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ABSTRACT 

Introduction: Despite the increasing global prevalence of autism 
spectrum disorders (ASD), there is limited information about ASD in 
Africa. Existing research on ASD in Africa shows that autistic children 
are diagnosed relatively late or not at all. Źe purpose of this study 
was to understand the barriers to an autism diagnosis and to engage 
key stakeholders to action plan steps to reduce the barriers.
MMethods: We conducted a participatory, mixed methods study using 
semi-structured interviews, a survey, photo elicitation, and focus 
groups with 11 participants (four parents and seven health 
professionals) in the Greater Accra region of Ghana. 
FFindings: Neuro-paediatricians in our study reported that it takes, 
on average, two to six visits over two weeks to two years or more to 
diagnose a child. Our thematic qualitative analysis yielded three 
overarching themes, with barriers and facilitators for each: 1) 
Systemic, 2) Community, and 3) Parent/Family factors that inƂuence 
the diagnostic process. Źe action plan of our stakeholder focus 
group prioritizes community education to dispel myths and 
encourencourage autism acceptance within the Ghanaian community. 
Conclusion: Knowledge about the diagnostic odyssey can help 
facilitate early diagnosis and intervention.

Implications for practice
Źis research study conſrmed known challenges to the autism 
diagnostic process. It contributed nuanced insights into the role of 
culture, the importance of education, and the need for community 
involvement in improving the diagnostic process, early occupational 
therapy intervention, and autism acceptance within the community.

INTRODUCTION AND LITERATURE REVIEW 
Background 

AAccording to the Diagnostic and Statistical Manual of Mental 
Disorders (DSM-5), which is widely used in making diagnoses, 
Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder 
characterized by differences in social communication and interaction 
and restricted and repetitive behaviours that affect an individual’s 
ability to function in school, work, or other areas of life1. Źe concept 
of a “Spectrum” was introduced in the DSM-5, which encompassed 
thethe autistic disorder, Asperger’s disorder, childhood disintegrative 
disorder, and pervasive developmental disorder not otherwise 
speciſed (PDD-NOS)2. Recently, there has been a growing debate on 
the diagnostic criteria of the DSM-5 and the labels it confers3. Some 
members of the autistic community have also called for autism 
researchers to adopt non-ableist and inclusive language4.
  Despite the increasing global prevalence of autism spectrum 
disorders (ASD), there is limited information about the prevalence of 
autism in Africa5,6. Most of the global narrative on autism is centred 
on data from high-income Western countries7,8.
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Existing research on autism in Africa shows that autistic children 
are diagnosed relatively late compared to autistic children from 
higher-income countries9, and most of these children have 
higher levels of need10,11. Źis may be aƋributed to delays in the 
autism ‘diagnostic odyssey’ which Lappe et al.12 describe as a 
“long eventful journey” to an autism diagnosis, characterized by 
navigating complex educational, social, and medical systems.
    De Vries7 speculates that despite the lack of sufficient 
epidemiological research on autism in Africa, there may be 
more autistic individuals in Africa compared to many 
high-income countries based on the population and geographic 
size of Africa. Źus, autistic individuals in Africa are likely to 
either be diagnosed much later in life or may not be diagnosed 
at all. Below, we review possible barriers to this delay or lack of 
didiagnosis in African contexts as reported in the literature. 

Absence of Contextually Relevant Diagnostic Tools 
According to Kamp-Becker et al.13, the current diagnostic “gold 
standard” for autism is a lengthy and time-consuming 
procedure that involves direct observation using the Autism 
Diagnostic Observation Schedule (ADOS) and an interview with 
caregivers using the Autism Diagnostic Interview, Revised 
(ADI-R). In 2017, Franz et al.8 established that no published 
studies from Sub-Saharan Africa used a combination of 
dedevelopmental history and observational “gold standard” 
diagnostic instruments such as the ADI‐R and the ADOS‐2 as 
typically used in high‐income country autism research cohorts8. 
Ruparelia et al. identiſed the general lack of appropriate 
services and inadequate standard of available educational and 
medical infrastructure, including baseline screening tools and 
referral systems, as a signiſcant challenge in identifying autistic 
cchildren in Africa5. 
 Lack of Professionals with Expertise in Autism 
 Fusar-Poli et al.14 stress the importance of clinicians’ training and 
experience in assessing individuals who might be on the autism 
spectrum. However, this poses one of the major barriers to 
autism diagnosis in many low- and middle-income countries. 
Studies in Sub-Saharan Africa have found a lack of autism 
knowledge and awareness levels amongst health and 
educational professionals15–18. Źere are relatively few 
ededucational professionals who can conſdently identify early 
signs of autism to facilitate the diagnostic process19. Few 
resources are dedicated to building the capacity of educational 
professionals to identify individuals with autism compared to 
health professionals. Źe path to diagnosis would be expedited 
by increased awareness and training about autism amongst the 
public and health professionals5,7–9,20. 
 Stigma 
Another signiſcant barrier to an autism diagnosis is stigma. A 
study of Hong Kong Chinese families found that the fear of 
public condemnation of disability caused families to deny an 
autism diagnosis and socially isolate themselves due to shame 
and embarrassment21. Cultural beliefs play a prominent role in  
 

  

the stigma associated with autism8,21. Źere is usually a delay in 
seeking orthodox medical help for African children with autism 
because the aetiology of autism is typically aƋributed to 
spiritual causes18,22. Perhaps surprisingly, the stigma surrounding 
autism is not limited to the general populace. According to 
Bakare and Munir, many African health professionals also 
subscribe to supernatural causes of autism. Źus, autistic 
indindividuals and their families may be negatively impacted by 
stigmatizing beliefs, which can deter them from seeking help20,23. 

Aim of Study 
Źere is a dearth of autism health services research in Ghanaian 
contexts, and more broadly in other African contexts, on how 
autistic children are identiſed and diagnosed. To address this 
gap, this participatory study aimed at understanding the barriers 
to an autism diagnosis from stakeholders' perspectives and to 
engage stakeholders to action plan potential steps to improve 
early and accurate identiſcation. 
 
MMETHODS                             
Study Design 
  WWe conducted a three-phase, participatory mixed methods 
study with 11 participants (four parents of autistic children and 
seven health professionals) to understand the barriers to autism 
diagnosis in the Greater Accra region of Ghana. We utilized a 
participatory approach24,25 to engage key stakeholders in 
identifying barriers and key action steps to ameliorate the 
identiſed barriers. We invited one key informant (second 
auauthor), who is an advocate for neurodiversity and heads a 
neuro-developmental clinic in a large hospital in the Greater 
Accra region, to engage with study activities such as recruitment 
and data collection. Our research question was: How do 
healthcare professionals and parents/caregivers describe the 
barriers, facilitators, and pathways to an autism diagnosis in the 
Greater Accra region of Ghana? 

Population and Recruitment 
 OurOur key informant helped to purposively recruit and screen 
parents of autistic children from our study site, a 
neurodevelopmental unit of a large hospital in Greater Accra, 
and snowball sampling to recruit healthcare providers involved 
in identifying and diagnosing autism in the region. All 
participants were 18 years or older and spoke either English or 
Twi. Individuals participating in the study had to be 
paparents/primary caregivers of autistic persons who had/were in 
the process of receiving an autism diagnosis in the Greater Accra 
region of Ghana or health professionals involved in the 
identiſcation and/or diagnosis of autism. We recruited a total of 
11 participants (four parents of autistic children and seven health 
professionals). Table I (page 79) below provides demographic 
information on all the study participants who contributed to all 
tthree phases of this research. Table II (page 79) provides more 
detailed information about the three parents who contributed 
to phase one (interviews) and their children. 
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Table I. Demographics of study participants 

**Źe participant names used in the table are pseudonyms. 

Table II. Demographics of parents who participated in 
study. 

 

Data Collection and Tools 
ŹeŹe study had three phases. During phase one (February to 
March 2022), the ſrst author conducted semi-structured 
interviews (see supplemental materials for the interview guide) 
with three parents of autistic children, asking them to tell the 
story of how their child came to be diagnosed with autism. Each 
interview lasted 45-60 minutes and was conducted by the ſrst 
author via a HIPAA-compliant Zoom platform. At the end of 
eaeach interview, the ſrst author administered a short survey to 
the parents to collect quantitative data about the diagnostic 
odyssey (e.g., age of early signs and diagnosis, type of early 
signs). Aƃer the interview, we sent each parent a participation 
stipend.                                   
  In phase two, the ſrst author and key informant conducted 
two focus groups with seven health professionals (two 
neuneuro-paediatricians, two occupational therapists, two speech 
and language therapists, and one physical therapist) via a 
HIPAA-complaint Zoom platform. At the end of the focus group, 
the ſrst author asked the health professionals to take photos 
over the next two weeks of their workspaces, assessment 
rooms, tools and equipment, and other relevant materials that 
are useful in the process of diagnosing26 and submit the digital 
phphotos to the ſrst author.  Źe audio-recoded interviews were 
transcribed verbatim (pseudonyms were used for all potentially 
identiſable names or places); these transcripts, and the ſrst 
author’s notes from the focus groups, were analysed before 
phase three (see below for details about analysis).  
  In Phase three, the ſrst author and key informant conducted 
a ſnal focus group with nine participants (ſve parents, nine  

health professionals), using the nominal group technique 
(NGT)27.  During this focus group, the ſrst author presented 
themain ſndings from phases one and two and facilitated group 
discussion to identify and prioritize the major problems and 
possible solutions for improving early and accurate autism 
diagnoses in the Greater Accra region of Ghana. 
 
DData Analysis 
WWe used descriptive statistics to analyse the quantitative 
ſndings from the parent surveys from phase one.          
  For the qualitative data (interview transcripts and focus 
group notes), we used thematic28 and narrative29 analysis, 
keeping stories intact. Our analysis followed Braun and 
Clarke’s28 thematic analysis, utilizing a 1) theoretical (guided by 
an a-priori theoretical framework), 2) semantic (focusing on 
susurface-level meanings), and 3) essentialist (theorizing meaning 
in a straightforward way) design. Źis approach was chosen 
based on our research question and study aim, i.e., to 
understand pragmatic barriers and facilitators to autism 
diagnosis in this context and to facilitate pragmatic potential 
solutions to diagnostic barriers. Following the six-step process, 
the ſrst author manually transcribed the data and read through 
tthe data with two other team members to familiarize 
themselves with the data and jot down initial ideas. Źe entire 
team met to generate initial codes based on the a-priori 
framework and initial readings. Źe ſrst author and two 
additional team members coded the transcripts and focus group 
notes using NVivo; two people coded each document. Aƃer all 
the data was coded, the team met to deſne and name themes 
andand collaborated on the ſnal report, which was shared with 
participants during phase 3 for member checking and further 
discussion. Źe entire team met throughout the coding process 
to discuss and clarify codes and collectively analyse the photos 
from phase two26. Each team member independently reviewed 
all the photos, aƃer which the entire team met to review the 
photos together, discuss the signiſcance of each of the photos 
andand select the photos that corroborated the themes from the 
thematic analysis.                             
  Our a-priori theoretical framework for analysis drew from 
Bronfenbrenner’s Bioecological Źeory Revision30 and an 
adaptation of the US Institute of Medicine’s healthcare 
disparities framework31. Our framework focused on three 
fundamental levels where barriers or facilitators to health 
sservices can occur: system, community, and individual 
(parent/family)26. 

Ethics 
Źe University of Southern California Institutional Review Board 
(Ethical Clearance Number: UP-21-00992) approved this study. 
We sought verbal informed consent from all participants before 
they contributed to each of the study phases. Participants were 
asked to use pseudonyms in focus groups. 
 
LLanguage 
 We use identity-ſrst language because it is the preference of 
many in the autism community32–35 
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FINDINGS                            
Diagnostic Odyssey 

TTwo out of the three parents interviewed in this study sought 
professional medical opinions within the same month of their 
ſrst concerns, while the third parent waited 17 months to seek a 
medical professional’s opinion. All three parents reported the 
following traits in their autistic children: did not talk as well as 
other children, some speech skills were lost, problems with 
coordination, gross motor skills and/or ſne motor skills, 
slsleeping and eating problems, high activity level, and 
wandering.                                  
  Źe neuro-paediatricians in this study were the primary 
health professionals who gave official diagnoses of ASD to 
patients. Źey reported coming to the diagnosis with inputs 
from occupational therapists, speech and language therapists, 
and clinical psychologists. 
 
  “Because we do not have the standardized diagnostic tools, it's       
 very important then to have the input from a lot of professionals  
     before we make a diagnosis, and we make an effort to do that.   
   Our clinic makes an effort to get the input from the occupational  
therapist, from the speech therapist, and the clinical psychologist    
             if possible.”  Doctor A, neuro-paediatrician 

  According to the neuro-paediatricians, it takes an average of 
two to six visits over a duration of two weeks to two years or 
more to diagnose (see Figures 1 and 2 below, adjacent). Doctor 
B, a neuro-pediatrician in a private clinic, described having 
accessed to standardized diagnostic tools that signiſcantly 
shorten the diagnostic process.  

    “so I usually start with an autism diagnostic interview revised              
   schedule which is a detailed interview that helps to diagnose         
   autism and then I do an ADOS, which is an autism diagnostic       
  observation schedule, either from a module 1 to 4 depending on  
  the communication level of the child, and then I usually would  
add, depending on the unique situation, I would-, I have a teacher  
  interview questionnaire that I put together myself so I either talk  
 t to the teacher on the phone, or I give the interview questionnaire  
  to the parents to give to the teacher, and then they Źll it and   
drop it back, and then I add the Gillian Autism Rating Scale which   
    is the GARS, and so I’d usually use these four, so the ADI-R, the        
    ADOS, the GARS, plus the teacher interview  before I make up                                  
            my diagnosis.” Doctor B, neuro-paediatrician 

Figure 1: Doctor A’s process (3-6 visits) 

Figure 2: Doctor B’s process (1-2 visits)  
 
Factors InƂuencing the Diagnostic Odyssey 

OurOur qualitative analysis yielded three overarching themes: 1) 
Systemic 2) Community and 3) Parent/Family factors 
inƂuencing the diagnostic odyssey, each with subthemes on 
‘Barriers’ and ‘Facilitators’. Below we describe each theme with 
illustrative data excerpts. 
 
ŹemeŹeme 1: Systemic Factors InƂuencing the Diagnostic 
Odyssey 
SSystemic Barriers: During the focus group with the health 
professionals, they noted that there is currently no official policy 
on diagnosing and managing autistic individuals in Ghana, and 
this caused the “burden of diagnosing” to weigh on some 
professionals. Źis lack of systemic support also caused 
disruption in service delivery, as some health professionals 
believed that the government was not doing much to ſnancially 
comcompensate and retain professionals who are directly involved 
in the identiſcation and diagnosis of autistic individuals. One of 
the neuro-paediatricians also pointed out that the government 
does not recognize autism as a “multifaceted diagnosis” that 
requires the resources of multiple sectors, including health, 
education, and social work, amongst others, which limits the 
services and supports available to autistic individuals and their 
ffamilies. Źere was also no governmental provision of autism 
services throughout the lifespan, and most existing services 
were tailored to autistic children. Doctor A, a 
neuro-paediatrician in a large hospital, said: 

  “Okay so I think one of the main challenges we have is that there's no  
     official policy on the diagnosis and management of children with    
autism or even other neurodevelopmental issues as well, and so geƅing  
      the support from the government system is very difficult, so                 
  everything depends on the staff who are choosing to make the            
   diagnosis and that doesn't work at all because you need to have 
support from the government health system, acknowledging that there  
  a  are children who are having these issues and need to be diagnosed,     
     unlike most other  conditions that you just need a clinician or           
 somebody to put a diagnosis on, this a bit more complex so it needs to  
  multidisciplinary, and it's difficult if the system where you work does 
not recognize the value of the multidisciplinary action need for autism.  
So, for me, I see that as a very big gap, because when you even make a 
diagnosis, autism is not  just a clinical diagnosis, it's a social diagnosis, 
iit's an educational diagnosis, you know... it comes with a lot of issues, so 
if you label a child, then what next? Which school is that child going to 
go to? Which social services are available to support the child and the 
parents? So, you know, it's difficult. Handling it as a clinical diagnosis 
when it  should rather be a multifaceted diagnosis, you know with a      
                lot of people coming in to provide the support.” 
                            Doctor A, neuro-paediatrician 
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Parents conſrmed that they were only referred to receive 
medical services like occupational therapy and speech and 
language therapy aƃer their children had been formally 
diagnosed with autism. Additionally, they had to bear the entire 
ſnancial cost throughout the diagnostic process because 
autism, as a diagnosis, is not covered under the current National 
Health Insurance Scheme in Ghana. Araba, the mother of an 
auautistic boy, described her ſnancial ordeal: 
 
 “Our neuro-paediatrician put us on some medications, in which I  
  earlier said, his father hardly cooperates; sometimes he'll buy it,  
   sometimes he won't buy... then I have to go and look for funds                                                                        
                             and buy.” Araba, parent 

Źese parents therefore resorted to seeking out additional 
services and supports like diet modiſcations, spiritual 
consultations and interventions from religious leaders and 
special school enrolments outside the public health service to 
compensate for the insufficient governmental support. One of 
the parents, Araba, described how having limited options for 
services and support led her to reluctantly enrol her child in a 
spspecial school because she felt pressurized by the 
recommendation of a therapist: 

 “So, I went to a speech and hearing centre somebody directed me   
 to… ųey also did their assessment, and said he needs to be in a  
 special school, that they would monitor him, they would help      
  him with OT... and those things, and I told them that, I want him   
   to be in a regular school so that he would do the therapies in         
 addition,but they were like, looking at his state, he needs to be in 
that facility...So since they are also professionals, I didn't want to... 
you you know, not listen to their advice, so we had to enrol him at the  
                                  special school.” Araba, parent.  

During the focus groups, health professionals also stated that 
the diagnostic and assessment tools needed for autism were 
costly and required trainings, making them inaccessible to the 
average practitioner in Ghana. Źis led to heavy reliance on 
multidisciplinary assessments, which were oƃen prolonged due 
to limited collaboration and coordination amongst 
professionals.  One of the two neuro-paediatricians who 
paparticipated in the study used the ADI-R and the ADOS for 
diagnosing (see Figure 2 page 80) in addition to input from other 
professionals, she mentioned that she had received access to 
the “gold standard” tools and training when she travelled 
outside the country, whilst the other neuro-paediatrician stated 
that relied on mainly on the DSM-V, assessments from 
multidisciplinary professionals and free screening tools 
aavailable on the internet including the Childhood Autism 
Spectrum Test36, Modiſed Checklist for Autism in Toddlers 
(M-CHAT)37, Checklist for Autism in Toddlers38, Social 
Communication Questionnaire39, and the Diagnostic and 
statistical manual of mental disorders: DSM-540. Źe assessment 
tools do not include the gold-standard diagnostic materials and 
have yet to be validated or contextualized for the Ghanaian 
ppopulation. 

 

Other health professionals described using tools they 
downloaded off the internet or received from visiting colleagues 
from the global north. All health professionals acknowledged 
that they had to modify or adapt the tools they used because 
they were not entirely culturally sensitive. Źey explained that 
the way some of the questions in these assessments are phrased 
makes them difficult for clients to understand, thereby causing 
clienclients to answer inaccurately and skewing the results of the 
assessments. Also, due to cultural differences in activities, a child 
who is asked to roleplay a task like bathing a doll in an 
assessment may not meet all the requirements set by an 
assessment tool validated in a society where the task is 
performed differently. 
  
Systems Facilitators 

PParticipants listed neuropediatric specialist care, occupational 
therapy, speech and language therapy, behaviour therapy, and 
special education as the services available to autistic individuals. 
Educational and health professionals with knowledge of autism 
frequently referred clients to specialists who offered these 
services. Community health workers who were sometimes the 
ſrst point of contact for autistic individuals and their families 
wewere particularly instrumental in the diagnostic process. Baaba, 
a parent of an autistic girl, narrated her experience with a public 
health nurse: 

      “For [my daughter’s] diagnosis, we chanced upon it. She             
started   school quite early, I think about a year and two months, 
and then here in Ghana, we have public health nurses who visit the 
various schools to give them their immunization when they are 
due, so one of the nurses observed her countenance in class, I think 
that  was when she was a year and six months. So, they invited us-, 
the parents, they wanted to speak to us, so we went to the school,  
       and        and she told us that she thinks our daughter is autistic...”                                                                                      
              Baaba,  parent 

Health professionals from our focus groups also reported 
referring clients to one another, thus promoting 
multidisciplinary assessments and interventions. Some of these 
professionals worked in clinics which had designated 
multidisciplinary teams that worked with autistic individuals 
and their families. One of the neuro-paediatricians said: 

““So, what helps the process is, if you are in a place…where most of  
   the therapists and specialists are at the same place, that's very    
     easy, so you can have everything done, even if it's not on the     
same day, it's in the same vicinity and people are knowledgeable 
to know and direct you as to where to go. So, I think that has been  
                  good facilitation, especially for Greater Accra.” 
                                 Doctor A, neuro-paediatrician
  
Źe health professionals also pointed out that technological 
advancement made it easier to schedule assessments virtually 
and provide increased support for autistic individuals and their 
families. Doctor B, who is a neuro-paediatrician in a private 
clinic, said:    

 



and other educational professionals were not well equipped to 
identify early signs in autistic children and would repeatedly 
misinform parents about their children’s school performance. 
Esi said, 

 “I think the Źrst teacher I told, she was saying, ‘Oh, with time he'll  
   be beƅer… it could be a delayed development,’ that's all they         
  were telling me, that with time he'll be beƅer.” Esi, parent 

CCommunity Facilitators. Participants described a Ghanaian 
culture of communal engagement and mentioned receiving 
support and assistance in caregiving roles from family members 
and friends who understood the autism diagnosis. Aƃer 
receiving an autism diagnosis for her child, Esi described 
receiving support provided by the teaching staff at her child’s 
mainstream school: 

    “Because he's slow in geƅing what is taught in class, aŽer class,    
 the teacher pulls him to her side and then they go over the work   
  all over again, yes, to make sure he understands what is being      
 taught, so I realized an improvement in his academics, yeah.”      
                                             Esi, parent 

AAdditionally, health professionals noted that there was an 
increasing trust in orthodox healthcare amongst the Ghanaian 
community, as individuals were more likely to patronize 
orthodox health services in addition to traditional medicine or 
spiritual intervention. 
 
ŹemeŹeme 3: Parent/Family Factors InƂuencing the 
Diagnostic Odyssey 
PParent/Family barriers: Both parents and health professionals 
identiſed denial of their child’s autism as the major barrier to the 
diagnostic process. Źe parents’ denial was mainly aƋributed to 
a lack of understanding of autism’s aetiology and prognosis. 
Baaba described how she struggled to come to terms with her 
child’s diagnosis and how this resulted in her being slow to 
follow through with the recommendations and interventions of 
hehealth professionals’. 
 
  “When they said autism, quickly it was Down's Syndrome that       
    came to mind... but aŽer reading and then watching videos      
   [about autism], it was difficult.  I told you that we were in the 
denial stages, until about three, four, we had to accept that this is  
 it... so when she [the doctor] diagnosed her, we were sad, but we  
knew that we had come to the crossroads and this is what we had 
to do, so we accepted it... we cried, cried, cried and then we moved     
                            on....” Baaba, parent 

Other parent/family barriers identiſed were the absence of 
spousal support, time and ſnancial constraints. 
 
Parent/Family facilitators: All parents described a personal 
resolve to gain knowledge on autism and seek professional 
support once they had come to an understanding. Źey talked 
about reading books, seeking out resources, and consulting 
people with similar experiences. Esi said: 

    “I decided to read more about it, yes, I decided to read more on     
     the net, to read more about autism..., what I can do to help    
calm him down, yes, so I read about it, and I realized, looking at    
  the  behaviours, I realized it's true he has autism, so I have to      
             just accept it.” Esi, parent 
 

“Technology too has been very good for me. So, technology like,      
   me just picking up the phone and calling the teacher, or me  
asking them to send me a video, so sometimes they'll say, "Oh, he  
   does this thing." And we're doing [a] one hour [session] and he 
doesn't do it [within the session]. And then I say, "Okay, when you  
 go home and he does it, take a video", and they'll take the video      
    and send it to me on WhatsApp. So, technology has played a     
   g   good role. I’ve done a couple of assessments by zoom also, it       
wasn't my comfort zone, but I’ve had to do some like that, and I      
     think that's something we could look into, telehealth for             
               diagnosis.” Doctor B, neuro-paediatrician
 
Parents also reported that they had frequent contact with 
health professionals outside scheduled appointments, and this 
facilitated the parent-professional relationship and made the 
diagnostic process easier. 
 
Źeme 2: Community Factors InƂuencing the Diagnostic 
Odyssey 
CCommunity Barriers: Participants expressed that limited 
knowledge and understanding about autism, including ‘early 
signs,’ usually led extended family members, friends, and other 
members of the community to trivialize the parents’ concerns. 
Esi, mother of an autistic boy, said: 
 
 “I  “I realized, no, he's different....and I kept complaining to relatives 
and friends who were also coming to pick their wards, but then all  
     they said was, "Oh, he's just a kid, he's going to improve with     
     time." And I realized, I asked, "Kwame, how are you?" and he      
  wouldn't say anything. "Kwame, how are you?" he wouldn't say     
  anything... But I realized the other kids would respond, and my     
  friends kept telling me, "Oh, he's just two [years old], with time 
hehe'll start talking...you need to be patient," but I was still worried.”   
                 Esi, parent 

Community members also had the tendency to aƋribute autistic 
traits to spiritual causes, making it difficult for families to initially 
accept diagnoses, oƃen leading to social isolation of autistic 
individuals and their families. Baaba, who has an autistic 
daughter, said: 
 
      “We informed our family members, but they also didn't have an  
  idea as to what the autism was about…So, they quickly related it  
 to witchcraŽ...and it became a serious issue amongst our family...   
                 my husband's side and my side.”  Baaba, parent 

BBaaba also described her experience of community spaces that 
were not sensory-friendly and accommodating for her autistic 
daughter, leading the family to limit the use of these facilities. 
 
    “When we go to Church and there's music, the loudspeaker, [my  
  daughter will] start screaming....when we're in a crowded area ...  
when we sit in a public transport, she hates heat...and when we sit  
     in public transport and then the car stops-, she likes to be in       
constant motion...So maybe when there's traffic and the car halts,  
   she'll scream till the car moves, but now she's stopped all these              
     things, maybe it's because we're trying to stop taking public                                                                     
                                                                  transport.” Baaba, parent 

Parents identiſed school enrolment as key to assessing their 
child’s milestones and development. However, some 
participating health professionals pointed out that teachers
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All three parents also talk about adopting multiple intervention 
approaches to address autism including seeking orthodox 
medical services, diet modifications and spiritual interventions. 
Araba said, 

''As we are praying, I am also doing the therapy, visiting the 
doctor, making sure he gets his medication, you know." 

Araba, parent 

Baaba talked about how her husband assumed fulltime 
caregiving responsibility to assist her autistic daughter when 
there were not getting the needed services. 

"So when my husband came, he resigned from his job to look 
after her at home ... so my husband was in the house, taking care 

of her, training her. .. how to hold a cup to drink water, if she's 
thirsy where she'll go and fetch the water, and all those basic 

things, you know ... feeding her properly, training her on how to 
eat, we had to train her ourselves at home ... so that's what we did 

after we took her from that school. So, for two years, my husband 
singlehandedly managed her at home." Baaba, parent 

Adion Steps to Facilitate the Diagnostic Odyssey 

During the second focus group with parents and health 
professionals, participants discussed key findings from phases 
one and two, came up with action steps, and voted on the order 
of prioritization of the actions. During the discussion, 
participants shared that whilst gaining a diagnosis was 
important, because as a diagnosis does not necessarily lead to 
funded services or supports, the Ghanaian population may 
benefit more from communal engagement and education 
about autism. In other words, early diagnosis may not be a top 
priority in this context but rather increased awareness and 
efforts to reduce stigma associated with autism. Because of th is 
stigma, the focus group attendees also shared that some parents 
and families may prefer to seek private services and supports 
without a diagnosis as they come to terms with their child's 
diagnosis. 

Based on the information presented and the discussion, the 
group members were asked to identify key actions to add�ess 
the barriers and facilitate early and accurate autism 
identification in Ghana. The group identified four key action 
points and voted to prioritize them (see Figure 3 adjacent). The 
group prioritized in descending order, 1) Educating the �arger 
Ghanaian population on autism, 2) Building the capacity of 
professionals to diagnose, 3) Educating families/stakeholders on 
caring for autistic individuals, and 4) Collaboration with 
international organizations to build research capacity in Ghana. 

Five participants voted 'Educating the larger Ghanaian 
population on Autism' as the top priority, five participants voted 
that 'Building capacity of professionals to diagnose' be 
prioritized before 'Educating families/stakeholders on caring for 
autistic individuals, and 8 participants voted 'Collaboration with 
international organizations to build research capacity in Ghana' 
as the last priority among the action points raised. 
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Figure 3 : Nominal Group Technique Focus Group 
Action Points and Ranked Votes 

DISCUSSION 

In th is study, we triangulated multiple data sources to map how 
autism is identified in the Greater Accra region of Ghana from 
the perspectives of parents and health professionals, identifying 
key barriers and facilitators influencing the diagnostic process. 
This study's findings largely corroborate the existing literature on 
autism in Sub-Saharan Africa and other developing countries 
and provide nuanced information on some intersecting factors 
influencing the autism diagnostic process. 

Our study found that there was increasing awareness of 
autism in Ghana. Despite limitations, health professionals like 
neuro-paediatricians, medical doctors, occupational therapists, 
and speech and language therapists contribute to the diagnostic 
process with the available knowledge and resources. Consistent 
with other studies, we found that the barriers to the diagnostic 
process included: assessment and diagnostic tools used in Ghana 
are not validated for the local population 5», there are few 
professionals in the region equipped to identify and diagnose 

autism 15-18
, and that there is a significant stigma associated with 

autism 18,22. These challenges are more acute in the Ghanaian 
setting mainly because of the limited governmental support for 
autistic individuals and their families. Research has found that 
autism costs are high in developed and well-resourced countries 
mainly due to special education and medical care over the 
lifespan41 

. While most of these costs are subsidized by 
governments in developed countries, families and individuals in 
Ghana must pay out-of-pocket for limited services and support. 

Through our qualitative analysis, and in line with previous 
research, we found that culture plays a role in participants' 
understanding of and response to an autism diagnosis42

-
44

, 

Denial amongst parents of autistic individuals45A6 was fuelled by 
a lack of basic information and the desire to dissociate from the 
structural stigma47 surrounding autism. In their state of denial, 
parents isolated and excluded themselves from their 
communities. This was particularly problematic as participants 
in our study described a Ghanaian culture that values communal 
engagement and socialization. Previous studies have found 
that families of autistic individuals benefit from having strong 
social networks 48A9. It is, therefore, not surprising that the 
highest-ranking action point from our nominal group 
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technique focus  group was community education to dispel 
myths and encourage autism acceptance within the Ghanaian 
community.                                 
  Our study revealed that it was only aƃer parents understood 
the diagnosis that they could accept it 50,51. Źerefore, during the 
diagnostic process, professionals involved had to educate and 
counsel families of autistic individuals continuously. Parents also 
shshowed resilience and innovation by seeking out information 
and resources during the ‘diagnostic odyssey’ 52. 

Limitations 
Study limitations include a small sample size of parents and 
health professionals and the absence of the perspectives of 
educational professionals and autistic individuals. Because we 
recruited parents from a neurodevelopmental clinic, the ages of 
diagnoses may not be representative of the general population. 
Future studies should include larger sample sizes and more 
diversiſed stakeholder participation. Researchers should also 
coconsider exploring the use of complementary and alternative 
medicine and therapies associated with autism in countries like 
Ghana, where there is limited information on the diagnosis and 
interventions. Źe strengths of the study include multiple 
perspectives and data sources, as well as the use of participatory 
approaches that enabled the identiſcation of potential solutions 
and priorities that have social validity and are directly applicable 
to to this seƋing. 

CONCLUSION 
 Źis mixed methods study describes how autism is identiſed 
and diagnosed in the Greater Accra region of Ghana, highlights 
key barriers and facilitators to the process, and provides 
stakeholder-identiſed action steps to improve early and 
accurate identiſcation, as well as understanding and acceptance 
of autism, in this context. Źe barriers and facilitators are 
grouped under systemic, community, and family factors, 
shshowcasing how multilevel intersectional factors contribute to 
the diagnostic odyssey. Systemic factors included resources and 
funding from the government, access, and affordability of 
services. Community factors included support networks and 
community education and awareness. Family factors included 
autism awareness and acceptance, ſnancial status, and 
help-seeking behaviours. Stakeholders in the study prioritized 
communcommunity education to dispel myths and increase autism 
acceptance in the Ghanaian community. 

Recommendations 
Based on the ſndings of the study, we recommend that there 
should be a multi-level approach to addressing the barriers to 
obtaining an autism diagnosis. On the systemic level, there 
needs to be a multidisciplinary collaboration to develop, adapt 
and validate autism assessment and diagnostic tools for the 
local population. Collaborative partnerships between 
healthcare professionals, educators, and community leaders 
cancan go a long way to bridge gaps in understanding and services 
and create a holistic support system for individuals with autism.  
 

  
 

Governmental policies that prioritize research on autism within 
the Ghanaian context are needed. Efforts should be made to 
seek funding opportunities to support autism research and 
improve autism-related initiatives. Źis could involve funding 
services, therapies, and interventions to alleviate the ſnancial 
burden on families and improve access to necessary resources. 
  At the community level, campaigns and educational 
ininitiatives that focus on dispelling misconceptions, emphasizing 
inclusivity, and encouraging communal support networks for 
families of autistic individuals should be implemented to reduce 
the stigma associated with autism and related conditions.      
  On the individual level, health professionals should play an 
active role in providing information, guidance, and emotional 
support to parents as they come to terms with the diagnosis. 
EEfforts should be made to ensure families have easy access to 
accurate and reliable information about autism. Źis can 
empower parents to seek resources, understand their child's 
needs, and make informed decisions. 
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