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ABSTRACT

This qualitative study explores the journeys of
UK who have children with autit®mught sfoansgeprone
surrounding a BCPOs gcamidl dhéosw acuutliitsurtn edivis a dartcat Soie ss .

This study contributes to a small but growing bo
culture. It elevates the voiexsc|l wdi BLIPy ,r evfhroe shan
autism research. |1t also presents dthe pamus@médtoinv
statistics (e.g., school eattineoteandanhteastdivesmen
Si x BCPs were intertwivecweud ews iimg esrevmhiews, who col |
children with autism. A grounded theory met hodol

to analyse the data, r esuestsienngt ii-and vishuephedy®e v § 1 o p me n

The essen-tidabctshoegoerry proposes that BCPs who have
required 6éosu-pdrecoodattecos provi de the essential, fer
advocacy that their chil deesesnewtiil-ddwseepdey |t pr ese

facobnoeresded to do téenhbBanwbdchAubremaawarenegss and

bYhe ability to over conmenddd)gmec tainadn iamde rc aclolngd d d
support

The essendbidabcauagpet heoretical mo d e | il lustrates
over time and across three stages. These stages

shaped by theuBCRIsaalsacowind exts and experiences.

The implications of these findings consider how
with autism can best be supported by professiona

educ atpisgyrcahlo]l ogi st s.
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INTRODUCTI ON

is qualitative research explores t(BE@Pwpoperienc
ve children with Auti sm. I't pays particular at
identifying autism as well as parent experien

searchgrosepetheadr@Tnet hodol ogy as the aim was to
pl anatory theory to inforwelalnefiinmghi sveophié aovouct

oup.

. 1Reseaatchomal e

ere is currently a gap in research that explor
e UK from minority ethnic groups that have a c
wardr aj et al ., 2010; Russell & Ntooudviedh ,t RDtL2)
cus on t hso BePpsehroi eamovee chi l dren with autism in
essential to improve understanding of <cultura
periences of autism, and to deeordmpmpgp, a2CTl4;t ulad
14; T®hddbat)t., 2015

y legislatiSpecimdt &£lluy atide Dals SEN B E&d d e so f(

actice (DfE, 2015) and the Children and Famil:
rscemtred pl annicreghtared a pfpamialcyh. Cul tural awar
e a crucial part of this. Thoet Eqguaésporsi Bectif
ofessionals to have an awareness of the preval
oups and the issues that might affect them. Se
l ationships with individuatutsd fhemi thiebkdandg een
rk of the Educ a(tdPo)nTahl e sPes yacshpoel cotgsi sntake t hi s res

l evant to the EP profession.

.2Why Bl ack Cari bbean parents?

gni ficant attention has bed&rl a@kawhbeant bbi tdre

ucati on, i nctlardm ngn dh i merr rha keerdt exclusion rates

education 3) PfEpmpaoati vely | ow 2a2t,t aa mdnelme i n g vteH rse



times more |ikely to be identified as having soc
( SEMH) meadhedrla@a endi mg i cul ti eWhicoenpBriedi $slo chil dren
Lindorff, 2018; 2021). Hi storical lGgyveduomenyg t he
invited workers from twaer Chabbbeaashoot agk| Bhachk
children were overrepresented in schools deemed
t h
20

e time reduwocatecidoiablashobol s)e (& al) ddadapgsbury,
2

expectations and opportunities for the children.
a
u

1). I n these schools, access to an adequate e

Co

co

rd di scussed the issue. iHdarstnr evshsoe dvetrhea tn emva n y
ntry did not havebutbews tisntved rl eice gabmtddy raabliel | yit tr ia @ $ng
of i mmigration was .ndtarteankesn pil mtyce da cac qpu nvtot al ro
change in this system, and thereafter, the 1981
Educationally subnor mal and manspat eddulctahtei o nnacll us i
needs into mainst Bagpmisdlegol2D21)ahmMMhese exampl es
demonstrate the distinct and challenging current
Cari bbean group in itnhet haerlela Kos, edhhemae¢efi @ame, neces
to buil d r esiedaersc hg rtehaatterpruonvder st anding and bette
support, practice and tool £l wwveadhidnav eBhGidEidolfposi t

bessential to help accomplish this.

1. 3Whyut i sm?

Autism has become an area of increasing importan
and families, especiialclhymaped t chei li dreennt i dd whaltda d ni n
bet ween 2005 and 2014 (McConkey, 2020; Strand &
predicted to ihéyead @s 9%VeoOr & 1% increase from t
(O6Ni ons et al . ,o 2c0u2r3r)e.n tAluyt itshme ingo satl scommon pri m
educat heanealh@® ans (EHCPs) in England. (Bheaaedi & Lir
growing research on the prevalence rate across e
study in the UK found a hi gbhlearxrkglr emv anloendeg @ft hanu t
childrenUr(rRosimtaaar azu et al ., 2021). Further resea
understand the prevaBémgchkoupsewi ofii hndheibduaader
category and i mportant key information, includin
di agnosis, and the sdiipgpgpmrasipsu.t Wmi Ipsita cteh ep ocsur r en

about prevalence rhltesinstgprovntiest hal eaperienc



autism from parents of the Black Caribbean group

contribution tion ftuhtiusr earreeas ear ch

The BWSMdentifies autism as a spectrum that can
individuals in the areas of soci al I nteraction,
patterns of beha2i202u)ft tand Bhserdsefi fed as a comg
devel opmental disability that is difficult to ac
i mpact on individuals and their families (Ravind
identificationtaeandemapipoophaacéddamtfeoprodittd viea 0
children and t heitr afl 2@ilBi; esFreEemamd bi®Oi7TdnalPar ent
psychol ogists, and all those working with childr
are, therefore, ideally positioned to develop cu
to contribute to that knowl edgel laynds d mdiotrimved he d

a

recommendations and tool s, earmedtirmpdr qgowed tp eres. on

1. 4Aut itesrrms

Different terms are often used by researchers to
autism spectrum disorder (ASD), and autism spect
will often reflect the researcher 'Tshep rnmefdd scsailon al

field typically uses O6ASD6, but those that ascri

t hat people are disabled by barriers in society,
avoid using |l anguage I dkeeddnsegatéewvé asadi v tsr mo
deficits. For this research, the term autism wil

by the National Autistic Society. This reflects

speak about aubhasmreéhl acwayt he whole person, inc

1.5Cul tureehamdiftgitions

As this research focuses on the experiences of a

and ethnic identities, it is important to first
conceptualised in this study.
Culture refers to the shared beliefs, val ue s, n o

a particular group or society, that are socially



(O6Hagan, 2001). These can include ways of dress
|l anguage and family |life (Giddens, 1993).

to builds on the above by providing a psy
mpl ex system of shared meanings, values a
and interact with the wdryl df( 20dk). yWh
|l ogi cal processes, his work focuses on hov

q
X o T o 3
-

[¢)

—

pression of emotion and psychologi cal proc

c O =

ral awareness, particyl amldy di mghmeasletshcar e,

Py
o}
<
-

ran and Myers (2012), in their paper "Cult
s, and Disability: A Review and Focus on A

=)
o o0

d
S
ul tur al beliefs and attitaudedi helHdwiecmwcres und
ding autism. Their 2013 paper focuses on So
a

r interest to the current research.

Et

5
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ity refers more specifically to groups def
an

h

c y, history, |l anguage, traditions, and geo
Ass

n

e

o on
—
—

iati on, .d.) Anthropologists thavieleomphtadi s

si mi l ities nd more about the soci al C

-
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cr

Q@ d® O O
—
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nging (Perepa & Jordan, 20

the ex
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cul shape
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te a sense of bel
S essionrpfetatvensahdprote
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wi t e wor | , so does ethnicity.
The
explored withi
Mat

n
n

role of culture and ethnicity in the conceptuald]
p

concepts of culture and ethnicity are compl e
the scope of this research. Ho we
sumoto defi i tion, used i n similecogniusda se st haes

psychol ogi cal rocesses and is most relevant to

1. 6Thestirsuctur e

This thesis has five chapters. The current 1| ntro
rationale with key background information. Chapt
met hods of this research including peipdaltleyno ltohge c
|l iterat wroa | rde fiod Ww ow ;t hheo wenvterro,d uicnt il@mne with trad
met hod,oltolgey | i terature review was conducted afte

the fourth chapter. This i st etroathuerlep omi na nnailsyes itsh e



concepts that derive from it-af@bybine &i Beratuase
compares, contrasts, enhances, and confirms find
frameworks in the |literature and timieght rleé evance
typically seen in an i n@Tmedbhotdiod ogyh ap tsero,urawte sa
exi stingdutrheenogrliyessi s, it was -arneasleyrsviesd Ifiotre rtahteu rpeo sr
third chapter is the findingosf tEBhhrdeer pvredeht om det

analysis. The fifth and final chapter discusses
worl d change, including recommendations, | imitat
the findings and |literatulreseeviewschhAptepso#ai dce

i nf ormati oan tdoe pstuhp puonrdter st andi Rgr o figeitvitedsy ¢ heor vy
cur rceomtt e xt beebasnedo ¢ @ searBPwhm have chil dirmkent hwe t h
U. K.t was itrmapmpritilfeyt voimuedr as .possible



Mp

2 METHODOLOGY

2. 1Chapaoveerr vi ew

Thi s c¢hapt e baclgrund anddevelopméneof this research, including the
theoretical stance and methodological approach.

2. 2Reseapuciposa mnd
The purpbse oesearch was to attain a theory on t

Parents who have children with autism in the UK.
wer e:
1. How do cultural beliefs, values and experien:

auti sm?

2.How are the processes of identification, di af

3. How do ethnicity and cultural factors inters:¢
This research is exploratory and explanatory. |t
of BCPs who have children with autism in the UK
intersect with them. I n doing so awiddeerawming a
explanation of BCPs' experiences.

Theei ms are bemymopra aedarnchur t gedi cated to this phel
Ther ef aiftms t o provide new and valuable informat.i
heal t hcar e, and related fields taeesamnceuwdr age cult

approaches to autism practice.

2. 3Reseaorclentanttiod m,gepi andmol ogy

From acudoss al viewpoint,unithwessakisenrappadaphs I
derives from the work of Berry and coll eagues (2
when investigating phenomena across alddluuteissmUn
(the assumption that al/l human phenomena can be

irrespective of culture or environment) and rela
shaped by cultural counterxstsadBprogch2béB)eva@beth
human characteristics and psychological processe

environment i mpact the development, display and



what i s understood and recognised as autism with
same or mean the same things in another. This po
understanding of how behaviours andubk#tpyedlasemmces

the values and beliefs attachedtetde dt keom)siiderarn ie
autism practice. This is to raise understanding
validating the unigue experiencersenan do apcekrgsrpoeucntdisv

(Ravindran & Myers, 2012).

The current research's ontological position is,
devel oped by Bhaskar (1975). Critical realism co
universal reality, but how this is xpearadeifaed oarsd
i.e., time, place, gender, ethnieti¢y, cultural,
This research aimed to qualitatively explore con

engaging with partscipaenusetdhroughvisewms. Differe
be adopted within the critical resalftiosexpta@amewdi k
experiences interactively through interviews, it

epi stemol ogy.

2. 4Gr ounThedoryt ol ogepi anhdmodooagi dalrati ons

Grountdedry (GT) is a qualitative research met hod
sociologists Glaser and Strauss. Their methodol o
grounded in the data by identifying concheept s and
studi ed p hDBeinsocnoevi@aroyu odheedo ( $ 66 7) provided a system
flexible procedure for analysing data the GT way
groundbreaking due to the absence of @& phedi ymi na
devel opment (Charmaz & Thornberg, 2020).



Theoretical |
sampling

‘ Axial coding Data collection

Research ‘ Research ‘ ‘ Selective ‘ Theory

problem question coding development

Constant Line by line
comparison analysis

|
| Open coding

Figure 1. Grounded theory methodology flow chart

Further Key principlesprodcecale phitd anal ¥ hies i amrd ait

approach. As Figure 1 shows, data collection and
linearly. A set of data is analysed, and the con
data collection.tibosetisc&kihowam@al i ng and is used

systematic procebsysi s¢ aanal wsitdh where O60pen codes
are assigned to small data sections. These open
cat egaxiiad ssalnelcti ve coding) bythheomespaated ompmrp ars
data to identify similarities and differences. T
and theory. Conducting the Iliterature review aft
Gl aser and Strauss (1967) to reduce the influenc
bot tuogmapproach made GT innovative and provided

gualitative research (Denzin & Lincoln, 2011).

An i nteractionist Ggaand oasloipdirys uwmidtelr ptimes current r
and worldview. Mead (19326 % dteh4£agnsider8dghe fathersbf Bl u me r

symbolic interactionism, assertthatthemeani ng applied to knowl edge,
created through interaction between individuals
symbols. According to Interactionists, examining

as problteunaattiiocnssbi suppomanhsiagbeft@owunhteystrel at e
Strauss, 2015) .

Qualitative methodologiedepubhanal -3i albbwaébron
interactions and the meanings attached to them,

participants perceptions and | ife expeiiences (
I nteractionism is a detailed and multifaceted ph

epi stemol ogy at a fundament al |l evel . Soci al cons



My

construction of knowledge through shared | anguag
phenomethaar maz., 2014)

Generating theory grounded in data best suited t
The aim was #HAootr ntud atteesdt hpyrpeot heses but to expl or.
understanding of the voices and experi.ences of E

Grountdedry was developed to deswiové dt seci anlfiomec
and pro(CPkissest al., 2019), which was more approp
t he mor e dheesmcardinipd v ¥ies (TA) (Braun & Clarke, 2006
was a key aim mft etr Ipir ghteaeosneesmr ochhaad iycsals (I PA) ( Smi t
200

p

e

e X

9) was also not considered appropriate as it
eriences of participants, eis. €d.Oxltelye R0dl®9des ra

t h explanation and understanding of patterns an

2. 5Rationale for Corbin antde&tyauss (2015) Groun

Since the i 6Tirmdtulcag i o6 s, new versions have bee

more contemporary philosophical paradi gms, namel
Gl aser and Straussob6s GT, I(GSlasfitenadepesradmoboeap
approach to qualitative research. This is the id
able to measur e, record, and report gualitative

process or doweavereahstructivestamdypostmodern thought in GT considers

the researchertobet he constructor of .Itemghasisest hasi nbet he d:
understanding and meaning of events can be inter
Coogan, 2018). Constructivist GT, developed by C
version of GT with these phil osophiimnalanun d&d rr@miursn

20165Basics of QualtiBdaittiisoenooResaacohs#édered the mi

Hi st orCorbirmdnd Sgrausspr i mari ly held an interpretive phi
views the researcher as engaged and actively int
However, infedheéeéi 016f4their GT guide, Corbin exrg
constructivi sm, marking a shift in epistemologic

I agree with the constructivist viewpoint th;:
by researchers out of stories that are const.
trying to explain and make sense out of thei.:



researcher
somet hi

aps
structivist
rewpohd
arriwv
for

eratur

erpret

mphasi s

tematically

ance
researcher.

ognising

refor e,
earch'

erstandi

r e-wbr |

mportant
research
nt erest s.

where t he

and themsel ves.

ng called knowledge.

t he

i s

di stinguishes
GT, however,

teveneal and that
through di
reswealrichantteodidhngs f

whi ch

at

revi ew, was an
dat

ser

not emphasise val.i

i on that does not

tinguishing feature
on

about dat ao

t hat
The

emphasi ze
rectives. é
bl e, and

0
di
flexi

of usi an establi

ng
I't provides r

an insightful aspect

Corbin
epi stemol ogi cal

ng

t he and
and
and i

bal

of action

provides a ance

changes.

. 6Thesearcher

c o nbsu idledriant g oins
process in terms of
These factors i
emphasi s

Qu't
(Corbin

2015
Cor bi

scour se

of
6t eac hi ncgo npsecrisoounssl yh oawn dt o
(Corbin

techniqgues
anal ytic
driven

Strauss
ontological
nteraction

of

i wh a th etolrey

nfl
idaupPs acpd.

M ¢

t hese mul t i
& Straus:

of

Corbin

noéds

and S
emphasi s
Common
& Str a
external ¢
@Tofobhheheuot b
t he

represen

through
6 (Corbin
erbat
ai
i on,

as cons

vV e as a

4t h editio
t hi

& Strauss, p.

t he

and proce
process, I

by insight gai |

shed

igour,

and systemas

which i s

of analytic pro

2015 ch

assun

GT was

are deve

structure and

researc
phil osophies, e:
uence the choi c:q
9 (C»0Db5 N & St



The res'earicthteoniekvgi t h chi | dr esnt aarintrderdive me¢ hii ledhood,
as her motctagaenravap!| ay s c hfeare dheialdderren wi th speci al
di sabilities. The researcher went on to work in
teachercinyi hmemdon and -lmatemsittryai a@gniitni vweowbehayv
(CBT) for chil dpleem wintdh ytoluen gNi 2.6 0A el awagse wmpa rkti nayf
parents and supmopftedBB®tstbhsmaegiuwietnteei r whol dr en

were experiebehngiaoxbéetlghval meades or

The researcher i s cuaeduentt psoynatio It ey etnrdayierdirrhge.r He
pl acement @haisl dwidado laam sMeenntiela ISeh vi ce ( CAMHS)

Neur odeveRAsopersesn@emttr e, where she worked as part c
team to assess autdisang nosdt idce |l siwpeprorpto.stThe i nspirtr
research was developed whil e onBltaGds i blbaecaenment a
mot her anydeanled den. He was at risk of exclusion
referred him for a neurodevelopment al assessment
This work sparked many questionsoshat eventually
The researcher is of Black Caribbean heritage an
interests, background, and profession | ed her to
Al ddhe decsomter itlbut e new i n,fpromotaenhancedcultual t he f i el d

sensitivity among professionals, and support the wellbeing and care of children, young

people,and their families.

2. 7Et hicecrmsi der ati ons

2. 7 Régul aapprygval s

An ethics applicati on Reae aftahti€o shmi tttheee, WadhRE € ) ¢ k
was reviewed and approved on 6 April 2021 (see Appendix 1). Permission was also

requested from the local authority (LA), where recruitment information would be shared and

was granted (Appendix2). The research design complied with th
Society (BPS) Code of ERRI andandceCdntdandtar (dBP D,f 2
Performance and Ethics for PractitionerilPsychol o
[ HCPC], 2008).



2. 7Cdbnsent
Al participants were provided with written infa
consent ford3.( Aphpencdcixdx was written in plain Eng!
I f requided, paesentation with the same informat:i
They were invited to contact the researcher if t
anythi nglafbdceu tietrheest ai | seséat bk i nformation | ett
The research information | etter informed
T The research topic and purpose, and t
1 What participation would involve, inc
take
T The interview would be audio recorded
protected computer
T Al data, including the audio recordi
would be stored according to the Dat a
procedures
T AlI'l transcripts, notes, and memos wou
and made strictly confidential, with
having access
T The I imits of.eonfideseiawhdbyknow them
aspects of their stories even when an
Anonymised findings would be included
Recalling some experiences might be wu
of supportive services that might be
T They have the right to withdraw from
any point up until data analysis star
di sadvantage, or consequence. The di f
explained
f They can contact the researcher or th
there are any problems or queries abo
Table 1. Details of the research information letter
Pri oprarttoi ci pating, written voluntary.consent was



2.

7 M3 tigrask pgodchowe higbei ng

I fine with the BPS code of ethics, the researcher considered the psychological wellbeing,

mental health, personal values, and dignity of participants while aiming to mitigate p ot ent i al

ri skss menti oned above, due to the nature of the
some experiences might be dtihsits eisnsimignd,o tphae triecs
attentive to the needs of the participants and n
researchTpbbee&sout | ierse d atkleen meoa ddwr t hi s.
Measures taken to mitigate risk 4
T I'n the infor manttieornvileew teemlaé ¢p,rneainnlg ao f t
participants were informed that shar.i
T A I'ist of therapeutic and relevant se
support
It was ensured that a time and date s
Participants were reminded that they
at any point iif needed
1T The researcher, a trainee educational
work with parents of children with SE
approach in all/l interviews
T Empathy and sensitivity were shown to
1T At the end of each interview, partici |
rel evant services, including national
specific support gwmeoupbsehianngdt hesa | aimd almd
Table 2.Measures taken to mitigate risk and promote wellbeing
2.8Validirglyi amguiesy
Yardley offeredf our &écharacteristics of good (qualitativ

comprehensive and flexible set of principles to evaluate qualitative research (see Table 3).



Characteristics of good (qualitative) research. Essential qualities are shown in bold,

with examples of the form each can take shown in italics.

Sensitivity to context
Theoretical; relevant | iterature; empiricpal data
perspectives; ethical issues.

Commitment and rigour
In-depth engagement with topic; methodological competence/skill; thorough data collection;
depth/breadth of analysis.

Transparency and coherence
Clarity and power of description/argument; transparent methods and data presentation; fit

between theory and method; reflexivity.

Impact and importance
Theoretical (enriching understanding); socio-cultural; practical (for community, policy

makers, health workers).

Table 3. Characteristics of good (qualitative) research (Yardley, 2000, p.219)

The researcher used Yardleybdbs approach to eval ua
provides a set of important principles that fit well with Corbin and Strauss& (2015) GT in a

clear, open-ended and flexible way.

2.8SkEnsitivity to Context

Yar ddegggdshtas t here are different aspects of O6con

researcher to beOneaspestistheovent exwtarafs theory and th

6understandings created by previous investigator
interpretation of the dataé (Yardley, 2000, p. 2
detailed |Iiterature thkheittweshati exlaméi ortsebtos hof
the findings. This has added depth amdenan enhanc
research fits within the current discourse. 't h
recommendations and implications for practice, a

Anot her aspect of context sensitivity proposed D

way of demonstrating this is through O6corroborat



evidenced (Yardley, 2000, p. 219).GAstthrere are
corroborating happens after the theory has been
as a source of empirical evidence to O6validate f
adds to, or amends other theori esCodebailni n&g Swirtahu st
2015, p. 371). As the O6Comparative Reviewd sect.i
demonstration of how e@Tihs sveacltiidoant eodf yat nhdd escuuprproerntt
l'iterature and also where there are differences.

Yardl ey also considers the awareness of the soci
participants crucial for having the sensitivity
This includes the historical, ideolfoggiaamd , and s
expectations ( Ya rTdhl eeeys, e a280cOf0g b fpe s 2i2AnNal experi enc
background (as outlined above) sAdpdp ariteehdh |tlhyi,s ss o

reflection was practised as outl iinreed tblye Ciomfbli ne ra
of feelings, thoughts and assumptions on the res
wri tainmgfl ection in supervision with an experienc

research supervisor.

2. 8.Cdommitment and Rigour

Yardl ey explains that &édcommitment and rigour 6 co
thoroughness in data collection, anal ysi s, and r
p. 2Mdre specifically, commitment involves Oprol
justas a researcher, but also through professional
p. 221). As explained above, the researcher has
famil i ens,ntvwirtelsta i n aut it sHowesen dngagement witl they e r s i

current research has been sustained and thorough to ensure full immersion in the data a n d

rigoiiaepddt a anal ysi s.

Rigour is referred to as the O6resulting complete
which should 6ideally address all the wvariation
221). The main phenomeno®Ta$ twhkl chererpl aesedrc
encompasses variation and complexity and expl ain

theory as opposed to description (Corbin & Strau
t hatGTotie t he currentfuthedewp&es crame seda r it tteo
phenomesnocan d u.c t Tehde p r oedceepstsh odfatian anal ysi s was f ol l

the researchedeVvieellotp etdhéa tanédwedlsluf fi ci ent &8 concept
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research were achieved that show variation and g
p . 135). The significant corroboration of the fi

validation of the derived theory.

2.8T3 ansparency and Coherence

Transparency and Coherence refer to the o6clarity
bet ween the research question and the philosophi
of the analysis and dataé, and o6mpght yi mpatcect he
research (Yardleygda0ddmppséerRt2&d .q WMaAIXi t ati ve dat
s o f t Vmelpecdensure and demonstrate transparency in applying the Corbin & Strauss

2015 iterative coding process and analysis. Thiswass har ed sandsdid with the
researcherés supervisor. The presentation of the

guotes also aimed to provide further clarity and

phil osophical perspectiaedfaitmstae eepglarcddgalkas
2.8.l4mpact and i mportance
Il mpact and util it yeyaraes stuhgeg edsetceids ibvye Ycarridtler i on f

involves achieving the objectives set out by the
commubnhthe research involved. Useful ness is al sc
and being able to accurately explain and contrib
ways of wunderstanding a topicd (Yardley, 2000, p
research aims to suppoydhoptdadcyms $i ama |l sealnt hbhar e
better understand the target group and i mprove p

changes thatwelolnlméanidreqc arlee of an underrepresented

research. As Corbin states o6l am practical i n wh
want to bring about social change and make perso
p. 27). Asretnhtelrye nios Be&®wehaor chhavoen chi |l dren with aut
t he resteapchatrs tt dvdil | begin to achieve this.

2. 9Re s e amecthh o d



2.9 SBmpling
The aim was-8BloaclcCapait elié¢ & n iwhno have a child liér children
with an autism diagnosis. This sample sizeisconsideredad e qu at e fsacraG® s mal |
project usingsqualkituatidve nsgemivi ews (Braun & CI ar
guestion aims to explore a specific phenomenon a
al §tMorse, 2000). Sufficient analysis of the rict
researcls pgriojedatame.
I nitially, the research was going to focus on pa
di agnosed during mainstream education (between t
resear ch e indiscessiaon vithdheir supervisor,t hat due to the small p
group, it would be best to nclude parents of «ch
educational setting. I't took some time before pa
therefore i mportasma whoada weor ee xicnnhuedréelsgiheodn ibtuitaldi d
criterion. The amendment was seédmAppernddianddappFo
participant inclusion criteria, see Appendix 5
Foll owi ng per nriessse aorric Af ersoéne vtihcee pr of essi onal s wor
and fawdrld essked to forward the information | ett
parents they knew who might fit the criteria. An
shared with relevant services and school s, i ncl u
participant criteria, and researcher contact det
Si X parents responcad dr e teticlv el arlmddeeragrfcuhr ned a si gn
consent form to the researcher via email
2.9 Participant information
I ntervi|Parent OccupatiPlace gCaribbgChild Age offChild

Pseudonym or birth Heritagpseudonauti snage af
No. & | & diagnoti me
eard y BackgroygOccupati inter
di agnos
group backgr ol
(LDG) d
lat er
di agnoqg
group
(LDG)
I ntervfSad® TherapilEngl anfJamai cfDanny |[15yrs|19

u. K

LDG |l sabel|1l4yrs|17




I nterviBeverl|l yFutil me |[Engl an Domini|l saac |[2yr s 14
mum angU..K
SEND
Support
group | Taylor|3yrs 13
EDG
Ezekie20mot|10
Shil ohf On 7
di agn
c
pat hw
I nterviMari annAccountEngl anJamaic/Cal eb |7yrs 7
U.K.
LDG
I nterviKat e Pensi onMEngl anJamaic/James |4yr s 19
Advi sorU. .K
EDG & Kyl e 9yr s 23
LDG
I nterviRachel Yout h Engl an| St Asher 8yrs 10
JusticqU. .K Vincen
LDG
I ntervfEli zabgTeacher|Engl an/Jamai cAiden |3yrs 4
U. .K and
Grenad
EDG

Table 4. Summarised information about the participants and their children with autism
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2. 9 DAattraanscription

The researcher transcribed all the interviews Wwo
approach, which involves removing speeehbeael ement
| anguage (Oliver et al., 2005). This approach wa

reading for coding and analysi s.

2. 9 Datanal ysi s

The data analysis was conducted following the Corbin and Strauss GT model (2015). Ideally,
the researcher would have preferred to analyse each interview before moving on to the next.

Due to practical constraints, however, this was not possible. One constraint was t

of the parents displayed interest at a similar t
were not missed, the researcher agreed to interyv
Recordings were, hoeweveach tirmtnesrcvii dw,d valitch st ar
processebygiiom in the data.

MAXgda, a -xompautted qualitativ,ewadatuaseanaloysainal yaefe
dat a. I't provided an organised system that suppo

colour coding, categof(iseat iFa Iy Baome2kempo tverrinmsi g o
Corbin and n@ttrhowsadr @@ utTaibheed i n

Lt edDecumem  Dats Editee fee | | ListefCode  Data

\arialiles Document \arizkies imeet Variabi Sttt Varishles  Code Varisbies

Il Decumen., 0 10T v e @ 8% £ Document Browser: Imerview 1 (277 Paragraphs) P pPEMOE O &x

<[] sntenview s 152 |

) tetenvimw 4 155

Iy T E RN 1

=) teservien 3 w o ®

Bl tmeerview 2 11

¥ interview 1 57

@ Codes. 0 Ty ¥ a-w O DX

&7 Famity idersifyng oiffersnce 1l
&7 Summer baby 1
i) a1 Progesses 0
Document "
Management sitizzm ) &
. e FaGE KGO PN 3
System storing oral p
transcripts : Q 7
3
WOUNG SOONg & 5
i Family reactio.. 3
Farnity reaction N

Coding System- Assigned codes Text Browser
codes assigned to and their data containing the
data organised inta segment transcript to
categories be coded

Figure 2. Basic features of MAXqda
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Kegr ounthedmet h od oelrongsy
(Corbin & Strauss, 2008, 201

Codi bgnoting concepts to stand for interyg

Concemwonsds used by analysts to stand for

ProperQGhiaersacteristics that define and des

CategoSomesti mes referred tdeaelthcemeseptar

| owlegvel concept s-ctah ®tg ord ®sme sub

Corcategdrygyoncept that is sufficiently br
words the main ideas expressed in the st
Mi croan&l yeirsn: of open coding that i s oper
concepts in terms of their properties and
Constcmampar iBatha i s compared with data to

consistency

Di mensiTdhiresrange over which a property ca

grounded theory because it accounts for d

Il ntegrlaitnloinng categories around a central

Memo®Written records of analysis

TheoAyset -bdvevedped categories that are r

are used to explain the phenomenon

Theor emoidced|:vi sual representation of the t

Il ntegrlaitnloinng categories around a core ca

t heory

Satur awhieonrn no new concepts are emerging

Table 5. Key grounded theory methodology terms (Corbin & Strauss, 2008, 2015)



Codes/ Sub- Core

Lower-level Categories Category/

categories

concepts Theory

Figure 3. Grounded theory concept development

2.9 0pen c/mddimganal ysi s

Each transcript was | istened to at | east three t
s u p p ofantiliaridation and immersion in the data, both important aspects of GT data

analysis (Corbin & Strauss, 2015). Each transcript walyy amal yyawaeld ngs i
very c¢cl ose examination of the data, starting wit
assigned to the data to denote meaning as interp
from toeritptasn t hat codes bweera laisnsei,g noende toor ctowol ds e
smal | paragraph or a few words. This wwhgh an open
6generates possduti Itihdsees mpndsithkeisitisti es against t
2015, p. 71). Al 1l tr anpnvittrmrew qpdesassigaed er dataithatr o anal ysed
confirmed existing codes giventhe samelabel. These f or medlde v dle ¢omweepts o

theospge Bi glo®T tcheencept devel.opment diagr am)



o Code System O 75 0yl [y aw $F x>

zg couldnt keep fighting (1)
(Z4 Humanising son

1
1
g Suppartive Practice — 0 2 Subcategory-

&2 Pro's and cons of the PRU 6 ———— | madeupof
&) Additional agency intervention 1 related lower-
(5 EHCR fast process at PRU F: level concepts
= ,! The educational psychologists, wa... 1
iz, Personalised school pathway 1
Z4 Good relationship with SENCO hel,.. 2
Z4 SEMCO Supportive 3

iZg Schoels good practice T

=, Support an apprenticeship i Lower-level

(&) Helpful projects and services (1) concepts-

i
4
& The signs of 8 good school 5 Identified during
]
4

= Dutcomeas and Outlook open coding

&) Cutcomes Child
@1 Limited options for child 10
& Struggle impact on child sef-este... A
& Diagnasis and Senaces 3
=) Lack of after care 2
7

@ Mew school

Figure 4. Excerpt of coding hierarchy: lower-level concepts and subcategories, MAXqgda

2. 9 Fbr msunbgc at egori es

A constant comparison process was continued to identify similar or contrasting concepts.

This involved re-reading transcripts, identifying confirmation of existing codes, and asking

further questions of the data. Lower-level concepts that were conceptually related were

grouped together to form subcategories (see Figure 4). Some of these subcategories had

dimensions which gave further depth to the sub-categories. These began to form t
of the t heloewéels cdmghept s dPrl emasieénp pceanBeig rti ke . f ul |

code system

The researcher inter act e avhiohinvolhed askirg quesdidn® uUusSi Nng me
recording thoughts, and suggesting possible relationshipsb et ween concepts. Thi s
analysing and identifying the properties and din

2015) .
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Parent adapting to early differences KB, 15/01/2023 14:19

[This | believe is an important theme_ In supervision, | spoke about this parent and how she felt
capable in the early stages of parenthood and was able to adapt to her son's needs, and that in
discussion with professionals asking her about signs in developmental history, it was quite hard for
her because she said her son was just her son. My supervisor said that it sounded like she wasn't
aware of or did not seem to be seeking out a label or anything like that, and this, | believe was
true. From what she expressed it sounded like she adapted to her son, and this made things
manageable for her and for him.

The questions that come from this are- when did this change and why did this change? What were
the factors leading toward seeking out a diagnosis? Did it become more difficult to adapt? What
happens in new environments, or with new people? Could the upside down of this theme be
'parent 'not' adapting to differences’, or another person, maybe a family member? There are
potentially several dimensions to this theme. | am going to look out for codes that might relate.

Figure 5. Memo 5 from Interview 1, MAXqda

9 D&vel oping categories

The code system created on MAXqda was pri-nted ou

code csaubegories with conceptual simiabelitédsandh
became the tHewre' s«comicelpdars/ main categories. Thi
on MAXgda accordingly. Several di mensions and pr
mai n c ateegqia relatiersto the above memo, (Figure5)t wo types of dbdadapti

identi fied. Onaedatpytpiengr ewiatthe ds ytaoh @ mi ce@dplpe®r hgype

thout sysbemhessesupdpomensi ons show variations ir

included in the thedrmettihealf i maddelgsprcensagprnteed Bec:

pr
of

operties and di mensions within each category,

ten accoubpedbfemseaguitchhasteongles b6became a sig

subcategwe yfj ghute HGhere were some cases where th

experiences wit hthesefore,ao Issu.b cTaht eergeou fyp acratl il veed pdr act i c

This is a much smaller category and added di mens

school s.



Sub-categories

‘G CodeSystem 0 Y v G aw %

w ofcm Code System
W nlzgl Identification and Adaptation
> wiE ] Moticing Difference
» oEg Internal Processes
» ey Accepting Embracing Difference
» wiEgl Adapting with Systemic Support
¥ wing Adapting Individually [without systemic s...

W wiEgl Activation Advocacy
wig Problems and Challenges
»iEg Preparation to Defend and Advocate
oo Advocate
w2 Supportive Practice
v oE0 Outcomes and Outlook
» & Dutcomes Child
» o Qutcomes Parent
> wiE] Outlook- questions, thoughts, hopes, Ca...
» o2y Abaut the Family
> oE] Miscellaneous

o8 Sets

>
>
>
>

Categories

50
30

57
39
79
142
50

Figure 6. Excerpt of coding hierarchy: categories and subcategories, MAXqgda



‘Ga Code System L BF[y & aw 3 POX
TS '.G.‘ Problern.s and Challen.ges 0’
Sub-category > +@Eg Aditional Parent views 9
(g Organisational dysfunction 20
"Cg Treatment of parent and parent-school relation... 0
*(@g Parent seeing it from the teachr’s point of vi... 1
' g Taking child out of the school (1) )
*(@g Parent information sharing with school 1
*(@g Mismatched priorities for son (School/parent) 2
Properties @g Lack of information sharing between parent... 3
and @ g Difficult relationship with Teachers/Headtea... 6
dimensions (g Raising autism assessment with school/setti... 3
\ *@@g Schools not taking parent’s desires/concem... 10
"¢ Parent voice as governor not heard 1
> »@g Parent expertise not valued by services or sc... 2
v oEg Treatment of child at school 0
> »leg Staff lack of knowledge and inexperience 9
(g Exclusions managed moves and PRU/Catalyst 48
'(@g School stages 38
'(5g Not seeing child's needs as SEND 6
> »&g Not putting support or recommendations in... 36
'@g Differential treatment and attitudes due to r... 66

'(Tg Black child vulnerability 24

Figure 7. Excerpt of coding hierarchy: sub-categories and dimensions, MAXqda

2.9 Theor esdtiwcradu fi foindi ency

No new concepts were identified after the microa
the transcripts. Concepts were thoroughly develo
di me n qsemfiguse 7), illustrating depth and ,tharefdreat i on wi

the participants' experiences.

2.901Mh@Gegrating categories

Il ntegration of the categories to form the ground
coding system and previous thoughts and questi on
concept that was being communicated tuhrractuegh t hen
reflection of the data. Thi s.ltwawa sa rleecrogtnh ys eadn d hi
theory was one of process and devel opment that c



op

was met with a challenge of some form, requiring
preparation. The second stage (which consists of
category) was the | argest and includedgeany conc
appeared to be the main event, or thfe epitome of

development became clear, the following questions were asked: What is the ultimate

purpose ofthnisdevel opment ? What is the ultimate driver
these questions Ilcedmtegiodegntainfdthiermg ethdndgealli,h ewhi c h
wi || be outlined in detail in the next <chapter.
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3. 1Chapaoveerr vi ew

This chapter pres&Tasalthei § odi BEEwpdumaegs of
children with autism. The study aimed to gain in
events surrounding a BCP6s childodos autism diagno
with them.

The theoretical model will first be presented, o
theory. This will then be cdatoekgenh adeoswma kteo udpi secaucshs
stage of the model in detail

3. 2Thessensuipadvoctheywyry (ESAT)

Thessenduipal voctheywypryoposes that BCPs who have chi

required to:

a)Becohessent iaallvogcaapgteess provi de the fervent and
that their children wil/l need, and to:
b)Atttahesm sensduipaml voctcy boshelp them provide the

advocacy needed in an effective and timely w:

Thessenduipalvoctecy odenti fied ar e:

l1)Enhanced autism awareness and ongoing |l earni:
2)The ability to oivememn meorrsftliigoanta and
3)Connection and coll aborative support
Where these are absent or underdevel oped, greate
parent and child. Conversely, where the essenti a
t he | edvieflfsi cofl ty are reduced, and outcomes are i
The theoreftseall mModetd uasttiran es) how these factors

time through a series of events aod|l pubpabkbsesent sk

experiences, and belief systems. This happens ac



Stagdh# identification and adaptation stage
Stagdh2 activation advocacy stage

Stagdh®8 outcomes and outl ook stage

The final feature of this theory relates to the
bet ween the parents of befbdbdeenywhosapnéddi aprosde
di agnosed groupd or the EDG) and t had tfppgaw e nyt esa rod
old (tdeadghased groupd or the LDG).

BCPs and the children within the LDG were found

of challenges and complexities across the stages

a)An initial del ay tivess driduipzadl eot¢ ta@y baisni ng

b)A series of &adtsiiwatpborismg sf owrr | mmedi ate and ri
advocacy

c)These activators acting as catalysts for the

essenduipabl voctmacy or s

By 6the outcomes and outl ook staged, the final s
confronted, challenged, and, in some cases, over
organi sational hurdles experienced on their jour

supadvocacy factors needed to help them support
theory, therefore, proposes that BCPs who have ¢

exceptionally hard to become the advocates that

The following sections of thishESAdptde re xwillali np rtohy

processes of each stage in detail
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Illustration 1. The essential super-advocacy theoretical model
3.3Analysitheofyt he
Thessenduipamlvoctbgoretical mo d e | il lustrates

essermrstuip@blvocacy factors to support their <chi

theory of process and development and highlights
devel opment on their journeys. There are three
parents move through these stages, distinct

For this reason, throughout the anal ysi s, t her e
di seusseparately. This is a significant part
diversity within BCP6s experiences. |t wildl

the participant information i n t heuanetcatdea | abyosu ts

the parsandi paertr children.

3.4Stag@hienti ficadtapo st ape



Key
Features specific to the ‘early diagnosed group” Features specific to the ‘later diagnosed group’
(EDG) (LDG)

The identification and adaptation stage

*  Links and access to relevant
professionals and service. made
through assessment and
diagnosis.

«  Learning more about autism.

Accepting
and/or

Noticing difference

Describes the people and systems
involved in identifying difference in the

Internal dissonance

embracing
difference

Outlines the feelings, thought processes
g d and contexts involved as difference is
early years, and the initial responses to noticed, and/or when an autism diagnosis is

it.

first made. These are closely related to the
experiences, contexts and belief systems
held within the culture

Adapting to differences

+ Fear

+ uncertainty Prolonged Internal o
h dissonance as new * Finding internal resources to
*+  Family- response and understanding Shame needs and meet needs of child.
ufdvﬁer.ance relates to cultural beliefs « Denial diff « Organising life and decisions
and autism awareness levels. ifferences are d d
+ Mother/father around needs.
+  Parent- Initially unsure or unaware of recognised

disagreement + Developing ways to adapt as

‘difference’ due to limited knowledge
of autism or have ‘a gut feeling’ that
there might be additional or different
needs.

needs develop or change.

* Protecting/isolating self from
contexts of potential
judgement.

+ Independent research/seeking

possible answers for

differences.

e Limited autism awareness
: Interna-l dissonance . Development of essential super-advocacy factors
* Self-reliance and/or Isolation

Illustration 2. Stage 1: The identification and adaptation stage

Thwentification amé mohasptratiesn thteagaei ti al proce
BCP6s journeynotl tiagaand ftelreerhcdedscr i bes t he fee
processes experienced by the parent. eskBenbasaé¢l in
supedvochagtors begins at the start of stage 1. |
begin in the same position, i .e. ,i mietrhnalhe s ame
di ssonanod esdalafnce/ i sol ati on. However, degrees o
e X pieernced, particularly at the beginning of the
how the BCP begins to meet and adapt to their <ch

devel opment ofupédevessentfiadt or s.

I n discussing the theoretical model |, reference t
di fferenced primarily refers to the two main are
associated traits and charactecommunscafThent awondn
social interaction and restricted and repetitive
includes sensory interests and/or sensitivities.
DSM and nttheer nati onal DiCd aass'dREvERIt@Bndofised as par
of the diagnostic criteria. They are also used n

smal |l er subcategories to support the understandi



Area of difference becomes important during this
verbal communication differences (specifically w
li kely to be identified by a profetsbethhmdgeand r e
ob. This becomes significant in the course of ec¢
t heoretical maps and explanation in this chapter

3.4 Nbtidifnfgerence

Noti cing idsi ftfheer efnicrest part thef etstse nBaLdRM G Ccsguapyerr n e y
t heorlyt describes the people and systems invol ve
in the early years. These people and systems inc

heal th professionals and the parent themselves.

3.4.Thé& parent

Parents discussed noticing behaviours and charac
young, initially seeing these as part of their c
in child development. These parcesnttso daiudt insom orre laa

other type of neurodiversity.

So, | had | saac, and | used to go to a Il ocal
excitable because he was a I|little boy.

Ezekmyelyoungest son, at this time, was about
mi nutes of me talking to her [the portage wol
she said, Il s it nor mal for Ezeki el to do t hat

being Ezeki el

Beverly

I would put it down to terrible twos. I f you
there' |l | be this |l ong excessiveAsrihéengofoa i
older, his memory for things was outstanding,
number s. € He would build el aborate train tr:
l'i ke trains. But he would get veny, themy idi ¢t
take a long while to sort of settle down.

Rachel



Some parents explained that although they began

they did not make the connection with autism bec
understanding of what autism was. There is an in
about autism at this stage, -hdaeg aroufldahmawer kK atdo
understanding of some of the behaviours they not

So, from a very young age, I kind of thought
what autism was. Because he would do things |
and they'd been in a bit of a cluster, and he

was something about him needing things a cerf

Sad®
The only thing that related to me in regard t
the only recollection | had of it, but then I

Beverly

James had no interest in what was going on ali
wanted to do his own thing. €él had suspicion:
Kat e

One parent, however, did have prior knowledge an

as a teacher at a school with an autism base.
Aiden wasn't giving much eye contact. He was!
often |l ook at phetinghhimlié&@esi éep, mhe'd st ar
constantly online and |l ooking up red flags f ¢
a |l ot of the boxes.

Eli zabeth

3.4.RPr@fessional s

Al | the children diagnosed with autism before th

professional involved in identifying difference



Some of these referrals were not specifically fo
observed behaviours and traits that indicated po
fOne of the workers said oh, we've got a spee
|l ook over the kids, é you don't mind if he h:
just themdaryipled H&8Y. €é he wasn'gtoog®mywdwgocal. H
gagaing and stuff, but very tllemntclead pPphegeasdlt ad
| anguage therapist just said to me, ' We've ali
and see a paediatrician at the our hub Chil di
about ngnytlhiwas just |ike, okay, if it's what

Pro
del
t hr
ref
gro
yea
ver
pat
Thi
t he

3.4

Beverly

James went to an early years nursery, and t he
playing by himself and wasn't interested in \
lining toys up é He just wanted to do his owl

t h@enes who referred him for assessment .

Kat e

The |l ady said to me that she t hi nakudilolschgiustd
at Guy's Hospital because thatés the standar

Eli zabeth

fessionals played an essenti al role in identi
ay and suggesting a referral for assessment i
ough direct discussion with thempaiomt abbadt
erral. Early signs of speech and | anguage del
up, and perhaps the absence of speech and | an
rs is a factor in their | ateruldd amgemoscgrrsi sd&it
bal and soci al communication and interaction
terns of behaviour and interests are traits a
s left parents of f inwe amhi Icdorngare xuruaal lie et ¢ hwen d
y and others were beginning to identify.

.BEadi |y



The
an
di f
t he
Il at

res

nex

Par

di f
wh e
Vi e

gat

wider family response to signs of difference
i mportant part of how parents began to proces

ferences The theme of family noti ailreqtdiifnf er
LDG, and family response to diagnosis is mor
ter is discusseidtenntaurthesodanael senttba, as
ponse to the diagnosis thanloraotsoaed!| apabact
family response and cultural beliefs and attituo
t section of this stage.
ents, particularly from the LDG, felt that th
family as a result of 6ébadd parenting. This crea
ferences that they had triedwase ahderekpndsas
n family members tried to correct or discipld:.i
wed as incorrect in some way. This | ed to son
herings. Some also stopgphed alméadwi mg mbleeisr fohli I
refore, the support network usually provided

The

t o

Par
nee
typ
und

jud

the parents mainly working on their own to ra

ents also explained that it was hard helping
ds and differences because they didnodét fully
e of double isolation, i.eal, Swwpgpdratviaamgd t he
erstanding hel pful when raising a child. Par e

gement and questioning their own parenting ab

In the early ti mes, I felt al one, j ust me , al
fighting against or protecting against incor.
parents, quite outwardly, would talk about my
Noone understood hi m, real lvy. So itobds alm
So, l et's say we would visit, but | woul dnot
have to be present. But a | ot of the ti me, W ¢

Mari anne

I was just |ike, what have | done wrong? Whe]
Am | not believing all the things that peopl ¢
should parent? Or having my own sister say t ¢
him. .al lantdhese opinions. You don't have the a
of reference to understand the behaviour. Yol
of thinking, l's it me? What have | done WwWr on(

Rachel



| " ve
when

got an ol

they were

der sister who is the only per:
very small . That stopped when

think they have the kind of -pahieerdeapproada®sl

Some pa

rents al so

children in Bl ack

generations. Many

when th

my parenting b

back. [ t hink

have never bee
Sad® however, expr
i Bl ack Cafra mibleiaens

t

at

|
d
t
t
we ' r

] st

| a l
not

wh at

Sad®
expressed the feeling of there
Cari bbean families, especially

referenced t he ¢dcoouanst eyroeudd r e t

eir children did not comply.

erms of being Caribbeamehaveaedidrdd enh sthlodi |

a 6youd t

ways used

n
0
h
he esaenx peri ences and have the same struggl es
e
u

they're told and all those kinds of
person, sometimes, we're not open about
e here sort of trying to deal with it oul
hing.
Rachel
to find that, I f, say, for exatl

keeping st

they were not

people don't d
So, within my
towards <chil dr
all owed him to

il | would have to adjust ot |
under st andi nlg vwh ahta ds taoc tkueael pl yt e
o that.

Kat e

own family background, I have ¢
en, that you kind of 6do what
be I ngohoael gi tafatcoinsi. ciésm fr
ecause it wasn't |like hers. I l
she was waiting for me to be 1t
n.

Sad®

essed that the perceived Ohar sl

is a complex issue due to ther



np

She spoéokevohg within a context that you know yol

colour of the skind, and parents not wanting the
their door 0. Nevertheless, she recogondged that h
negatively by her family as well as her sonds be
On the other hand, one parent shared that her mo

mentioned that there might be more to some of he
crying when told noé, but she deci dredmdtoharn &sni s s

traditional expectations of how children should

I remember my mum saying to me that somethi ng
children and something's not quite right. But
down to her besethgobkort of old

Rachel

3.4. Mlodicing difference summary

The parent, their families and professionals wer

characteristics of autism but attributed them to

more |likely to attribute differenatepmenotthEamhl
were more |ikely to see the behaviours as a sign
in early years settings as a potenti al neurodeve
this sThegeendfenbdabcauapoeviehreaohrbys | i mi t ed awarenes:
Their childbés differences, especially before dia
judged or blamed in the family context. This | ed
from family settings.

3.4 1tedisadlonance

This part of the ident iffeiadtatireeofne alnidn gl aprn atti lbou ¢
processes involved as parents begin to recogni se
diagnosis is first made. Some of these relate to
family and the perceinve dlsatcikg ntaa rwibtbheiann Bloantnku na t
6di ssonancedé aspect refers to the tension expres

accept and support their child's needs while al s



mi ght mean for their child in future. These feel

something they had to manage on their own, furth

felt at this stage.

3.4.6&rilef, fear and shame
There's frustration, upset, thereods, I suppo:
there6és shame, and | am referring to the shar
have all these dreams and aspirations for thi
was ablwould have said that | want him to do
school or get a private school place, and the
but | had to |I suppose, realign my vision in

Rachel
I just remember going back to my husband and
he be deaf than be autistic, you know? So t h:¢
a big issue with autism. €é& At the ti me, I ] u:
sign |l anguage. ltds more visible as well. It
cleared and his hearing was fine, I just kne\
good day or two.
Elizabeth
There's an issue around being autistic, whi cl
trans. We got to the point where | sabelle wa:
school , stil]l not doing well academically, roe
girl She was scared.Sshe gast ¢ ulsed ratal hiyg st triut
mi x of this now was gender identity, and | tt
with a kind of sense of |l oss and grief and r
The difficulty for me was that me and my part
around diagnosis and all those things. So, we¢
anybody on any level; they donét need to ki n¢
oppsése system.
Sad®
Feelings of fear, especially around the-tnhiesuse o
activation advocacy stage



3.4.3u&picion or distrust

Some parents raised being unsure or sceptical ab
measlmamps mbhdll a (MMR) vaccine was referenced on
felt tBabchowke®gsbeing diagnosed with auti sm. N o
raised, but there was the presence of some suspi
case by some parents.

With both of my pregnancies, I didn't want tl
because of the associations or the, you know,
I do findltatc&kt cahoel edoreeinrng di agnosed. é So, I
somethbang makeup, or something thatés been pl
they do run wild. 1 6édm not gonna lie. | try nf¢
wonder .

El i zabeth

As a community, many have these experiences \
SEND to sometimes diagnose or claim that thei
i nappropriate use, should | say, of SEN, to ¢
opposadttual |y support. Our resistance can co
Rachel

3.4.BRaBher disagreement

Two parents from the LDG also raised difficultie
the childdéds father about the things that they ha

explain that their concerns wer e smeits swailt,h wdhiiscahg r

appears to have exacerbated feelings of isolatio
My husband wasndét engaged. When | started to
articles and things |ike that. I was met witl
rubbi sho. So, throughout the whole ti me, he |
doesancoktn owl edge it.

Mari anne
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Rachel

his
é |
t ake

be

by mysel f. E
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wa € hl i ke er ¢

0 honest.

Kat e

t he
not hi

cort
ng \

very much
thereds

-®mat urea lb ewargr it énre,

1
of [

ybe | just need
all the rest
foit.

Eli zabeth

'y

autism diagnos
the EDG. Th
sotoditherenc
F a
brought

of
e
di agnosi s.

how this

thinl
| saac had ¢
got sever :
she reacted

t hey
t hat
Sheods

t mu st be

si de.

say i n

Beverly



n ¢

When | menti-bnsbdantddsp Mmem, she was | i ke, 06Ot
There was no mention of it ever again, despi:t
felt |Iike | was just really dealing with it
I remember getting a |l eaflet or pamphl et abol
went to visit him, and he just took it and p
never got into a conversation with my dad ab:
that was kind of swept under the carpet.
Kat e
Parents felt that some of their own reactions an
6cul tural thingd. Reasons as to why these feelin
Bl ack Caribbean people, was also raised.
Culturally, ités not fashionable to have a di
around the world just in a normal way, what |
the expectations that everything $srealklregct,
sad, that thatés how people are.
Mari anne
Iltés hard to accRlpac¢ck ec@mmiuoaibliey hiometshe There
denial that goes on.
Elizabeth
Beverly reflected on her sisterds reaction of cr
wadiagnosed with autism. She also suggests that
signs of difference is to avoid feelings of bl an
It was her nai vety; it was her | ack of under ¢
What | struggle with is a | ot of parents of
want to address it. |l tds more about failure;
ail ment, it mu st be their fault.

Beverly
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4. Pnbernal di ssonance summary

rents express feelings of grief, fear and shan
en identifying more traits and characteristics
osely to denial and cultural wndwbérpeadeei Bédchw
d Black Caribbean communities. Some parents pu
hers felt that deni al mi ght be a form of fear

uld be used to perpetuate dé$sttuimhermtilohusanhdat
ight of the issue for these parents, all mothe

age when managing these thoughts and emotions.

4 AZ cepeéembnrgaci naglapamnang |dhid@s osi sneaerdd/ or

rents, during the final part of stage 1, go th
apting to their childbds autism diagnosis and d
cisive actions to support theiat cfthillldps needs
knowl edges their childés differences. Most st a

tism and/ or seeking greater knowledge and wunde

EDG were found to adapt and develdepi knogl|l é¢dgen wi

s e
ch
Th
f a
ot
Sy
h a
w h
de

Pa
t h
t h
t h

rvices involved and signposted to during their
allenge some of the internal di ssonance exper.
is shows that with systemile dwppemgt n thesdeveadnrn
ctors found to be essential to advocate for th

hessenti-adveupey ®Ptheemys from the LDG did not

stemic support at thdapstagdepbpendeaobkystweph tt¢t
d access to. Feelings of isolation and dissona
ile trying to adapt on their own. What both gr
sire to |l earn mbaerdanhtbdebetthil déodenseds.

. 4. Bhé& edairalggnosed group

rents from the EDG reflected on the support th
eir childbés diagnosi s. I't was found that for n
e official di agnegps$ atwaaetd maldee . s PPpp emtt st hey r ec

em to |l earn more and research auti sm. The EDG



p M

was built that gave them access to useful i nforn
adapt during the crucial years of their childoés
personalised support at their setdeéesngas amdr U Ing
involved home visits and practical and emoti onal

by relevant professionals, and help to access th

3.4. 3Adlaplt i ng with systemic support

|l saac started nursery just after he turned t\

They got in an early intervention team and (g:¢
nohaving his diagnosis, | Iliterally should ha
of research, the amount of |l ooking up auti sm.
[ho me Lomdomgh] autism support, which is an o
National Autistic Society. They Iliterally dic
what | 6m entitled to, whaAl shoe | pwel hcaodulad pgoertt,a
wor ker who again, was phenomenal

Beverly

James was diagnosed with autism when he was f

wh o, meanwhil e, had already put things into |
di agnosed. They had speech and | anguage with
where theynhaxeaad an outbox of tasks for hi
works really well. ¢é So, l ooking at transiti

teacher to come to the nursery to discuss hi:i

Kat e
Sl eep has been an issue, to be honest, but we
from the sleep clinic at the minuYe®ey lmaw, he
itdéds nice. They give you Ilittle tips and stuf
sleeps through the night at | east five night:
Eli zabeth
3. 4. 3Relf.12ecting, reconciling, and challenging in

This was something that the EDG al so appeared mo
diagnosis and the systemic support that foll owed

to better understand and expl ain tthheeims eclhvidsd.6 s n
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the circumstances. The experiences of pare
of dissonance and isolation. The children
ntered escalating difficulties naot njgsst at
ughofhesgseent i-adveuapeyi st hneaoirnyl y based around
, Oadapting without systeage yapmporftdr crloe s
sted reason for this isitkd aoni smuawaoenect
rt. This wild/ be demonstrated in the foll ow

. 4. 3AdRaplti ng without systemic support

n an

effort to avoid putting the childhen stres

D@&ere found to carefully control where their cl

roun

nder

d. I n relation to the internal di ssonance d

standing the behaviours of their amitl daiern,

arenting confidence. Limiting or controlling th

hame

previously discussednd PBPaaryesn ttso huonwleewr esrt atnrdi €

nd make things work i.e., by studying patterns

nd u

sing resources that they had.

He |l i ked things to be ordered, he doesnot I i |
He needed I ots of warning |ike o6this is goini
so | knew not to kind of spring anytding on |
hi m.
He was also a very quiet, shy childé | never
occasions. I f | went to a party |ike a chil di
wanted to | eave, we would just | eave. | neve.l
vercwreful about who he spent time with.

Sad®
Even when it came to childcare for me to be :
comfortabl e | eawiynwhemye .c Biultd rt éhre n, I also kin
just feeling |ike, well, you know, thatdés my
kind of got on with it.

Mari anne
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What | have is a child who has no diagnosi s
couldnodot understand and deal with myself. | ]
knew my child was distressed. I knew that he
orhet resources to be able to get him that hel
therapy that | paid for myself.
Rachel
e emotional burden on the mothers in this grou
at they did not have support or agreement fron
ci sion to homeschool instead of Iwoesk fainnda mpcaiya If
nsequences.

. 4. 3l.n2de&pendent research

rents of the LDG also spoke of independently |

eir childrenés needs and finding ways to best
|l 6ve |l earned about the circadian rhythm and
bodies work, which has been really hel pful i
certain thingslfalats e@aalulry ngi thatcuht. had ade:
out certain things out of his diet, got rid ¢
natural way.

Mari anne

We knew she was really affected by noise in
concentrate. She had a screener for dyslexia,
have. é, we werendét getting anywhere, so evel
Sohrbugh the assessment, they were very cl eal

overl ays.

Sad®

rents of thi-mogirwvatpedvetre fsiemd ways to help the

aware of autism and being without additional sys



3.

Fo

4 .

r

3Bi2g. 3deci si ons

some parents of this group, big decisions we

they felt they had no other option or way to res

There have been a couple of instances at home
aggressive with his sister, and | had to be 1
in this house. Nobody hits in this house. So,
youwradods, Il 6m not tolerating this. I wanted t
thing | ever did, I think.
Sad®
I did what | coul d. Il &m not a teacher. | went
in on the back foot. Most people, when they
theydve made, itds something theyodove paid for
psychwmdlolgy taken the time to make a commit men
to do it. I wasnbét empowered. I was I|iterall\
Rachel
Rachel decided to homeschool after repeated inci
regarding her sonds behaviour. More on school s i

(@I «}] - 00 un <

—

. 3Ac2c.eAp enibnrga,ci nagapamang Idiédgnosi se eadsadninoarr vy

parents were found to adapt, accept, and emb
s. The EDG had support with this and were abl
sonance experienced around di agnosceat, i ragydf @ra i
ir child and also for themsel ves. The LDG, h o
l e trying to navigate supporting their child
ced to make ig decisionsf wlilthowndeéehet &ma wwie a
e be

f event

(1)
2}

b

n happenindecDuvanigonstadweoh@&acLyD Gs teangceo unt
s that accelerate and intensify t
c

e
0

ds them to actively seek an autism assessment

e a

l eration in the devetopaewndc ady tthaecttdnmrsee ersls

(72}

m awareness and ongoing |l earning, ability t

nection and collaabwastdvecsuepedf . hWhaver, i s
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he EDG and the LDG would need to exercise these

chool years.

Key

Features in green are specific to the early diagnosed
group (parents of children diagnosed before Syrs old).

STAGE 2
The activation advocacy stage

Activation

Treatment of child at school

+  Differential treatment

+  Recommendations and support not put in place

» School staff lack of autism awareness

+  Notrecognising needs as SEND

*  Adultification and ‘chosen behaviour’

* Internal exclusions

+ Exclusions, managed moves, anu Catalyst to actively
Organisational dysfunction seek autism

*  Inflexible assessment

*  Biased processes

+  Misinformation

+ Inexperienced staff

Treatment of parent

*  Questions and queries not taken seriously

*  Labelled ‘intimidating’ or ‘trouble’ for showing cancern
*  Requests for assessment ignored

|

Development of

5St ag-& hact i v adtvioocnst cayg e

Features in yellow are specific to the later diagnosed
group (parents of children diagnosed aged 7-15yrs old).

Preparation

Advocate

* Research SEND rights and statutory processes

«  Join parent support groups

*  Seek advice from relevant organisations and/or
by other professionals

Inform, educate and remind setting
of child's needs.

Question and challenge decisions
made.

Enquire about and request that
recommended support is in place
Request information on school
policies.

Request that lawful procedures are
followed.

Chase up requests and promises
Appeals and tribunals,

Supportive Practice
Examples where child’s needs have been prioritised
and the parent voice listened to.

+  Communicative SENCO/good home-school
e Y S S ——

*  CAMHS Sessions
Essential super-advocacy factors

*  PRUs multidisciplinary approach
*  PRUS fast-track assessment process
The essential super- advocac

cycle v Enhanced autism awareness and

T ongoing learning
v Ability to overcome stigma and

inner conflict
¥’ Connections and
collaborative support

essential super-advocacy factors

Illustration 3. Stage 2: The activation advocacy stage

he activation
vents with, a
ecessity for
hildren who h

his stage con

advocacy stage is the critical st
nd within systems (particularly sc
persistent advocaweyl IbbgefiBlGRPei t 0 sup

ave auti sm.

sists of three main catgegeeies: ac

|l l ust.Axzt ii vdaet 8dorni bes t he event or situation that

nd advocacy.

Preparation outlines what the BCP

ffectivadwatcelxgs taliynns how the BCPs advocated in |

v enTthses s eng u maldrv o c eyccyr epresents the ongoing natur

dvocating in

response to newvwlueviengt s haen d cchhoaoll | eyn

mal | er ccaaltseegooproyr t i veea pralcsd cfeound which incl ude:c

ettings that

he EDG and th

re similarit:@

supported the parent and child dur

e LDG will be discussed separately
es and overlap, there are marked d
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groups. These differences appear to relate to th
mai nstream setting.

During this stage, all parents undergo an accel e
supadvocacy factors (enhanced autism awareness a
overcome stigma and inner conflict, and connect.
however, appear to have a steeper | earning curve

as demonstrated by stage 1.

3.5 Aktivation

The events and experiences that activate an advoao
related to the difficulties that arise for the c
them and treats the child. Orgahbsati ego@imddy s un

attitudes towards the parent were, however, ot he

3.5.Thé& {datagmosed group

Treatmewatrideshi | d at the setting, organisational

the paren

Parents of the LDG discussed themahabkLlsecehgoaosl .t hat

At the beginning of this stage, none of the chil

auti s m, but with the persistence of the parents,
end. The challenges faced usudadleinhgiingwolbeddvi malir
attributed to deliberate or 6chosend behaviour i

of undi agpgeocsad educ SENomadsmee®arents felt that
were often treated differently with harsher rul e
there was a general l ack of curiosity by school s

be going on for their child.

By year nine they were saying this is really
wonét stay in class. Heb6s not doing his work;
di sruptive, all without anybody considering \
Heds never been physical with anybody, but t}

abo

c

t hi m, and of cour se, he reacted. Ther e
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said something 1|i ke, 6l f | was anywhere el se,

So, the trauma just never stopped, and youor ¢

attacked really badly in school ... So, in tei

ya ar e. l'tés just horrible, really horrible.
Sad®

A parent who volunteered at the school said t

how he is treated, you need to believe him. !

was being made to face the wall
thatyear $ ol d.

X he has been

I asked the school whatdés going on. I am tol
problems, and we dondt know whatds going ono.
They would always say, 60h, I't happens very
| anaggue | i ke, O6You know, heb6s just going to wa
Rachel

ents said that when they began to raise with
ht be the cause of some difficulties, their c

ored. Parents also felt that aschiop,| smblkigrmg it to

harder for them ttoheandbohmunt bate whi hdr en.

At the end of the school day, | woul d ask Cal
headteacher would call me and say, 6The teact
there talking to youdé. ¢€é His attitude and hi
justghthotuo mysel f, what did | do that was wroa
From September to July, I kept having all the
complaints. é | mentioned that | would I|ike |
because | was noticing certain things. The s
very bbaow Bahings. The consultant that we see
the referral. So it was from her referral the¢

Mari anne

Kyle started to struggle at school, and scho
he woul dnot do this and that, and | was t hinl
awar e. I had suspicions about him being on tl
t Bi but they werendt interested in |istening

Kat e



He had a numntbeerrm oefx cfliuxseidons . Edlu csaatiidonalLlet 6s ge
Psychol ogi st because clearly somethingds not
he might be autistic again. But they refused
gave was that there was not enough time becat
the mwbieme his behaviour was serious enough t|
exclude him.

Sad®

The difficulties experienced by the child at sch
exclusions, managed moves mop/erdnapdelnt Refxer ruasli oWwrsi,
(PRUs). This escalation | ed many parents to cont
tribunals (di scprsespeadr aftddoinh @arn & ns ¢ ditei on) .

Parents felt that some of these difficulties and
experience and awareness about autism and SEN. S
dysfunction, including relevant information abou
teachers, and schools employing inexperienced te
and racism were factors in the way that they and

I feel that therd@d8lwa&k aOhpthebsdpbst hdébi ant

the other; despite the fact that | thought he
to hear anything about it. |l 6ve al ways had t|
way some teachRIrachkidhialhdlo&kmay have this eit!l
or conscious bias or assumpti on, which | wa s
Kat e
My daughter was allowed to wear glasses in s
reasons. Both my children were challenged f ol
had medi cal notes, and they were saying thingq
t hen? WhemeadGscatlthenote?6. And itds already in
have to argue in the corridors with teachers
OQutrighB)] aakh&kidebeen exclud8tdackamesgs, al | t
excluded. Thatés what happens. Youbre gone. /
never mind about uBnlnaegtk unbereed st.r oYuobulber,e youdr e g
having it, wedre a white Catholic school , we

Sad®



I know tohtehreer agpraer ent s who have children who a
you know, a white child will receive compassi
understand something as a need as ©ODhpiposies to
the messagettheywbdrconsi stently. Youyoaw earneot g
a probl em.
I need them to see that this is a little chil
ability and the ment al capacity and emotional
because sometimes it feels |Iike thatosihow vy«
was .
Rachel
She couldndét be in the classroom. People wer:¢
head and shedéd get very angry and wupset, but
Sad®

out of thbéaedDGuwerboymserimanently excluded and
er parents raised with the schools that they

ted the assessment process to take place.

alyst to seek assessment

se activation events appear to present an urg
erienced lauroiumg dtiagenoses, difference and aul
t seeking a diagnosis had become an issue of

education system where they seemed particul ar

rtain dbieaxscelsu sainon. Parents also expressed the
ir children access to thedredsowroaoavigmades eppa
|l ife with potential autism. This activation
overcome or reconcile the inner confllict and
s development of an essential advokiaglyl if@kt or
di fficulties and vulnerabilities of ,a chil d
ck Caribbean child with undiagnosed autism. S
flictd ngr dwemed ichigagnoses and | abels but deci de

essment for their child as a way to safeguard



So here | am now faced with this situation,
and my partner was furious. | had to read up
around this to be able to hold my arguments.
Westill really struggled with it. The agr eeme
because |1 6ve got no choice; it gives them a |
environment, and that is the reason | 06m goi ng¢
t hi nkm aiustnifst ; it is not a psychiatric disorde
Sad®
I still do question that earlier stage when |
stuff. Was it really that he was being disruj
meeting his needs academically because they \

capabl e? Because of this we sometimes resist,
be an understanding of resistance coming frol

Rachel

3.5.Th@ edairalggnosed group

Parents from this group faced similthe edaéhenglks
supadvocacybutheoofrya slightly different nature. P

describe difficulties related to ensuring that t

that they were allocated and/or entitled to. Thi
SENstatement process, involving schools and | ocas
organisational dysfuncti oonn,(ii.nef.or neartrioorns swhiatrhi ndga
mi sinformation) caused delays and mistakes in th

without the support and recommendations that the

It was very simple to get | saacds statement
came to Taylor | thought it was going to be t
authority had turned me down for a statement.

Nobody actwually trusts or has any faith in t]
mi stakes. This is sensitive information in ¢t
el sebs report, whobés got my report? And yes,
are on there. Iltés a massive breach.

Beverly



Youbre being misinformed. | was. ... | say mi
just being lied to. Just |l ast year, I was tol
school | eaving age was at 16. And | tsabd no,
in education unless youdbre going into empl oy
said, Well, no, thatés not statutory. I said

she couldnét respond.

Kat e
There were some closer parallels with experience
child at school. James attended a specialist
mot her Beverly eventually withdrew shcihhooalnnd moved
I found out after he |l eft there, that other «
spectrum | eft for the same reasons. It felt |
what was wrong [when he started to have 6&mel f
things to happen. Because | started to get ph

stuff.

Beverly

Zzabethdés son Aiden was only 4 at the time of

education, but she reflected on her experiences
autistic children:
| worked in a school t hat had an autiremtr esol
t hem, but [ woul d hear conversations in the
spoken about. I just remember thinking, wow,

t ailnkg about .
Elizabeth

.AcBivation summary

A difference noticed between the activation even

were fewer references made to race and racism as

the events being | maianl yruattmhoarre Ittadil &aarp nGay t hee



tdace interactions involving the child, e.g., wi
more positive experiences with schools and settd.i
receiving more appropriate provisuondemnsatantbsngpe
their childrends needs at an earlier stage. They
three esspmpadvioadacy factors ahead of compul sory e
nevertheless had to expandsuoppoetttonefaadtcoetel g
advocate for their children during this stage.

3.5 P2eparatadvocaaod

Parents from the LDG and EDG, seek advice and ma
activation events of stage 2. This expands their
SEND | aws and processes (namely the statement an

i mprtant advice from relevant organisations and

their children.

It is during this stage that parents prepare for
tribunals, Il earn more about what is available to
how to access it. This stage alsandngeelkveésesonhoi

ensure the correct provisions are being made or
i ssues being raised about their children. Parent
awareness of autism and neurodevershitVdasent hed I

needs and advocate for them.

3.5.Buill ding connections and ongoing |l earning

Parents describe reaching out to make new connec

l earning to better advocate for their children:

With the support [ofgami gapdhowadn cfomdmct ed, she

the meetings that | had with the schools. She
make the [EHCP] request and | didnét have to
[ Or ganicsoavteirosn]al | subjects to do with special
information in regard to the | egal side of 1t

Kat e



cp

Il 6m now around people who are in this kind of
di fferent now,; | 6m | earning things about the
Mari anne
Everything that | | earned and all the infor m:
proactive, but also from having some connect.
a teacher, and | had an advocate from the cer
Rachel
I 6m stil!]l l earning as well; I am constantly ¢
think when it comes to autism, knowledge is ¢

under standing.

El i zabeth

I candt go down the road of a medical disord:¢

and did a Post Graduate Certificate in auti si

perspective; itdéds a more activist perspecti ve
Sad®

3.5.8e@king specialist advice

Parents independently sought out specialist supp
when they were at risk of being permanently excl

found to be very successful and opfatreemtlised to fur

I bought in a behavioural specialist. ¢é He ¢c:
school , but the school were not filling the ¢
somet hing happening that is settingnbim off ¢
interest in finding out or working on that.

Kat e

We happened to have &84 axrk d&dpPsmrt hwintagé s$ aho
suggested possible ADHD and autism; she wasnd¢
|l ooked into. They upheld the school d&ds deci si
excluded. |t was just horrendous, it was heai

Sad®



3.5.RApBe

Fi v

ent

—_

esp
goi
be
t o

o T oS oo ® T o

® O «Q O

Ot her

of

unall
ed

al
t h

me s

mo

[

t h

e
T

and tri

bunal

parents of t

he sixth pare

statutory educat

Iy
r o
ch

re

statement

>
(¢}

I
d

Rac
att

(¢
=}

a

n

pp
g

c

o

o

around deci si

h a managed

g
oled by
S

the p

uccessful

nal cases dir

r EHCP proces

aled the deci

ut it was uns

I submitted a f
exampl e,

at
do

t he

have.

Dannwa,s
Af ter

They

chi

t

ear |l i
before it
They didn

sent
he

d

i f the
est

go

to a P

board of

were absol
|l i stened
expected
t heykeldooat t hese
points,

n

to and
t hem t

at what
[ home

ul | re

S
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ntds son was only 4 year
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ons to exclude, were not
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acasts Paréemti banahol eved
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sion to exclude her son

uccessful
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Sso re
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hat point? Of course, t
e any real effort.
Rachel

er being permanently ex:

nors refuted an appeal,

appalled. | 6ve never be:q
spected, so considered
bit adversari al or a bi

blethhaevyi osuai poticnttshe school ] t

point
cityl],

where you going to rai:
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Sad®



Kateds school choice for her youndestals camu,t hoamdgs
She wanted him to go to a specialist school, anodo
She planned for tribunal, but the LA Obacked dow
to attend the specialist setting.
Beverly went to tribunal 3 times in total. The f
Her paediatrician advised that she should apply
first diagnosed aged 2. This wasdduentdenhisati tnh
to run out into the road. When it was rejected ©
18 months for the date:
They had two judges and two doctors, and the
then said we are going to award it to you. TI
oWor king Pension was saying tylheel dcé,e dmd alc sa
to the woman, can | ask, do you know anything
onan-dhatdédy course, and | said, well, | tell 'y
house dl@faya h
Beverly
The second time was related to advised provision
the LA, and the third, when the LA said that t he
16. Beverly won each of these cases.
3.5.@N&nt op fighto
The Oesssueprmtdivadlcacy cycl ed of stage 2 illustrates
that is needed by BCPs of <children whonolmave aut.i
stop fighto.

I nearly went on t o hnaovnes tfoopu r eyveearrys soifn gflieg hdtai

my son but for my daughter al so. I never had
there was probably about half an hour a day \
behaviour. I't was horrendous.

Sad®



cy

Il &m confident at challenging, but | al ways s:
personal; i1itodés just about me getting what |
accept that and recognise it.

Rachel
|l 6ve | earnt that | can fight in the name of
strength and versatility to be able to push

Beverly

3.5.Rréparation and advocacy summary

Ther &dpar at abwdc atnald Oc attaeggeo r2i ecshaorfact eri se the r ol
of BCPs in advocating for their children who hav
BCPs to be ready and able to constantly defend a
demonstrate the chalnlgengesof aomed Chhidmdrtemyifrom t |
most advocacy from parents in relation to their
undi agnosed at the time of enteririnlpumali nswarea m e
common against scehkadllddkesc iwaisornd ttem after parent
schools that they thought their child might have
appeared to have more direct issues with Local A
chall enging deciisnigo nasc cneasdse troe graersdour ces and prov
During sthages? entfaidavio csawcpye rt heodye vel opment of the
supadvocacy factors is accelerated to equip and

tools and saypmedd.t hat th

3.5.SUppoeprtacvtei ce

There were examples of good practice by some sch
found both hel pful and supportive. These were of
the needs of their chil d, devel wmgded htehegi rc hk H awlse

and valued their voice as parents.
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Beverly

neixxt gteatrhe shemént be
had a meeting with her SEI
for my daughter. So she g:
asteadnthayéealy, comeesesmt i of f
The SENCO was very support
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Kat e

3.5. GAMHS

Despite waitindi agmesti ¢t heepowisons offered by CAN

considered a good space to |l earn more about aut.
professionals involved in supporting ppleialrcerden an
to be especially important for parents of the LL
st abwehen their child was first diagnosed.

They had four parent sessions that were run ¢

were helpful. After the first session, which
the tskesseé ons were just very helpful, very pr
and Language, so it was the other peopl e who
Occupational Therapist. To me, they are the 1

from thaitagowodstiod mer spective.

Sad®

3.5.Bupil referral uni ts

The parents of children who were excluded and se
about the decision, often Brlefcekrsrigiongyg ttoo PtRhks hw hgoh
rarely make it back into mainstream education. T
their child would not stay at the PRU, and i n th
eventually transitioned back,tbomavestréamnddtuha
were systems and practices at thes PRU tthaitr sailpiplo
namel y-ta aftcketd neurodevel opment assessment for tI
referred by the schools that had excluded t hem.
approach and them being alkclies-madkimlgay oan taet ibvea en
their chil d.

We got an awesome assessmentl, talilnkc armpelreet emh si
of understanding that this is probadbtlhogluite
and could potentially get involved in | ow | e\
a bit of a push. €é The Early Intervention Teezé



Sad®

The PRU had a dedicated CAMHS person who was
system. Children in the PRU would be prioritd.i

perceptions that come with it, I owi || honest|
peopl e who dawshda dforourhechil dren there, but a
€ it gave us the ability to identify a school
that my son is at is actually the school that
then, &t getdnin because we werenod6t in the cat
Rachel

3.5.8o0MHMmMunity services

Parents mentioned projects or services within th

of need or of fered their children new and fun ex

He had a chance to trgpartbhedgyatubhBByl hbéup:

They do |Ii ke an inclusiyoenodsgpor tsomatyi mos aungil

half term or during the summer holidays wher ¢

One time, he tried archery, and he was reall\
Kat e

The church had been quite supportive. They we
food during the pandemic and things |ike that

Mari anne

3.5.8upportive practice summary

The supportive practices discussed above were fo
to the child. They were practices that consi der e
mul tidiscipldlhaaed tshugp pwaoitce of the pa&dent and of
experiences for the child and/or family. It i s,

practices delivered by some schools and PRUs, se

to the overarching experience of parents as out|l
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Key
Features in green are specific to the ‘early
diagnosed group” (parents of children diagnosed
before Syrs old).

6St ag@&@hdut c o me su talnstoakg e

Features in yellow are specific to the ‘later diagnosed
group’ (parents of children diagnosed aged 7-15yrs
old).

STAGE 3
The outcomes and outlook Stage

Outlook

Questions, thoughts and hopes
about the future

/

Assessed and received diagnosis
* Successful change of school
* Returned to school after PRU-
same challenges
*  Excelling in special interest/skill
* Experiencing low mood after
diagnosis

Child Parent
: * Health and wellbeing
challenges

* Homelife & mother/father

relationship changes

* Financial and employment
conseguences

* Self-discovery and own
neurodiversity

* Lessons learnt

* Becoming advocates

Pesire to improve outcomes and outlook
through further advocacy

+ How do you tell your child they
are autistic? Post-diagnosis eare
+ How do you prepare a black
autistic child for the world
outside?
Male black vulnerability and
autism
School not recognising autism
traits in my daughter
Post 18 opportunities?
Black autistic role models?

Essential super-advocacy factors

v Enhanced autism awareness and

ongoing learning

v" Ability to overcome stigma and

inner conflict
¥ Connections and

collaborative support

Illustration 4. Stage 3: The outcomes and outlook stage

St

and outl ook of BCPs and their
and also the hopes, thoughts a
3.6.0LUtcomes

3.6.Roditagnosi s

I't was found that the fervent
aims as outlined in stage 2,
received a diagnosi s, which <co
transferred to PRUs also retur
wa s, however, mi x ed. Some f ami
the diagnoses were made.

e.

ageth® eef s entaidavlio csaucpyé stehee oirlyl evtad atat es

journeys

nd i deas

advocacy

g.,
nfi

al |

ned to

|l i es were

rmadwhpopdweacki

ma i

4he out c
S0

t hat

far. |

t hey

provided

chil dr en

da
nstream
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t h

6s now in a mainstream school , he has an EI
ans that his needs can be viewed in that c
feels |like as a school, they have better i
chorme skilled and have that practical exper
better.

Rachel
r my son, since now having the diagnosi s, [
ni or respite sessions and also family hol i«
er the summer. At one of the family sessior
l e really enjoyed maths. He did really well
nted to do maths at A Iteevsetl. aéhdh e veind plaswselc
EC I CT Level Three Media Studies and he got
e other.

Kat e
managed to get him back into school but he

environment because they haddoéthewthadydsuwpr
anything. To be honest that kid is now, you Kk
really angry with everybody.

He got 5 GCSEs. He got his French; he did Fr
He could have got a 9 in maths, thatdés what 1
five, so he passed.

Sad®

3.6.%ulcesses
Children and young people who went to specialist
t hat their parents fought for, were overal/l repo
Children who also had opportunitbaésente wevelepit
be excelling in them.
Tayl or got his EHC. |l saac was at his school 6¢
school now. They both are dbeisng@nmmdndmennal | y.
voiceovers in Japanese. I want to see him wol

ani mation company.

Beverly



Sheds a very talented [team sport] player, a

autistic, and she does all this stuff that ot

because she was chosen for the [elite sports
Sad®

He was lucky enough 4ontdakeypath gamebe pgaiWe

day off school because we had to travel up t ¢

compete. James didndét train or nothing. He j1

medal . ¢é bHees kdeotebsa | | now and started Saturday

racquet sports, but now he does basketbal
Kat e

3.6.CoBtichmdd enges

The LDG appear to continue to face atdgsessiotttisi
theory mainly due to their childbés diagnosis con
by many parents of this group was how to support
process their new autism dieadgndaitst homeé agamneantss
easy for their child to accept. One parent had n
diagnosed aged 7, as she did not want him to i mn
he had witnessed at the PRU.

The message my son is probably getting al/l 0\
anythingdrisght hat -omasfd eknodkn terms of his ¢
he sees Soi m§olrf me, t hat is why | was very cl
unt il he is in a better space to hear that t|l
that autism doesnb6t mean that he is going to
going tonbetpgrmacluded. ¢é | didndét want him
aummi ecause thatds not what aius iSom tihsat Tihsa ttoh
reason | decided not to tel]l hi m, but | have
Rachel
Yeah, ités been a rough ti me; | me an, t her e 0 s
time from being quite young just grappling wi
overcoming |l ots of -edtfddam.ulé& ileGm amar Kiong swil tf h
arcepressed, and they got depressed when they

and I 6m talking about depression, not feelini



Sad®
The parents with children who were 18+ at the ti
' imited opportunities and support available for
and that it feels |like they airse aagemost forgotten
It was jtuetmaappredticeship. So, he was ther
said they were looking to help him to find si¢
finding anything. But they kept himmen for ai
becaubtey can only fund so much. Then after t|
at home in his bedroom ever since.
Kat e
3. 6. RPadeuwmttcomes
When | ooking at outcomes for ttheipar eomutrsn,eyt taenyd 4
stop fightd had been very stressful and had i mpa
di scussed in stages 1 and 2. Many, however, now
wit hDE8BN autism so that others can benefit from
parents also shared that their j-dusoeyetincWiutdeds
recognising neurodiverse traits in themselves.

I requedtieme.pdrtsaid my son has an autism dia

husband, and | 6m now a single mum. Hel p me ol
6No, +4i'meg Pul hot hingbo, and that wae thid$or m
day. ¢é |1tdéds daunting because | 6m on my own, [
having money |ike | wused to.

I always say that if | had neurotypical chil
t hat [ am today. You know, because Aidenods t a
ti me. |l tds been hard, not gonna | i e, but vyeal

Eli zabeth

You could imagine the | evels of stress, anxi
were under. I still get teary about it now be
I al so had to give up my job at thot time as

triggered by conversations around me about tl
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al most feeling like I O6m now all owing my per s

professional experience. é itbds a journey ano:t

but it | usgitd fietellsave ktto be so traumati c?
Rachel

Now that | know about neurodiversity, I can

mysel f.

Mari anne

I got assessed privately and was diagnosed.
and regulate what | need to regulate to funct
as well

Beverly

I think | spent a |l ong time as an activist at
my own hevadlItlhbtehimanig | just want to chill out a
work at the same ti me, I me an, I hardly coul «
really weird now but it used to feel I i ke my
coll apse.talrthandy toowvns t herapy because it was |

stay strong.

Sad®

Outl ook

egori es countcleoronki nogf tBh@Ps, reveal concerns aro
ck awniilsdtifor the world outside. These fears v
iety while being autistic, and the vulnerabil
ent s, however, were beginning to finndset hat it
istic traits in their daughters, which raisedo
t hem. More O6positive aBlsaoc kr aai usteids thiyc praoleen tnso d
|l d support their children to have greater con
t exists within Black Caribbean cultures. Par

cific support Irleygasrpkicndg itche scwletsurtahat Bl ack

ation to auti sm, neurodiversity, and assessme
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6 .

Bl &rokmeodel s, professionals, and tailored ser

Parents raised t hBa aicdke aa ool fie samiondeeelds ffoorr t hei r c hi

Bl ack parenmodel s who have children with autism.

Like any child you want them to have aspirat.
model s and see people who they can see thems:¢

Rachel
There needs to be a | ot more people okagol dbul
child is on the spectrum. We see all the ti me
Katie Price and al/l of these people of <col oul
standing up. A prime example, she annoys me,
spectrum, and suddenly now he's 6grown out of
crazy.
Beverly
I t hinkl ek rsfyraomilldy see Stephen Walsh's story.
|l isten to him speak, he's got quite stilted ¢
tal ks about the fact that he was nonverbal ut
then it quircwkalryd nsoov etedh efyo can see the gallery
about a million pounds.
Sad®
Some parents also expressed a feelingBbhckafety
professiegmaalds ng their child, and that more thouct

spaces for tBbacknper ebeet a@fi scussed.

It was great that we went to do a neurodiver :
psychol ogBstaskwawgmamal |l y. So you know, seeing
assuring.

Rachel

There was Bad alkerki Wdaima e ny. He was just | i ke an an
us. He was so supportive and so |l ovely and hé
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The

by
ack

l eg

Mari anne

Provision spRlcadk chéddsyomge wi th a child with a
space that is specific to my race and my cult
able to explore and talk about those issues.
al ways thinking of howk whoatt hled ns cshaoyoilnng mi ght

Rachel

Bl @ck vulnerability and intersectionality

re was a deep fear and concern expressed by s
beBhgclk, chod dmor e Bslpaecck fbivacyah | gutai sm were not
nowl edged or understood by t hotslkeedwhcoa tnieoend atnod

al system. Parents felt that more needed to b

I think it is really necessary to understand,i
various aspects Blfacakwgbhohyl d¢ddathonal Aneeds, a
means in terms of their experiences of going
but living their | ives and accessing service:¢

Anot her part that | worry about because the \
navigate soci al robéss,unspobaeanmeseatabns and
that | sometimes think to myself, we get dr a\
because he has just simply said it as he see:
in the wrong way maysit be authority, or pee

Rachel

My husband previously worked at a young offe

r
knew, coming from our family, t hat at | east T
undi agnosed ADHD or ASD. And, you know, for r
my bbgysbe that statistic, | dondt want them
to realise that if something was put in plac:e
woul dnét be |l ocked up.

Beverly
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3.6.RaBghterso6 autism traits not recognised

Some parents found that when they started to rec
professionals were reluctant to investigate then
traits were Ol earnt behavioursd duen.t Ot hreowi gl @
that there was no need to assess as the daughter
conscientious and hel pful in the classroom. Mo r €
that experiences gaining accesstd ot lsaetr vad fc elso yrs ,g h
especially if she has other autistic family memb

academically well with no 6ébehaviouraldéd difficul

I realised that my daughter was exhibiting ¢t
start a process of referral, but at one poi nt
and that's I|Iike a whole other story, she incc
been handl ed.

Mari anne

I picked up a | ot about Shiloh being on the ¢

masking. I tooknheessioondheatdrtolpe Chil drenbds (
a young, bossy girl who wanted to | earn. The
just learnt behaviour; you know shedl | be al i
With all the parents | support with girls, tI
spectrum aft-barmbdy' gewsehfgirl s, it uswually
wi the transitions, puberty hbtomomes,oandi sea:
ment al heal th i ssue. I don't want that for h¢

Beverly

3.6.0Qudcomeautd mubrkmar y

The parents of this research str e@govtilda nmgeed | ft an
specific autism support for BCPs and their fami/l
i ssues they face at the different stages of thei
particularly during sttaaggee 12 aonfd tthhee BEbSAgTi.n rMiomr ¢ f
advocates who are passionate aboBfactlhkefwami gues ne

al so a strong recommemBdatcikomp,rodaegdesc okl yometl s t



yn

encourage parents to seek supBloadk acdkhioltwbrtdhmalt p ne
they are not alone.

As outlined above, there are some ongoing systen
of Blha&ck Caautbibsetainc child out in the world. Pare
about this, while also recognising the scale of

now advocate for other parents who have autism o

creative therapy. They continue to contribute to
knowl edge developed on their journeys.

This final ESAlaagset loyf stuhnemar i ses the accompl i shmen
face of fierce challenffesyoshegnghbwegasesbhi enc
their children with auti sm.

3. 6. Chapsueammar y

The ESAT demonstrates that taldeeoe apgeaersentps oavriaiinrgd
a d v o ceasenyial for their children to acquire the support, protection, and resources that

they need. The next chapter will examine how these findings relate to existingl i t er at ur e.
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4. 1Chapdverr vi ew

Tlschap@émsextpol: or e

m Howhe EfSSAfln wi tihalwheaatd ya tkohwtw t he eBEEPwmhences

have children with autism

m Howxthhntesapwmasmenreshe current theory and vi

Toda hit he searcangdaamemguyfiidr st be outlined, follo
di scus s hreeml efantsttehmerdinriopns t he |t herataeargnandcance
ESAGanBCPésgsper s.Ancce egreavieadw of (tshe ulcdtudrealnat ¢ sed
according tot HEHSeATswialgle st mdén fbwer e et rat ¢ ohow t

current theory cmndnemtrs,c hsewrsp pihratts,i s already kno

4. 2Li tersatuch

4. 2 1l hiltiitadsataurcd andl ichepapubét o om

Fifteen dodaBBRIPAG ehwrsde ave dhorre |l elviatne rAdfttuerre skaychi ng
terims varyi(@d ackd €rag Weddte alnndi an AND parents or ¢
mot her or parent AND experiences oOor journeys or
feelings osANMERTrctipielcd iwieth autism sphSDYumwdssord
found t lwats ad hiegtei ngd e @dis e atrhedah & p e rBiCePwh ahsa voef
children whnt hhRhudJKrseans ul t3s6 ffraepngdeedruecde d t o 283 paper
once U. K. or Briti kKo $piamietresr sviea tmende aod [ ld irhaedh
tesandometi mes lhowsolaye rremloamtdehde teox p e rBiCePwthes o f
have children wi MlospaperssmBi ack hpatd&nt sd -experien

basedAfrican @®hakikeailc par ent s.

A constr uctwavseh edreetfagreeotmoduct a | i baer 8hacé& search
Amer ipcoapnu | . dthigomlu@s hueseecdo mpar atBirvieeldysbati onal

reseamdh!| ongi t udld en atlo stthuel i ismi | ari ties with the
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in th&hUsKi vefrydasrminldssr i n academic achievement .

di spropooxtionality

4. 2 Rati ofnobarl echange of I|iterature review popul at:i
I't might initially seem more appropriate to cond
British group or use the more general ' Black Bri
more similarities, particul ardaok iBir ietdiuschatGarniald b es
children and Bl ack American children than there
children and children from the Black African and
statistics often do not repoeffér oinng ptelte fhrco®dBd arc k
category, which can create the impression of hon
ot herwi se when the ethnicity is specified (usual
This indicates i mpowptcart adi thaddragesi mntdheud t ut
t hem.

As mentioned in Chapter 1, a reason that drew th
BCPs specifically was the statistics involving ©b

a
and SEND systems. The | argest UK standly StEdNDd abtye o
Strand and Lindorf (2021) highlighted some of th
Bl ack Caribbean and Black Africanremidésdermnat Thhry
Bl ack Caribbea

This was

n children beivregn iwhemt icfoingd odd i magv
ot the case for Black African children

n
statistics have further reported that Bl ack Cari
a

children re twice aexkilikdley thametpmhei maWwbmntley Br
even after controlling for gender, age, SES, and
2023) . Thi s was, however, not the case for Bl ack

permanentlIldy tdxaanl adheir White British counterpart:
i mprovement in attainment by Black Caribbean stu
rate in Engl ixth22aintd Was$ hst i Inla vbeerlaogwe tohfe 6n5a% iaonnda It
69% pass rate by Bl ack Afri 8a.n Tphuegpsd se X aRmpleas sb &
highlight the i mportance of understanding the di

experiences of each ethnic group, even while rec

The differences between Bl ack Caribbean and Bl ac
statistics above have been understood in many wa
di fference in immigration patterns. TUKe amsajaor i ty
part of the Windrush generation in the 50s and 6

of this group t egdeanye rsaet-t aomneh .UoKWhehiemd | arger i mmi ¢



y o

West Africa began amaiomlty niurest e T h9Gs day ( Str ani
it more I|Iikely for Black African families to be
proposed that newer i mmigrants have & osmprroornvgeer f
soci al mobility20R8). &I ThdompsonpBl ack African st u
from Chinese, I ndian, and other ethnic backgroun
degree than White Bristasdéabd aBli m@kc o@ami ltbean
backgrounds, although this does not always | ead
Commi ssion, 2023).

It is, however, very important to consider the e
generation on arrival to the UK during the 50s,
system These experiences highl i glhtte toluea s=dy e rei. tgy.
being | abelled as 6educationally subnormalé and
(Coard, 1971/2021). This provides some context a
degree (for example) wouldrbehssggrbupaniThegr mboe
generational experiences and availability of opp
di sproportionalities discussed.

Goi n back further, despite Black Caribbean peop
di aspora, their more recent histories resonate n
to transatlantic slavery. It was betwement he 15t
were forcibly taken from West and Central Africa
by European slave traders. African traditions, ¢
dramatically disrupted ansyatféemubdd ugandolni winmdg v
d e hu maindbeatame the nor m. Despite progapdsthence

devel opment

bot h

grou

ps

of new and dssmihati tuésurnaltbapchkast

today can be traced back to the i mpa

undersysngmiract ur est laatd thave efesr si st edPgtAer ,Mi sso

2022)

As mentioned

Bl ack
SEND
(Chap

dat a

group

earlier, Bl ack American students cu
Cari bbean students in the UK, particularly
(Speci al Educational Needs andudiicmbridtidd es
man & Bhopal, 2019; Strand & Lindorff, 2021
from the Black American population to draw
in the UK.
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While it is important to respect the differences
significant socioeconomic, cultural, historical,

studies with the Black Americamop@ptloatrieoncea.r el

4. 2L3 teratuster steagy h

Twoditerat esereenadocbt ed us i nagn fIEfBtSHEEINahboadsi®e s
foll d&wiyn gveermes usSeedhr cdl dArke r iocrafnr iAareerr i AcNaDn

parents or car e piawerns OArNDmcetxtperr iemces or jour ne
attitudes or views or feelings or perspectives A
autism ¢pn38A8D6h 2, the terms O6advocacy or Advoca

to ensure any phepeksyinké¢ meveof iadesrotclidfdciyrerdms
for bot hweeadrscolindhs ough Goo@d$ ea 1 c & @ diatrniedinhao d

The inclusion anfdloextch e slhhiondrea tTermédand nt he

identification and screening gFHiogc&rses on the PRI S

Il nclusiexmclamd ioher i a Excl usriiotner i a

PaperBl ank AmRanmriendrs Paper s Bwhaecrke Apariend n
mot hers of children not the main group o

Papers t haat vfeopcgucsi fo ng

Papers referring to
ated of the parent

i
perceptions rel

''saletxipe
m Befor e, during anandeligion
m The diagnostic pr
m Accessing service
m Rel ationships wit
and community
Peerevi ewed quaIitatiPapers thgt focus on
interventions
PhD Theses Studies that tfhéeat b es

experience

Bookscanflerence mat e

Table 6. Inclusion and exclusion criteria



Identification of studies via databases and registers

Records identified from:

yp

Identification of studies via other methods

Records removed before
screemng.
Search 1 (n=215)

Databases (n=15)

Identification

Search 1 Records
screened
(n=203)

Y

Screening

Search 2 Records

¥

Duplicate records removed
n=0)

Records marked as
ineligible by automation
tools (n = 11)

Search 2 (n=21)
Duplicate records removed
n=0)

Records marked as
ineligible by automation
tools (n=9)

Records
identified from
websites (n = 40)

A4

Records excluded
(n=194)
Records remaining (n=9)

Records excluded
(m=11)

Y

Screened
(n=12)

Included

Studies included in review
(n=12)

Records remaining (n=1)

Records

Records
excluded

screened
(n=40)

—

A

A4

(n = 38)

Figure 8. PRISMA Flow Diagram (Page et al., 2022) lllustrating the identification and screening
process
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race and struct yMothers|Theory
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Il nterse|lprocess? Theory
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Race processg
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Paper|{Morgan What formPeer QualitgloSingle/Critical
Stahmer|cul tur al revi ew Se mi Bl ack M{(Theory (
(2020) used by s|paper struct

Bl ack mot intervi Communi t
Narrati|ladvocate Themat i Cul tur al
sin®l@ckchildren Anal ysi Mo del
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taccess Bourdieu
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4. 3Rel evanitedheor

To contextualise the |iterature review, the rele
odevel opded bynwcluded studies wild.l be outlined in

current research and findings.

Ni ne ofi ntchles tle2deixepsl i ci t ley i caé Cloadmmpidgn er pr et
their researclho anmnd bfeismwtdi enygshave befeinvagregwpddsi:nt
critracthlegr (CRITht er s & lc,isti penAbg & Blde o r preosc,¢hsesor i e s,

di spanatysi s f,r aaomebtw oarbkasr ead riTheesmes of i ntersecti one
howewepres ¢inal | theoreti,gad $oawmewlborksoccur

4. 3Critractméor @QRahmtersectionality

Critracthleof @R&xamines thebedatntecapseystjeomnd i nstitut
and explores how these contribute to the mainten
that systems and institutions were not created v

t her eifrohreer,ent | yetdhhsmdvant ag

Crittdactméory was firBtadkvAamhepiadaisigynhdadlhalnsh 87 0s
notably De,rrwhkoke Baedtlcvei |l mavdgradgistn c e Kti mbore,r | y

Cr e nsohgaow k breaesn foundati onal i nt I CRTcoracmpmicalhéy a
6l nt er sefmt imen alpihtoyd for understanding the ways t|
di sadvantage sometimes compound themselves and c
understood among conve.n@&droennaslh awg g g1c9a8f9i )o.hi Rko hgs s
DaniSebl or z®dwd oBedrf 2100 1ad rsomi inen€CRT retate cthhat
CRMmai mloynp sfiisee ethaimgrMi)ke centrality oft remicre and
intersectionality with; ofithierc Halrimsn gpd tsa;bdadii mart
(3Mhe commit ment ;t of Aspo ccieanlt rjaulsittiyceof @)Xheri ent i al

transdisciplinary perspective.

Themes CRaonmint er a¢ atpoav aladalft ltiimeer at wrta dri eevsi ew
with andompyt i ng ftrhaambenwsoorakesr | ai pdpeinntagintdih@ snit ersact i on

with systemsaltibhpear itthye anal yaire fl md ma)wlahrielss utsts a&td
paperketblyeri ngton (2012), Mc Nair (2015) , Mor gan

(2021howeveerx,plmocriet | y use CRT hanodr ilenst fe(eisnectlitusdo nnagl i
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Bl atctkeory and f emin)iwst hdins athiel idteysi gmeamy i nterpr
studi es.

The relevance of CRT adanceési stternsgdtyi d mavl ihteh eo rsy ar
autissmtsi atti ¢ he ti me &1 acthe Ammdp il Wbhreehsisng.i kel y t
receive an AtSHharditalgfineri ihoaunnet e r p,arwhse nanddi agnosed,
were more | ikely to r ec2yievadr asd( ddei baagmnoasid Is. .o n2 (v &;r a
Jones, AZC2G)s to servicwashead BhgervVdmbheédhy del a)
Bl adkeri can pippdak.i dandell .dhesle. st2a200e»s ai med
under dtheemld spatrhnt owgh ntshhedfaBkner i can | pareant sé
expers.emce CRT riel atbeocsipasly i c e, undemresxtpaenrdiienngc etsh e
al so tagirnsmbhmeeceschlarnyge

Apoi gexmamplae sotiuhdayt expl ores the intersectison of
t hdoct dhreasli s by Het hdrtiormgsemm e( 2K&Ip2)rBil eanccke shnmobétfh er s
children withhsapuetciisai educati on system

Het herington hfequmad i t lat o vightesat ed g eRlbadkn Arhe réi c an

mot her 6 and 6child with autismbd presents a O6comp
structures and the s pbbazaar desd uacnadt ioobns tsryusctteinbons w
6reguliad.or ytbhpowghnoiwéedge required to mawi gat e
ntant i onal @. t heht oed@melntt herierc etihviél dcl udi ng

mi croaggressiowmerooamd mbr ei scri minati on

Het herd fsmigndinngs state that to overcomeotthersse haz
need earhne syesdiesnt, t he esgstiemeamdt er nall ossgegdnycy. T
al iwgn hegdenti-adveopeywyoff atcheor BSUAjTgeasntd t hat t her e
i mportant and s ptehceiBfleiac ks lmwiltthregaut it ©iteigatioc kei | dr en
successfully advocate for their ohitdélksslrl within
(l earning itshebesg/chdk e mERTraodnc &mto wtl lealtg ebaingd power
t hat t hiisy piolmmeelrdpyoblyi cy mhlbemgauitedm theeseaswhocted
systkmstotimhael@spsdhe U. K. ), this gr oupWhpirteedomi nan

Ang$Saxon mi dall eagnsptpest ant men.

According tooBhewkr kdlihagygs , mmdot hoearvysaiaored agency

wit hd meytshts,enbecomiergf | eaengcysitcléenaldrselso wa,gé y

knowl edge wasbé oiumshu fiftiscioewint. Tk e uadgtt hee rd inrgrt eomt
st uadssert that ressislttiamcee and exercisessagrhntmadler na

overcoming &hd bohghadbkbes t hatThteh ecsuer rneontth erress efaarcce
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ot her studises)alsagtdeers further to suggest that col
addi t inercalsfswnmye r ¢ conbisntgaacnldedsv oicndggp r your chil d.

Diagram One

The Special Education
Labyrinth

Microaggressions

2

system
Resisting the

Tamel [E}

Figure 9. The special education labyrinth (Hetherington, 2012 p. 134)

Theabyrintabdiagmamhe Het h(eRiigfpitlolnu ssthitvadizyas d s
andarrieacé moadbey pbeiithigbmei r rnealnaetsi ve t ¢ each ha
i .Had{hBotrtiogtht of )tmaeé mdkipeegrieemced barriers relate
assumpti omer sadbldfuber chil d, (bwh émdedadsledTa mail at he
di agexmerienced problems related to |l ack of kno\
assumptions also. This vi svuaarli anbeigirietey;ipt axi opy o0bn

parent experience
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The E®BAE&do midneamnmotnl sytprr eotceess s sarmasj etvhoel ved in over comi
barrdmredevel espicecgssf ulska;dvihoecvaecwer , compl exity and
simiillruypanmtiedy lh@mil gue nexperiences OvVeradlel EtDIGe a
ESAT demondhBIC®Psésexperiences and interactions wi
complex interweaving of intersecting identities
best to s u@rpiotrdtcstéhoernyin bt eds e c arigo naleivteyir gl evant t o

the current research.

4. 3. 1Adle lof di awinsoighifasl tiaimgd®m d s

I n addition to presenting the BCPprsoecapees enthre
ESAT also considers thanadhtihae'isntagretbdt ¢dddmmmm oising
introduteconsidersthbavidibiéiéegces certain aut.i

di agncoasni spr es enchalulaenncgeeds and experiences for bot

As discussed c¢hn |tdlresand dveisiBagidns,t ream education bef
di agnosed encountered many difficulties in relat
staimfd gover nixEgl boido s, managed moves, referrals
tri bwpaakfslieasupér emtacs had children diagnosed afte
Additionally, t hémprag emvtesr te xipretrea reancctei onal barri e

school staff than the parents of children diagno

lts i mporttamdt tpamentes from both groulpist e xtplee i en
EDGr edomifnaacnitnigy chal |lemgals b tthhhoet ihiteyt et b&egeé i on o
of di agntohseisidndity of needs clearly pwietshents di
apparent prolonged intpanempdiwesmaahcanddgltagedr
interactional difficultiaecowidimgédle ® lbalysEdATE he
states a |ikel yBluukdkerdicagnaowitkhdodmil der formsoé o
suggesting a need for befamengepp e fitns saesosaeastissiknngo w |

|l ess visibl eBltacak tcshoiilhderyeppucgunt eract these probl
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The intensity of ihhanztaerrdasic t@anndg sbtarcehaomet s t hat t he L
experienced can al so ref atdoetohiredi & df oT lgreemed earfn t telr & €
foahil dren who were di agnmamndydwearfet ebro yss . ( algweod ol 5 ,t
boys were excluded or transferredfbramnit mir sch
assessment and f uirntthidesr o n'nsv evedrdedysalti isom s sed

Thgidilagnot 4d sathhealdl ed)i fati csubhtedamlse di avgn ds iomn e
i ncigdsendl iand oapghysi cal.Thil $ erlcawé o@s pué xlc¢ Iduthdord n

mot h®#admMades ers cooimplsabpouti ntchhededti t dit@énnot | ead
excl uWh eha d®® Bamhyhowever, fasnti hamsel ftchiemst anc
samec hpoScald@ nt er venti ons, compl ai mDtasnmaenrde r equest s

i gnar ethed wavse nt ual | y epxecrlmadneedn.toliyjhe ¢ e wa aSda dagf t e r
escalated the Saadé@tllibeé rt r ¥ dmogesanl dreeri,,ghdnd appearanc
made him more susceptible to harsvhijchddqreardent and

negative i myaanzll dnb ehiinsg

Mc Nair 6s IStfuely MWySon, Oudrouhdu hipresyenB(ls2alc ks )

aut ibsotwszr e pressur edcamt aicnceedp® ldesaerinfi ng pl ace ment
the school di st riincctl,u swihviec hp Iwaecreemeraotnse fyy rhicdh | Ide v
additional needs. Many of the parents did not fe
their sons. They al so fel tcanmplti anrhte svai dphcdidhdedelh.t $
|l eft delhedgnidsl ati on passed ilaa&0s0tlr idchtditv@adneing é6d otr
LREbemssigned for spachathokddawbt & the most inclus

wherever possible.

Thi s faipmdsibrpga r atlhlee le x ¢ IBud @aickn Cadr u tbibsetgiac f r om

mai nstream edoacnrnt é o,in aknhouidhh st udifeeslitapampeémtce ment

deci swiearnes i napproprfattbegdk mhawishe@aeanddonddunl need:
and abThétaetsual expeirn etnhcee sc wlartrdaéPaRtltse esle@at € h

pat hway to assessment and diagnosis, which can u
howevelhad t he gmtithiskeg ealml e tthe indemt it hg student s

earl i eanctagepaar @ @hcer ns, aenxdc |tuhsei oinnspact on the

par emitgsht have been avoided.

I n contamestmbhbecurrent study (Kate) felt that b
rarely found hihmsse hbtohlen sturpopuotallté daetatevedufsteedn f or

ot her children in his c¢classroom, ane Ipe owaescfte
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hilsearning. Beverly also found sgedaitalsichdd)ml st r(bpg |
support her son | sheodando-wbeerchaaubiscea dheemiwcaasl 'y advanced
Differentiating |l earning and catering to his ind
t hahe r eponrottedhadpipden despite recommendations for
advocate for him so that schools could recogni se

4 . 3. 1S olc ideutl anler a b blla eiky i omnds c

The | nt erBleacctki omatladsstol cpresented speciffoirc fears &
mot hiemst he current diels ddairechmendut o wiolkiespageal |y
arounds anvéesil me raanbdi |sithyes gciT@i g centredaaxriadnd f ea
prof uhftagegat mentarod @pmHhexce fears are consistent

statistics. In t-he WEKyembaheshbagbdst5r dhtieg hoefstst op
rates are with the Black Caribbean, Bl ack Other
wi t hBltdhek gobeupsi kely to result in arrest (GOV. U

Tekse concernmsaiweed kaymrspmahent BltrertanteurMor gan study
exampglhepot heeared dwtriBd thiedkrdsens$-Bl anki viitopHe nce
U. ®nenot her i n t heixsplsatiumdeyd, OI a

As a Black mother raiWegogoatygqueemydBt agwk eb ay.e
things that can occur. You ndadmy oolbede swii | $ @ m ¢
says he has a target on his b(apc.k96)very day he

The intersection of rnradde,e hgdagmedreivamdbhruemntsm i s

reseaAmehet o(a200@09 s cussed uhasmsomai as, particular/l
soci al communicati on, i . e. di fficulties recogni s
variability in facial expore ssstieoriesoh aopaedu maecskemb | e
childeemeci al ITyhdbsay €)Y iatsibdeagli npsoitnot expl ore the un
mechani simsppdr ents odcoivehttadBLt ack ahiil sdrieal tansface.
clearr atilmawmag end e sef paut itewmdimtdshe bi as that can o
wi t heonuntanced underutcamdipegi ally for educational

enforcement .

This intersection strorcqltyegrebgeed. tblathbh tHtaeatw

children at school , particularly boys in the LDC
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related to their ethnicity and gender. This trea
investigate additional needs) was the main catal
assessment and diagnosis. This hi gchleidg hatss ntolraet t
than a way to better understand their childds ne
seeking a diagnosis were driven by a desire to p
assumptions. Parents ai meddtwncocerdsaimeudorndcicalnsie
obtaining '"proof' that their child has neurol ogi
to be acknowledged and understood.
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Its not just the gender amndimace i oft erisebadhiolncd | t H
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currreemstearceplrted that theydwé foeracondrteembdvacbel | ed a
advocatsihogviorg i nt erfeosrt tohreicronccheirime'l 4 b®&dimgati on a
would often result in being reprimanded by a sen
di scussed in the findings. The mothers who exper

negatacaedxadumpt i ons Bnhaadcek awboometn

Forof8 1thest,adliepartici paantsf emakeneo.acth.e,gbstvhea s
grandmebhéehe majority of the findinAglsl sopfe atkh etsoe t
st udiacissed this expéri emaet gwietald umpamnons
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Jun8ir, what are you saying? My daughter
shedbs entitled.
PrincEmptailtled? Entitled? She is not entit)

That 6s whatdés wrong with you peopl eé
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PrincApdlwhat would your husband have don:
Jun8tr, | refuse to speak to you any 1|l ong
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Junk:donét need you to¢pedbd8)t me anywhere
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Ifmy child] has a big meltdown, nobody coul d
and go see him. My supervisor sat me down, ai
l ot of days off.o0o | told her what was going ¢
|l eavd | had to |l eave because t heésl idsonmdyt swann,t
to ever feel l i ke 1'dm neglecting him because

é&vaged and unwaagr dedcatbhacet mgesESAPahei catharl y in
senti-aldveuocpyecyl e @fwhsiticdhdarstrates the intense an
vol veme bty hiedd e d

e McNai(rR0Stadpdpyplong andsSif naptlfl mwgrsdt tehadt ress
peri eaBledchbhyAmé migd &@&nparent raising a child wit
at of Bal awakr rAmeedr iecdan wi th a chilbdkcwhes ehad da hei s
ductsiuopnp oorft -lmot momeacti cal and emohasoimsad . The
ngle motherng ydameg nwot narnliyyate the complueax scho
o mi ng t eattihchrebhes@ohvisoul d al ways blehaetpiokifnetr ent 6
sonat e sntwd rdims $tohneafe t & goef 1t heTlEe&SAdompf ekhe new
abdndypracdfi camaldttilessths d(i @argnmaestiesnt i al miurtricsrms di a
e complexities oft hahte time esrimmagvoe knodthhdetmeg h
ro.dwnoutlined i ni nther rnESIATrcd ftums lsdefisg mym i e f |

it and deni al

is¢$ udy altshoawbhfieluenhd £ls e n eanwdseu p pforrgamhool s and

rvithey, face the greatest.Theési steanmaatthiiead ear iins c
vel ace sitTadha(2&@lpahiisceap@ldatihneeedr vi ces rarely
nsider thiengledgaphpedatplodapar empport groups,
e was often the heSleeg skpbhenpdrehat o6their proec
obl,wmsfodl t awkwar dAaotdhéesosiahghgsmoebbaed Lati s
act mphl!| coaft iboenisng a &fi nag | ceh ipladaewlit tkhe eapuitnigs mup wi t

pointments and interventions
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I have no one to get my kodlooaandtoiwbr khdus

week. |1 O6m going to school during the week so
t henwhen he comes home, he has his TSS, PT, (
weekehdém, at work all weekend. (Ilp.halv0e) absol ut

Morgan and StdRmMe&md st hpeaperri rd t o f ocBusasokm gtl ee e x
mot hers. The aim of this study was to explore si
accessing school autismemitTdrvanut homs ucrdt mainty
i ncludi ngo @RI nwetatiod e | (Yosand BOO®Hhgioe goocx fa l

repr odu(clt9)7o8n t he formation of their study and fin
cul turawi Iclapbd adxpl ored furthlaswitheaor dénsaciuns si ng

fingdhiowgeweri ch is in |Ilineewseht @RMladmthdsenrtyhseuppor
findings ,idd sRhuastskedme s pbecisalBlyacski nngohteh elrasve chil dr
with amustsmengage in systems that are structur al

abl @lj esadtibnigg h esro imiissdki a gdred :ids ,ad n o spiosgnaanldi ty of
servilcaet r e dbgatshed t heorsipesndse antoiren ti me daseussing

over come, ESSAdoes t he

Fowrf mdhtther $ hferemrrent research weex@esi eglcespar e
support the findingbhbeoESATecet sineds ealdeocagei ng
of paéreeanntd t he itmpmaavte son wel k bleaindg area of empl oy
for exammlie i s Raecdmhalregdgrolbyto homeschool her so
hiwel | baenidngsaf et yKaaden isd hloewd .1 i f e was consumed by
advocating for her two sons with aubhadmtafter sh
beone a-tifmel mother. Elizabeth became a single mot
assessment process -tainme htaeddacdloi H g awheerf uHdr school
request 4 o fgsoi npialratr S0 od gnifcedinst he HAngt &BeBi ngh
aspesetent hien ESATe feelings of amotiinghsel modtsdhleatsi ¢ e |

especdurlilryg t e sismtneamrcal st age

Thparents who werkom@armi eél at i omd &iap,r elsswaver ,
over waebdmr ess e mi qighiyl a.r n@ael vseol edde it gmil f i cant

di sagrseswimelmeiamr t ner around t heNesvuebrjtehcetl eosfd @ itahginso s
flo many rBeeavsebrdsy. exampl e, whohwHdbBemmost.ediheatlsen
had three young boys with autism. I't could be ar
chil duleinétpghle ,wormkmi tsmeamtdal | e nTlrees ot h(®a d,®owhhoe r

had the suppoerrtm opfara nleang had a teenage girl and



which findi pgesemdenshboweduehtaél engpe deday to
their idirbhgnagélotrheough the current fewmBatchidgbdeno
mot hers experience greater hardship, 67T ¥Weof the
ESAGnd paresnpaddvocacywhedetgdrsepgrhedentst ory
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Bl ack Cari bbean mothers of <chil degxme wiidrmciarug.i sm
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Critrdctméor yinaedsecti ontaol ndeyr satraen kkienyg t BEPsexperi e
of chil duensamiet,h gveinsdiebri,| i,t yanodf angeee dasavdi agghobiesen
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mot hkeus Bl ack mdahiemlsdeamn ms to shed | ight on the U
exper i enctehse widafrhti dhKt sTcheireet yar pastatl ki sgwith the L
studdiuvaa$d sloffetdmecedhave been di scussrradwe fidils e di f

within thet €ERFeandonal ity frameworKks
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smal | numbeAddftianbhkelkrg, the majority of parents
|l iterature had sons with auttéeémbeddomeprthaan daudg
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Alslt udoifest he | i t & @& aiteduernett ilméet vei dermgntdh ssekxielclust Rlda doky
American parents to advocatTeh efsoer wlemirbecciilmdr en
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cul tcuarpailt agr ehaatveer advant aged soncdBesoycdbbadepil ity
howevewi,del yohahseedcul turnmelst ®#hpiteht ued it does not
necessarily apply in the same wagct etndijnfofreieteynt ¢
et hni c.Agsr osuepesn i n the stufibesedbmplesedtalwagenot
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cultural capitabmmueseéenytedl!l tomraheweal th model

Name cofgi t Definition

Aspiraapoh|The ability to mainitnai

oppressive environment

Linguapttal|The intellectual and s
communi eapmxiees in mor e

|l anguage and/ or style




M H

Famidaipalt al|{Theul tur al knowl edge f
carry a sense of commu

cul tur al intui tion

Socctcaapli t al Th netwomplople and co

e
resour ces
e

Navi gadaipaorn|Th ability tonatvbgal
mar ginalised popul atio
Resiscapnta|The ability to oppoasle t

Table 8. The community of cultural wealth model cultural capital definitions (Yosso, 2005)
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with a marginalised pogpulation of people in mind

Theiterat wrtadaimdsi ewrrent research support that t
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particularly persistence and resilience, are see
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current arendamchkd auti sm awareness and ongoing |
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argued tbhatapbeaestat eB oausrpdeicetusd so fcaurl Mousrsaol 6 sc acpuil ttaulr a |

capiwthaillnet r o che @inreg

An addistkifdniinidnh e HBHSAWe abovertcyomeo stigma éand i nner
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ea
re
ne
[ i

Th
ca

i n

Th

st

pr

Th
mo
de

cr

Th
Bl
fr
st
6p
an
f a
an

mo

Th
pr
se
(J

Fa
st
20

ri'y daadneygstemi cNesvueprptohretl ebyesd, e eipt cwoanscer n and
al islat owi t hout tiheehiirl darmwdetclgtchye tsthieporigewnt | vy
ed@ddpect Biemtfer nal di ssonance stagtewwedere ident.i
t erat ypraeg erresy, i ewhai dcdhr eviigleld hbeen &ti ns etchtei o n .

e Bofr mYossobs culatrgerealhapapil teals tekxagtiliicnigtuiisnt itch e
pital and HeawseJdral heahd avoashseceths ueedmfher m

terviewl srcthieaul ienf or mati on mi ght have been pro

e0o mmu nwetayiniold @ In 't he Mor gan ampcdcdpBtabhlsegskrsetnu sy
rengths andedshinplolrg.anfthfi secipeicdadilyg ways to suj
epar 8| atctke mt aardevndtesa f or their .child with autism

e E®AmMonsttrhatte prarnegysit aéngt hsowewer, developed u
st stressful of circumstWaygxestowhiupghmoctanmart e bt
vel op these skills atothpeapartrgst ospageepbsses

i ses and stresisfutheakefudnmt afhoesher research.

. 3. Re@ilika@eyr guZiamkr mah, 20

donebudx021) uvueess ltilkece Oferlapnkeviogtkand t he exper
ack Amanmriemdecgessing support servicEledoirl itdred e
amewoarki ginally devel oped by aR eregbursb @aindde Zai mmer
r e lbgatshesd approach to unydoeudshtvae h @igmigemdthiiflyd nagn d
romot i vwehifalc ttohr esyd 6ceosnd reixlt eu ad s, soci al warsd i ndi v
i mportant part odewvelledp srtemsattadgdeidpestantr thek p
ct(dreg gus & Zi hoReébgnalnh @ cygl so been studied in f
d has beeasdebelribegdto adapt or O6bounce forwar
vfeo r wlhersdpsittree s s or § Warl, sdr0id<dd® 3

dones study identifhBbacl mdparlfiecahdnasp twaaynsd ut i | i
omotivesftippbodcbkiwthe h aTuhteissem i sekblkdad support
rvices, reframi e fnfeigcaa d w,e rfeeleilginoguss, or spiri-t
ones et. al ., 2022)

iitnh Godi|l wa®ps omitnfeenm®& oflXhadvheesr e psalreernad t he
reingt gavwhitlhe madvociart i¢nidic IN@doirr ,t h2e20 15 ; Pearson &
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are discussainfigijotrédltihgaitont he participants of the ¢
explicit dmppadrtswiigtsiedlastpport.

The ESWJgddhtad ryesainleicesstar gh gBiClPwhen advfoarating
their wht hdaWintihsomut rdeesviellioepnicneg, t hr ough the stage
in hboet dp ght dowo bled .prddi ssiebflleect ed i n gtrhoeu nmdaeme o f
theory.

4. 3.BIlL 8 c&kmily stress &@BBEBSCpp(Mgrmadebet al ., 2018

ThBFSC model tbegptolesr al and contextuaBl afcakct or s
fami.l ilds t akess o d¢litios taoad acgdrned . gontreaxt smandi scri mi na

prejdadd cxeignificanal sonss dsairlstrughaillley speci fic cor

t hatpraateect i v 8l faadkt d(raduirflraye se t.Sa mitloaBThke8 )Resi | i enc
Theolthye BF&E€nti fies MBlkecyk veaymiehtdeast sest massf ul
cCircumst alrheessspt i mi s m, kinship support, church in
col | esootciivad.i sati on

Lewis and c2022anguesd the BFSC framework to help
strategBéscuaf mplOchelrassve sons Whéeh mBdéensimfied seve
coping strategi el vplnaoti teledldopbloémssi onal per si s

seeking social support, i nformal suppenratr e.f or mal
Four of these, in particular, are demonstrated c
further in the comparative review section.

Tepaper provides important insights into coping
ldi scusses the dbemef eoons cllédt ween ng, which ai ms
andprofhloemsedd coping, which aims to solve probl

The liantvtoelrves careful pslobanmningguaamwdopbebbkemn
throughout the ESAT, particularly during stage 2

actively seeking help and educating themsel ves a

AspeactspinmgxpandedhenlLewi s swedeg f hrmmadlimndgaspt i v e

emotf oaused types, sudknasallkaived eamtciealalnd t o f ocu
strengBlhagt&eo fent Acvoopiidnagn.ce and dwenseadgni hioowwawterf eat
of stafgleEeSIAG s wetlHe afsi nld0i nogflsAtohteer at ur e revi ew st



De
di

co
fr

Ho
wa

an

cu

St

f o

de

Th
mi
oV
e a
fr
Ma

Li
on
ne
ch
t h
e X

f o

Th
f o
s k
t h

M p

nial and avoi dwvenaeesoaowaphbed ESAVed cul fenal astdi g
strust @rnmd slyadlemsf, aut i snf amalryeengsesr sa noofn gt h e
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s their abilitly atna dwdreammd ddrsisanance, devel
d knowl edge, and buil d tThhe sn e cse sssiarnyi fci ocnametc, t iac

coping sitmiatkhiegpldy hat a barrier chaenl eo folveelre o me

turalasdtreatgedpsetsi fied in this group.

3.3t debgsled theories summary

redbgsled theories serve an important pjuursptose ir
cueidngadvamtdadea, disthéey el evate the assets, ski
people group that are otherwise overlooked. Th
vel opment of culturally smpartiifdiicpaméseefyentt i was
ere are some points of <c-baseéednaphpowetvcel®i pstel yt
ght podtoewntpilaalyl yor underesti mate theahahmvehat

er ti npehyosrhetaHae h and pvey d baefli otgi ec adar ent , as men
riTihers. i s | i kely why the studies discussed use
amewor ks, msmdanasextheeme environment al stress
sseyl983), which recognises the impact of mul t

nked to thhassed apgpremgdthscan, thamedwotr egf ptuhe a
us on the pheeatrr ens upewtsreeanvethtes tkeketoped by

cessity rathewhthant bheiiide ,iasamtbrte rkghtohwn what h
il dBERwld ar e not aabnlde naos ndpemvienloccpp ®p es t hi s me:
ey are |l acking in strength? Or does this mean
amined and developed so thatadvwaaocadys icrasnt ebaed sa
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ght ?2against

e fi nails ctalua iroinsk of missing factors that migh
r the parent and/ beawpi dd nocre ucthl teasy aleetiditailgsna ,
ills andeesdedntigd hevercome these. Understanding

at the parent can be fully supported and empoyv
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4., 3. BhdoubABR&X model

This section wild.l explorethbdedbdbBa®&km@gdahod sand pur
applicabili.fTywimeadetd hevakES MVoedy ainn stthuedy (2021) to e
pat hwayBsl atchkatAmertihears used to become.abDiuiesmopathe
similabhei mai nbosltusdiitebprasealt svantt Watameawor k
enhamoaoéder standi ngfiodditmgs current

ThdoubABR&Xfor mul a and the ESAT

ThdoubAR&Xmodel i sthcbamedyi atdeges!l opedrlyy soci al s
Reuban H)II|ITé&mMOKUY stseggesnosiet hat to O6reduce adyv
outcomes, families must be supported to develop
stressorso6 (Hill, 1941) . Hill was, therefore, <co

coping with csrtirseesss.ortse awnednt on ABXmedel opl?h&) or
which studies the precipitatdi ngBy aicdemtsi oyi mg cth

Hill aimed to measure families d&crhiesips dpertoemream enses
i mportant resources needed for family coping. Th
support families including social work, counsell

2016) .
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Figure 10. ABC-X model (Hill, 1958)

The vari abB&modfeltlcean be appl i edddteanotntsd rE&S A&Ts .a sT
is a helpful tool to identify the resources that
potential to be used as an assessment aid to det
mi ght need.
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rvices and Therapi es?

cess to coll aborative

perienced

pport

par entasutoifsne

groups?

C-Perception

Int er nal

d?i ssonance

The definiti A Fear
f ami |l ma k e ¢

y A Uncertainty
event .

A Deni al
The more ne(
the family A Shame
stressor, t# . . :
Accepti ngmnbarmmc/ioarg di fference?
they are to
cope with ci
vice versa.
X-Therisis Stage 2 Activators
A Problems and challenges ex
syst ems

The event t}
adequately 1 A Treatment of child
to cope witdl

_ A Treatment of parent
depending of
interaction A Organi saytsifamalt i on

Table 9. The ABC-X model parent adaptability variables (Hill, 1958) and the essential super-

advocacy theory (ESAT)



ThdoubABRS& model and the ESAT

Where t heABa&mogdienlali s concerned with the precipit

doubARXmodel cons-cdesbBspwoatiables, to understand
famatdgptation after the crisis. McCubbin and Pat
as a response taertmlde smifacitmg spost the original m ¢

o B Bonadaptation

Existing and
New Resources

0% | 5 e

. Pileup ‘
|

| | Oc A
|

l 1 Perception 'A‘ x

| I of x + aA + bB Maladaptation
I
|

| |

Precrisis | | Postcrisis
I
——time — : time

Figure 11. The double ABC-X model McCubbin & Patterson (1983) from (Weber, 2011, p.,
86)

As seen iln RB&lrreclludes the original formula (va
| owercase), witchritshe adddd bpcegit|l ienusplr wdismg sdé Aa 6tbiB
@i stingweasnodur cesoOper@¢e@pd itomed &6f badb,copaA@®, aamnd O
adaptati qpoddrtiositsheybblec Calbthies & Patterson, 1983).

This formula can be better applied to the theory
crises create new stressors and that t Thaebslee new s
8) .

Do ubABX DoubAB&variabl es from t haed veoscsa
vari abl es t hedrEySAT)

aAPi |l eup (offStag®nBgoing and/ acrt ievsactaolrast,i nign
stressors) exclusions and Tribunal s.

bBEXxi sti mgw 4 T Col |l absuppadrvte/
resources

PosCtri si s

1T Specialist/expert advice?




T Support groups?

T Extensive knowledge and | ¢
Systems?

cCPercepti or T Organi sdytsif amaltla o k avathid m
aA and bB knowl edge

T Rac biads

T I'njustice

XxAdaption Outcomeautdrnilage 3

The result

in the fami/l
which evol vg
intended t-o
term conseq

Table 10. The double ABC-X model parent adaptability variables (McCubbin & Patterson,
1983) and the essential super-advocacy theory (ESAT)

The EDG had a higher 1 evel of exdsagngsresolirchks
child. This | ed to earlier intervention and syst
l earning more abouDsgestesmm Badenhhe SENM t he EDG
able to process, accept and/ or embrace their chi
overcome internal di ssonance, as explained in th
the EDG were morri stageur2ce Neewrtre hel ess, they sti
connections, form supportti teo omlgloda magr dteiaams nagn d

supadvoc,atwhsi ch rel atesntedthg hBwvaesahlees.

Using this Formul a, t herefore, hel ps to illustra
LDG appear to face a more intense level of hards
They were | ess resourced. A signifioaensépil eup

di fficulties their children experienced at mai ns
of exclusion. These stressors however acted as a
sup@dvocacy skills and resocanoebetbeenthsyaceede

adaptation.

Adapt i odo uibd Btehneo d e | refers to Aan outcome as a r
family system, which evolveermndonseqgqunéroadsed ( We
2011, poand8BBgdpt @@t i ond is the positival addpofatti oad

is at the negative end, reprlesented by 6xX06 as s



Advocacy development was the greatest area of ad
research and would be seen as positive adaptatio
mi ght represent | ess positive adaptatitomer such a
father relationships that were impacted by the s
devel opment was the core concept of their exper.i

4. 3. Bh@ubARXand t he stiMod g @nal)

Morgan (20 dduhbARSModekxpotohmewsi ti ve adaptati on a
advocdaecvwye |l opBémack Ametiheams hcahviel dr @umt MWshteh 7

parti oMepaenttssr ai ned parent adtvoo coattheesr opra réepnetesr ocfo ac
autiNsamrative enquiry and t hes esphberntornae ntoul rdegiwcearle m

gat heranmdttahemat was ausot gasniash ¢ sfei ndi ngs

Thee tMmaictwerse f ouindpdrot @gbdevo¢ a@acy deveploospimeinvte and
adaptatidemgnDsriusst worthy agemMdgooédcguppbue, s3te
devel opmePasiatnidved)adaptati on.
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drust waogretnntys o fi nsl ppgedt upporpavenpeoplievesn. t Ram

members, especially the maternal grandmother, we
of fering emotional and practical support. Servic
included, with reference made gtua dtamacse twh d ell ips tne
system®dshamaed cul tural understandingbé6.

dhadvocacy value syisltleuns tdresatterdesspsmteint dd e

devel opmeattvoasswen EsSAThModégdwocacy value syste
consi derridsspressor s, peJindreals exttri @ensachethrag 93 ®@Ir s , é
f acwhliadevocalthiengnain stressor experienced by the
advocansngot being |istened to by professional s.
to parents seeking the help and t bdeowealcempmdrhtato ft

advocaancdy t he i mportant associated skills

Finaltplweiti ve pahdaaspd asthromvsu latd® ocfacy devel opment o
The mot hers wdaopw $ iodudnadettboh i bhr ee main ways: 6bacc
their child, pride in their new identiamy as advc

agent of support for other parents in their c¢omn

The Morgan studymadbedapbat doscmesesh, as it aims t
adaptati on denfd ppwomiacc ha Newvecohephesesextcess ment al



emotional energyenbavagoeg pnboesbBiswhich | eaves
ot her i mport an-taf(eMotrgras,,| 2pk 2 18kle | f
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i mpor t aretc uamradi mg tahcernmedtshset u dT lees . Mot g @ahyo werN e
especially relevamaseadieddweliapmerntocstsrsuct ure, es
doubARSXModel , @lhdcsaorhreobamat ivahoitdhdeti inaa fn gtsh e

current .research

4. 3. BhB8GubABR&XmodanhBot emmni £Ir act i ce

Theot ent i adulbARX mdiccel t o hesasetheinnht earnvdesnt i on
promising. It can act as a tool for pr BfCPssional
mi ght need based on the mediatingt halitlod,s dwtuinsdm
traits, gender, parent apdrtemiipgpnambrdnésesrehca
neur odievtecr.s)p,b yaemdt i aflrloymostohneer et gdi essingl e paren:
anflaiaimid spi Th diwsacluistdyiagpwiadd p Itohrfiesr t her

Acritique of t hissadrmosted gsé dtabpanghbasaaher than an
ongopm@gc.esAs very i mportant aspect of tsheg eBESAT si s
seen isnp eadhveo c eyccyl eT hadraceo me s  awhpetnhet scope for adap
falls owctapiade |t hé db vibaimbhtetlyea u we akkhesses within sy
This pointkBetiompodbBandevefopmentbywodhadhet fiamiolny

antdheyst.ée mehechaegylst,éd mg al auwntdhdreigtiysl ati ve | evel s.

4. 3. D4 spanmdltysi s framewor ks

Thdi sparity analexsaim nfer & mewheadsabt eihsimmgis e s o f

Bl ack Amdriildarn amdhehal l.egesi emce@aasgenr v.ii ce s

DebabnatolahdaguesmmphadGt®Betd when controlling for s
statrag, al disparitiesagantibbypamwsletsi plta |dt wledkii esg |, (
al . | 2011; Jarquin et alUnde § tlthimfelaMat godresl | b eshti nadl .t,|

i mpor taadndtr etsos t he probl em

This section outlinefsramewarsks oBamgdoenddi sypar ity
col |l ea2@uleB8s) d( Hong and aSndnghhow 2t0Ohledy) wer e abl e to t
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journdyneyesweercei al | y iidretnearidsytiendy ihmow f actors in tF
(external and healthcare environment) and within
or facil it aatcocre stsoi mghteda maclh i d sds e sastrmoe nrte laenvda trtte fseerrrv i «
focusesonmdrhe primary health@ade key 9thewetdBddn s ch

<

ery similar paddeumrsed.nd t hemes

4. 3. 4Balr.rli eapn d i s

Simaitnhe meesrfeoundonbr obals&@antassessment nantdereferra
DebabnahThneaefyt helsat ed to the He,IntcH aealriret ge nvi r on
concerns about deweliomgmentd!| bgehawst hcare practi
wWho often told mothers to ¢§vmade guh@Res akodni ng 6 c o1
aut jasnndaci alComti rmisb utsibntgh ef raccgweree f d inrcddutdsetorfu st

cl inicdaule ctaor enegati caséeppdeéedainpmebenggabi | ity to fo

on appointments and referraBbackhndosmmametand sti

Apart from custodial i ssues,asal baonfi ¢ehsgsandhfktamest
di agndoesliasy d threr ent .Net eldeiicsftdeon eldly pr owheesrs i popanrad nst s
reqguested avase gshmpslEdr ent s oPat Bet EDredperhciesi ved

thaédci awadiraesl dtse antdaywthtehey and t heibry cshag.hodolwer e



Cul tura)ldi ngtliuggmang shame, fear of thémbaloseldydeni
resonated with theThisadi sgs etehhketbhaechanBlhEED A 8 )

One participant explained

I think there are a | ot in denial. ..l think 1
about. Techotcamlysnoti tadsmantdalveil lolpmessal di
kind of just keeépl tthaevre oan d desisn dtehat 6s auti s

really tadk &8BOut him

Anot her signtifdatcaaltsd i maticmlges t he findings of th
family members, pverrtei awlsdrsityanftatbtloe rtshje fBeai stmhatl
chimidght be treat@rme dmdtfreerendx yl ai ned:

[Childbés] father actwually just told me, a moi
with [childés diagnosi s]. He doesndét really |
judge hbesbasmeamahal ,. 2303108 p

Particalpasdageardat memreorfs ¢ lheeker geinne rtanteyicothvfi & mid |
better diaswilpltd ment aer t diheaut aent yraskear chhan seek
assessment . Prayer was al,sovhada cwi sveads raa babrtl ea lhteemren

current .research

4. 3. 4Solc.i2zoecehamus and factors of del ay

This study adds valuable insightBl adlo Amevw is@an oe€
parents' experiences when seeki Ag beogeemifngr t heir
findingswas otecatha,imine | udi ng | evasmld dhfouesdchodtdi omco
did not @alpprmgeapoteckpdri,engesnts from both higher
socioecohamagorted racial bias influenbemggtheir
di smi ssed or bryotprloifsetsesdntaphnaal as h iBnl atchke coansnuni t vy

barriersist.o diagnos

I nt er e sthioovplwyabnah anddicod Ittheaad wceasr egi ver s from h

economic and educati analmolred kddgprhsepiefapsftiveerraect i ons
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and assumipat owesrkki adodab)lgi kely to persist in se
assessment after being initially dismissed.

This is ahindposgtresdnt extual st poptblodes itlhaethcy
needed tonpeaedeslotsaalys o thhieg hlliikgehbibshBloalc k Amenrdi c an
BCPare unabhivedetre t heiirn cthhitelhdwaeynwouddef i @antbal

rest raanidntpsot enti ally experiencing greater diffici
chilagea&irnascti al bi as.
Al t hough specific details of income were not gat

research, hdd anourhiewssriségwigual eht dTadtiison ndi cates
Gupeadvocaaogeér si sstthearbaoahehde ESAT mighdi hhedehbokeaed
therepheentof e odied @ c a tbiaccrkaglr oflhresise nduipa Ir

advocaegdledwever, migbBameemain the

4. 3. 4F dlc. t30 rcso uritedte | ay

A beneficiwaditadgpepéodti cohealth critical thadce afsr avené
l ooking at factors disptardaentersi lmmntde dted wgygrr dst al sc

t hat counter them.

Li kde ESAT, Debabnafho mamdss deripelatlr ¢ & geixgpsenrtise nced atte
HCPwho | i stened and made the necessary referrals
Somgarti ci praenptosr taeldseot @ A we emmdis f famé mBt Aek communi t
who encotulrearg etda nasseseeks s ment f.orT htitseisth oansi Itchat whi |
barriers in both the pmofigoqineendd | @&meh mpd remu ift y
support

4. 3. 4T hemMportance pafofeaetstfédommtnialges di agnosi s

Al | chinl d hemhewEeArTe di agnosed before the age of 5
profeswshonaledipdeedtttiafiyt s andf ediphpbet families were
overcome stigma and internalancdo mfelriec ta bdreo uwnod addiaa

chihdeds with systemic support.

I'n the Debabahh dihaigdniorseend b e f oarles ot hhea da gteh eo fi ndv o | \

of attentivehpr sfugppoirdadreal parents in the referral



The praumtairsymi ts of wehe obt |sdpeinti fiissdnot <c¢cl ear i f
di agneaelddy had moreiviesiblivertrmrdi t® mmuni, aitti on de
stiHdws that attenHCPe and esupeorprieotessional s e
di agnosis and the ripdga€hes uplpiolrdr arm ddfe parterntns wh
being di smissed whenwitthhe yH @ Ras we rdde caognncaesrengls | at er
stabet ween the ages pf 4 and 8 years ol d

The PHC&RFroven to be a valuable framework for id
delay in diagnosi s amd alrsetsss dfohsepwarctes!| pf ul [
fielad dt o ntervention and coll aboration in both ar
4. 3. %Fh& cycle of environmental health disparitie

Hong and 2imehhdepdt heeycl e of environmental health di
creaffT@egcl e of aut(isdedgursgl aledy)ci es wifr onment al heal
di sparitiedBuframewotrt ke compl ex envi rdamsmerntiali eisnt
by identifying a rangei roofn mennttearlr erliastke df aacdtvoerrss ea te
residential andRaobmmuniZ2¥Hohgvahdeulss i nnghhi s to expl
the soci al and strulcdiwnrcaoBheh a kt dmami é @ ersipt lacef

del ayetdids m g naonsdi sl ia mic & stdh etroa p e ut iTch esye riwitceersvi ewed
Bl ack Amemiad &n car agifle @ & anwltha T laing as,t utdhyeriesf or e,

simi |l abebabathkldugd! sosm t o adheexmadbil ity hef SMepiulbhi d

health ii®umaemrdel) he needs of these children and
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Limited income:
Limited employment options
Limited education
Limited social support
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7 7 T S
HEALTH RISK FACTORS COMPOUNDING FACTORS RESIDENTIAL OPTIONS
Limited prenatal care <«———1—>  Limited social capital — Limited choice
Dol 1 Limited educational services Limited infrastruciure
Stress Limited health care services Limited services
\ /
\ A -,
Y
ENVIRONMENTAL
CHARACTERISTICS
‘ Environmental hazards ‘
Inadequate infrastructure
Figure 12. Cycle of autism disparities (Hong & Singh, 2019)
Low income and parental education, |l ack of awuti s
coordination and |l ong waiting |istadivwegrne sficsund t
Compoundi nighndlacd®d st he intersekitmonedfemptceymedt

options,dasttadagsénmnVvVironments, aas sxpighienpear@RT ho
section.

This stutdhemo hkebabnah Study's finding that moth
and socioeconomic status are more |likely to be s
t hewvernfturther to find that extensi aeadkadwdli ¢edoaeadf
support from thealkfholndésedaaher Agaien, this reit
the families and children wiatrhke tthe |l emcstte dlsi kemhe
the supmdrtt hey need.

The fiandnongm®eidnggaaiud dt tdhagr oswnammet efficient in
t he suppmorcthainldd rfeameddBesasons icroanpladaeédd confusing
bureaugnmradcdesgedromwgi ti ngerlvisde | o dataicoecrness simhil neg
oudpocket expensedhaftoMesércwai deSsbanesherisbet sueser .
resonate with théraoimfftiheul uirfescntichk he s tder EMHCP pr o

andnsuring the recommendaitmmwmnemenmatded | at t hehmo avles e
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Ths disparityom&delat mbiamdeyxenemaodcempbondi ng f a
which are key to understanding delay and difficu
no mention of cultural stigma, as mentmioglktd i n t
be due toasbestshmmgpoafder systbmitcbhasatiess when
mot hers need ,anpdarsteiecku lhaerl Hpyn ctohnoes ef afnriolm el so w

4. 3C®»Il |l aboration Theories

4. 3. 60hmuniofi ps a@We nrgel)d 98

The concepmuoifprest@OCecrRaAs i detvtel bpeHttirg@gne We
(199®) | aborations wi.tehMoD drSmoyta(eXxth@a Be ve r |
WengEreynor,h@2selebn t he Heamewprknto what it is t

Communitiesaoger pwfAc peopl e who share a concern
somet hi dgarntheayr n how to do it bettenegdly atimey i nt
& WegTr ai nerWi 20 1&nsi.ogciinasl ilne a(f Bda mdyu t &h,e Wig3ert7 )
alsuggaetht@dRre not merely c¢clubs or networks but d
di mengdisers Fi3guiMbe fLirst i sorhavoiinng, e ridtador nparsi ndddh e
sharied eorfe sttheamd ocaupcommi t ment and competsacendn
i s o6conomunmuttyubal enwhigemeabhgages in joint actiuvi
l earn together, asbdahel pnboemanomempiss b&hépt hct dce
or s hraerpeedr,wihé members are referred doevealsoppaashart d
repertoire infclrreakdpaeugriceensces , asdays ecf, dddbdeasssing

recurring( Wemnde @ansdr & rVdeynngeenr,, 2015



Negotiated enterprise

Mutual accountability

Interpretations
Rhythms

Local response

Joint enterprise

Mutual

Shared repertoire
engagement

Engaged diversity
Doing things together

Relatlonship. Stories artifacts
Social complexity actions tools styles
Community

discourses concepts

maintenance historical events

Figure 13. Dimensions of communities of practice adapted from Wenger, 1998, p. 73.

Thi s scefctrienlnevamas ttheenm imamed 6écoll aboration the
those alreadges&osamnmststead,pawer of | earning, gr owi
problems through collaboration. The ESAT and man
recognise the i mportance of parents sourcing sup

children widmmd aaeitxtpesmt sTthhnsotritye wewegge st s t hat
communities ltike phecmre dhmdmgtopagi ti ve pahamde

school spadtpbsn eanCoh® a me waog:Ki t

il a) psaonviadlet ernati ve tdo wnh ea ptprr aodaisthipantal) ftadd o
uncertainty amdhter gatp, bet weehosed hewngd steheor
about specialized etpertiffdectamd @Edwedi li mbea |
competing priorities amoMagr piaegpnt30B& d educat

4. 3. 5Brbwh andbé SMour(tgi0oe2rl )

Brown and Mortier took a usi aqtdgexpeprieBtckescskn t hei

Amer ipcaarnent s who have children with auti2sm. As w
couples, tmlheygpcuncopgsuidapdgécul tunat hb.ir oTeeet hdy s

explai mutl hat aldke Ibplsorktedrge t he gap between families
system, | d k ep asrdtvraenral t h eB/l amokr kA fna mniihd aes t o suppor

children in theCelduxmnadcoef sgst pmhentds en wit h
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addi t i ontahl e nmseeeldwde dJaadwea nkcreadw!| edge and experience i
and special educational needs. Thne tentehesiteuidtyp e s O
speci fHedevderwere said to be parents of children

Al t hough the cuwaaurmdi miryokegedaitra t hés edcRdloen off c

the study, it was .Bmeviinetwesr e tr ir qgaoaahdtiedsdi dwined ces o
study, as well as tared ptalree natsh eorf sltibtele MEaSt@dEr e r e v i
proivinagl wi t nes o f aite¢txgpuenrti enceas not clear i f the cu

worked directly with the,pdomradmpte atpleadtt i tch gyang sarod d
p a

ssion for-socéaip@aért nparsehritpreudan dr gl e awar eness and
under st andi nagb dwt es cnleceadlss a n d Bd xapcekr iAapmardesn dasf an d
e

their children with autism
This paper was included in the Iiterature revieyv
parent interviews rather Howa hiecaqll odirad | buoklerbwvo

experiences ldrnudttireactpesst eetvied lopfi oy a sy sBileanc kt hat s
par eannd their children, and also supports buil di

i mproved coll aboration.

Parents and cul tural bt a k ksouspepdof B ttahti &sr Asnteurdiyc afne | t
fami,buebB as culturally spec,woiud ds bbepdrmp ogrntawmngs fa

the parents and the children with autism, as wel
Measures to improve autism awareness amdladdamt a
administrator s, students and teacher s, was anoth

felt was paramounschool mpaovrerewecddiemBl ac@ t he
Amer icchainl dren with auti sm. Many of these suggest
outcomes and out | ok dd thastghgeao fe ntt st ddesSrATer at ur e

reviseawdi es

Thet hfeirndi ngs of this study also have very stron

t he | i.t eBraodwnr eand Mortier were ihhetkegtetdmi hypar
commurmintdy,hodhemes of démsiodlati@amd unfamiliarity wi
themes in the community context. Poor i mplementa

communicati on, errors amd spmarmdc dlkaecsk wa ft hc u lhteu rsaclh o
were disempowering experiences that parents face
Mortier explain that t herpeoswas peeir gwintfclielscaomlt $y | es
howeparents did share experiences where effectiyv

making made them feel empowered as parents advoc



This paper is important when conandewonki ndpe sig
together to build scbebbagdand fooammndu ntihtaite swheefr e t

respect, shaad&dlndgachisngntaongde tahuetri s,m tahwearree niess sa
greater chance for the bestnbobuspemesygmmomwt Bgi of C
pracecamcebe set up and used notn tthhee adionmaoifn ,t haes stthui
however, it riemltewarnce soft hteif € r so rhoee X aampdv a
community (piegttaplsoolk t hwei tehd rildyewssti azguelst ur al broke
t he slttudayl.so offers a coll aborative apprsoadte f or
aut hsotrashengyt udi es have shown that when teachers &
communities defw prdaeanttidcdae,es and o&FBd @a&n Bloshi s, ar e
202CQqQo0 peetr,al2010; Mortiet, 220028, Mortier

4. 3. S&aemmary of Relevant Theories

This section hadbvecdntexavtalriesedvekbewvibgodi s uasrsd
f ramewosrekds or devesleolpeesdt gbdyi etshh,e and t heir signific
resealrhcene liu@GR®E Nniht er s e c tsti roenrhg 6§ Hide,0orpree ¢ e s s
theories, disparity analysis fr sawmeearber kssu, mpaanrd sceodl
di scuasddal ysed i n ptoetrenmss echfu Ftoheesisrmpr @awteidce and

future research.

4. 4Compar etviiwan eo fES AT taenrdat ur e

Trcomparati ve radwvnsew oshkiaw huesrtfriantdei ngs adfi gtnh eviltiht e
and vatlheaaftiendi ngs of Thedacutrhiesnt tkeesemelcdvant f
study wil |l betdheadt eges pssteadpjfewd hie ESAT us@eag@ mind r
Appendli fkaadlilze v)eTlhisdontailopno esantcédpadrnt ern in parent s
expers,@nth an empkraspoti.Tiei s dieeptem understanding
experiemdkemonstrate the | inks and similarities b
in the sthei esiraedAs rtehsee acrocnht.e xt so foft ISdaap®ATR and
wi dely cover ed hieno rti heeo frsetl deteieaonatt usrtea gree vii ewni | | be ¢

morcecomment arggommartahtiissectrieomn ew



Al | citations eiindicwit essécoimopaateci pants of the
or commentary from t Fermaedeaetreqareids eaditthroedksdown o

findings opleackp derliix

4. 5Comparetvie® adeThelenti ficaataipo st & pd

4. 5 Nbtidifnfgerence

Teof ttwelveadliaedd etahre noef® t | dii fnfger eancédeir
find(imMegtsheri ngton, 2012; Debabnah et al., 2018;
2018; Hong & Singh, 2019; Morgan & Stahmer, 2020
Morgan, 20231 uanmdy, QUEHOrXL )i isc atheeg strayg i el at es t o t#
reactions aimgprroefsepsosnisoensal s, p dcroemmntusn iatnyd ttoh et hfea ntih
undi agnosed .aulthii ssm ctart eigtosny elx¢ griah $ sttot he ci r cums
parents at the begiThrdss @ naufip &l v e ic fa cjy oourrsn eayr se.
under devaetl otpheids rsetsaude i ng in | imited autism aware
set &€l i ance andhes eiestsabhreemt p roawnmirnoeungthaoguetf t he ESAT,
andt he corr esponpdarngnaosstengeeyss afn the studies.

il did not know wha&tl iike (mwts cr()H awahsé vaitbaogutt @ n
2012140)



STAGE 1
Identification and adaptation stage

Family/Community Response

Hetherington (2012)
Theme 1: ‘Acknowledging the Impact of Autism’- Coping with
others’ reactions

The parent Ex.cludet‘i from fam\.\v evems. ) ) .
- Stigmatised by family for child’s ‘inappropriate’ behaviours
Hetherington (2012) - Family suggesting they are ineffective parents/ blamed

behaviour on parents
- Parents ‘kicked out of church’ due to child’s behaviours

™~

Hazards and Obstructions to Obtaining Diagnosis:
- ‘Lack of Knowledge and privileged knowledge”

Pearson and Meadan (2018)
Barriers to obtaining a diagnosis: 1. Noticing difference
Describes the people and systems
involved in identifying difference in the
early years, and the initial responses to
it.

- Unfamiliar Disability- parents and their families largely
unaware of autism

Hong and Sing (2019)
Late Diagnosis:

* Health professionals/early years settings-
- Lack of Autism Awareness attribute different

ce to potential autism
and/or neurodiversity and refer for
assessment.

+  Family- response and understanding of
difference relates to cultural beliefs and
autism awareness levels.

+ Parent- Initially unsure or Unaware of
“differences” due to limited knowledge of
autism of have ‘a gut feeling’ that there
might be additional or different needs

Brown & Mortier (2021)
Unfamiliar with autism

lones (2021)

Parental stressors:

-Parents lacked awareness of autism, as did doctors and
HCPs

Professionals

Pearson & Meadan (2018)

Facilitators to obtaining diagnosis- Concerns and referrals initiated by others
- Special education teachers

- Primary care providers

* Limited autism awareness
* Internal dissonance
* Isolation and/or self reliance

Debabnah etal., (2018)

Facilitators to early screenings and referrals

- Some healthcare workers who listened and made the necessary referrals
for screening and early intervention. The children of caregivers who had
attentive primary care workers were all diagnosed before the age of 4.

MH O

Family/Community Response (continued)

Debabnah et al., (2018)

Theme 3: ‘Stigma in the Black Community’- Resistance from family

members

- Prayer and discipline suggested as the best approach

- Some parents reported that some friends and family from the black
community encouraged them to seek developmental assessment for
their child

Lovelace et al., (2018)

Theme 3: ‘Family Dynamics’- Family Interpretations
- Shame and blaming the parent

- Lack of autism understanding

- Spiritual advice/ ‘Pray it away”

Theme 4;’ C:

ity Dynamics’- Ct ity i pi
- Negative interpretation

- Bad parenting assumed

- less understanding and acceptance

Pearson & Meadan (2018)

Theme: Barriers to obtaining a diagnosis- Extended family views.
- Avoid the subject

- Dismissive ‘There's nothing wrong with him’ or ‘he’s a boy’

Morgan and Starmer (2020)
Grandparent encourages mother to make a referral

Brown and Mortier (2021)

Experiences with the family and community
Theme 1: Isolation

- Ostracised from nuclear family

- Feeling lack of membership in extended family

- Lack of inclusion in the community

- Some drew strength from the church community

Quinn-Lunny (2021)
Theme 4: Isolation- and lack of di
- Temptation to ‘hide’ child to avoid judgement

Figure 14. Noticing difference comparative review map

As
ot i diifnfgeriadrema d fi ed. i Airhdibeleypaper snans$ ff ieagsina n g

seEngddabovdeamitdypmuniesy dwmassehe bi ggedtn category

denial, bl ame, and ostracisation.
AMy family just assumed that it was somethi n¢
out with auti sm; it was my fault O6You must I
been using drugs. 6 No, I didnét do anything.
Additionally, Latisha described her family 1t

expense of therapy: ,(alndhdaweya jruslti gipocwy fia mial

away. 6 Look, ok, you can pray all you want, [
treat ment .a(nldo vt enkelrtagp,y p . 11)
I't i s i mpor tsaonnhe tpoa rneonttes tihnatt he studies (and cur

famoBYack comenmméety as facilitagalbrBoowgdghetahéye diva
|l est hemmhe family also feature as parsgyotfemhe par
dur i naptti hvadtvioocnstcayg e, as WialtlePlaeeespdleani ned t hat as
grew in knowledge about autism and bbesg adn atgon oasci cse
they wetre eadbleate their fvahmicllhy knsdygb eimssaréeet t er

f ami | y astuptphoer tl.atTehri ssthaggeh!| i ghtraitshegi mawartarces «



autism in whote tommeasti ehe chances of greater
for parents addrthgoshchul deeabl e stage

As seen i nsdanme fESWTI, i es however had attentive pr
early stage and supporit them in making a referra

Al of the children whose caregivers reporteq
|l i stened to their concerns were diagnosed wit
many before three years old. One participant
educadio®oaussed how, despite hearing concerns
reluctanuptant ol Iptaerd i atifirlicdésr eferred her to e
intervention services, saying, 606l was wuncomf
that ituwsae piasachitioner that said itds ti me
(Debabnaeal8, p. 378)

4. 512 ternal di ssonance

STAGE 1 Hetherington (2012) Morgan & Stahmer (2020) McMair (2015)
ificati i Theme: Acknowledging the Impact of i i
Identification and adaptation stage =me: Acknowladging the Impact o - Feslings of denial Theme: The isolated and ridiculed parent
Autism- Processing the Diagnosis X " -
) ) ) - Mot prepared, anxicus and - Feelings of failure and selfblame
Brown and Mortier (2021) - Depression, fear, confusion, dismay exhausted by diagnosis process - Denizl
Experiences with the family and community: ST R il T - Starting to isolate from society = ==
- Reslising life is going to be different - Grief, sadness, sadness, anger
1. ksolation - Initial fizelings
- Ostracised from nuclear family + - - Manifestation of Isolation
- Feeling a lack of membership in extended family -
2. Unfamiliar with autism v
Denial of the existence of disability 2. Int 1 di Debabnah et al. (2018)
niternal dissonance AT e
LN 2y S EE Theme 3: 5tgma in the Black Community
Dutlines the feelings, thought processes Barrier
and contexts imvolved as difference is Denial and shame
Jones (2021) noticed, andfar when an autism diagnosis
is first made. These are closely related to - Fear of Iabelling child
Theme 1: challenges raising child with ASD “ ‘the experiences, contexts and belief \gnoring ‘gut feeling’

systems held within the culture.

Emotional responses to diagnosis - Mo socioeconomic patterns related

including shack, shame, relief, frustration * Fear ‘to reported levels of sigma

and anxiety *  uncertinty

Social isolation v Shame

. ¥ * Denial
" * Mother/father Lovelace (2018
Quinn-Lunny (2021) Mo | dizagreement - ! i L i
rgan (2021) v \ . & Theme 3: Family Dynamics
Theme 4: isolation Theme 2: Advocacy " - single Parenthood Emotional
value Systi i i
Feeling of isolation from spouses, D:\:J:Iu \‘:‘::: BTz
grandparents, and extended family when N :mssm Pearson & Meadan (2018) - Family Interpretations /shame and
deciding to seek assessment and diagnosis include Lewis et al., Barriers to obtaining a diagnosis blaming the parent
‘Lonely in the marriage’ o] {2012} Extendad family views - Lack of autism understanding
Fear of a label P
X . familial and - Ignoring the instinct to seek - spiritual advice/ ‘Pray it away’
?D;‘-ISEd ofllaellniza;‘ !T:.r?ms fudr l;tf‘ﬁni relztionzl - ‘Escape avoidance’ asseszment because of family viewsde,
e E 5tressors, ie. like to denial ‘there’s nothing wrong with him, he's
2gainst the opprassive system’ with spouse R g
just 3 boy’

Figure 15. Internal dissonance comparative review map

il di dnot know what autism was, so | was ver)
over whel med. I wondered if | did something st
overl ooking something? Then | startedothinki-Ht
Jones, .206271), p
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i was i8]l myemember distinctly that it was tw
know what to do. I felt abanddmed |byy mMmyhdf di tal
felt guilty. Li ke what in the oftbertlhde rcionugltdo ni f
2012p.) 140

I nted salonwmasean overwhel mingl yepstomaimuloy t he me
12 studetelseri ngton, 2012; McNair, 2015; Debabnah
Pearson & Meadan, 2018; Morgan & Stahmer, 2020;
Morgan, 20R2dnnyQui2ah21 and Lewis et aPare@b&2), a
f emal e cpsrheagrievdertshat t hey e®#peri akncbglda neek,e | fEenayrs,
frust,rablandoeaeven deeiptrheesrsiwhnen real i sing that th
addi tional newdrer owheni &lhheey adipagremste duuni ver sal i
feeladamgrsg the mothers$sofa shgeéfstcadiesi nding and
further considerati dmorr epgaredsiprege imahg dyn tarsit bi wn e

t owaadlesl iag/ardliyagnoshasbnah et al ., 2Pd@8rsdmvé&l ace,
Mead,an2,Q0losh,ed 3. Famialnd commesptagnsde auti sm awareness
seem to tréesleatfeelatbova,gstrhe compl ex intersection of
al so tld kiechgagpart i gulbafredar d a s torfustthe heal thcare and

educationads sdyisstceurssselde v aantt hteheori es section

iMy mot her and sister accused me of being a |
to put a |l abel on my child, and scorned us a:
them fight the sy antsamadf odp phred s ingd@utihnenrm t o |
Lunr”yY,21p. 43

Advocsacdpreammest he pafoberit gi anghmipghe aths jdhamker nal
d ssonasnceebde ESAT and t heseleinise dadcor ¢ hred i at e
needt uron atteoahibdf soaced her aTleics i on fsoelliIfowed by

education, greater autism awareness, and the bui
seen to act as an antidote to the isolating and
act i vaktiaodghe s , t heeem orr@, dr iaweafyt bnet emdinvees o nama e

twarsdpedvoc.acy
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Arequired me to remove myself out of that gr

figure out what waso(Mommgan b& nZoi@ it pmeny,2 s o n

On the other hand, it i s pdanptoirdiephanttssl tcehsivden t
child received their diagnosis, even i f. tThhays e xp
demonstrates that tlwe diocangnpairendspported the ov
conflict and | edestsleenshu alrvgprcdave tionr st.h e

i went through stages of grieving, sadness,
courledseamomcHfii gure out (MoMWaitQol ppe)7p hi m. 0

I n the ESAT, this was mainl ydisagmowéed hgmot therwhd
more access to systemic support after diagnosi s.
and anpdrbé&Gnt t he | iterature due to the age of dia

the studies.

The Hong and Singh paper (2018) was tnhteeronnally st u
d ssonance in their findidlgasr.riThris tmd gdita dqmosei §6
6compounding factbrdibdcaocoegappear. An explanatio
they were mostly concerned with broader systemic
affecting Bhac&®&rlegiivmngln® and the structural <const
Medicaid rather than the emotionadi dersipmogrstehd o a

pr omi noeinncteer nal dn sslh@eaotckeer s thwediee snotiitcse aalblsee nc

4. 5 Acepting, embra¢twhghaaddadbphonyg systemic s

Seveh t 3¢ ulbf2eecast ok eedhre meax cefpt i n gmarnadiofrfj e raenndc e ,
adaptidid fted eant dei (McfNian d i, Depl0alb5n;a h et al . | 2018; M
St ahmer, 2020; Jones, 202dny Mo2 @ah; LRaldlss e@uni aln.
i Fi gulb.dhet udiheast are sbewpwésebtimwlhengs rel ated t
systemic support tflodtl opvaanegnlitdhdesi aftlieida gy rei@s ¢ Isude s
services and suppo,y tf dmiolny pmemepasShmadE er ght | vy
frame ESAT family and partners wefOe@raot ia&impaint

mentioned the support of her partpeend eemsptelcaral |y
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thereow

mbabheercrauci alodhepporney,,ahowaver adapting
tEwe mai nwhheé&mesesupport from services resul

di agnostic pracgaeptsi f & DiGndiTvhied uianlcllyu s(iLobnG)o.f f ami |
parthner she,hsotwediesrisgni f i miagilirt daisc aitte t wot haings. Fi

despite

stigma some hrae mlmmegonmhal ndedty ,t hi s i mpact t hei.
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Figure 16. Accepting, embracing, and adapting comparative review map

The stu
parents

could n

di es s hopme stelriegh e nikns atblbevtehat dires onated wit
of t he whbG iaetd tthoi sa dsatpatghemmo ment ndneddeat |
ot bendebstsmafiehkileeeh phaarde ncthsi | dren di agnose

| ater Hgweweamnqgr ¢ hehal |l enging aspects wdrd heir jo

experie

t hemeba

Bei n
outb

nced by the LDG in thefcdhismendt sdalidyad or
hamgprehensi ve foabostuppokitng

g out in public is very difficult, as yol
ur st . Look s, comment s, and eye rolls froi



MHY

Everyone (al most) just assumes dyoui'lr eavao ibda dc e
activities or outings because)t is just too
ifhere was a | evel of shame associated with n

statieMebre so used to doing our own soOo much t
helPpoOoOLbvEel ace,p.201B)

Neverthsolmeasl|l y ®isgrstofadveuofpeecyt oabsar @ hewn

active effoprodlemssaihdé seemkt hgn that wildl hel p t
chiAldsioke i n the cur rseonme tsstpedsyd, btyhias o6waast al yst 6 o
by some g@.ag.entkosephine from t hewhMordgean derdd t $t asle

help after a traumatic experience:

Her daughter wouilndj uernigoaugse aibnd hsdedl ifge he a s
running away from her in public (i.e., elopi:!
stores, which caused Josephine to withdraw f
was a traumatic event during a tripmatso the g
al most hurt that became a Mt viohatl pn@imetht ot h
was i mportant, and thatdés when everything ju:
gonna | olsiel dnyi f | do nvbotr géadt a htBdt2@gpe.tlhler . " (

The studies prienseFnit@budrgeh hli gheyt he exmwhpi éertéesaof
great sensedmpowelbweehnt t heir dhielid raadeaeisvme di agno
They shared that t hetyekl etlito meo el eoatf isaugmptesrete k
as a result ofwhtihcen cad rsfoi ranbdetdivord et B € mmtho a e

their childés differences.

il was actualAhgd teknhewed | ot of parents don
when you know what it is, that you can form
feel empower @d.2d,( Mor ga&n,

Asource o6eeoopphoerltp parents adads,tdifherenchbl di
diagnosis amn tiies | $ntaetg epi tuersee ubtuttent ,ir € sfeair c . Fai
and spiwdsgdpurao mittnyjeenmheo f ns tbedMeNair, 2015, Debabnah
2018; Lovel ace, 2018; Pearson & -IMemrdya,n,2 ®R2011;8 ; L evo
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et al),ag0@2source odnd uegpmparsa csied ngautréegpritd & bso
advocate aasd wlielflenBleagéebh® attivation advocacy st

il say the Creator didndét give me more than |
much, but the Creator gave me (jlLueswi swheatt aHe. ,k i
2022%021)

I't is possiblwag hmaé¢ eanopled wiemoftahh e hcur reas T eswascl
not featured as a theme in parent stories. Futur
understand the full breadth of coBiCPgnsthategies
journey

4. 6Compar etvii wet aogfe Tie € i v adtvioocnst cayg e

St agef 2t h ewaEsSPAITf or mb grtetphree ssetnaigaed It ihtee rpaatrutriecul ar |y
thedacti vat loseuspée davnodc a ¢ Ya sceyecriFieigm L @&asn d8) 1 As outl i ned
the relevant ihewasefosaedtibat the ain@uei sencti ng
present ahnadz aorbdsst r u ccthiiadadse st et dgseuppor anttabegi need
parents effattngefTphiad gehamefageep r e s nw spa wemtes

able twi whpeovetrhceomear ri esrtsh iignhts yfsotremhealkrsahil d
demonstrates an | mpepyadev plrogmerst odantd ahi onve dp at rheen
skills andeedtsdulrececesme -atdhveo sdadipee/r n e e dheldl toof bteh.e 1
studiesthiieatarage iwithes ompe maivandovgoncbass ycent r al
findi ndcg Nai. rgThvgp & rhe Mt (W2a0 I 5 )oorvoe | Re £i Midevintdad c y
2018) , Mo Adjvaonc ewvd Mt the 6sy st em (Ad0evEed @Qirkemnt My wi t h
Gheelentleas thghglo®al 2pBé&homenon

Stagedi2viided into Bbtéewatabaegopti epar althiesre, taemrce ea

parts maleseaempluipdedyv ocaccyl e, which is not |l inear b
where advocacy devel opment happens the most. Ano
supportive practice, which provides exanpl es of

professiedopdlusg during this process.

4. 6. Acti vati on



El eventwektteeli es head i ee>apploitdieti r ma.ie. f.i ,ndawngrst s ¢
circumstances cal |l i sege fRIAF)ulrhep @ sty u@ditvnoccl aucdyi n(g
activators in their mai.n sftiunddyil ( g@s0r2wé)s ndthaegkewibs L
the different coping strategtiessoédngaeeantssriahat
themNevertheless, the stressors that imatdrts werl
paper and are conssitsutdeinetes wi th the other

The el even studies thireeve aviadtsndat o éhretr eatt enearty :
towards t hd rpaneretntc htiowla,r dasn dt hoer gani sati onal dys

STAGE 2

Brown and Mortier (2021) Hetherington (2012)
Act- . d Experiences while navigating chool communities 7 . Mazards and obstructions that mothers and chikiren must overcome:
ivation advocacy stage L Cuempomaing Domience Activation'in the
studies includes Mcroaggresvons and actual aggresuion (towads parents and children)
Poce implementation/ quakty of senvce experiences with the Hostie treatment, (gnored, pressured 10 accest ‘mentally retarded or ‘emotionaly dsturbed abel, v
Lovelace (2018) - :-:‘(:x!w(m m::h:;m awareewss healthcare system, y Incormect information, Physical aggresiion and harih reatment againit chadren
Tt 3. uctul Dichmntion fequets igrored, 1taled, theived schooldistrictsand | Schoel Assurmptions sbout the mothers asd Guidren

Covert and overt racim i medical and educational 1paces educational settings. Pacents treated as dangerous and aggressive, Chidren not seen for thek gifts and strengzhs

Directed at the mother sndfor chikd v
Mother's knowledge abost chid dismisied of ot befieved
Debabnah et al. (2018)

Barrier 1o diagnoss:

“Lach stage, from dagnonis 1o receiving proper senvices, was v
fraught with affcuty”, pa8

4, Activation

Thaeme 2: Complex Cellaboration Primmary healthcare workars ot attentive 10 he concerns of some caregivers: ‘let's wait and see’

soprosch.

e cog.
Chil's needs rot being met

DMfcult Interactions with school Personnel and Senvice Providers
Chig's needs mot being met

Outrumbered and not kstened to at meetings

These chideen were al dagnoned between the age of 4 and § (later than those who had more attertive
HCPs)
>
Theme 2: Perceived racam and pooe Caregver-provider nteractions. Barrer

\ S Magertty of careghvers reported Unesia Wk feracticns and percenved this i racim

Morgan & Stahmer (2020) Treatment of parent - 1eorTect assuemption made about the Careghver
Parent and chid esperiences- « Questions and queries not taken seriowsly . Some thought that it was due to the reputation of the neghbouwrhood that they were from of their
*  Labelled ‘ntimidating” or ‘trosbie’ for showing concern €ONOmIC status.
Mathers told they are dfficult and scdversarial in the iP process. *  Reguests for ssemument ignored
Not istened to

Settings ot soeing chid fo their strengths

Quinn-Lunny (2021)
School refuse 1o refer child for ssesament and want 20 exclude them

Lxampdo of erises bresking rternal duicnince s lesdig to sction Theme 2: Face Many Challenges
School Diatricts preferring to labed black chikd with ADHD or Sehavicural problerms’

Morgan (2021) - ::“ bt .w.-‘ om
Deficultios petting ot
“
Thame 2. Advocacy Vakoe Syitem Development Paediatricans fating 10 sreen for ASD at astessment/ percenved 33 prejudice o
cumueat barrer
Actve resé needed 10 £l ional agencies,
Mhency Aavigate copout) - Parert ignoced and daminied

poliches and people

Stresson creste the deveiopment of advocacy B4 - :‘ :KWM g Understanding about A by paediatricians, theragsts
?-nw:‘;’\: mcv-:vdwdum;wam:r’w - Professionals thinking because 3 chid i verbal, they cannot have sutem
ompou perional, faméial, fnanc A . Lack of resources and evidence-bated treatments
stresson, Le. with spouse Dificures petting rterventon
" 7
Teachars not trained in ASD
Jones (2021) X Hong & Singh (2019) Concern about the impact of delays and rejection on chid

Theme 2; Parental Stressors Theme 3: Unequal Treatment of parent seeking ASO dentécation

MeNair (2015) Umted thevspmae services:
2 . e 10, e, sonsis
Deoctors and MCPs having ittie inowledge and. Not It 10, o trested unfarly by profess
undentandng of autivm Complex and confusing Duresucratic processes
1 The inclated and ridiculed parent: Stereotyped assumptons made,
L s ot i o whod Navigatng systems inchuding process delarn, long walting kats, Nidood 0 YouNore s
Pearson & Meadan (2018) 148 and pevsonned desmlariaescmips A Parents needing o push agast betes
Barriers to obtaining a diagrosis: . Misndenstandings e o ,,,,,,"",l,, e Professonals more ey 10 Just see Dehaviowal Biues’ rathes than sutsm
5 Poworiessness and Witheid information it ot the Ut prodont o chen Parectal passicn seen 44 ‘anger”
- HCPs ignoring Parental concerns : Prevalence of racam DFficulty trusting institution because of biases

schoot

Figure 17. Activation comparative review map

Treat ment towards the parent

Not being | istebmeidngoj wdgde loade viafgiger velstspi oviea & m i g

i nformation withhel d, mi croggnygd ep s liroeecsi vsansth dw ear cet U a
t he most common themes in the findings of, the st
andeflect thhestréeptemebtys in theEe&SAfRcalsoprofess
including doctor s ,petresachealese nagnieo mleds oo iwat bdd s
treatment, with ssamd feiermgd Res.olf rdimst ri ct
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As discussed in the relevant theories section, t
ti mesyessment aanndd seehrsvoi cfeosengat eqitgmldi fi cant stres

AProbably the bigghkfstiAaers uwgashitomatasl amas vi ol
I would do or say something that was uncontr
a [ EP] meeting where they felt |ike they wetl
jive or go with whhatl waowasgwhéghbhegmiwogl d make
sure that the police wer eo(Brhoe&ior t@i0e2d0me sor t
p. 35)

Af1] dondét wunderstand why teachers act 1ike
Il i ke they want t o (MciNde 2Qhle5 , 78 Y or mati on. 0O

Al wiedhtl ot of the psyclHioatyroius ttshiadrkd. |satmulfl fywiardgi-
ignored or what | was saying was taivial to
(Lovel acpe., &)18,

Treat ment towards the chil d

The findingshbf@ht hfgehasrt uddrede sconcer m etghaattdhignayr ent s
treat nemaihrioiid hin the edueamapbpn gpeemonf dTded the
chi hdeds not rbefimsgi mett,o raedeas gphea fcerirlidng or
6edud onal c |l as s isfuiccha taiso ndémeonrt allad byelrset ar dedd and
rat hemautham or devel odpinsepnrtoaplo rdtiisodrbajldlriy stsa veh an
treatment t owanrdd snedctlog néchisehldd € i | | s and strengt hs
(Het herington, 201 2; Mc Nai r , 2015; Lovel ace, 201
Mortier, 2021; Mor-gamny 20RRGyhA)pdr @mnitsnchose to r e
chil dsdhsedodcause of such treatment and were compeé
t hemseMitens what wasgeeé¢edbodmhe shppadradt hey need

it is difficult to provehitanmsatautthiesdwrmwiwalsi ngn
basedhowever, it i s al so diffafciec uolft nteod iucnadl e rasnt
psychol ogi cal Afevidence, 0 the school district
would help to support a child withoa diagnosi

(Het heringtdif, 2012, p . 1



MO H

fOur son didndéhehwase al wapbybeing talked to f

playing with his pencil or | ooking at the enq
walls and getting sad faces on moMtNaifrthe p:
2015%9)

Rita transitionedcHamomlm tao ppulvlaitee spaleool for Kk
terrifiedfi-yweadkdmRing was forcibl3gcphwlol ed off
staff. No effort had been made to help her m:

was a significant misstep because difficulty
characteristics of agHesmhmespagtip2aly) 8dD4&4a@r der s.

The treatment of the chirlasdmbhtehsa csctouudnitess tahlasto ps
gave in the current research. One difference not
examples of harsh treatment towards younger chil
di agnosis, than inltthies cuunrcrleenatr rheosve asricgmalfli €erant

sampl eo$i tls; studies

Some of the examples haig sif ellreanttdd atcdk @rf g dbnyioswvd teidare
professional s TBhmida sicédhmp ¢ rptoditandt f ¢ o n sri aldirigd sans
al so be comaloakn doefd kbnyowl edge and aasaaéBaeass habout

rel evant t heories section.

Organi sdytsifamalt i on

Organi saytsifamalt i on was also a promi sewast mamel yni
rel atdont,dbeeacher heahd hectamer ampd od ks madtdincadaavli n g

adequate knowl edgee mlhmpldbdeuxraaud ipsrmad e, £®9@g waiting

ti mased | ack of tTihneesley awetoaewsii shiereendt r i but ory factor
t owadealsayas cesadsd Nags s mesnetr vaanndd a U s i n g adnids tfrreussst r at i o
to both par.Pateand whrekedpartidylsduhgtcomcanmne d at
knowl edge by services and pgravi dé ss,doafsf ésmeuvednt diens r

the example of Rita from the Hetherington paper

Teachsalsool s



iSo many people are uncertified, untrained t
about autismo; Al see for my |little one no di
concerns me, because he is always getting it
experitemcenuch failure, itods not that they f a

not want my son internal i Qiuneé¢ amngenPetdhi BB )t hat

oAhHow can you expect him to be consistent if
parents felt schoolsetammeddabdpi oesadi orsfioheéad)
parent indicated, Ailf you do not read the chi
automatically assume there isaaldwahataiprabl e

probl(BBmown &,2Mb2L per34)

Doct/berasl t h care professional s

iThe first paediatrician we had was just a (g¢
dondét know anyt hi (Pepaabowmt &i2tMd4[8#pEthi s m] 6.

ifThere is a |l ack of understangrogimeardisad ai ni n
even more so during this trying time. They nc¢
not thendamd they canbét even get an understa
educate met&don@arlepn 76)

AiMpaedi asaidi ha didndt know about autism to ¢
alplaedi aturnideceirasntsand what autism is. They go by
not hiamgP afe di attrhiicnika ntsh at if they are verbal, 1

Quin-huneYw 21 p. 37)

Wai ts|l i st

Waiting is another stressor for meélt take a
a call back is t@uttelylouy @mn tahevaihaweg tlost. W
child the ABA ser#macretcli@®@nhesvps’P02ke 6 to

Bureaucratic processes
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Al t hough Wil ma was college educated, possess:
strong communication skills she expressed fec¢
how to navigate the complexities of service |
kinda flee ke | was powerless but yet | had a v

was sa(yMamrgg &n &, SZ2@A0nerp. 11)

il felt, I guess, l'i ke we were in a trial widf
expect, what questions to ask or not ask. It
frustrations mixed with microassaults and mi ¢
professi emsalkmewlarmere was more available to

how to access itMchHNad@G:bp.padwerl ess.

4. 6 P2epar atadeacand

Thprepar atadomcane cabhegblty waprefs eindmadrhse me al |
ofesiliency, l ebuini digngr eaadempowvdinteat pvare seen

throughout the studies, as seen in Figure 18. This demonstrates how central the role of
thesupadvaecas tBlI dphder ent who hasutd sarhi | d with

There was one difference bet weencdrhee rErSIAMMTg and so
coll aboratiewi suetpoalt. (2022), Morgan & Stahmer
(20f®und that family played an i mportant role ir
practduwrail h iys osft afgieer c eAlatdhvaolcgalc yi s only three out
sudi,es suggests that some family members can | ea
initial reactions or communi ttyhes teingpmave rTeldi $ air e nl

sharing knowledge and educating family about aut

Anotihmmporftianndtiomegpnd i n the | iterature was that the
persistent during thiovetravhe | arfi nigdtye rhaaa adhv ovea sy
degrees and/or had a hou@&Boo0)maemdg defbabh@h, 00
201.8png agt EROdlPed to this and said that higher
the chil dbds pfeatsh ert dehntasb liesd | mp @ gtuarmaef, e sassi anta lwsi,l |
serv, cemd schools to goeapbdédwialslkhyvdhimeé yWdondh ot have
addi ti onalAlftahcotuogrhs househol d i ncome was not reco

par enthsi ghhaedr educati enppobahi 8gtandbng,



STAGE 2
Activation advocacy stage

Hetherington (2012)

Overcoming the hazardsand obstructions fvoles:
Learmingtho ystem
Resistingthe system

through partnerships

Exercising matermal agency
Theme5: Demonstating Agency (ESAT Stage 2)
ot en

rthrough resistance.

McNair (2015)
Theme 3: Theparentwarrior

- Byanymeansnecessary

- “Onebanleaferthe other’
- Sekeswar

- Wartroughselfeducation

- Regainingpower throvgh advocacy

Lovelace (2018)

Theme 2: Complex Collaboration

Resilent Advocacy
- Nesdingofight harder toaceass sevices

community 5

- Overwhelmedwith negative experiences and emotions

experlences’

Jones (2021)

Thema 3: Acceseing supporeservices
lence

Demonstrating resiliency and tenaity inthe
face of repetitiva barriers andresistance.

Morgan & Stahmer (2020)

Prodominant forms o Cultural Capitalused by the mothers:

populationof peaplein mind

5. The Essential Super-Advocacy Cycle

Brown and Mortier (2021)
- Cultural brokers support parent advocacy.

~ ~

. Preparation and Advocate _

Catalyst to actively
seek autism
assessment

+ Research SEND rights and statutory
esses

+ Join parent support groups
rt and advice from relevant

organisations and/or by professienals

+ Relentlessly advocate for child's needs

Debabnah et al. (2018)
- Socioacanomic differences In
Theme 1

¥ \¥ Caregivers who were persistent in
seeking assessment and referral
despite initial nattentiveness

Pearson & Meadan (2018) from HCPs overwhelmingly had

Facilitatorsto ccessing services University or advanced degrees

andfor a household ineome of
$100,0000r more.

Parent Advocacy [main facilitatarto sceasing services)
Forming partnershipswith eduestors,service providers
and HeP

Parent pursuit of knowledge (a subcategoryof
advocacy)

Morgan (2021)

Themez: Advocacy Value ystem Development

MO Pp

Quinn-Lunny (2021)
Global Phenomenon ;“The Relenties Fighter”

Black Parents fight, advocate, and persevere in meeting the needs of their
children with autism. ‘The battle is for their child and their child’s future,
Parents demonsirate the qualities of ‘empowered adult leamers' by serving a5
transformational leaders for their families and communities (elements of adult
learning). They also demonstrate problem-focused leaming—the greater the
problem, the more mativation’.
Theme 1: Seek Alles

Family, support groups, counsellors, paediatricians, et
- Other parents found to be key allies

Importance of black profassionals for understanding

Importance of white professionsl allies

‘they are more liely to be listened to by other white

Culturally relevant support groups.

professionals'.

Lewis et al. (2022)

Planful Problem-Sofving

- Active efforts to salve problems/Doing whatever is necessary or
somthing constructive towards the problem

- saeking information about autism/ Parents seeking answers
independently

seff~control

- “Professional persistence’/ Code Switching (a part of Planful Problem
Sehing)

- Adjusting behaviour/stance/communication to counter the angry.
“Black Mamma’ Stereotype.

Seeking Social Support

- Informal. Parents of ether children with autism- the mest commen
source of support mentioned and cansidered very important, having
ethers whe understand

- Family. Instrumental and emotional support

- Formal- Services /material support/ Legal Aid that provide
informational support, emational suppart and care

- Formal support groups of other parents- emotional and Informational
support

Stressorscreate the development o adhocacy

Hong & Singh (2019) by,

J famild Le.with;

Theme3: Positive Adapttion
Have higher educationandor Support from thechild's father

Extensive knowledge of the Medicald system
b

cultural capital

Systems.

Development of essential advocacy factors

Essential Super-Advocacy
Factors

v" Enhanced autism awareness and
ongoing learning
v’ Ability to overcome stigma and
inner conflict
¥ Connections and
collaborative support

Figure 18. Preparation and advocate comparative review map
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Of t en ntoitrheesr s found allies and strong partner
organizations (i .e., case workers, teachers,
equi pped them to handle the néeXheptsessvsods t |
more as resources that the mother commonly pi
children in responseg 2O0BB)spressor. ( Morgan

Nostop fight

i have been waietnlciosutnetde,r eyde Isll eede pate,ss ni ght s,
I ndi vidual Educati ©nuRBbDwatthmedeotcitnogrss, aamdd pr ovi
tell you what. | kept going, nothing was goil
that my child needed. Giving up wa(sJoneevse,r an
2021,)p. 82

l was one battle MENar28ddt he2) . . . 0

iThe type of resiliency needed by these mot he
by others as excessive. I n response to the di
services, Lati sha shares, AMy mot her was si cl
bdaleve it. My sister was Ilike file a | awsuit
this | ocation so |6l go to the [other] | ocat
I dondt really know what it waw.if don¥waskmg)

chi{(Howvwelace, 2018, p. 9)

Wil ma was one of two mothers interviewed that
their parental right to be full partners in
won her case against the school distrsict and
finally heard and validated when she utili ze:q

parenta( Moigahs& St,ahpmerl,1)2020

Advochewel opment and empower ment

AfiHowever, tdei lpia¢mcy of or each of the mot hers
to i mproved col | akvortéeteirwse bexmpanei BPaeahees: d ifrl edant
going to make you do this right bec¢chwtsel dndm I



MOT

going to make you hold up yours. o They al so |
and Latisha shared, fAthere shouldné6t be anyt!
you off your square becausélLypoel kcew RWO4Ad8,ypl

Mnd | witthi ¢.el Thagtolus what came through the y¢
up to people in a room that dondt |l ook |ike
you have. I't requires you to use the underst :

realize thas.y¥oaugkhow whatd@Morbgan & o3t aylormmer
2020, p. 9)

4. 6. SGpporptageice

There were some examples of suwEeporitciesse prudc taisc e
Fi gulr9e t heref we®wkefar par e nstcsh ofodIst atnldatser vi ces su

themit wad efhnggugnadt et osome of t he tnhedgwmdnn veelt eexmer i en

tempowerpatb@s sseen i nThtihse sBESATsses the importan
profeswhonéalayse the interpersonal skills to | iste
parents of children with autism, esrpelcatadd y t hos

obstacles within the system



MO Yy

STAGE 2
Activation advocacy stage
Brown and Mortier (2021)

Morgan (2021) Experi hil izati
. xperiences while navigating
6. The Essential Super-Advocacy Cycle- school communities:
Theme 1: Trustworthy Agents of Support Supportive Practice
~ » 1. Empowering Experiences
— (significantly less data on
Acts as a positive buffer to more — this)
adverse experiences
Partners

- Positive and effective
communication
- Shared decision-making

Some professionals, e.g., a social
worker or Speech and Language
Therapist

‘Double the advecacy’ needed
Importance of black representatives
and role models

Supportive Practice
Examples where the child’s needs )
have been prioritised, and the Lewis et al. (2022)

parent’s voice listened to.

Seeking Support
1. Formal Support

Lovelace (2018) Services providing material,

S S emotional and legal support and
Theme 2: Complex Collaboration ~ showing care
Formal support groups with
Some helpful interactions where other parents offering emotional
service providers/teachers and informational support

listened and were helpful

Figure 19. Supportive practice comparative review map

firhey were not trying to rush me out his office; theyl i st ened, they obser ve
seemed | i ke they had a genuine interest in m
They céTheadt.6s what vy qo wealRalOcle8 @..s €9¢. 0

There was also evidence that service deliver)
made a difference for mothers during and afteé
exampl e, Trust stated that s heé .haidn aa dcicti iad n v
being a |licensed soci al wor ker , was a Bl ack 1
spect Momgaf, 2021, p. 60)

iShé found great allies in people that she did
partner with. One such persothangulageaegdaa hwhiot
(SL&prhlkkead a straightforward Atell it like it
families. Nandi enjoyed this type of communi
relationship with the therapist, so much so
sons inhwawaenheg tfamily was being discriminate

instance dwfMomggampl| E®2],
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Figure 20. Outcomes comparative review map
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iwel | , i f |l "' ve never heard of

it

Mnn

and | "m Bl ac

Bl ack have never heard of autism? And t hat roe

that there are not a | ot of

thatdentify what autism is. None
auti sm. None of the teachers in
may have autism. And so, oh, my

going et oo ohadvo somet hing about

informat( Margan, 2021, p. 73)

Cel e b rsautcicregs s

people that are |
of the school
our school s
God, I made ¢

this. We're goi

AfiWhen she [the teacher] expimadenmetelt o me how

accomplished because, forawhile,| f el t i n a

way

i
t hat | was f ¢
|

autistic. So hearing that reassured mep. 98at

(McNabas5, p. 93)

AiThis journey has amd IwiHdpdeéemynyl d gaayx yi s to

anything is possible. I believe was put on

skills | have and the needs she has, I am abl

one el se would be ableny2q02dia t3Rgdt . 6 ( Qui nn
Devel oppdnghasel strategies

il would not have made it without faith and |

(Quikumny, p2021)

il go to the hairdresser, just sitting under

my time, thétebnsi smgelOtl@anhe2,02 1)

Contiolmaldl enges

ffo tell you the truth | have
side in case of emergenci es,
2021, p . 72)

no
but

more savings
my ohegssehol



For some parents, they could only receive 1 e:
one parent, not socializing with colleagues
she insisted lunchti m& Leetwiveo rektp fail3,0 2240 202n | y t i

For the women ikmotwiiesdgst,udy ,met,heand energy ne
ASD services were compounded by the wvarious ¢
parent. For example, single parents carry t he
l abor. I n the sumwaged | abor consists of navic
processes needed to obtaial IASDheseotvhe&r scame @i
reqguired to raise a child wiOtlmWO p.pex@m|] needs.

4. 7.0400dKk

Paredtud $9oeqtheirhop,aly eaamsd cordfoernshet heturehildren
syst evamai wlemved t hirmdiigsicdowrailes inrahbdelitedaat ar @
ot heniari n f iNedvienrgtshtenlee stea,i n BiodMo §si ef' s (2021) ar
Pearson & (MeOald@amd rax Ilpvadceent recomhd ethaaipstudeat e
desires ofthheugphoentrlgar di anah chmlwse ramidces can be:
supporf{ seke®l)gCufl eur al | y asnpde criefpircevaesrtdnitg otnh e me

i ncl sdiariat,e rainadlupport.Pgondessi onal haatfmangser vi ces
awareness and afndtelres t@wldtinrgal anaf fienBteamwségpct i onal
famidfi eshi |l dremwawi ah sauti sthr ong Raa siprkep roefs stehde p a
t hat Bmoarcek prowesbkd obal smpor$amd gaomenthd al so s he
white prolawisngntaliss knowledge and professional
due tionftihheeonleiek el wi thkeilrd CQusiLmmay,) GehZxl al | vy,
however, parents spoke ofsetrhvei cdeess iarned foorrg apnriosfaetsis

greater awarenebBes aft amti vwen modt heir needs
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Figure 21. Outlook comparative review map

0a

Recommendfaari osncshool s, services and organisations
il think that putting more knowl eBllgeckout t heil
AmeriscamxamBll acsk oAmetr hatanhave children on t he
are getting services, that are actually benef
to be more involved in their childbés service:
would really, readallyhebegabbgepledl2ly, real
fHer teacher has a special education certific
there is a difference. She has had teachers t
see the differgmhaeaer §vaedada®ml &py. 28)

i feel |l i ke a part of what is going to be mo
l' i ke us and communities |ike ours knowi
need and try[ing] to remedy some of the i ssuc¢

edawat 0(oBr.own & NoQ2tlB,®r

Advice for other parents



Mno

ifAs a parent of an ASD child you have good d:
take it, enjoy it and |l ove it. On the bad da\
you have to. Pull yourself back .o{Qugentnher, bec
Lunny, 2021, p. 31)

iyou know your kid, then you know what he <ca
him just because he' Bongott fao ccuesr toani nt hlea blea b. e |
you want your child to do,owhBoeggoyuy 2@ah1l, yp!

ifAdvocate and continue to advocate. Change d¢
and ADondt wunderestimate your ch(iQui.nnfhey ar ¢
Lunny, 2321, p. 3

4. 7.CdOmpar avteirvwauenma r y

The compar at ¢ & e tdocomsornwsstheroravt ¢ he | i terature support
withESAWhiIi |l e the literamnur € ur e einktawree tsreadliraetdi vel y
sample sizes, ranging from7) hteo pa2 tparn tpiaciitp &@nxtpe I

show many simhlarstupperts the validity of the fi

i denttihfait eicmeperdovement and intervention.



5 DI SCUSSI ON

5. 1Chapaoveerr vi ew

This chapter uses the findings, relevant theori e
practice, and recommendations. As the Iliterature
t hleiterature in detail, this chapter will focus
BCP experiences and enhance professional practic
5.2l mplicatreoommmamdati ons

This research found that BCPs rmuwpsdadvoeccaotnes & etrov e n
provide their children with autism the support,
process of shpeatdbvio gt @ requires parents ttoheacquir
essenti-abdveuospkeiyl | s), where they must educate the
SEND systems, overcome internal conflict about |
connections to cultivate coll aborative support.
BCPs experienced many barriers while trying to a
barriers were related to personal, familial and
related to difficulties with schaoolinntemrdclaoalalA
barriers or those regarding treatment towards an
Il ntersectional factors, including the age of di a
compound some of Stohceéeso® ndimfi i eBiltbafddensa.l e si ngl e
parenthood were other significant intersections
the interactional and ptaptfcghtaspects of the ¢
These fdmawnegstihen atreas that professionals and
It is envisioned that educatiomdl trhswehamldagi st s
schools and services to i mplement the recommenda
with the EP role of championing social justice,
focusing on O6fairness, equity, and eqatadndegd awa
(Embieta & Birch, 2024). The )Brciotdies ho fP seytchhi oclso gsitc
i mportance of recognising and developing awarene
effecti wengeresdon ntervention and to help ensure

(British Psychological Soci ety, 2021) .
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The concepts of O6cultural competenced and, mor e
become increasingly more prominent in EP researc
as a tripartite model that i ncl udeecttihweley ewistemt
cul t

Cul t

act.i

rally diverse groups: cultural awareness, Kk
ral responsiveness, on the other hand, take
chall enging and aciksnmawd teldigr gh gs d diiea lo nigroji

ef |

=]
T Q
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o =] o [ [
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- (@]
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e
advo with min

n
n

ction, and humility required by p
ority cultural groups rather
n

i mpo

_‘
- Q T

ance of recogni sitmgnmderhso mald arcd oanpll ti s rhanle |
e

and t i mpact of culture and social experiences
bel onging (Lopez et al ., 2013). This will be cru
consultation, ascessmenearcmtaeamdentai ning to dev

resp

(@]
5
(7]

ive practice.

Thes culturally competent and responsive princi

rese

e

psychol ogy research c¢closely align with the ai ms,
arch (see Table 9). Ther e arde fTohuery ihmpglhilciagtl
n

t he ecessity for increased collaboration, aware
f amiwh e shcahviel wirmt i sm within the schools, setting
with. This improved involivovemehpsai medeoseahdnhog,
fostering a sense of belonging and ultimately | €

both the children and their families.

TRse outwionmesinclude better identification and e
Cari bbeanwbhchdwiehl support more tinmediyy lamd saoppr
| i kcehlaynognee of t i @ ncstoibibetnati mii m@g na s i sa doo rBACiPreg t o t |
ESAT I nstdée ad nofses asmrgtéEmg mae®f protection against
bidasncorrect amsdumptsbnstrlkeatmentti on wil | mor e | i
the needs of the chil e ctshdatin dipgpvw e paaldrdda sedhygy ebde e n

t hsfuppvoer taind cul t ursayl dtye mse sgroonusnnieétthhe tchhel Irde sour ¢

accessible to them.

Supportive approaches by schtolod rseifnerddautdiengs, and
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nse to the finding that:

ants have many di sempowering
where they are dismissed, ig
sment, diagnosis and/ or suppo
gachkntda Additionally, parent

di fference when professional

and involved them in process
I i nvol ve:

n andudpement al communication
wl edge of their child, involyv
ual desire to support their ¢
ommi t mentpatroe nlitiss't ecno ntcoer ns, f
cedures (according to the SEN

essary steps to address them.

ognising and celebrating the

communicating these to paren
l oring al/l possibilities, i nc
ues impacting the c¢hidlidgantosdd
parent and consultatedwmc dtrioan
chol bgheteded.

uring that any diagnoses do n
opportunities for the child

engths and abilities are reco

|l ising parents knowl edge, e.

evant training and/or materi a




Representation and culturally specifi

I n response to the finding that:

There is |imited represent aBl ®okBlaaladkc
Cari bbeahdren and families, e.g., in
resources about autism. This compound

support needed, and parent al internal

Representation and culiavalblheg:specifi

m Ensuring that | eaflets, websites
resources regarding autism have

represented in them.
m Cecreating or consulting with BC

m Developing (or helping devel op)
children with auti sm.l elchelsy BT RS

someone knowledgeabl e and sensi't

mnm Having a |list of relevant and cu
services that can be offered to

(al ongside the universal service
m Bearing representation in mind w

mT Seeking to understand potenti al

i mpact BCPs, e.g., attending mee
responsibilities, and seeking to
m An advadaampi on (|l i ke the & ol & heef
& Mortier Paper (2021) who is pa
the needs of children and famil:.
understanding of issues facing B

that can support the deovmho®mpdanit

ti me.
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A wholrgani sati on

I n r es ptohied ex dti o0 g

There areclhoaf $
|l eadership) and
knowl edge and un
young people. Th
compound bias an

del ays in assess

A wh-ot g@ani sati on

T A commit men
rai ses awar
admin and t

service use

m Compl eting

staff, pupi

knowl edge a
m Regular sta
and/ or prof
needs. Cul't
training.

m Training, i
attributed
interpretat
over/smnhdewl

and address

T Di scussi on
with potent

individual.

aut

that :

amnd
prof
der s
i 5i c
d di

me nt

aut

t to
enes
he o

r

[7)]

a ne
I

nd u

(72}

ff ot
essi

ur al

ncl u

to misbehaviour (e.g.

i on, di fferent or | es
ation), and undetsthmp
the situation.

and identification of
i al autism traits wit
sed planning and inve

i sm awareness str

ot her educational
essionals from he
tanding about aut
aht eeaacexhbatieend¢ é
sproportionately

, diagnosis and s

i sm awareness str

i mprl ganeing a tnigora  ay
s and acceptance
rgani sation c¢ommu

etc. ).

eds assessment, W
parents and ser vi

nderstanding and

raining delivered
onal s that meets

diversity and au

di

5

g raising awar
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m Training that ensures all childr
adequate provision that nurtures
mai ntains high expectations.

m Regul ar assessment of the strate
al sol wtdlree v oi c,e ohairlecdnrtesn and youn

Raising awarene®$ ack Latciommeanti es

|l mspongdéfetmdi ng t hat:
There is |Iimited aw®dBl amrmd&s € aad dubteraiatu it é
|l eading to delays in identifying trai
was found to contribute towards feel.i
sociaadl ati on.
Raising awaren8&8s$aCarfi hineamsmcommuniti e
m Al It hoef i mpl i cations and recommen
trust, representation and sound
Bl ack Cacadmmbwemninties.
m Utilising and valuing the exper.i
autism to support and engage oth
mnm Partnering with key inBltackit Camis
communities to make information
T Ensur i nagwatrheasté $ a tiemvi elbvaenas n gaBl a c k
Cari bbawesheand men Bl atctke Cvacrd sbrbuerai
m Being mindful of the use of |l ang
strengths rather than deficits.
m Signposting to further informbhyi
step instructions and support ab

Tab9 e | mpl i c etcioammse nadmd | on s
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Raising cultural awareness and addressing cultur
i mpl ementation of the abowespo@mlinvde ruanissocnosnepi eotuesn chy
traifhiomgeygmpl support this; but should not be u:
UK matmal ysis by the Equality and Human Rights Cc
unconsci ous chainasbet reafifneicntg ve for raisi mgl awatene
associ atiiosn utseesdt ianngd di scussed and intkuded) vehw
they also found that there needs to be-bhseter r e
to ensure efficacy 8)0At e&Swanid@un cetncdlu.s,i oh®B1l wer e |
culturalcyompeiteinng (George et al. (2015), so wh
to be a committememtantdo elnbregdded devel opment .

I't is therefore proposcammuhmnitt if e sa nedwWroyr rkEwWdsjuoar , a s
199,88 discubdeetliteratusedreviesftabmesbl | abhgrati\
culturersefolflecsteildn, initiative and passion around
Cari bbean children and young pdédcpldé swassBamaghirsm

on CoP in inclusive education has found that it

Mnalternative todotwea appdoacbnalbj)opll ow spac
and trust, (c) close the gap between espouse:/
specialized expertise, and (d) dilute the eff

prioriotnigespaanents and edu,pat)iarso (Mortier, 20

Further mor e, resBPRhach Amedo®anmt uhal |-sychdoovler se f &
partnerships also found that this approach of | o
can redefine and restore relationships and trust
possibility fornt hcoltlhaborn atstonsitwons, e. g., the

rai se awareness of autism and the concerns of B C

however, t hat needs further research.
Al t hough the discussed implications and recommen
a collaborative approach such as CoP can help to

onset and start work on the proposed changes wit
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5. 3Tools to support parent s8dhoodcyaddind ag efae ¢ oirv
r

r
future research

A crucial finding of the ESAT is that early diag
adaptability, andheeshsee ndteiyeadrvoopenskcnyt | ®ifese are key
t he r ol eadovfo csautpee,r particularly during the years

di agnosis also |l eads to better outcomes for the
research as discussed. | te dwiclat itohnearle fgposmdyec hboel oi gm pso
professionals who work with BCRHRs tdd awmroks i tso gaentdh e
a good understanding of the child to support pro
recommendations outlined above wil/ be essenti al
An i mportant area for future research, however,
that wil |l a) make clear the support and essentia
earliest stage to enable targeteanidnttadvaemtail dry a
sensitive way to start meaningful conversations,

approaches proposed for developméehe dAaB6t eture r

model tdaemdot her an intervention concept from Narr

5. 3 Ahadvocesy uascse ss ment

Anidvocacy resoumwoal as hed pmentof essi onals t o unde

strengths and resources that a BCP and their fan

will enable early targeted support to equip pare
possi bl e fuetsur(ei .ceBtaddeeunyi o§§ t he ESAT). The curre
the essential skills and factors that empower an
appropriate tool, they couledhth e na puea poedc .f Ars tdh i
the |iter dntelB&Emodel ewan be used to il lustrate th
(see Fi2zBamé Th®pI| eThe O6Existing Resourcesd variabl
area to assess. Perception of the stressor is al
i mproved resources (McCubbin & Patterson, 1983),

assessment linkattikkvies ptewould need to be compl et
possible, i . e. ., soon after O6noticing differencebé

raises concerns or a professional recommends t ha
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| ! Bonadaptation
I
- Os
b : Existing and
Existing | ) New Resources
Resources | !
/ | ©OA
| : Coping Adaptation
a . | | Pileup ‘
F A Oc
C K ' A
Perception I Perception x
ofa | \ of x + aA + bB Maladaptation
I
| I
1
Precrisis | | Postcrisis
I
—time — ' time

Figure 22. ABC-X model (Hill, 1958)

AB&Xvari abl e{ AB&Xvari abl es efsrsemtti had d vsaucpaecry {
(ESAT)

Pr-eri si s

a-Thetressor Notidifnffger ence

T Chil dodébs behaviours not u

. . or di smissed
A situation

family has | 9 Behaviours interpreted b
no prior prg¢ parenting
T Socially excluded from s

T Withdrawing from some so

T Emoti onsadciiasnddl at i on

b-Exi sting T Autism knowledge and und

resources?
T Family support (extended

spouse/ partner)?

Protective f f Family autism knowl edge

within and 4

family that f Supportive and informati

Drevent crid services and educational

i mprove copi f Knowledge of SEND system
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1 Access to

f Access

systemic suppo

services and Therapies?

to coll aborative

experienced parents of ¢

support groups?

c-Perception

The definiti
family make:
event .

The more ne
the family
stressor, tf
they are to
cope with ci
vice versa.

Il nt edi sdlonance?

A

A
A
A

Accepti ngnbaraddidfyer ence?

Fear
Uncertainty
Deni al

Shame

X-Therisis Stage 2 Activators
A Problems and challenges ex
systems
The event tf
adequately 1 A Treatment of child
to cope witdl
_ A Treatment of parent
depending of
interaction A Organi sdytsifamalt i on
aAPi l eup (offStag®©n@doing and/or escal ating
stressors) exclusidmisbamal s .
bBEXxi sti mgw 4 T Col |l abseupparvte
resources
1T Specialist/expert advice?
1T Support groups?
f T Extensive knowledge and | ¢
(2]
CCGPercepti on 1T Organi saytsifamalt la o Kaua nd m

P o Citr i

aA and bB

knowl edge
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T Rac biads

T Injustice

XxAdaption Out comeatdmdk

The result

in the fami/|
which evol vé
intended t-o

term conseq

Tabl@ Tdoe bARXmodel parent adapPpWMab®Gubbitry & aPdtatbdre
1988nd the essaedvdaadc )y BERgo)r y

I n addihtedsemr ntudgppaal voctacy and resources outlined ab
some other characteristics and aspects were iden
early diagnosi s. I n contrast, others were found
for an assessmeet tthhowdetoasomamilies with more c¢
|l i kely need a higher |l evel of support, (esveeen wi t h
Table 11)

Compounéhicngr s Additional factors t
di agnosis, advocacy

persistence

T Later diagnosi s/ 1 Earl y enga gseunpepnotr
mai nstream educat professional who

) assessment referr
T Without speech an

di fficulties T Child has speech
) ) di fficulties and

T Male child with a identification
f More than one chi 1 Parent hasl awdlvea
SEND equivalent qualif
T Single parent f Higher househol d

T Lower househol d i

Table ESAT factors that compound chall enges ant

diagnosis and advocacy devel opment
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It is important to use an appropriate method to
the development of the assessment tool will helnp
to notse htobdts settings, as outlined in the implic

al so need aammsseoensdsomehwiwaauti sm stabtegyuyppodt BCP
famil i.esThweelslystems surrounding the child and f a
trusting partnerships with BCP families. This |1|e
approach.

5. 3 Adarrathevappyr o-drcdeli o (Tol)

Thaoeel 6 (TolL) is a thlkeaasepeutocl aaddsineegvanti c
aims to develop engagementa,utchoorrn encgtdbe dorfe snsa rarmd itvh
2016; Ncube, 200ABQ01%Par ham,

Participants draw or are given an outline of a t
including origins, skills, hopes] ||l mporaanbnpBbop
Through a series of guiding questionecorkdewngref]l
t heom he corr de@mdaddignlyge tree. This exerc¢cise can b
cul minantitrhge prebtentndt vbodsEaalc hn atrrreaet icvreesat ed i s di
together to offorlmfae G&fhoeméodtdd@inmng shar ed oetxhpeer i ence
gr o.utpe  ToL al swi tuhseidndi vi dual s, and if working wi
compl eted abeug. thditveiubdicthg htéspsectkal Il ecnrogpess

andr eams.

The TolL hasaroatesa&ndhpoaiptyi ve psycho-tegyreBue t
approach, it has been considered an inclusive an

with diverse groups and cultures and support a s
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Narrative Therapy Tree of Life

= (Ncube ,2006)
/\S/t;jvqs
-

R
(ch«\lef\gﬁ) R )
- losses 6
- lack of resovrces
- Stressful events

Leaves
(1mportant people n my life

- Can be alive,dead of no
Lowger presens

Fruk
(Gipts given to me)

€.9- Kindaess, kove V’

Trunk
(sKills and interests)
€-9- CookQ!\ﬂ,eMpa‘\'kj

Branches

(hopes, Areams ond wishes)

- whok do | wonk my futvre
to look liKe

Grovnad
(present Lie) Roots
- Whece | live (Whece | come from)
- whece | spend my - ¥y family ond importont people

day
- Activities Ln oy
daily Vife

- My origin and ancestry
- Treosured ritwals, foods, songs

Illustration 5. Tree of life (Ncube, 2006) lllustration by Juliet Young

TheTowas first developed by Ncube (2006) in South
and communities to overcome difficult | ife exper
clinical and educational settings eilefdteeammti onal l

identity and cultural differ eefawegse e rengalmealent( G-

health services (Hughes, 2014). I't has al so been
Cari bbean communities, e. g., t o henrpirtoavgee Ad hriilcdarne
young peoplebdbs enwetlilobmeaitrhgh EAMHB Bndt he London Bo
Hackney (Fiveways et al., 2022) and Bl ack Caribb

with the MNHS a(2Bylrlne

There is growinnge duusceatoifo nToll hdssy dhlbsoldaugey t o its the
and ability to gather -basaddianhdrmakional hyasehse
ToL has also been found to help parents feel mo r
children's needs, resulting in better outcomes f
i mprovementsbolidemrtachelrati onships, encoluee aging sh
reauthoring and presenting of personal stories (
The researcher has wused TolL in their own practic

been particularly helpful when dominant O&éprobl en
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and/ or their family, as it helps to restore a se
depth and understanding about the child and thei

For these r easnoanrsr,afaipvogpa d mgswmch as the TolL, with
children, can provide helpful structure and guid
buil ding and information gathering that wil!l hel
al so acts asenahornthevéeamily, as mentioned, that
problem but seeks to under st asd Tihhies whsolseo neenti Hidn
participants of the currentnsr evdsddir stupwpalruae d ei pr i
and settings.

Further research could explore how this approach
advocacy resourtces! asAsesmanetnitoned earlier, part.i
a helpful way to do this. The aim would be to en
experience of completing these assessments/inter
understanadarggteandupport.

5. 4Afr eas for future research

I n addition to researching t haediasscsussdssmmenhi and i n

study identified that the following areas are in
T How Bamck ahiidriea be prepared for interacti
autism awareness be raised among | aw enforcert

T I'dentifying auftusat itommiing Blnadk gmal es with at
main factors that | ead to diagnosis? How can

i mproved?
T The experiences of the diagnostic process, e.
T The experiences of BCPs from broader soci oec ¢
T The experiences of Bl ack Cari bbean fathers wl
T The experBemPwheos hhafve daughters with autism
1T Prevalence rates and age of diagnosis among |

T The experiences of pare@einvtecrufletam eocst henr tBilea dJkK
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5. 4Thleor ett acalt eanbi futyher research

The
wi t h

ESAT

i s

a theoretical model that presents th

autism. While it is specific havwvderleeir exper

potentaippl ytd o the experiences of parents of chil

broadl vy,

parents

e .

wi t

agover nment

parents

Many

Mor e

systems,

fre
felt u
recent
i n

S

to handl e
2018) .

Addi ti onall

st abpave

wh o

have

bee

Research,
hidhunctioni

autism diag

foll owin

g

judgment s

s hame

The
of i
adap
reso
t he
nuan

cul t

An e
grou
rath
t hat

fiel

-b | saeni ef,

stru

d

S

k

ati

r

e

e

r

ce
vV e
S

al

amp

r
t

of
t
h i

an

c
e
0
S
I

h
s
d

ch

S

a

o

tu

y
n

So
an
p
p

g., ketyh ea sapcetcitwsatoifoms tsatgeege2 t hat f ocus
hin systems have been highlighted in
study investigatingnthdeetUKectfiowuane $
guently had negative and stressful e X

nheard and di smissed, often | eading t

studies have similarly reported that
cluding | ocal authority officers, as

ituations with prof es sOiloon;alAdsanmsa nedt rae

y, other aspect st lhod itchentEiSfAiTcafpiaoni am

n identified in other studies that foc
il dren with auti sm cahnid dhbéosw dtihaegyn ohsai vse.
uch as Grayds study on the 6felt and

ng autismd (2002) and Makino and coll

nosis (2021), drmovti an s ot haltenparfertds ae
n autism diagnosi s, as wel | as their
f others as also seen in the ESAT. Th
and grief.

re of the ESAT also has scope for the
stages. It can be argued that al/l par
stage, a stage where t hHey aicrcteesrsact mo

and a stage of reflection and plannin

reednvt 0 coalccrysi e padiio r s BICPls t o attain. Howe Vv e
di fferent factors that are more pr omi
oups.

of this can be seen in Theara and Abb
uth Asian parents in the UK primarily
adopting the more social dodelussf di
erspective aligns with the high |level

rofession in South Asian communities.
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a familiar and culturally relevant framewor k, en
with greater openness and confidence. This is cl
especially d6dadapting, accepting, anncd leimmbgr aacnidng ¢
overcoming stigmad, as it provided the empower me
support and understanding for their child. This
transferability of the ESATO0S f ouredetnitomrcsultta rtahe
groups, while still emphasising the key concept s
Abbot finding i-medmpalttpndoféesionals who wor k wi
educational pshcihbltohgeh snsese,d atso ibhte aware and sens
behind a medical wunderstanding of autism. |t <can
around the social model of disability and differ
outline iteswsithpmninkit behcomtreent UK SEND systems.

Ov

re
t h

erall, this example illustrates the potenti al

experiences and journeys of parents from differe
presented groups, to improve cultural responsi
eir families from diverse backgrounds

5. 5Di sseminati on

A central aim of this research was to understand
with autism to Iimprove exprespopeiscandedelVel o fc
their stories and the derived theory and r ecomme
di ssemination of this research includes:

T

T

Presenting findings at researcher's Educati ol

Presiennge searedhicatt i onal psychcel oggy clchref eBrPeSn caendd

Association of Educational Psychologists (AEI

Producing a |leaflet summarising the main fin
research for Educati ohat alPsylhtidddoieyn Serwii cess,

CAMH&®uUuti sm assessment centres

Of fering to preadsuecmtt ifoinmadi mpgsyfcentod soigmpge acenr v ns e s
with high Bl ack Garibbean popul ation

Sharing the mesoamth awitti m organi sations and

National Autistic Society and offering to pre



1T Contacting organi spaatrieonnts ,g rcohuaprsi ttiheast asnudp p or t
families

T Sharing ftiesaiintghh prof essi onail s dadnalc artei soenaarlc her
psychalnadgy el at ed ifniteirtesawi it dmanet hni city and

T Share research findings and recommendati ons

T Publish the findings in relevant journals, i1
Psychol ogy

't i Bmpbsgtmantonsitdher sbtemi mdtoedvatilome i mpl emented
brianbgout the redquiinedsulgagmrgdp.od ntghatchool st mend ser
todlos develeph@mademtvi ce partner.shWips Wempa opreidor i
rel at ijtonaatd pshar gd cwinsmemnnt amioo ks e f fhbeecp p |vDad ey .

to the bauiseéemamaerumd i ve approaches armpd opotheads di s
educational tpaskye htoHeg@aliesdéadgi enhanced competency i
This wildl emadd ked rt dwind €, otornasiud & nag yi sothe mi ci s utplpe r t

i mpl emeandt embeddi ng ofT hteh ersees eparracshteirc tasi bnys
deveilnoghli scahtdgnti nuing profesossmanaat deamred opmapy
seking more i R®PiIigbti ngt goru@ g ad tngb aerehdc teivciedence wi
support t hef adialriitnagt iamigb ionfg otthbde $sssagniEsnneawt i n g
eviden&kmoaneddge more widely aMiddt eotethead ptame of t I
di ssemination of tdalbsowkeelslesgardgsiiomd $ a a uitait ii BvReSsn d

ot hseerr vi cest heasame. r e

5.6LIi mitations of research

This resasmattidalas quali habplvengtedyxy participants
mot hers. They were passionate about raising awar
education. To tfhirst remiethd ctheopf i cial to explore t
fathers and BCPs from broader soci oemoosno nifc tbhaec k
participants' children were boys,datuwgeghrteeriss. mor e

Hearing from professionals and organisations who

and s ugprpoourpts, wuséf plr oivhfded matrinomwhat things have
practice and those that have not. A broad spectr
and depth of this research area, which can furth

experi Addesional ly, there were no UK studies on
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culturally and statistically similar popul ation
This group was fouwdt hoaberumpberopfipaeal l els fou
research. Nevertheless, as more research is cond

wi | | be able to conduct |l iterature reviews on th
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researc contributed to a small but growing

h

city and is the first UK study to exclusive
have chigroduemcssiée tshipalkdtvioscth.e gDhye

des a snapshot into the strength, persisten

ts who

q
< ® S O
=)

eir children with autism. The participants, ma

o

ren thrive, became |l earnemp, exatamar eld ffupgmd
elings to ensure their childrenf6s needs were r
of essionals and adults working with their chil
sitive aspirations for etldfwar e Tdored ehpdrd igoant
derstanding of the things that support them an
inking and used their developed advocacy skill
ve enabled the opportpmartty tto idmpred vwe epteacd me <
I I boefi B ack Cari bbean children who have autism
sses that greater partnership, understanding

i al . I't al so pmovanmae spoteemtmmalndtadriget ed i nte

c
n O o

. 1IResearrefthleect i ons

aimed to derive a theory that conveyed the sha

e complexities and dimensions within them. Thi
ncepssehto-adveopwaey naamredd it was recognised t ha
atic concept but one of process and devel opmen
warding aspects of t hiinst errevsitedapebcnhy iwcaisp ametest.i nlg wa
ruck by their willingness toebal dpaevedand ev EEISAE
ve the depth that it does. I't was an honour to

w provide the research wor |l d nan dphtienltge vaabnotu ts y st

sitimuwecterdchdange
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with some research suggesting there is an under identification, and others suggesting an over identification.
This research aims to explore these findings through the views and experiences of parents.

Why have you been invited to take part?

| am hoping to interview parents of black Caribbean heritage who have a child diagnosed with Autism and
who:

Were bomn in the Caribbean or the UK

Are the primary carer of the child diagnosed with autism (ASD) since birth

Are willing to talk about experiences related to having a child with autism

Has English as their primary language

Autism is the primary diagnosis their child has received

N O N RN

Child with autism can access the mainstream curriculum

If all of the above apply to you, | would like to invite you to participate in this research project.

What will Participation Involve?

Participation involves an informal interview with me. Before the interview, | will go through this information

sheet with you again and you can ask any questions related to the study. | will also check if you are still
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happy to take part. The maximum time the interview will take is 60mins. If, at any point during the interview,

you would like to stop, you can do so at any time.

| will take notes during the interview, and the interview will also be audio recorded. Recordings will be
stored on a digital recorder and transferred to a password secure computer. It will then be transcribed
(typed up word for word) and deleted after this is complete. When transcribed all real names will be

replaced with made-up names.
What is the time frame?

Interviews will be arranged at a time convenient for you and will take place between March and June 2021.
If you wish, a summary of the findings will be shared with you by July 2022. If you have any questions

beforehand you may ask them at any point.
What are the benefits of taking part?

By taking part in this study, you will have the opportunity to share your experiences, views and opinions on
Autism and the processes of assessment and diagnosis. This will help contribute towards the gap in
research and allow professionals to hear the voices of black Caribbean parents to inform best practice

when working with children and families from black Caribbean backgrounds.
Will the information | provide be confidential?

Yes, your privacy and safety will be respected at all times. Under the Data Protection Act (2018), all data

(including interview recordings and transcripts) will be kept in a safe and secure place.

As the participant group is small however, there is a chance that people who have good knowledge of you
might recognise some features even when anonymised. Additionally, In the case information being shared
about anyone being in harm to self and/or others, | will have to share this with the relevant agencies to

safeguard those involved.

This research is independent of any treatment and or services you might be accesses through the

Tavistock and Portman or Essex County Council and will have no impact on them.
What are the possible risks of taking part?

There are no anticipated risks. There is a chance that recalling experiences about the journey to your
child's diagnosis might be upsetting. If you feel distressed at any stage of the interview, you will be able to
have a break or stop the interview. | will also check to see if you are feeling comfortable and If any difficult

thoughts or feeling have arisen. | will offer advice about services that can provide support.
Do | have to take part?

Participating in this research is entirely voluntary, and you do not have to take part unless you would like to.
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What will happen if | don’t want to carry on with the study?

You are free to withdraw from the study at any time and to have your data removed from the study up until
the point your data is being analysed. You can do this without any explanation, disadvantage, or

consequence. At this pointin time, your data will have influenced the findings and will be difficult to extract.
What if there is a problem?

If there are any problems you can contact me, or if there are any queries about the conduct of this research

please contact:

- Trust Quality Assurance Officer

Contact Details

If you would like further information or have any questions about this research, please do not hesitate to

contact me using these details:

£ (I
T D

If you would like to take part, please read, and sign the attached consent form and retum to my email

address above.

Thank you for taking the time to read this information.
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The Tavistock and Portman m

NHS Foundation Trust

Consent to Participate in a Research Study
Title: Exploring the Journey to ASD Diagnosis: The experiences of Black Caribbean Parents who
have a child with Autism

| have read the information letter relating to the above research that | have been asked to participate in and
have been given a copy to keep. The purpose of the research has been explained to me and | have had the

opportunity to discuss the details and ask questions about this information.
| understand that:
- | have been asked to participate in a 1hr interview that will be audio recorded

- My involvement and the data from this research will remain strictly confidential and all names will be

changed
- Only the researchers involved in the study will have access to the data

- In the case of information being shared about someone being in danger to themselves or others,
confidentiality might be breached to safeguard those involved

- That findings will be included in a research paper and shared with professionals and other parents.

- That! have the right to withdraw from the study at any point before analysis of data without

disadvantage to myself and without having to give a reason.
| agree with the above statements and consent to participate in this study:
Participant's Name (BLOCK CAPITALS) .. ..ot e
Participant’s SIgnature ...........ccoooiiiii
Researcher's Name (BLOCK CAPITALS) ...t

Researcher's Signature ... .. ... e

Date: .........oocoviiiiiis
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Appendi x 4: TREC amendment approval

Quality <academicquality@Tavi-Port.nhs.uk>
Subject: FW: Change to Doctoral Research Protocol

Dear Karla

| can confirm that | have received your updated TREC documentation in light of the
current circumstances and that the changes have been approved. You may proceed
with your research.

Your changes pertain to a change in the inclusion criteria which initially specified that
the child's age at ASD diagnosis needed to be between 5 and 18 (at least a year
after starting mainstream school). This has now been changed to there being no
specified age of diagnosis owing to recruitment of participant issues.

Your updated TREC form is attached
Kind regards,

Senior Quality Assurance Officer

(Research Degrees and Research Ethics)

Academic Governance and Quality Assurance
https://tavistockandportman.nhs.uk/research-and-innovation/doing-research/student-
research/
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Appendi x 5: Participant inclusion cr

Parents of black Caribbean heritage who have a ¢

V Were born in the Caribbean or the UK

Are the primary carer of the child diagnose
V Are willing to talk about experiences relat
V Has English as their primary | anguage
V Autism is the primary diagnosis their child
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Appendi x 6: Research information pos

//

PARTICIPANTS WANTED

FOR RESEARCH EXPLORING THE VIEWS &
EXPERIENCES OF BLACK CARIBBEAN
PARENTS WHO HAVE A CHILD WITH
AUTISM

Are you a black Caribbean parent who has a child wit
autism?

Was your child diagnosed between the ages of 5 and 187

Would you like to help schools and services to better
understand your experiences?

If you answered yes to these questions, you are invited to
take partin this research.

Who is doing this research?

My name is Karla, and | am a third year Trainee Educational Psychologist
from the Tavistock and Portman MHS Trust. | am interested in autism,
culture and ethnicity, and the voice of parents in autism research.

What will taking part involve?

Taking part in this research will involve an informal online interview with
me, about your experiences and the processes leading to your child's
autism diagnosis. Dates and times for the interview are flexible and will be
arranged at a time most suitable for you.

%

What are the benefits of taking part?

Your participation will help services, schools and professionals to better
understand some of the experiences of black Caribbean parents who have
a child with autism. This aims to support the development of services, and
to make a valuable contribution to research in this area. -

IF YOU WOULD LIKE TO TAKE .
PART OR HAVE ANY QUESTIONS, ‘
PLEASE EMAIL ME OR LEAVE A

MESSAGE AT:

Z

.
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Appendi xsTru$emired interview questions

MaiQuestions

Tell me a bit about yourself and your family
When was it first identified that your child
How did you first become aware of these addi!t
Were you the first to notice, or did another
What did you (or) they notice?

What was your (or) their understanding of the
What happened after these things were identif

What were your experiences with the processe:
di agnosis e.g. who was nvol ved, timeframes,

How were the reasons for diagnosis explained
What support, advice, and information were y
Did you tell others about the diagnosis at t|

How do vy think that autism is understood ai
t

communi
Did you find anything helpful about the proc:¢
Il s there anything that you think would have
How have things been since receiving the diaf

What would you say yo have |l earnt on this |
el

child, or anything
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STAGE 1

Identification and adaptation stage

Brown and Mortier (2021)

Experiences with the family and community:

1. Isolation

- Ostracised from nuclear family

- Feeling a lack of membership in extended family
2. Unfamiliar with autism

- Denial of the existence of disability

- Shock, overwhelm, self-blame

Jones (2021)

Theme 1: Challenges raising child with ASD

- Emotional responses to diagnosis

- including shock, shame, relief, frustration
and anxiety

- Social isolation

Quinn-Lunny (2021)
Theme 4: Isolation

- Feeling of isolation from spouses,
grandparents, and extended family when
deciding to seek assessment and diagnosis

- ‘Lonely in the marriage’

- Fear of a label

- Accused of being bad parents for letting
‘white people label child’ instead of ‘fight
against the oppressive system’

Hetherington (2012)

Theme: Acknowledging the Impact of
Autism- Processing the Diagnosis

- Depression, fear, confusion, dismay

Morgan & Stahmer (2020)

- Feelings of denial

- Not prepared, anxious and
exhausted by diagnosis process

and a sense of decreased support i . .
- Starting to isolate from society

- Realising life is going to be different

'Y
‘\‘m_
\‘“‘H\H o
~_ - _—
) 2. Internal dissonance _—
Outlines the feelings, thought processes
and contexts involved as difference is
noticed, and/or when an autism diagnosis
I s first made. These are closely related to
«— the experiences, contexts and belief —
systems held within the culture. ___‘—*————____7_*
- 7 Fear .
e / * uncertainty
- + Shame
// / * Denial “‘x\\
* Mother/father \“"-x\‘\
Morgan (2021) disagreement ~a
Theme 2: Advocacy \
Value System
Development Pearson & Meadan (2018)
- Stressors - . L q .
include Lewis et al., Barriers to obtaining a diagnosis -
personal, (2012) Extended family views
familial and ) id ) - lgnoring the instinct to seek
relational - Escape a?fDI e assessment because of family views ie.,
stressors, i.e. like to denial ‘there’s nothing wrong with him, he’s
with spouse just a boy’

McNair (2015)

Theme: The isolated and ridiculed parent
- Feelings of failure and self-blame

- Denial

- Tears

- Grief, sadness, sadness, anger

- Initial feelings

- Manifestation of Isolation

Debabnah et al. (2018)
Theme 3: Stigma in the Black Community-
Barrier

= Denial and shame
- Fear of labelling child
- Ignoring ‘gut feeling”

- No socioeconomic patterns related
to reported levels of stigma

Lovelace (2018)
Theme 3: Family Dynamics

- Single Parenthood- Emotional
Difficulties

- Family Interpretations /Shame and
blaming the parent

- Lack of autism understanding

- Spiritual advice/ ‘Pray it away’



STAGE 1

|dentification and adaptation stage

Morgan (2021)

Theme 3: Positive Adaptation
- Mothers finding relief after their child’s diagnosis

- Feelings of ‘empowerment’ to take action after
the diagnosis

- Diagnosis leading mothers to actively seek
support

- Growth in confidence in communicating with
professionals and autism providers

- Mothers beginning to fight against stigma in their
own families and educate them

Morgan & Stahmer (2020) a

- Moving from Internal dissonance to
accepting and educating self:

- “It required me to remove myself
out of that grief state and realize |
have to figure out what was gonna
benefit my son”. pp.12

Lewis et al. (2022)

Positive Appraisal

Positive Self Talk

- Reframing child’s challenges as
strengths

- Spiritual Practices- Praying, Meditation,
Faith

e

Morgan (2021)

=

Trustworthy Agents of Support :

- Act as a positive buffer to more adverse
experiences

= Partners

- Some professionals, e.g., a social worker
or Speech and Language Therapist

- ‘Double the advocacy’ needed

- Importance of black representatives and

role models '\

e —
3.
Accepting
and/or
_ embracing
— difference
Jones (2021) P

Theme 1: Challenges raising child
with ASD

- Structure and Routine/ needing to
adapt and do things differently

- Changes in Lifestyle

Theme 2: Parental Stressors-
Support systems

Lewis et al. (2022)
Coping Strategies- Seeking Formal Support:

- Services providing material support,
emotional support and showing care

- Formal support groups of other
parents- emotional and
informational support

- Partners and Co-Parents- Childcare
- Family- Instrumental and emotional
support

Links and access to relevant
professionals and service.
made through nent
and diagnosis.

Learning more about autism.

v

Finding internal resources to meet
needs of child.

Organising life and decisions
around needs.

Developing ways to adapt as needs
develop or change.
Protecting/isolating self from
contexts of potential judgement.
Independent research/seeking N
possible answers for differences. —

McNair (2015)

1. The isolated and ridiculed parent

- Some parents do not have access -
to services leading to limited -
opportunities for child and big

adjustments needed by parents. -

Manifestation of Isolation

Combat difficult feelings with a relentless pursuit
of knowledge

Putting faith in God to help cope

Debabnah et al. (2018)

Theme 1: Primary healthcare provider's attention to
caregivers’ concerns

Facilitator

- Some caregivers experienced attentive
healthcare workers who listened and made
the necessary referrals for screening and early
intervention. The children of caregivers who
had attentive primary care workers were all
diagnosed before the age of 4.

Morgan & Stahmer (2020)

- More able to use cultural capital when respected
and listened to by service providers

Quinn-Lunny (2021)

Theme 4: Isolation

- Temptation to ‘hide’ child to avoid judgement

Lewis et al. (2022)

Planful Problem-Solving

- Active efforts to solve problems/Doing whatever
is necessary or something constructive towards
the problem

- Seeking information about autism / seeking
answers independently

Informal Support

- - Some parents experienced fear of burdening
others, so kept things bottled up



STAGE 2
Activation advocacy stage

Lovelace (2018)

Theme 1: Racial Discrimination

- Covert and overt racism in medical and educational spaces
- Directed at the mother and/or child

Brown and Mortier (2021)
while school
il Disempowering Experiences

- Poor implementation/ quality of service

= Tense communication and lack of cultural awareness

- Errors and difficulties caused by school district/
requests ignored, stalled, shelved

- Mother's knowledge about child dismissed or not believed
- “Each stage, from diagnosis to receiving proper services, was “m\‘_\h
fraught with difficulty”. pp.8 g - -
4. Activation
Theme 2: Complex Collaboration
- Ower with negative and
- Child's needs not being met
- Difficult Interactions with school Personnel and Service Providers
- Child's needs not being met
- Outhumbered and not listened to at meetings
Morgan & Stahmer (2020)
Parent and child experiences- *
- Mathers told they are difficult and adversarial in the IEP process | *
- Not listened ta _.__7___——*—___—
- Settings not seeing child for their strangths o
= Schaol refuse to refer child for assessment and want to exclude them .
- Example of crises breaking Internal dissenance and leading to action .
Morgan (2021) — .
Theme 2: Advocacy Value System Development -
- Active reslliency needed to navigate oppositional agencies, /’ .
policies and peaple e .

- Stressors create the development of advecacy

- Stressors include being ignored and dismissed by professionals
compeunded by personal, familial, financlal and relational
stressors, i.e. with spouse

Jones (2021)
Theme 2: Parental Stressors:

- Doctors and HCPs having little knowledge and
understanding of autism

Pearson 8& Meadan (2018)

Barriers to obtaining a diagnosis:

- HCPs Ignoring Parental concerns

—

Treatment of parent

Treatment of child at school

Organisational dysfunction

‘Activation’ in the
studies includes
experiences with the
healthcare system,
school districts and
educational settings.

Questions and querles not taken serlously
Labelled “intimidating’ or ‘trouble’ for showing concern
Requests for assessment ignored

Differential treatment

Recommendations and support not put in place
School staff lack of autism awareness

Mot recognising needs as SEND

Adultification and ‘chosen behaviour’

Internal exclusions

Exclusions, managed moves, and PRUs

Inflexible

Biased processes
Misinformation
Inexperienced staff

McNair (2015)

The isolated and ridiculed parent:

- Micro-insults and aggressions from school
staff and personnel

- Misunderstandings

- Powerlessness and Withheld information

- Prevalence of racism

Hong & Singh (2019)
Limited therapeutic services:

- Complex and confusing bureaucratic processes

- Navigating systems including process delays, long walting lists,
.2, 1 year for appointment

- Out-of-pocket expenses for services Medicald does not cover

- Frustration with the bureaucracy involved in IEPS

- Lack of timely pravision of the right provisions for ehildren in
school.

Hetherington (2012)

Hazards and ebstructions that mothers and children must overcome;

Microaggressions and actual aggression (towards parents and ehildren)
= Hostile treatment, ignored, pressured to accept ‘mentally retarded” or ‘emoticnally disturbed label, given
incorrect information, Physical aggression and harsh treatment against children

School Assumptions about the mothers and children
= Parents treated as dangerous and aggressive, Children not seen for their gifts and strengths

Debabnah et al. (2018)

Barrier to diagnosis:

- Primary healthcare workers not attentive te the concerns of some caregivers- ‘let’s walt and see’
approach.

These children were all diagnosed between the ages of 4 and & (later than those who had more attentive
HCPs).

= Theme 2: Percelved racism and poor caregiver-provider interactions- Barrier

- Majority of caregivers reported unease with interactions and perceived this as racism
- Incorrect assumptions made about the caregiver
- Some thought that it was due ta the reputation of the neighbourhood that they were from or their

economic status,

Quinn-Lunny (2021)
Theme 2; Face Many Challenges

- School Districts preferring to label black child with ADHD or ‘behavioural problems”
unless child is non-verbal

- Difficulties getting interventions

= Paediatricians failing to screen for ASD at assessment/ perceived as prejudice or
cultural barrier

- Parent ignored and dismissed

- Lack of knowledge and understanding about autism by paediatricians, therapists
and educators

- Professienals thinking because a child is verbal, they cannot have autism

= Lack of resources and evidence-based treatments.

- Difficulties getting interventions

- Teachers not trained in ASD

- Concern about the impact of delays and rejection on child

Theme 3: Unequal Treatment of parent seeking ASD identification

. Not listened to, rushed, or treated unfairly by professionals

. Stereotyped assumplions made,

- Judged as ‘welfare murms”

. Parents needing to push against biases

- Professionals more likely to |ust see ‘behavioural lssues” rather than autism
. Parental passion seen as “anger.”

- Difficulty trusting institutions because of blases

M N



STAGE 2
Activation advocacy stage

Hetherington (2012)
Overcoming the hazards and obstructions invehes: )
Learning tha system through partnerships
Resisting the system
Exercising maternal agency
Theme 3: Demonstrating Agency (ESAT Stage 2)
Realising knowledge is not enough A .
Protecting children as a primary goal
= gh through

Becoming: 8

McNair (2015)

Theme 3: The parent warrior

- By any means necessary <+
= “One battle after the ather”

= Services war

= War through self-education

- Regainingpower through advocacy

Lovelace (2018)

Theme 2: Complex Collaboration

Resilient Advocacy

- MNeeding tofight harder to access services

B fliencyis ith service provid ily
community.

- Owverwhelmed with negative experiences and emotions
- “Path to resiliency built confidence that led to better collaborathve
experienoes’

Jones (2021)

Theme 3: Accessing support servioes

= Resilience

Demonstrating resiliency and tenacityin the
face of repetitive barriers and resistance

Morgan & Stahmer (2020)

1 bythe mothers:

forms of Cultural C

- Resistant cultural capital The ability to oppose and challenge inequality.

- Itural capital-The ability igate sy not builtwitha

population of peapla in mind
- “Supportive social context’ identified as an important facter in facilitating the use of
culturalcapital

5. The Essential Super-Advocacy Cycle

Brown and Mortier (2021)
- Cultural brokers support parent advocacy

Preparation and Advocate

Preparation

Catalyst to actively *  Research SEND rights and statutory
seek autism pracesses
= loin parent support groups
assessment
*  Seek support and advice from relevant
arganisations and/or by professionals
— +  Relentlessly advecate for child's needs

/

Pearson & Meadan (2018)

Facilitators vo accessing services

Parent Advocacy [main facilitator lees)
Forming partnershipswith educators, service providers

and HCP

Parent pursuit of knowledge (a subrategory of

advocacy) Morgan (2021)
Disseminationof knowledge

Sources of support/i.e, faithand family

Advocate

Debabnah et al. (2018)

- Socioeconomic differences in
Theme 1

Caregivers who were persistent In
seeking assessment and referral
despite initial Inattentiveness
from HCPs sverwhelmingly had
university or advanced degrees
and/or a household income of
$100,000 or more,

Theme2: Advocacy Value System Development

Active resiliency

ppositional agencies, policies and people

Stressors create the development of advocacy

. inclhude bei . P tod
81 P
Hong & Singh (2019) by personal, familial, financial La with
The mothers more likely to be successful in accessing services tended to:
Theme 3: Positive Adaptation
- Have higher educati dforSupport f he child's fath
- Extensive knowledge of the Medicaid system Growth in confid - ' PETI J artis il
- Cultural capital important to help navigate the bureaucratic - . .
systems. - Mathers beginning to fight against stigma in their awn families and educate them

Development of essential advocacy factors

Quinn-Lunny (2021)
Global Phenomenon : ‘The Relentless Fighter”

Black Parents fight, advocate, and persevere in meeting the needs of their
children with autism. ‘The battle is for their child and their child’s future,
Parents demonstrate the qualities of ‘empowered adult learners’ by serving as
transformational leaders for their families and communities (elements of adult
learning). They also demonstrate problem-focused learning=—the greater the
problem, the more mativation’,
Theme 1: Seek Allies
- Family, support groups, counsellors, paediatricians, et
- Other parents found to be key allies
- B e of black professionals for und, di
- B & of white p ional allies

‘they are more likely to be listened to by other white
- Culturally relevant support groups

professionals’.

Lewis et al. (2022)

Planful Problem-Solving

- Active efforts to solve problems/Doing whatever is necessary or
something constructive towards the problem

- Seeking information about autism/ Parents seeking answers

independently

Self ~Contral

- ‘Professional persistence’/ Code Switching (a part of Planful Problem
Solving)

- djusting behavi e ication to counter the angry
‘Black Mamma' Sterectype.

Seeking Social Support

= Informal- Parents of other children with autism- the most common
source of support mentiened and considered very important, having
others who understand

- Family- Instrumental and emotional support

- Formal- Services /material support/ Legal Aid that provide
informational support, emotional support and care

- Formal support groups of other parents- ematienal and Infermational
support

Essential Super-Advocacy

Factors

v Enhanced autism awareness and
ongoing learning
v" Ability to overcome stigma and
inner conflict
v" Connections and
collaborative support




STAGE 2

Activation advocacy stage

Morgan (2021)

Theme 1: Trustworthy Agents of Support

- Acts as a positive buffer to more -

adverse experiences

- Partners

- Some professionals, e.g., a social
worker or Speech and Language
Therapist

- ‘Double

the advocacy’ needed

- Importance of black representatives

and role

models

Lovelace (2018)

Theme 2: Complex Collaboration

Some helpful interactions where
service providers/teachers
listened and were helpful

Brown and Mortier (2021)

Experiences while navigating
school communities:

6. The Essential Super-Advocacy Cycle-

Su ppOFtIVE Practice 1. Empowering Experiences

(significantly less data on
this)

- Positive and effective
communication
- Shared decision-making

Supportive Practice

Examples where the child’s needs

have been prioritised, and the Lewis et al. (2022)
parent’s voice listened to.

Seeking Support

1. Formal Support

- Services providing material,
emotional and legal support and
showing care

- Formal support groups with
other parents offering emotional
and informational support

M H
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