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Abstract
Background Individuals with autism are more likely to suffer from various physical and mental health problems and experi-
ence disparities in effectively accessing healthcare services. This review aims to identify studies that report on the experi-
ences of autistic children, their parents/carers, and the healthcare professionals treating them; to develop an understanding 
of the facilitators and barriers to healthcare access in order to inform policies and practice to improve access to healthcare 
for autistic children in the UK.
Methods A total of 3069 records were screened, and 24 studies were included; six quantitative, four qualitative, and fourteen 
mixed-methodology studies.
Results Professional and parental knowledge about autism, sensory issues, challenging behaviour, system-level barriers, 
patient-provider-parent communication issues, lack of person-centred care, stigma, and culture emerged as significant bar-
riers to accessing healthcare for autistic children.
Conclusions Families of autistic children experience several barriers to accessing healthcare. Recommendations for those 
planning services and clinicians are discussed.

Keywords Healthcare · Access · Review · Barriers · Facilitators · Children

Introduction

Autism spectrum disorder (ASD) (hereafter referred to 
as ‘autism’, Fletcher-Watson & Happé, 2019) is a neu-
rodevelopmental condition characterised by difficulties 
in social communication and social interaction skills, 
repetitive behaviours, restricted interest, and stereotyped 
actions (American Psychiatric Association 2013; Kogan 
et al., 2009). The worldwide prevalence of autism has been 
reported to be between 1 and 2% of the population (Lai et al., 
2017). Baron-Cohen et al. (2017) report that in the UK, the 
overall prevalence rate of autism is 1.57%. Autistic children 
will likely need more healthcare and intervention services 
than their peers due to co-occurring medical conditions 
(Barrett et al., 2014), as described below.

Different terminologies can be used when referring to 
autistic individuals, but they refer to the same profile. Some 

examples are autism or pervasive developmental disor-
der (Baron-Cohen et al., 2008; Barrett et al., 2014; Kogan 
et al., 2009). There are also different preferred ways autism 
can be described within the UK autism community. For 
example, most autistic people like being described as ‘on 
the autism spectrum’, professionals prefer the term ‘person 
with autism’, while adults prefer being described as ‘autis-
tic’ (Kenny et al., 2015). As a mother of an autistic child, 
the first author has chosen to use the terms ‘children with 
autism’ and ‘autistic children’ interchangeably throughout 
this paper.

Autistic Children and Medical Conditions

Children with autism have an increased susceptibility to 
additional medical conditions. In fact, the risk of poor health 
in autistic individuals is estimated to be five times higher 
than their peers (Emerson & Baines, 2010). For example, 
neurological conditions such as epilepsy (Spence & Sch-
neider, 2009), sleep disturbance (Bangerter et al., 2020; 
Cortesi et al., 2010), allergies (Lyall et al., 2015), feeding 
issues (Romero et al., 2016), and gastrointestinal problems 

 * Tonia Babalola 
 tonia.babalola@city.ac.uk

1 City, University of London, London, UK

http://crossmark.crossref.org/dialog/?doi=10.1007/s40489-023-00420-3&domain=pdf
http://orcid.org/0009-0009-9512-7162


 Review Journal of Autism and Developmental Disorders

1 3

(Chaidez et al., 2014; Isaksson et al., 2017) have all been 
reported. Autistic people are also more likely to experience 
mental health problems and psychiatric conditions such as 
anxiety or depression (Shephard et al., 2019).

Children and young people with autism are more likely 
to exhibit comorbid mental health disorders such as psy-
chosis, sleep, anxiety and depressive disorders (Martini 
et al., 2022; Mahfouda et al. 2019; Gobrial, 2019; Rydze-
wska et al. Rydzewska et al., 2019), and are at higher risk of 
being hospitalised for psychiatric problems (Martini et al., 
2022). Gobrial (2019)’s research on comorbid mental health 
disorders in children and young people with intellectual dis-
abilities and autism found that 62.2% of children and young 
people with autism had high rates of having comorbid men-
tal health disorders. According to Green et al. (2012), many 
autistic children experience mental health problems before 
age 5, which is associated with other co-occurring illnesses 
(American Psychiatric Association 2013). Hypo-reactivity, 
hyper-reactivity, and sensory seeking are prevalent in autis-
tic individuals (Marco et al., 2011; Tavassoli et al., 2018), 
may be exacerbated in healthcare settings, and are associated 
with mental health problems such as anxiety (MacLennan 
et al., 2020), schizophrenia (Javitt, 2009; Yeap et al., 2008), 
depression, attention deficit hyperactivity disorder (ADHD), 
obsessive–compulsive disorder (OCD), and bipolar disorder 
(Bailliard & Whigham, 2017; Serafini et al., 2017).

Autistic children are 13 times more likely to access out-
patient and inpatient healthcare services, including spe-
cialty care, medication use, psychiatric and non-psychiatric 
care, preventative care, and emergency department services 
(Gurney et al., 2006). Preventive healthcare services such as 
disease screenings, behavioural counselling and therapies, 
dental services, sexual reproductive health clinics, opti-
cian services, and immunisations are all essential in order 
to maintain good health (Turcotte et al., 2016). Decreased 
receipt of preventative services is related to poorer health 
outcomes, morbidity, under-addressed medical conditions, 
and use of emergency services (Cummings et al., 2016). 
Therefore, it is imperative to understand how individuals 
with autism can better access preventative services, as well 
as primary care, to improve their health outcomes.

The presence of these co-occurring medical conditions 
may be one of the reasons children and young people with 
autism are likely to access some healthcare services more 
than their peers. For example, a study done in Canada found 
that individuals with autism will use the services of their 
general practitioners or be hospitalised more than those 
without autism (Weiss et al., 2018). Several studies on both 
research and practice have drawn attention to the poorer 
health of people with autism (Nicolaidis et al., 2013), to 
unmet healthcare needs (Menezes et al., 2021), to lower 
health-related quality of life (Coales et al., 2019; Khanna 
et al., 2014), and to increased risk of mortality (Hirvikoski 

et al., 2016; Hwang et al., 2019; Mouridsen et al., 2008; 
Woolfenden et al., 2012) with some reporting twice the 
expected early death rate of the general population (Mour-
idsen et al., 2008) which could be linked to health inequali-
ties. Together, these studies suggest there might be a dispar-
ity in accessing appropriate healthcare services for children 
with autism. Although there has been public health concern 
about people with developmental disabilities accessing high-
quality healthcare since the move towards deinstitutionalisa-
tion in the 1970s (Lewis et al. 2002), it is concerning that 
individuals in this population still experience difficulties 
with accessing appropriate healthcare almost 50 years later 
(Nicolaidis et al., 2013).

Healthcare Access and Children with Autism

Levesque et al. (2013) defined healthcare access as the abil-
ity to seek services, identify healthcare needs and use, or be 
offered services appropriate to one’s needs. The inability to 
access proper healthcare could lead to health inequalities 
(Hill et al., 2015), defined as avoidable and unjust differ-
ences in healthcare access, quality, and outcomes (Ouel-
lette-Kuntz 2005). Although having autism is not a health 
disadvantage in itself, the associated co-occurring medical 
conditions may represent a disadvantage. Evidence suggests 
that autistic children, already disadvantaged by co-occurring 
conditions, might additionally experience adverse health 
outcomes due to the inability to access some health care. For 
example, autistic children are less likely to engage with some 
preventative healthcare services compared to other children 
with other special care needs (National Survey of Children’s 
Health, 2008) largely because of sensory issues. These ser-
vices might include regular dental check-ups (Kuhaneck 
et al. 2012; Alshihri et al., 2021; Cermak et al., 2015) or 
having injections.

Autistic adults will most likely need preventative services 
to manage and prevent things such as heart disease, diabetes, 
and hypertension (Turcotte et al., 2016). However, autistic 
children will have different preventative healthcare needs 
and might need services that offer early intervention, pre-
vention, or treatment of co-occurring medical conditions, 
to ensure better long-term outcomes (Benachenhou et al., 
2019). Unfortunately, there have been records of disparity in 
the receipt of preventative services for autistic people (Croen 
et al., 2015). This might be particularly problematic because 
most physical and mental health conditions that autistic peo-
ple are prone to can be identified with routine screening that 
will allow them to be treated quickly (Croen et al., 2015).

Understanding the context of the barriers to access to 
healthcare can help tailor practice, policies, and research 
that could improve access to healthcare services for autistic 
children. Mazurek et al. (2020)’s study about how primary 
care providers’ perceive barriers to treating autistic children 
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found that the most important healthcare needs of autistic 
children are early diagnosis and treatment of co-occurring 
medical problems; however, these are often not managed 
well due to the lack of autism knowledge of the healthcare 
professionals and their confidence in treating behavioural 
and co-occurring conditions associated with autism (Soke 
et al., 2018; Mazurek et al., 2020). There are also reports 
of limited time and resources, access to care coordina-
tion, and shortages of autism specialists, which will likely 
lead to indirect healthcare inequalities for autistic children 
(Mazurek et al., 2020).

Although there is a considerable body of evidence 
on healthcare access for autistic individuals in the USA 
(Doherty et al., 2022; Mazurek et al., 2020; Walsh et al., 
2021), disparities in access to healthcare services for autistic 
children in the UK have not been systematically examined 
in the literature. Thus, this review addresses that gap by 
examining what is known about the quality of the healthcare 
system concerning autistic children, and by reviewing arti-
cles that explore the experiences of autistic children when 
accessing healthcare services in the UK. Therefore, articles 
that specifically examine the experiences of autistic children, 
their parents and/or caregivers, and healthcare profession-
als treating them are reviewed to identify factors that act 
as facilitators or barriers to healthcare access for autistic 
children.

This review aims to synthesise the best available evi-
dence exploring the experiences of autistic children in the 
healthcare system from the perspective of the healthcare 
practitioners, parents, and/or caregivers of autistic children. 
Specifically, the following research questions were explored:

o Question 1: What methods have been used to investigate 
healthcare access for autistic children?

o Question 2: What barriers and facilitators to healthcare 
access emerge from the evidence base?

Methods

Literature Search and Criteria

The PICO framework (Patient, Problem or Population, Con-
text, Outcome framework; Butler et al., 2016) was used to 
inform the systematic review and define a focused question, 
vocabulary search strategies, and search filters to guide this 
research.

Three components of this framework (PCO) used were 
the following:

1. Patient, problem, or population (p): autistic children
2. Context (C): autistic children’s experiences when access-

ing healthcare in the UK

3. Outcome (O): professionals, parents, and/or caregivers’ 
perspectives

Sources of Information

The electronic databases searched are Embase (Ovid), 
Amed (Ovid), Health Management Consortium (Ovid), 
Ovid Emcare (Ovid), Medline (EBSCOhost), PsycINFO 
(EBSCOhost), CINAHL (EBSCOhost), Health Policy Ref-
erence Center (EBSCOhost), and Google Scholar. Also, 
grey literature such as conference proceedings, government 
publications, expert analyses, theses, and dissertations were 
also searched. Finally, a citation and reference tracking of 
the relevant studies was conducted and retrieved to identify 
additional studies.

Search Strategy

The search for articles was conducted from December, 2021, 
and ended in February, 2022.

The review was implemented using the Preferred Report-
ing Items for Systematic Reviews and Meta-Analysis guide-
lines (PRISMA) (Moher et al., 2009) to provide a quality 
report and reliable, replicable conclusions.

Search Terms

The search terms relating to the strands of the systematic 
research, with Boolean operators and truncation, as seen 
in Table 1 below, were used to retrieve highly focused, 
high recall, and precision results. Full-text databases were 
searched individually to gather research studies using the 
keywords in Table 1.

Eligibility Criteria

The criteria in Table 2 were used to decide which studies 
were eligible for the systematic review.

Quality Assessment

The quality assessment used an adapted version of the 
Joanna Briggs Institute Appraisal Checklist (https:// jbi. 
global/ criti cal- appra isal- tools; accessed on 6 March 2022) 
to assess quantitative studies, while the CASP Qualitative 
Studies Checklist (https:// casp- uk. net/ casp- tools- check 
lists; accessed on 2 April 2022) was used for qualitative 
studies. JBI and CASP are chosen to assess the quality of 
the included studies because of the varied range of meth-
odologies. According to Munn et al. (2020), JBI offers an 
approved method to assess the methodological quality of 
the reviewed studies, while CASP has demonstrated sound 
psychometric properties in Nadelson (2014).

https://jbi.global/critical-appraisal-tools
https://jbi.global/critical-appraisal-tools
https://casp-uk.net/casp-tools-checklists
https://casp-uk.net/casp-tools-checklists
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JBI checklists have eight categories, while the CASP 
checklist has ten subcategories of analysis. Thus, in order 
to make the two checklists easily comparable, a percentage 
quality is also reported. The items are related to suitable 
methodology, aim of the research, data collection being 
appropriate and adequate, recruitment fitting, work ethics, 
consideration of the relationship between researcher and par-
ticipants, and findings and the value of the research.

Reliability Method

An independent reliability checker (second author) checked 
the papers against the inclusion criteria and completed the 
quality rating for all 24 included articles.

There was an agreement on all paper inclusions checked 
except for one (Lawson, 2009). Lawson (2009) is a lived 
experience opinion piece, which was essential to include 
but could not be rated using the regular checklist. The inter-
rater reliability was calculated using SPSS by comparing the 
independent checker’s quality ratings and the first author’s 
quality rating, giving an interclass correlation of 0.90 (95% 
confidence interval 0.78 to 0.96).

The data extracted from the papers are the aim of the 
study, sample size, age group, comparison group, the narra-
tives the study focused on, study design, and data analysis.

Results

An initial literature search was conducted using the rel-
evant terms in Table 1, with ‘United Kingdom’ as part of 
the search terms. However, this only returned 229 studies 
with only three relevant UK studies after duplicates were 
removed and the title, abstract, and full-text screening was 
done. This confirmed a need for a more wide-ranged search 
for the systematic review; therefore, the search terms were 

edited, and the word ‘United Kingdom’ was removed, as 
seen in Table 1. Note that the final dataset still only included 
studies conducted in the UK, but this screening was applied 
later in the process because using UK as a search term 
resulted in the search excluding appropriate papers. The new 
database search returned a total of 3069 potentially relevant 
studies. Manual searches of grey literature such as confer-
ence proceedings, government publications, expert analysis, 
thesis and dissertations, and citation and reference returned 
a further 59 records. The search returns were retrieved and 
imported to Endnote (https:// www. endno te. com) and Covi-
dence (https:// www. covid ence. org/) to organise and manage 
all relevant information of the studies. After that, the results 
were compared to identify duplicates picked up because 
similar specifiers are used in the databases. Identified cop-
ies were then removed, leaving a total of 2302 articles. Next, 
titles and abstracts were screened, after which identified 
papers were examined against the criteria for inclusion (see 
Table 2). The article itself was reviewed in full if the abstract 
was insufficiently clear. All studies that did not meet the 
inclusionary criteria were excluded, which resulted in 140 
records. For papers where full text was unavailable online 
but where the study had passed the title and abstract screen-
ing, the full text was requested by emailing the first and last 
authors or contacting the relevant university. Finally, the full 
text was reviewed to determine if it met the inclusion crite-
ria, leaving a total of 24 relevant articles (Table 3). Further 
details and the full process of the literature selection process 
can be found in the PRISMA flowchart in Fig. 1 below.

Table 3 gives extraction details of all the studies found 
during the systematic search. A mixture of qualitative, quan-
titative, and mixed-method studies was found. These com-
prised journal articles (n = 22), master’s dissertations (n = 1), 
and online report (n = 1). Although the date range was kept 
open, all studies found were conducted between the years 
1999 and 2020, were carried out in the UK, and included 

Table 1  Search terms with Boolean operators and truncation

Search terms 1 Search terms 2 Search terms 3

EBSCOHOST
Treatment Barriers” OR DE “Health Disparities” OR 

DE “Health Care Services” OR DE “Health Care 
Delivery” OR DE “Quality of Services” OR DE 
“Quality of Care” (health or “health care” or health-
care) N5 (inequalit* or disparit* or barrier* or facili-
tator* or challenge* or experience* or perspective*

AND EBSCOHOST
child* or infan* or adolescen* or teenage* or 

p#ediatric (children) AND (DE “Juvenile Delin-
quency” OR DE “Developmental Disabilities” OR 
DE “child Psychology” OR DE “Only children” 
OR DE “Disorders” OR DE “Autism Spectrum 
Disorders” 

AND EBSCOHOST
autis* or ASD or 

autism spec-
trum disorder

OVID
Quality of health care”/ OR “Delivery of health care”/ 

OR Health services accessibility/ OR health care 
disparities

health OR “health care” OR healthcare) adj5 (ine-
qualit* OR disparit* OR experience* OR barrier* 
OR facilitator*)

OVID
Adolescent/ or child/ or children.mp
(child* or infan* or adolescen* or teenage* or 

p?ediatric).ab

OVID
(autism, or ASD 

or autis*or 
autism spec-
trum disorder)

https://www.endnote.com
https://www.covidence.org/
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parents and/or carers of autistic children, autistic children, 
and professionals working with autistic children. The sam-
ples ranged from single case studies to very large groups 
(n = 900). Some articles were from the same research group 
and study (Transition Collaborative Group; n = 4).

A pattern emerged in the quality rating of the papers. All 
the articles rated high (Brammer, 2015; Fox et al., 2016; 
Jackson et al., 2019; Slade, 2014) were focused on parents’ 
experiences of accessing healthcare for their autistic chil-
dren. Although the low-quality articles included a mixture 
of parents and healthcare professionals, it was striking how 
none of the articles that focused on healthcare professionals’ 
perspectives were rated as being of high quality.

Synthesis

 Research question 1: What methods have been used to 
investigate healthcare access for autistic children?

In terms of the range of approaches to data collection 
in the literature review, there were five quantitative studies 
(Klein, Singh, Barry, Merrick, and Eades) and five qualita-
tive studies (Lawson, Brammer, Fox, Jackson, and Slade), 
while 14 used mixed methods (Nesbitt, Singh, Pratt, Beres-
ford, Brown, Christou, Kennedy, Unigwe, Thomas, Crane, 
Colver (a), Colver (b), Merrick, and Kirby). The qualitative 
studies were used to describe the lived experiences of autis-
tic children and their parents and/or caregivers when access-
ing health care, while the quantitative studies measured the 
perceived impact of different barriers to healthcare access.

The papers focussed on different healthcare settings: 
Unigwe, Lawson, Christou, and Kirby discussed GP access; 
five studies discussed dental practice (Thomas, Eades, Klein, 
Barry, and Brown), and 11 examined mental health and the 
transition from child to adult services (Jackson, Crane, 
Singh, (Nesbitt and Singh (a and b)), Beresford, Merrick 
(a and b), and Colver (a and b)). Three studies focussed on 
hospital care (Pratt, Brammer, and Kennedy), and finally, 
two papers discussed all types of healthcare services (Slade 
and Fox).

Study samples included autistic children and young adults 
between the ages of 2 and 24 years. Few studies compared 
autistic children to neurotypical children (Fox, Barry, and 
Singh (a)). Most of the studies had large samples, with one 
study having a sample of n = 1 (Lawson). In more detail, 
eight studies had sample sizes between 2 and 50 (Klein, 
Brown, Brammer, Fox, Thomas, Nesbitt, Singh (a), and 
Jackson); three studies included a sample size between 50 
and 100 (Pratt, Colver (a), and Colver (b)), and 13 stud-
ies included samples between n = 100 and n = 900 (Slade, 
Merrick (a and b), Eades, Colver (a and b), Crane, Unigwe, 
Christou, Beresford, Barry, Singh (a), and Kirby).

Klein and Pratt combined retrospective hospital data 
and the perspectives of patients, parents, and/or caregivers. Ta
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Five studies obtained the views of a mixed sample includ-
ing professionals, service users, and their parents (Kennedy, 
Christou, Pratt, Singh (b), and Nesbitt), while four studies 
focused more directly on the professionals’ perspectives 
(Kirby, Singh (b), Unigwe, and Eades). Conversely, 14 stud-
ies reported the parents’ and service users’ personal experi-
ences (Slade, Merrick, Jackson, Colver (a and b), Crane, 
Thomas, Fox, Merrick, Brammer, Brown, Beresford, Barry, 
and Lawson). Only a few papers included autistic individuals 

themselves: two studies included autism advocates (Chris-
tou and Kennedy), and three studies included young autistic 
adults (Crane and Colver (a and b).

In addition, diverse data collection approaches were 
used in the included studies. Two studies used focus 
groups (Barry and Slade); seven studies utilised retrospec-
tive hospital data from case notes or charts (Klein, Singh 
(a and b), Merrick, Barry, and Pratt); nine studies used 
surveys (Eades, Berresford, Brown, Christou, Unigwe, 

Fig. 1  The PRISMA flowchart.  Adapted from Moher et al. (2009). This diagram documents the search strategies used to collect studies explor-
ing autistic children and adolescents’ experiences when accessing healthcare services in the UK
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Crane, Nesbitt, and Singh (a and b)), 12 studies made 
use of questionnaires (Klein, Unigwe, Colver (a and b), 
Nesbitt, Singh (a), Merrick (a and b), Brown, Kennedy, 
Kirby, and Barry); while interview methods were used by 
14 studies (Berresford, Brown, Brammer, Fox, Christou, 
Thomas, Crane, Nesbitt, Singh (a), Colver (a and b), Mer-
rick (a), Pratt, and Jackson). The various analysis methods 
utilised in the included studies are illustrated in Table 3.

ooo Research question 2: What barriers and facilitators to 
healthcare access emerge from the evidence base?

Despite the varied methodology described above, a con-
sistent set of seven barriers emerged across the studies 
reviewed.

1) A total of 19 studies addressed autism knowledge. 
Measurement of autism knowledge was grouped into 
two domains: #1) Healthcare professionals’ knowledge 
and training and #2) service user and carer knowledge 
about specialist services and knowledge about navi-
gating the healthcare system. Twelve studies assessed 
professional knowledge about autism and autism train-
ing (Lawson, Brammer, Christou, Jackson, Kennedy, 
Unigwe, Thomas, Eades, Merrick (a), and Slade), and 
seven studies accessed parental and patient knowledge 
about specialist services and knowledge about navigat-
ing the system (Slade, Crane, Thomas, Christou, Fox, 
Brammer, and Nesbitt).

2) Christou, Brown, Lawson, Pratt, Slade, Fox, Brammer, 
Barry, and Klein reported sensory issues and resulting 
behaviour.

3) System-level barriers, which include access to services, 
lack of coordinated information, and collaboration 
between services and limited resources, were discussed 
in Nesbit, Unigwe, Thomas, Eades, Jackson, and Barry.

4) The transition from CAMHS to AMHS was discussed 
in Singh, Beresford, Brammer, Merrick (a), Kennedy, 
Unigwe, Colver (a), Merrick (b), and Colver (b).

5) Person-centred care, including the pre-admission 
and admission process, reasonable adjustment of the 
environment, and services, was discussed by Brown, 
Thomas, Kennedy, Merrick (a and b), Brown, Brammer, 
Barry, Lawson, Colver (a), Crane, Kennedy, Barry, and 
Pratt.

6) Communication issues between parents, children, and 
professionals as well as language barriers and profes-
sional-client relationships were discussed by Brown, 
Brammer, Thomas, Colver (a and b), Jackson, Slade, 
Lawson, and Beresford.

7) Fox, Crane, and Slade discussed stigma and cultural atti-
tudes towards mental illness.

The synthesis describes these seven barriers in more 
detail in the following sections.

Professional Knowledge and Training

Professional Training

The healthcare needs of autistic children can sometimes be 
complex and require the attention of knowledgeable and 
trained professionals. However, there seems to be a gap in 
autism-specific training, for example, the omission of the 
following important topics: the organisation of services, 
behaviour management strategies, and communication 
issues (Eades, Unigwe, Slade, and Christou). Participants 
reported encounters with health professionals who them-
selves identified a lack of experience, training, or under-
standing of autism (Slade, Christou, Nesbitt, Eades, and 
Unigwe) although training appeared higher for dental pro-
fessionals (Eades).

Two studies explored the effect of healthcare culture on 
access to healthcare for autistic children (Slade and Bram-
mer). For example, cultural practice among the hospital staff 
that does not recognise the need to carry out pre-admission 
assessments for autistic children. This could be linked to the 
fact that the government legislations appear to place more 
emphasis on the training of staff working with autistic adults 
(Autism Act 2009), while little guidance is available about 
the staff working with autistic children (Brammer).

Professionals’ Knowledge

Eades and Unigwe reported high awareness and knowledge 
of autism among professionals. However, their focus of 
knowledge seems to be centred on autistic children’s sen-
sory needs and ability to feel empathy (Eades), while they 
lack knowledge about autistic people’s co-occurring men-
tal health issues (Eades, Unigwe, Kennedy, and Nesbitt). 
Despite high levels of overall knowledge of autism being 
reported by the professionals, they still reported low self-
efficacy in consulting with and managing autistic patients, 
felt that autistic children were difficult to treat, and were una-
ware of resources to facilitate treating this group (Unigwe, 
Eades, and Pratt). In addition, staff indicated particular 
uncertainty about autism compared to other disorders (Pratt), 
and were unaware of the best way to behave when providing 
care for autistic children in hospital settings (Kennedy and 
Nesbitt), especially where professionals were not special-
ists in their area. Greater confidence and self-efficacy was 
reported by trained professionals and those who have treated 
or are currently treating autistic patients, or had personal 
experience of autism (Eades and Unigwe) than those who 
have not received any autism-specific training or treated 
autistic patients. This reliance on personal connections to 
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autism might result in a narrow understanding of autism 
(Unigwe), delays in diagnosis or diagnostic overshadowing 
where patients’ concerns about co-occurring medical con-
ditions are dismissed as ‘part of their autism’ (Christou). 
Overall, the literature reveals low levels of professional 
knowledge and confidence when treating autistic children 
and this could be a barrier to healthcare access.

Service User and Carer Knowledge

Parents’ Knowledge

Three studies (Brammer, Fox, and Beresford) discussed 
parental knowledge and its effect on access to healthcare for 
autistic children. Some parents report being overwhelmed 
by a lack of understanding of autism and its terminologies 
(Fox), healthcare pathways (Beresford), or available personal 
adjustments that could be made for their children (Bram-
mer). This hinders their ability to seek or access appropriate 
physical or mental healthcare required to treat their autistic 
child’s co-occurring medical conditions. In addition, Fox 
reported that parents whose first language is not English 
or those unfamiliar with the UK healthcare system might 
encounter more significant problems than those whose first 
language is English. At the same time, Brammer highlighted 
the need for interpreters to bridge the language barrier.

Young Person’s Knowledge

One study (Crane) discussed the impact a young person’s 
knowledge about autism could have on their ability to seek 
help. Autistic individuals’ ability to differentiate between 
autism and mental health problems was reported as essential 
to distinguish between being sick or not. However, some 
autistic children suffer from alexithymia, a co-occurring 
symptom of autism, which makes it difficult for them to 
know if their feelings or thoughts are part of their autism or 
a sign of mental health problems and whether it is time to 
seek help (Crane).

Environmental Factors

The hospital or healthcare environment is related to the 
background factors that could hinder accessing optimal 
health care for autistic children (Brammer). Some aspects 
of the healthcare environment, such as car parks, ambient 
design of the hospital (Brown), or highly populated areas, 
could impact the experiences of parents and their autistic 
child’s access to healthcare and lead to behavioural issues. 
When not properly designed and managed, the environment 
could lead to failed medical interventions and even cancel-
lation of appointments (Kennedy, Brown, and Thomas). 
For many autistic children, the most significant barrier to 

accessing optimal healthcare service is a sensory overload of 
the environment (Christou, Barry, and Brown). For example, 
more than half of the participants in the studies reviewed 
reported experiencing difficulties in the waiting room. Some 
of the most common triggers are enclosed places, bright 
lights, strange tastes, and strange smells (Barry, Brown, and 
Barry). The environment is especially challenging for autis-
tic children where it is busy and noisy (Barry, Thomas, and 
Kennedy), or where children have to sit next to strangers 
(Thomas), all of which contribute to heightened anxiety of 
the children and the parents (Thomas, Brown, Barry, and 
Kennedy). In addition, some parents reported that their child 
showed behavioural challenges (such as screaming or hit-
ting) in the waiting area (Barry, Thomas, and Kennedy), 
while some parents feel the need to wait away from people 
in empty corridors (Brammer).

Similarly, some children become distressed due to hyper-
sensitivity to touch by the healthcare practitioners, specifi-
cally head touching. The intense sensory experience of an 
autistic child can lead to challenging behaviour such as spit-
ting, crying, lying on the floor, head butting, biting or hitting 
the staff, or self-harming, especially when distressed (Barry, 
Brown, Christou, Eades, and Klein). In addition, sensory 
overload could also lead to physical reactions and symptoms 
(Christou) like anxiety-induced irritable bowel, sickness, 
seizures (Thomas), or vomiting (Barry).

When behavioural issues occur in healthcare settings, 
there is usually a need to reduce the stressor or exert man-
agement techniques (Eades). Managing challenging behav-
iour in autistic children can reportedly involve communi-
cation techniques (Barry and Klein), or pharmacological 
management (Klein) or behaviour modification (Eades and 
Klein). These management methods for treating autistic chil-
dren in hospital or dental practices often fail patients, and 
sometimes treatment is carried out with general anaesthesia, 
especially if there is a need to carry out comprehensive treat-
ments (Klein).

System‑Level Barriers to Healthcare Access

Lack of Information and Clear Pathways

Lack of joined-up services (Unigwe) and coordinated infor-
mation (Thomas, Nesbitt, and Unigwe) is a significant 
concern in healthcare services, especially in mental health 
services, dental services, and transition from child to adult 
care. For example, there is no coordinated information on 
the number of autistic children known to any given London 
borough (Nesbitt), and this is also true for some other parts 
of the UK (Thomas and Unigwe). Likewise, Nesbitt revealed 
that individual professionals provided information about 
the children from memory because there was no children’s 
database maintained on autistic children. Furthermore, there 
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was no system for reporting autism-specific classifications 
available.

There is a resounding negative narrative from mothers 
and/or caregivers about accessing services for their autis-
tic children (Thomas, Crane, Jackson, Slade, and Nesbitt). 
Participants reported not receiving complete information 
about available services or being discouraged from pursu-
ing support (Slade and Thomas). Many reported experienc-
ing a delay in accessing appropriate dental care because of 
confusion over specialist dental services available for autis-
tic children and the referral process, which many described 
as bureaucratic and complicated (Slade). Many parents 
of autistic children could not find information about the 
services available to them (Thomas, Crane, Jackson, and 
Slade), some had to research the pathways themselves, then 
inform the professionals about their child’s needs (Slade 
and Thomas), while some GPs found it difficult to access 
resources (Unigwe and Nesbitt). Further, the scarce infor-
mation and resources attained were thought to contain too 
much jargon (Slade). Nesbitt and Unigwe also reported that 
some professionals are unclear about the appropriate referral 
pathways for autistic children, even though they believed it 
was the role of a GP to have all the information about the 
local services and to be able to provide parents and carers 
with such details (Unigwe).

Limited Resources

Many mothers complained about waiting too long for their 
child to be seen by mental health services, most times with-
out support or advice (Eades and Jackson). Once attained, 
the professional support on offer is usually too short for a 
complex condition (Eades, Unigwe, and Jackson). Some pro-
fessionals commented on the extra time needed for treat-
ing autistic children because of how complex their needs 
are, which usually takes more time than allocated. This was 
especially highlighted with regard to the high workload 
caused partially by the closure of specialist services due to 
a lack of funding (Eades, Unigwe, and Slade). Profession-
als sometimes reported working hard to make adjustments 
when treating autistic children because they felt the need to 
provide best levels of care, despite the time constraints, lack 
of funding (Eades), and the fact that such adjustments are not 
recognised by NHS systems (Eades and Slade).

Some parents are concerned about their child’s safety in 
the hospital and the lack of enough staff to keep them safe 
(Brammer). In addition, some parents expressed concerns 
about the lack of professionals from a more diverse work-
force with different cultural backgrounds who they believed 
would be able to provide more effective support (Slade). 
However, some caregivers believe that professionals with 
the same cultural background might make false assumptions 
based on their shared cultural backgrounds (Slade). Some 

professionals claim that primary health care professionals 
should not take on specialist roles because they do not have 
the resources or are not equipped to care for autistic patients 
(Unigwe and Eades).

Transition

Parents’ experience of service transfer from CAMHS to 
AMHS was predominantly negative (Beresford, Singh, 
Brammer, Merrick, Kennedy, and Colver). Only 4 of the 
90 participants in Singh experienced optimal transition, 
Young people with autism, or those with a borderline learn-
ing disability might not be prioritised for care and might fall 
through the care net, and there is a lack of care plan for those 
refused by AMHS (Singh (a)). Loss of continuity and lack 
of information sharing between CAMHS and AMHS also 
often caused a significant barrier to accessing appropriate 
healthcare for autistic young people who have a chronic or 
lifelong co-occurring mental health condition (Beresford, 
Singh, Merrick (a), Kennedy, and Colver). The loss of rela-
tionship developed with the therapist in CAMHS reportedly 
had a negative impact on some children’s mental health 
(Beresford and Kennedy). In addition, the interruption of 
reasonable adjustments, individualised services, and intense 
support offered in CAMHS but not available in AMHS can 
also have a severe impact on mental health service support 
(Merrick (a), Kennedy, and Colver (a)). Interactions between 
the services pre-transfer, meeting the adult team before the 
transfer, appropriate parent involvement, and promotion of 
health self-efficacy were related to better outcomes for those 
transferred (Merrick (a) and Colver (b)).

Person‑Centred Care, Pre‑admission, and Admission 
Process

Many parents also believed that the problems encountered 
by their autistic children and themselves could have been 
avoided with personal adjustment tailored to their child’s 
particular needs, family circumstances, and planned pre-
admission since each autistic child’s needs are unique (Pratt, 
Barry, Slade, and Eades).

Individualised assessment before the appointment date 
and increased awareness of the individual’s needs are 
believed to ensure that the children encounter minimal sur-
prises, make the day more manageable, and receive treat-
ment successfully (Pratt and Eades). Participants felt that 
phoning the dental surgery prior to arrival (Barry), provi-
sion of pagers to parents (Thomas), and providing immedi-
ate access upon arrival would be helpful (Barry, Thomas, 
and Lawson). Having quiet zones (Kennedy and Lawson) or 
an agreed maximum waiting time (Kennedy) has also been 
reported to be a reasonable environmental adjustment for 
autistic children (Thomas).
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Collaboration with parents by hospital staff to gather 
information about their child’s needs and potential triggers 
(Crane and Kennedy) would also be useful, so that an effort 
can be made to adapt to the child’s nuances and individual 
needs (Thomas). An example of a person-centred approach 
is a special session created for the child to visit the hos-
pital before the appointment to familiarise themself with 
the equipment, what it does, the environment, or the pro-
fessionals responsible for their care (Kennedy and Brown). 
However, some parts of healthcare services might not have 
pre-admission assessments due to issues such as lack of 
knowledge or available healthcare practitioners (Brammer). 
This could lead to an inability to access optimal healthcare 
services (Barry, Thomas, and Kennedy) or complete with-
drawal from seeking healthcare services, especially if the 
parents or caregivers feel services are not tailored to their 
child’s autism (Crane).

Most of the participants whose individual needs assess-
ment was completed were happy about the short waiting 
times, reasonable adjustments made, and the compassion 
of the professionals (Brammer). However, Thomas reported 
that the stress and anxiety experienced by the family before, 
during, or after unsuccessful visits could lead to violence at 
home, self-harming, or withdrawal from healthcare services.

Communication

One focal point of all discussions in the articles was unam-
biguous communication, which allows parents to act as 
an advocate for their children confidently and is involved 
enough for parents to feel that they are in a collaborative 
partnership with professionals (Eades, Jackson, Brown, 
Beresford, and Thomas). Parents of autistic children should 
be seen as experts on their child’s specific needs because 
they have first-hand knowledge of their children’s problems 
and are in the best position to articulate how best to deal 
with their child (Thomas, Brown, and Eades). However, 
some parents felt they had to fight to be heard (Jackson), 
while some reported that the professionals minimised their 
concerns about their child’s co-occurring issues and dis-
missed it as just another typical symptom of autism that 
they could do nothing about (Thomas, Brown, and Eades).

There are two distinct themes being addressed here: lan-
guage proficiency and communication issues more broadly. 
Almost all of the studies reviewed except for two (Beresford 
and Lawson) reported significant negative experiences of 
communication with healthcare professionals. Some par-
ticipants complained about not being informed about their 
child’s transition (Singh, Beresford, Brammer, Merrick (a), 
Kennedy, Unigwe, Colver (a), Merrick (b), and Colver (b)), 
lack of clarity or proactive contact (Eades, Jackson, Brown, 
Beresford, and Thomas). Parents reported that some profes-
sionals make assumptions based on appearance or ethnicity, 

especially if the families have strong accents (Slade). They 
reported not being listened to (Slade and Jackson), and lan-
guage barriers (Slade). This forced some participants to 
rely on their family members to translate even though they 
could only partially understand the information themselves 
(Slade). In addition, parents commented on the need for 
support either by providing a professional that speaks their 
language or support in the form of information and resources 
available in different languages or providing formal inter-
preters (Eades, Jackson, Brown, Beresford, and Thomas). 
However, some participants claimed that the interpreters 
sometimes misunderstand them because of their own cul-
tural assumptions, thereby missing the meaning behind the 
information communicated (Slade).

There are few instances of good communication out-
comes where the parents felt listened to (Lawson, Beres-
ford, Brown, and Jackson). However, one parent felt she 
was listened to because of her background in nursing, so 
she could research what she wanted and express it to the 
healthcare professionals (Jackson), which links back to par-
ent knowledge.

Stigma and Culture

The stigma associated with autism makes some parents 
hide away their children, which might prevent them from 
getting the necessary healthcare (Slade, Fox, and Crane). 
Some parents are badly spoken about by the community, 
feel ashamed, and are blamed for doing something wrong 
during pregnancy to make their child autistic (Slade) which 
extends into healthcare settings and families’ willingness 
to seek treatment. Some parents also avoid seeking help 
because they feel judged by professionals (Brown, Thomas, 
and Jackson). For example, participants described how their 
dentists put pressure on them without considering the sen-
sory issues associated with autistic individuals and brush-
ing (Thomas and Brown), while some felt blamed for their 
child’s distress (Jackson).

Discussion

The present paper aimed to identify what is known about 
disparities and facilitators of healthcare access for autistic 
children in the UK. In total, 24 studies that met the inclu-
sion criteria for the systematic review were identified. The 
studies discussed different aspects of healthcare access, such 
as GP access (Unigwe et al., 2017; Lawson, 2009; Christou 
2016; Kirby et al., 2005), mental health (Jackson et al., 2019; 
Crane et al., 2018; Singh et al. Singh et al., 2010), den-
tal practice (Thomas et al., 2018; Eades et al., 2019; Klein 
et al. 1999; Barry et al., 2013; Brown et al., 2014), transition 
(Beresford et al., 2013; Colver et al., 2018a, 2018b; Colver 
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et al., 2018a, 2018b; Merrick et al., 2015; Merrick et al., 
2015; Nesbitt, 2000; Singh et al., 2008, 2010), and hospital 
services (Brammer, 2015; Kennedy et al., 2016; Pratt et al., 
2011).

Various methods were used to investigate healthcare 
access for autistic children and the included studies gath-
ered data from varied sources. For example, some data were 
collected specifically from the service users’ and parents’ 
perspectives; some studies explored the professionals’ per-
spectives alone; some combined the parents, service users, 
and professionals’ experiences for their data; some included 
autism advocates in their research; while some explored the 
perspectives of young autistic adults.

In general, all articles identified barriers that resulted in 
poorer access to healthcare or poor quality of care for autis-
tic children and autistic young adults, while only a subset 
of the studies provided evidence on facilitators. Despite 
the limited literature and differing methodologies, similar 
facilitators and barriers were reported across the 24 studies. 
The barriers and facilitators found were professional and 
parental knowledge about autism, sensory issues, challeng-
ing behaviour, system-level barriers, patient-provider-parent 
communication issues, lack of person-centred care, stigma, 
and culture. Some aspects of these will be discussed in detail 
below.

Difficulties in verbal or non-verbal communication were 
reported to affect access to healthcare negatively (Bram-
mer, 2015; Eades et al., 2019; Klein et al. 1999) or impact 
an individual’s ability to report medical conditions (Slade, 
2014). One autism-related factor affecting healthcare access 
is the atypical nature of the social or communication skills 
of individuals with autism, which is always unique to each 
person (Eades et al., 2019; Klein et al. 1999). For example, 
an autistic person might find it challenging to process the 
three streams of information: visual (ability to look at the 
health care practitioner), verbal (listening to information), 
and processing (thinking about the information given) (Hurl-
butt & Chalmers, 2002).

Another aspect that should be considered is parental 
autism. Sandin et al. (2014)’s study of the familial risk of 
autism found that the heritability of autism and autistic dis-
order was estimated to be 50%. Healthcare professionals 
should be aware that there is a notable proportion of autis-
tic children whose parents are also autistic. This is because 
being an autistic parent might make communication with 
healthcare professionals about an autistic child’s healthcare 
needs challenging. Some parents are particularly anxious 
about being misunderstood about their autistic children if 
they are autistic themselves (Pohl et al., 2020). They often 
feel misunderstood by healthcare professionals and have 
difficulties in deciding which information to share, which 
could lead to feelings of anxiety (Pohl et al., 2020). These 
difficulties could be alleviated by checking beforehand the 

best way to communicate with the patients and what support 
is necessary during healthcare appointments. Thus, autism 
sometimes affects how an autistic individual sees the world, 
which could be different to that of a non-autistic individual, 
subsequently affecting the interaction between them (Milton 
et al., 2022). This review has highlighted the importance of 
communication as both a barrier and a facilitator to health-
care access. Understanding the best way to communicate 
with patients during appointments will improve healthcare 
delivery and, consequently, the autistic child’s health. How-
ever, research into the best ways in which to achieve this is 
still needed.

The findings from this review also suggest that there is 
a need for personalised care tailored to the autistic child’s 
needs which is similar to the findings of Prato et al. (Prato 
et al., 2019)’s research about the factors that determine the 
quality of a hospital experience. Prato et al. (2018) found 
that creating activities to promote empowerment, valuing 
the person, and creating a suitable environment will allow 
healthcare practitioners to pay better attention to their 
patient’s individual needs instead of taking the one-size-
fits-all approach. Personalised care also applies to autistic 
children experiencing adverse effects like sensory overload. 
A notable finding that emerged from the data synthesis is the 
effect of sensory sensitivities on autistic children. Individu-
als with autism often suffer from elevated sensory process-
ing, which affects one or more sensory modalities such as 
touch, sound, smell, sight, or taste (Miller et al., 2007). This 
over-sensitivity usually affects their everyday lives (Tyler 
et al., 2014; Danesh et al. 2021; Miller et al., 2007), which 
could also affect their ability to access appropriate health-
care. These environmental factors could lead to autistic chil-
dren exhibiting challenging behaviours, ultimately making 
parents and/or caregivers less inclined to seek medical help 
for their children. However, simple, reasonable adjustments 
such as the provision of a quiet room (Lawson, 2009) or 
headphones (Pfeiffer et al. 2019) could improve the experi-
ences of an autistic child in a healthcare setting.

There is also a wealth of literature about the effect of 
sounds on autistic children (Danesh et al. 2021; Williams 
et al., 2021; Sansosti et al., 2004), which sometimes prevents 
treatment from being carried out in traditional dental settings 
(Klein et al. 1999). Most times, children need to be physi-
cally restricted in order to carry out assessments or treat-
ment due to the effect of sound (Eades et al., 2019). It could 
cause anxiety for the parents, staff, and the child involved 
(Pratt et al., 2011), and also make the professionals feel de-
skilled. Therefore, there is a need to exert caution in using 
tools with loud noises and offering alternative taste prefer-
ences or apparatus to reduce the stressor (Eades et al., 2019). 
These findings reinforce the need for healthcare settings to 
arrange personalised care plans to ensure the visit goes well. 
This review found that reasonable adjustments that would 
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benefit autistic children in reducing sensory sensitivities are 
reduced waiting times (Barry et al., 2013; Kennedy et al., 
2016; Lawson, 2009; Thomas et al., 2018), giving a pager 
that would call in patients at the exact time they are needed 
(Thomas et al., 2018), or allowing parents to leave a mobile 
phone number while on site (Lawson, 2009).

An example of a framework that could improve person-
alised care, healthcare access, the quality of life, and life 
expectancy of autistic individuals (if implemented effec-
tively) is outlined in the NHS Long Term Plan (National 
Health Service, 2019). In chapter  3, the Plan outlines 
objectives for progress in care quality and outcomes, with 
a subsection specifically relevant to learning disability and 
autism. Section 3.31 outlines plans to tackle the causes of 
morbidity and preventable deaths in people with a learn-
ing disability and for autistic people, including a commit-
ment to pilot the introduction of a specific health check for 
people with autism. Section 3.32 outlines plans to improve 
its understanding of the needs of people with learning dis-
abilities and autism, including providing healthcare staff 
with information and training on supporting people with 
autism and ensuring all healthcare providers make reason-
able adjustments to support people with autism. This sec-
tion also includes plans to implement a ‘digital flag’ in the 
patient record to alert staff that a patient has autism.

UK healthcare systems are configured in such a way that 
GPs often have a crucial role of ‘gatekeeping’ and refer-
ral to other healthcare services, including mental health. 
Therefore, exploring GP training and knowledge is vital 
to understand how they manage autistic children’s health-
care. Unigwe et al. (2017)’s study of autism knowledge 
among healthcare practitioners found that some profes-
sionals’ sources of knowledge about autism are non-expert. 
For example, some healthcare practitioners’ knowledge is 
from their personal connections or information obtained 
from the media, which could shape their views about autis-
tic patients’ needs (Jones & Harwood, 2009). Jones and 
Harwood (2009)’s study of the media representations of 
autism in Australia found that autistic people are labelled 
as dangerous or uncontrollable which affects how they are 
treated. Although personal relationships might be somewhat 
effective in providing some invaluable sight into autistic 
patients’ issues, each person’s autism is usually unique; 
therefore, lack of knowledge and understanding of autism 
could lead to making common assumptions about autistic 
people’s cognitive ability and developmental or emotional 
features (Unigwe et al., 2017). Lack of expert autism train-
ing or sources of information for GPs is concerning given 
that they are often the first contact for healthcare needs and 
are often responsible for making decisions about autistic 
children’s health and the referral process. These findings 
suggest a critical need for healthcare professionals’ training 
(Department of Health and Social Care 2016). A framework 

was launched after the publication of the Long-Term Plan 
(2019), which outlines the capabilities relating to autism that 
NHS healthcare staff are expected to have. The capabilities 
are grouped into five domains which are one, understand-
ing autism, two, personalised support, three, physical and 
mental health, four, risk, legislation and safeguarding, and 
five, leadership and management and education and research 
(Skills for Health 2019). This training can be provided 
through short online educational programmes (McCormack 
et al. McCormack et al., 2020), which have been found to be 
effective in tackling stigma in other populations (Gillespie-
Lynch et al., 2015).

This literature review also highlights the dearth of evi-
dence about system-level barriers to accessing healthcare 
services for autistic children. A prominent finding of this 
review was an immense need for, but an inability to access, 
healthcare services. This is similar to Nicolaidis et  al. 
(2015)’s findings of system-level barriers affecting access 
to healthcare. Healthcare professionals have a limited under-
standing of the resources available to them (Unigwe et al., 
2017) or are often unwilling to make the referral for autistic 
individuals (Slade, 2014) while some parents believed they 
would only be able to access support once they reached a 
crisis point (Slade, 2014). Taken together, the inequity and 
inability to access appropriate healthcare services for autistic 
children could increase the stress of caring for an autistic 
child (Nesbitt, 2000). Furthermore, navigating the complex 
administrative healthcare system and the lack of clear refer-
ral pathways and information is also reported as system-
level barriers (Nicolaidis et al., 2015). This is supported by 
Vogan et al. (2017)’s research which found that more than 
half of the study participants experienced problems getting 
information about accessing healthcare services. Therefore, 
the provision of concise and precise information, accurate 
signposting to available services, and coordinated informa-
tion between services might improve access to healthcare. 
These have been reported to improve other services such 
as transport and education (Southby & Robinson, 2018). 
Better access to healthcare services designed for parents of 
autistic children is needed to reduce the disparities in access-
ing healthcare (Beresford et al., 2013) and, consequently, 
increase the service users’ overall well-being. It might also 
reduce the burden or stress parents encounter when navigat-
ing the system, which could prevent or discourage them from 
seeking help.

Even though the included studies span over 21 years 
(1999 to 2020), it is surprising how the results and the 
themes within the studies did not vary across time, set-
ting, and location (Walsh et al., 2021; Doherty et al., 2022; 
Soke et al. 2018; Mazurek et al., 2020; Heslop et al., 2021; 
Boshoff et al., 2021; Mencap, 2012). Although policies and 
legislatures keep changing and upgrading over time, the 
barriers encountered by autistic children and their parents 
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when accessing healthcare services remain constant, which 
reinforces the need for the current study.

Strengths and Limitations

This systematic review has several strengths. Overall, the 
quality of the 24 included studies was assessed to be high, 
with most scoring between 80 and 100% on the quality 
checklists and only two studies (Kennedy et al., 2016; Pratt 
et al., 2011) scoring 50% or less.. This adds weight to the 
reliability and validity of the findings to practice, policy, and 
care. Also, although JBI and CASP are the critical appraisal 
tools used to assess the quality of the included studies 
because of the varied range of methodologies, there might be 
other tools that would allow better comparison between the 
different methodologies; therefore, future research should 
consider this.

Another significant strength of this review is that the 
studies included the perspectives of parents, autistic chil-
dren, and healthcare professionals about healthcare access 
for autistic children, allowing for more varied data collec-
tion. Further, the samples of the studies vary from small to 
large (n = 1 to 900). Finally, the search strategies were well 
refined, and there was high agreement between the author 
and the quality checker, suggesting that the screening and 
selection process were robust and the papers were reliably 
evaluated.

Nevertheless, some methodological limitations should 
be considered. First, although the fact that grey literature 
was included in this review could be seen as a strength, it 
should also be noted that this means that peer review has 
not been undertaken for all studies. Two papers (Brammer, 
2015; Slade, 2014) have yet to be peer reviewed in academic 
journals. These papers are important to include because they 
contain much relevant information and since not many stud-
ies are available on the subject in the UK. Secondly, this 
review focuses on the experiences of autistic children in 
accessing healthcare services, which means young adults 
over 18 were excluded. Further research is needed to syn-
thesise similar information for autistic young adults. Thirdly, 
most of the data used were based on parents’ or self-report 
metrics of access to healthcare experiences; therefore, find-
ings might be biased by self-report (Rosenman et al. 2011). 
Also, some pieces of literature are from the same group of 
studies, which confirms that not enough studies are being 
carried out on this topic.

Conclusion

The primary healthcare system varies worldwide, meaning 
people’s experiences differ depending on the healthcare sys-
tem. This is why it is essential to conduct this systematic 

review focused on studies done in the UK to understand the 
challenges faced explicitly by UK patients. This can then 
provide a context for other national healthcare systems. 
Healthcare services are especially vital for autistic children, 
as they experience more healthcare issues. However, the bar-
riers identified here sometimes deter or discourage some 
parents from seeking healthcare services for their autistic 
children.

Seven overarching barriers emerged from this review, 
even though the studies used different methodologies. The 
ongoing aim of this research is to use this synthesised evi-
dence base to explore how to best provide resources needed 
by the professionals and also to develop a framework for the 
disparities in healthcare access that can be personalised to 
the service users.

This review confirms disparities in healthcare access 
and utilisation for autistic children and their parents and/
or caregivers. However, several gaps in the literature were 
identified including that, surprisingly, only a few studies 
examined the facilitators extensively. Although there is evi-
dence of efforts to create interventions and ways to evaluate 
their effectiveness (Kennedy et al., 2016; Brammer, 2015; 
Christou 2016), it is striking how few studies explored these 
topics explicitly.

Further research is needed to investigate healthcare expe-
riences from the perspective of professionals, parents, and 
young people themselves, in order to improve equality of 
access to core services.
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