findings.		

Thirdly,	as	stated	by	Petalas	et	al.	(2009),	there	is	a	dearth	of	research	exploring	typically	

developing	 siblings’	 experiences	 and	 access	 to	 support.	Despite	 the	 fact	 that	 this	was	

explored	 within	 the	 current	 research,	 responses	 focused	 primarily	 on	 the	 informal	

support	that	participants	already	have.	Thus,	additional	research	could	further	explore	

both	formal	and	informal	forms	of	support	that	siblings	have,	but	also,	what	they	perceive	

they	want	and	need,	but	may	not	currently	have	access	to.	Also,	children’s	developmental	

stages	 should	 be	 carefully	 considered	 when	 exploring	 support	 and	 interventions,	 as	

specific	 types	 of	 support	 can	 be	 received	 differently	 within	 different	 age	 groups	 and	

developmental	stages	(Glasberg,	2000;	Evans	et	al.,	2001).	Petalas	et	al.	(2009,	p.	395)	

state	 that	 providing	 typically	 developing	 siblings	 with	 information	 early	 on	 that	

encourages	 positive	 experiences	 and	 perceptions,	 can	 have	 “lasting	 effects”	 on	 their	

relationships	 and	 psychological	 adjustments,	 thus,	 I	 deem	 this	 a	 salient	 area	 to	

investigate	further.			

Lastly,	a	further	suggestion	would	be	to	explore	the	role	of	the	EP	in	supporting	siblings	

of	 children	 with	 ASD.	 As	 mentioned	 previously,	 the	 EP	 role	 involves	 supporting	 and	
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improving	outcomes	 for	CYP	and	their	 families	(Frederickson,	2013)	and	assessments	

must	consider	“The	circumstances	in	which	children	and	young	people	and	their	families	

are	living	and	functioning”	(BPS,	2015,	p.	4).	Therefore,	it	could	be	agreed	that	EPs	are	

well	positioned	to	work	in	a	preventative	way	to	promote	early	identification	of	the	needs	

of	siblings	of	children	with	ASD,	as	they	work	closely	with	their	families	whom	require	

support.	

5.8.	Implications	for	professional	practice	

	

A	key	 rationale	 for	undertaking	 this	 research	 study	was	 to	 increase	understanding	of	

children’s	 experiences	 of	 living	 with	 a	 sibling	 with	 ASD	 and	 provide	 practical	

recommendations	that	could	potentially	inform	practice.	It	is	felt	that	the	findings	from	

the	 current	 study	 are	 particularly	 relevant	 to	 educational	 psychology	 practice	 on	 a	

number	of	grounds.	Firstly,	EPs	are	 in	a	unique	position	to	offer	support	and	improve	

outcomes	 for	 CYP	 and	 their	 families	 (Frederickson,	 2013)	 through	 the	 executing	 of	

training,	 research,	 assessment,	 consultation	 and	 intervention.	 Additionally,	 EPs	 have	

been	identified	as	working	dynamically	at	a	number	of	different	levels	(Fallon	et	al.,	2010;	

SEED,	2002),	all	of	which	could	potentially	influence	the	lives	of	children	with	siblings	

with	ASD:	

	

o Organisational/Systemic	level	–	for	example,	through	influencing	a	school	or	LA.		

o Group	level	–	such	as	with	a	family	or	class	group.	

o Individual	level	–	including	direct	involvement	with	CYP.	

In	 this	 section,	 I	will	 use	 these	 three	 levels	of	working	as	 a	 framework	 to	discuss	 the	

implications	of	this	study	for	EPs	and	how	they	can	help	educational	settings	and	LAs	to	

support	children	living	with	siblings	with	ASD.	Implications	of	the	Covid-19	pandemic	for	

professional	practice	will	also	be	discussed	in	brief	at	the	end	of	this	section.		

5.8.1.	Systemic	level	

It	is	suggested	that	EPs	could	raise	awareness	about	children’s	experiences	of	living	with	

a	sibling	with	ASD	to	services	across	education,	health	and	social	care.	Focusing	on	the	

support	that	children	have,	but	also	what	they	feel	they	need,	may	enable	practitioners	
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to	identify	gaps	in	support	and	explore	ways	to	fill	these.	Considering	the	review	of	the	

literature	revealed	a	dearth	of	research	related	to	the	views	of	siblings	specifically,	it	is	

likely	that	practitioners	have	a	limited	understanding	of	this	area.		

	

EPs	are	well	equipped	and	positioned	within	the	LA	to	offer	training	around	children’s	

experiences	 of	 living	 with	 a	 sibling	 with	 ASD.	 A	 distinct	 contribution	 could	 be	made	

through,	for	example,	in-service	education	and	training	(INSET)	or	twilight	sessions	to	

schools.	 The	 LA	 in	 which	 the	 current	 research	 was	 conducted	 also	 runs	 a	 parenting	

programme	 throughout	 the	 year	 for	 parents	 of	 CYP	 with	 ASD.	 It	 aims	 to	 develop	

understanding	of	the	condition	and	how	to	effectively	support	needs.	I	co-ran	one	of	these	

courses	 in	my	second	year	of	 training;	upon	 reflection,	 it	 is	 felt	 that	 this	would	be	an	

optimal	 opportunity	 to	 discuss	 the	 children’s	 needs	 and	 experiences	 alongside	 their	

brothers’	and	sisters’	with	ASD.	In	fact,	during	the	points	in	the	sessions	that	parents	were	

encouraged	to	discuss	their	experiences	with	one	another,	typically	developing	siblings’	

wellbeing	was	raised	as	a	concern	on	multiple	occasions,	 in	reference	to	the	impact	of	

them	having	a	sibling	with	ASD.		

5.8.2.	Group	level	

EPs	have	a	responsibility	to	care	for	CYP	and	keep	them	safe	and	thus,	it	could	be	argued,	

should	 be	 aware	 of	 groups	 of	 individuals	 around	 those	 with	 SEND,	 including	 that	 of	

typically	developing	siblings.	EPs	are	well	placed	to	draw	on	perspectives	including	the	

ecosystemic	model	(Molnar	&	Lindquist,	1989)	whereby	behaviours	are	viewed	as	having	

a	reciprocal	influence	on	one	another	and	the	ecological	model	whereby	events	should	

not	be	considered	in	isolation	from	their	context	(Bronfenbrenner,	1979;	Lewin,	1935).	

Family	Systems	Theory	(Bowen,	1978)	is	also	an	important	theory	to	draw	upon	based	

on	its	emphasis	on	considering	individuals’	behaviours	within	the	context	of	the	wider	

family	unit.	By	learning	more	about	the	relationships	of	various	subsystems,	it	is	likely	

that	 EPs	 will	 be	 better	 equipped	 to	 support	 families	 living	 with	 children	 with	 ASD,	

including	 siblings,	 and	 in	 turn,	 guide	 other	 practitioners	 in	 doing	 so.	 EPs	 could	 also	

engage	 in	 consultation	 (Nolan	&	Moreland,	 2014;	Wagner,	 1995)	 to	 support	 typically	

developing	siblings	and	their	families	in	living	with	a	child	with	ASD.	This	involvement	

could	 develop	 understanding	 of	 the	 condition	 and	 help	 them	 to	 develop	 strategies	 to	

manage	difficult	experiences.		
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5.8.3.	Individual	level	

The	review	of	the	literature	in	the	current	study	revealed	a	number	of	studies	that	sought	

to	understand	typically	developing	siblings’	experiences	of	having	a	sibling	with	ASD,	but	

sought	views	from	parents	(Hastings,	2003)	or	practitioners	(Dempsey	et	al.,	2011;	Ross	

&	Cuskelly,	2006).	This	 led	to	a	discussion	about	the	importance	of	eliciting	children’s	

voices	directly,	which	is	supported	by	key	legalisation	(DfE,	2014a;	DfE,	2014b).	EPs	are	

regarded	 as	 appropriately	 placed	 to	 elicit	 the	 views	 of	 CYP	 in	 a	 neutral	manner	 and	

include	 them	 in	 SEN	 processes	 (DfEE,	 2000)	using	 a	 wide	 range	 of	 strategies	 and	

techniques	 (Harding	 &	 Atkinson,	 2009).	 For	 example,	 personal	 construct	 psychology	

(PCP)	 tools	 such	 as	 Drawing	 the	 Ideal	 School	 (Moran,	 2001,	 p.	 600)	 not	 only	 offers	

opportunities	 to	 elicit	 the	 voices	 of	 children	 but	 helps	 one	 to	 “understand	 the	 child’s	

unique	perspective	on	life	through	the	careful	use	of	questions	and	extremely	sensitive	

note	of	the	child’s	answers.”	(Moran,	2001).	Giving	children	a	forum	in	which	they	can	be	

heard	could	encourage	them	to	discuss	both	the	positive	and	negative	aspects	of	living	

with	a	sibling	with	ASD	and	further	our	understanding	of	how	we	can	support	them.		

EPs	 are	 suitably	 positioned	 to	 apply	 psychological	 theory	 to	 deliver	 support	 and	

interventions	for	typically	developing	siblings	who	may	be	experiencing	adversities	 in	

relation	to	living	with	a	sibling	with	ASD.	In	a	survey	of	UK	EP	practice,	Atkinson	et	al.	

(2012)	 found	 that	 ninety-two	 percent	 of	 participants	 reported	 using	 therapeutic	

interventions,	 the	most	 commonly	used	being	PCP,	 cognitive	behavioural	 therapy	and	

solution	 focused	 brief	 therapy.	 Considering	 the	 changing	 context	 of	 educational	

psychology	services,	with	many	moving	to	traded	models	of	service	deliveries,	Winward	

(2015)	 suggests	 that	 a	 traded	 service	 can	 in	 fact	 create	more	opportunities	 for	direct	

work	and	interventions	including	therapeutic	work.	As	the	service	in	which	the	current	

research	was	conducted	has	recently	become	traded,	this	is	a	positive	finding	in	relation	

to	 typically	 developing	 siblings’	 access	 to	 support.	 	 Furthermore,	 studies	 indicate	 that	

providing	 children	 with	 developmentally	 appropriate	 information	 (Harris,	 1994).	 and	

access	 to	 support	 groups	 (Smith	&	 Perry,	 2005)	 can	have	beneficial	 outcomes.	Thus,	 it	

seems	imperative	to	support	children	in	gaining	and	developing	an	accurate	understanding	

of	ASD	in	a	developmentally	appropriate	way.	It	could	also	be	agreed	that	EPs	possess	the	

appropriate	 knowledge	 and	 skill	 set	 to	 support	 children	 in	 developing	 their	 level	 of	

understanding	of	ASD	through,	for	example,	formal	support	programmes.		
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5.8.4.	Covid-19	pandemic	

Due	to	the	exceptional	circumstances	of	the	Covid-19	pandemic,	it	would	be	disingenuous	

not	 to	comment	on	 its	significance	and	 implications	on	professional	practice	and	also,	

siblings	 of	 children	 with	 ASD	 themselves.	 Clearly,	 the	 pandemic	 has	 had	 a	 profound	

impact	on	education	and	the	near-total	closure	of	schools.	Thinking	about	how	this	has	

affected	 the	 lives	 of	 children	 living	 with	 siblings	 with	 ASD,	 this	 will	 have	 led	 to	

unprecedented	 changes	 for	most.	 It	 is	 useful	 to	 consider	 this	 this	 from	 an	 ecological	

systems	perspective,	(Bronfenbrenner,	1979)	whereby	relationships	within	families	and	

across	 systems	 have	 both	 direct	 and	 indirect	 influences	 on	 one	 another.	 Siblings	 are	

having	to	adapt	to	significant	changes,	for	example,	little	to	no	contact	with	those	within	

their	microsystem	such	as	school	and	extended	family,	and	a	hiatus	in	support	within	the	

exosystem,	such	as	extracurricular	clubs.	It	is	also	likely	that	the	dynamics	of	a	family	unit	

are	likely	to	change	as	a	result	of	this,	having	an	impact	on	all	family	members	including	

both	 typically	 developing	 siblings	 and	 those	 with	 ASD.	 Additionally,	 the	 momentous	

restrictions	 imposed	 on	 us	 from	 the	 macrosystem,	 including	 the	 government,	 will	

undoubtedly	affect	all	areas	of	our	lives	and	the	ways	we	interact	with	those	around	us.	

We	must	be	mindful	about	not	only	the	impact	of	this	on	typically	developing	siblings,	but	

also	those	with	additional	needs	including	those	with	ASD.		

	

In	a	report	exploring	the	work	of	EPs	in	light	of	the	pandemic,	the	AEP	(2020)	suggest	

that	EPs	are	well	placed	to	make	best	endeavours	to	reduce	the	impact	of	Covid-19	upon	

vulnerable	groups.	Part	of	their	role	will	be	supporting	families	and	educational	settings	

remotely	 during	 the	 lockdown	 period	 and	 working	 closely	 with	 settings	 upon	 full	

reopening.	For	some,	this	is	likely	to	include	critical	incidents,	including	the	death	of	key	

individuals	from	the	virus.	EPs’	psychological	knowledge,	skills	and	training	mean	that	

they	are	“ideally	placed”	to	support	families	and	educational	settings	in	the	event	of	such	

incidents	(NCC,	2018,	p.	1).		

	

5.9.	Chapter	summary	and	concluding	points	

	

This	 chapter	 discussed	 the	 findings	 of	 the	 current	 research	 in	 relation	 to	 the	 three	

research	 questions	 and	 the	 pre-existing	 literature	 concerning	 this	 topic.	 Theoretical	
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frameworks	and	strengths	and	limitations	of	the	current	research	were	then	discussed	

along	with	an	assessment	of	its	quality.	Lastly,	suggestions	for	areas	of	future	research	

were	provided,	followed	by	possible	implications	for	professional	practice.		

This	 small-scale	 qualitative	 research	 highlighted	 a	 need	 to	 provide	 a	 more	 balanced	

perspective	of	children’s	positive	and	negative	experiences	of	living	with	a	sibling	with	

ASD.	A	dearth	of	research	was	identified	related	to	the	views	of	siblings	specifically,	which	

emphasised	a	need	to	advocate	for	their	voices	to	be	heard	by	gaining	their	perspectives	

more	thoroughly.	Consequentially,	it	was	felt	that	identifying	the	strengths,	strategies	and	

forms	of	support	of	siblings	of	children	with	ASD	may	go	some	way	to	promoting	positive	

outcomes	 for	 these	 children.	Thus,	 the	aim	of	 the	 current	 research	was	to	explore	the	

experiences	of	primary	school	pupils,	aged	between	7	and	11	years,	who	are	living	with	a	

sibling	with	ASD.	Adopting	an	interpretative	phenomenological	approach	in	this	research	

provided	 valuable	 insights	 into	 the	 four	 participants	 lives,	 taking	 into	 account	 their	

unique	narratives	and	the	convergence	and	divergence	across	cases.	

To	conclude,	this	research	has	highlighted	the	complex	and	dynamic	nature	of	siblings’	

subjective	 experiences	 of	 living	 with	 a	 sibling	 with	 ASD,	 their	 understanding	 of	 the	

condition	and	the	supports	they	feel	they	require.	This	is	a	relatively	under-researched	

area	 and	 it	 is	 felt	 that	 by	 hearing	 the	 voices	 of	 siblings	 directly,	 this	 research	 has	

contributed	to	the	small	number	of	studies	that	have	endeavoured	to	hear	the	voices	of	

siblings	 of	 children	 with	 ASD	 exclusively.	 The	 research	 holds	 implications	 for	 the	

educational	psychology	profession,	with	EPs	being	uniquely	placed	to	offer	support	and	

improve	outcomes	for	CYP,	including	siblings	of	children	with	ASD.	A	reflective	account	

is	 provided	 to	 portray	 my	 experiences	 of	 completing	 this	 research	 (please	 refer	 to	

Appendices	Q	&	R).		
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Appendix	A:	Literature	review	strategy	

	

I	chose	to	conduct	a	narrative	as	opposed	to	a	systematic	review	of	the	literature.	Cronin	

et	al.	(2008,	p.	39)	define	a	systematic	review	as	a	tool	to	apply	“explicit	and	rigorous	

criteria	to	identify,	critically	evaluate	and	synthesise….all	the	published	and	unpublished	

studies	relating	to	a	particular	subject	area”.	Systematic	reviews	call	for	an	audit	trail	of	

all	stages	of	the	process	including	procedures,	selection	criteria	and	decisions	made	by	

the	 researcher,	 which	 means	 it	 is	 replicable,	 transparent	 and	 aims	 to	 minimise	 bias	

through	its	thorough	approach	to	searching	of	the	literature	(Cook	et	al.,	1997).	However,	

systematic	reviews	have	been	criticised	for	their	suitability	of	application	to	qualitative	

research	studies.	It	has	been	considered	more	appropriate	for	use	by	researchers	who	

adopt	a	positivist	epistemological	position,	typically	employing	deductive,	quantitative	

studies.	 Thus,	 this	 did	 not	 compliment	 my	 position,	 as	 this	 research	 adopts	 an	

interpretative	 approach	 (Bryman,	 2012).	 Additionally,	 as	 narrative	 reviews	 aim	 to	

generate	understanding,	as	opposed	to	accumulate	knowledge	(Bryman,	2012),	I	felt	that	

a	 narrative	 review	 fit	 well	 with	 methodological	 orientation,	 particularly	 IPA’s	

philosophical	underpinnings.	

		

Cronin	et	al.	(2008,	p.	38)	define	a	narrative	review’s	main	purpose	as	summarising	and	

critiquing	 literature	 “to	 provide	 the	 reader	 with	 a	 comprehensive	 background	 for	

understanding	 current	 knowledge”	 and	 is	 considered	 useful	 in	 identifying	

inconsistencies	and	gaps	in	research.	They	have	also	been	identified	as	broader	in	scope	

than	 systematic	 reviews	 (Bryman,	 2012).	 However,	 due	 to	 researchers	 being	 able	 to	

select	inclusion	and	exclusion	criteria,	which	may	not	be	clearly	stated,	Yuan	and	Hunt	

(2009)	argue	that	the	subjectivity	in	articles	selected	is	a	critical	weakness	of	narrative	

searches	 that	 can	 lead	 to	 researcher	 bias.	 I	 remained	mindful	 of	 this	 throughout	 the	

literature	search	process	and	continually	revisited	the	research’s	aim	and	questions	to	

carefully	consider	the	sources	deemed	relevant	for	this	study.		

I	began	my	literature	search	by	searching	the	following	electronic	literature	databases	

for	 peer-reviewed	 journals,	 dissertations	 and	 theses;	 PsycINFO,	 Education	 Resources	

Information	Center	(ERIC),	Electronic	Theses	Online	Service	(EThOS)	and	Google	Scholar.	

I	also	searched	journals	relevant	to	the	topic	such	as	the	British	Journal	of	Educational	
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Psychology,	 Child	 and	 Adolescent	 Mental	 Health	 and	 the	 Journal	 of	 Autism	 and	

Developmental	Disorders.	Government	legislation	was	accessed	through	the	Department	

for	 Education	 website	 and	 internet	 searches	 were	 conducted	 to	 consider	 relevant	

government	 legislation,	 policies	 and	 agendas,	 and	 to	 access	 any	 additional	 sources	

including	 books	 and	 grey	 literature.	 I	 also	 used	 the	 ‘snowballing’	 technique	 to	 find	

literature	relevant	to	the	topic.	Snowballing	is	a	search	approach	that	involves	using	the	

reference	 list	 of	 relevant	 sources	 to	 identify	 additional	 sources	 (Ridley,	 2013).	

Greenhalgh	and	Peacock	(2005,	p.	1064)	state	that	it	is	an	effective	way	of	locating	“high	

quality	sources	in	obscure	locations”.	

The	 keywords	 used	 in	 searches	 included:	 Autis*,	 ASD,	 ASC,	 sibling,	 brother,	 sister,	

understand*,	 perception,	 experience,	 liv*	 and	 support.	 The	 literature	 search	 was	

repeated	at	different	points	between	November	2019	and	July	2020	in	the	hope	to	include	

as	much	of	the	relevant	research	as	possible.	
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Appendix	B:	Ethical	approval	email	

	

Thursday	25/04/2019	

To:	Sarah	Bland	

Cc:	SPS	Ethics	Applications	Mailbox	

	

Dear	Sarah	

		

Thank	you	for	submitting	your	application	to	the	SPS	REC	regarding	the	following	study:	

	

Children’s	experiences	of	having	a	sibling	with	Autistic	Spectrum	Disorder:	an	interpretative	

phenomenological	analysis	(paper	ref.	SPSREC/18-19/017)		

	

	

Thank	 you	 for	 responding	 so	 fully	 to	 the	 SPS	 REC	 comments	 regarding	 the	 project	

above.		Please	take	this	email	as	confirmation	of	ethical	approval	from	the	SPS	REC.	

		

If	you	require	a	formal	letter	of	approval,	please	contact	Hannah	Blackman.	

		

I	hope	your	research	goes	really	well.		Please	do	let	me	know	if	your	project	changes,	you	

may	need	an	amendment	to	your	ethical	approval.	

		

With	very	best	wishes.	

		

Beth	Tarleton	
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Appendix	C:	Script	for	SENCOs	

							 	
	

Research	 Study	 Information	 for	 SENCOs	

	

Dear	SENCo,	

	

Please	could	you	ensure	that	the	inclusion	criteria	below	are	met	before	reading	this	script	

to	parents/carers.		

Inclusion	Criteria	

o Participating	siblings	are	between	the	ages	of	7	and	11	years	of	age.	

o Participating	siblings	have	a	brother	or	sister	diagnosed	with	ASD	and	no	additional	

needs/disabilities.	

o Participating	 siblings	 have	 no	 additional	 needs	 and	 are	 neurotypically	 developing	

(they	do	not	have	a	diagnosis	of	autism	or	any	other	 intellectual	or	developmental	

differences).	

o Participating	siblings	have	to	be	living	with	their	brother	or	sister	with	ASD	and	their	

parents/carers.	

………………………………………………………………………………………………	

Script	for	SENCos	to	Introduce	Research	Study	to	Parents	

o The	researcher’s	name	is	Sarah	Bland	and	she	is	a	Trainee	Educational	Psychologist.	

This	 means	 that	 she	 works	 in	 partnership	 with	 schools,	 families	 and	 other	

professionals	 to	help	children	and	young	people	 to	achieve	 their	 full	potential	and	

support	 schools	 to	 improve	 pupils’	 learning	 experiences.		
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o As	part	of	her	doctoral	training	at	the	University	of	Bristol,	she	is	conducting	a	thesis	

that	hopes	to	explore	the	experiences	of	children	with	a	sibling	with	Autistic	Spectrum	

Disorder	 (ASD).	 This	 includes	 exploring	 their	 perceptions	 of	 ASD,	 exploring	

relationships	 within	 the	 family	 and	 what	 support	 they	 have	 and	 may	 like.	

	

o Many	 previous	 studies	 have	 relied	 on	 parent/carer	 or	 teacher	 reports	 to	 try	 to	

understand	the	experiences	of	siblings,	instead	of	obtaining	information	from	siblings	

themselves.	 Thus,	 this	 study	 aims	 to	 give	 siblings	 an	 opportunity	 to	 share	 their	

experiences	and	enable	us	to	hear	their	voice.	The	research	also	aims	to	provide	the	

Local	Authority	with	a	better	understanding	of	their	experiences	of	having	a	sibling	

with	 ASD	 and	 how	 to	 support	 them	 with	 living	 with	 them.		

	

o If	you	would	like	to	know	more	about	this	study,	there	are	information	sheets	here	

for	you	and	your	child	to	read	through.	If	you	would	like	to	know	more,	Sarah	would	

be	able	to	visit	you	at	home	or	school,	with	you	and	your	child,	and	answer	any	of	your	

questions.		
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Appendix	D:	Child	information	sheet	

	

	
	

Hello,	

	

My	name	is	Sarah	and	I	am	doing	a	research	study	that	I	hope	you	may	like	

to	take	part	in.	I	am	interested	in	finding	out	about	what	it	is	like	to	have	a	

brother	or	sister	with	Autism	and	things	that	do	and	may	help	you	with	living	

with	them.		

	

	

What	will	happen	if	you	take	part?	

	

I	will	visit	you	in	school	and	ask	you	to	take	part	in	an	interview.	We	will	do	some	drawing	

activities	together	and	I	will	ask	you	some	questions.	

	

I	will	take	photos	of	your	drawings	record	what	

we	say	so	that	I	remember	everything.	I	will	use	

the	 recordings	 to	write	up	 the	 research	 study	

and	then	they	will	be	deleted.	I	will	not	use	your	

name	 in	 the	 study,	 which	 means	 that	 people	

reading	the	study	will	never	know	who	you	are.	
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I	 will	 keep	 what	 you	 tell	 me	 very	 safe	 and	 the	 information	

will	 be	 locked	 away.	 However,	 if	 you	 do	 tell	 me	 something	

that	puts	you	or	others	at	harm	then	I	will	have	to	tell	 an	adult.		

	

	

	

If	you	have	any	questions,	I	will	come	and	meet	you	and	your	parent(s)	

and	you	can	ask	me	questions	before	we	start	the	activities.		

	

	

	

What	next?	

If	you	would	like	to	take	part,	please	tell	your	parent(s)	so	that	I	can	meet	you.		

You	do	not	have	to	take	part	if	you	don’t	want	to.	If	you	say	no,	nothing	will	happen.	Even	

if	you	say	yes	now,	you	can	still	change	your	mind	later.	

	

	

Thank	you	and	maybe	see	you	soon!	

	

Sarah		
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Appendix	E:	Parent/Carer	information	sheet	

	

																	 	

Parent/Carer	 Information	 Sheet	

‘Children’s	 experiences	 of	 having	 a	 sibling	 with	 Autistic	 Spectrum	 Disorder:	 an	

Interpretative	Phenomenological	Analysis’	

Dear	Parent/Carer,	

My	name	is	Sarah	and	I	am	a	student	on	the	Doctor	of	Educational	Psychology	course	at	

the	 University	 of	 Bristol.	 I	 am	 currently	 on	 placement	 as	 a	 Trainee	 Educational	

Psychologist	at	XXX	Local	Authority.	As	part	of	my	training,	I	am	conducting	a	thesis	that	

hopes	 to	 explore	 the	 experiences	 of	 children	 with	 a	 sibling	 with	 Autistic	 Spectrum	

Disorder	 (ASD).	 This	 research	 has	 been	 approved	 by	 the	 ethics	 committee	 at	 the	

University	of	Bristol	 and	 I	have	an	enhanced	DRB	check	 that	 allows	me	 to	work	with	

children	and	young	people.		

You	are	receiving	this	letter	because	your	child	has	been	selected	by	his/her	school	as	

being	a	potential	participant	for	this	study.	I	would	appreciate	if	you	would	take	the	time	

to	 read	 the	 information	 below	 regarding	 the	 research	 and	 your	 child’s	 potential	

involvement.		

Purpose	of	research	and	potential	benefits	

I	am	interested	in	hearing	the	views	and	experiences	of	siblings	of	children	with	ASD.	This	

includes	exploring	their	perceptions	of	ASD,	exploring	relationships	within	the	family	and	

what	support	they	have	and	may	like.	I	would	like	to	speak	with	four-six	children	about	

their	experiences.	The	first	four-six	children	and	their	parents/carers	to	consent	to	take	

part	 in	 the	 study	 will	 be	 selected	 to	 participate.	 Children	 and	 their	 parents/carers	

returning	consent	forms	after	the	first	four-six	participants	have	been	identified	will	be	

contacted	if	any	of	this	number	withdraw.		
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Despite	 the	 amount	 of	 research	 on	 the	 topic,	 many	 previous	 studies	 have	 relied	 on	

parent/carer	or	teacher	reports	to	try	to	understand	the	experiences	of	siblings,	instead	

of	obtaining	information	from	siblings	themselves.	Thus,	this	study	aims	to	give	siblings	

an	opportunity	to	share	their	thoughts,	perspectives	and	experiences	and	enable	us	to	

hear	 their	 voice.	 The	 research	 also	 aims	 to	 provide	 the	 Local	 Authority	with	 a	 better	

understanding	of	this	population’s	experiences	of	having	a	sibling	with	ASD	and	how	to	

support	them	with	living	with	them.		

What	is	involved?	

If	you	express	interest	in	taking	part	in	this	study,	I	would	like	to	arrange	a	meeting	with	

you	and	your	child	at	your	home	or	school.	During	this	meeting,	I	can	answer	any	queries	

you	may	have	and	talk	about	the	study	in	more	detail.	Following	this,	if	you	and	your	child	

wish	to	take	part,	I	will	go	through	the	parent/carer	and	child	consent	form	with	you	and	

ask	you	to	sign	them.	This	meeting	also	gives	me	to	opportunity	to	introduce	myself	to	

your	child	and	get	to	know	them.		

Following	 gaining	 of	 consent,	 your	 child	 will	 be	 asked	 to	 take	 part	 in	 a	 face	 to	 face	

interview	with	the	researcher	at	their	school	for	between	45-60	minutes.	They	will	be	

asked	 to	 draw	 pictures	 and	 write	 words	 in	 response	 to	 questions	 relating	 to	 their	

individual	experiences	of	living	with	a	sibling	with	ASD.	They	will	then	be	asked	to	explain	

their	drawings	and	any	words	written	to	the	researcher.	The	interview	will	be	digitally	

recorded	and	some	written	notes	will	be	taken.	Your	child’s	drawings	will	be	scanned	and	

may	be	included	in	the	final	thesis;	identifying	features	will	be	removed.	

What	will	happen	to	the	information	collected?		

o All	 data	 collected	 will	 be	 kept	 securely	 and	 anonymously	 at	 the	 University	 of	

Bristol	in	accordance	with	the	Data	Protection	Act.		

o Interviews	will	be	recorded	on	an	encrypted	device	and	they	will	be	transferred	to	a	

secure	university	file	as	soon	as	possible	in	the	process.		

o Consent	forms	that	are	submitted	by	the	participants	will	be	scanned	into	a	secure	

university	 file	 and	 the	 paper	 copies	will	 be	 destroyed	 in	 confidential	waste.	 The	

scanned	copies	will	be	kept	in	a	secure	university	file	for	20	years.	



 197 

o All	 data	 and	 personal	 information	 will	 be	 held	 securely	 and	 at	 the	 point	 of	

transcribing	the	interviews,	the	information	will	be	completely	anonymous.		

o You	have	the	right	to	request	access	to	the	personal	data	that	was	collected	in	the	

research,	to	correct	any	of	this	data	or	to	have	this	data	removed.		

o Anonymised	data	will	be	made	freely	and	openly	available	for	other	researchers	

to	use	via	the	data.bris	Research	Data	Repository	and/or	the	UK	Data	Archive	for	

future	research	and	learning.	

o The	findings	from	the	research	will	be	used	to	write	a	doctoral	thesis.	A	summary	

of	the	findings	may	be	presented	to	the	XXX	Educational	Psychology	Service	and	

the	research	may	be	published	in	the	future.	

Limits	of	confidentiality	

	

If	the	researcher	hears	of	anything	that	she	feels	may	be	harmful	to	participants	or	others,	

she	will	report	this	to	the	Designated	Safeguarding	Officer	in	the	school.	This	will	also	be	

reported	to	her	research	supervisor	at	the	University	of	Bristol.		

	

Withdrawal	from	the	study	

Participation	in	this	study	is	completely	voluntary	and	both	parents/carers	and	children	

can	withdraw	from	the	study	at	any	time.	No	reason	needs	to	be	given	for	this	decision.	If	

you	and	your	child	decide	not	to	participate	this	will	not	have	any	impact	on	future	access	

to	and	relationships	with	services.	

	

What	do	I	do	now?	

Thank	you	for	taking	the	time	to	read	through	this	information.	If	you	are	happy	for	your	

child	to	take	part	in	this	study,	can	I	ask	that	you	contact	me	on	sb17884@bristol.ac.uk	

and	provide	a	contact	number	and	convenient	time	in	which	I	can	call	you	to	arrange	a	

meeting.	

If	you	have	any	questions	about	the	research	or	any	of	the	above,	please	do	not	hesitate	

to	contact	me	on	sb17884@bristol.ac.uk.	As	previously	mentioned,	participation	in	this	

research	is	voluntary	and	there	is	no	obligation	to	participate.		
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If	 you	 wish	 to	 ask	 further	 questions	 about	 the	 research	 to	 someone	 other	 than	 the	

researcher	herself,	or	you	would	like	to	make	a	complaint,	please	contact	the	research	

supervisor:	

Dr	John	Franey,	University	of	Bristol,	8	Priory	Road,	Clifton,	Bristol,	BS8	1TX	

john.franey@bristol.ac.uk		

I	look	forward	to	hearing	from	you	soon.	

Kind	Regards		

Sarah	 Bland	

Trainee	Educational	Psychologist	
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Appendix	F	–	Parent	consent	form	

	

	

		 	
	

Parent/Carer	 Consent	 Form	

‘Children’s	 experiences	 of	 having	 a	 sibling	 with	 Autistic	 Spectrum	 Disorder:	 an	

Interpretative	Phenomenological	Analysis’	

Declaration	 of	 consent;	

Please	tick	the	box	for	each	statement	and	complete	the	details	below.		

									
I	 confirm	 that	 I	have	 read	and	understood	 the	 information	 sheet	provided	 regarding	 the	

above-named	study	and	have	had	the	opportunity	to	ask	questions.		

	
I	 have	been	 given	 the	 contact	 details	 for	 relevant	 people	 involved	 should	 I	 need	 to	 seek	

further	information	of	clarity.	

	
I	understand	that	my	child’s	participation	is	voluntary	and	I	have	the	right	to	withdraw	them	

from	the	study	at	any	time.	

	
I	understand	that	the	information	obtained	throughout	the	study	will	remain	confidential.	

However,	if	my	child	shares	information	that	may	put	them	at	risk	of	harm,	the	researcher	

will	need	to	inform	appropriate	professionals.	

	
I	am	aware	 that	 the	 interview	will	be	digitally	 recorded	and	written	notes	will	be	 taken.	

These	will	be	stored	as	outlined	in	the	information	sheet	provided.	

I	understand	that	what	my	child	says	will	be	reported	in	the	research	and	their	drawings	

may	be	included;	the	data	will	be	anonymised	and	identifying	features	removed.	
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I	 understand	 that	 anonymised	 data	 will	 be	 made	 freely	 and	 openly	 available	 for	 other	

researchers	to	use	via	the	data.bris	Research	Data	Repository	and/or	the	UK	Data	Archive.	

A	summary	of	the	findings	may	be	presented	to	the	XXX	Educational	Psychology	Service	and	

the	research	may	be	published	in	the	future.		

I	understand	that	I	have	the	right	to	request	that	all	information	held	about	me	is	deleted.	

	
I	give	consent	for	my	child	to	take	part	in	this	research	study.		

Name	of	your	child:	.......................................................................................	

School	in	which	they	attend:	..........................................................................	

Parent/carer	signature:	...................................................................................	

Date................................................................................................................		

Sarah	 Bland	

Trainee	 Educational	 Psychologist		

University	of	Bristol		
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Appendix	G	–	Child	consent	form	

	
Child	Consent	Form	

	

My	name	is………………………………………………..	

	

Tick	the	boxes	if	the	sentences	are	right.	If	you	would	like	some	help,	ask	someone	to	help	

you	to	read	or	understand	what	they	mean.	

	

	

I	understand	what	 this	 research	 is	about	and	agree	 to	 talking	 to	you	about	my	

experience.	

	 	

I	know	that	I	do	not	have	to	take	part.	

	

I	know	that	I	can	change	my	mind	about	being	in	the	study	until	the	date	that	Sarah	

has	told	me.	

	

I	 know	 that	 Sarah	 will	 digitally	 record	 the	 sessions,	 so	 that	 she	 remembers	

everything	I	say.	

	

I	know	that	my	name	will	not	be	used	anywhere.	The	study	will	use	false	names	

for	me,	my	friends,	any	other	people	and	my	school.		

	

I	know	that	Sarah	might	have	to	tell	another	adult	about	something	if	what	I	say	

puts	me	or	other	people	at	risk	of	harm.		

	

	 		

Date:	…………………………………….	
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Appendix	H:	Interview	schedule	

Interview	Schedule	

Research	 study	 title:	 Children’s	 experiences	 of	 having	 a	 sibling	 with	 Autistic	 Spectrum	

Disorder:	An	Interpretative	Phenomenological	Analysis.	

	

All	questions	and	prompts	are	a	rough	guide	and	will	not	necessarily	be	used	during	the	

interview.	Questions	will	be	asked	in	a	conversational	tone	at	the	appropriate	level	of	the	

child	to	ensure	understanding.	

	

Introduction;	

• Greet	participant,	reminder	of	who	I	am	and	what	the	research	is	about.	

• Read	 through	 the	 consent	 form	 together	 again	 and	 confirm	 they	 are	 happy	 to	

continue.	

• Explain	what	we	will	be	doing	today,	that	it	will	not	last	longer	than	60	minutes	

and	we	can	stop	for	a	break	if	needed.	

	

Questions:	Autism	(self-perception)	 Prompts	

1.	What	is	Autism?	

1.1	Can	you	tell	me	something	good	about	Autism?	

1.2.	Can	you	tell	me	something	bad	about	Autism?	

1.3.	 If	 you	 met	 someone	 who	 didn’t	 know	 what	

Autism	was,	how	would	you	explain/describe	it	to	

them?	

Can	you	tell	me	what	you	mean	by	

that…	

	

	

Can	you	describe	that	for	me…	

Would	 you	 like	 to	 take	 a	minute	

and	think?	

Questions	:	Siblings	 Prompts	
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2.	Tell	me	about	 your	brother/sister	 –	 can	you	

draw	X	doing	something?	

2.1.	 	 How	would	 you	 describe	 X	 to	 someone	who	

didn’t	know	him/her?	

2.2.	 		 What,	 if	 anything,	do	 you	 like	 about	 your	

brother's/sister's	Autism?	

2.3.	 What	 do	 you	 like	 about	 living	 with	 your	

brother/sister?	

2.4.	 	 What	 have	 you	 learned	 from	 your	

brother/sister?	

2.5.	 		What,	 if	 anything,	don't	 you	 like	 about	 your	

brother's/sister's	Autism?	

2.6.	What	 things	 do	 you	 find	 difficult	 about	 living	

with	your	brother/sister?	

You	mentioned	that....		

What	do	you	like	to	do	together?	

What	was	that	like	for	you?	How	

did	that	make	you	feel?	

Can	you	give	me	an	example…	

	

Can	 you	 tell	 me	 more	 about	

that…	

	

	

Questions:	Support	 Prompts	

3.	 Can	 you	 tell	 me	 about	 a	 time	 when	 your	

brother's/sister's	Autism	has	upset	you?		

3.1.	Who	do	you	go	to	for	support	when	you	are	

upset?		

3.2.	 Is	 there	 any	 support	 that	 you	already	have	

that	is	helpful?	Why	do	you	think	that	is?	

3.3.	Could	you	tell	me	about	things	you	do	or	have	

done	to	help	you	to	feel	less	upset?			

Tell	me	more.	How	does	 that	make	

you	feel	better?	Why	do	you	think	it	

happened?		

	

What	 do	 your	

parents/teachers/friends	 do	 to	

support	you?	

Why	does	that	help?	

Why	do	you	think	that	would	help?	
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Closing;		

	

• Explain	that	is	the	end	of	the	interview,	thank	participant	for	their	time.	

• Chance	to	ask	any	questions,	debrief,	check	they	are	OK,	ask	what	they	are	doing	

next	(offer	a	break	before	returning	to	the	classroom).	

• Thank	again,	say	goodbye.	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

3.4.	Would	you	like	to	have	more	support?	If	so,	

what	kind	of	support	would	you	like?	

3.5.	What	advice	would	you	give	 to	someone	to	

help	 them	 with	 living	 with	 a	 brother	 or	 sister	

with	Autism?		
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Appendix	I	–	Extract	of	transcript	analysis	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	

	



 206 

	

	

	

	

	

	

	



 207 

	

	

	

	



 208 

	
	

	

	



 209 

Appendix	J	–	Handwriting	themes	
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Appendix	K	–	Brooke’s	drawings	
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Appendix	L	–	Hope’s	drawings	
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Appendix	M	–	Mollie’s	drawings	
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Appendix	N	–	Nathan’s	drawings	–	page	1	

	

	



 214 

Appendix	O	–	Nathan’s	drawings	–	page	2	
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Appendix	P	–	Nathan’s	drawings	–	page	3	
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Appendix	Q	–	Reflective	account	–	reflections	on	the	research	process	

	

Throughout	the	research	process,	I	noted	down	my	thoughts	in	a	reflective	account	to	

enhance	the	researcher-learning-process.	Whilst	conducting	this	piece	of	research,	there	

were	particular	stages	that	stood	out	for	me;	these	will	now	be	discussed,	beginning	with	

the	literature	review.		

Literature	review	

Conducting	an	in-depth	review	of	the	literature	on	the	topic	of	children’s	experiences	of	

having	a	sibling	with	ASD	produced	mixed	feelings.	Firstly,	I	felt	a	sense	of	gratitude	for	

having	the	opportunity	to	explore	a	topic	area	in	such	detail.	However,	with	this	curiosity	

came	feelings	of	wanting	to	do	this	population	justice	by	being	fully	informed.	At	times	I	

was	left	feeling	anxious	as	a	result	of	the	flexibility	and	subjectivity	in	selecting	articles	

for	 narrative	 literature	 reviews.	 However,	 by	 carefully	 considering	 inclusion	 and	

exclusion	criteria	based	on	my	research’s	aims	and	questions,	this	feeling	subsided	the	

more	I	read.	I	also	reflected	on	my	own	personal	values	and	what	I	felt	to	be	important	to	

be	highlighted	as	part	of	my	study.	Thus,	 I	drew	on	core	values	 including	consistency,	

honesty	 and	 respect	 to	 guide	 my	 decision	 making	 during	 this	 stage	 of	 the	 research	

process	and	throughout.		

Development	of	research	questions	

As	 discussed	 in	 Chapter	 2,	 I	 identified	 a	 sparsity	 of	 studies	 exploring	 children’s	

understanding	of	their	siblings’	ASD.	This	finding	ultimately	led	to	the	introduction	of	the	

first	research	question	of	the	present	study:	‘What	are	children’s	understandings	of	ASD?’	

A	main	reason	for	this	decision	was	due	to	the	majority	of	existing	studies	exploring	the	

impact	of	having	a	sibling	with	ASD	and	the	support	that	children	have	and	need,	with	

little	or	no	mention	of	participants’	understanding	of	the	condition.	To	me,	the	concept	of	

delving	into	children’s	experiences	of	having	a	sibling	with	ASD	without	exploring	their	

understanding	 of	 the	 condition	 seemed	 slightly	 inappropriate.	 Although	my	 intention	

was	not	to	find	correlation	or	causal	relationships	between	understanding	of	ASD	and	

outcomes	 associated	 with	 having	 a	 sibling	 with	 ASD,	 exploring	 participants’	

understanding	was	felt	to	be	a	‘missing	piece	of	the	puzzle’	in	the	current	research.	It	was	
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deemed	 imperative	 to	elicit	children’s	voices	 in	 this	area,	which	may	 in	 turn	 lead	 to	a	

better	understanding	of	how	to	support	development	of	understanding.		

Recruitment	

The	recruitment	stage	of	the	research	process	was	slightly	anxiety	provoking	to	begin	

with.	 Perhaps	 I	 approached	 it	 too	 optimistically	 considering	 the	 large	 proportion	 of	

children	and	young	people	(CYP)	I	work	with	having	a	diagnosis	of	ASD.	What	I	did	not	

anticipate	was	the	large	proportion	of	them	having	additional	needs	and/or	disabilities,	

as	 well	 as	 a	 diagnosis	 of	 ASD.	 In	 addition	 to	 this,	 several	 families	 did	 not	 meet	 the	

inclusion	 criteria	 for	 the	 study	 due	 to	 participating	 siblings	 having	 additional	

needs/disabilities.	This	raised	feelings	of	frustration	at	times,	as	in	some	instances,	I	felt	

that	the	additional	needs	would	be	unlikely	to	have	an	impact	on	the	children’s	abilities	

to	 discuss	 their	 experiences.	 For	 this	 reason,	 I	 did	 consider	 adjusting	 my	 criteria	 to	

include	a	wider	demographic	in	my	research.	However,	due	to	IPA’s	aim	of	obtaining	a	

homogeneous	sample	(Smith	et	al.,	2009),	I	persisted	with	my	search	for	participants	that	

met	the	original	criteria.	It	is	felt	that	my	patience	and	persistence	during	the	recruitment	

process	was	important,	with	four	families	who	met	the	inclusion	criteria	being	identified	

by	January	2020.		

	

Whilst	searching	for	participants,	I	was	contacted	by	the	mother	of	a	child	who	met	the	

inclusion	criteria.	We	had	a	telephone	discussion	prior	to	meeting	whereby	the	mother	

seemed	very	enthusiastic	 for	her	daughter	to	take	part	 in	the	study.	However,	she	did	

mention	that	recently	when	another	professional	made	a	visit	 to	the	family	home,	her	

daughter	 became	 very	 upset	 when	 asked	 about	 her	 sibling’s	 ASD.	 I	 reiterated	 to	 the	

mother	that	participation	is	entirely	voluntary	and	that	her	daughter	could	decide	not	to	

participate	or	withdraw	from	the	study	at	any	time.	On	this	basis,	we	decided	to	arrange	

the	initial	rapport	building	session	at	the	child’s	school.		

	

Initially,	when	introducing	myself	and	asking	the	child	about	school,	she	seemed	fairly	

comfortable	to	speak	with	me.	However,	when	her	mother	explained	that	I	was	there	to	

talk	 to	 her	 about	 her	 experiences	 of	 living	 with	 a	 sibling	 with	 ASD,	 she	 became	

immediately	upset	and	worried.	Although	the	mother	and	I	 took	some	time	to	explain	

that	there	are	no	right	or	wrong	answers	and	that	her	identity	would	remain	anonymous,	
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the	child	became	increasingly	upset.	At	this	point,	I	felt	as	if	the	mother	was	beginning	to	

become	 frustrated	with	her	daughter’s	 upset,	 as	 the	mother	was	 clearly	 interested	 in	

taking	part.	I	felt	that	the	child	may	be	feeling	pressured	into	taking	part,	which	clashed	

with	my	own	ethical	principles	and	responsibility	as	a	researcher.	I	decided	to	stop	the	

meeting	at	this	point	and	attempt	to	comfort	the	child	by	explaining	that	this	decision	is	

her	choice	entirely	and	that	I	felt	it	was	very	mature	of	her	to	stand	up	for	what	she	felt	

strongly	about.	I	gave	the	mother	a	date	in	which	I	was	hoping	to	start	data	analysis	(by	

which	point	 I	would	no	 longer	 conduct	 interviews)	 in	 case	her	daughter	 changed	her	

mind.		

	

Upon	reflection,	I	am	pleased	that	I	changed	the	direction	of	the	meeting	when	I	did.	As	a	

researcher,	I	have	a	duty	to	avoid	harm	to	participants.	Considering	how	distressed	the	

child	 was	 prior	 to	 the	 interview,	 I	 felt	 it	 to	 be	 both	 unethical	 and	 unprofessional	 to	

attempt	 to	 facilitate	 this	 any	 further.	However,	 in	 hindsight,	 the	 interviews	 that	 I	 did	

conduct	felt	very	safe,	relaxed	and	positive.	Thus,	I	do	feel	it	is	a	shame	that	she	missed	

out	on	this.	Perhaps	one	day,	when	she	feels	safe	and	comfortable	enough	to	share	her	

experiences,	there	will	be	an	opportunity	for	her	to	do	so.		

	

Data	collection	

	

Once	I	had	found	my	participants,	the	interview	stage	was	an	exciting	and	enjoyable	time.	

Employing	 semi-structured	 interviews,	 I	 felt,	 enabled	 participants	 to	 tell	 their	 stories	

however	they	felt,	in	a	non-judgemental	environment.	I	paid	particular	attention	to	the	

social	context	between	the	participants	and	my	role	as	a	researcher	during	this	time.	By	

observing	participants’	verbal	and	non-verbal	contributions,	I	perceive	I	was	better	able	

to	 understand	 how	 comfortable	 they	 felt.	 For	 example,	 Nathan	 appeared	 the	 least	

comfortable	to	begin	with	through	his	use	of	body	language	and	minimal	language;	this	

meant	that	I	spent	longer	attempting	to	build	rapport	with	him	before	moving	on	to	the	

interview	questions.	I	think	this	helped	him	to	feel	at	ease,	considering	the	rather	novel	

situation	 he	 was	 in.	 These	 reflections	 are	 consistent	 with	 IPA	 and	 the	 double	

hermeneutic,	 as	 I	 as	 a	 researcher	 am	 attempting	 to	 make	 sense	 of	 participants’	

experiences	by	making	my	own	interpretations	about	their	presentations.		
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At	one	point	during	the	interview	with	Brooke,	she	explained	that	on	one	occasion	her	

brother	had	chased	her	around	the	kitchen	with	a	knife.	Immediately	after	the	interview	

I	 reflected	 on	 this	 account	 and	 wondered	 whether	 this	 should	 be	 considered	 as	 a	

safeguarding	 concern.	 I	 decided	 to	 contact	 my	 research	 supervisor	 to	 discuss	 this	

concern.	I	explained	that	an	incident	such	as	this	had	only	occurred	the	one	time	and	that	

Brooke	went	on	to	say	that	both	children	were	being	supervised	by	their	father.	Further	

to	this,	she	described	the	consequences	of	her	brother’s	actions	in	that	“my	brother	got	

in	 a	 little	 bit	 of	 trouble	 for	 that”.	 My	 supervisor	 and	 I	 concluded	 that	 this	 particular	

incident	was	not	at	a	level	at	which	needed	reporting.	However,	despite	this,	I	felt	it	was	

important	to	reflect	on	this	account	and	weigh	up	the	risks	associated	with	it	because,	as	

mentioned	previously,	I	as	a	research	have	a	duty	to	avoid	physical	or	psychological	harm	

to	participants.		

	

What	 I	 found	 particularly	 enjoyable	 about	 the	 data	 collection	 stage	was	 the	 learning	

process	 involved	 in	conducting	 interviews.	The	principles	of	 interviewing,	particularly	

when	employing	IPA,	is	to	listen	to	and	attempt	to	understand	others’	experiences.	Thus,	

as	mentioned	by	Smith	et	al.	(2009,	p.	63),	an	interview	schedule	can	be	useful	to	have	to	

hand,	 particularly	 for	novice	 researchers.	However,	 participants	will	 feel	 that	 you	are	

more	interested	in	what	they	say	if	they	feel	you	do	not	arrive	at	the	interview	with	a	

“pre-set	agenda”.	With	this	in	mind,	whilst	I	used	the	interview	schedule	as	a	foundation	

from	which	to	work	from,	I	noted	my	confidence	growing	with	each	interview	in	delving	

deeper	into	participants’	conversations.		

	

Another	 learning	 point	 taken	 from	 interviews	 was	 during	 the	 early	 stages	 of	

transcription.	With	the	initial	interview,	I	felt	that	I	was	not	giving	Hope	enough	time	to	

pause	and	reflect	before	giving	her	response.	In	hindsight,	I	sense	this	was	due	to	nerves,	

mainly	around	not	wanting	to	make	her	feel	she	was	being	‘put	on	the	spot’.	I	also	noted	

that	when	asking	an	open-ended	question,	rather	than	leave	it	open,	I	would	give	some	

suggestions	of	responses,	again	in	fear	of	Hope	not	knowing	what	to	say.	Looking	back,	at	

times	this	may	have	disrupted	the	flow	of	dialogue.	It	is	reflections	such	as	these	that	are	

so	important	to	be	made,	as	I	noted	that	my	interviewing	skills	improved	for	subsequent	

interviews	due	 to	 this	 awareness.	 I	 also	wonder	whether	 I	may	have	underestimated	

participants’	levels	of	contribution	due	to	the	age,	whereas	in	fact,	all	were	articulate	and	
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able	to	tell	their	stories	in	great	detail.	This	leads	me	on	to	a	discussion	about	Draw,	Write	

and	Tell	(DWT)	and	its	value	within	the	current	research.		

	

As	discussed	in	Chapter	3,	I	chose	to	employ	the	creative	method	DWT	during	interviews,	

partly	due	its	child-friendly,	nonthreatening	nature	(Sage	&	Jegatheesan,	2010),	and	also	

because	 of	 the	 known	 limitations	 of	 semi-structured	 interviews	 (Brocki	 &	 Wearden,	

2006).	 However,	 reflecting	 back	 over	 the	 interviews,	 DWT	 was	 felt	 to	 be	 rather	

superfluous,	as	all	participants	appeared	both	confident	and	competent	to	express	their	

views	in	detail	verbally.	In	some	instances,	asking	participants	to	draw	was	felt	to	disrupt	

the	flow	of	their	accounts,	as	opposed	to	enhance	them.	As	mentioned	above,	I	wonder	

whether	I	underestimated	the	participants’	ability	to	articulate	their	experiences,	given	

their	relatively	young	ages.	Notwithstanding,	I	do	sense	that	including	DWT	facilitated	

rapport	building,	particularly	at	the	beginning	of	the	session.	If	I	were	to	attempt	to	‘put	

myself	in	their	shoes’,	walking	into	a	room	to	an	unfamiliar	person	with	a	notepad	and	

digital	recorder	is	likely	to	be	daunting	to	some	children.	If,	however,	the	person	greeted	

me	in	a	friendly	and	warm	approach	and	directed	me	to	a	table	with	various	pens,	pencils	

and	paper,	I	imagine	as	a	child,	I	would	feel	far	more	at	ease.	Hence,	although	DWT	isn’t	

felt	to	have	enhanced	the	participants’	expressions	of	their	experiences	as	significantly	

as	originally	thought,	I	do	believe	that	it	was	beneficial	in	other	ways.				

	

Data	analysis	

	

The	data	analysis	stage	of	the	research	process	was	a	particularly	enjoyable	time	for	me,	

albeit	challenging.	What	I	like	about	IPA	analysis	is	the	flexibility	the	researcher	has,	with	

no	single	prescribed	method	required.	This	enabled	me	to	be	innovative	and	creative	in	

my	approach,	whilst	being	mindful	of	the	hermeneutic	circle	and	how	my	understanding	

emerges	through	my	conceptions,	perceptions	and	interpretations.	However,	with	this	

flexibility	comes	feelings	of	uncertainty	and	overwhelm;	it	was	due	to	this	that	I	chose	to	

follow	Smith	et	al.’s	(2009)	step	by	step	guide	to	IPA	analysis.	It	was	at	this	point	that	my	

research	really	started	to	feel	alive.	I	felt	that	I	was	moving	closer	towards	understanding	

my	participants’	lives	and	why	they	discussed	the	topics	they	did.	What	I	did	learn	from	

this	 process	 was	 the	 importance	 of	 stepping	 away	 from	 analysis	 when	 falling	 into	

patterns	of	overthinking	and	feelings	of	being	overwhelmed.	There	were	numerous	times	
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that	I	had	spent	several	hours	engaged	in	identifying	themes	and	feeling	far	more	lost	and	

confused	than	at	the	beginning	of	the	day.	I	learnt	that	one	must	remove	oneself	from	a	

process	as	complex	and	demanding	as	this	to	process	the	findings	produced.	I	also	felt	

that	 it	helped	 in	attempting	 to	bracket	my	preconceptions	when	developing	emerging	

themes	for	each	case.		
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Appendix	R	–	Reflective	account	–	How	has	writing	a	doctoral	dissertation	affected	me	

personally?	

One	aspect	of	the	research	process	that	I	feel	has	affected	me	personally	is	the	academic	

challenge	 of	 completing	 a	 doctoral	 thesis.	 Undoubtedly,	 studying	 at	 school,	

undergraduate	and	masters	level	all	required	a	certain	degree	of	effort	and	perseverance.	

However,	conducting	my	own	research	at	doctoral	level,	I	feel,	gave	me	the	opportunity	

to	become	a	creative	and	independent	learner	and	increasingly	reflective	in	my	practice.	

What	I	found	particularly	challenging	about	the	research	process	was	understanding	the	

terms	 ‘ontology’	and	 ‘epistemology’,	 related	 to	my	methodological	orientation.	 I	 recall	

sitting	 in	a	 lecture	 in	Year	1	on	the	subject	and	wondering	whether	 it	was	possible	 to	

‘brush	 over’	 these	 concepts	 during	 my	 research,	 through	 fear	 of	 the	 complexity	 and	

unfamiliarity	of	them!	However,	I	feel	that	reading	broadly	around	these	philosophical	

terms	was	critical	and	that	my	understanding	of	them,	and	their	relevance	and	utility,	

grew	organically	throughout	my	research	journey.		

In	relation	to	my	ontological	position,	I	found	it	helpful	to	think	about	this	in	relation	to	

what	 I	 think	 ‘truth’	 is,	 or	 ‘what	 is	 there	 to	 know’?	 (Willig,	 2013).	 For	 instance,	 in	 the	

current	study,	I	am	interested	in	what	there	is	to	know	about	individuals’	experiences	of	

living	with	a	sibling	with	ASD,	with	the	view	that	they	can	each	experience	phenomena	in	

different	ways.		This	supports	a	social	constructionist	view	of	what	it	means	to	exist	in	

the	world.	I	also	felt	it	important	to	look	at	contrasting	ontological	viewpoints	to	decipher	

what	I	think	truth	is	not.	For	instance,	realist	researchers	believe	that	truth,	or	reality	can	

be	discovered	using	objective	measurements	and	that	when	you	identify	what	truth	is,	

you	can	generalise	it	to	other	situations.	Those	from	an	objectivist	ontological	viewpoint	

assert	 that	 social	 phenomena	 exists	 independent	 of	 social	 actors.	 In	 relation	 to	 this,	 I	

found	it	useful	to	think	about	ontology	in	terms	of	how	I	view	the	people	around	me.	Do	

I	 view	 them	 as	 groups	 within	 society	 with	 one	 shared	 truth	 or	 do	 I	 view	 them	 as	

individuals	and	focus	on	the	level	of	agency	they	have	to	influence	change?	My	thinking	

supports	that	of	the	latter,	with	reality	depending	on	the	meaning	people	attach	to	truth	

and	which	is	shaped	by	context.		

Whereas	ontology	explores	what	‘truth’	is,	or	what	there	is	to	know,	epistemology	focuses	

on	the	question	‘how	can	we	know?’	(Willig,	2013).	I	found	it	useful	to	think	about	this	in	
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the	sense	of	how	knowing	something	is	true	differs	to	thinking	it	is	true,	or	in	other	words,	

knowing	versus	believing.	Those	employing	a	positivist	epistemological	position	believe	

that	methods	of	the	natural	sciences	can	be	applied	to	the	study	of	social	reality,	whereby	

knowledge	 is	 waiting	 to	 be	 discovered.	 Whereas,	 interpretivists	 believe	 that	 people	

enhance	their	knowledge	and	understanding	through	their	perceptions	and	experiences.	

Wright	cited	in	Bryman	(2012,	p.	38)	distinguishes	between	these	terms	well	by	stating	

positivism	differs	from	interpretivism	due	to	its	absence	of	hermeneutics,	reflecting	“a	

division	between	an	emphasis	on	the	explanation	of	human	behaviour	that	is	the	chief	

ingredient	 of	 the	 positivist	 approach	 to	 the	 social	 sciences	 and	 the	 understanding	 of	

human	behaviour”.	Thus,	through	applying	an	epistemological	standpoint	to	the	current	

research,	my	aim	is	to	explore	and	understand	the	experiences	of	the	individuals	involved	

in	 my	 study,	 as	 opposed	 to	 searching	 for	 the	 external	 factors	 that	 influence	 their	

behaviours.		I	wish	to	make	sense	of	the	world	from	participants’	viewpoints,	rather	than	

search	for	cause	and	effect	relationships	relating	to	their	observed	behaviours.			

An	 explanation	 of	 epistemology	 that	 resonated	 with	 me	 and	 one	 which	 I	 found	

particularly	influential	was	that	of	Crotty	(1998,	p.	8).	Crotty	distinguishes	the	positivist	

paradigm	from	the	interpretivist	through	the	existence	of	trees.	Positivists	support	the	

belief	 that	 meaning	 resides	 in	 objects,	 not	 taking	 into	 account	 the	 conscience	 of	

individuals.		

“A	 tree	 in	 the	 forest	 is	 a	 tree,	 regardless	 of	 whether	 anyone	 is	 aware	 of	 its	

existence	 or	 not.	 As	 an	 object	 of	 that	 kind…it	 carries	 the	 intrinsic	meaning	 of	

‘treeness’.	When	human	beings	recognize	it	as	a	tree,	they	are	simply	discovering	

a	meaning	that	has	been	lying	in	wait	for	them	all	along.”		

Whereas	 those	 supporting	 an	 interpretivist	 epistemological	 position	 believe	 that	

meaning	is	socially	constructed,	and	that	people	construct	meaning	in	different	ways.	

	“We	need	to	remind	ourselves	here	that	it	is	human	beings	who	have	constructed	

it	as	a	tree,	given	it	the	name,	and	attributed	to	it	the	associations	we	make	with	

trees….‘Tree’	is	likely	to	bear	quite	different	connotations	in	a	logging	town,	an	

artists’	settlement	and	a	treeless	slum”	(Crotty,	1998,	p.	43)		
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Overall,	 my	 developing	 understanding	of	 the	 related	 notions	 of	 ontology	 and	

epistemology	have	brought	a	deeper	consideration	of	my	own	view	of	reality.	This	has	

consolidated	my	 thoughts	 and	 beliefs	 around	 how	 I	 view	 the	world,	which	 I	 feel	 has	

further	developed	my	reflectivity	and	reflexivity	in	both	my	personal	and	professional	

life.		

	

	

	


