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Abstract
A scoping review of studies carried out in the UK and the USAwas conducted to explore the perceptions, experiences, and needs
of culturally and linguistically diverse families of children with autism. Overall, 32 articles met the inclusion criteria, 25 studies
were conducted in the USA and 7 studies in the UK. Four themes emerged including (a) knowledge and beliefs about autism and
their impact on the family; (b) autism and family life; (c) family experiences of accessing services and support, and parents’
needs; and (d) multilanguage. Findings highlighted that family perceptions of autism are influenced by an often-reported lack of
knowledge; experiences include social stigma as well as difficulties in having access to services. Needs indicate the development
of culturally sensitive interventions, information in multiple languages, and parent–professional collaboration. Implications for
research, policy, and practice are included.
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Introduction

Autism affects how a person acts, communicates, learns, and
interacts with others. The global prevalence of autism is rising
with an estimated worldwide prevalence of 1–2% (Baxter
et al. 2015). While the prevalence rate has been reported as
1 in 59 children in the USA (Baio et al. 2018) and approxi-
mately 1% of the population in the UK (Baird et al. 2006)
there is considerable global variation in prevalence rates
(Elsabbagh et al. 2012). In addition, there are significant

differences within countries with regard to autism diagnosis
and access to services, with minority ethnic groups from low-
income families, in particular, being underrepresented among
children who are diagnosed with autism. For example, in the
UK, Dockrell et al. (2014) reported that the prevalence of
autism in children of Asian heritage is half of the prevalence
in white British students. Similarly, studies from the USA
have found that non-white children were less likely than white
children to have received a formal autism diagnosis (Mandell
et al. 2009) and that they tend to be diagnosed much later
(Mandell et al. 2002).

Culturally and linguistically diverse families are also
likely to find it more difficult to access the information,
help, and resources they need and to navigate health and
education systems (Lim et al. 2018). Studies have reported
scepticism around services and how confusing these can be
to access (Fox et al. 2017; Hussein et al. 2019). In addition,
Latino and African American children in the USA tend to
receive fewer intervention services than white children
with an autism diagnosis (Magaña et al. 2013; Pearson
and Meadan 2018). Angell and Solomon (2017) argue that
disparities are caused by a ‘cultural deficit’ discourse, as-
suming that Latino parents do not have the knowledge or
ability to fight for services. Latino families often face re-
sistance from professionals to care for their children
(Angell and Solomon 2017).
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Paradoxically, research has also shown that rates of autism
are higher in some ethnically diverse populations (Lehti et al.
2013; Bolton et al. 2014) and that those families may be more
likely to have a child with autism and a learning disability
(Bolton et al. 2014). Despite this, there are significant gaps
in understanding how different cultures and beliefs influence
the unique health and educational needs of children with au-
tism from diverse backgrounds (Davenport et al. 2018).
Furthermore, autism can be constructed differently in different
cultures and there is a need to develop a better understanding
of cultural orientations towards autism. In Nicaragua, for ex-
ample, autism is not defined or acknowledged (Kim 2012).
Somalis living in North America and the UK have attributed
the term ‘Western disease’ to autism because there is no word
for autism in their native language, and many people in the
Somali community believe that autism does not exist in
Somalia (Decoteau 2017). A UK study of parents of children
with autism from Somalia found that cultural attitudes and
language differences were factors that influenced their under-
standing and acceptance of their child’s difficulties (Fox et al.
2017). A recently published study (Kinnear et al. 2016) with a
sample of 502 families from USA and Canada showed that
parents report that they experience stigma and that this adds to
the difficulty of raising a child with autism. In addition, expe-
riences of stigma related to having a child with autism can lead
to social isolation and exclusion (Kinnear et al. 2016) and to
mental health difficulties (Papadopoulos et al. 2019).

Research on the needs of culturally and linguistically di-
verse children with autism and their families has found that
minority ethnic populations are underrepresented in research
studies (Centers for Disease Control and Prevention 2014;
Mandell et al. 2009; Perepa 2014). Current understandings
of autism are thus primarily based on research conducted with
white participants (Hoekstra et al. 2018). As a consequence,
there is little understanding of how different cultures and be-
liefs influence the needs of families from diverse backgrounds
(Davenport et al. 2018). This, in combination with the fact that
few studies have emerged from the Global South, indicates
that the knowledge produced often reflects specific types of
culture and communities. This presents a gap in the literature,
which indicates the importance of capturing the complexity of
life for people with multiple marginalized identities and for
understanding how different power structures interact in the
lives of minority ethnic families with children with autism.

Addressing this gap, the present paper focuses on the per-
ceptions, experiences, and needs of culturally and linguistical-
ly diverse (CLD) families of children with autism in the USA
and the UK. The term CLD used in the paper broadly refers to
individuals whose native language is not English and/or cul-
tural background is not white British or European American.
The term reflects an intersectional approach as some of these
families have unique multiple characteristics including socio-
economic status (SES), geographic setting, and personal

situation (e.g., migrant or refugee status). Burke and
Goldman (2018) have defined CLD as ‘individuals who do
not belong tomainstream culture because of their identity with
a minority race, ethnicity or linguistic group’ (p. 4). By
adapting a terminology around CLD rather than ethnicity (as
is usually the case in the UK) or ‘race’ (which is often used in
the literature in the USA) we account for differences and sim-
ilarities between the two countries under study. Awide variety
of characteristics and terminologies are used in the autism
field. In this paper, we use the terms ‘autistic individuals,
children, and young people’ to include all those who have a
diagnosis of autism or any other autism spectrum condition.
The term ‘disorder’ is not used though, other than when di-
rectly quoting the work of people who have used this term.

Method

Study Selection Process

The article selection process for this scoping review followed
the strategy outlined by Arksey and O'Malley (2005) and the
Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) framework (Moher et al. 2009).
Empirical studies that met all of the following inclusion
criteria were included in the review: (a) focused on individ-
uals, 18 and younger, with autism (e.g., autism spectrum dis-
orders, pervasive developmental disorders); (b) focused on the
experiences and perceptions of CLD families (e.g., minority
groups, migrant, immigrant, refugees); (c) published in a peer-
reviewed journal, in English, between 2000 and 2018; and (d)
conducted in the USA or the UK. Articles were excluded if
they only focused on (a) screening and diagnosis tools; (b)
economic costs of autism; (c) validation of instruments, ge-
netic testing, medication, and risk factors; and (d) methodo-
logical issues related to recruitment.

A keyword search was performed in four databases: (1)
PROQUEST Social Sciences Premium Collection
(Education Collection), (2) EBSCO ERIC, (3) PSYCINFO,
and (4) SCOPUS including MEDLINE. The search algorithm
included all possible combinations of keywords from the fol-
lowing three groups: (a) autism, autism spectrum disorders,
pervasive developmental disorders, or autistic disorder; (b)
culturally and linguistically diverse , bilingualism,
multilingualism, English language learner, English as addi-
tional language, ethnicity, race, migrant, immigrant, or
refugees; and (c) family, parents, mother, or father.

Titles and abstracts of the articles identified through the
keyword search were screened based on the study selection
criteria. Potentially relevant articles were retrieved to evaluate
the full text. A cited reference search (i.e., forward reference
search) and a reference list search (i.e., backward reference
search) were conducted using the relevant articles that met
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the selection criteria. Next, the articles identified through the
forward/backward reference search were further evaluated
and selected using the same selection criteria. A repeated ref-
erence search on all newly identified articles was conducted
until no additional relevant articles were found.

A total of 1278 sources of references and abstracts (records
identified through database searching, n = 1267, and records
identified through other sources, n = 11) were found with the
use of the search terms. These sources were generated in an
Excel spreadsheet. They were reviewed and filtered by rele-
vance and the focus of the study (Table 1). Three hundred
seventy-one were duplicates and were removed; the remaining

907 records were carefully screened to double check for du-
plicates and filtered by relevance and the focus of the study.
Six hundred twenty-seven records were excluded because
they did not meet the inclusion criteria. The remaining 280
records were reviewed, and the authors sought to solely iden-
tify studies that examined the experiences, perceptions, and
needs of CLD families. Two hundred thirty-nine records were
further excluded, and as a result of this process 41 papers
passed the title and abstract phase and were identified as eli-
gible for inclusion. An inter-rater reliability check was con-
ducted to confirm that all included studies met the inclusion
criteria and addressed the aims of the scoping review. All

Table 1 PRISMA 2009 flow diagram
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ambiguities were discussed, and the inter-rater reliability re-
sulted in 97% rating agreement. Full text of papers that passed
the title and abstract phase were downloaded and screened
independently. All authors reviewed the full papers and fur-
ther excluded 9 studies with a reason. This process resulted in
the final inclusion of the 32 studies.

A standardized data extraction form was used to collect the
following methodological and outcome variables from each
included study: (a) author(s) and publication year, (b) country
where a study was conducted (USA or UK), (c) purpose of the
study, (d) individuals with autism (number, age, gender, diag-
nosis), (e) family members (number, gender, role in the fam-
ily), (f) diversity characteristics (e.g., socioeconomic group,
ethnicity, religion, refugees/immigrants status), (g) research
design and methodology, and (h) key findings. An inter-rater
reliability check was conducted for the standardized data ex-
traction form on the basis of 5 papers by two graduate stu-
dents, one of whom was based in the USA and one of whom
was based in the UK. The students blindly reviewed the same
papers, and the matrix was revised to ensure appropriate cat-
egorizations, consistency, and credibility of the data. A second
inter-rater reliability check of 25% of all papers was conduct-
ed after the full completion of the matrix. This reached 100%
agreement. The data from the matrix were used to report the
results, and qualitative content analysis was applied to orga-
nize the literature under key themes and sub-themes.

Results

The majority of the identified 32 studies were published be-
tween 2016 and 2018 (n = 19), followed by studies published
between 2010 and 2015 (n = 12). One study was published
between 2000 and 2009 (n = 1). The majority of the studies
were conducted in the USA (n = 25), while seven studies were
conducted in the UK. A total of 5602 parents (81 fathers and
330mothers), seven other familymembers, and a total of 5363
individuals with autism participated across 27 qualitative stud-
ies (e.g., ethnography, case study, interview, narrative inqui-
ry), one quantitative (survey) study, three mixed methods
studies, and one study with unspecified method. The sample
size of participants is skewed by the paper by Benevides et al.
(2016) in which they report the findings of statistical analysis
within data sets from the National Survey of Children With
Special Health Care Needs in the USA. This sample included
5178 participants, and no information about the gender of the
parents was provided.

In relation to the sample of the family members, mothers
and fathers participated in 13 studies, only mothers participat-
ed in 9 of the studies, only fathers in 2 of the studies, and
parents and other family members (e.g., siblings, cousin,
grandmother) participated in 5 studies. In 3 studies the gender
of the parents was not specified. In terms of ethnicity and

cultural background, participants described themselves as
‘African American’ in 2 studies, ‘Afro-Caribbean’ in 1 study,
‘Asian American’ in 3 studies, ‘Asian Indian’ in 1 study,
‘Black’ in 3 studies, ‘Chinese’ in 1 study, ‘Hispanic’ in 2
studies, ‘Korean’ in 1 study, ‘Latino/a’ in 2 studies,
‘Mexican’ in 2 studies, ‘South Asian’ in 5 studies, and
‘Somali’ in 5 studies, and in 4 studies the ethnicity was not
specified. In 16 studies parents identified themselves as immi-
grants and in 2 studies as migrants.

The range of the sample with the individuals with autism
ranged from 1 to 10 (n = 10 studies), 20–60 (n = 3 studies),
and in one study the sample size was 5178 (Benevides et al.
2016). The individuals with autism ranged in age from 0 to
23 years old, and the majority were under 18 years old. In
relation to gender, the individuals were boys and girls in 11
studies, boys in 12 studies and only girls in 1 study, while in 8
studies the gender was not specified. In relation to autism
diagnosis, parents reported the diagnosis of their children as
‘ASD’, ‘autism’, ‘Autistic disorder’, ‘Asperger’s Syndrome’,
‘High-functioning autism’, ‘PDD’, or ‘PDD-NOS’.

Following the extraction of the data, all authors read the full
papers. The authors identified and discussed initial themes
related specifically to the purpose of the review. Coding con-
sistency was ensured by all authors agreeing on the themes
and by one author completing a second round of coding. Four
key themes were identified in the analysis of the 32 papers
included in this scoping review: (a) knowledge and beliefs
about autism and their impact on the family; (b) autism and
family life; (c) family experiences of accessing services and
support, and parents’ needs, and (d) multilanguage. These
broad themes were furthermore divided into a number of
sub-themes (see Table 2).

Theme 1: Knowledge and Beliefs About Autism and
Their Impact on the Family

Lack of Knowledge Among Parents and in the Community A
common theme in many of the papers was a lack of knowl-
edge among parents about autism prior to their children’s di-
agnosis (e.g., Fox et al. 2017; Ijalba 2016). In the USA, a
quantitative study of parent knowledge and perceptions of
autism across ethnic groups, Ratto et al. (2016) found that
Latina mothers had significantly less knowledge of autism
than white mothers, even after controlling for education.
Huang and Zhou (2016) also reported that out of the
Chinese families they interviewed in their USA study, almost
all viewed autism as ‘a temporary and transient state of being
that reflected delays in a particular developmental stage, rather
than a disorder that causes global and far-reaching delays in
the child’s cognitive, adaptive, and social-emotional develop-
ment’ (p. 64). Parents furthermore found symptoms confusing
and were uncertain about the implications of the condition.
Confusion about autism was discussed by Selman et al.
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(2018) and Fox et al. (2017) in their study of UK Somali
families, who struggled to categorize and understand autism,
often noting the perception that autism does not exist in
Somalia. The parents received conflicting messages from their
own community, who also sometimes suspected that the par-
ents themselves had caused their children’s autism. This com-
bined with the general lack of understanding of autism in the
community and stigma around disability and mental illness
led to frequent stereotyping and othering of parents of children
with autism.

Lack of knowledge of autism in the community, resulting
in criticism of parents for having caused the condition, and
subsequent experiences of isolation and stigma were de-
scribed in several papers and in relation to a range of CLD
communities, including the UK Somali community (Fox et al.
2017; Hussein et al. 2019), the African American community
(Burkett et al. 2015; Lovelace et al. 2018), African Immigrant
mothers in the UK (Munroe et al. 2016), Asian Indian families
in the USA (Zechella and Raval 2016), and Hispanic families
in the USA (Cohen and Miguel 2018; DuBay et al. 2018;
Ijalba 2016). However, these sometimes coexisted with other
responses. DuBay et al. (2018) for example described that
while some extended families rejected the diagnosis, others
were very supportive. Similarly, Fox et al. (2017) reported that
while some of the UK Somali parents in their study avoided
contact with neighbours and friends, others talked openly and
with pride about their children, and this was to some extent
related to their own stage of acceptance and concerns about
stigma. The lack of understanding and awareness of autism in
the UK Somali community was described in Hussein et al.
(2019) as a reason for parents being insulted by family and
community members. However, at the same time, some par-
ents rejected this and refused to hide their children from the
community.

Explanatory Models When trying to understand the cause of
their children’s autism, families drew on a range of religious

or cultural explanations. This was common across several of
the communities described in the papers. Ijalba’s (2016) study
of Hispanic immigrant mothers identified traumatic events,
unexplained fear, and the mothers’ own sadness during their
pregnancy as common explanatory factors, and these were
particularly prevalent among mothers who did not have legal
permanent residency or lacked support from extended family.
Ijalba (2015) also described other external factors perceived
by Hispanic mothers to have caused autism, including
Quechua traditional beliefs about wind sickness and Latin
American folk beliefs about fright and hurtful gazes.

In Jegatheesan (2011) and Jegatheesan et al. (2010a,
2010b) study of South Asian Muslim immigrants in the
USA, parents interpreted the meaning of having and raising
a child with autism through their faith, and described their
child with autism as a gift from Allah, and they themselves
as ‘chosen’ for the task of raising the child. Similarly, the UK
Somali parents in Hussein et al.’s (2019) study interpreted
their child’s autism as the will of Allah and as a test that they
would later be rewarded for having accomplished. In addition,
some of them believed that autism was the result of a jinn
entering the child’s body.

The Asian American immigrant parents in Wang and
West’s (2016) study also invoked a range of explanations
when trying to find the cause for their children’s autism, for
example having cooked baby food in the microwave, the child
suffering a fall where ‘Chi’ had been leaked, or the mother
violating a pregnancy taboo. In addition, mothers cited envi-
ronmental and lifestyle factors and fathers’ diet, genetic fac-
tors, the environment, vaccine injections, and modern
technology. Vaccines were also mentioned by the parents in
Hussein et al. (2019) and Cohen and Miguel (2018) as a pos-
sible cause of autism, with the former also mentioning a lack
of sun and vitamin D and the latter genes and family history.
The idea that autism was related to maternal behaviour during
pregnancy was common in the studies. The families of two of
the African American mothers in Lovelace et al.’s (2018)

Table 2 Key themes and sub-themes emerging from the scoping review

Key themes Sub-themes

1. Knowledge and beliefs about ASD and their impact on the family a. Lack of knowledge among parents and in the community

b. Explanatory models

c. The impact of beliefs on parents’ actions and coping

2. Autism and family life a. Stages of acceptance

b. Family dynamics and the involvement of extended family

3. Family experiences of accessing services and support,
and parents’ needs

a. Access to support

b. Experiences of the services provided.

c. Support groups and information about culturally diverse families with autism

d. Parents’ needs

4. Multilanguage a. Family perceptions of multi-language

b. Families views about professional perceptions of multi-language
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study had blamed their children’s autism on the mothers tak-
ing drugs or drinking while pregnant, although the mothers
denied this. Gilligan’s (2013) study of South Asian Muslim
mothers in Bradford, UK, had been told by their networks that
autism derived from their behaviour or diet during pregnancy.
Similarly, Jegatheesan et al.’s (2010a) Somali parents in the
USA both searched for a medical diagnosis and listened to
their relatives, who explained the children’s autism with the
mother’s health or the consumption of prohibited foods during
pregnancy and a lack of adherence to religious practices.

As this shows, participants provided a range of explanatory
factors, some based on their faith or spiritual convictions, and
others on their beliefs about the environment and their own
behaviours. In some cases, parents differed from the extended
family and community in their explanatory models, as described
above by Lovelace et al. (2018), and sometimes parents invoked
different models simultaneously.Munroe et al. (2016) for exam-
ple showed that the three African immigrant mothers in her UK
study to some degree drew upon African cultural beliefs, but
also ‘appeared to disagree with the majority of these’ (p. 811).
The mother who had most recently migrated particularly wor-
ried that autism had been caused by a curse and sent money to
Africa for ‘sacrifices’ to stop it. However, the mothers generally
rejected the common perception in the African community that
their sons were ‘mad’, ‘possessed’, or naughty and adhered to
the ‘new explanation’—autism, which appeared to protect them
from feeling helpless and gave them some power over their
situation. Nevertheless, the contradictions between this model
and the traditional African beliefs of their community led to
painful conflicts within their cultural identity and feelings of
marginalization from both cultures.

The Impact of Beliefs on Parents’ Actions and Coping In ad-
dition to identifying lack of knowledge and a range of beliefs
about autism, the papers showed a strong link between the
parents’ knowledge and beliefs and their actions. For
example, Luong et al. (2009) described how South Asian par-
ents in the USA relied on faith to cope with their children’s
condition and used religious practice to provide them with
hope and sense of perspective. Jegatheesan et al. (2010a) men-
tioned that parents drew on elders in their choice and use of
folk treatments and furthermore believed that their child’s
condition could be stabilized by religious and dietary
practices. Jegatheesan (2011) also found that parents drew
on their religion when arguing for a full inclusion of the chil-
dren in family and community activities.

Parental beliefs about disability held by the Hispanic
mothers in Ijalba’s (2015) study also influenced how they
engaged with and participated in their children’s education.
One mother, for example, kept her child home from a school
summer programme; another often kept her daughter home
from school all together, as she believed the protective envi-
ronment at home was better for her. Finally, Huang and Zhou

(2016) showed that the level of difficulty and stress experi-
enced by the Chinese parents in their study depended on the
parents’ level of acceptance of their child’s diagnosis, with
those who had low acceptance levels experiencing more dif-
ficulties with the demands of their child. This shows the im-
portance of acknowledging the processual nature of family
approaches and the diverse impact of autism on family lives.

Theme 2: Autism and Family Life

Stages of Acceptance Many of the families discussed in the
papers described a sense of shock when their children received
a diagnosis of autism (e.g., Baker 2017; Jegatheesan et al.
2010a), with some experiencing significant subsequent isola-
tion (Huang and Zhou 2016; Munroe et al. 2016). Fox et al.
(2017) noted that many of their participants were unfamiliar
with the word autism and therefore were left feeling confused
upon getting the diagnosis. Illustrating the dynamic nature of
family responses to autism, Luong et al. (2009) identified a
range of phases, which their Southeast Asian families went
through. This included denial and passive coping, empower-
ment, redirecting energy, shifting of focus, rearranging lives
and relationships, changed expectations, social withdrawal,
spiritual coping, and acceptance. This gradual acceptance
and development of coping mechanisms was found in several
of the studies. The African immigrant mothers in Munroe
et al.’s (2016) study initially went through a phase of acquir-
ing information about autism through the internet and by
talking to professionals. Through this they came to an agree-
ment with the diagnosis, which offered a framework for un-
derstanding their children and how to help them. The Korean
Immigrant mothers in You and Rosenkoetter’s (2014) study
had found it difficult to accept their children’s condition at
first, but later began to adjust their maternal role to address
the specific needs of their children. This included re-
evaluating their role as a mother (with some giving up their
jobs to look after their child) and their priorities as a family.
Similarly, the Asian Indian families in Zechella and Raval’s
(2016) study described how their children’s disabilities had
led them to change their perspectives on life in general and
their particular role as parents and advocates for their children.

Parental self-sacrifice was identified as a major theme in
Huang and Zhou’s (2016) study of Chinese families of chil-
dren with autism, and this was particularly prevalent in
families with more traditional values. Wang and West
(2016) also found that the Asian American Immigrant mothers
in their study put their careers aside to look after their children,
but not always without grievance. The mothers tended to em-
ploy emotion-focused coping and religious coping, whereas
fathers tended to use rationality-focused coping strategies,
e.g., searching for related knowledge and going on a journey
of hope and illustrating the importance of gender-specific cop-
ing mechanisms and family dynamics.
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Family Dynamics and the Involvement of Extended Family
Families varied in the extent to which they drew on extended
families and community members for support, and this
depended on the wider understanding of autism in the
community. The South Asian Muslim immigrant families
described by Jegatheesan et al. (2010a) did not view their
extended families as a resource for coping with the diagnosis
and refrained from openly talking about their emotions
because they believed such talk could negatively impact on
their extended families. Huang and Zhou (2016) linked the
isolation and deterioration in social relationships experienced
by several of the Chinese families in their study to their fear of
‘loosing face’. Fox et al. (2017) and Selman et al. (2018)
described the negative perceptions of mental illness within
the Somali community as a source of social isolation and
exclusion for the families, due to neighbours or friends
avoiding their company and parents self-isolating to protect
their children. Selman et al. (2018) furthermore described how
parents engaged in a complex negotiation around the diagno-
sis of autism, with fathers particularly struggling to accept it.
Wang and West (2016) also mentioned the particular difficul-
ties of fathers in accepting the diagnosis, with some being in
denial and therefore not telling their families about it.

Relationships between fathers and mothers were described
in some of the studies, including Kim and Kim (2017) who
found that linguistic barriers, stereotyping, and contentious
gender roles led to marital conflicts and instability, as the
Korean immigrant mothers they studied struggled to raise
their children with disabilities by themselves at home.
Conversely, Zechella and Raval’s (2016) Asian Indian fami-
lies considered their relationships to have been strengthened
by them focusing on their child rather than their own differ-
ences. Finally, the relationship with siblings was discussed in
a few of the papers, most significantly in Sage and
Jegatheesan (2010) who presented two contrasting examples
of how a European American and Asian American family
explained autism to their typically developing sibling and
how this consequently impacted on the siblings understanding
the interactions between the two.

Theme 3: Family Experiences of Accessing Services
and Support, and Parents’ Needs

Access to Support Hannon et al. (2018) identified three key
reasons for differences in diagnoses between ethnic and racial
groups: disparities in access to care, disparities in diagnosis
timing, and disparities in the frequency of dual diagnosis. In
relation to the second reason—timing—several of the papers
reviewed mentioned that CLD groups experience delays in
diagnosis and have greater difficulties obtaining care than ma-
jority ethnic families (e.g., Benevides et al. 2016; Burkett et al.
2015). One explanation for delayed diagnosis provided in the
articles was the lack of knowledge of families and their beliefs

about disability (Luong et al. 2009). As noted by Fox et al.
(2017):

Community attitudes towards mental illness, challeng-
ing behaviours and disability, combined with the lack of
vocabulary to describe and explain autism, made accep-
tance extremely challenging. It was therefore difficult
for parents to recognise that their child’s disability was
characteristic of autism. These attitudes also prevented
parents from sharing their concerns about their child,
meaning that assessment and diagnosis were sometimes
delayed (p. 309).

Furthermore, it was common for parents to approach mem-
bers of their families first, rather than seek professional advice
(Burkett et al. 2015; Fox et al. 2017; Luong et al. 2009), and
these often advised them not to be concerned (Fox et al. 2017;
Jegatheesan et al. 2010a).

Lack of familiarity with their rights as parents of a child
with a disability and the system in general were also identified
as reasons for delayed access to services and collaboration
with professionals (e.g., Jegatheesan et al. 2010a). Fox et al.
(2017) found that parents lacked familiarity with the many
different systems and that this, combined with their language
barriers, contributed to delays in accessing support for their
child. The UK Somali parents in their study furthermore
displayed a ‘widespread concern that their child would be
taken away from them if they were seen to be having difficulty
coping with the demands of raising a child with autism’ (p.
312). Hussein et al. (2019) similarly described a general dis-
trust in Western Medicine and medical explanations among
Somali families in the UK but also identified a move towards
combining interventions based on faith with more formal ad-
vice from health care professionals.

In addition to such family-based explanations, some of the
studies acknowledged that these worked in parallel with more
systemic inequalities to explain delayed diagnosis. Burkett
et al. (2015) identified a combination of diagnostic bias, poor
access to health care, child presentation, and family symptom
interpretation as cultural influences on diagnostic delays and
treatment in urban African American families. Illustrating
how these factors worked in tandem, they described how the
families in the study engaged in ‘family protective care’, prac-
tices that promoted the children’s independence, treated them
as ‘normal’ to ensure their independence and prevent them
from experiencing discrimination, and taught them to be
watchful. They argued that these practices in turn led to
higher functional skills in African American children with
autism and contributed to diagnostic delays. Potentially
supporting this, Hannon (2017) mentioned that Black
American children were two and a half times less likely to
be diagnosed with autism on their first visit to speciality care
than white American Children.
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Ratto et al. (2016) also invoked a combination of family and
systemic factors to explain diagnostic delays. While their study
showed no major differences in the time when Latina and low
SES mothers began to develop concerns about their child, they
argued that delays in diagnosis could be caused by the difficulty
the mothers had in navigating the system, the way providers and
health care professionals responded to them, and that themothers
described their concerns differently than white mothers, resulting
in professionals not considering autism as a potential diagnosis.
Finally, Benevides et al. (2016) found that families from different
ethnic groups varied in their perception of treatment needs, with
caregivers ofminority children significantly less likely thanwhite
non-Hispanic children to report a perceived need for prescription
and medication, Black non-Hispanic children significantly less
likely to report a need for child and family mental health care
than white non-Hispanic children, and English-speaking
Hispanic children and black non-Hispanic children significantly
more likely than white non-Hispanic children to report a need for
therapy services. Benevides et al. (2016) linked parental beliefs
about the perceived need for services, their help-seeking behav-
iour, and the interventions that their children with autism receive,
and based on this, they argued that practitioners need to be aware
of the multiple reasons why families may not pursue treatments
and that families from different racial and ethnic backgrounds
may need additional communication and support inmaking treat-
ment decisions for their children with autism.

Experiences of the Services Provided In addition to the ques-
tion of accessing services, the papers also found that families
from CLD groups reported a number of challenges in the
services they received. The African American mothers in
Lovelace et al.’s (2018) study had all experienced feeling
discriminated against because of their race in one or more
interactions with service providers. Communication was a
key consideration in the review studies, with language barriers
described as significantly impeding access to support and
communication with service providers (DuBay et al. 2018;
Hussein et al. 2019; Luong et al. 2009). Fox et al. (2017) noted
that even proficient English speakers reported difficulties in
understanding the words used by service providers. This was
also found in You and Rosenkoetter’s (2014) study, where the
Korean American mothers identified the special needs
terminology and medical jargon as barriers to their
communication with educators and specialists. Jegatheesan
et al. (2010a) furthermore described how the South Asian
Muslim immigrant families in their study had experienced that
therapists had been insensitive in their communication and
interaction, by showing a lack of trust in the parents’ own
reporting, a lack of interest in their background, and by using
unfamiliar jargon. They also reported ‘cultural clashes and
mismatches’ in relation to the use of multiple languages in
the home and the daily lifestyle of the families, which
included many extended family members, friends, and

neighbours. Therefore, the families expressed a preference
for professionals of a similar cultural and linguistic
background. In addition, Jegatheesan et al. (2010b) found that
the parents felt disturbed by the professionals’ emphasis on
the children’s deficits, which they contrasted with their own
more positive vision for the future of their children.

DuBay et al. (2018) furthermore identified a difference in
the experiences of families of different types of services. The
Latino caregivers in their study had felt more included in
individual private treatments but discouraged from being pres-
ent in school-based interventions, resulting in them not learn-
ing from the strategies in the latter. The authors questioned the
quality of the providers employed by different agencies and
‘whether less capable or motivated providers are at times
assigned to Latino Spanish-speaking families whose limited
English fluency may prohibit formal complaint’ (p. 1636).
Further acknowledging inequalities in access to quality ser-
vices, Lovelace et al. (2018) mentions that in the US context
‘nice programmes’ are often in the suburban areas and that
urban families have difficulty in accessing them. Gilligan
(2013) also calls for recognition that ‘in Britain and elsewhere,
support groups for parents may be clustered in white, middle-
class areas and may offer services that many ethnic minority
parents will find difficult to access’ (p. 405).

In summary, the current research on the experience of CLD
families of children with autism highlighted that these families
need intervention programmes that are sensitive to linguistic
and cultural diversity and that provide information that is ap-
propriate for culturally and linguistically diverse groups. The
families needed practitioners to take into account the lack of
bilingual and culturally sensitive programmes, to review the
information people may be getting in their communities
(Lovelace et al. 2018), the stigma they may experience
(Munroe et al. 2016), their cultural and religious explanatory
models and values (Cohen and Miguel 2018; Gilligan 2013;
Hussein et al. 2019; Ijalba 2015), and coping styles (Huang
and Zhou 2016). It also appears that there is a need for a more
individualized approach because while clinicians and profes-
sionals were urged to take culture into account and develop
programmes with the input of cultural communities (Munroe
et al. 2016), it was also noted that some parents expressed
willingness to set aside their cultural beliefs, if they thought
this would benefit their children (DuBay et al. 2018; Perepa
2014), as clearly stated by a mother in DuBay et al. (2018)
study: ‘I’m practical. If I have to leave my culture aside, I will
leave it, my son is first… My son needs to learn that, so I’m
teaching my son to point... My children come first before my
culture’ (p. 1630).

Support Groups and Information About Culturally Diverse
Families with Autism Several of the papers mentioned the
benefits of support groups consisting of other parents and
families with autism (Hannon et al. 2018; Zechella and
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Raval 2016). Selman et al.’s (2018) and Fox et al.’s (2017)
UK Somali families identified structured training courses on
autism and parent support groups especially supportive.
DuBay et al. (2018) furthermore mentioned that support
groups were particularly important when the community was
perceived as non-supportive, as in the case of some of the
Hispanic migrant families in their study, who avoided sharing
their children’s diagnosis with family members and sought
social support elsewhere, including support groups with other
Latino families of children with autism.

The parents in Jegatheesan et al.’s (2010a) study suggested
that support for families could be provided by cultural com-
munity centres that are ‘actively involved in ensuring the well-
being of their members in the US’ (p. 808). Several of them
however were not comfortable with support groups, as they
found them ‘alien’ and because they had experienced lan-
guage barriers, felt stressed and embarrassed to speak in main-
stream groups, and ‘felt lost and knew no one’ (p. 806).
Mothers particularly felt uncomfortable talking about feelings
in front of male strangers and expressed a preference for
groups divided by gender. In addition, they had found it
difficult to be in groups with people who were at different
levels of their understanding of autism. Luong et al. (2009)
described how South Asian Parents did not find support
groups helpful either, because ‘I did not want to hear about
other people’s problems, and I did not want to burden them
with mine’ (p. 227). Due to the cultural stigma around mental
illness, they had felt safer at home and alone. Finally, and
further illustrating the complexity of matching people with
support groups, one of Lovelace et al.’s (2018) participants
described feeling alienated from a support group, due to being
a single mother within a group predominantly composed of
married couples: ‘I’m like your struggles are not my struggles
at all. That’s how I felt. So, I felt out of place even at support
groups’ (p. 10). Overall, families needed structured training
courses but felt ambivalent about participation in support
groups.

Parents’ Needs Parents have different needs in caring for a
child with autism. This includes differing needs in relation to
information, family and social support, financial support,
explaining to others, childcare, professional support, and com-
munity services (Bailey and Simeonsson 1988), respite care,
information about support services and access to these ser-
vices, social acceptance, emotional support, and funding
(Hodgetts et al. 2015). In the current scoping review,
Benevides et al. (2016) extensively investigated the needs of
CLD families in relation to medical, therapeutic, and family
support services. The findings showed that caregivers of
Hispanic children reported less need for prescription medica-
tions compared with caregivers of white non-Hispanic chil-
dren with autism, caregivers of black non-Hispanic children
with autism reported less need for prescription medications,

and for child and family mental health services than caregivers
of white non-Hispanic children. English-speaking Hispanic
caregivers and black non-Hispanic caregivers reported greater
need for occupational, speech, and physical therapy than
white non-Hispanic caregivers, and no racial or ethnic differ-
ences were found in perceived need for specialty medical care
or respite care. Therefore, they concluded that caregivers of
children with autism from CLD groups may have different
perceptions of the need for various types of care and these
perceptions may impact on how they prioritize and seek care,
independent of their child’s specific needs. DuBay et al.
(2018) also examined the unmet needs of Latino parents in
relation to service provision. In this study, Latino parents
highlighted the need to be involved to some extent in therapy
sessions with their children, to have good communication
with service providers, and to receive information for working
with their children at home. Parents expressed a need for var-
ious types of support including class or therapy observations,
hands-on practice, or group workshops for families. In relation
to service provision, Latino parents expressed the need to
work with bilingual or multilingual service providers who
have professional skills and are highlymotivated to have good
and frequent communication with them, who are willing to
build relationships and provide parental support. Similarly,
parents from the Somali community in the UK also expressed
the need for good communication with the child’s school and
assistance with language to overcome the language barrier as
well as the need for support to access the education and social
services (Fox et al. 2017) and the need to work in partnership
with practitioners who are well informed about bilingualism,
second language learning, and maintenance of heritage lan-
guage (Yu 2013). In addition, Chinese parents also expressed
the need to have access to interventions, which are available in
their native language (Yu 2013).

Theme 4: Multilanguage

Family Perceptions of Multilanguage Families generally
found that learning two or more languages was important for
their children with autism, as this was seen as a key way to
maintain their heritage, religion, community, or family rela-
tions (Jegatheesan 2011; Kim and Roberti 2014). Jegatheesan
et al.’s (2010b) study participants stated that being able to
speak their native language was important for communicating
with non-English-speaking family members, for example
grandparents who often provided child care, and for being part
of the family’s social life, through which the children learned
important cultural values. Full inclusion in the family was not
considered to be accomplishable without immersion in multi-
ple languages. Yu (2013) found that bilingual Chinese/
English-speaking immigrant mothers of children with autism
described Chinese language as important for preserving their
heritage and cultural identity, to instil pride, and to help the
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children gain an advantage on the global job market. In addi-
tion, they expressed that they would feel ‘some degree of loss
if the children never learned it’ (p. 16). The last element illus-
trates the emotional element of language, which was described
in several of the reviewed studies, with parents stating that
they preferred their native language when showing affection
and singing to their children (Baker 2017; Hampton et al.
2017). Garcia y et al. (2012) parents described speaking only
in English as a great loss to the families, resulting in emotional
distancing, being lost for words, and detachment from extend-
ed family and community.

Despite the benefits of learning multiple languages as de-
scribed by the families, the loss experienced when speaking
only English, and the lack of research to support the case for a
one-language only policy, many of the parents worried that
learning more than one language would delay their children’s
speech (Hampton et al. 2017), confuse the children (Baker
2017; Hampton et al. 2017; Ijalba 2015; Yu 2013), or nega-
tively interact with autism traits, such as not reacting well to
changes or transitions (Hampton et al. 2017). In one study,
some parents however also thought that bilingualism provided
opportunities to foster abilities that children with autismmight
find difficult, suggesting that much depended on the general
verbal skills and level of functioning of the children (Hampton
et al. 2017).

Due to the concerns about multilanguage being confusing
for children with autism, the majority of the participants in
Baker’s (2017) study supported the idea behind a one-
language approach, and other studies similarly described fam-
ilies adopting an English-only approach. In Yu’s (2013) study
for example this was described as an instrumental approach:
‘A clear priority for all of the parents in the study was to
address the perceived life barriers that they associated with
the autistic condition. If the heritage language was perceived
to be an obstacle to that goal, then it was minimized or
dropped’ (p. 16).

Families Views About Professional Perceptions of
Multilanguage The confusion and apparent contradictions in
parents’ perception of multilingualism was to a large degree
related to the lack of guidance from professionals on the mat-
ter (Baker 2017), or their direct advice to raise the children
mono-lingually (Hampton et al. 2017; Jegatheesan et al.
2010a; Garcia y et al. 2012) even when the parents themselves
were not proficient in English. In Ijalba’s (2016) study of 22
Hispanic Immigrant mothers, 13 families had been advised to
shift to English only, even though 11 of them had at least one
parent who was not able to communicate in English and who
was the primary caregiver. Jegatheesan (2011) found that pro-
fessionals often considered the children’s interactions with
many relatives and community members, who were often
not proficient in English, ‘detrimental to the child’s develop-
ment’, and warned of the negative impact of using more than

one language. This in turn led to parents feeling anxious about
professionals finding out about their use of multiple languages
at home.

Yu (2013) similarly reported that the most frequently heard
advice reported by the Chinese/English speaking immigrant
mothers in her study after their child had been diagnosed with
autism was to start speaking English with the children as soon
as possible. Only two of the parents in the study said they were
told positive things about bilingualism and actively
encouraged to foster heritage language learning in their
children. All of the parents who were advised to speak
bilingually were also told to clearly separate the use of the
two languages with their children, a practice which is
questioned by Yu (2016) as being at odds with the hybrid
language practices used by families. In contrast to this,
Hampton et al. (2017) found that a substantial amount of the
bilingual parents of children with autism in their UK study
were told that bilingualism did not present any problem, lead-
ing the authors to conclude that: ‘It may be that, in the United
Kingdom at least, attitudes of professionals toward bilingual-
ism are becoming more favourable’ (p. 444).

Nevertheless, the papers documented a general lack of in-
terventions and practice material in other languages, and this
also led families to choose English for pragmatic reasons
(Hampton et al. 2017; Yu 2013). In general, families adopted
different strategies depending on the advice they had been
given, their own beliefs and their children’s situation. Some
differences were identified between parents, for example with
parents of children who struggled with language being more
worried and with individuals feeling different towards lan-
guage at different times and under different circumstances.
This emphasizes the importance of considering language in
context and of acknowledging the broad variety of children
with autism, making generic recommendations difficult
(Baker 2017).

Discussion

Overall, the findings indicate that family perceptions of autism
are influenced by an often-reported lack of knowledge about
autism and the cultural, linguistic, and religious context in
which the families find themselves. Experiences reported in
the literature included initial difficulties in coping with an
autism diagnosis, social stigma in the community and subse-
quent isolation, difficulties in accessing appropriate services,
and challenges in relation to language preferences and recom-
mendations in bilingual families. The findings indicate the
need to carefully develop culturally sensitive interventions
and information, and strengthening social support, taking into
consideration that CLD groups are highly diverse and there-
fore may not all have the same support needs.
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Lack of Knowledge

Lack of knowledge about autism among CLD parents in the
USA and in the UK is often associated with misconceptions of
autism (Huang and Zhou 2016), which relates to a deficit
model of disability (Fox et al. 2017; Ijalba 2015; Selman
et al. 2018). This may be based on viewing autism as an
impairment and sometimes as a mental illness (Luong et al.
2009). Parents who are unfamiliar with the notion of autism as
a neurodevelopmental disorder furthermore draw on explana-
tory models based on the cultural beliefs of their community
and on their own beliefs. These views might delay seeking
advice for the diagnosis of autism and for support services
(Burkett et al. 2015). However, the literature also shows that
CLD parents do not always uncritically adopt the cultural
beliefs of their communities and, in fact, often challenge and
adopt these to fit their particular situation (Lovelace et al.
2018; Munroe et al. 2016). This illustrates the importance of
not assuming that parents will necessarily adhere to particular
ideas and avoiding cultural deficit approaches. It also high-
lights the importance of developing information material in
different languages to raise awareness and knowledge about
autism within CLD communities, helping parents seek earlier
diagnosis and accessing culturally appropriate support mech-
anisms if experiencing stigmatization or isolation from their
communities.

Stages of Acceptance and Stigma

The diagnostic process is a key stressor for parents, and this
has been reported in studies with non-CLD families and also
in the present scoping review. Overall, increased parenting
stress is found in parents of children with autism prior to
diagnosis and increased parenting stress has been related to
less collaboration with professionals in non-CLD groups
(Moh andMagiati 2012). In addition, delays in diagnosis were
reported in several of the reviewed studies and careful consid-
eration is needed as this is an important issue within autism
services and is a cause of parental stress. A large-scale survey
was recently carried out in the UK examining parents’ expe-
riences of autism diagnosis and a lack of cultural diversity was
reported (Crane et al. 2016). In this study, a sample of 1047
parents completed an online survey, with 95% of parents de-
scribing themselves as white, and it was found that there was
in average a delay of 3.5 years for receiving a confirmation of
autism diagnosis, that 66% of the sample reported dissatisfac-
tion with the manner the diagnostic process was handled by
the professional and 61% were dissatisfied with the informa-
tion provided post-diagnosis (Crane et al. 2016). Similarly,
Hennel et al. (2016) in Australia in a large-scale study of
404 families revealed that 98% of parents viewed the infor-
mation about the meaning of the autism diagnosis and
accessing relevant support services as important to them, but

this information was infrequently provided by professionals.
Therefore, it was suggested that the presence of a support
person during the diagnostic assessment could improve satis-
faction and that the post-diagnosis period could be supported
by a written information resource kit as parents might struggle
with the amount and complexity of the information being
conveyed to them during the disclosure of the diagnosis.

The review also showed that in addition to coping with an
autism diagnosis, parents are experiencing stigma as a result
of having an autistic child. Stigma experiences have been also
reported in non-CLD groups, and it appears that stigma is a
theme across different groups in the autism field.
Papadopoulos et al. (2019) carried out a systematic literature
review exploring the relationship between autism-related stig-
ma and the mental health of caregivers across diverse socio-
cultural settings, including countries in East Asia, the Middle
East, USA, and Australia. The review showed that stigma has
a harmful impact on the caregivers’ mental health including
depression, anxiety, and psychological distress. Lodder et al.
(2019) designed a short psycho-social support intervention to
tackle issues related to self-stigma in parents of children with
autism and asked the views from the autism community via an
online survey of 112 participants. Respondents suggested that
parents’ self-esteem should be boosted and that parents would
benefit from ‘ready-made’ phrases or information available to
respond to instances of stigma from the public, other family
members, and professionals. Respondents were also keen to
meet other carers and share experiences. Furthermore, propo-
nents of the neurodiversity movement (Kapp et al. 2013) ar-
gue that increased awareness of autism, viewing autism as a
positive, valid, and equal but different identity, and accepting
and celebrating autism may decrease stigma and encourage
parents to seek diagnosis. Parents’ beliefs about the causes
of their child’s disability are particularly important as they
often inform potential decisions about the intervention ap-
proaches they seek for their child, and the expectations from
their child (Ravindran andMyers 2012). Professionals need to
be aware of the diverse beliefs that parents from different CLD
groups might have as these have an impact on decisions par-
ents make for their child’s education and access to service
delivery. There is a need for a more balanced approach in
which parents understand the challenges of bringing up and
caring for a child with autism as well as accepting their own
child by challenging and rejecting stigma. Delivery of parent
training programs and empowerment of parents will hopefully
enable them to come into terms with an autism diagnosis,
reject self-blame, and query religious concepts.

Experiences of Services

In many of the reviewed studies, parents reported difficulties
in relation to access to support and this might be due to dis-
parities in access to care and to lack of knowledge about
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autism and beliefs among ethnic groups and professionals too.
Therefore, there is a need for professionals to be culturally
sensitive and culturally aware of the practices the parents em-
ploy and be supportive so the parents can trust the profes-
sionals and talk to them freely about their practices. This could
help professionals suggest strategies that are culturally sensi-
tive but also alert the parents in case the practices they use
might have a negative impact on the child (Ravindran and
Myers 2012). Early autism intervention parent mediated pro-
grams with parents from diverse cultural and socioeconomic
backgrounds can be effective in reducing parental stress and
teaching strategies for increasing positive interactions be-
tween caregivers and autistic children at naturalistic environ-
ments (Rollins et al. 2019).

Furthermore, parents reported in the reviewed studies that
professionals often used language that was difficult for them
to follow (DuBay et al. 2018; Hussein et al. 2019; Luong et al.
2009) and, therefore, sufficient opportunities must be given to
them to ask questions and professionals must be aware of this
so they can facilitate questioning. The parents, both mothers
and fathers, can experience significant anxiety, stress, and
sadness during the diagnostic assessment and the disclosure
of the diagnosis (Moh and Magiati 2012). Professionals can
help by creating a trusting environment, a positive parent–
professional relationship, mentioning strengths as well as dif-
ficulties and conveying hope. Furthermore, parents find writ-
ten information useful and in particular for understanding the
diagnosis and explaining it to friends, family members, and
school services (Abbott et al. 2013).

Multilanguage

Bi-lingual parents in the review studies expressed some con-
fusion about the use of languages, as professionals often rec-
ommended that they communicated with their children in one
language only. Nevertheless, the papers illustrate both emo-
tional and practical difficulties of doing that, and that it some-
times had significant consequences for the family interaction
and dynamics. Children with autism can acquire two lan-
guages (Gonzalez-Barrero and Nadig 2018), and research
has shown that bilingually exposed children with autism used
more communicative gestures and engaged in more imagina-
tive play than their monolingual counterparts and that bilin-
gualism did not negatively affect language development in
young children with autism (Valicenti-McDermott et al.
2012). There was some indication that professionals in the
UK were more supportive of bilingualism, but the findings
clearly indicate the need for continuous professional develop-
ment of practitioners to debunk myths about the damage of
bilingualism in relation to autistic children and enabling them
to provide effective positive guidance about the benefits of
bilingualism in children with autism.

Many of the aspects discussed above might be common to
many parents with disabilities and to parents of children with
autism. However, the current findings suggest parents from
diverse CLD groups face additional challenges, due to their
engagement in complex cultural and linguistic environment.
In addition, the parents of culturally and linguistically diverse
individuals with autism represent a range of different
intersecting identities, which are important to consider in
relation to each other and the particular research setting.
According to Thomas and Macnab (2019, p. 7) ‘‘diversity’
is at the heart of an intersectional perspective’ and
intersectionality considers identities as interacting with one
another (Liasidou 2013). One key intersection described in
the studies carried out in the USA was between disability
and being black in attaining an autism diagnosis (Hannon
2017). In this vein, Decoteau (2017) recently proposed that
race and nationality are integral to conceptualization and ex-
planation of autism as observed in the Somali community that
considers autism a ‘Western disease’. On the other hand, to fit
in the western world, some parents seek a ‘normalized’ iden-
tity; they want their children to fit the British cultural norms
(Perepa 2014) and feel under pressure to fit into British society
(Munroe et al. 2016).

Another intersection is that parents’ gender and gender dy-
namics varied significantly within families and across commu-
nities. Family members do not experience the effects of living
with an individual with autism in the same way and have differ-
ent coping strategies.Mothers paradoxically report both a greater
impact on their mental health (depression) and more positive
perceptions than fathers (Hastings et al. 2005). The utilization
of active coping strategies, emotional support from family mem-
bers and friends, and acceptance from family members could all
lead to lower level of stress and contribute to strong family
functioning. Social supports can be made available in online or
in community support groups (Zaidman-Zait et al. 2017), in
social support networks, and respite care services, and counsel-
ling services could support family’s coping mechanisms and
resilience (Meadan et al. 2010).

An additional dimension to consider is the impact of living
in poverty and the income inequality on family experiences of
autism. Poverty is found to be a risk factor for emotional
problems in children with autism and ADHD (Flouri et al.
2015), and CLD families are more likely to live in poverty.
The affordability of care was rarely discussed explicitly in the
reviewed papers, but other indirect indicators of living in pov-
erty were mentioned in relation to raising a child with autism,
particularly small living conditions and accessing ‘nice
programmes’. Studies have reported that minorities receive
different and less frequent services (Jarquin et al. 2011) and
not a large variety of services being unsatisfied with health
care services (Zeleke et al. 2019). Social inequalities were a
common feature in the experiences of the parents for gaining
access to services for early diagnosis and support services.
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A final intersection identified in the papers was the inter-
section between being CLD and migrant. In 16 out of the 32
studies the participants clearly stated that they are immigrants
and in 2 studies migrants. Migrant families might experience
more stress due to lack of support from extended family and
uncertainties due to immigration status. Furthermore, they
may not always know how to navigate the system and how
to access support and services due to language barriers and the
challenges they face of living in a different culture (Khanlou
et al. 2017).

Overall, the data from the scoping review indicate how au-
tism is viewed, managed, and situated within diverse CLD
groups. It seems that these issues are complex and perplexed
by biological, psychological, cultural, and socio-political factors.
Socio-cultural perspectives on disability studies argue that soci-
etal structures themselves construct disability and shape partic-
ipants (Schuelka 2018) and culture has played a key role in how
the parents experienced and shaped their understanding of au-
tism. The power of socio-cultural perspectives can be observed
in how religion can have a positive impact in some cultures and
help the parents cope with having a child with autism (Luong
et al. 2009), and furthermore, religion (Munroe et al. 2016) and
cultural traditional beliefs can provide models for explaining the
cause for autism (Ijalba 2015).

Recommendations for Policy, Research,
and Practice

The current synthesis of the existing literature provides some
important points, which can be used to guide policy, research,
and practice agendas and recommendations arise from the
issues and gaps identified in the literature. Key recommenda-
tions include that (1) information to parents, up-to-date mate-
rials, and culturally sensitive interventions in multiple lan-
guages should be provided; (2) knowledge about the needs
of CLD families within the service provision sector and sup-
port for service providers should be increased; (3) assessment
tools and intervention approaches should take into account
cultural and contextual dimensions as well as the autism com-
munity views; (4) parents should be involved in diagnosis,
assessment, and care with post-diagnostic support; and that
(5) researchers should include a diversity of CLD groups in
their studies and design studies within the participatory
paradigm.

Information to Parents, Up-to-Date Materials, and
Culturally Sensitive Interventions in Multiple
Languages Should Be Provided

The reviewed studies showed that parents and CLD commu-
nities lack knowledge of autism and this might lead to non-
acceptance and stigma within these communities and beyond.

It is vital that policy makers and organizations promote avail-
ability of information in multiple languages about autism in-
cluding information about the uniqueness of bringing up a
child with autism to raise awareness and tackle stigma.
Embracing positive coping strategies is essential, as is the
development of online resources with information about
psycho-education and bilingualism to support families with
caring responsibilities for children with autism. Parent-
mediated approaches in different languages can be also useful
to practitioners and family members, as well as transparent
and up-to-date local information for childcare, respite care,
school opportunities, and facilities with autism accommoda-
tions can help with access to autism provision services.
Practitioners should develop personalized approaches taking
into account the cultural background of each community, the
family dynamics, and the socioeconomic and educational sta-
tus of each family in meeting the child’s and family’s needs.

Knowledge About the Needs of CLD Families Within
the Service Provision Sector and Support for Service
Providers Should Be Increased

The findings of the scoping review showed that parents
expressed some unmet needs, barriers in navigating the sys-
tem, and challenges in working with professionals. It seems
that these are systemic difficulties because a recent scoping
review (Morris et al. 2019) about the experiences of health
care providers working with individuals with autism revealed
that health care professionals face complexities, which are
beyond their professional role and also require access to addi-
tional services and resources. In addition, health care pro-
viders reported that they experience challenges in communi-
cation with autistic people and collaboration with parents and
other service providers and that they have limited autism spe-
cific knowledge and resources as well as limited autism spe-
cific training and prior experience of working with autistic
people. These providers also expressed the need for informa-
tion and training in autism as well as the need for care coor-
dination services and systemic changes so that their working
environment becomes autism friendly (Morris et al. 2019). It
appears that the need for continuous professional development
is paramount as the racial and ethnic disparities in the recog-
nition of autism might be related to the heterogeneity of the
presentation of autism and professionals need to be aware of
the profile of the children with autism so they can interpret
children’s behaviour accurately (Mandell et al. 2009) includ-
ing the subtle cultural differences in the expression of autism
in CLD groups. It has been also documented that professionals
require training and resources to effectively meet the needs of
CLD families (Gardiner and French 2011), and therefore, the
provision of continuous professional development of the
workforce via online resources could be the starting point
for this to achieved.
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Development of Assessment Tools and Intervention
Approaches Taking into Account Cultural and
Contextual Dimensions As Well as the Autism
Community Views

Further research on assessment tools and intervention ap-
proaches with cultural and contextual adaptations taking into
account the cultural and contextual dimensions of autism is
needed (de Leeuw et al. 2020). The development of culturally
appropriate diagnostic and assessment tools is vital for access to
effective early intervention or educational support (de Leeuw
et al. 2020), and the involvement of parents in assessment ses-
sions can facilitate the interpretation of the child’s behaviour
from their own cultural perspective. Furthermore, disparities in
intervention outcomes among CLD groups may be reduced if
interventions are perceived to be more relevant and applicable
from the perspective of CLD families (Davenport et al. 2018).
This can be achieved by developing an assessment procedure
and an intervention, which will be coproduced with parents and
other key stakeholders including members of the autism CLD
community so that the dimensions of cultural diversity and
cultural variation in autism expression could be considered with
an impact on improved autism provision.

Parental Involvement in Diagnosis, Assessment, and
Care with Post-diagnostic Support

The cultural and linguistic diversity of families is growing in
western countries, and therefore, it is becoming increasingly
important to identify ways for supporting individuals with au-
tism, which are sensitive to culture, religion, and language and
incorporate the CLD group’s values and practices in the ap-
proaches used. For this to be achieved, parental participation
and involvement in education and care plans are needed as well
as involvement in the decision-making process for giving par-
ents the choice among a variety of various intervention ap-
proaches, which would be highly valuable for them, and there-
fore, they will be eager to persevere and attend. Therefore, ser-
vice providers need to discuss with parents the individual child’s
needs and the family’s needs to elicit family preferences about
their willingness for involvement in therapy sessions and for
carrying out activities with their children at home, the type of
support available, and the type of support the parents might
need. In addition, it is recommended that parents’ emotional
needs are considered throughout the period of diagnosis and
intervention and that professionals should be empowered to
build positive working relationships with parents (Legg and
Tickle 2019). Culturally sensitive information should be provid-
ed to families following diagnosis (Munroe et al. 2016), and
fathers should be involved in the diagnostic process, so family
cohesion and communication are strengthened. Parents could be
further supported during diagnosis with the presence of a sup-
port coordinator and with a resource support kit.

Researchers to Include a Diversity of CLD Groups and
to Design Studies Within the Participatory Paradigm

A notable absence in the research was the inclusion of diverse
CLD groups, and this was more apparent in the research stud-
ies published in UK, which included mainly participants of
Somalian and Asian background. This might be an area of
further investigation in future research considering the wide
range of cultural and linguistic communities in the USA and in
the UK somore ethnicities will be represented within the CLD
groups. In terms of methodological design, studies including a
participatory paradigm are overall lacking and future research
should engage and include individuals with autism from CLD
communities in the research process as co-creators of research
and knowledge (Fletcher-Watson et al. 2019) so that their
voices are heard and included in the research process with
an aim of enhancing their quality of life and the support ser-
vices. Deepening our understanding of the cultural dimen-
sions of autism may improve the identification, diagnosis,
and access to services of families with children with autism
from CLD groups.

Strengths and Limitations

A comprehensive approach was followed by consulting all
authors, holding meetings, and conducting reliability checks
for papers including in the scoping review and for the coding
of the themes. Most of the reviewed studies were based on
specific ethnicities, and participants’ experiences varied wide-
ly depending on culture, gender, community, and location of
study. It would thus be simplistic to suggest that the points
discussed are universal to all cultural and linguistical diverse
groups. However, this is a first attempt to address the topic
rather than make general conclusions as there are variations
within the autism spectrum and within each group as influ-
enced by the cultural context and the acculturation context
(Berry 2006).

The review only included studies published in English and
conducted in the USA and in the UK. The reasons for this
were to be rigorous, systematic, and clear on the conclusions
drawn as the majority of the studies in the autism field are
published in the USA and the UK. Another limitation is that
the authors did not conduct a quality assessment of the includ-
ed papers as this was outside the boundaries of conducting a
scoping review.

Finally, while the authors did not search specifically for
studies with participants from the autism community coming
from diverse and cultural and linguistic backgrounds, it is
important to note that in the initial search and screening of
articles no studies appeared capturing the voice of individuals
with autism from such backgrounds and further research is
needed in this area to address the existing gap.
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Conclusions

Given the complex phenomena associated with the experi-
ences of parents from cultural and linguistic diverse back-
grounds, this article presents a much-needed scoping review
to illustrate what is known about this matter. From the sources
reviewed it can be understood that parents’ beliefs and expe-
riences are influenced by the medical model of disability,
which gives emphasis on diagnosis, symptoms, and stigma;
parents request culturally sensitive interventions; and that
there are diverse views across different cultures. Socio-
cultural factors and intersectionality are key constructs, which
need to be considered and addressed in future studies. Greater
understanding of different cultures, raising awareness about
autism in different languages, and further research are needed
to understand the barriers CLD groups face and to develop
guidelines and support programs, which are culturally
sensitive.
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