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ABSTRACT

[EISTISEE One of the essential needs of patients with Autism Spectrum Disorder (ASD) and their families
is the rehabilitation services to improve patients’ performance in social interactions and communica-

Received: 21 Feb 2021 tion. However, access and use of these services pose many challenges for patients with ASD and service
Accepted: 05 May 2021 : providers. This study systematically reviews the challenges of access and use of rehabilitation services
Available Online: 01 Oct 2021 for patients with ASD.

This is a systematic review of the articles published from 2010 to 2020 in Persian
and English on the challenges of accessing and using rehabilitation services for patients with ASD. The
search was conducted in online databases of Google Scholar, PubMed, Scopus, ProQuest, Science Di-
rect, SID, and Maglran using the keywords of “challenge”, “utilization”, “accessibility”, “rehabilitation”,
“healthcare”, and “autism”. The initial search yielded 142 articles. After checking their titles, 102 articles
were removed because they were irrelevant or duplicates, and 40 remained. Finally, 14 studies were
selected for the review after checking their abstracts and considering the inclusion criteria.

[{EETE In general, due to the nature of ASD, patients and their families have many challenges in access-
ing and using rehabilitation services. Their essential challenges were high costs of services, insufficient
insurance coverage, lack of parental involvement in healthcare, scarcity of some essential services, lack
of access to specialists in ASD, no government support, long waiting times, no transportation, lack of
information of parents about how to access the required services, heterogeneity of services provided in
different centers, inefficiency in diagnosing and screening people with ASD, lack of rehabilitation moni-
toring, incoordination between autism centers, challenges related to the structure and maintenance of
services, and low manpower of service providers.

Keywords: i [T People with ASD face several challenges in accessing and using rehabilitation services. Our
Autism (Spectrum study results can be helpful for the effective use of rehabilitation services by these patients, improving
disorder), Challenge their living conditions, and ultimately their quality of life. Recognizing these challenges can pave the way
rehabilitation, Health- for policymakers, intervention managers, and planners to take more effective steps for providing reha-
care, Accessibility : bilitation services to patients with ASD as their human rights. The authorities should pay more attention
(access), Utilization to existing resources, adopt and implement the necessary programs, solve the identified challenges, and
(use) © reform the administrative structures of autism rehabilitation.
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Introduction

utism Spectrum Disorder (ASD) is a group

of pervasive neurodevelopmental disorders

characterized by moderate to severe impair-

ment in social skills, socialization, repeti-

tive and expressive language, and repetitive
and stereotyped behaviors and interests [1-3]. Evidence
shows that the prevalence of ASD is increasing [4] with
an average annual increase of 10.9%: the fastest growth
rate among other disabilities since 2009 [5]. In the United
States, its prevalence is 1 in 54 healthy children [6]. ASD
can be a costly disorder throughout a person’s life. Due to
its prevalence and range of behavioral needs and character-
istics of patients, rehabilitation is necessary to teach social
interactions and communication skills to them and prevent
the progression or exacerbation of behavioral deficits [7].
Early diagnosis and treatment are some of the most critical
factors in optimizing the outcome of rehabilitation; diag-
nosis is a prerequisite for access of families to early inter-
ventions [8]. There are several rehabilitation interventions
for patients with ASD. These people need lifelong support
and strive for employment, independent living, and social-
ization [9]. On the other hand, rehabilitation interventions
require the use of appropriate facilities and structures such
as human resources, financial resources and equipment,
expert support, physical space, and also the cooperation of
families, especially parents [10].

As mentioned above, one of the essential needs of ASD
patients and their families is to use rehabilitation services
to improve their performance in said areas. However, ac-
cess to and use rehabilitation services is challenging for
these individuals [11-13]. Some health care providers are
not ready for their clients. Some therapists report a lack
of skills and tools needed to care for people with ASD
[14]. The present study aims to systematically review
and comprehensively classify the challenges of access
to rehabilitation services for patients with ASD. It is ex-
pected that this study can provide the necessary evidence
for policymakers and managers involved in the use of
rehabilitation services for people with ASD to improve
the living conditions of these people by solving the chal-
lenges and ultimately help improve their quality of life.

Materials and Methods

This research is a systematic review study. A search was
conducted on articles published in Persian and English
from 2010 to 2020 on the challenges of accessing and us-
ing rehabilitation services for people with ASD in online
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databases of Google Scholar, PubMed, Scopus, ProQuest,
Science direct, SID, and Maglran using the keywords of
“challenge”, “utilization”, “accessibility”, “rehabilitation”,
“healthcare”, and “autism”. The initial search yielded 142
articles. After reviewing their titles, 102 articles were ex-
cluded because they were irrelevant or duplicates, and 40
remained. Finally, by examining the quality, methodology,
and abstracts of the articles and considering the inclusion
criteria, 14 studies were selected (Figure 1). A Table was
prepared containing the authors’ names, study country,
study time, the title of study, type of study, the purpose of
study, target group, number of samples, and study results
(Table 1). The inclusion criteria were publication in repu-
table journals, in English or Persian, available in full-text,
and publication during 2010-2020; the exclusion criterion
was a letter to the editor.

Results

This study investigated the challenges of accessing re-
habilitation and healthcare services for patients with ASD.
Findings showed problems in the executive and informa-
tion structures in rehabilitation and treatment programs for
these people. Establishing a systematic monitoring system
is recommended in response to these challenges. Neglect-
ing the structure and policy of rehabilitation puts system-
atic rehabilitation policies in front of the implementers. On
the other hand, the challenges of poor knowledge and at-
titudes, and ultimately the defect in the information system,
are evident at various levels, such as rehabilitation service
providers, parents, and the community. This condition has
led to the development or exacerbation of problems in other
areas, such as family despair, poor teamwork, and no com-
mitment to professional ethics.

The findings of Pfatos and Pisula in 2019 showed that de-
spite the growing number of adolescents and young adults
with ASD, there is little information about the necessary
services and the existing barriers. In their study, the barriers
that parents stated included difficulty in accessing services,
not being eligible to receive services, difficult access to in-
formation about services, and expensive costs of services
[24]. Another study reported that people with ASD had
problems with the use of services, lack of regular service
delivery, insufficient insurance coverage, and lack of paren-
tal involvement in childcare. These problems were more
common in people with ASD than in people with other
developmental and mental disorders [13]. Poor access to
and use of rehabilitation services create many challenges
for people with disabilities and service providers, especially
in rural areas where there is a shortage of human resources
and rehabilitation equipment [27, 28]. The most critical
challenges were as follows:
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Table 1. Characteristics of the studies
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Title

Study
Design

Purpose

Samples

Results

Author (s) Country
Ahmadi et Iran
al. [25]
Vohra et
al. [21] The USA
Zablotsky
ctal.26] MEUSA
Abdi et al. Iran
[27]
Nicolaidis
etal.20] "eUSA
Dern and
Sappok Germany
[28]
Babatin Saudi
[24] Arabia

The needs of
Iranian families
of children with

Autism Spectrum

Disorder (ASD)

Access to
services, qual-
ity of care, and
family impact

for children with
autism, other
developmental
disabilities, and
other mental
health condi-
tions.

Service and
treatment use
among children
diagnosed with
autism spectrum
disorder

Exploring barri-
ers of the health
system to reha-
bilitation services
for people with
disabilities in
Iran: A qualita-
tive study

“Respect the way
I need to com-
municate with

you”: Healthcare
experiences of
adults on the

autism spectrum

Barriers to
healthcare for
people on the

autism spectrum

The availability
of services for
children with

autism spectrum
disorder in a
Saudi population

Descrip-
tive

Cross-
sectional

Descrip-

tive cross-

sectional

Qualita-
tive

Qualita-
tive

Qualita-
tive

Cross-
sectional

Assessing the needs
of Iranian families of
children with ASD
compared to Cana-
dian families

Evaluation of prob-
lems of a group of
children with ASD

Evaluation of service
use among children
with and without
ASD, parents’ percep-
tion of unmet treat-
ment needs

Investigating the
rehabilitation process
and the challenges
for people with dis-
abilities in the Iranian
health system

Investigating the
healthcare experi-
ences of adults on

ASD

Assessing the
multiple problems of
people with ASD in
receiving health care
by service providers
and providing solu-
tions to overcome
them

Investigating the
availability of a
variety of services
needed for children
with ASD and help
improve services

62 families of
children with
ASD

18136 samples

2077 samples

21 people (7
service provid-
ers, 4 people
with disabilities,
4 families with
people with
disabilities, 2
people from
NGOs) and, 4
policymakers)

39 adults with
ASD

23 sessions with
specialists in the
field of ASD and
adults with ASD

136 employees
of various au-
tism centers

There were similarities in three
areas: lack of parental informa-
tion about access to required
services, poor cooperation of
parents and professionals in
planning, implementing, and
evaluating medical services, and
heterogeneity of services pro-
vided in different centers.

Problems with the use of services,
lack of regular service delivery,
insufficient insurance coverage,
and lack of parental involvement
in childcare

Children with ASD had a 98% sub-
stantial rate of current service and
67% medication usage; however,
30% of parents reported that
their children’s developmental
needs were still not met by their
current treatment and services.

Identified barriers were pre-
sented in 8 categories: deficiency
in the system of rehabilitation
services provision, defect of edu-
cation in rehabilitation, a fault in
detecting and screening of people
with disability, defect of steward-
ship in rehabilitation, Ignoring of
sociocultural factors, accessibility
hardships, lack of identification of
rehabilitation, financial hardships

The identified barriers were in

three categories: patient-level,

provider-level, and system-level
factors

Barriers to health care were com-
piled and structured according to
various aspects, such as “making
appointments”, “waiting area”,
“communication”, and “examina-

”

tion”.

There were significant shortcom-
ings in access to services, includ-
ing referral problems for essential
services in Jeddah, Saudi Arabia.
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" Study
Author (s)  Country Title Deslgn Purpose Samples Results
Challenges and Evaluating the I?lagnostlc'and edu.canonal ser
- vices for children with ASD were
opportunities current health and s
. . . meager and mostly limited to the
to improve education services 10 health and o . -
. . . . . Ethiopian capital. Families face
autism services . for children with ASD education . .
Tekola et - ; : Qualita- . L . ; . many practical and psychological
Ethiopia in low-income . in Ethiopia, assessing  service providers .
al. [29] . tive ) ) social challenges. Local stakehold-
countries: les- unmet needs, and for children with .
A . . ers offer a variety of approaches
sons from a situ- providing services for ASD i . -
. : : to expanding future service deliv-
ational analysis these children and . . . .
) o . - ery, including service decentraliza-
in Ethiopia their families . L
tion and raising awareness.
Top barriers were fear or anxiety,
not processing information fast
Barriers to N enqugh tg participate in real-time
healthcare: 437 partici- discussions about healthcare,
) To Identify and pants (209 with concerns about cost, facilities
Instrument . R R X
development compare barriers to ASD, 55 with causing sensory issues, and
Raymaker The USA  and comparison Method-  health care between  disabilities and difficulty communicating with
etal. [30] P e ological adults with ASD, and without ASD, providers. Overall, adults with
between autistic . . . ) o
adults with and with-  and 173 without ASD experience many similar
adults and adults L e ;
. . out other disabilities  disabilities and challenges as people with other
with and without I .
o ASD) disabilities. However, they experi-
other disabilities .
ence these challenges at a higher
rate, and their barriers are specific
and unique
Problems such as low number of
. service providers, long waiting
Barriers to re- . . . .
) . . Using the experi- times, lack of transportation and
Anderson ceipt of services Qualita- - 20 parents of .
The USA . ences of the families . high cost, and program problems
etal. [31] for young adults tive ; adults with ASD )
f . of adults with ASD such as bureaucracy, unfulfilled
with autism .
formal goals, lack of accountabil-
ity, and self-directed services
To Investigate the
Caregivers’ lived experiences of
give primary caregivers Semi-structured The results included 5 main
challenges in ac- . . ; ) . -
. . Qualita- of children with ASD in-depth inter- themes: general experiences,
Jones [32] TheUSA  cessing services . . . . - .
. . tive and find a proper views with 11 challenges, relationships, access
for children with : . A
autism understanding of the participants to services, and stressors.
challenges in access-
ing services
Service use,
unmet needs, Barriers that parents stated
and barriers to Descrip- Assessing needs and included difficulty in accessing
Ptatos and Poland services among tive /croF;s— barriers to services 311 parents of services, not being eligible to
Pisula [33] adolescents and . among youth with youth with ASD  receive services, difficult access to
sectional . . )
young adults ASD information about services, and
with ASD in very high costs of services
Poland
A systematic
revu?w of what Invgshgapng stu_dles Patient-provider communication,
barriers and fa- to identify barriers L
" = ) sensory sensitivities, and execu-
Mason et cilitators prevent ] and facilitators of Review of 6 . S .
The UK . Review ) . tive functioning/planning issues
al. [34] or enable physi- access to physical studies Lo -
emerged as significant barriers to
cal healthcare healthcare for people
. . healthcare
services access with ASD
for autistic adults
Primary care . . Barriers included lack of access to
. , Assessing the barriers .
providers’ per- . experts in ASD, lack of govern-
. . and needs of children
Mazurek ceived barriers with ASD based on 114 primary care ment support, lack of knowledge
The USA and needs for Mixed . . about the risk factors of ASD, lack
etal. [23] the perceptions and providers

support in caring
for children with
autism

experiences of pri-
mary care providers

of prior training on ASD, lack of
confidence in managing medical
problems, and lack of time to visit
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Figure 1. Flowchart of selecting articles for the review

* Challenges related to the high costs of services and the
lack of a systematic support system: High cost of providing
services [15], insufficient insurance coverage [13], lack of
government support [26], and concerns about costs [21];

* Challenges related to rehabilitation services: Lack of
availability of some essential and essential services such as
occupational therapy [19], lack of access to specialists in
ASD [26], and lack of special services, especially in rural
areas [18];

* Challenges related to poor knowledge and attitude: Lack
of knowledge of the signs and symptoms of ASD [26], lack
of information of parents about how to access the required
services [15], and lack of knowledge about ASD [22];

+ Challenges related to the structure of rehabilitation pro-
grams: Problems in using services, such as lack of main-
taining services [13], structure and maintenance of ASD
services [29], and heterogeneity of services offered in dif-
ferent centers [15];

+ Challenges related to communication between parents
and service providers: Lack of parental involvement in
childcare [13], difficulty communicating with service pro-
viders [21], and poor cooperation of parents and providers
in planning, implementing, and evaluating services [15];

Arabi MA, et al. Chall
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* Challenges related to screening, diagnosis, and rehabili-
tation: Inefficiency in diagnosing and screening people with
disabilities [17], and diagnosis and treatment process [29];

¢ Other challenges: Defects in rehabilitation monitoring
[17] and low human resources of service providers [29].

It is hoped that the results of this study help policymakers,
managers, and planners in the field of rehabilitation of ASD
people to help them achieve their human rights in the field
of health and rehabilitation like other people in the com-
munity by reforming executive structures and developing
comprehensive rehabilitation programs.

Discussion and Conclusion

Because of the nature of ASD, families, and service pro-
viders have many challenges in accessing and using reha-
bilitation services. These services are not provided in the
entire life of people with ASD. Recognition of these chal-
lenges helps rehabilitation program managers and poli-
cymakers take more effective steps to provide services to
people with ASD and their families. They should pay more
attention to existing capacities, adopt, and implement the
necessary programs to lead to basic measures to improve
the rehabilitation services needed by people with ASD. Be-
sides, to increase the productivity of rehabilitation services
for these people, we need short-term, medium-term, and

of Rehabilitation Services in People With Autism. RJ. 2021; 22(3):260-277.
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long-term planning. One of the limitations of this study is
that other language articles are not reviewed due to the lack
of proficiency in other languages.
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1. Autistic spectrum disorder

2. Pervasive neurodevelopmental disorder

3. Receptive language

4. Expressive language

5. Stereotyped behaviors

6. Pervasive developmental disorder

7. Centers for Disease Control and Prevention (CDC)

8. Applied behavioral analysis

9. Picture Exchange Communication System (PECS) training

Kool 59 g0 tmamnsi gl ciabs VAT A3 Wino 31351 (g1t  gubienill Closd 1 83Miku) g (oaw piwsd (Sl oy g ot 5] Ll bigen YFA



http://rehabilitationj.uswr.ac.ir/index.php?slc_lang=fa&sid=1

Y oylos. YY 0590 VFee 30l

sl

.

LELQ)L:M u...al...u‘ﬁ s V¥ easlesl oYl Egowo )|
o il |y addllas 4y 999 sl p3¥ CoteS @, 5 99)
zhpeeol Jsaz) Y ojledds Jogazr o Olalllas (ol Olasin
Yo cpl G S5y cp a3 el snalice L (laosls
Yoy ol alold jo oo Gl gbej ol a4 olgi oo
@ borye oo SIS i il oS 0,5 o LAl VY-
Sr,eus o Oldlhae oldlss 6 s YoV L
S sk ols L aslllas ol (slaaidly .o oauST,, Calises
sl sl DS ey i o131 (6l 5 )l slo Al
0525 (iduilyy Oloas jl oolainl 5 cwiws sladie) jo
ol 00 4zl 4 0 lge cpl 4y dalol j5as sl

Z -

s sl 69 B b ol adlas

I e R e D O

oo ptite SVEe o3,) o el el s DS &
2,10 0,Lal 530,050 4

SWlie 35 Wiy Joged oY yrgead

VevebYeds slaglo slojosl o 5 plyae 18 (oS 5 )90
Sl S 4 lie VFY gl Jol al> o joi0s bl
Coligys il 3 allis o g wad €S LS og 6,55
)..Eu' 29 Yo OJ::S.? oYlis (5“"L“""’U’“"5) MS s L
Ja.w}a a5 osls C‘).?r.».w‘ J5d:> )| Yleo g_;)‘.’.ﬂ e Ls‘)"
ol oolaiwl ey oals b Jimgh Bus elul p §adod o
5 5955 (B sbiz Jouz (nl () ojled Jsaz)
w832 0,5 dalllas Bun aslllac £4i ¢ lgie cdnlllas ploxl o
J.QL.» 39,9 6LB)LM d.u:‘s«o J.cl.w ‘) axlllas @Luﬂd.!j.oa Sl
Sl )by 4 e jLacsl e i e 53 0l e SYe
GJLo) 0dgdoo 4O Oladlas 9 Yo O0% (y=e lnLo.a 5‘5.»)'3 9
o) e Joli zay5 cslalne s Yo¥- b YN - (gla L

20. Rehabilitation
21. Healthcare
22, Autism (spectrum disorder)
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