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1 Uvod do problematiky

Porucha autistického spektra (dale PAS) byla poprvé popsana v roce 1943 rakousko—
americkym psychiatrem Leo Kannerem. Pivodné byla povazovdna za vzacnou poruchu
s vyskytem piiblizn¢ 1:10 000 narozenych déti (Scarpa et al., 2019). Prevalence PAS se vSak
od t¢ doby v populaci zvySuje. Americky Program Autism and Developmental Disabilities
Monitoring Network uvedl v roce 2018 prevalenci 23:1 000 déti do 8 let veéku (Maenner et al.,
2021), pro rok 2020 jiz uvadeji 27:1 000 (Maenner et al., 2023). Podle systematického review
z roku 2022 se v ruznych ¢astech svéta prevalence PAS uvadi v rozmezi od 1:10 000 po 436:10
000 s praimérnym vyskytem pfiiblizn¢ 1:100 (Zeidan et al., 2022).

Dle nov¢ platné 11 revize Mezinarodni klasifikace nemoci (dale MKN 11) je PAS
neurovyvojova porucha (World Health Organization, 2021) jejiz pocatecni ptiznaky a
symptomy jsou obvykle patrné v raném vyvojovém obdobi, nicméné urcité deficity a vzorce
chovani nemusi byt rozpoznany jako ptiznaky ASD, dokud dité neni schopno splnit socidlni,
vzdélavaci, pracovni nebo jiné dilezité zivotni pozadavky (American Psychiatric Association
2013). MKN-11 definuje specifické projevy PAS, které museji byt pfitomny pro diagnostiku
této poruchy. Mezi tyto projevy patfi omezeni z4jmu ¢i snizend schopnost chipat neverbalni
komunikaci a socialni kontexty, coZ mizZe vést k nevhodnému chovéni. Doprovodné neverbalni
prvky jako zrakovy kontakt, gesta, mimika a fec téla mohou byt méné ¢ast ¢i mohou uplné
chybét v komunikaci. Dale maji obtiZze iniciovat a udrzet komunikaci, reagovat na zménu
tématu, i na pocity ostatnich lidi. Tato omezeni mohou vést k ndro¢nému tvoreni a udrzovani
si vrstevnickych vztahti. Dal§im charakteristickym rysem autismu dle MKN-11 jsou
pfetrvavajici omezené, opakujici se a nepruzné vzorce chovani, zajmi nebo ¢innosti, které jsou
atypické nebo nadmérné vzhledem k véku a sociokulturnimu kontextu jedince. Adaptace na
nové okolnosti je Casto snizena a mohou se objevit doprovazejici projevy stresu vyvolané
nepatrnymi zménami ve zndmém prostiedi nebo v reakci na neofekavané udalosti. DalSimi
projevy jsou opakované a stereotypni pohyby téla, jako houpani, neobvykla chiize (napt. chiize
po Spickach), neobvyklé pohyby a postaveni rukou nebo prsti. Muze se vyskytovat
pretrvavajici zaujeti jednim nebo vice specidlnimi zajmy (Vlaky, vesmir, dinosaufi...) ¢i
neobvykle silné pfipoutani k ur¢itym predmétim. Autismus také Casteji zahrnuje zvysenou nebo
snizenou citlivost na smyslové podnéty nebo neobvykly zajem o smyslovy podnét, coz miize
zahrnovat zvuky, svétlo, textury (zejména obleceni a jidlo), pachy a chuté, teplo, chlad nebo

bolest (World Health Organization, 2021).



V porovnani MKN-10 tato aktualizovana verze nerozeznava druhy autismu jako naptiklad
détsky ¢i atypicky autismus, ale popisuje ,,specifikatory pro charakterizaci ryst v rdmci
autistického spektra® (viz. obrazek ¢.1). Tyto specifikatory umoziuji identifikaci soubéznych
omezeni v intelektudlnich a funkcnich jazykovych schopnostech, které jsou dulezité pro
individualni ptizptisobeni podpory, vybér intervenci a planovani 1écby pro jedince s poruchou

autistického spektra (World Health Organization, 2021).

Obrazek ¢.1: Specifikatory pro charakterizaci ryst v ramci PAS (Thorova, 2024)

S mirnym nebo .. .. S uplnou nebo témeér
ey . . . S narusenym funkénim i )
zadnym narusenim . uplnou absenci

. jazykem o
funkcniho jazyka a funkéniho jazyka
Bez poruchy
dusevniho vyvoje 6A02.0 6A02.2
S poruchou dusevniho
- 6A021 6A02.3 6A02.5
vyvoje

PAS je tedy komplexni diagnozou, kterd vyZaduje peclivé hodnoceni a individudlni
piistup. Zjisténi specifickych deficitli a schopnosti kazdého jedince je klicové pro stanoveni
vhodnych intervenci a podpory, které mohou pomoci maximalizovat jejich potencial a zlepSit

kvalitu zivota (World Health Organization, 2021).

Kvili mnoha oblastem deficitd PAS vyrazné ovlivituje vSechny aspekty Zivota dané
osoby a Casto vyzaduje zvySenou péci a podporu od ¢lend rodiny (Brobst et al., 2008). PAS ma
tedy podstatny vliv na vyvoj vztahti v rodiné a jeji celkovou dynamiku. Rodiny uvadéji vysokou
miru stresu (Phelps et al., 2009; Taylor & Warren, 2012) a u matek ¢asto pocate¢ni ptiznaky
deprese (Taylor & Warren, 2012). Mnoho rodin musi do svych rozvrhl ptidat mnozstvi terapii
a intervenci se kterymi ptivodné nepocitali, a to vede k dalsimu stresu rodiny (Benini, 2022).
Navic mnozstvi terapii a odborné péce pro jedince s PAS vede k finanéni zatézi rodiny (Ganz,
2007). V neposledni fadé studie od Brobst et al. (2008), ukazala, ze rodice déti s ASD méli nizsi

spokojenost ve vztahu, coz mize byt diisledkem sniZeného Casu straveného spolecné.

Mnoho studii se v ramci rodiny jedinci s PAS zamétuje hlavné na rodice, ale dileZitou
soucasti rodiny jsou takeé jejich zdravi sourozenci. Ti mohou mit hluboky a dlouhotrvajici vliv
na vyvoj jedince s PAS a zaroven jsou sami ovliviiovani jedine¢nosti jejich sourozence

(McHale et al., 2012). Jiz v raném détstvi jsou praveé sourozenecké interakce tim, co usnadnuje



rozvoj dovednosti potiebnych pro vztahy po cely zivot (Diener et al., 2015; Feinberg et al.,
2013). Protoze déti travi vice volného ¢asu se svymi sourozenci nez s kymkoli jinym, ma zdravy
sourozenec dostatek ptilezitosti ovlivnit socidlni, kognitivni a behavioralni vyvoj ditéte s PAS
(Martins et al., 2015; McHale et al., 2012). Ve srovnani s jinymi blizkymi vztahy mohou
sourozenecké vztahy zahrnovat také Castéjsi a intenzivnéjsi konflikty (Feinberg et al., 2013),
coz je faktor, ktery mize formovat emocionalni reakce a socialni chovani. Kromé toho tyto
intenzivni vymény nazord mohou détem poskytnout ptilezitost naucit se o perspektivach
ostatnich lidi a rozvijet empatii (Lam et al., 2012). Typicky se vyvijejici sourozenci se mohou
»vzdavat®, aby uklidnili sourozence s ASD, coz muZe socidlné posilit agresivni chovani
(McHale et al., 2016). Ve studii Petalas et al. (2012) zjistili, ze pokud je zdravy sourozenec
star§i nez dit€¢ s PAS, je uroven konfliktu nizsi nez v ptipad¢, kdy je zdravy sourozenec mladsi.
Celkové vyzkumy ukazuji, ze zdravi sourozenci €asto hraji klicové role jako ptatelé a spolecnici
v Zivotech svych sourozenct s PAS (Gallagher et al., 2006). Mohou pro né byt také dalezitymi
Zivotnimi vzory, podporovat rozvoj feci, vhodného chovani i socialnich dovednosti (Guidotti
et al., 2020).

Nicméné byt sourozencem jedince s PAS pfindsi 1 sva uskali. Souvisi to s mnohymi
psychosocialnimi riziky, které vyZzaduji adekvatni podporu. Nékterd z téchto rizik mohou byt
napiiklad méné pozornosti od rodi¢t, zvladani nepfedvidatelného a nékdy i agresivniho
chovani svého sourozence s PAS ¢i zvySené pozadavky na zodpovédnost a samostatnost
(Leedham et al. 2019). Zdravi sourozenci ¢asto nemaji, komu se své&fit, protoze nechtéji své
rodice jesté vice zat€zovat. Vnitin€ se ale mohou potykat s krizemi zplisobenymi snahou zvladat
pozadavky svého soucasného Zivota (Guidotti et al., 2020; Leedham et al. 2019). Ackoliv byla
rozpoznana potieba poskytovani cilené a systematické podpory zdravym sourozenciim osob

s PAS (Havelka, 2019), ve vétsing€ zemi je vyznamny nedostatek sluzeb pro tuto populaci.

Avsak ani v pfipad¢ zemi, kde existuji specializované programy zaméfené na
sourozence jedinct s PAS, nemusi byt situace vici nim vstiicna. ZkuSenosti téchto sourozencu
jsou typicky spojované marginalizaci a opomijenim (Singh & Bunyak, 2019; Sedlackova,
2022), ptestoze mnozi znich pfevezmou v dospé€losti narocnou ulohu stat se primarnim
pecovatelem o své sourozence s PAS (Nuttall et al.,, 2018). Zabezpeceni smysluplné,
individudlné cilené podpory této populaci by tedy mél predstavovat jednu z priorit vzdélavaci,
socidlni 1 zdravotni politiky. Taktéz je zapotiebi, aby odbornici poskytujici sluzby témto

rodindim méli dostate¢né porozuméni zkusenostem sourozencii osob s PAS (Kantor et al. 2023).



V poslednich letech doslo k vyznamnému nartstu primarniho vyzkumu v této oblasti, avSak

systematicka review, kterd by méla pfinést robustni syntézu téchto studii, nejsou dostupna.

2 Existujici vyzkum

Diky ptedbéznému vyhledavani byly sice identifikovany dvé existujici systematické
piehledy (Leedham et al., 2019; Watson et al., 2021) na toto téma, ale jejich vysledky mohou
byt vyrazné zkresleny v disledku nevhodné nastavenych inkluzivnich kritérii, zejména kritérii
pro zatazeni zdrojt Sedé¢ literatury. V nepublikovaném scoping review na téma sourozeneckého
vztahu u této populace bylo vyhledano vice nez 40 studii relevantnich pro kategorii zkusenosti
zdravych sourozencll, zatimco ve vySe zminénych systematickych review bylo zahrnuto 15
(Watson et al., 2021) a 18 studii (Leedham et al., 2019). Oba piehledy tedy nezafadili mnoho
relevantnich primarnich studii, ¢emuz doslo patrné z diivodu cileného vylouceni existujicich
disertacnich a jinych kvalifikaénich praci. Téchto je vSak v dané oblasti publikovano velké
mnozstvi. Navic vV obou lze nalézt také dalsi metodologické problémy. Proto je tfeba vytvofit
nové systematické review, které by pfineslo komplexni poznatky o zkuSenostech sourozencii

0sob s PAS na zakladé zatazeni (pokud mozno) vSech dohledatelnych a relevantnich studii.

Cilem této diplomové prace je porozumét zkusenostem zdravych (neurotypickych)
sourozenctl osob a PAS, a to pfimo z pohledu téchto sourozencii. Tato prace bude vytvorena na
zaklade JBI metodiky pro kvalitativni systematické review a nebude stanovovat omezeni véku

nebo kontextovych a demografickych faktort a zatadi publikovanou i $edou literaturu.
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3 Metodika

Tato diplomova prace byla vypracovana na podle metodiky JBI pro kvalitativni
systematicka review a vyuzila meta—agregacni pfistup pro syntézu dikazi (Lockwood et al.,

2020; Lockwood et al., 2024).

3.1 Vyzkumna otazka

Jaka je zkusenost zdravych déti s jejich sourozenci s PAS?

3.2 Inkluzivni kritéria
V nésledujici ¢asti jsou popsana inkluzivni kritéria, které jsme definovali pro tvorbu této
prace.

3.2.1 Populace

Zahrnuty byly studie zaméfené na zdravé sourozence jedincti s PAS bez limitace véku,
pohlavi, jazyku, demografického ¢i sociokulturniho prostfedi a délky vztahu sourozenct.
Zahrnuti byli 1 nevlastni ¢i adoptovani sourozenci, dale také zdravi sourozenci, ktefi se svym
sourozencem s PAS piimo neziji (napiiklad pokud sourozenec s PAS Zije v institucionalni
péci). Typ PAS a uroven funkCnosti nebyl nijak limitovan, pokud projevy souhlasi
s diagnostickymi kritérii pro PAS podle DSM-V (American Psychiatric Association,
2022) nebo MKN 11 (World Health Organization, 2021). Sourozenci byli zatazeni i pokud
jedinec s PAS ma dalsi komorbidity, jestlize PAS je hlavni diagnézou. Vytazeny byly studie
tykajici se osob s Rettovym syndromem, vyvojovymi poruchami obecné ¢i chronickymi

nemocemi.

3.2.2 Jevzijmu

Zatazeny byly studie zabyvajici se zkuSenostmi zdravych sourozencti. Pro ucely této
prace je uzivano slovo ,,zdravy* jako nepfitomnost PAS ¢i jiné zdvazné neurologické diagnozy
a slovo ,,zkuSenosti*“ jako hluboky subjektivni a osobni popis zazitkd, perspektiv, postoji a

pfesvédceni Ucastniki.
3.2.3 Typ studii

Tato prace zahrnula relevantni publikované i nepublikované kvalitativni studie, véetné
zaverecnych praci, konferencnich ptispévk, knih €1 jejich jednotlivych kapitol. Zarazeny byly

1 prace se smiSenou metodikou, pokud bylo mozné oddélit kvalitativni data.
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3.3 Vyhledavaci strategie

Vyhledavaci strategie byla zamétena na identifikaci publikované i Sedé¢ literatury. Bylo
vyuzito tii stupiiové vyhledavani. Nejprve bylo provedeno predbézné vyhledavani v databazi
MEDLINE s cilem identifikovat klicova slova relevantnich publikaci. Tato klicova slova byla
vyuZita pro vytvoreni kompletni vyhledavaci strategie, kterou naleznete v ptiloze ¢.1. Seznam

zdroji kazdé zarazené studie byl prohledan pro piipadné dalsi relevantni studie.

Vyhledavani bylo provedeno 4.7. 2023 a prob¢hlo v databazich MEDLINE, CINAHL,
APA PsycINFO, SocINDEX, ERIC, Open Dissertations, ProQuest Central, Web od Science,
SCOPUS a Google Scholar, ze které¢ho bylo stazeno pouze prvnich 100 zaznami z dtivodu
rychle se snizujici relevance. Samostatné bylo provedeno vyhledavani 4.10. 2023 v databazi

EMBASE. Ve vyhledavani nebyl omezen jazyk ani stafi publikace.

3.4 Vybér studii

Vsechny identifikované citace byly nahrany do citaéniho manageru Rayyan (Mourad et
al., 2016), ve kterém se nasledné manualné odstranili vSechny duplikaty. Po odstranéni
duplikatt se zbylé zaznamy nahraly do JBI SUMARI (Munn 2019). V tomto programu probihal
screening nazvu a abstraktt. Nasledné zde probihal i screening plnotextt, které byly podrobné
procteny a porovnany s naSimi inkluzivnimi kritérii. Oba tyto kroky byly provedeny dvéma na
sob¢ nezavislymi hodnotiteli. Neshody mezi témito dvéma hodnotiteli byli vzdy feSeny diskuzi
s tfetim hodnotitelem. Vysledky vyhleddvani a celého procesu screeningu jsou zobrazeny

v PRISMA flow diagramu (Page et al., 2021) (viz. obr ¢.2).
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Obr. ¢&. 2: PRISMA flow diagram
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3.5 Hodnoceni kvality zarazenych studii

U kazdé zarazené studie byla zhodnocena kvalita metodiky dvéma na sobé nezavislymi
hodnotiteli. Pro hodnoceni se vyuzil standardizovany néstroj JBI critical appraisal checklist for
qualitative studies (Lockwood et al., 2020), ktery obsahuje 10 metodologicky zaméfenych
otazek a uzaviené odpovedi ano, ne, nejisté, nedd se hodnotit. Neshody v hodnoceni mezi

hodnotiteli byly vyfeSeny vzdjemnou diskuzi ¢i pfizvanim tfetiho hodnotitele.
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3.6 Extrakce dat

Pro extrakci dat byla vytvoiena tabulka v Microsoft Excelu (viz tab. ¢. 1). Extrahovana

byla data o:

e Studii — autor, rok, zem¢, vyzkumna otazka, paradigma, metodika, etické povoleni
e Ugastnicich studie — pocet, vék, gender

e Sourozencich s PAS — druh PAS a komorbidity, délka vztahu mezi sourozenci

3.7 Syntéza dat

Kvalitativni data byla syntetizovana v JBI SUMARI za pouziti JBI pfistupu pro meta —
agregaci. Z extrahovanych dat byly vytvoreny kategorie podle tematické podobnosti, které byly
dale dle JBI metodiky zpracovany do syntetizovanych vyroki za ucelem snazsiho informovani
o vysledcich této studie a poskytnuti relevantnich informaci pro odborniky v praxi i dalsi

,»stakeholdery*.
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Tab. ¢. 1: Extrakce dat

Autor Zemé
rok
Ajalan  Singapo
2017 re
Allgood USA
2010

Nazev

Siblings’
Reflections on
Having a
Brother or
Sister with
Autism in
Singapore

The
Perspective of
Young Adults

Siblings of
Individuals
with Asperger
Syndrom and
High
Functioning
Autism: an
Exploration of
Grief and
Implications
for
Developmental
Transition

Vyzkumna
otazka/vyzkumné
cile

The purpose of this
study is to explore
the experiences of
having a sibling with
autism and to
develop an
understanding of the
phenomenon in
Singapore.

1) How do young
adult siblings
describe their

relationships with

brothers/sisters with
ASD?

2) What are the
emotions expressed
by adolescents and
young adult siblings
of individuals with

ASD?

3) Do the emotions
expressed relate to
themes of grief?
If so, have these
feelings of grief
impacted other areas
of the individual’s
life?

Paradigma

Phenomenolo
gy

Metody sbéru
dat

Structured
interview

Ethnography = Semi-structured

inteviews

15

Pcet
ucastnik
ia
jejich
pohlavi
3 males,
5
females

3 males,
6
females

Vék
ucastnikia

20-31
years

19-24
years

Druh PAS a
komorbidity

5 low
finctioning, 1
high
functioning, 2
uncertain of
the level

Asperger
syndrome and
higher
functioning
Autism

Délka
vztahu
sourozen
ci

9-29
years

16-24
years

Etické
povoleni

Review
Board at The
Chicago
School of
Professional
Psychology

Not
mentioned



Angell USA
2012

Apkin USA
2016
Atkin UK
2014

Bachraz = Australi
2009 a

Experiences of 1) What is the

Siblings of experience and
Individuals impact of having a
with sibling with an ASD
Autism from the perspective
Spectrum of a typocally
Disorders developing child? 2)
What type of support
do siblings of
individuals with
ASD:s percieve they
need?
Emerging The purpose of this
Adults' study was to explore
Experience of the experiences of
Having an individuals in
Older Sibling = emerging adulthood
with High who have an older
Functioning sibling with
Autism Asperger’s

syndrome, or high
functioning autism

Personalisation Our qualitative

, family findings explored
relationships siblings’
and autism: perspectives on
Conceptualisin | having a brother or
g the role of sister with autism
adult siblings and specifically
focused on how their
relationships were
negotiated and given
meaning across the
life course.
Creating a 1) How do young
Different Kind children and their
of Normal: parents perceive
parent and sibling relationships
child within the family?

Grounded
theory

Phenomenolo
ay

Constructivio
nist, realist
and
essentialist

Not
mentioned

Cross—case
anaysis,
Interviews

semi-structured
interview

semi-structured
interviews,

case study—
combining
parent
interviews,
child interviews

16

6 boys
and 6
girls

7
females

14
women,
7 men

3 girls

7-15 years

18-29
years

25-67
years

4-6 years

Not specified 6-14
years
Asperger 18-29
syndrome or years
high
functioning
Autism
"severe ASD 24-65
+ learning years
disabilities"
Not 4-6 years
mentioned

Not
mentioned

Not
mentioned

The Human
Research
Ethics and

Governance

Committee of
The
University of
York

Not
mentioned



perspectives
on sibling
relationships
when one child
in the
family has
autism
spectrum
disorder

Benderi = Sweden

x 2007

SiblingsT
Experiences of
Having a
Brother or
Sister With
Autism and
Mental
Retardation: A
Case Study of
14 Siblings
From Five
Families

USA A
Phenomenolog
ical Study of
the Lived
Experiences of
Siblings of
Individuals
With
Autism
Spectrum
Disorder.

Benini
2022

2) Are sibling
relationships altered
by having a brother

or sister with

autism?

3) How do young
children describe the
experience of
growing up in a
family that includes
a child
with autism?
The aim of this
study was to
describe siblings'
present and past
experiences of
having a brother or
sister with autism
and moderate to
profound mental
retardation.

1) What are the
perceptions of a
typically developing
child who has a
sibling with ASD
regarding their
sibling
relationships?

2) What do siblings
of individuals with
ASD describe as
positive experiences
in their interactions
with their sibling
with ASD and what

and naturalistic
observations,

Not Interviews,
mentioned thematic
content analysis

Phenomenolo = semi-structured
ay interviews

17

6 5-29 years
females,
8 males

6 10-17
females, years
4 males

ASD with
moderate to
profound
mental
retardation,
major
delay/lack of
verbal
language

Moderate to
severe ASD,
1x attention
deficit
hyperactivity
disorder, and
anxiety

5-11
years

1-16
years

The ethics
committee of
the medical
faculty of the
Lund
University
(LU 304-99)

Institutional
Review
Board



Bishop
2012

Bland
2020

South
Africa

UK

The
experiences of
siblings of
children with
autism

“He’s the best
brother anyone
could want and
he should be
really happy
that he’s
different™:
Children’s
experiences of
having a
sibling with
Autistic
Spectrum
Disorder: an
interpretative

overall impacts have
those experiences
had on their lives?
3) What do siblings
of individuals with
ASD describe as
negative experiences
with their siblings
with ASD and what
overall impacts have
those experiences
had on their lives?
4) What type of
supports do siblings
of individuals with
ASD perceive that
they need?
What are the
experiences of
siblings of children
with ASD?

1) What are
children’s
understandings of
ASD? 2) What are
children’s individual
experiences of living
with a sibling with
ASD? 3) What
supports, if any,
would children like
to help them with
living with a sibling
with ASD?

Interpretive, = semi-structured 3 males,  7-17 years
constructivist = interviews with 5

siblings, open— = females

ended
questionnaires
for parents.
Phenomenolo = Semi-structured = 3 female, = 7-9 years
ay interviews 1 male

18

Not specified

ASD with no
additional
disabilities/ne
eds

6-10
years

7-9 years

Division of
Research
Development
of the
University of
Stellenbosch
(480/2010)
School for
Policy
Studies
Research
Ethics
Committee at
the
University of
Bristol



phenomenolog
ical analysis
Experience of
Family
Members
Living with a
Child
Diagnosed
with Autism
Spectrum
Disorder:
Important
Psychological
Factors for
Intervention
Autism as an
Ambiguous
Loss: The
Experience of
Multiple
Family
Members

Blancha UK
rd 2013

Blanken USA

ship2015

Buivydai = Lithuani
te 2018 a

Family
Experiences
Raising
Children with
Autism
Spectrum
Disorder in
Lithuania
(Chapter 7.
Sibling
Experiences of
Having an
ASD Child in
the
Family)

The current study
begins to address a
gap in this field by
investigating, using
qualitative methods,
the experience of
living in a family
where there is a
child with ASD, but
from the perspective
of both parents and
siblings.

Better understand
the effect that having
a child with an ASD

has on the family

system, including
ways that the child
might impact
parental, marital and
sibling relationships
1) explore the
potential risk and
resilience factors in
siblings of children
with ASD;

2) understand the
relationships and the
dynamics between
the siblings;

229
3) identify if there
are any differences
in the siblings’
experiences based
on the influencing

Phenomenolo
aqy

Phenomenolo
ay

Not
mentioned

in depth semi—
structured
interview

semi-structured
interviews

semi-structured
interviews

19

4 males,
2
females

3
females,
1 male

8 males,
7
females

11-15 3 Asperger’s,
years 3 ASD
Diagnosed
between 5
and 24
months
11-20 Not
years mentioned
11-25 5x mild, 5x
years moderate ,3
severe

We dont’
know
precisely
(age of
ASD sibs
are 9-14
years)

8-15
years

5-22
years

NHS
research
ethics
committee
England

Not
mentioned

the Central
University
Research
Ethics
Committee
Medical
Sciences
division at
the
University of
Oxford (Nr.
R52782/REO
01).



How my life is
unique:
Sibling

perspectives of
autism

Growing up
with autism:
Experiences
and
perceptions of
neuro—
typically
developing
sisters

Burnha @ Canada

m 2022

Callagha UK
n 2016

factors of age,
gender, and ASD
severity;

4) understand how
parents can support
their TD children.
What are the lived
experiences of
siblings of children
and youth on the
autism spectrum?
1) What are the
experience of NTD
sisters growing up
with a sibling with
ASD?

2) What do NTD
sisters perceive are
the positive and
negative aspects of
growing up with a
CYP with ASD?
3) What are NTD
sisters’ experiences
of family life, school
life, and
relationships with
friends and the wider
peer group?

4) How do NTD
sisters perceive their
relationships with
siblings with ASD?
5) How do NTD
sisters cope with,
and adjust to, having
a sibling with ASD?
6) What supports, or
could support, the

Phenomenolo
aqy

Post-
positivist and
interpretative

semi-structured 4
interviews females,
5 males

Semi-structured 8
interview females

20

8-17 years Not
mentioned
10-19 Challenging
years behavior of
ASD sibling

8-13
years

8-19
years

the Brock
University’s

research
ethics board.

Not
mentioned



Carroll
2013

Carroll
2021

Chu
2023

UK

USA

Malaysi

a

Children’s
Constructed
Meanings of

Sisterhood

When an Older

Sibling Has

Autism

Sister-To—
Sister: A
Phenomenolog
ical Study of
Women's

Experiences of = with a sister who has

Having a
Sister with
Autism
Spectrum
Disorder
Based on the
Female
Autism
Phenotype
“Sometimes I
Feel
Grateful...”:

Experiences of
the Adolescent

wellbeing of sisters
growing up with a
sibling with ASD?
To advance our
understanding of
sibling relationships
when one child has a
disability, in this
dissertation, I ask
children to voice
their perspectives,
and share their
experiences. |
investigate how
typical children
construct meanings
of sisterhood when
their older sibling
has autism.
The purpose of this
qualitative research
study is to ascertain
what new insights
women

ASD can provide
regarding females
with ASD, based on
the theory of a
female autism
phenotype.

Our goal is to
understand the
challenges, coping
strategies, and
impact on

Phenomenolo
aqy

Phenomenolo
gy

Not
mentioned

Semi-structured
interview

Semi-structured
interview

Semi-structured
interview

21

4
females

4
females

11
female, 3
male

9-12 years

18-35
years

12-18
years

Not
mentioned

Aspergers’
syndrome

Not
mentioned

9-12
years

Not
mentione
d

5-15
years

Not
mentioned

Not
mentioned

Not
mentioned



Corsano Italy
2017

Cridlan = Australi
2016 a

Critchle UK
y 2021

Siblings of
Children with
Autism
Spectrum
Disorder in
Malaysia
Typically
developing
adolescents’
experience of
growing up
with a brother
with an autism
spectrum
disorder

Families
Living With
Autism
Spectrum
Disorder:
Roles and
Responsibilitie
s of
Adolescent
Sisters

A parent—
sibling dyadic
interview to
explore how
an individual
with Autism
Spectrum
Disorder can

relationships for
adolescent TD
siblings growing up
with siblings with

ASD in a Malaysian

context.

The primary aim of
this study was to
extend the small

body of evidence on

this important,
underresearched
topic by describing
and analysing the
experience of
growing up with a
brother with an ASD
in a sample of TD
adolescent siblings.

This study
investigates
adolescent sisters’
roles from the
perspectives of
multiple family
members, to gain a
multi—faceted and
holistic
understanding of
family functioning.
1) To explore how
family dynamics are
impacted by a
diagnosis of an
ASD.

2) To explore the
perception of the
dynamic by

Not Semistructured
mentioned interviews

Not Interview
mentioned

Phenomenolo = semi-structured
ay interviews

22

9 males,
5
females

3
females

4
females,
4 males

13-20
years

16-17
years

18-40

moderate — to 12-17
low years
functioning
ASD
Asperger 13-15
syndrome years
ASD not 10-31
specified, years
comorbidities
:5—non
identified, 1—
hypertonia,
1- learning
difficulties,

designed and
carried out
according to
the Ethical
Code of the
Italian
Association
of
Psychology
and the
American
Association
of
Psychology
the
university’s
human
research
ethics
committee

Department
of Ethics
Committee at
the
University of
York.



Day Canada
2019

Danshy USA
2017

Diener USA
2015

impact family
dynamics

Sibling
Relationships
and Autism
Spectrum
Disorder: A
Different
Relationship
A
phenomenolog
ical content
analysis of
online support
seeking by
siblings of
people with
autism

Sibling
Relationships
of Children
with Autism
Spectrum
Disorder in the
Context of
Everyday Life
and a
Strength—

understanding
differential
experiences from
parents and
neurotypical siblings
to those with an
ASD.

What are the lived
experiences of
young adults who
live with or lived
with a sibling
diagnosed with ASD
in Saskatchewan?
1) What are the
overall experiences
of siblings being
raised with a child
with an ASD? 2)
How do NT siblings
describe their
emotional
experiences to
online peers? 3)
How do NT siblings
cope with the
experiences of being
raised with a child
with autism?
Our goal was to
better understand the
relationships
between the children
with autism and their
siblings in the
context of this
strengths—based,
family focused
program.

Manen’s
hermeneutic
phenomenolo

ay

Epistemology

Interpretative,
participatory

semi structured
interviews,
photo
production

gathering posts
from online
blogs
written by
siblings

semi structured
interviews

23

3 males,
2
females

65
participa
nts

7 female

2 late 20s,
3 early 20s

17-31
years

7-14 years

1- profound
deafness

Not
mentioned

Not specified

6 — high
functioning
ASD, 1 -
Pervasive
Development
al
Disorder Not
Otherwise
Specified

Not
mentione
d

Not
mentione
d

7-12
years

the
University of
Regina
Ethics
Review
Board

Not
mentioned

Not
mentioned



Ellis USA
2013

Erickson USA
2019

Fernand UK
ez—Ford
2003

Based
Program
The
Experience of
Being Raised
with a Sibling
with Autism
Spectrum
Disorder

Autism
Spectrum
Disorder and
the Sibling
Relationship:
A
Phenomenolog
ical Study

Making Sense
of Autism: An
Interpretative
Phenomenolog
ical Analysis
of Siblings'
Perceptions
and
Experiences of
Autism

The objective of this
qualitative study was
to develop a rich, in—
depth understanding
of individuals’
experiences of being
raised with a sibling
with an autism
spectrum disorder.
1) What have
typically developing
siblings of children
with a diagnosis of
ASD experienced in
their sibling
relationship?

2) How has being a
sibling of a child
with ASD impacted
the typically
developing sibling’s
positive and
negative affect and
other aspects of
daily life (i.e. family
dynamics, social
relationships)?
The aim is to
discover how
siblings’ represent
the concept of
autism and describe
the personal
experience of having
a sibling with autism
through the analysis

Semi-structured
phenomenolo

Phenomenolo = Semi-structured

Semi-structured 6 male, 3 18-32

female years

4 8-12 years
females,
5 males

5 11-16
females, years
7 males

Not
mentioned

Not
mentioned

11x severe
learning
disabilities,
2x ADHD, 2x
Epilepsy, 1x
Tuberous
Sclerosis, 1x
Aspergers
syndrome

At least
10 years

at least 5
years

8-14
years

Not
mentioned

Not
mentioned

University of
Surrey
Advisory
Committee
on Ethics



Fleming USA
Richard
son 2016

Gaines USA

2013

Gillatt UK
2007

What Is the
Life
Experience of
Growing Up

with a Sibling

with an

Autism
Spectrum
Disorder?
Adolescent

Girls’

Experiences of

Growing up
With Brother

Diagnosed On

The Autism
Spectrum

Having a
Brother or
Sister with

Autism:
Children's

Experiences of

the Sibling
Relationship.

of semi-structured
interviews.
What is the life
experience of
growing up with a
sibling with an
autism spectrum
disorder?

Generic
qualitative
methodology

The purpose of this =~ Phenomenolo
study was to develop ay
a better
understanding of
adolescent girls
experiences of
growing up with a
younger brother
diagnosed on the
autism spectrum.
1) What are
children's
perspectives on their
relationships with
their brother or sister
with autism? 2) Are
there positive
aspects to the sibling
relationship when
one child has
autism? 3) Are there
negative aspects to
the sibling
relationship when
one child has
autism? 4) If so:
What are the
positive and

Grounded
theory

semi-structured

interview

a semi—
structured
interview

semi-structured

interviews

25

6
females,
2 males

6
females

11
females,
4 males

20-40
years

14-18
years

6-13 years

Not
mentioned

2x Asperger’s
Disorder, 3x
Pervasive
Development
al Disorder —
Not
Otherwise
Specified, 1x
Autism.

Not
mentioned

Not
mentione
d

11-15
years

4-13
years

the ethical
guidelines of
the Belmont

Reportthe

Not
mentioned

the
Leicestershir
e Research
Ethics
Committee
and the
University of
Leicester
Ethics
Committee



Gomez
2004

Gorjy
2017

Gorlin
2016

Gray
2016

Australi

Brasil Autism:

impacts on
siblings

“It's better than

a it used to be”:

Perspectives of
adolescent
siblings of

children with

an autism
spectrum
condition

USA Severe

Childhood
Autism: The
Family Lived

Experience

USA The Quality of

Life of
Siblings of
Individuals

with Autism
Spectrum
Disorder

negative aspects of
such a sibling
relationship? 5) Are
there any unique
aspects to the sibling
relationship when
one child has
autism?

The objectve is to
investigate the
impact of autism on
the sibling with
typical development.
this research aimed
to explore how
adolescent siblings
of children with
ASC view their life.

What is the lived
experience of the
family living with a
child who has severe
autism?

1) How does this
sample of typically
developing siblings
describe their own

quality of life in

regards to (a)
interpersonal
relations, (b)
emotional well-
being, (c) personal

Constructivis
m, strengths-

hermeneutic
phenomenolo

Phenomenolo

semi-structured

interviews

semi-structured

interviews

Unstructured
interviews,
family/home
observations,
field notes, and
family lifelines
interviews

26

14 male,
15
female

8 males,
3
females

1 female,
21 male

4
females,
5 males

8-18 years

12-17

years

Not

mentioned

7-17 years

Not
mentioned

5-no
comorbidities
33—
intellectual
delay, 1 -
high
finctioning
ASD, 1 -
aspergers, 1-
ADHD
Severe
according to
Autism
Functional
Challenge
Questionnaire
not specified

Not
mentione
d

6-15
years

Not
mentione
d

Not
mentione
d

Not
mentioned

the
University
Human
Research
Ethics Com—
mittee

Not
mentioned

Not
mentioned



Hartma USA

nn 2012

Henders USA
on—
Rudling

2019

Hennon USA

2013

Hicks UK
2014

Autism and its
Impact on
Families

In the Shadow
of Autism: A
Collective
Case Study on
Life with a
Sibling with
Autism in a
Military
Family

The Sibling
Experience: A
Study on the
Impact of
Birth Order on
Adolesvents
Who Have
Siblings With
Autism
An
Interpretative
Phenomenolog
ical Analysis
of adolescent

development, and
(d) and social
inclusion?

What are the

experiences of

parents and siblings

with a child

diagnosed with

autism?

1) How is the well-
being of a typically
developing child in a
military family
living on a military
post impacted by
having a sibling with
autism in the home?
2) How does having
a sibling with ASD
impact the roles of
the typically
developing siblings
in a military family
who lives on a
military post?
This study explored
the experience of
growing up with a
sibling with autism
through the
perspectives of
adolescent
siblings.

1) What are the
thoughts and
feelings of
adolescent siblings
who experience

Not
mentioned

Interpretive
and
naturalistic
approach,

Grounded
theory

Phenomenolo
aqy

semi—structured
interviews

Document
analysis —
timeline of life
events that
impacted
their military
family; Artifact
Analysis:
Photographs;
Semi structured
inteviews

Semi-structured
interviews

Semi-structured
interviews

27

6
females,
2 males
-4 of
them are
siblings
1 male, 3
females

4 males,
4
females

3 male, 3
female

19-63
years

14-19
years

13-18

years

14-17
years

Not
mentioned

Not
mentioned

Not

mentioned

Not
mentioned

Not
mentione
d

12-18

Not
mentione
d

12-16
years

Not
mentioned

the Liberty
University
Institutional
Review
Board
(IRB),the
Department
of Defense
Educational
Activities
(DODEA)??

Not
mentioned

Ethical
consent was
obtained
from Cardiff
University



Hinek
2019

Hwang
2010a

Hwang
2010b

Croatia

Korea/
UK

Korea/
UK

siblings’
experiences of
aggression by
a brother with

Autism

Spectrum
Disorder, and

their
perceptions of
their coping
processes

Growing up
with a brother
diagnosed with

autism
spectrum
disorder: The
siblings’
perspective
Honourable
Sacrifice: A
Visual
Ethnography
of the Family
Lives of
Korean
Children with
Autistic
Siblings
Making the
familiar
strange and
making the
strange
familiar:
understanding
Korean
children’s

aggression by their
brother or sister with
ASD?

2) What effective
coping processes, if
any, do adolescents
perceive they engage

in in response to
their experience of
aggression by their
brother or sister with

ASD?

1) What are the adult
siblings” experiences
of living with a
brother wit ASD? 2)
What are their
perceptions of the
recieved and needed
support?

This article presents
the findings of a
visual ethnographic
study exploring the
lives of nine children
living with an
autistic sibling in
South Korea

It goes on to
describe a visual
ethnography of nine
Korean children
living with autistic
siblings, exploring
the ways in which
autism was
experienced and

Not Semi-structured 4 male, 2
mentioned interviews female
Not multimedia 5 female,
mentioned recorders to 4 male
make video

diaries of their
everyday lives
+ sibling
interpretation of
visual data

Not multimedia
mentioned recorders to
make video

diaries of their

everyday lives

+ sibling

interpretation of

visual data

5 female,
4 male

28

21-44
years

7 15 years

7-15 years

Not
mentioned

Not
mentioned

Not
mentioned

Not
mentione
d

6-15
years

6-15
years

Ethics
Committee.

Not
mentioned

English
University
ethics
committee

Not
mentioned



lannuzzi
2022

lvey
2010

Jagla
2017

Jamtaas
2018

USA

USA

German
y

USA

experiences of
living with an
autistic sibling
Challenges
and Growth:
Lived
Experience of
Adolescents
and Young
Adults (AYA)
with a Sibling
with ASD
Dual Familial
Roles: An
Asperger’s
Syndrome
Case Story

Healthy
Siblings of
Children with
Autism
Spectrum
Disorders. A
Mixed—
methods Pilot
Study
Typically
Developing:
The
Adolescents’
Experience of
Having a

conceptualised by
non—disabled

siblings.

The aim of this
qualitative study was

to explore

the experiences of
NT siblings from
two perspectives: the
siblings themselves
as well as their

parents.

This case study
examines the life
experiences of one
woman in Texas,
who is not only a
sibling of a brother
with Asperger’s
Syndrome, but she is
also a parent of a son
with the same

diagnosis.

Not specified

Aim was to gain
insight around the
dynamics of TD

siblings’

experiences, as well
as the unique
obstacles that arise

Phenomenolo
aqy

Not
mentioned

Not
mentioned

Phenomenolo
aqy

semi-structured
interview

semi—
structured
interview

Guideline—
based
interviews,the
KINDLR
instrument, the
LARES
questionnare,

semi-structured
interviews

29

15
females,
5 males

1 female

5
participa
nts

2 males,
4
females

13-24
years

28 years

12-15
years

25-31

Not
mentioned

Asperger’s
Syndrome not
oficial
diagnosis?)

Not
mentioned

1x depression

and attention
deficit, 1x
intellectual
disability

Not
mentione
d

28 years

Not
mentione
d

24-30
years

Not
mentioned

Not
mentioned

Magdeburg—
Stendal
University of
Applied
Sciences

Not
mentioned



Sibling with
Autism
A descriptive
study of the
experiences of
growing up
with a sibling
who has
autism.

Jensen Canada

1992

Keirsey USA

2016

Experiences of
Neurotypical
Siblings of
Children
with an
Autism
Spectrum
Disorder: A
Qualitative
Exploration

for TD siblings in
adolescence.

This study examines Not in—depth
and describes the mentioned interview
breadth of

experiences of
growing up in a
family where a
brother or sister has
autism. The
experiences of the
siblings, their
emotional responses,
and their coping

methods were
studied.
1) How do Phenomenolo = semi-structured
neurotypical siblings ay open—ended
feel impacted by interviews

their brother or sister
with an ASD
diagnosis? 2) How
do neurotypical
siblings perceive
their relationship
with the child
diagnosed with
ASD? 3) How do
neurotypical siblings
perceive their role
and remaining
relationships within
the family? 4) What
are the challenges of
being a sibling of a
child with an ASD
diagnosis?

30

3

1 male, 6
females

approximat
ely 12 -17
years

13-17
years

not specified

2x Asperger’s
Disorder

At least
10 years

Not
mentione
d

Not
mentioned

Not
mentioned



Kotolski
2015

Lemos
2022

Liebman
n 2010

Mascha
2006

USA

Brazil

USA

UK/
Greece

The Lived
Experience of
Adults with a

Sibling

Diagnosed
with Autism:
Implication for
Post Parental

Care
Young people
with autistic
disorder, their
mothers and
siblings:
family
experiences
and
bioecological
model

Exeptional

families:

Children’s
Perspectives

on Living with
a Sibling with
a Disability

Preliminary
Investigation
of a
Qualitative
Method of
Examining
Siblings'
Experiences of
Living with a

What is the lived
experience of adults
with a sibling
diagnosed with
autism?

It was aimed to
analyze the
conceptions of
young people with
autism, their mothers
and siblings about
their family
experiences.

1) How do children
understand having a
brother or sister with
a disability?
2) How do children
express both short—
term and long—term
effects of living with
a brother or sister
with a disability?
The aim of the study
reported here was to
pilot such a method,
and to assess its
practical usefulness
in identifying those
aspects of having a
sibling with autism
which individual
children find

Phenomenolo
aqy

Decriptive
phenomenolo

gy

Phenomenolo
gy, grounded
theory

Not
mentioned

Semi-structured
one-to—one
interviews

Semi-structured
interviews

open—ended
interviews

semi-structured
interviews

31

4
females,
1 male

17
participa
nts

8
females,
4 males

10
females,
4 males

24-28

years

4-16 years

10-20
years

11-18
years

1x seizure
disorder,

Not
mentioned

1xPervasive
Development
al Disorder
with
attention
deficits and
speech
apraxia.,5x
Aspergers
syndrom
5 — moderate
to low
functioning
autism, 3 —
high
functioning
autism; 3 —
Asperger’s
syndrome

18 - 26
years

Not
mentione
d

9-20
years

Not
mentione
d

Not
mentioned

Centro de
Ciéncias da
Saude

University of
Pennsylvania

Not
mentioned



Child with rewarding and
ASD special, and also
those aspects which
they find painful and
difficult to cope
with.
Matthew = USA The The purpose of this = Phenomenolo = semi-structured = 2 males,
s 2023 Perspectives study was to gain a ay interviews 11
and better understanding females
Experiences of = of the experiences of
Adult Siblings adult siblings of
of Autistic autistic individuals
Individuals and how it has
impacted their lives.
McNam USA Siblings of How do people Descriptive  semi-structured 4
ara 2012 People with describe the approach interviews females,
Autism: The experience and 1 male
Experience of personal impact of
Non-Autistic having a sibling
Sibling with ASD?
McVicke UK The Sisters’ The purpose of this = Phenomenolo Interviews, 5
r 2013 Experience of = qualitative study was ay photographs, participa
Having a to explore the and drawings nts
Sibling with an = experience of having
Autism a sibling with an
Spectrum ASD and to develop
Disorder an understanding of

the relationship
experience from the
typically developing
siblings’
perspective.

32

21-30
years

19-37
years

8-11 years

5X nit
specified
ASD, 2x
aspergers, 3x
severe ASD,
commorbidie
s: 1x
Skraban—
Deardorff
Syndrome,1x
Apraxia, and
general
mental
retardation
Asperger’s
syndrom

Not
mentioned

15-28
years

17-36
years

Not
mentione
d

Not
mentioned

the UBC
Behavioural

Research
Ethics Board

(BREB).

The
Institutional
Review
Board for
'Antioch
University
New England



Mehok
2017

Mitchell
2017

Mokoen
a 2022

USA

USA

south
Africa

A Grounded
Theory
Approach to
Investigating
the Sibling
Relationship
of Individuals
with Autism
Spectrum
Disorder and
Their
Typically
Developong
Siblings
We Band of
Sisters and
Brothers:
Sibling
Relationships
and Autism
Spectrum
Disorder in
Military
Families

Experiences of
siblings to
children with
autism
spectrum
disorder

The purpose of this
dissertation was to
interview ten
typically developing
siblings of
individuals with
ASD.

1) What was the
experience of
growing up in a
military family with
a sister or brother
with ASD? 2) How
does a sister or
brother with ASD in
the context of
military life impact
the sibling
relationship over
time?”

Aims to explore
South African
neurotypical
siblings’ experiences
of living with a
brother or sister
diagnosed with ASD

Grounded
Theory
Method

Phenomenolo
ay

Phenomenolo
aqy

interviews

interview

semi-structured
interview

33

5 males,
5
females

2 males,
3
females

8
females

11-16
years

21-33
years

19-25
years

4 Pervasive
Development
al Disorder—
Not
Otherwise
Specified, 3
Autistic
Disorder

1x aspergers

syndrome +
anxiety
disorder

3—Level 1
ASD, 2 -
Level 2 ASD,
3—Level 3
ASD (DSM-
5 criteria)

Not Not
mentione mentioned
d
16-32 Institutional
years Review
Board

Not by University
mentione

of the
d Witwatersran
d
Human
Research
Ethics
Committee
(Non-
medical).



Molinar
02018

Morris
2023

Mouzou
rou 2011

Canada

UK

USA

Having a
Sibling with
ASD:
Perspectives of
Siblings and
Their Parents

A Comparison
of Attitudes
and
Knowledge
Towards
Autism Based
on Adult
Sibling
Experiences
At home with
disability: one
family’s three
generations
narrate autism

1) How is a family

member affected by

having a child with

ASD in the family
unit?

2) How does living
with a child with
ASD affect family
functioning?
What are
the lived experiences
of having an autistic
sibling?

1) What do parents
and other family
members in the
Economou (a
pseudonym) family
report as their
experiences of living
with and raising a
child with a
disability? 2) What
is the impact of
having a child with a
disability in the
Economou family?
3) What is the
meaning of the
disability experience
in the Economou
family?

Phenomenolo
aqy

Not
mentioned

Not
mentioned

semi-structured
interviews

The online
questionnaire:
series of free—
text questions

about
experiences +
guantitative
questionnaires

Semi-structured

interviews, case
study

34

3

6 males,
103
females

3 males

9-10 years

18-64

12,10 and
6 years

Not
mentioned

Not
mentioned

Not
mentioned

Not
mentione
d

Not
mentione
d

6-8 years

Ethics
clearance
was obtained
from The
University of
Western
Ontario
ethics board.

from the
School
of Education
and Social
Sciences,
University of
the West of
Scotland.

Not
mentioned



Moyson
2011

Nestheid
e 2005

Noonan
2017

Belgiu
m

USA

Ireland

The Quality of
Life of
Siblings of
Children With
Autism
Spectrum
Disorder
What’s It
Really Like? A
Qualitative
Study of
The
Experiences of
Siblings Of
Children with
Autism.

Engaging with
and navigating
limbo: Lived
experiences of
siblings of
adults with
autism
spectrum
disorders

This study
investigated how
siblings of children
with autism
spectrum disorder
describe and define
their quality of life.
1) This study will
investigate the
personal experiences
of siblings of
childrenwith autism
to gain insights from
the siblings
themselves about the
impact of autism on
their social
relationships. 2)
participants will
provide more
internal information
such as their
understanding of
autism and the
feelings that they
identify as related to
having a brother or
sister with autism.
It aimed to explore
the experiences of
these adults and use
IPA methodology to
draw out meanings
of these experiences
in the context of the
wider family.

Phenomenolo
gy

Not
mentioned

Phenomenolo
aqy

in—depth
phenomenologi
cally based
interviews

interview
questionnaire

in—depth
semistructured
interview

35

10
females,
7 males

(15
families)

11
females,
10 males

3 males,
5
females
6
families)

6-14 years

6-15 years

18-37
years

ASD 9x mild Not

, 6X moderate
impairments d
with no ID

6-14
years

Autistic
disorder
(DSM-1V)

22-30
years

4x ASD
moderate
intellectual
disability, 2x
ASD mild-
moderate
intellectual
disability

mentione

Not
mentioned

Not
mentioned

The
participating
university—
based ethics
committee
and clinical

services’
ethics board
(School of
Psychology,

Trinity



Oti-
Boadi
2023

Pavlopo
ulou
2020

Pavlopo
ulou
2022

Ghana

UK

UK

Experiences of

siblings of
individuals

with autism
spectrum
disorders

In their own

words, in their

own photos:
Adolescent
females’
siblinghood
experiences,
needs and
perspectives
growing up
with a
preverbal

autistic brother

or sister

“I often have

to explain to

school staff
what she

needs”. School

1) What are the
experiences and
inpact of having a
sibling with ASD
from perspective of
typically developing
child? 2) What
coping strategies do
typically developing
sibling adopt to
manage their
experience? 3) What
do they percieve as a
future of the sibling
with ASD?
This study aims to
report the methods
and the results of a
series of
collaborative efforts
between sisters of
autistic children with
additional learning
disability, academic
researchers and
representatives of
the sisters’ local
community.

Specifically, this
study explored the
nature and impact of
siblings’
shared time at home

Not
mentioned

Phenomenolo
aqy

Epistemologi
cal approach

Semi-structured

interviews

Group

meetings, self—

report,
individual
interview

semi-structured
photoelicitation

interviews

36

5 males,
3
females

11
females

8 males,
20
females

11-17
years

13-14
years

6-14 years
old

Not
mentioned

ADS with
learning
difficulties

Additional
diagnoses
were reported
for five of the
autistic

10-16
years

11-13
years

College
Dublin)
Collage of
humanities
ethics
commitee at
the
University of
Ghana (ECH
242/21-22)

The Ethical
Review
Board and
the board of
Trustees of
the city of a
local branch
of the
National
Association
of Parents
and
Friends of
Autistic
people in
Southern
Greece

Not Not
mentione

mentioned
d



Pavlopo
ulou
2019

Petalas
2009

Petalas
2012

experiences of
non-autistic
siblings
growing up
with an autistic
brother or
sister

UK ‘I don't live
with autism; |
live with my
sister’. Sisters’
accounts
ongrowing up
with their
preverbal
autistic
siblings
UK “I Like That
He Always
Shows Who
He Is”: The
perceptions
and
experiences of
siblings with a
brother with
autism
spectrum
disorder

UK The
perceptions
and
experiences of
adolescent
siblings who
have a

during school term
time, the nature and
impact of siblings’
shared time at
school, and the
levels of support
that non—autistic
siblings need/and or
receive at school.
“What is the living
and lived experience
of
sisters growing up
with an autistic
preverbal sibling?”

The aim of the
present study was to
investigate, using a
qualitative method
based on
phenomenology, the
perceptions and
lived experiences of
typically developing
siblings, in middle
childhood, who were
growing up with a
brother with ASD.
To identify the
possible processes
underlying
differential
outcomes
in siblings of
children with an

Phenomenolo = Semi-structured
ay interviews

Phenomenolo = semi-structured
ay interviews

Phenomenolo = Semistructured
ay interviews

37

9 12-14
females years
3male,5 9-12years

female
6 males, 14-17

6 years

females

siblings,
including
Attention
Deficit
Hyperactivity
Disorder
(ADHD) and
Down
syndrome.
severe ASD

3—ASD with
ID(1+
ADHD); 5 -
Asperger’s
syndrome.

9-ASD +
intellectual
disability,3 —
Asperger
syndrome.

10-13
years

by University
of London,
Institute of
Education

Ethics Board.

Not the
mentione = University of
d Bangor
Ethics
Committee

Not Bangor Uni—
mentione | versity ethics
d



Preece
2010

Preece
2014

UK

UK

brother with

autism
spectrum
disorder

Autism
Spectrum
Disorders,

Family Life
and Short
Breaks: An
Investigation
Into the
Experience of
Family Life
and Short
Breaks of
Families that
Have Children
with Autism
Spectrum
Disorders in
English
County.
A matter of
perspective:
the experience
of daily life
and support of

ASD, Recent
research
points to

characteristics of the
child with an ASD,
such as behavioural
problems, that may
negatively
influence the
emotional and
behavioural adjust—
ment of their TD
siblings and the
quality of their
relationships
1) What can we
learn of whole
families’
experiences of living
with ASD?
2) What can we
learn of whole
families’ attitudes to
and experience of
short breaks?
3) What factors are
associated by whole
families with
‘quality’ within
short breaks?

Three main aims: 1)
to
identify the key
themes within the
narratives of

Critical
realism

Not

mentioned

semi-structured

4 males, 9-24 years Not
interviews, 6 mentioned
observations, females
self-completed
questionnaires,
openended
questions
Individual or 6 9-24 years | high support
family females, needs, rated
interviews 4 males at 7/10 or
higher on a
dependence

38

9-16

The study
years

complied
with BERA
Guidelines
and with the
University of
Birmingham’
s Code of
Conduct for
Research

8-16
years

the
University of
Birmingham
and the
county’s



Sage
2014

Salucci
2015

USA

USA

mothers,

fathers and
siblings living
with children
on the autism
spectrum with
high support

needs

Perceptions of
siblings with
autism and
relationships
with them:
European
American and
Asian
American
siblings draw
and tell

The Adult
Sibling’s
Experience of
Aggressive
Behaviors on
Children with
Autism
Apectrum
Disorder: A

mothers, fathers and
siblings across these
families; 2) to
identify key factors
emerging from the
consideration of
whole families’
experience of living
with autism; and 3)
to consider the
implications of these
issues for research
and practice.

1) What were
typically developing
siblings’
understanding of
autism?

2) What were
typically developing
siblings’ perceptions
of their siblings with
autism?

3) What were
typically developing
siblings’ perceptions
of their relationship
with their siblings
with autism?
The purpose of this
study was to better
understand the
unique experiences
individuals have
growing up with a
sibling who has
ASD and displays
aggressive behaviors
towards others.

Not semistructured
mentioned interviews,

video recorded

observation of

siblings play
exploratory a semi—
qualitative structured
design interview

39

2 males

5 males,
8
females

scale
(Robinson
and Stalker

1990)

7 years Not
mentioned

18- 37 Not
years mentioned

research
governance
board.

4, 5 years the
Institutional
Review
Board at the
University of

Washington.
Not Not
mentione mentioned
d



Qualitative
Study.

Shane USA

2014

A Qualitative
phenomenolog
ical study:
What Are The
Lived
Experiences of
Young Adults
With Siblings
With Autism
Spectrum
Disorders?
Through the
eyes of a child:
Sibling
perspectives
on having a
sibling
diagnosed with
autism

Schmeer USA

2021

Using an adult
sibling perspective,
this research
explored how the
aggression impacted
their childhood and
the ways they felt
that experience has
influenced who they
are today.
“What are the lived
experiences of
young adults with
siblings with
autism?”’

1) What is the
quality of the sibling
relationship between

the non—autistic
sibling and sibling
with autism? 2) How
does the relationship
with a sibling who
has autism influence
the non—autistic
sibling’s
relationships with
friends and family?
3) What kinds of
support do non—
autistic siblings of
children with autism
receive?

Phenomenolo
gy

Not
mentioned

semi-structured
interview

interviews

40

1 male, 6 18-22

females

10 7-17 years
males, 5
females

Not
mentioned

Not
mentioned

5-21
years

Not
mentione
d

Not
mentioned

the
University of
Florida’s
Institutional
Review
Board



Spino
2015

Stream
2009

Torch
2013

Tozer
2013

USA

USA

USA

UK

The
Psychological
Impact of
Living ina
Family With
an Autistic
Sibling

Buried
Emotions: A
Study about

Siblings of

Autistic

Children

Autism Heard
Through the
Lived
Experiences of
Siblings: A
Participatory
Action
Research
Approach
Continuity,
commitment
and context:
adult siblings
of people with
autism

The purpose of this
phenomenological
study presented in
this dissertation was
to explore and
understand the
psychological
impacts on the
family as well as the
child and to
elucidate how
disabled children
influence their
nonautistic siblings
positively and
negatively.

The purpose of this
dissertation was to
investigate the
emotions and
behaviors of siblings
of children who have
autism in Northern
California.

The purpose of this
study is to provide a
space to
better understand the
lived experiences of
young adult siblings
of individuals with
siblings on the
autism spectrum.
The study, using
semi-structured
qualitative
interviews,
examined the
relationship between

Phenomenolo
aqy

Not
mentioned

Phenomenolo
gy

Broad
narrative
approach

semistructured
interviews

semistructured
interviews

interviews

semi-structured

interviews

41

2 males,
3
females

10
participa
nts

females,
1 male

14
female
and 7
male

21-48

6-10 years

18-35
years

25-67
years

1x bipolar
disorder

Not
mentioned

Not
mentioned

ASD + severe
learning
disability

17-48
years

Not
mentione
d

Not
mentione
d

25-65
years

Not
mentioned

Not
mentioned

Not
mentioned

University of
York
Governance
Committee



Tozer
2015

Tsai
2018

Underw
ood 2017

UK

UK,
Taiwan

UK

plus learning
disability

‘Recognized,
Valued and
Supported’?
The
Experiences of
Adult Siblings
of People with
Autism Plus
Learning
Disability

Siblings’
experiences of
growing up
with children
with autism in
Taiwan and
the United
Kingdom

Exploring the
Experiences of
Typically
Developing
Siblings who
have a Brother
or Sister with
Autism
Spectrum
Condition

adult siblings, where
one of them had
autism, plus a severe
learning disability.
The study explored
the nature of the
relationship between
adult siblings, where
one of them had
autism and severe
learning disability,
and the role of
service delivery in
facilitating this
relationship.

We aimed to
describe the
experiences of
mothers and
typically—developing
siblings of
children with autism
in two cultural
contexts.

How do typically
developing, young
adult siblings make
sense of their
experience growing
up with a brother or
sister diagnosed with
ASC, and how does
this interact with
their education?

Not
mentioned

Phenomenolo
aqy

Phenomenolo
gy

interviews

Semi-structured

interviews

Semi-structured

interviews

42

14
female
and 7
male

6 males,
8
females

5
females,
1 male

25— 67
years

9-17 years

19-21
years

severe autism
plus a
learning
disability

6x Asperger,
8x autism

Severity of
ASC — mild
(2), moderate
(2), severe
(1), very
severe (1).
comorbidities
:1ADHD, 1
physical
disability +
learning
difficulties, 1
epilepsy +
learning
difficulties. 2

24-65
years

5-14
years

15-20
years

University of
York ethical
approval

School of
Education
ethics
committee

Ethical
approval was
obtained
from the
University of
Southampton
Ethics
Committee
(Appendix
H)



recently
experienced

relationship with
their ASD sibling
and how did that
impact the family
dynamic?

3) How has their
perception of their
ASD sibling
impacted their
relationship with the
sibling?

4) How do the

43

depression.
Ward USA Sibling The primary purpose = Descriptive  Semi-structured 11 7-18 years Not Not Not
2016 Experiences: of this study was to design interview females, mentioned mentione mentioned
Living with learn from siblings 11 males d
Young Persons their perception of
with Autism life with a young
Spectrum person who has
Disorders ASD. A secondary
purpose was to
examine interviews
for differences
according to sibling
age, birth order, and
gender.
Wells USA Exploring 1) What are the Not interviews 5-31
2022 Perceptions of perceptions of the mentioned years
African ASD sibling
American and | relationship and how
Mixed Race does that impact an
Black Adults = individual’s sense of
Having a self?
Sibling with 2) How do African
Autism American
Spectrum individuals perceive
Disorder their sibling



Yacoub | Ireland Impact of
2018 challenging
behaviour on
siblings of
people with
Autism

individuals currently
interact with their
ASD sibling?

5) What was
individual’s
perception of family
dynamics, up to the
current age?

This study set out to Not in—depth
gain the perspectives mentioned interviews
of siblings of

individuals with
ASD and ID and to
learn about how
their experiences
growing up have
impacted them. In
particular, the
impact of
challenging
behaviour on
siblings was
explored.

44

11
participa
nts

Not
mentioned

Not Not the research
mentioned mentione ethics
d committee
for Brothers
of Charity



4 Vysledky

V této kapitole je nejprve shrnuto, jaké studie byly do této prace zatazeny, nasledné jsou
zde popsany vysledky hodnoceni kvality zatazenych studii a nakonec jsou zde interpretovany

vysledky tematické analyzy, které jsou rozdéleny do 12 podkapitol.

4.1 Charakteristika zarazenych studii

Pti vyhledavani v databéazich bylo identifikovano ...... studii. Po odstranéni duplikati a
screeningu nazvu, abstraktll 1 plnotextli bylo zafazeno 85 studii. Cely proces vybéru studii je

zobrazen v PRISMA flow diagramu (Page et al. 2021).

Prevazna Cast zatazenych studii je z amerického kontinentu (n=44), ostatni studie jsou
Z riznych ¢asti Evropy (n=29), Afriky (n=3), Australie (n=3) i Asie (n=2). 4 studie jsou
mezikulturni (UK/Korea n=2, UK/Recko n=1, UK/Taiwan n=1). Nej¢ast&ji pouzita metodika
vyzkumu byla interpretativni fenomenologické analyza (n=23). Pouzitd paradigmata vyzkumu
byla fenomenologie (n=60), zakotvena teorie (n=4), konstruktivismus (n=2), etnografie (n=1),
epistemologie (n=2), realismus (n=1) ¢i pozitivismus (n=1). Dv¢ studie pouzili kombinaci vice
paradigmat. Atkin (2014) ve své studii zkombinovala realismus s konstruktivismem, zatimco
Liebman (2010) vyuzila fenomenologii s ukotvenou teorii. Zbytek studii (n= 34) nezminilo
zadné paradigma. Pouze u 45 studii je uvedeny eticky souhlas odpovédnym organem (eticka
komise/univerzita). Vsechny studie krom¢ jedné vyuzili pro sbér dat rozhovory, které byly
v nékterych piipadech doplnény dalSimi metodami jako pozorovéni, analyza fotografii,
videonahravky, kresby, dotazniky ¢i skupinova setkani. Studie Morris (2023) vyuzila pro sbér

dat online dotazniky s otevienymi otdzkami.

Celkoveé bylo ve studiich zahrnuto 993 ucastnikl v rozmezi od 1 po 109 ucastnika
Vv jedné studii. Vice jak polovina zdravych sourozenct byla Zenského pohlavi (n=559, 60 %).
U 8 studii nebylo pohlavi uc¢astnikli zminéno. VEk ucastniki se pohybuje mezi 4 roky a 67 lety,

u dvou studii nebyl v&k ucastniki uveden. Délka vztahu mezi sourozenci byl od 4 do 65 let.

4.2 Vysledky hodnoceni kvality zarazenych studii

Hodnoceni metodologické kvality zatazenych studii bylo provedeno pomoci nastroje
JBI critical appraisal checklist for qualitative studies (Lockwood et al., 2020). Tento nastroj
obsahuje 10 metodologickych otazek, které byly vyplnény 2 na dob€ nezavislymi recenzenty.
Vysledky hodnoceni vSech studii jsou uvedeny v tabulce nize (viz. tab. ¢. 2.)

45



Otazka ¢islo jedna se zabyva shodou mezi paradigmatem a vyzkumnou metodikou. Tato
polozka byla hodnocen jako ,,ano* pouze u 26 studii, u 57 studii je tato polozka hodnocena jako
,hejasné™ a to hlavné z divodu, ze u mnoha z nich neni paradigma uvedeno, nebo jen velmi
nejasné. U 2 studii se paradigma s vyzkumnou metodikou neshodovalo, tudiz tato polozka byla
hodnocena jako ,ne. Druhd otdzka se zabyvd shodou mezi vyzkumnou metodikou a
vyzkumnymi cilya otdzkami. U této polozka méa 65 studii hodnoceni ,,ano* a 20 studii
hodnoceni ,,nejasné* z divodu nejasného definovani cilii ¢i metodiky studie. Otazka Cislo tii se
ptd na jednostost mezi vyzkumnou metodikou a zvolenymi metodamy sbéru dat. Zde je
hodnoceni u 67 studii ,,ano®, u zbylych 20 studii je hodnoceni ,,nejasné*, opét z divodu
nejasného definovani metodiky ¢i metod sbéru dat. Otazka ¢islo 4 je zaméfena na jednotnost
mezi metodikou a zpisobem analyzy dat. 64 studii ma hodnocena ,,ano u této polozky, 2 maji
hodnoceni ,,ne* a 19 studii je hodnoceno jako ,nejasné“. Otazka Cislo pét je zaméfena na
jednotnost mezi metodikou a interpretaci vysledki studie. U této polozky ma 64 studii
hodnoceni ,,ano*, 19 studii hodnoceni ,,nejasné a 2 studie maji hodnoceni ,,ne*. Sesta otazka se
pta, zdali existuje ve studii tvrzeni autory lokalizuje do kulturniho i teoretického kontextu dané
problematiky. Tato polozka se ukézala byt nejvice problematicka ze vSech. U 60 studii takové
tvrzeni uplné chybi, u toto 11 neni uplné jasné a u 14 studii 1ze takové tvrzeni bez obtizi
dohledat. Sedma otazka je zaméfena na to, zdali je ve studii uveden vliv autora na vyzkum i
obracené. Tuto polozku splnilo poze 17 studii, u 10 nebylo tvrzeni zcelajasné au 58 studii se
vibec nedalo dohledat. Otazka cislo osm se tykd adekvatni reprezentace ucastnikii a
dodtatecného mnozstvi jejich citaci pro ilustrace zjisténi. U této otdzky je nejvice studii
ohodnoceno ,,ano* a to ptesné 78. Ze zbylych studii u 2 je hodnoceni ,,ne*“ a 5 je honoceno jako
»hejasné®. Devata polozka se zabyva etickymi kritérii vyzkumu. Pro hodnoceni ,,ano* u této
polozky musela studie uvadét schvaleni pfisluSnym organem, napiiklad univerzitni etickou
komisi pro vyzkum. U 62 studii byla tato poloZzka ohodnocena jako ,,ano®, u 5 studii byla
honocena ,,ne* a u 18 studii byla hodnocena jako ,,nejasné*. Desatou a posledni otdzka se pta,
zdali zavéry studie vyplyvaji z analyzy a interpretace vysledki. U 70 studii byla tato polozka
hodnocena jako ,,ano®, u 2 studii jako ,,ne“ a u 13 studii jako ,,nejasné“. Nejvice studii tedy
splnilo pozadavek na dostate¢nou reprezentaci ti¢astnikti a jejich vypovédi (n = 78; 92 %),
naopak nejméné studii splnilo poZzadavek pro existenci tvrzeni autorti, které je lokalizuje do

kulturniho i teoretického kontextu dané problematiky (n = 14; 16 %)

Tab. €. 2: Vysledky hodnoceni kvality zafazenych studii.
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Authoryear | Q1 | Q2 | Q3 | Q4 | Q5 | Q6 | Q7 | Q8 | Q9 | Q10
Ajalan 2017 Y Y Y Y Y Y Y Y Y Y
Allgood U Y Y Y Y Y Y Y Y Y
2010

Angell 2012 | Y Y Y Y Y Y N Y U Y
Apkin 2016 U Y Y Y Y N N Y Y Y
Atkin 2014 U Y Y Y Y N N U Y Y
Bachraz Y Y Y Y Y N N Y U U
2009

Benderix U Y Y Y Y N N Y Y Y
2007

Benini 2022 Y Y Y Y Y N Y Y Y Y
Bishop 2012 | Y U Y Y Y N N Y Y Y
Blanchard Y Y Y Y Y U U Y Y Y
2013

Bland 2020 Y Y Y Y Y N Y Y Y Y
Blankenship | U Y Y Y Y N N Y U Y
2015

Buivydaité U Y Y Y Y N N Y Y Y
2018

Burnham Y Y Y Y Y U U Y Y Y
2022

Callagham Y Y Y Y Y U U Y Y Y
2016

Carroll 2008 | Y Y Y Y Y U U Y Y Y
Carroll 2021 | U Y Y Y Y Y N Y Y Y
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Chu 2023

Corsano
2017

Cridland
2015

Critchley
2021

Dansby
2017

Day 2019

Diener 2015

Ellis 2013

Erickson
2019

Fernandez—
Ford 2003

Fleming—
Richardson
2016

Gaines 2013

Gillatt 2007

Gomes 2004

Gorjy 2017

Gorlin 2016

Gray 2016

Hartmann
2012
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Henderson
2019

Hennon
2013

Hicks 2014

Hinek 2019

Hwang
2010a

Hwang
2010b

lannuzzi
2022

Ivey 2010

Jagla 2017

Jamtaas
2018

Jensen 1992

Keirsey
2018

Kotolski
2015

Lemos 2022

Liebmann
2010

Mascha
2006

Mattews
2023

Mcnamara
2012
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Mcvicker
2013

Mehok 2017

Mitchell
2017

Mokoena
2017

Molinaro
2018

Morris 2023

Mouzourou
2011

Moyson
2011

Nestheide
2005

Noonan
2018

Oti—Boadi
2023

Pavlopoulou
2019

Pavlopoulou
2020

Pavlopoulou
2022

Petalas 2009

Petalas 2012

Preece 2010

Preece 2014
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Sage 2010 U Y Y Y Y N N Y Y Y
Salucci 2015 | U U U U U N N Y U Y
Schemer U U U U U N N Y Y Y
2021

Shane 2014 U Y Y Y Y Y Y Y Y Y
Spino 2015 U Y Y Y Y N Y Y Y Y
Stream 2009 U U U U U N N N U U
Torch 2013 U Y U U N N N Y N Y
Tozer 2013 U Y Y Y Y N N Y Y U
Tozer 2015 U U U U U N N Y Y U
Tsai 2018 U Y Y Y Y N N Y Y Y
Underwood Y Y Y Y Y N Y Y Y Y
2017

Woard 2016 U Y Y Y Y N N Y Y Y
Wells 2022 U U U U U N N Y U Y
Yacoub U U U U U N N Y Y U
2018

%Y 31% | 76% | 79% | 75% | 75% | 16% | 20% | 92% | 73% | 82%

4.3 Téma 1: Porozuméni poruse autistického spektra

Zkusenosti zdravych sourozencti osob s PAS vytvaii unikatni pohled na tuto poruchu.
Mnoho sourozencii uvadi pocatecni nedostatek porozuméni PAS, ktery se postupné vyviji
pfibyvajicim vékem a lepSi dostupnosti informaci. Pocate¢ni zmatek casto vyplyva

z viditelnych rozdilti v chovani a komunikaci jejich sourozencu s PAS. Jeden z ti¢astnikt uvadi:

51




., When he was first diagnosed...1I just didn’t really get it because I was too young. Now that
I've gotten older I understand it more. (Cridland 2015) Postupem ¢asu se sourozenci ¢asto
snazi o PAS ziskat vice informaci, at’ uz prostiednictvim rodinnych diskuzi, vlastniho vyzkumu
nebo Skolnich projektli, coz jim pomaha pochopit chovani a potieby jejich sourozencu: ,, My
brother was diagnosed when | was about nine or ten. My parents told me (about autism) but
they didn 't really explain it in depth. I didn’t really understand what autism was until 1 did a
project for school (about it). “ (Ajalan 2017).

V ziskanych datech se projevovalo velmi rozdilné pojeti a pochopeni PAS zdravymi
sourozenci. To se liSilo na zakladé riznych faktord. Témi jsou napiiklad projevy sourozence
s PAS, pfitomnost agresivity ze strany sourozence s PAS, ¢i piijeti a pristup rodici pti vychove.
Mnoho sourozenct mluvilo o pfijeti svého sourozence takového, jaky je: ,, I like him the way
he is. He’s my brother. I'd never make him normal because I knew him like this. And I can’t
imagine a brother any other way” (Petalas, 2009). Casto uvadgji, Ze je pro né piitomnost PAS
v rodiné normalni situaci: ,, My brother has always been here...as far as I can remember, so it
was a normal situation for me. ““ (Hinek 2019) Pro jiné ucastniky je pochopeni jejich sourozence
a zvladani odli$ného ¢i ndroného chovani spojeného s PAS plné vyzev: ,, It’s just,  mean, it’s
a bit annoying, and upsetting. I just, it’s just bad. I just wish it wasn’t me, who had been picked

to have a disabled brother or sister, which is like upsetting. *“ (Fernandez—Ford 2003).

Sourozenci ve studiich popisuji autismus jako jinak fungujici mozek (Liebnann 2010),
postizeni, kvuli kterému sourozenci nechapou socialni vyznamy ¢i sarkasmus (Benderix 2007,
Liebnam 2010), maji problém porozumét co jim chceme fici (Chu 2021, Burnham 2022) a také
maji obtize sami vyjadrit své myslenky a pocity (Fernandez—Ford 2003, Blankenship 2015),
nebo maji obtize zvladat sviij vztek a frustraci (Bland 2020, Hartmann 2012). Ugastnici také
popisuji zvlastni zajmy svych sourozenct s PAS, naptiklad ve studii od Shane (2014) jeden
Z ucastniki popisuje: ,, He would sort things very meticulously and he would spend a lot of time

Sorting his cars or, or you know, like lining them up like perfect. .

V nekterych studiich také tcastnici fikali doporuceni pro jiné sourozence ¢i osoby
Vv blizkém kontaktu s osobami s PAS. Mezi jejich nejcastéjsi rady patii byt trpélivy, snazit se

jim porozumét, respektovat je a jejich projevy (Bland 2020, Mehok 2017, Keirsey 2018).

4.4 Téma 2: Pozitivni zkuSenosti
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Zdravi sourozenci sdileli mnoho pozitivnich zkuSenosti a aspektli zivota s jedincem
s PAS, casto zdaraznovali jedine¢né aspekty svého vztahu, které jim pfinaseji radost, smich a

pevné pouto.

Spole¢né aktivity jsou kliCovou soucasti vzajemného vztahu. Mnoho zdravych
sourozencu uvedlo, Zze se svym sourozencem hraji rizné hry, béhem kterych zazivaji spoustu
legrace, coz je motivuje travit s nimi vice ¢asu. Ve studii od Gray (2016) jeden ze zdravych
sourozenct uvadi: ,, He's funny to play with. He jumps around and laughs a lot.” Mimo to
zdravi sourozenci ¢asto uvadi, ze jejich bratii a sestry s PAS jsou nejen partnery ve hie, ale také
dilezitymi zdroji podpory a uceni: ,, ...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’.* (Bland 2020). Mnoho
sourozencu uvedlo, jak jim jejich souziti se sourozencem s PAS pomohlo rist, rozvijet empatii
a ocenit jedinené pohledy na svét. Jeden ze sourozencti tekl: ,, I think my experience is kind of
cool. I mean not everybody gets to have a brother or a sibling with autism or something. It's

actually kind of nice and you learn something every day. (McVicker 2013).

Nekteti ucastnici uvedli jako pozitivni zkuSenost, Ze se jejich sourozenec s PAS citi v
jejich pfitomnosti bezpecné a vyhledava je v naro¢nych situacich: ,, When we would go places...
out in public...he would stand near me or hold my hand when he felt anxious or over stimulated.
Knowing he felt safe with me were always positive moments for me.“ (Mitchell 2017). Dalsi
pak uvedli, ze ackoliv byl jejich vztah v détstvi slozity, nyni v dospélosti nachazeji spole¢nou
fe¢ diky sdilenym zajmUm: ,, We 're definitely much better relationship wise in terms of we talk
every day, she wants to hang out, we go get smoothies, or we have a dog we like to play with
him together...So, we re on good terms now. “ (Carroll 2021).

Pozitivni zkuSenosti sourozencli osob s PAS ukazuji, Ze tyto vztahy mohou byt nejen
vyzvou, ale 1 zdrojem radosti, lasky a osobniho rlistu. Sourozenci se u¢i ocenit jedine¢né kvality

svych sourozenct s PAS, coz piispiva k jejich vlastnimu pochopeni a empatii.

4.5 Téma 3: Neprijemné zkuSenosti zdravych sourozencii

Sourozenci jedinct s PAS casto zazivaji fadu vyzev a emocionélnich dopadt kvuli
chovani a vétSim potiebam svého bratra nebo sestry. Tyto zkuSenosti formuyji jejich kazdodenni

zivot, ovliviiuji jejich socialni interakce a maji vliv na jejich psychickou pohodu.
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Jednim z nejrozsifenéjSich problému, kterym sourozenci c¢eli, je neptedvidatelnost
chovani jejich sourozence: “You just don’t know exactly when he’s going to be aggressive
because it can come on at any time. You re just on alert, you feel like, I feel, I dunno like you
Jjust have to be prepared, but you can’t be...It’s hard, you know, living like that.” (Hicks 2014).
Tento trvaly stav ostrazitosti mize vést k uzkosti a stresu, coz ovliviiyje jejich celkovou kvalitu

Zivota.

Zdravi sourozenci popisovali velmi negativné prozivané situace, kdy se ze strany
sourozence s PAS objevovala agresivita a nasilné ¢i sebeposkozujici chovani. Tyto incidenty
Casto vytvareji atmosféru napéti a strachu v domacnosti. Napiiklad jeden sourozenec uvedl:
“Every day he was attacking me. And every day he would hair grab and then smash your head
into the wall.” (Kotolski 2015). Takové zkuSenosti zplsobuji nejen fyzickou, ale
také psychickou Gjmu, ktera mize pietrvavat roky. Agresivni chovani se ¢asto projevuje i
ni¢enim domadcich predmétli a osobniho majetku, coz prispiva k chaotickému domacimu
prostredi. Jeden sourozenec popsal: “Most days he’d be running around scribbling on the walls,
pulling the curtains down, flooding the bathroom, putting toys down the toilet. It, it felt chaotic,
yeah.” (Tozer 2013).

Navic sourozenci ¢asto zazZivaji socidlni izolaci a stud kviili chovani svého bratra nebo
sestry. Boji se pozvat své ptatele do svého domu, protoze by mohli byt svédky vybuchti jejich
sourozence. Jeden sourozenec vysvétlil: “I did have friends come over but not as often as I went
to friends’ houses and I think it was because | knew there was a potential that they might see a
tantrum or see something that was out of the ordinary for them. It stressed me out a little bit to
be honest” (Salucci 2015). Vylety a rodinné dovolené jsou ¢asto narusovany kviili odporu nebo
neschopnosti jejich sourozence vyrovnat se s novym prostiedim. Napiiklad jeden sourozenec
sdilel: ,, ...it comes to that day and we re about to get out the door (t0 a vacation), 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. “ (Bland 2020).

Kromé toho mohou sourozenci bojovat s pocity zasti nebo ztraty kvili tomu, Ze nemaji
,hormalni* sourozenecky vztah. Jeden sourozenec uvedl: ,, Sometimes, | really, really wish she
would talk to me. Like sisters talk to each other... Sometimes I yell at my sister because I want
her to fight back, to get in an argument with me. " (Liebmann 2010). Tato touha po typické

sourozenecké interakci je opakujicim se tématem mezi mnoha sourozenci déti s PAS.
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Celkove¢ jsou popisované zkuSenosti poznamenany mnozstvim fyzickych, psychickych
I socidlnich vyzev. Neptedvidatelnost chovani sourozence s PAS, neustaly stav ostrazitosti a
nékdy az socialni izolace, které zazivaji vyzaduje pozornost a podporu k zajisténi lepsi kvality

zivota zdravych sourozenct.

4.6 Téma 4: Rozmanitost pociti

ZkuSenosti sourozenct jedinct s PAS odhaluji velkou rozmanitost emoci a pocitd. Tito
sourozenci se Casto potykaji se smési lasky, frustrace, studu, hrdosti a smutku, coz v§echno

formuje jejich vztah k sourozenci s PAS, rodinné role i jejich osobni identitu.

4.6.1 Laska a pouto

Mnozi sourozenci vyjadiuji velkou lasku a silné pouto se svym sourozencem s PAS,
Casto popisuji svlj vzajemny vztah jako velmi blizky. Pro nékteré je toto pouto posileno

jedine¢nymi vyzvami, kterym celi spole¢n¢, coz podporuje pocit vzajemného porozuméni.

“My brother and I, we stay together all the time (smiles). Yes, we are like one. We stay
together so much, we wake up at the same time, we brush our teeth at the same time. We are
the kids of the house, you know... We love each other and we try to be united, this way our love

grows every day.” (Pavlopoulou, 2019)

4.6.2 Frustrace a hnév

Naopak, sourozenci také ¢asto mluvi o pocitech frustrace a hnévu, zejména kdyz
chovani sourozence s PAS je naro¢né ¢i agresivni. Jeden ze sourozencl uvedl pocity frustrace

Vv situaci, kdy se svému sourozenci snazi pomoci:

“He doesn’t really recognize that I'm trying to help, he recognizes me as, as the one
who he can let out his anger on I guess. It’s hard because, like, I'm, I'm there trying to be the

one who'’s trying to help.” (Hicks, 2014)

46.3 Stud

Stud je dalsi casty pocit, zejména béhem narocného nebo socialn¢ nevhodného chovani
sourozence s PAS na veiejnosti. Tento stud muze ovlivnit socialni interakce a sebevédomi

sourozence.
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“I was so embarrassed ... Like, the tantrums and meltdowns. When you 're in public or

you go out to eat, and your brother has a meltdown, and everyone stares at your family, it’s

awful. You just want to hide.” (Ellis, 2013)

4.6.4 Hrdost a vdéénost

Navzdory témto vyzvam mnoho sourozencti také vyjadiuje hrdost na uspéchy svého

sourozence s PAS a vdécnost za jedinecné perspektivy, které pfinaseji jim i celé roding.

“When I see her happy and I see her improving it makes me so happy. I don’t know if other
people get that sense of pride from their relationships with their brothers and sisters.” (Salucci,
2015)

4.6.5 Smutek a starost

Smutek a starost jsou mezi sourozenci rozsifené, zejména pokud jde o budoucnost a
socialni izolaci jejich sourozence s PAS. Ve vypovédich sourozenct se ¢asto objevovaly obavy

o to, zda si jejich sourozenec najde pratele nebo bude schopen zit samostatné.

“I don’t know if it is worried or sad, but he does not have very many friends. He has never had
a friend come over, or like most of his friends from school | know, because they are only 2 years
younger than me, and | play with them sometimes. It makes me sad that he does not have more
than a couple of friends.” (Angell, 2012)

4.6.6 Konflikt a zavist

Zdravi sourozenci také popisuji pocity konfliktu a zasti, zejména kdyZ sourozenec s PAS
dostava vice pozornosti nebo zvlaStniho zachézeni. To muze vést k Zzarlivosti a pocitu

nespravedInosti.

“I was like just cause he has autism now he must get things that I didn’t get when I was his

age—totally unfair, he should wait too.” (Mokoena, 2022)

4.6.7 Prijeti sourozence s PAS

Nakonec vétSina zdravych sourozenct uvadi, Ze pfijima svého sourozence s PAS a
stavaji se jejich obhajci. Mnoho z nich chape autismus jako nedilnou soucast identity svého

sourozence.

“I simply like him for what he can do and love him because he is my brother. I don’t want him
to change. Autism is part of who he is. This is how he was born like that. It is an integral part

of him, you cannot take it away.” (Pavlopoulou, 2020)
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Lze fici, Ze emocionalni zkuSenosti zdravych sourozencu jedinci s PAS jsou velmi
rozmanit¢é a komplexni. Tito sourozenci se pohybuji. Jejich vypovédi zdlraziuji
mnohostrannou povahu sourozeneckych vztahli v rodindch postizenych autismem, coz

podtrhuje potiebu podpory a porozumeéni ze strany Sirsi komunity.

4.7 Téma 5: vnimani jedinci s PAS

ZkuSenosti a postiehy zdravych sourozencti jedincti s PAS poskytuji jedine¢ny pohled
na to, jak jsou jedinci s PAS vnimani jejich vlastni rodinou i $irsi spole¢nosti. Toto vnimani

v

odrazi Siroké spektrum postojii a porozumeéni.

4.7.1 Vnimani zdravého sourozence

Sourozenci sPAS jsou V jejich o¢ich velmi kreativni, jedine¢ni, inteligentni a
obdarovani. Mnozi zdravi sourozenci vyjadiuji hlubokou néklonnost a obdiv ke svym
sourozenciim s PAS. Jeden z ucastnikd popisuje svou sestru takto: ,, My sister has a talent for
completing beautiful colour patterns. She loves detail and she will never give up till all coloured
boxes or tiles look the same. She has an elegant taste in music and she absolutely concentrates
on the sound of the bass or drums. She has a great memory and although she can’t read she

knows how to find her favourite CDs or videos. * Pavlopoulou 2019

Ale jak jiz bylo zminéno ptedtim, mit sourozence s PAS pfinasi i fadu vyzev. Zdravi
sourozenci popisuji ze jejich sourozenci s PAS mohou byt velmi emociondlni. Obtizn€ rozumi
okoli, nejsou samostatni, mluvi jen o svych zajmech. Déle jsou Casto frustrovani, protoze
nedokazou s okolim komunikovat ¢i mu rozumét, lehce se rozhodi a potom muze situace piejit
az do agresivniho chovani sourozence s PAS. Toto vSechno vede k pocitim frustrace i na strané
zdravych sourozenct: "Sometimes they don't really understand what you are trying to tell them
and also sometimes they get really angry because sometimes they can't express themselves. Like
they know what they want to say but they don't know how to say it." Bishop 2012

4.7.2 Vnimani pratel a vrstevniki

Nekteti pratelé zdravych sourozenct se jejich sourozenctim s PAS vyhybaji, boji se jich,
mysli si o nich, Ze jsou ,,divni* nebo maji nevhodné a nechapavé poznamky k sourozenci s PAS:
,,One day a friend came over to play with me on the computer, but once he saw my brother was
at home too, my friend said that he had to go home. “ (Moyson 2011) Strach z takové zkuSenosti
nebo uz i prozita podobna zkuSenost v minulosti nékteré zdravé sourozence dovedla k tomu, Ze

své pratele nezvou domi, nebo s nimi ani nesdili Ze n&jakého sourozence maji. Jeden ze
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sourozencu sdilel: ,, I know the anger and frustration...the inability to go anywhere or do
anything with both parents, or have friends over, since the ones who know your brother are too
scared to come and the ones who don’t can’t because they’ll disrupt his routine. “ (Danshby
2017)

Nekteti zdravi sourozenci si naopak vybiraji pratele pravé na zaklade toho, jak zareaguji
na jejich sourozence s PAS. Schmeer ve své studii popsala zkusenost jedné z tcastnic: ,, She
observed whether potential friends were accepting of her brother with autism and whether they
acknowledged him when they visited, stating that “they re not a really good person if they can’t
accept everybody “. ” (Schmeer 2021)

Cast sourozencti uvedla pozitivni zkuSenost po seznameni ptatel se sourozencem s PAS.
Ve vypovédich se objevovalo lep§i pochopeni a piijeti ze strany pratel i zapojovani do
spole¢nych aktivit. Ve skupiné pratel, kteti ho znaji a rozumi mu uz nikomu nepftijde chovani
sourozence s PAS ,,divné“. Jeden z ucastnika uvadi: ,,Almost all my friends have met my brother
and they all, like, love him too, they think he’s really funny and chill so it doesn’t like, bother
them and doesn’t bother me having them over cause they have gotten to know him and they
understand too.* (Blankenship 2015)

4.7.3 Vnimani spole¢nosti

Sourozenci Casto zaznamenavaji, ze vnimani spolecnosti je plné neporozuméni a
stigmatizace. Mluvi o zkusenostech, kdy nedostatek povédomi a akceptace vede k nevhodnému
chovani a mylnym pfedstavam. Mnozi sourozenci citi potfebu vzdelavat ostatni, aby podpofili
inkluzivnéj$i prosttedi. Jeden ze sourozencii uvadi: ,,Most people who haven’t grown up
understanding autism don’t know how to act around those with special needs. (Morris 2023)
Sourozenci dale uvadéji, jak se spolecnost a pratelé izoluji od jejich rodiny pravé protoze
nerozumi PAS a nevédi, jak je podpofit: “It was hard to see my parents not be very well
supported by their community, because | think their community of friends didn't have any

experience with anyone on the autistic spectrum.” (Jamtaas 2018)

V socidlnich situacich se zdravi sourozenci Casto setkavaji s pocitem studu nebo
frustrace kvuli reakcim vefejnosti na jejich autistické sourozence: ,, I feel like people are judging

me for what my brother’s doing. (lannuzzi 2022)

V celku lze fici, ze zdravi sourozenci Casto vyjadiuji naklonnost ke svym sourozenciim
s PAS a obdivuji jejich jedinecné schopnosti a talenty. Na druhé strané, zdravi sourozenci ¢asto

celi vyzvam spojenym s emociondlnimi a komunikac¢nimi obtiZzemi svych sourozenct s PAS,
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coz miize vést k frustraci a stresu. Vnimani ze strany pratel a Sirsi spolecnosti byva Casto plné
neporozuméni a stigmatizace, coz muze vést k socialni izolaci jak pro jedince s PAS, tak pro
jejich rodiny. Tyto zkusenosti ukazuji na potfebu zvySeného povédomi a vzdélani spole¢nosti
o PAS. Podpora inkluzivniho a empatického prostredi je klicova pro zlepSeni kvality Zivota

nejen pro jedince s PAS, ale i pro jejich rodiny.

4.8 Téma 6: Identita

Mit sourozence s PAS mutze vyznamné ovlivnit identitu jedince i jeho pohled na svét.
Mnoho sourozencii uvadi, ze vyrustani s bratrem ¢i sestrou s PAS je naucilo byt silnéjsi a
odoln¢jsi, coz jim pomaha piekonavat narocné Zivotni vyzvy. Ve studii Preece (2010) jeden
ucastnik popsal: ,,It’s made me stronger inside because it’s given me something hard to cope

‘

with at a young age. So difficulties that I face later on will, I guess, be easier to get over..."

Sourozenci ¢asto zminuji, ze diky svym zkuSenostem se sourozencem s PAS rozvinuli
vEtsi miru empatie a porozuméni vici ostatnim lidem, zv1asté tém s riiznymi druhy postizeni:
., 1t’s definitely opened my eyes to a lot of things and made me think a little bit more empathetic
when it comes to dealing with people who have autism or disabilities. “ (Matthews 2023) Mnoho
sourozenct také uvadi, Ze jejich zkuSenosti jim pomohly rozvinout vétsi trpélivost a péci o
druhé, coz se projevuje jak v osobnim, tak v profesionalnim Zivoté. Jeden z t¢astnika uvedl: ,, 7
think the thing that has changed the most about my feelings is the fact I've developed way more
patience and understanding and not just with her but at work and with friends too and even
people I don't like (laughs). “ (Wells 2022)

Nekteti sourozenci uvadéji, Ze jejich zkusenosti s PAS ovlivnily jejich volbu zaméstnani
a zivotnich cili. Tito jednotlivei Casto citi silnou potfebu pomahat druhym a vénovat se
profesim, které se zameétuji na podporu lidi s postizenim. Jeden ze sourozencii uvedl:
., Everything—the person ['ve become, the...character ['ve become, the life path I'm choosing,

the school 1'd like to own, the difference 1'd like to make—it’s all my brother. “ (Mokoena 2022)

Souziti s jedincem s PAS casto vede k rozvoji sily, empatie, trpélivosti a smyslu pro
péci o druhé. Sourozenci se uci, jak se vyrovnat s obtizemi, byt chapavéjsi k odliSnostem a Casto
jsou inspirovani k tomu, aby se vénovali pomocnym profesim. I pfes naro¢né aspekty Zivota s
PAS se mnoho sourozenct shoduje, ze tyto zkuSenosti pfispély k jejich osobnimu ristu a

pozitivné ovlivnily jejich pohled na svét.
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49 Téma 7: Rodina

Pfitomnost sourozence s PAS miize mit velké dopady na fungovéani a dynamiku celé
rodiny. Mnoho sourozencu vyjadfuje pocit zanedbavani a frustrace z nedostatku pozornosti
rodict. Napftiklad jedna ucastnice zminuje, Ze jeji bratr s PAS ¢asto dostava hracky, zatimco
ona jen obcas: "(I) Only ... sometimes ... only for Sam" (Bachraz, 2009). Dalsi repsondenti
popisuji, Ze jejich rodi¢e maji ob¢as tendence bagatelizovat jejich problémy: "l remember
having an argument with my mum during my A level exams and she said well, ‘it's not important,

’

I mean, [Brother’s Name] can never take them so I don't know why you're stressing’’

(Underwood, 2017).

Castym tématem mezi zdravymi sourozenci je nerovnost v pozornosti. Sourozenci se
Casto citi opomenuti ve prospéch svého bratra nebo sestry s PAS. Jeden sourozenec
poznamenava: "...he gets a lot more attention, like if Mum and | are sitting and talking he will
come in and Mum will lose track of what we are talking about and focuses on him™ (Cridland,

2015). Tento pocit zanedbavani mtize vést k pocitu osaméni a nedocenéni.

Starsi sourozenci Casto zminuji, ze byli nuceni dospét rychleji kvili potiebé pomahat s
péci o sourozence s PAS. Jedna respondentka popisuje svou zkuSenost: "because | was the
eldest, | kinda did grow up a lot quicker than say my friends would have...as in like | was given

a lot more responsibility...I was like a lot more mature... “ (Yacoub, 2018).

Opét se zde objevuje Siroké spektrum emoci od frustrace az po pochopeni a adaptaci.
Nekteti sourozenci citi zklamani a nespravedlnost, kdyZ jejich sourozenci s PAS dostavaji od
rodict mirngj$i zachazeni: "if I do something, I get in trouble...If he hits me, he just gets sent to
his room but he’s usually in his room...So it’s no different" (Carroll, 2008). Jiné zkuSenosti
vSak ukazuji na postupnou adaptaci a pochopeni rodinné dynamiky, Naptiklad ve studii od
Ajalan (2017) jeden ucastnik uvani: "It’s a blessing in disguise in a sense as a family we 've
become closer. We understand, we are more compassionate, we have more empathy for

others.".

Nékteti ucastnici navic uvadeli, Ze obcas se vSechny své emoce snazi pted rodici zakryt,
protoze je nechtéji jesté¢ vice zatézovat. Jini povazuji za normu, ze se vSichni pfizplisobi
potifebam jejich sourozence s PAS. Nékteii ticastnici uvedli ze své emoce potlacuji, protoze to
po nich rodice pfimo vyzaduji. Jena z Gcastnic se svétila: “When I [TD sibling] know there is
something that I can’t help or really make better, I don’t really like to tell them [parents]

because | know it will upset them more that they know that I am sad as well.” (Tsai 2018).
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Nekteti sourozenci se zminili o vlivu jejich star§iho sourozence s PAS na vychovné
styly rodi¢i. To nasledné mize mit vliv naptiklad na jejich vztahy s vrstevniky. Jak uvedl jeden
ze zdravych sourozencu: “...having [my sibling] made my mom more overprotective, so that by
the time when | was like 13 and 14,1 still had to go out with an adult. Like I just wanted to go
to the mall for the day, I had to have a parent with me until I was almost 15 and | never stood
up to my mom about that. So, you know, there was strain with friends who had more freedom”
(Jamtaas 2018).

ZkuSenosti se sourozencem s PAS také ovliviiuji socidlni Zivot a mezilidské vztahy
zdravych sourozenci. Nekteti respondenti uvadéji, ze vybér jejich zivotniho partnera byl
ovlivnén potiebou prizpusobit se specifickym potfebam jejich sourozenctu s PAS: "I have had
two serious relationships. They both knew all about autism and were kind of interested in my
sister, and when they met her got along with her really well" (Apkin, 2017). Tento fakt ukazuje,
ze prijeti a pochopeni PAS muze byt kliCovym faktorem pii budovani pevnych a trvalych

vztahu.

Podpora $irsi rodiny mtize hrat vyznamnou roli v adaptaci a celkové pohodé zdravych
sourozencl. Napiiklad Hartmann (2012) uvadi: "My Grandparents were always very helpful;
they would watch me and my siblings. The rest of my extended family reacted just fine and are
very accepting of my sister.” Takovéto zkusSenosti ukazuji, jak dulezita je podpora Sirsi rodiny

pfi zvladani vyzev spojenych s Zivotem s osobou s PAS.

Piestoze vSechny tyto zminéné vyzvy mohou byt narocné, mohou také vést k posileni
rodinnych vazeb, zvySeni empatie a pochopeni. Podpora $ir§i rodiny a oteviena komunikace v

ramci rodiny jsou kliCové pro zajisténi, aby se vSechny déti citily milované a podporované.

4.10 Téma 8: Nadmérna zatéz

DalSim tématem, které jsme syntetizovali ze studii je nadmérnd zat€z zdravych
sourozenci. Zivot sourozencil osob s poruchou autistického spektra je €asto poznamenan
zvysenou zatézi a zodpoveédnosti. Mnoho téchto sourozencl se musi potykat s naroénymi tkoly

a situacemi, které jsou nad rdmec béznych povinnosti jejich vrstevniki.

Jednou z nejCastéji zminovanych zatézi je kazdodenni péce o sourozence s PAS. Mnoho
sourozencil se musi starat o zakladni potieby svych bratrii a sester, coz Casto vede k omezeni

jejich vlastniho Casu a svobody. Jeden sourozenec uvedl: ,,/ did a lot of the care giving...I've
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helped probably almost every day since she’s been born. A lot of the overseeing she...still needs

assistance with everything. It’s like having a baby, an infant forever. *“ (Kotolski 2015).

Dale sourozenci osob s PAS casto ¢eli omezenim, ktera se tykaji jejich socidlniho Zivota
a osobni svobody. Casto musi piizptsobit své plany a aktivity potiebam svého sourozence, coz
miize vést k izolaci a pocitim osamélosti. Ucastnik ve studii McNamara (2012) sdilel: “With
us it was just expected, you know, ,,you take care of Erin. You cancel all social plans . “ Nékteii
sourozenci popisuji, jak péce o bratra Ci sestru s PAS ovliviiuje jejich dlouhodobé plany a
kariérni rozhodnuti. Musi Casto volit mezi svymi osobnimi ambicemi a potiebami své rodiny:
“ All these career decisions I had to make because of my family, whereas my friends have the

liberty to move everywhere they want.” (Ajalan 2017).

Psychologickd a emociondlni zatéz souvisejici s péci o sourozence s PAS je cCasto
nadmérnd. Sourozenci se mohou citit zanedbani, piehlizeni nebo pod velkym tlakem, aby plnili
roli peCovatele ¢i mediatora v roding. Jeden z Gicastnikl popsal: “Any time, let’s say, I had a
conflict in high school that was really emotional for me, if | were to bring that up with my
parents, maybe 10 minutes into the conversation, my sister would be upset about something,
and she would take the conversation away, and suddenly it would be, ‘I hate myself” all over
again. Because there was never enough time to hash out what | was feeling because my sister
always needed to do that, so, um, I didn'’t feel like there was space for me to experience these
things, so I just didn’t experience them.” (Carroll 2021) Mnoho sourozencti se musi ujmout
zodpovédnosti, ktera je pro jejich vék neobvykla. Casto musi "dospét" diive neZz jejich
vrstevnici, coz mize ovlivnit jejich vyvoj a vnimani vlastniho détstvi: “l had to grow up a lot
faster than my peers as I had a lot of responsibility at a young age, I didn’t have time to go out
with friends as I was looking after him.” (Morris 2023).

Zivot sourozencil osob s PAS je Casto naplnén zvysSenou zatézi a zodpoveédnosti, ktera
méa hluboky dopad na jejich kazdodenni Zivot, socidlni vztahy, kariérni rozhodnuti a

psychologickou pohodu. Pfimé vypovédi sourozenct ilustruji narocnost téchto situaci.

4.11 Téma 9: Péce o sourozence s PAS

Ptedchozi kapitola mluvila o nadmérné zatézi a zodpovédnosti, které sourozenci osob s
PAS celi. V této kapitole se zamétime na specifické aspekty péce, kterou zdravi sourozenci

poskytuji svym bratrim a sestram s PAS.
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Sourozenci Casto popisuji, jak se podileji na kazdodenni péci o své sourozence s PAS.
Casto vykonavaji mnoho praktickych tikolt, které by jinak vykonévali rodi¢e nebo pecovatelé.
Tato pomoc zahrnuje vSe od piipravy jidla po asistenci pii hygienickych ¢innostech a dohledu.
Tyto ¢innosti jsou mnohdy ¢asové naro¢né a vyzaduji znaénou miru trpélivosti. Jeden tcastnik
uvedl: ,, My brother has briefs, and | have to change him everyday. | have to get him drinks in
the morning. | have to change him. | have to get him food. But it’s very nice, even though it’s
hard work.” (Erickson 2019) Kromé¢ fyzické péce poskytuji sourozenci také emoc¢ni podporu a
casto funguji jako mediatoii v naro¢nych situacich. To pro sourozence neni viibec jednoduché,
hlavné v situacich, kdy uz nevédi, jak svému sourozenci mohou pomoci: ,, 1 would try to be
brave and try to be strong but a lot of times it wouldn’t help her stop so I would just feel so
helpless...I wouldn’t be able to stop the tantrum from happening so I would just let it run its

course. I would have no idea what to do.” (Salucci 2015)

Mnoho sourozencii uvadi ze se o svého sourozence staraji radi. AvSak v nekterych
ptipadech to vyzaduje velké obéti a balanc mezi potiebami jejich sourozence a jejich osobnim
zivotem. Jeden ze sourozencu popsal: ,, Watching Thomas and, just wanting to be I suppose to
be there around to look after him, but not, also at the time perhaps not realizing that | needed
to start my own, you know, sort my own life out. “ (Tozer 2015) N&ktefi sourozenci uvadi pocit
viny, pokud upfednostni své potieby ¢i zajmy pied potfebami jejich sourozence a rodiny: “/
would say there were sacrifices. | would say at times it felt like a burden and it would create a
lot of anger for me. Like damn it, | need to go do my stuff, and | don't feel like taking my brother
for a drive. Oh, shit, and then the guilt. “ (Spino 2015)

Zdravi sourozenci ¢asto uvadi, ze kromé ptimé péce o potieby jejich sourozence s PAS
se zarovein stavaji jejich ochranci. Jejich pfitomnost miize pomoci zmirnit stresové situace a
ptedejit eskalaci problémového chovani: “I was always a bit overprotective of Tobias when
they went to dad’s house. Neither of us had a great relationship with our father and he didn’t
agree with the ASD diagnosis, so I always felt like Tobias needed me more there.” (Henderson
2019) Mnoho sourozencti se vidi v budoucnu jako primarni pecovatelé o svého sourozence

s PAS, vidi to jako své poslani. Timto se vSak vice bude zabyvat kapitola budoucnosti.

Péce o sourozence s PAS vyzaduje zna¢né mnozstvi Casu, energie a emocionalniho
nasazeni. Zdravi sourozenci cCasto pfijimaji role pecovateld, ochrdncii a emocnich
podporovatelll, coz miize vést k pocitu nadmérné zodpovédnosti, ale také k pocitu uspokojeni

a smysluplnosti.
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4.12 Téma 10: Copingové strategie

V této kapitole si predstavime specifické strategie zvladani, které zdravi sourozenci
vyvinuli na zvladnuti naro¢nych situaci. Tyto strategie zahrnuji rtizné zptsoby, jak zvladat

stres, agresi a emocionalni zatéz spojenou s zivotem vedle sourozence s PAS.

Jednou z nejcastéji zminovanych strategii je schopnost zdravych sourozenct predvidat
chovani svého sourozence s PAS a podle toho jednat. Tato dovednost umoziuje sourozenctim
1épe zvladat neptfedvidatelné situace a minimalizovat konflikty. Jak popisuje jeden z ucastniki:
"If you just see that same expression or body stance long enough each time before he gets angry
you kind of clock that well he could kick off, it makes it feel like you can tell when it’s going to
happen, or well, when it could happen more. | mean there are plenty of times when it [the
aggression] will just pop up but at least you can tell a bit when it’s going to happen" (Hicks
2014). Nekteti ucastnici se se v§im vyrovnavaji tim, ze se snazi v naro¢nych chvilich svého
sourozence s PAS uklidnit nebo celkové pievezmou pecCovatelkou roli, aby méli vSe pod
kontrolou. Jeden z ucastnikt uvadi: “I try to calm him down...I try to talk to him and like say
he’s my best friend and stuff, cause usually that just helps.” (Mehok 2017). Jedou z fink¢nich
strategii je podle ucastnika také planovani vSech aktivit doptedu: ,,...we have learned to be
more on a schedule and to plan things out cause like that’s what we have to do, we can’t do

things on the spot because it doesn’t work that way.” (Blankenship 2015).

Dalsi Castou strategii je aktivni vyhybani se konfliktnim situacim. Zdravi sourozenci
¢asto hledaji klidné misto, kam se mohou uchylit a kde se budou citit bezpe¢né. Tento tinikovy
mechanismus jim pomaha zvladat stres a emocionalni zatéz: "My room was my hideaway. |
didn't spend near as much time in my room then as | do now because it's really only in the last
three years that I've kind of realised that | can actually get away in my room.” (Gorjy 2017).
Dalsi ptiklady zahrnuji unik do vlastniho svéta prostfednictvim uméleckych aktivit nebo
koni¢kl, coz poméaha zdravym sourozencim nalézt vnitini klid a vyrovnat se s obtiznymi
situacemi: "'l was into painting, drawing arty stuff and creative writing. | used to get lost in that

’

sort of thing...it was about me and getting involved in something I could lose myself in'

(Callaghan 2016).

Sdileni zkuSenosti a emoci s prateli nebo rodinnymi piislusniky je dalsi dalezitou
strategii, jeden z Gcastniki uvadi: "I go to Mum, I tell Mum because then she’ll do something
about it... (but) sometimes Mum is the cause of my frustration so I go to my bestfriend and I just
tell her about everything ...and I just say, “I can’t deal with this “."" (Cridland 2015). Na druhou
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stranu mnoho souroznct uvedlo Ze o tom neradi mluvi a rad&ji si vSe nechavaji pro sebe: "I just
don't like talking about it ... I keep most of it to myself ... [ am not someone who easily talk
babout how I feel." (Bishop 2012). Zdravi sourozenci také ¢asto nachazeji utéchu a porozumeéni
u lidi, ktefi maji podobné zkuSenosti: “When I found out a classmate had a brother with an

ASD | felt more at ease, because | could invite him home and I knew he understood me.’
(Corsano 2017).

Cas a péde sam o sebe hraje klicovou roli v Zivotd zdravych sourozencii. Mnoho z nich
nachazi zpisoby, jak se uklidnit a zlepSit si ndladu prostfednictvim riiznych aktivit, jako je
modlitba, relaxace nebo prosté traveni ¢asu o samoté: "l use prayers as my strength and also

focus on my education™ (Oti—Boadi 2023).

Strategie zvladani, které pouzivaji TD sourozenci osob s PAS, jsou riznorodé a Casto
velmi individudlni. Od ptedvidani chovani a vyhybani se konfliktnim situacim az po sdileni
zkuSenosti a aktivni ucast na rodinném zivoté, vSechny tyto strategie jim pomahaji 1épe zvladat
narocné situace a nachéazet vnitini klid. Tyto dovednosti nejen usnadnuji kazdodenni zivot, ale
také rozvijeji schopnosti, které mohou byt uzitecné i mimo rodinné prostedi, jako je trpélivost,

empatie a schopnost vyjednavat.

4.13 Téma 11: Potieba podpory

V této kapitole se zaméfime na vypovédi zdravych sourozencii osob s PAS, které
ilustruji jejich potteby. Tyto vypoveédi poukazuji na rizné formy podpory, které by mohly

vyrazné zlepsit jejich kvalitu Zivota a psychickou pohodu.

Mnozi sourozenci vyjadiuji potiebu emocionalni podpory, kterou €asto postradaji kvili
zamé&feni rodi¢ti na péci o sourozence s PAS. Jak tika jeden ze sourozencu: "l don't really have
anyone, because my mom usually goes to him [brother with ASD] and sits with him and talks
to him and my dad's usually at work." (Bishop 2012) Tato vypovéd ilustruje izolaci, kterou

mohou sourozenci citit, a potfebu nékoho, kdo by jim poskytl emocionalni podporu.

DalSim vyznamnym aspektem je potieba profesionalni podpory a poradenstvi, kterého
je pro tuto skupinu osob nedostatek. Nékteti sourozenci zdiraznuji pozitivni dopady navstévy
terapeuta: “It was scary for me at first, but going to counseling has been one of the best
decisions I've made. It’s helped tons with coping.” (Dansby 2017) Sourozenci ¢asto hledaji
rady a pomoc, jak se vyrovnat s ndro¢nymi situacemi, a profesionalni podpora jim muze

poskytnout nezbytné nastroje pro zvladani téchto vyzev.
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Setkavani s jinymi sourozenci, ktefi si prozivaji podobou situaci, mtize byt pro mnohé
zdrojem velké podpory. Setkani a skupinové aktivity pro sourozence mohou vytvofit prostor
pro sdileni zkuSenosti a posileni vzajemného pochopeni: "There’s a (Sib network) where I live,
and they have meet-ups, so | was able to meet other siblings, and when | was there it was the
first time I truly felt like I was understood and it was the most amazing experience in the world."”
(Apkin 2017) Toto podtrhuje dilezitost komunitni podpory a setkavani s ostatnimi, ktefi maji

podobné zkusenosti.

Sourozenci také Casto vyjadiuji potiebu lepsiho porozuméni PAS a jeho dopadiim na
rodinny zivot. Informovanost miize vyrazné zlepsit schopnost sourozencii vyrovnavat se s
narocnymi situacemi. Tato potieba zahrnuje jak formalni vzdé€lavani, tak i praktické rady a
informace, které mohou sourozenci vyuzit v kazdodennim zivoté. Jeden ucastnik uvedl: “Yes,
| do think even if it was just like a brief understanding of kind of talking more about the spectrum
that exists and talking about because yes, we know about it, but like seeing kind of the broader
spectrum to be like, okay, it’s so open that it’s not this one size fits all diagnosis and kind of

seeing that more at a young age I think would have been really good to see.” (Matthews 2023)

Sourozenci Casto potfebuji €as a prostor pro sebe, aby se mohli vénovat vlastnim
zajmim a relaxaci. Tato potieba mlze byt zvlaste€ silnd v situacich, kdy péce o sourozence s
PAS vyZaduje zna¢né mnozstvi asu a energie: “It works for me to see my friends or have a
chat with my cousin on a day that my brother has been out of control...Having a break helps
me forget about it and then, in turn, when I am back home, I just act normal and fresh. | am

happy to be around him again.” (Pavlopoulou 2019)

Sourozenci také vyjadiuji potfebu konkrétnich strategii a podpory pii zvladani
narocnych situaci, jako je naptiklad agresivni chovani nebo jiné krizové momenty: “/ definitely
didn’t know how to deal with her behaviors. At the beginning [ would just want to fight back...
It would’ve been nice to be taught how to handle those behaviors...an action plan of what we

could do when she had her meltdowns.” (Salucci 2015)

Potieby podpory zdravych sourozencii osob s PAS jsou rozmanit¢ a komplexni.
Zahrnuji jak emociondlni a psychologickou podporu, tak i potfebu informovanosti, komunitni
podpory a konkrétnich praktickych nastroji pro zvladani kazdodennich vyzev. Je nezbytné, aby
rodiny, odbornici a komunity vénovali pozornost t€mto potfebam a poskytovali sourozenciim
odpovidajici podporu, aby mohli nejen zvladat své narocné role, ale také se osobné rozvijet a

prosperovat.
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4.14 Téma 12: Budoucnost

V zéavérecné kapitole této diplomové prace se zaméiime na téma budoucnosti péce o
sourozence s PAS. Z vypovédi ucastnikii je patrné, ze zdravi sourozenci se Casto citi
zodpovédni za péci o své sourozence s PAS: "My career choice... is the number one thing. |
know where I am going to be 10 years, 20 years from now...it’s gonna be with him. That is for

certain.” (Kotolski 2015).

Nekteti ucastnici uvadeli ze jejich sourozenec by mohl zit samostatné ¢i ve skupinovém
bydleni, coz vnimaji jako Zadouci vyvoj. Jeden ze seouroznct uvedl: ,, /’d love it if he found the
place that he felt comfortable ... I would love it in 15 years if he is in a group home, settled.”
(Kotolski 2015). Na druhou stranu né€ktefi sourozenci si nepieji, aby jejich sourozences s PAS
byl v institucionalni péci a davaji pfednost tomu stat se primarnimi pecovateli: "We have
discussed this issue a lot. In my opinion, a group home placement is out of the question. |

already said that AA would live with me in the future.” (Hartmann 2012).

Mnoho sourozenci vypovida, Ze oni se jednou stanou zodpovédnymi za svého
sourozence s PAS: "l know that one day | will most likely need to become the carer of my
autistic sibling in the future." (Morris 2023) Néktefi z nich to vSak vnimaji jako biim¢ a radi by
zafidili pé¢i o svého sourozence jinym zpusobem: ,,...the one thing | am worried about and
even my parents have told me before is that one day when they get older and they die off or pass
away, umm, will | have to take care of him? I don’t want to have to have that burden, but |
mean, it depends how well my brother is doing. “ (Hennon 2013) Pozadavek stat se primarnim
pecovatelem klade na sourozence mimotfadnou emociondlni a praktickou zatéz, kterd miize
vyvolavat pocity obavy a strachu: ,, I was like he’ll live with me forever...I'll take him in, he
will be part of my little family, and he’ll live in my house, he’ll have his own room and all that,
but that’s not realistic. So I don’t know, I am quite scared of the future.” Yacoub 2018 Mnohdy
pro sourozence byva dobry vztah sjejich sourozencem sPAS zakladnim Ccinitelem v
rozhodovani o budouci péci. Jeden z mladsich sourozenct uvedl: "I get scared cos when he’ll
go to an older school he’s going to get bullied and stuff and that scares me. But, I will always
be there for him." (Mascha 2006).

I pokud o svého sourozence s PAS nebudou pfimo pecovat, stale se od zdravych
sourozencil ocekava, ze se stanou financn€ odpovédnymi za svého sourozence s PAS a ze zajisti
adekvatni podporu. Jeden Gcastnik popsal: ,, I am aware of the fact that in the future that’s going

to come down to me so you kind of think about that for future sort of career prospects and things
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like that you have to bear that in mind. And so it kind of dictates that fact that | do feel like um

I need to do well and get a good job to support him as well as me..." (Underwood 2017).

Zaveérem muzeme konstatovat, Ze zkuSenosti sourozencii jedincii s PAS jsou rozmanitg,
ale Casto se poji s dirazem na rodinny zavazek, vzajemnou podporu a nutnost pfizptisobeni

osobnich zivotnich ¢i kariérnich cest potfebam sourozence s PAS.

4.15 Syntetizované vyroky

Pfi extrahovani dat byly vytvoreny kategorie podle tematické podobnosti, které byly dale
dle JBI metodiky zpracovany do ¢tyt nasledujicich syntetizovanych vyrokl za u¢elem snazsiho

informovani o vysledcich této studie.

1. Sourozenci osob s poruchou autistického spektra chapou toto postizeni rtiznymi
zpusoby a na riznych urovnich. Jejich porozuméni ovliviiuje piijeti, vzajemné interakce
a komunikaci a ovliviiuje jejich spoleny Zivot. Vnimani poruch autistického spektra se
muze liSit i ve spolecnosti.

2. Zkusenosti sourozenct jedinct s poruchou autistického spektra jsou spojeny s velkou
Skalou pociti od nepfijemnych zazitkl, ztraty normality, zvySené zatéze, vyssi
odpovédnosti az po pozitivni sourozenecké zkusSenosti.

3. Sourozenci osob s poruchou autistického spektra potiebuji specifickou podporu, napt.
podplrné skupiny... Jejich potieby jsou ve vétsSim riziku zanedbavani ze strany rodici
1 odbornik.

4. Nekteti sourozenci osob s poruchou autistického spektra chtéji byt v budoucnu hlavnimi
pecovateli, ale ne¢ktefi z nich by si tuto profesi nevybrali, pokud by byly k dispozici

kvalitni sluzby pro dospélé osoby s poruchou autistického spektra.
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5 Diskuse

Cilem této prace bylo zjistit a porozumét zkuSenostem zdravych sourozencl osob
s PAS. Béhem tematické analyzy bylo identifikovano dvanéct témat, do kterych byly zafazeny

citace od 928 ucastnikti celkem z 84 primarnich studii.

Prvnim tématem bylo porozuméni PAS ze strany zdravych sourozencli. Sourozenci
uvadeli, ze pro né bylo pochopeni PAS zpocatku naro¢né, hlavné pokud byli v mladém véku.
Casem se ale o PAS dozvédéli vice informaci, ziskali vice zkuSenosti a postupné mu zaali i
vice rozumét. Nekteti sourozenci uvadéli ze svého sourozence piijimaji, jaky je, jini zase tikali
Ze to pro né€ neni nic zvlaStniho, protoZe je to néco, co znaji cely zivot. N&kteti ucastnici méli
obtize s piijetim PAS a piali by si, aby byl jejich sourozenec zdravy. Nakonec jsme si také
shrnuli, jak sourozenci popisuji projevy autismu u jejich sourozenct. V porovnani se dvéma jiz
existujicimi systematickymi review se toto zjisténi shoduje. Ve studii Leedham et al. (2019)
ucastnici uvadéli piijeti svého sourozence s PAS a PAS samotného, nékteti vSak uvedli Ze by
si prali, aby jejich sourozenec nemél autismus. Stejné vysledky uvadi i studie Watson et al.
(2021) ktera uvadi Ze s pribyvajicim vékem se u zdravych sourozenct zvySovalo pochopeni i

piijeti PAS.

Druhym tématem byly pozitivni zkuSenosti zdravych sourozenctl. Udastnici sdileli
mnoho spole¢nych aktivit at’ uz to bylo hrani her, prochazky ¢i sledovani pofadi. Mnoho z nich
uvadelo ze jejich spolecné chvile jsou Casto radostné a plné smichu. Nekteti zminili, Ze maji
specidlni ritudly a hry, které jsou pro n€ dilezité a které posiluji jejich vzajemné pouto.
Ugastnici uvadgli, ze diky jejich sourozenci s PAS ziskavaji nové pohledy na svét a také se uéi
trpélivosti a empatii. Stejné tak Leedham (2019) ve své studii uvadi, Ze mezi sourozenci je
pevné emociondlni pouto, mnoho sourozencti zminilo spoleéné traveny cas smichem a

spole¢nou hrou s jejich sourozencem s PAS.

Ttetim tématem byly nepiijemné zkuSenosti zdravych sourozencti jedincti s PAS. Zdravi
sourozenci popsali fadu vyzev spojenych pravé s jejich sourozenci s PAS, se kterymi se
pravidelnd museji potykat. Casto uvadéli neptedvidatelnost chovani jejich sourozence a
celkovy chaos v domacim prostiedi. Nejnaro¢né&jsi pro zdravé sourozence byly situace, kdy
jejich bratr ¢i sestra s PAS projevovali agresivitu, a to jak vici predmétim, tak vici sobé ¢i
pfimo zdravému sourozenci. Strach z neptfedvidatelného chovani jejich sourozence s PAS
nekteré sourozence i celé rodiny vede k socidlni izolaci. Sourozenci vypovidaji o tom, ze se

boji zvat si kamarady domil, protoze se za svého sourozence stydi, nebo se boji negativni reakce
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ze strany kamaradt. Daéle také zminuji naruSeni rodinnych vyleti ¢i dovolenych z divodu
narocné adaptace sourozence s PAS na neznama prostfedi. Kromé toho, néktefi sourozenci
popsali pocit ztraty bézného sourozeneckého vztahu a touhu po bliz§im spojeni a interakci se
svymi sourozenci s PAS. Ve studiich Leedham et al. (2019) i Watson et al. (2021) autofi dosli
ke stejnym zavérim. Sourozenci Casto popisovali chaoticky a nepfedvidatelny zivot se svym
sourozencem s PAS. Byt svédky agresivniho chovani ¢i zachvatii vzteku pro né byli velmi
intenzivné a negativn¢ vnimané, néktefi sourozenci uvedli i pocity vzteku a viny, pokud

k tomuto chovani vedlo néco, co udélali oni.

Ctvrté téma se zabyvalo rozmanitosti pocitl, které sourozenci uvadéli ve svych
vypovédich. Mnozi sourozenci mluvili o lasce a silnému poutu vici svému sourozenci s PAS.
Lasku ale ¢asto doprovazeli i pocity frustrace a hnévu, které se dostdvaji napovrch hlavné pti
naro¢ném ¢i agresivnim chovani jejich sourozence s PAS. Dalsi z ¢asto popisovanych emoci je
také stud, o kterém sourozenci mluvili hlavné v kontextu nevhodnych projevii chovani
sourozence s PAS na vefejnosti. Dale se ve vypovédich vyskytovaly pocit smutku a strachu.
Tyto pocity zdravi sourozenci spojovali se socidlni izolaci jejich sourozence s PAS, ¢i se
strachem o jejich budoucnost a schopnost samostatného Zivota. V neposledni fad¢ zdravi
sourozenci vypovidali o pocitu zasti a nespravedlnosti, zejména kdyZ sourozenec s PAS dostava
vice pozornosti nebo zvlastniho zachazeni. I pfes to vSechno sourozenci také popisovali lasku,
hrdost na tspéchy svého sourozence s PAS a vdé¢nost za nové perspektivy, které jim do Zivota
pfindsi. Ve studiich Leedham et al. (2019) a Watson et al. (2021) autofi uvadi pocity hnévu,
studu, strachu, socidlni izolace, pocity vyhoteni, ale na druhou stranu také hrdost a lasku vici

svému sourozenci s PAS.

V kapitole ¢islo pét jsme se zabyvali tim, jak okoli vnima jedince s PAS z perspektivy
zdravych sourozenct a také jak oni sami vidi PAS. Zdravi sourozenci popisovali své sourozence
s PAS jako velmi kreativni, jedine¢né, obdarované a inteligentni, zaroven zmifovali, ze umi
byt také emocionalni, obtiZzn¢ rozumi okoli, a je pro né¢ narocné komunikovat, coz u nich vede
k frustracim. Navic dokazi udrzet rozhovor jen na urcitd témata a nejsou vzdy samostatni.
Néktefii pratelé zdravych sourozenct se jejich sourozenct s PAS boji, nebo je odsuzuji, mysli
si, ze jsou "divni" a ob¢as maji nevhodné a nechipavé poznamky. Tyto reakce u nékterych
sourozencu vedly ke strachu zvat své vrstevniky domt, ¢i vibec sdilet, Ze maji sourozence
s PAS. Jini ptatelé¢ zase dokazi byt chapavi a pfijimavi. Nekteii ti€astnici uvedli, Ze si pratele
vybiraji pravé na zdklad¢ jejich pozitivni reakce na sourozence s PAS. Vnimani ze strany

spolecnosti je ve vétsing piipadli zdravymi sourozenci spojovano s negativnimi zazitky.
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Setkavaji se se stigmatizaci, odsuzovanim, nedostatkem povédomi a mylnymi predstavami.
Zdravi sourozenci popisuji pocity socialni izolace ze strany spole¢nosti i rodinnych pratel. Toto
téma se studiich Leedham et al. (2019) ani Watson et al. (2021) piimo nevyskytuje, maji vSak
podobné vypovédi v ramci kapitol o pratelskych vztazich. V obou studiich autofi uvadéji ze
sourozenci maji strach zvat si domu pratele, i se jim svéfit, protoze citi ze by tomu jejich
vrstevnici neporozuméli a maji strach z nevyzadané litosti ze strany pratel. Dale také ucastnici
téchto studii vyjadrili vdécnost za porozuméni a podporu jejich blizkych pratel, kteti jejich

sourozence s PAS znaji.

Sestym tématem byl vliv zkuSenosti se sourozenci s PAS na identitu zdravého
sourozence. Mnozi sourozenci uvadéji, ze je posililo piekonavani naro¢nych zivotnich situaci,
kterym museli ¢elit. Dale zminuji Ze si rozvinuli vys$i miru empatie a porozuméni vici lidem
kolem sebe, maji také vetsi trpélivost a tendence pecovat o druhé. Jejich zkuSenost je casto
kariérn¢ dovede ke zvoleni pomahajici profese. Studie Leedham et al. (2019) a Watson et al.
(2021) také uvadeji vyssi miru empatie a lepsi porozuméni, dale také zminuji vétsi rozvinuti
schopnosti copingu a kompromisu oproti bézné spolecnosti. Leedham et al. (2019) k tomu
dodava, Ze mnoho zdravych sourozencti mélo vyssi miru resilience pifi naro¢nych situacich a
také soucit a trpélivost vii€i ostatnim lidem. N&které jejich skute¢nost dovedla k tomu, Ze se

zacali vénovat osvéte spolecnosti s cilem zvysit povédomi 1 pochopeni PAS u ostatnich lidi.

Téma sedm se zabyvalo tim, jaky ma PAS vliv na rodinu, vychovné styly rodict,
povinnosti a role zdravého sourozence. Jednim z hlavnich témat je nedostatek pozornosti pro
zdravé sourozence ze strany rodi¢t a také jeji nerovnost mezi sourozenci. Zdravi sourozenci
uvedli Ze s Casto citi opomenuti pravé ve prospéch potieb jejich sourozencti s PAS. Nektefi
Ucastnici také uvadéli, ze rodiCe obCas maji tendence bagatelizovat jejich obtize. Starsi
sourozenci uvadéli ze byli Casto nuceni rychleji dospét a prebrat v domécnosti a v péci o
sourozence vetsi zodpovédnost, nez je bézné u jejich vrstevnikld. Neékteti sourozenci takeé
uvadéli ze rodic¢e maji mirnéjsi pristup k jejich sourozenci s PAS. Dale ucastnici popisovali, jak
jejich sourozenec s PAS zasahl i do vybéru jejich Zivotniho partnera. Ugastnici hledali osobu,
ktera jejich sourozence s PAS piijme, bude mit rdd a ptipadné bude ochoten se jednou stat
spolu—pecovatelem. V souladu se zjisténimi v této praci Leedham et al. (2019) popisuje Ze je
na sourozence rodi¢e kladou jiné naroky a ofekavani nez na jejich sourozence s PAS, Jejich
vlastni potfeby a pfani jsou upravovany dle potieb jejich sourozence s PAS a nékdy dokonce
ignorovany. Watson et al. (2021) dodava ze zdravi sourozenci ¢asto nemaji tolik pozornosti od

rodici jako jejich sourozenci s PAS.
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Témata osm a devét se CasteCné prolinaji. Osmé téma se vénuje nadmérné zatézi
zdravych sourozenct a devaté téma se blize vénuje jejich roli peCovatele o sourozence s PAS.
Jak jiz bylo zminéno sourozenci musi ¢asto rychleji dospét, aby mohli pomahat s péci o jejich
sourozence s PAS. Mnoho sourozencti uvedlo Ze je musi starat o zékladni potieby jejich
sourozence s PAS, jako je stravovani ¢i pomoc s osobni hygienou, coz vede k omezeni jejich
vlastniho ¢asu. Zdravi sourozenci ¢asto musi pfizpisobovat své plany a aktivity potiebam jejich
sourozence s PAS, a to jim zasahuje do socidlniho Zivota a muze vést K socidlni izolaci a
osam¢losti. Zdravi sourozenci uvadéli ze se citi byt pod velkym tlakem, aby plnili roli
pecovatele. Mnoho sourozencii uvadi Ze se o svého sourozence staraji radi. AvSak v nékterych
ptipadech to vyzaduje velké obéti a balanc mezi potiebami jejich sourozence a jejich osobnim
zivotem. Zdravi sourozenci navic kromé péce o sourozence s PAS casto piebiraji roli jejich
ochrance, a to jak pied psychickou tak fyzickou bolesti. Tuto roli piebiraji kvili obavam o jejich
zranitelnost, bezpeéi a mozné negativni reakce okoli ¢i Sikanu. Obé studie Leedham et al.
(2019) i Watson et al. (2021) také uvadeji u sourozenci nadmérnou zatéz a zodpoveédnost
V porovnani s jejich vrstevniky. Studie Leedham piimo popisuje roli ptibuznou rodi¢ovstvi
(parenting), kdy sourozenci podporuji jedince s PAS v sebeobsluze, pomaha jim s pfipravou do
Skoly, a poskytuji emocionalni o finan¢ni podporu celé rodin€. Oba autofi také uvadéli, ze

sourozenci mnohdy chtéji ulevit rodi¢tim od jejich zatéze.

V desaté kapitole jsou popsany copingové strategie, o kterych mluvili zdravi sourozenci.
Jendou z nejcastéji zminovanych strategii je naucit se piedvidat rizikové situace a chovani
sourozence s PAS, coz jim umoziuje v¢as reagovat a minimalizovat vybuch vzteku a agresivni
chovani. Nékteii ucastnici uvedli Ze jejich copigovou strategii je prevzit aktivni roli v péci o
svého sourozence s PAS. Dalsi Castou strategii je odchod od konfliktu, sourozenci popisuji ze
jsou do svého pokoje nebo se sami projit, aby nemuseli byt svédky vzteku a agresivity jejich
sourozence. Dal$i sourozenci uvedli ze své emoce filtruji skrze umélecké aktivity. Zdravi
sourozenci uvadéji, ze vétsinou pomaha mi nékoho, kdo si vas jen vyslechne. Casto jim pomaha
mit nékoho s podobnou zkusenosti, kdo jim rozumi a komu se mohou svéfit, jako napftiklad jiny
sourozenec jedince s PAS. Kli¢ovou roli také hraje péce sam o sebe. Ve studii Leedham et al
(2019) tucastnici uvadéli jako své copingové strategie napiiklad traveni Casu o samoté Ci
s prateli, cviceni nebo ujmuti se aktivni role ve vychové sourozence s PAS. Studie Watson et
al. (2021) zminuje Ze zdravi sourozenci ménili své chovani, aby se aktivné vyhnuli konfliktu se
sourozencem s PAS, nékteti sourozenci se uzavirali do sebe ¢i uvedli zneuzivani navykovych

latek.
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Jedenacté téma se zabyva potfebou podpory zdravych sourozencii osob s PAS.
Sourozenci uvadéji ze jim chybi nékdo, kdo by jim poskytl emocionalni podporu, protoze jejich
rodi¢e n¢ nemaji Cas. Déle sourozenci uvadéji potiebu profesiondlni podpory a poradenstvi,
kterého je ale pro tuto cilovou skupinu nedostatek. Sourozenci, ktefi maji s takovou podporou
zkusenosti uvadéji, ze to bylo velmi napomocné, hlavné pti vytvateni copingovych dovednosti.
Dalsi fungujici metodou podpory jsou skupinova setkani a aktivity sourozenct jedincti s PAS,
kde maji zdravi sourozenci prostor pro vzajemné sdileni a pochopeni. I pfes to, je tato podpora
ve vétSin¢ zemi nedostate¢na, ¢i uplné chybi. Néktefi sourozenci uvadéli, ze by jim velmi
pomohlo, kdyby spole¢nost méla o PAS a jejim dopadu na rodinu vétsi povédomi, zdiraziiuji
tim dulezitost osvéty a vzdélavani spolecnosti. Stejné tak ve studii Leedham et al. (2019)
sourozenci vyjadfovali pfani mit podporu i mimo rodinu a ptatele, naptiklad v podobé
podpirnych skupin ¢i psychologa, ale z rizného diivodu tuto moznosti nemaji. Ti, kteti maji
moznost sdilet své zkuSenosti s nékym v podobné situaci tikaji, ze je dobry pocit mit n€koho,
kdo je chape. Nékteti sourozenci uvedli pocity viny a selhani pfi uvazovani nad vyhledanim

podpory.

Dvanéctym a poslednim tématem této diplomové prace se zabyva budoucnosti zdravych
sourozenci 1 jedincli s PAS. Mnoho tUc¢astnikt uvadélo ze se citi byt v budoucnu zodpovédni za
péci o jejich sourozence s PAS. Toto je pro nékteré vnimano jako poslani, pro jiné je to naopak
spiSe bfimé. Néktefi uvadeéji, ze by jejich sourozenec SPAS mohl Zit samostatné ¢i ve
skupinovém bydleni, pouze s lehkou podporou jejich zdravého sourozence, jini si toto nepteji
a planuji stat se primarnimi peCovateli. Nékteii sourozenci také uvadeji ze by radi svého
sourozence umistili do kvalitni podptirné socialni sluzby, ale jejich realna kvalita je velmi
tristni, a proto se o sourozence s PAS museji starat sami. PoZadavky stat se v budoucnu
zodpovédnymi (at’ uz v péci, ¢i financn¢) za svého sourozence s PAS v nékterych sourozencich
vzbuzuje nadmérny stres a pocity strachu. Mnohdy pfi rozhodovani se, zdali budou primarnimi
pecovateli rozhoduji také projevy sourozence s PAS a jejich vzijemna blizkost. Ve shod¢
S timto zjiSténim studie Leedham et al. (2019) uvadi, ze n€ktefi sourozenci planuji podporovat
a pecovat o svého sourozence i1 béhem dospélosti, pro nékteré z nich to je ale vnimano jako
zaméstnani. Nékteti vyjadrili obavy vybalancovat vlastni zivot s pé¢i o jejich sourozence
s PAS. Uvadé;ji také obavy z nizké dostupnosti kvalitnich sluzeb, které poskytuji péci osobam
s PAS.

Z vysledku této prace jednoznaéné vyplyva, ze sourozenci jedinci s PAS zaZzivaji

nadmérnou zatéz a potiebuji odbornou podporu, které se jim nedostava, zejména u nas v CR,
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ale také v zahranici. Je tieba, aby zacalo vznika vice podpurnych skupin, kde se mohou zdravi
sourozenci setkavat a travit spolu ¢as, at’ uz volnoCasovymi nebo terapeutickymi ¢innostmi.
Dale je dle vypovédi ti¢astnikli ziejmé, Ze se musi zlepsit kvalita i dostupnost poskytovanych
sluzeb pro osoby s PAS, ktera by rodinam ulevila od nepfetrzité¢ péCe a nadmérného stresu.
Diilezité je také dale vzdelavat spolecnost o problematice PAS a jejim vlivu na rodinu, aby

méné dochazelo k odsuzovani a stigmatizaci téchto rodin.

Nakonec je tejé dulezité zminit, Ze podle vysledkt hodnoceni kvalityzafazenych studii,
existujici primarni vyzkum V této oblasti ma velké metodologické nedostatky. Dvé z polozek
nesplnilo vice jak 50 studii a u péti studii jsme museli hodnotit, ze nebyly provedeny podle
zadnych etickych pravidel, nebo zadna vyuzita pravidla ¢i schvaleni autofi alesponi neuvedli.
Casto se vyskytuji nejasnosti ohledng vyuzité metodiky a metod vyuzitych ke sbéru dat. Mnoho
studii také viibec neuvedlo ani nedefinovalo paradigma, podle kterého vyzkum provadi. Nutno
fici, Ze zafazené disertacni prace byly mnohdy kvalitngji metodicky provedené nezli
publikované ¢lanky. Pti vytvareni novych primarnichstudii by se proto méli auto¢i zaméfit

prave na tyto polozky.
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6 Reflexe silnych stranek a limita této prace

Mezi silné stranky této prace patii velmi rozsédhlé vyhledavani v mnoha databazich.
Studie nebyly omezeny ani jazykem ani dobou vyhledavani. Oproti dvéma jiz existujicim
systematickym review jsme zafadili navic i Sedou literaturu. Na studii jsem pracovala v ramci
tymu, ktery zahrnoval nejen specialni pedagogy, ale také se Ceskymi i zahrani¢ni odborniky na
vyzkum a syntézu dikazu (doc. Mgr. Jiti Kantor, Ph.D.; PhDr. Miloslav Klugar, Ph.D.;
Véronique de Goumoéns; Dr. Zachary Munn). Zjisténi této diplomové prace jsou bezprostiedné
vyuzitelné a potiebné. Vysledky této prace budou publikovany do zahrani¢niho impaktovaného
védeckého casopisu JBIES, a tak na zakladé nich muze zacit vznikat kvalitni podpora pro

sourozence s PAS, a to nejen v Ceské republice ale i v zahraniéi.

Mezi limity této diplomové prace patii fakt, Ze podle vysledkti hodnoceni
kvalityzafazenych studii, existujici primarni vyzkum Vv této oblasti ma velké metodologické
nedostatky. To nasledné¢ vede i ke snizeni kvality a divéryhodnosti vysledkt tohoto

systematického review.
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[ Zavér
Tato prace se zaméiila na prohloubeni poznatkli o zkuSenostech zdravych sourozenct
jedincii s PAS a nésledn¢ porovnala vysledky s existujici literaturou na toto téma. Prace byla

provedena podle metodiky JBI pro kvalitativni systematicka review. V ramci tematické analyzy

bylo identifikovano 12 tematickych okruht, které vyplynuli z citaci i€astnika.

Prvni téma se zabyvalo porozuméni PAS ze strany zdravych sourozenct, kde jedinci
uvadeji, ze svého sourozence piijimaji takového jaky je, nebo ze je pro n¢ pritomnost PAS
béznou situaci. S pribyvajici vékem Se postupné zvysovalo jejich pochopeni a pfijeti jejich
sourozence s PAS. Nakonec jsme si také shrnuli, jak zdravi jedinci popisuji projevy PAS u

jejich sourozencd.

Druhé téma popsalo pozitivni zkuSenosti sourozenct, jejich spolecné aktivity, hry a
jedine¢né pouto. Tretim tématem byly nepiijemné zkusenosti zdravych sourozenct, kde jedinci
popisovali chaos, nepiedvidatelné chovani, agresivni projevy a vybuchy vzteku jejich

sourozencl s PAS, také zde uvadéli malo pozornosti od svych rodi€l, pocit ztraty a osamélosti.

Ctvrté¢ téma se zabyvalo Sirokou Skalou pocitl, které sourozenci popisovali.

W v

NejcastéjsSimi z nich byla laska, frustrace, hnév, smutek, strach, nespravedlnost, zavist a hrdost.

Paté téma popisovalo vnimani jedincti s PAS z perspektivy jejich zdravych sourozenci.
Zde sourozenci uvadéli strach a odsouzeni ale i pfijeti a podporu ze strany pratel a vrstevniki.

Ve spole€nosti se sourozenci veétSinou setkavaji se stigmatizaci a nedostatkem povédomi o PAS.

Sesté téma se zabyvalo vlivem zkuSenosti zdravého sourozence na jeho identitu. Zdravi
sourozenci popisovali Ze jsou vice odolni vii¢i naro¢nym situacim, rozvinuli si vét§i miru
empatie a trpélivosti. Mnohé z nich dovedly jejich zkuSenosti k tendencim celozivotné peCovat

o druhé.

Sedmé téma ukazuje vliv pfitomnosti PAS na rodinou dynamiku. Zdravi sourozenci
uvadéli nedostatek pozornosti ze strany rodict, pocit Ze se na né zapomnélo, nékdy dochazi i k

bagatelizovani jejich problémi a potieb.

Osmé téma se vénuje nadmérné zatézi sourozenci s pak, kde jedinci popisuji nutnost
pecovat o svého sourozence s PAS na tkor jejich vlastnich potteb a ptani. Jejich vlastni aktivity

a plany jsou Casto upravovany podle potieb jejich sourozence s PAS, to jim zasahuje do
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socialniho zivota a mtize vést az k socialni izolaci. Mnoho sourozenct je nuceno piebirat velkou

zodpovédnost, ktera neni pro jejich vék bézna.

Devaté téma se nasledné blize vénuje pecovatelské roli zdravého sourozence. Mnoho
sourozencl uvedlo Ze se o svého sourozence staraji radi, chtéji ulevit jejich rodic¢tm, avSak v

nékterych ptipadech to vyzaduje obéti v jejich osobnim Zivoté.

Desata kapitola popisuje copingové strategie zdravych sourozenci. Sourozenci popisuji
predvidani rizikovych situaci, pievzeti aktivni role v péci a vychove jejich sourozence s PAS,
odchod od konfliktu, ¢as o samot¢, misto kde se mohou schovat, umélecké aktivity ¢i moznost

se nékomu sveérit.

Jedenacté téma se zabyva potfebou podpory zdravych sourozencd. Ucastnici zde
popisovali potfebu emocionalni podpory ze strany blizké osoby. Dale také potiebu
profesionalni podpory a poradenstvi. Jedinci, ktefi méli moznost takové podpory vyuzit uvedli,

7e jim to velmi pomohlo s utvafenim funkénich copingovych metod.

Posledni dvanacté téma se vénuje budoucnosti zdravych sourozenct i jedincti s PAS.
Mnozi sourozenci uvadéli Ze v budoucnu se o svého sourozence s PAS chtéji starat, n€kteti
uvedli ze ho radi podpofi, ale pfali by si, aby zil samostatné ¢i ve skupinovém bydleni. Velka
¢ast zdravych sourozencti uvedlo, Ze by v budoucnu radi vyuzili sluzeb péce o jedince s PAS,

ale z diivodu jejich nizké kvality se o svého sourozence s PAS budou radéji starat doma.

V diskusi jsme si shrnuli zjisténi ze vSech 12 kapitol a porovnali je s dvéma jiz
existujicimi systematickymi review zabyvajici se zkuSenostmi zdravych sourozencii jedinct

s PA
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10 Prilohy

Priloha ¢islo 1: vyhledavaci stategie

Ovid MEDLINE(R) 1946 to June Week 4 2023
Search was conducted on the 3rd of July 12:22-12:34 (CET)

1. Autistic Disorder/ [Mesh] OR Autism Spectrum Disorder/ [Mesh] OR Asperger
Syndrome/ [Mesh] OR Child Developmental Disorders, Pervasive [Mesh] autism* [Ti/Ab]
OR ASD [Ti/Ab] OR autistic spectrum disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR
autistic disoerder* [Ti/Ab] OR Asperger? [Ti/Ab] OR pervasive developmental disorder*
[Ti/Ab] OR PDD [Ti/Ab] OR PDD-NOS [Ti/Ab] OR high function *[Ti/Ab] OR HFASD
[Ti/Ab] (69,407)

2. Siblings/ [Mesh] OR sibling* [Ti/Ab] OR brother* [Ti/Ab] OR sister* [Ti/Ab] OR
relative* [Ti/Ab] OR kinfolk* [Ti/Ab] (1,480,160)

3. Experience* [Ti/Ab] (1,115,685)

4. #1 AND #2 AND #3 (488)

CINAHL
Search was conducted on the 3rd of July 2023 14:36-14:48 (CET)

1. MH ,,Autistic Disorder OR MH ,,Asperger Syndrome* OR MH ,,Child Developmental
Disorders, Pervasive* OR autism* [Ti/Ab] OR ASD [Ti/Ab] OR autistic spectrum disorder*
[Ti/Ab] OR autistic disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR autistic disoerder*
[Ti/Ab] OR Asperger? [Ti/Ab] OR pervasive developmental disorder* [Ti/Ab] OR PDD
[Ti/Ab] OR PDD-NQOS [Ti/Ab] OR high function*[Ti/Ab] OR HFASD [Ti/Ab] (41,845)

2. MH ,,Siblings* OR MH ,,Sibling Relationship*“ OR sibling®* [Ti/Ab] OR brother*
[Ti/Ab] OR sister* [Ti/Ab] OR relative* [Ti/Ab] OR kinfolk* [Ti/Ab] (267,566)

3. MH ,,Life Experience* OR experience* [Ti/Ab] (540,423)

4. #1 AND #2 AND #3 (366)



APA PsycINFO
Search was conducted on the 3rd of July 2023 12:06-12:21 (CET)

1. DE ,,Autism Spectrum Disorders* OR autism* [Ti/Ab] OR ASD [Ti/Ab] OR autistic
spectrum disorder* [Ti/Ab] OR autistic disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR
Asperger? [Ti/Ab] OR pervasive developmental disorder* [Ti/Ab] OR PDD [Ti/Ab] OR PDD-
NOS [Ti/Ab] OR high function*[Ti/Ab] OR HFASD [Ti/Ab] (76,275)

2. DE ,,Siblings* OR sibling® [Ti/Ab] OR brother* [Ti/Ab] OR sister* [Ti/Ab] OR
relative* [Ti/Ab] OR kinfolk* [Ti/Ab] (353,090)

3. DE ,,Life Experiences* OR experience* [Ti/Ab] (761,794)

4. #1 AND #2 AND #3 (948)

SocINDEX with Full text
Search was conducted on the 3rd of July 2023 11:52-12:04 (CET)

1. DE ,,Autism“ OR autism* [Ti/Ab] OR ASD [Ti/Ab] OR autistic spectrum disorder*
[Ti/Ab] OR autistic disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR Asperger? [Ti/Ab]
OR pervasive developmental disorder* [Ti/Ab] OR PDD [Ti/Ab] OR PDD-NOS [Ti/Ab] OR
high function*[Ti/Ab] OR high—function* [Ti/Ab] OR HFASD [Ti/Ab] (4,862)

2. DE ,,Siblings* [Ti/Ab] OR sibling* [Ti/Ab] OR brother* [Ti/Ab] OR sister* [Ti/Ab]
OR relative* [Ti/Ab] OR kinfolk* [Ti/Ab] (102,149)

3. DE ,,Experience* OR experience* [Ti/Ab] (233,015)

4. #1 AND #2 AND #3 (73)

ERIC
Search was conducted on the 3rd of July 2023 11:43-11:52 (CET)

1. DE ,Autism*“ OR DE ,Pervasive Developmental Disorders OR DE , Asperger
Syndrome* OR autism* [Ti/Ab] OR ASD [Ti/Ab] OR autistic spectrum disorder* [Ti/Ab] OR



autistic disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR Asperger? [Ti/Ab] OR
pervasive developmental disorder* [Ti/Ab] OR PDD [Ti/Ab] OR PDD-NOS [Ti/Ab] OR high
function*[Ti/Ab] OR high—function* [Ti/Ab] OR HFASD [Ti/Ab] (20,649)

2. DE ,,Siblings* OR DE ,,Siblings Relationship* OR sibling* [Ti/Ab] OR brother*
[Ti/Ab] OR sister* [Ti/Ab] OR relative* [Ti/Ab] OR kinfolk* [Ti/Ab] (62,166)

3. DE ,,Experience* OR experience* [Ti/Ab] (271,266)

4. #1 AND #2 AND #3 (204)

Open Dissertations
Search was conducted on the 3rd of July 2023 11:34-11:43 (CET)

1. Autism™* [Ti/Ab] OR ASD [Ti/Ab] OR autistic spectrum disorder™ [Ti/Ab] OR autistic
disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR Asperger? [Ti/Ab] OR pervasive
developmental disorder* [Ti/Ab] OR PDD [Ti/Ab] OR PDD-NOS [Ti/Ab] OR high
function*[Ti/Ab] OR high—function* [Ti/Ab] OR HFASD [Ti/Ab] (7,459)

2. Sibling* [Ti/Ab] OR brother* [Ti/Ab] OR sister* [Ti/Ab] OR relative* [Ti/Ab] OR
kinfolk* [Ti/Ab] (95,671)

3. Experience* [Ti/Ab] (124,279)

4. #1 AND #2 AND #3 (153)

ProQuest Central
Search was conducted on the 3rd of July 2023 11:21-11:33 (CET)

1. Autism* [Ti/Ab] OR ASD [Ti/Ab] OR autistic spectrum disorder* [Ti/Ab] OR autistic
disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR Asperger? [Ti/Ab] OR pervasive
developmental disorder* [Ti/Ab] OR PDD [Ti/Ab] OR PDD-NOS [Ti/Ab] OR high
function*[Ti/Ab] OR high—function* [Ti/Ab] OR HFASD [Ti/Ab] (1,015,904)

2. Sibling* [Ti/Ab] OR brother* [Ti/Ab] OR sister* [Ti/Ab] OR relative* [Ti/Ab] OR
kinfolk* [Ti/Ab] (3,943,817)



3. Experience* [Ti/Ab] (2,663,252)
4. #1 AND #2 AND #3 (4,144)

5. Limitation: Dissertations and Theses (439)

Web of Science Core Collection
Search was conducted on the 3rd of July 2023 10:40-10:52 (CET)

1. Autism* [Ti/Ab] OR ASD [Ti/Ab] OR autistic spectrum disorder* [Ti/Ab] OR autistic
disorder* [Ti/Ab] OR Asperger syndrome* [Ti/Ab] OR Asperger? [Ti/Ab] OR pervasive
developmental disorder* [Ti/Ab] OR PDD [Ti/Ab] OR PDD-NOS [Ti/Ab] OR high function*
[Ti/Ab] OR high—function* [Ti/Ab] OR HFASD [Ti/Ab] (2,007,837)

2. Sibling* [Ti/Ab] OR brother* [Ti/Ab] OR sister* [Ti/Ab] OR relative* [Ti/Ab] OR
kinfolk* [Ti/Ab] (3,245,360)

3. Experience* [Ti/Ab] (2,249,850)
4. #1 AND #2 AND #3 (6,551)

5. Limitation Category: Education, Educational Research; Education Special; Education
Scientific Disciplines (208)

SCOPUS

Search was conducted on the 3rd of July 2023 10:52-11:08 (CET)

1. YAutism** [Ti/Ab] OR ASD [Ti/Ab] OR ,autistic spectrum disorder** [Ti/Ab] OR
»autistic disorder®* [Ti/Ab] OR ,,Asperger syndrome** [Ti/Ab] OR ,,Asperger?‘ [Ti/Ab] OR
,pervasive developmental disorder** [Ti/Ab] OR ,,PDD* [Ti/Ab] OR ,,PDD-NOS* [Ti/Ab]
OR ,,high function** [Ti/Ab] OR ,high—function** [Ti/Ab] OR ,,HFASD* [Ti/Ab] (1,858,819)

2. ,Sibling*[Ti/Ab] OR ,brother** [Ti/Ab] OR ,sister** [Ti/Ab] OR , relative** [Ti/Ab]
OR , kinfolk** [Ti/Ab] (4,380,614)

3. »Experience** [Ti/Ab] (3,010,484)



4. #1 AND #2 AND #3 (6,139)

5. Subject area: Social sciences (573)

Google Scholar
Search was conducted on the 3rd of July 2023 11:08-11:20 (CET)
All fields: sibling with autism AND experience (71,900)

Stazeno prvnich 100 zaznami



