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Bbstract

Autism is a neuro-developmental disorder that causes impairments in multiple areas of development
including social interaction, communication, and behavior. In Ethiopia, around 600,000 individuals
are living with autism. Developmental disorders such as autism are sometimes regarded as an evil-
spirit or as a punishment from the supernatural/divine power in this country. The level of awareness,
acceptance, and support for Autism Spectrum Disorder (ASD) in Ethiopia is very low. Joy and
Nehemiah Autism Centers are the only two centers providing support for children with autism and
their parents. The main objective of this study was to examine the reactions of parents to the
diagnosis of autism in Addis Ababa, Ethiopia. To achieve this objective, nonrandom purposive
sampling was used to select parents of children with ASD. Twelve parents were recruited from the
two institutions with the help of managers of the centers. Data were collected by semi-structured
interview guides. Interviews were transcribed and analyzed using thematic analysis. The identified
reactions of parents to the diagnosis of autism were: stress, shock, denial, and feelings of guilt,
blame, sorrow, and grief. Only a few participants relieved by the fact that their confusion was over
and knowing their challenge had a name, autism. Overall, the negative feelings and reactions were
dominant, but a few parents who felt relieved perhaps reframed their minds early on to thinking
towards helping and providing care to their children. As a result, parents need to be cared for in
order to provide for the needs of their children at the moment of diagnosis and throughout the entire
process of caring for individuals with ASD.
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Introduction

ASD is a severe neurological developmental disorder, beginning in early childhood, in which an
individual has varying degrees of deficiency in social interactions and communication as well as
behavioral routines (American Psychiatric Association, 2013). The prevalence of autism has
considerably risen and one in 68 children or 1.5% of all children in the US was diagnosed with ASD
(Center for Disease Control and Prevention, 2014). Autism has steadily increased in reported
prevalence over the past decade (Maenner et al., 2020), leading to growing pressure on
professionals and systems to provide a timely and accurate diagnosis (Makino, Hartman, King, Wong
& Penner, 2021).
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Today, there is no reliable biological marker for ASD. Diagnosis of ASD is based on behavioral
observation, parental interview, developmental history, and clinical impression (Dawson & Murias,
2009). Medical and developmental history is taken through discussion with parents. This information
is combined with the other assessments to provide an overall picture. Professionals diagnose autism
through the presence or absence of certain behaviors, characteristic symptoms, and developmental
delays. The criteria were outlined in the DSM-IV and DSM-V and the International Classification of
Diseases/ICD-10 (World Health Organization, 2004). Although not within the scope of this paper, it is
noted that, there are other additional screenings and diagnostic tools available to clinicians screening
children for ASD.

Reaching a diagnosis of autism is not a simple process (Ponde, Matos & Oliveira, 2017). Parents’
search for help is marked by a period of uncertainty and questions prior to receiving confirmation of
the diagnosis (Onzi & Gomes, 2015). Delaying the diagnosis and valuable interventions for children
with ASD until school age can be extremely detrimental to the children and their parents. Searching
for answers to their questions, ascertaining the diagnosis, and obtaining appropriate treatment are
daunting challenges for most parents and can cause financial, social, and emotional difficulties that
negatively affect the entire family (Hock, Timm, & Ramisch, 2012; Karst & Van Hecke, 2012; Neely-
Barnes, Hall, Roberts, & Graff, 2011).

Receiving a diagnosis of ASD in a child constitutes a relevant event in parents’ lives and in the life of a
family (Howlin & Moore, 1997). When the diagnostic process comes to a close and a family is finally
told their child has ASD or is autistic, parents have a variety of reactions, both positive and negative
(Abbott, Bernard, & Forge, 2013; Mansell & Morris, 2004). For parents and caregivers, the diagnosis
or evaluation process creates a learning session to acquire advice from the professionals. On the
contrary, diagnostic periods are challenging due to unexpected reactions of families. The reaction of
families to the diagnosis varies from individual to individual. The parents experience a range of
reactions to the diagnosis of autism from extreme shock, grief, or denial to relief. Negative and
positive (relief) feelings are the common mixture experienced by parents (Ozonoff, Dawson, &
Mcpartland, 2002). Upon hearing their child’s diagnosis, a study by Banach, Iudice, Conway, and
Couse (2010) found that 52% felt relieved, 43% felt grief and loss, 29% felt shocked or surprised, and
10% felt self-blame.

This diagnosis can produce strong emotions and stress (Mansell & Morris, 2004) but also can help
families to learn about their child’s weaknesses, strengths, and access to helpful resources (Moh &
Magiati, 2012). Some parents express that their relief is because they finally know what is going on
with their child and can move forward (Midence & O’Neill, 1999). Many parents note that the
diagnosis helped them gain acceptance and understanding of their child’s behaviors (Mansell &
Morris, 2004; Midence & O’Neill, 1999). In addition to positive emotional reactions, many parents
expressed negative emotions as a result of receiving the diagnosis. Mansell and Morris (2004) found
that 73% of parents reported worrying more about their child’s future as a result of the evaluation.
Parents also commonly describe feeling ‘“shocked” or “in shock” after the diagnosis was given
(Abbott et al., 2013; Mansell & Morris, 2004; Nissenbaum, Tollefson, & Reese, 2002).

Similarly, parents also expressed that they left somewhat confused about the diagnosis or uncertain
about what to tell others about the diagnosis (Abbott et al., 2013; Mansell & Morris, 2004). Several
parents felt that they came away with very little information about autism and had to get it from other
sources (Mansell & Morris, 2004). Parents in two UK studies identified post-diagnostic support
(including information, follow-up, and direction) to be a top research priority in the coming years,
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and many felt frustrated with leaving the feedback session feeling directionless, without necessary
supports (Crane et al., 2018; Pellicano, Dinsmore, & Charman, 2014). Thus, parents often express
feeling devastated, upset and hopeless about their child’s diagnosis (Abbott et al., 2013; Midence &
O’Neill, 1999; Nissenbaum et al., 2002). Consequently, the diagnosis can also lead families to despair
about their child’s future and leave them unsure of how to proceed (Mansell & Morris, 2004).
Professionals are also challenged by making ASD diagnoses which identified barriers to conducting
ASD diagnostic assessments including inadequate training, challenges on how to disclose the
diagnosis to families, and concerns about how to help families navigate through resources in a
fragmented system (Jacobs, Steyaert, Dierickx, & Hens, 2018; Penner, Anagnostou, & Ungar, 2018).
According to Siegel (1996), diagnostic debriefing is necessary for some parents to assure the fit
between the observations of unusual child behavior and the real entity.

Parents often cite that receiving the diagnosis was a turning point in their lives (Howlin & Moore,
1997). The goal of diagnostic assessment is not only to clarify the diagnosis but also to help the
caregivers and child understand the diagnosis and direct the family to appropriate supports (Abbott
et al. 2013; Zwaigenbaum and Penner, 2018). The diagnosis should help them find information, access
services, gain understanding and acceptance, and receive support (Moh & Magiati, 2012).

The parents’ functioning and their reaction to the situation of having a child with ASD need to be
evaluated as part of the diagnosis communication, taking into consideration that this process will
differ from region to region, in the different countries (Reed & Osborne, 2012). Increasingly research
focuses on interventions and treatment of children diagnosed with ASD. Few studies have examined
parents’ experience during the diagnosis process for children with ASD in Ethiopia. In this respect,
the objective of the present study was to examine how parents react to the diagnosis of autism in their
children. Interventions to support these parents require knowledge of their emotional state to plan
and implement programs adapted to their real needs.

1. Method: The study aimed to investigate the reactions of parents to the diagnosis of autism in
Addis Ababa, Ethiopia. Purposive sampling was used to select 12 parents of children diagnosed with
ASD from two centers, namely, Joy and Nehemiah autism centers. Parents were recruited via schools
or centers that offer placement for children with ASD, and via teachers, therapists, and coordinators
of the centers. In addition, six key informants were recruited from the two centers. The data were
collected using semi-structured in-depth interview guides and key informant interview guides. A
pilot study was conducted and minor adjustments were made to the interview guides. Finally,
interviews were transcribed and analyzed using thematic analysis.

2. Results: Parents Reactions to the Diagnosis of Autism

Theme 1: “I was shocked and felt lost” (Roman)

Participants of the study reacted to the diagnosis of autism in a variety of ways. The diagnosis
processes for the majority of the parents were very long, labyrinthine, and complicated procedures.
The majority of the parents demonstrated a range of emotions immediately following the diagnosis, of
which the salient feelings and reactions were shock, confusion, denial, despair, and sorrow, feelings
of blame and guilt, and being overwhelmed by the news. However, other parents reacted with
feelings of relief and described it as a learning session to start a new chapter in their life’s journey.
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Most parents spoke about the time they heard the diagnosis as a very shocking, despairing, and
disturbing experience. Upon hearing the diagnosis, Zahara did not want to believe what she heard
about her child and reacted with shock, confrontation, denial, and outcry. She articulates [with
saddened and lower tone of voice]:

... It was a hard time when I heard that my son had been diagnosed with autism, [clearing tears
from eyes], I did not want to believe, I confronted the doctor because I know other children with
[low functioning] autism and that is not how they behave. I just wasn’t prepared to accept it. I was
in a denial for a while. I knew what autism was in general, but I didn’t know its types.

... Really, I was shocked and felt lost when we received the diagnosis, I felt like a person who had
lost everything... especially after browsing the internet about autism, I stayed home the whole day
and I was just in tears literally for the first two days. I’'m crying, wondering how I am going to get
through this. Why me? What did I do wrong? I couldn’t stop crying and it was a devastating
experience (Roman).

When the diagnosis was formally confirmed by the physician, Martha (a mother), described how
she felt and reacted by saying,

I was shocked very much... When I first heard that my son was suffering from a disorder that
would last for the rest of his life, I have out—cried a lot. I was very disturbed and didn’t even know
what to say. The shock and the pain are something you can’t explain in words... Especially if it is
something you never heard in life, autism, happening to your child, I mean it is hard. I can't tell
and express how exactly I felt. I was sick for the whole night, thinking about the incurability of the
disorder and the future life of my child.

The initial reactions of Aster to the diagnosis of her son with autism included stress, feelings of blame,
and guilt. She asserted:

When they [the medical professionals] tell you, it comes as a bit of a blow, oh my God! I was just a
wreck; because we knew nothing about it, you know, you think the worst, like what am I going to
do? How do I care for him within our limited resources? It generally blows your mind. As a result, |
felt stressed and cried a lot for some time...what makes me feel bad is I took the blame and guilt
to myself. You know, during my pregnancy, I worried a lot because of the bad relationship
between my husband and me. He used to be a drunker, alcoholic (which he has stopped after our
child’s diagnosis). He drinks almost every day, we run out of money very early each month, I
would cry, stressed a lot and I don’t provide appropriate care for myself and the child in my
womb (I don’t eat well and take good rest). Thinking about my stress and lack of good care
during the pregnancy, I feel guilty and blame myself. I thought I would not have a child with
autism or it might not happen if I would take good care. ... I was distraught, heartbroken, and it
was like the worst feeling...

A key informant from Nehemia Autism Center also stated,

...Upon the diagnosis, some feel blame and guilt, shock or denial. ...One key factor for the
negative reactions might be due to a low level of awareness and the prevailing belief that it is a
result of God’s punishment for one’s wrongdoings, which may in turn, result in a feeling of self-
blame, guilt, and stigma. Only very few (those who were fed up with the diagnostic process or
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suspicious of the disorder) accept and endeavor to learn how to live with the challenge and help
their children.

Theme 2: We felt relieved! (Belay)

In contrast to the other participants who felt great concern about their child’s condition, a few were
relieved to get the diagnosis, knowing what was wrong with their child after an infuriating process.
Belay, a father, stated,

When we found out what was wrong with Daniel, we (as a parent), felt relieved. Now things were
clear. Before the diagnosis, we faced obvious, more pronounced and great impact to know what
was wrong with our child. We have been at different medical centers; none of them came up with
a diagnosis of autism. As we didn’t get a response from the medical aspect, we visited numerous
religious places for holy water treatment. In all our effort after a long period, numerous ups and
downs, a physician at a private medical hospital diagnosed our son with autism. Then, we felt
relieved, our child is autistic; he is a child who needed to be disciplined, exceptionally cared, and
needs to access a special school.

Meseret, a mother sharing a similar experience, also felt a bit of relief on receiving her son’s
diagnosis.

When Yafet was finally diagnosed, I felt a bit relieved because whatever my son was going
through had a name. I had known what is wrong with my son, and I knew what I was dealing with.
I decided not to give away my feelings; all I cared about was how I was going to help my son,
what I could do for him because I have spent and drained a lot to know the problem [autism)].
Then, started working on how to handle and help him. I made things up in this way.

3. Discussion: The participants were asked questions on how they felt, responded, or reacted
when they noticed their child’s autism. It is argued that when parents heard the news for the first time
that their children are autistic, they enter into shock, uncertainty, anger, denial, and guilt (Hong,
Seltzer, & Greenberg, 2008). According to Durban et al.’s (2012) study in the Philippines, the majority
(65.12%) of the parents were stressed and overwhelmed upon learning of their child’s disability. The
authors further elaborated that parents expressed being shocked, sad, and fearful of their child’s fate
especially if the child with developmental delay would outlive them. In this qualitative study, the
parents described their reactions to diagnoses of autism, and it was found that almost all the
participants displayed a range of emotions including despair, sadness, shock, confusion, sorrow,
grief, and feelings of loss. This is very similar to reports from participants living in the U.S. (Bayat,
2007; Myers, Mackintosh, & Goin-Kochel, 2009), France (Chamak, Bonniau, Oudaya, & Ehrenberg,
2011), China (McCabe, 2008), Iran (Samadi, McConkey, & Kelly, 2012), Turkey (Bilgin & Kucuk, 2010),
and South Africa (Badu, 2015) that found parents to have feelings of despair, sadness, or being
overwhelmed upon first hearing of their children’s diagnosis, along with a period of grief associated
with those feelings. On the other hand, a couple of parents reported a feeling of relief upon learning
of their child’s diagnosis, which is similar to respondents in the United Kingdom (Russell & Norwich,
2012) and France (Chamak et al., 2011).

4. Conclusions: The study describes the parents’ reactions to diagnosis for parents of a child
with autism based on a sample from Joy and Nehemia Autism Centers in Addis Ababa, Ethiopia.
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Findings indicated that initially parents had no or little knowledge about autism and reacted with
feelings of relief, shock, denial, loss, grief and sadness, and frustration. Parents were also
overwhelmed with the concern over the future life and career of their children with autism upon the
detection of their child’s autism.

5. Recommendations: 1) the findings underscored the need to design policies that address the
comprehensive burdens of ASD at a national level. Thus, federal policymakers must understand and
determine the most appropriate programs and intervention services for all individuals with autism
and their families. 2) Universities, research institutions, and concerned government institutions
should encourage researchers and academicians to carry out research in the area of autism and
produce policy recommendations to improve the lives of autistic children and their families in
demonstrating the exact implications of autism on economic, social and psychological issues at the
household, community and country level. 3) Considering the heterogeneity of Ethiopia, conducting a
study in other parts of the country is highly recommended. Further research on parents raising a
child with autism residing out of Addis Ababa may provide diverse findings. Overall, considering the
inadequacy of studies of ASD in Ethiopia, additional research on the situation of individuals and
families impacted by ASD in Ethiopia would contribute to the literature and possibly inform practices
leading to improved outcomes for this population.

Limitations of the study: The small sample size and geographical context limit transferability to the
broader population. All information was collected from the parents by self-report.

Acknowledgement: Thanks to Addis Ababa University for funding the research. The authors are also
grateful to all participants.

Conflict of Interest: The authors have no potential conflicts of interest to report and declare.

References

1. Abbott, M., Bernard, P., & Forge, J. (2013). Communicating a diagnosis of autism spectrum disorder:
A qualitative study of parents’ experiences. Clinical Child Psychology and Psychiatry, 18(3), 370-382.

2. American Psychiatric Association. (2013). Diagnostic and statistical manual of mental disorders (5th
ed.). Arlington, VA: American Psychiatric Association.

3. Badu, E. (2015). Experience of parents of children with intellectual disability in the Ashanti region of
Ghana. Journal of Social Inclusion, 7(1), 20-30.

4. Banach, M., ludice, J., Conway, L., & Couse, L. (2010). Family support and empowerment: Post autism
diagnosis support group for parents. Social Work with Groups, 33(1), 69-83.

5. Bayat, M. (2007). Evidence of resilience in families of children with autism. Journal of Intellectual
Disability, 51(9), 702-714.

6. Bilgin, H., & Kucuk, L. (2010). Raising an autistic child: Perspectives from Turkish mothers. Journal of
Child and Adolescent Psychiatric Nursing, 23(2), 92-99.

7. Centers for Disease Control and Prevention. (2014). Community Report from the Autism and
Developmental Disabilities Monitoring (ADDM) Network. Atlanta, GA: US Department of Health and
Human Services.

8. Chamak, B., Bonniau, B., Oudaya, L., & Ehrenberg, A. (2011). The autism diagnostic experiences of
French parents. Autism, 15(1), 83-97.

508 | www.journal-innovations.com



10.

11.

12.

13.

14.
15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

Innovations, Number 68 March 2022

Crane, L., Batty, R., Adeyinka, H., Goddard, L., Henry, A., & Hill, L. (2018). Autism diagnosis in the
United Kingdom: Perspectives of autistic adults, parents and professionals. Journal of Autism and
Developmental Disorders, 48(11), 3761-3772.

Dawson, G., & Murias, M. (2009). Autism. In L. R. Squire (Eds.). Encyclopedia of neuroscience (pp.
779-784). Oxford: Academic Press.

Durban, M., Rodriguez—Pabayos, A., Alontaga, V., Dolorfino-Arreza, G., & Salazar, C. (2012). Coping
strategies of parents of children with developmental delay: A quantitative analysis. Asian Journal of
Social Science and Humanities, 1(4), 177-195.

Hock, M., Timm, M., & Ramisch, L. (2012). Parenting children with autism spectrum disorders: A
crucible for couple relationships. Child and Family Social Work, 17(4), 406-415.

Hong, ., Setlzer, M., & Greenberg, S. (2008). Age and gender differences in the wellbeing of midlife
and aging parents with children with mental health or developmental problems: Report of national
study. Journal of health and Social Behavior, 49(3), 301-316.

Howlin, P., & Moore, A. (1997). Diagnosis in autism. Autism Research, 1(2), 135-162.

Jacobs, D., Steyaert, ., Dierickx, K., & Hens, K. (2018). Implications of an autism spectrum disorder
diagnosis: An interview study of how physicians experience the diagnosis in a young child. Journal of
Clinical Medicine, 7(10), 348.

Karst, S., & Van Hecke, V. (2012). Parent and family impact of autism spectrum disorders: A review
and proposed model for intervention evaluation. Journal of Clinical Child and Family Psychology
Review, 15(3), 247-277.

Maenner, J., Shaw, A., Baio, ]., et al. (2020). Prevalence of autism spectrum disorder among children
aged 8 years — autism and developmental disabilities monitoring network, 11 sites, United States.
Morbidity and Mortality Weekly Report. doi:10.15585/mmwr.ss6904al.

Makino, A., Hartman, L., King, G., Wong, P., & Penner, M. (2021). Parent experiences of autism
spectrum disorder diagnosis: A scoping review. Journal of Autism and Developmental Disorders, 8,
267-284.

Mansell, W., & Morris, K. (2004). A survey of parents’ reactions to the diagnosis of an autistic
spectrum disorder by a local service: Access to information and use of services. Autism, 8(4), 387-
407.

McCabe, H. (2008). Autism and family in the People’s Republic of China: Learning from parents’
perspectives. Research and Practice for Persons with Severe Disabilities, 33(1), 37-47.

Midence, K., & O’Neill, M. (1999). The experience of parents in the diagnosis of autism. Autism, 3(3),
273-285.

Moh, T. A., & Magiati, I. (2012). Factors associated with parental stress and satisfaction during the
process of diagnosis of children with autism spectrum disorders. Research in Autism Spectrum
Disorders, 6(1), 293-303.

Mpyers, ., Mackintosh, V., & Goin-Kochel, P. (2009). “My greatest joy and my greatest heartache:”
Parents’ own words on how having a child in the autism spectrum has affected their lives and their
families’ lives. Research in Autism Spectrum Disorders, 3(3), 670-684.

Neely-Barnes, L., Hall, R., Roberts, J., & Graff, C. (2011). Parenting a child with an autism spectrum
disorder: Public perceptions and parental conceptualizations. Journal of Family Social Work, 14(3),
208-225.

Nissenbaum, S., Tollefson, N., & Reese, M. (2002). The interpretative conference: Sharing a diagnosis
of autism with families. Focus on Autism and Other Developmental Disabilities, 17(1), 30-43.

Onzi, Z., & Gomes, F. (2015). Autism spectrum disorder: The importance of diagnosis and
rehabilitation. Caderno Pedagdgico, 12, 188-99.

509 | www.journal-innovations.com



27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

Innovations, Number 68 March 2022

Ozonoff, S., Dawson, G., & Mcpartland, ]. (2002). A parent’s guide to Asperger’s syndrome and high
functioning autism. London: The Guilford Press.

Pellicano, E., Dinsmore, A., & Charman, T. (2014). What should autism research focus upon?
Community views and priorities from the United Kingdom. Autism, 18(7), 756-770.

Penner, M., Anagnostou, E., & Ungar, ]. (2018). Practice patterns and determinants of wait time for
autism spectrum disorder diagnosis in Canada. Molecular Autism, 9(1), 16.

Ponde, P., Matos, L., & Oliveira, C. (2017). Prevalence of attention-deficit/hyperactivity disorder,
oppositional defiant disorder and conduct disorder in children with autism spectrum disorder. Brazil
Journal of Medical Human Health, 5(2), 39-46.

Reed, P., & Osborne, A. (2012). Diagnostic practice and its impacts on parental health and child
behaviour problems in autism spectrum disorders. Archieve of Disability Children, 97(10), 927-31.
Russell, G., & Norwich, B. (2012). Dilemmas, diagnosis and de-stigmatization: Parental perspectives
on the diagnosis of autism spectrum disorders. Clinical Child Psychology and Psychiatry, 17(2), 229-
245.

Samadi, A., McConkey, R., & Kelly, G. (2012). Enhancing parental well-being and coping through a
family-centered short course for Iranian parents of children with an autism spectrum disorder.
Autism, 17(1), 27-43.

Siegel, B. (1996). The world of the autistic child. Oxford: Oxford University Press.

WHO/World Health Organization. (2004). The ICD-10 classification of mental and behavioural
disorders: Clinical descriptions and diagnostic guidelines. Geneva: World Health Organization.
Zwaigenbaum, L., & Penner, M. (2018). Autism spectrum disorder: Advances in diagnosis and
evaluation. British Medical Journal, 36(1), 1-16.

510 | www.journal-innovations.com



