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[bookmark: _Toc109336538]Abstract
Objective: This review is to determine if race and culture plays a role in the diagnosis of ASD. The disorder has a wide and varied spectrum, but the significance of race, culture, parents, migration, and underrepresentation is discussed to determine if it plays a role in ASD diagnosis. 
Method: The use of over 25 scholarly literatures have been reviewed to determine all the possible correlations between ethnicity and autism. Literature has been used from all types of Black race connection geographical data. A combination of quantitative and qualitative data has been reviewed with only two sets of longitudinal studies analysed. 
Results: Results show that the diagnosis of ASD and culture do not have direct correlation, but connective arguments can be drawn. Confirms Autism diagnoses is increasing in western countries and the prominent tool used to diagnoses the condition is Gilliam Autism scale. Socio-Economic disparities are common focus points, but cultural differences tend to be ignored during diagnoses. Limited cultural research seems to point to further research required. 
Conclusion: Fluency in English language and cultural differences can also vary results relating to the emotional and social aspects of ASD which is the pervasiveness of such disparities within the diagnosis in the disorder.

[bookmark: _Toc109336539]Introduction
In current day research, the diagnosis of autism spectrum disorder (ASD) and black race has limited evidence of correlation or even for that factor if cultural misinterpretations create barriers for diagnosis. ‘Care for people with autism needs to be accompanied by actions at community and societal levels for greater accessibility, inclusivity and support’ (WHO, 2022). Throughout this article, the term "race" rather than "ethnicity" is used as this is the terminology used in academic, governmental, as well as modern vernacular to refer to the various ethnic groups. 
[bookmark: _Toc109336540]My question: Does culture make it difficult to diagnose autism in the black race?
[bookmark: _Toc109336541]What is autism spectrum disorder (ASD)?
“Autism spectrum disorders (ASD) are developmental disorders characterized by deficits in social interaction/communication and a restricted range of interests” (Zaroff and Uhm, 2011).

This literature review is to drop parallels in race and autism diagnosis. Culture and social norms have a high impact to the emotional and social aspects of the ASD and the process of a positive diagnosis. 
How is it diagnosed?
ASD is most commonly diagnosed using the ‘Gilliam Autism Rating Scale’ created to recognize autistic people in scientific study and disorder investigation settings. The rating scale remains the primary use to diagnose autism by three main categories, Stereotyped Behaviours, Communication and Social Interaction. Behaviours play a role in some cultures.
However, unfamiliar cultural norms may seem out of place within assessments for the diagnosis of ASD and the lesser accepted norms for the assessors may be perceived as social abnormalities. 
Unfortunately, the review will highlight current research limitation on the amalgamation of all racial minority groups instead of individual ethnicities being collated separately. The term ethnic in most research and literature comprises of Hispanic, afro American/black and Asian ethnicities. This issue creates the first barrier in identify racial specific trends, however “Only in the US has the influence of ethnicity upon ASD prevalence been examined in depth” (Zaroff and Uhm, 2011). Showing a lack of racial representation. The bulk of the research available is not specifically isolated to Black race groups. 

The rate of autism diagnosis has increased in the last 20 years in light of Russell et al., (2021) findings ‘There was a 787%, exponential increase in recorded incidence of autism diagnoses between 1998 and 2018’ the cause of the increase seems to be on multiple levels. In accordance with The Migration Observatory, 2016 migration rates over the last two decades have rose annually ‘averaging around 175,000 per year over the eight-year period from 2012 to 2019’ creating a more diverse population’ proving that of the entire population of the UK, ‘3.3% are of black ethnic groups’ (Gov.UK, 2019) reported in 2011 census. However, the increase of black race does not reflect in the current percentage of black people being diagnosed with ASD.

The literature currently available does not combine any quantitative or qualitative data to support a negative or positive correlation between race culture and autism diagnosis prevalence. 
The question is one which may confirm if alongside socioeconomic disparities the test route for autism diagnosis is partial bias and therefor does not take cultural norms into consideration which may lead to misdiagnosis. However, due to current UK government drives to test more people for ASD under the ‘Forward model’ under section 1 of the Autism Act 2009 the increase of diagnosis has seen a increase for this reason. Other factors to consider which may impacted this are the use of technology diagnosis newly initiated, availability of assessors and readiness of facilities to diagnosis such disorders. 



[bookmark: _Toc109336542]Methodology

To complete this review the use of three searches were completed. The bulk of the review literature is sourced from google scholar and was identified using the following term ‘autism* AND diagnoses* AND African ethnicity* OR Afro-American* AND children* AND age AND heritage*’ Which initially resulted in 16,500 studies. Forty-eight studies were used for full text evaluation yet only twenty-three where relevant when eliminated documents older than 10 years. On completion of cross reference checking a further two studies were reviewed and used. The grey literature used were sourced direct from the Government census 2011, Office of National Statistics and, National health services. Throughout the review a combination of quantitative research was used to ensure systematic and scientific data can be replicated, and qualitative research for the purpose of developing a specific understanding of the entire question field. 




Grey Literature = 4
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Below is the table of findings. 

	Title
	Author & Year
	Sample size
	Summary
	Research methods        

	Race/ethnicity, maternal educational attainment, and infant mortality in the United States
	Fishman et al., 2020
	20,745 - Excellent
	+Focusing on groups defined by race/ethnicity and educational attainment
-directed towards mortality rates and disparities
	Longitudinal 

Quantitative

	Prevalence of autism spectrum disorders and influence of country of measurement and ethnicity

	Zaroff and Uhm, 2011
	384 – Good
	+ use of ethnicity in depth breaks down.
- Indicates that research methods are mostly to blame for variations in the prevalence of ASD across research.
	Quantitative

	Disparities in Diagnoses Received Prior to a Diagnosis of Autism Spectrum Disorder
	Mandell et al., 2006
	406 – Good
	African Americans were 2.6 times less likely than white children to receive an autism diagnosis on their first specialty care visit. 
+ Good sample size
+pre diagnosis research
	Quantitative

	Are Developmental Monitoring and Screening Better Together for Early Autism Identification Across Race and Ethnic Groups?

	Barger et al., 2021
	332 – Good
	National Surveys of Children’s Health over the last two decades. Longitudinal 
Confirmed that dual agencies gain earlier diagnosis in ASD across ethnic groups. 
- Need more research on monitoring with screening 
	Quantitative

	Autism spectrum disorders and race, ethnicity, and nativity: a population-based study.

	Becerra et al., 2014
	7540 – Excellent 
	Different etiologic variables may exist in different racial, ethnic groups, according to differences in AD risk, 
+ high sample size, 
-unable to confirm any of the AD diagnoses.
	Quantitative

	A Review of Diagnosis and Service Disparities Among Children With Autism From Racial and Ethnic Minority Groups in the United States
	Angell, Empey and Zuckerman, 2018
	200 – Small -Fair
	+ Even when access-related factors are under control, discrepancies nevertheless remain. 
- Small sample size. 
	Quantitative




	Title
	Author & Year
	Sample size
	Summary
	Research methods        

	African American Families on Autism Diagnosis and Treatment: The Influence of Culture

	Burkett et al., 2015
	24 – Small
	Professionals and families thought cultural factors prevented some families from getting the proper medical treatment they needed. 
- Small group
+ specific on race.
	Qualitative

	An Expert Discussion on Structural Racism in Autism Research and Practice

	Jones et al., 2020
	105 – small-fair
	Individuals of colour are routinely underrepresented 
- Small pool
+highly educated professionals people of colour
	Qualitative

	Autism Disparities: A Systematic Review and Meta-Ethnography of Qualitative Research
	Singh and Bunyak, 2018
	24 research studies
	three overlapping factors, personal, cultural, and policy contribute to autism inequality.
+ Large and diverse sample
	Qualitative

	Global prevalence of autism: A systematic review update

	Zeidan et al., 2022
	71 research studies
	research on the prevalence of autism variable both within and between sociodemographic groupings.
+large sample size 
+ Results confirm modifications to the criteria of autism 
- variations in the methods and environments used in prevalence studies.
	Quantitative

	Autism in black, Asian and minority ethnic communities: a report on the first Autism Voice UK Symposium
	Kandeh et al., 2020
	65- Small
	- Not specific to Black (BAME)
- Small sample size. 
+ UK based. 
non-BAME professionals frequently disregarded them. 
	Qualitative

	Race Differences in the Age at Diagnosis Among Medicaid-Eligible Children With Autism
	Mandell et al., 2002
	406 – Good
	+ fair sample size
+ linear regression was used. After variables such as age, gender, and time within the system black children needed more time in treatment before receiving a diagnosis.
	Quantitative

	Reporting of Cultural Factors in Autism Research Publications in Sweden: Application of the GAP-REACH Checklist

	Engstrand et al., 2018
	30 articles and 33 children – Good
	The study showed that different definitions and perceptions of culture and ethnic elements were used  
- EU-GDPR and Swedish personal data act prevents the knowledge of race being reported in findings
	Quantitative




	Title
	Author & Year
	Sample size
	Summary
	Research methods        

	Barriers faced by immigrant families of children with autism: A program to address the challenges

	Sritharan and Koola, 2019
	21 articles – Good
	Suggests the need for a culturally sensitive model to be employed to obtain diagnoses earlier, agree that diagnosis and treatment issues are unavoidable since ASD requires interpretation within a cultural context.
- small Literature review of 21
	Quantitative

	The association between socioeconomic status and autism diagnosis in the United Kingdom for children aged 5–8 years of age: Findings from the Born in Bradford cohort

	Kelly et al., 2017
	13,857 children 


	When compared with children of mothers of lesser educational backgrounds, children of moms with better educational standing were doubly likely to have an autism diagnosis
+ large initial sample size
- limited geographical range
+ large date range of sample used
-Sample size went down from 13, 857 to 102 due to missing or incomplete data in the data base
	Quantitative

Longitudinal
Time frame 2007 and 2011

	Massive U.K. study finds racial and ethnic disparities in autism diagnoses | Spectrum | Autism Research News
	Dattaor and Jeffrey-Wilensky, 2021
	7 million
	+ Children of immigrants have greater rates of autism in the U.S. and Europe
- free school meals are used as sign of low socioeconomic status. 
+ Large sample size 
	Quantitative

	Difference or disorder? Cultural issues in understanding neurodevelopmental disorders

	Norbury and Sparks, 2013
	Not specified
	- not black specific and
+ combined specific language impairment alongside the ASD factors. 
- The sample size is not specified and seems to be more of an informative question for thought
	Qualitative

	Perceptions, Experiences, and Needs of Parents of Culturally and Linguistically Diverse Children with Autism: A Scoping Review

	Papoudi et al., 2020
	32 studies
	The results showed that social stigma and access issues as well as a commonly reported lack of understanding about autism affect how families perceive the condition and whether they require help.
+Studies were reviewed from both USA and UK. 
-Small sample size
	Quantitative




	Title
	Author & Year
	Sample size
	Summary
	Research methods        

	Parental Perceptions of Autism Spectrum Disorder in Latinx and Black Sociocultural Contexts: A Systematic Review
	Rivera-Figueroa, Marfo and Eigsti, 2022
	24 care givers
	States under representation of nonwhite in research. 

+ Direct focus on black and Latin American
- Small sample size
	Cross-sectional mixed method

	Life After an Autism Spectrum Disorder Diagnosis: A Comparison of Stress and Coping Profiles of African American and Caucasian Caregivers
	Williams et al., 2019
	103 families 
	African Americans have higher coping mechanisms

- Majority of the subjects had severe autism. 
+ 52 Euro-American, 51 African American equal balance of race

	Quantitative
 Questionnaire

	Developmental referrals of pre‐school children in a diverse community in England: The importance of parental migration for referral rates.
	Allport, Ambrose and Collin, 2022
	1246
	-Small geographical covered (Bristol) 
+black children’s referrals in preschool level. 
+Newly immigrated child and or parent. 
	Quantitative

	Autism and the African American Community

	Gourdine, Baffour and Teasley, 2011
	
	- No definitive sample sizes 
+ African American children are diagnosed later than White children.
	Case method

Qualitative

	The experiences of minority ethnic heritage parents having a child with SEND: a systematic literature review
	Akbar and Woods, 2019
	11
	+provide a current, global evaluation of empirical studies +parents of minority races who have children with special needs.
- Small sample of eleven literatures reviewed
	Qualitative informative

	A National Profile of the Health Care Experiences and Family Impact of Autism Spectrum Disorder Among Children in the United States

	Russell et al., 2021
	65,665
	-The database has inherent limitations around data completeness

+There was a 787%, exponential increase in recorded incidence of autism diagnoses between 1998 and 2018 
+  UK based results
	
Quantitative
Longitudinal



	Primary Care Autism Screening and Later Autism Diagnosis 

	Carbone et al., 2020
	36,233
	+ Makes connection between Children who other disease gets earlier diagnosis and better detection.
Large sample size
-Not ethnically specific
	Quantitative




The table below shows the way autism prevalence is reported worldwide yet the ethnicity split is only used in United States by two separate reporting bodies. 
[image: Table
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(Zaroff and Uhm, 2011a)
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[bookmark: _Toc109336545]Race 
Race and heritage are major conductors of culture and for that culture has a major role to play in health and social care.  Recent guidance by the health secretary states ‘Cross-cultural dynamics also affect how people communicate in healthcare settings’ (Public Health England, 2017) although the acknowledgment of culture is positive, has the research behind it stretched to the diagnosis of disorders where culture plays a role. 
Of the twenty-five evaluated studies only eight studies depicted the need to look at sub categorizing race as a way of producing a more empirical understanding and research model when diagnosing and identifying autism characteristics. Of these studies a poor quantity where of a large sample size and the smaller ones although ethical and consistent with the concept left the field under researched with the need for further studies to be conducted. 
Firstly, a small study of professionals such as doctors and lawyers and social workers concluded a highly intellectual overview that ‘Individuals of colour are routinely underrepresented throughout autism research’ (Jones et al., 2020), they looked at the possibilities of gene variables in race. However, due to small sample size and the data being of qualitative method would benefit from quantitative data conclusion. A significantly similar study of a larger sample size be it a quantitative study conducted by Becerra et al, (2014) also alluded to suggest ‘Different etiologic variables may exist in different racial, ethnic groups’, suggesting that the field would benefit from understanding what culture and race could mean for the understanding of further development into the racial and cultural aspects of autism. Due to the inability to gain verification of the diagnosis of the sample specimens it is difficult to conclude an affirmative answer. What more further studies such as conducted by Kandeh et al. again a small sample size of qualitative researched did not isolate black race, yet indicated the same findings however was addressing the broader community of race to include all BAME races. The overview of this study depicted that ‘Participants valued cultural, ethnic, and religious sensitivities because they believed non-BAME professionals frequently disregarded them’ (Kandeh et al., 2020), bringing in the view that personal biases may reflect on autism diagnosis against the BAME and highly cultured communities. In contrast to these findings, belief that a ‘global evaluation of the entire SEND category diagnosis system needs to be reviewed and streamlined as the western society has changed since it was put in place’ (Akbar and Woods, 2019), showing that a shift to a more unified society needs to be more accurately portrayed beside it being a qualitative literature review it is a small consensus of current literature. 

[bookmark: _Toc109336546]Parents:
Looking from the view of the encounters of the parents of black race offspring within the ASD system and, their view of their experiences of the autism journey it differed in most countries.  A secondary data review of 71 studies determined that ‘estimates of prevalence changed over time and were very variable both within and between sociodemographic groupings’ (Zeidan et al., 2022), confirming that no one disparity has higher significance. This study used varied types of research methods which may create inconsistencies with how the results were formulated. With using the global platform to conduct the reviews of studies the review showed differences in definition of social understandings. 
Parental academia and its impact over a longitudinal study of 13,857 children between 2007 and 2011 showed that parental educational levels play more of a role to the timely diagnosis of ASD. ‘When compared with children of mothers of lesser educational backgrounds, children of moms with better educational standing were doubly likely to have an autism diagnosis’ (Kelly et al., 2017), implying education of both the disorder and the recipient of the information affects acceptance. It was conducted in a very large study with the benefit of time review to help check if any other disparities may play a role. However, it did not analyse if the diagnosis of the autism was initiated by the parents or due to the early year settings and or doctors. To measure this factor would help to solidify the link of parental academia level and children early diagnosis. In consistency of formulating the same conclusion, ‘Although all ethnic groups have the same percentages of autism diagnosis, African American children are diagnosed later than White children’ (Gourdine, Baffour and Teasley, 2011) a smaller study sample, both show good ethical practice and declared no GDPR breaches. In complete contrast to these findings Fishman et al. (2020) argues ‘African American-White disparities do not support either the low-educated White disadvantage hypothesis or the socioeconomic hypothesis’. However the study’s aim was to discuss the disparities in birth rate mortality in race and education.   
[bookmark: _Toc109336547]Disparities
Points raised in varies studies show that the feeling of uneven access and treatment due to disparities weighs higher on the black community and the bias attitude towards people of lower socioeconomical standing. In support of this theory is the call ‘that dual agencies gain earlier diagnosis in ASD across ethnic groups’ (Barger et al., 2021). Although they conclude with saying not sufficient information was sourced and further information is required it is still a point in which may be relevant to help suggest different angles of what could be misinterpreted or missed. Throughout the report variables are considered for socioeconomical standings. While considering the variables on level of care in health systems and access in socio-economic lower standings are significantly less. 
One of the effects of being in a socioeconomical lower standing is the increase ability to obtain better coping mechanisms to everyday life concerns. A quantitative study with even balanced race sample of a fair sample size ‘‘African Americans have higher coping mechanisms’ (Williams et al., 2019) supports the study that show ‘African Americans were 2.6 times less likely than white children to receive an autism diagnosis on their first specialty care visit’ (Mandell et al., 2006). With a good size sample and referring directly to the pre diagnosis phase is very helpful in determining a factor of diagnosis prevalence in black people. Which validates the view of the earlier report conducted by Mandell et al. (2002), ‘After variables such as age, gender, and time within the system black children needed more time in treatment before receiving a diagnosis’ in this study the use of linear regression helps prove that combined race and culture play a significant role in ASD diagnosis. 

[bookmark: _Toc109336548]Culture
Some studies show that black diagnosis would be quicker and higher if the overall acceptance of autism were greater in the culture and community. Rivera-Figueroa, Marfo and Eigsti (2022) compellingly states ‘Black American parents report that family members often deny the existence of the disability, blame them for their child’s symptoms, believe children will grow out of it’. This was the first of the studies covering community acceptance being a crossed sectional mixed method but of a small sample size. Likewise, Burkett et al. (2015) with a qualitative small study of 24, Papoudi et al. (2020) with a quantitative literature review of 24 studies and, Singh and Bunyak (2018) with a qualitative literature review of 32 studies, suggest individually and collectively that cultural acceptance of autism and autism acceptance of culture would remove barriers in both diagnosis and acknowledgment. The latter two studies mentioned where secondary studies conducted amongst UK and American studies and cross referenced to confirm ethical practice.  By way of critique of these findings one study found that in analysis conducted over thirty-two studies ‘different definitions and perceptions of culture and ethnic elements were used by half the papers’ (Engstrand et al., 2018) that being said the actual diagnostic framework is not rigid and leaves room for interpretation. Highlighting the scope for biases based on culture knowledge, ‘Specific behaviours that are included in diagnostic frameworks and the point at which individual differences in behaviour constitute abnormality are largely arbitrary decisions’ (Norbury and Sparks, 2013) conducted a study that was not black specific but reflective of the Gilliam scale.

Understanding different cultures
The last point that opens the need for black race cultural research and autism parallels is the understanding of culture amongst the black race and how it differs dependent on the region where the black person has heritage to and the migration status of the individual. Newer migrants tendencies and habits will be stronger and therefore more reflective to their heritage then western ways. Both cultures practiced at home and imbedded in your family and community can affect how a person is perceived again via biases and misinterpretation.  With west African cultures differing to east African cultures and Caribbean cultures differing from American and European cultures it is difficult to suggest a race of black people may have the same cultural habits. 
A large study of 1246 children proved that ‘Children born to migrant parents have higher rates of language difficulties’ (Allport, Ambrose and Collin, 2022) as picking up a new language may be an easy achievable task it still requires time and effort from the child and as advocated by Sritharan and Koola ‘the need for a culturally sensitive model to be employed to obtain diagnoses’ would help support the misdiagnosis in western countries. 
	




[bookmark: _Toc109336549]Conclusion
ASD can be misdiagnosed due to cultural differences and language barriers. 
Missing from these studies is the importance on what culture plays to the black race. The use of gesturers, language, respect and authority and racism history can impact the way black people perceive other race’s and also are willing to interact with other race’s. Parental heritage and migration states has an impact to a person but no direct correlation to ASD diagnosis. Socio-economical disparities are a common connection with autism and evidence confirms this.  
Throughout the studies analysed the connective arguments were not direct to the topic at hand and shows the gap for research in this area needs to be bolder in being direct with unique and specific arears. Indirect connections have given an insight as to how big the gap in this field is but also how important the role of race may have in gaining racial/community and ethnicity support in autism and the education around it.

[bookmark: _Toc109336550]Recommendations
To support the government’s policy of ‘Forward Model’ the Secretary of State for Health and Social Care under section 1 of the Autism Act 2009 need ensure future research must look at migration-related factors. This may affect the biology of ASD along with the recognition and diagnosis of the condition. Maternal race correlated with the diagnosis and severity of offspring's ASD is also imperative to rule out biological aspects of ASD. 

A cross-cultural sensitivity workshop incorporated into a specific framework should be implemented in which individualised variations in communication, social behaviour, and understanding are collated over time. This will allow researchers to investigate how culture may influence evolving paths from early infancy and beyond.
As a result, new perspectives will emerge, as will more comprehensive clinical decision-making. To draw conclusions about cultural differences and disorders, it is essential to execute longitudinal research on migrants and their children.
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Table 1 Prevalence of autism spectrum disorders across countries per 10,000

From: Prevalence of autism spectrum disorders and influence of country of measurement and ethnicity

References Site Ethnicity/race Prevalence
CDC [5] United States otal sample 91
White? 99
Black? 72
Hispanic 59
Kogan [6] United States otal sample 86
White? 100
Black? 81
Hispanic, any race 55
Baron-Cohen [7] United Kingdom otal sample 157
Wong [11] China otal sample 300
Al-Farsi [3] Oman otal sample 1
Barnevik-Olsson [23] Sweden Non-Somali 19
Somali 70
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