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Abstract

This reflection article, which positions itself within an ecological systems
approach, focuses on advancing the capacity for effective responses to autism
spectrum disorder in Eswatini. Autism spectrum disorder is a
neurodevelopmental disorder with impacts ranging from mild to severe.
Knowledge about this condition in Africa is limited, as exemplified by a very
small body of research conducted in African countries. This article presents the
developmental work underway in the Kingdom of Eswatini to raise awareness
and to build capacity in autism spectrum disorder. It focuses on (1) increased
understanding and recognition of the need and direction for capacity-building,
(2) collective learning for proactive change, (3) policy and practice
advancement, and (4) disciplinary development in social work in the service of
this advancement. Recommendations for ongoing advancement are offered.

Keywords: autism spectrum disorder, Eswatini, empowerment, capacity-building,
Africa, social work

Introduction

In the Kingdom of Eswatini, which is located in the southern African region, there is a
need to build capacity in autism spectrum disorder (ASD) among social services, health
and educational personnel, the government and society-at-large. Persons living with
ASD and their families face multiple challenges and vulnerabilities owing to a lack of
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knowledge and an insufficiently responsive system of support. At the family level, ASD
has been misunderstood as ‘“kuloywa” (the use of witchcraft on someone), whereas at
the community level, it has been labelled as a “bad omen”.

This article presents developmental work underway in Eswatini to raise awareness about
ASD, including capacity-building efforts. In seeking to strengthen the welfare of
children in the country, the government of the Kingdom of Eswatini identified the aim
of strengthening care for persons with ASD. Challenges were noted in assessment,
diagnosis and interventional access. Coupled with insufficient public education on
ASD, children and adults were noted as having difficulty when accessing the necessary
interdisciplinary care. To redress these challenges, notable steps have been advanced.
This article therefore focuses on these action-oriented capacity-building steps and
present recommendations for moving forward to advance understanding of and capacity
in ASD in the Kingdom of Eswatini.

Background

Definitions of ASD have shifted over time (Maich and Hall 2016). According to the
American Psychiatric Association (2013), ASD involves differences in an individual’s
social communication and interaction and restricted and repetitive behaviours and/or
interests, with symptoms being present across numerous contexts. The American
Psychiatric Association (2013) further denotes various severity levels of ASD. It
describes that the symptoms of ASD and support needed by those with ASD vary from
individual to individual.

In their review, Elsabbagh et al. (2012) identified a worldwide prevalence of ASD at 62
in 10 000. The World Health Organization (2013) estimated that globally, one in every
160 persons is living with autism. There are no universal estimates of the prevalence of
ASD in Africa; however, varying studies indicate a range of estimates. A Nigerian study
estimated that 2.3 per cent of children had ASD based on a sample of 2 320 children
seen in the paediatric neurology and child psychiatry clinic of a University College
Hospital (Lagunju, Bella-Awusah, and Omigbodun 2014). Furthermore, a Ugandan
study found a prevalence rate of 6.8 per cent of children with ASD (Kakooza-Mwesige
et al. 2014). In a study conducted by Bakare and Munir (2011), the authors noted that
the prevalence of ASD among children with developmental disorders in Egypt and
Tunisia were 33.6 per cent and 11.5 per cent, respectively.

Autism, according to Bakare and Munir (2011), was seen in previous decades as a
Western occurrence, and although recent decades have brought increased research in
other parts of the world, many aspects of ASD in Africa are still unclear. Zeliadt (2017)
noted that when professional help is absent and families are unaware of ASD,
individuals on the spectrum may remain ostracised, with reports of disappearances and
potential exposure to danger. Zeliadt (2017) described a scenario by presenting the case
of'a mother in Ethiopia, stating that the “[mother] is afraid that [the child] would wander
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off and drown in the river behind the houses and . . . [has] no choice but to tie [the child]
up” (Zeliadt 2017, 1). African families with autistic children often seek assistance from
religious houses and traditional healers. Indirect pathways to care and help-seeking
behaviour remain major challenges, highlighting the need for family and community
support by social workers and other helping professionals including psychiatric nurses,
developmental-oriented doctors, therapists, counsellors and clinical psychologists.

Theoretical Framework

In this reflection article, our aim is to examine the macro—micro connection among
different stakeholders (government, schools, family, community services, etc.) in their
work of advancing the understanding of, and proactively responding to, ASD in the
Kingdom of Eswatini. To that end, we have situated this work in Bronfenbrenner’s
ecological systems theory, which serves to guide and inform this review of ASD
capacity and capacity-building, in the context of sub-Saharan Africa and more
specifically, Eswatini. Furthermore, we have sought to better understand the role of
social workers in this context.

The ecological systems theory highlights the varying roles that systems (micro, meso,
exo or chrono and macro) play in understanding and shaping human behaviour and
interaction. According to Bronfenbrenner, in order to understand the development and
perceptions of individuals, one needs to examine their multiple interactions within the
range of settings and systems in which they exist (Butt 2017). In this case of examining
ASD in this context, systemically examining the related roles and responses of different
actors (such as family members, social workers, community service personnel, school
personnel, and government employees) seems instructive. As an example, the micro
system is where individuals diagnosed with ASD and their families are located, and in
which they experience life in the context of home and community. At the meso-system
level, individuals and families connect and interact with service providers, such as social
workers and therapists. At the exo- or chrono-system level, children and their families
interact with the communities and schools; therefore systems interact in the integration
of community level practice. Finally, the macro-system level entails the larger structures
or systems such as legislation, policies and programmes that affect the well-being of
individuals with ASD and their families. To advance the understanding of ASD and the
specific roles that social workers and others can play in support and building quality of
life, we offer a reflective and critical review of systems as they pertain to ASD-based
practice and experience in Eswatini.

ASD Capacity in Africa

Knowledge about ASD in Africa is very limited. In a review of the literature, Abubakar,
Ssewanyana, and Newton (2016) found that most African studies were conducted in
South Africa and Nigeria, with fewer in East Africa and North Africa. A lack of regional
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expertise is cited by the authors as a potential reason for the lack of ASD research, as is
the lack of resources and interest to conduct regionally based research on ASD. The
number of studies dealing with the prevalence, diagnosis, and treatment of ASD are as
follows: South Africa 28; Nigeria 15; Kenya 3; Tanzania 2; and Ghana, Uganda,
Zambia, Zimbabwe, and Seychelles each having one study (Abubakar, Ssewanyana, and
Newton 2016; Bakare and Munir 2011; Franz et al. 2017; Wannenburg and VVan Niekerk
2018; Zeliadt 2017). The gap in knowledge about ASD in African countries (excluding
South Africa and Nigeria) is largely attributed to, yet also contributes to, a lack of
expertise among health professionals, psychosocial service providers, and behavioural
therapists.

There are, however, capacity-building initiatives taking place in sub-Saharan African
countries at government and community levels. Many countries are enthusiastic to
include issues related to autism support as a component of their disability inclusion
policies. A review of the capacity-building initiatives demonstrates that some sub-
Saharan African countries have initiated capacity-building activities at policy and
programme intervention levels. A sample of five countries’ capacity-building initiatives
are presented in Table 1.

Table 1: Example of sub-Saharan Africa countries where capacity initiatives exist

Country Capacity-building Capacity-building Source
initiative at initiative at
government level community level
South Africa | Inclusive education Equine assisted Butt 2017;
policy; autism specific | learning; small grant- Erasmus
schools; national public | assisted family care 2018; Franz
health system and De Vries
2019; Dalton,
McKenzie,
and Kahonde
2012
Ethiopia National mental health | Specialised NGOs exist | Legesse 2018;
strategy; health sector | to provide services to Tekola et al.
transformation plan; children with autism 2016
education sector and their parents
development
programmes
Kenya National special needs | Special education Autism
education policy professionals; private Society of
framework; special treatment centres; Kenya 2017;
needs units in public NGOs established to Riccio 2011
schools and inclusive create community
education model awareness
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Country Capacity-building Capacity-building Source
initiative at initiative at
government level community level
Cameroon Inclusive education Consideration of the Cockburn et
policy role of teachers and al. 2017; lvan
parents in inclusive 2017; Tukov
education 2008
Ghana Inclusive education Community-based Abbey 2018;
policy speech and language Ghana,
therapy services Ministry of
Education
2013

NGO: non-governmental organisation

ASD Capacity in Eswatini

The challenges associated with ASD specifically in Eswatini are noted to be substantial.
Currently, ASD is the most prevalent undiagnosed disability in the country (Dlamini
2012), with many people misguided in believing that people with ASD are bewitched.
Many children are therefore left without services or treatment, including a discursive
orientation that dissuades consideration of treatment or support needs. The most serious
challenge is thought to include widespread misunderstanding, with deleterious effects
on persons with ASD and their families. According to Mvubu (2018), founder of Autism
Eswatini, such misunderstanding results in delays in accessing treatment, which leads
to little or no attempt to seek help by parents and inadequate schooling options for
children with ASD. Incapacities like these yield other negative effects such as
heightened stress, risk of family poverty, alienation from community interaction,
lowered status of children with ASD, and increased exposure to various forms of abuse
including sexual abuse (Mvubu 2018).

The provision of ASD-based person and family-centred care is a pressing concern in
Eswatini, with increasing attention in recent years noted by the print media. For
instance, Dlamini (2012) reported, “in Swaziland, it is believed that autism affects four
times as many boys as girls.” Khoza (2018), a journalist for the Eswatini Observer,
further reported on the opinions of experts that more children in Eswatini are annually
diagnosed with ASD than juvenile diabetes, AIDS or cancer combined. Khoza (2018)
quoted experts stating, “We need to stand up as families and as a nation to find all the
knowledge we need about autism, arm ourselves for it and then we will be in a position
to face it successfully for a bright future.” Interventions currently offered to individuals
with ASD include speech and language therapy by the Mbabane Government Hospital
for SZL2.00 (approximately USDO0.15) per session, occupational therapy by the
National Psychiatric Referral Hospital without fees, and a range of services offered by
private practitioners for a fee (Dlamini 2012). Several steps have been taken to
constructively redress these issues in Eswatini: commitment to building national ASD
capacity, collective learning for change, and social work development for advocacy and
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practice advancement. These steps are outlined next, with a focus on the way in which
they apply and the micro-, meso-, and exo-level advances are illustrated.

Micro-, Meso- and Exo-level Considerations: Recognising and Responding to the
Need for ASD Capacity-Building

Families tend to be the primary care providers for persons with ASD, especially
children. Prelock and Hutchins (2008) noted that family support for children with ASD
includes developing social communication skills and guiding children on societal and
cultural norms. Yet in the provision of this care, parental competence and the well-being
of families may be challenged by extraordinary care requirements. Autistic individuals
experience a range of challenges in their daily functioning such as eating, toileting,
personal care issues and social behaviours. There are often additional stressors for a
family, which can include financial strain, limited access to formal and informal
support, and family adjustment to ASD (Preece and Almond 2008). Supporting the
micro system by empowering parents, caregivers and family members is an essential
component in the care of individuals diagnosed with ASD and in alleviating the
challenges parents experience in rendering care to their child with ASD. Webster,
Cumming and Rowland (2017) documented that many countries recognise the
importance of involving parents in the decision-making process for their child’s school
enrolment and attendance. They further noted that “most countries and schools agree
that parents play a critical part in creating educational plans and programs for their
children with disabilities” (88).

At meso- and exo-system levels, home- and school-based interventions are important to
support and enhance the confidence of parents when attending to the care needs of their
child with ASD. Key stressors on families may also include financial concerns, coping
and adjusting to the presence of autism in the family, and the inadequate availability of
formal and informal support (Preece and Almond 2008). Home-based interventions
necessary to supporting families entail the provision of updated information about ASD,
supportive resources, meaningful linkage with the school system, training of caretakers
on the way in which to manage the physical, social and emotional needs of individuals
with ASD, and sharing information with and seeking support from extended family and
community members (Timmons, Breitenbach, and Maclsaac 2004). Home-based
interventions may further improve child functioning, including knowledge and
understanding, communication, play skills, means to deal with stress and depression,
and support to recognise and nurture parental satisfaction with the child’s outcome gains
(Cincinnati Children’s Hospital Medical Center 2013).

Parent education to understand and navigate ASD has been noted as integrally important
for supporting individuals with ASD. In offering knowledge and skills to parents and
other family members, education reportedly results in “reductions in stress and anxiety,
improved coping, improved parent-child interaction and communication, improved
understanding of ASD, efficacy and confidence and improved parental quality of life”
(Preece and Trajkovski 2017, 122). School-based interventions contribute to dealing

6



Kebede et al.

with children’s developmental needs (Webster, Cumming, and Rowland 2017). Specific
school-based interventions may include, but are not limited to: teaching communication
to replace challenging behaviour; socialisation training; nurturing self-management
skills; enhancing peer relationships; building teacher effectiveness in ASD; and
promoting school-parent collaboration or partnership (Koegel et al. 2011). In
recognising and responding to the need for ASD capacity-building at the micro level,
the next section will discuss meso-, exo- and macro-level responses to foster change in
the context of Eswatini.

Meso-, Exo- and Macro-Level Response: Collective Learning for Change via
National Strategic Capacity-Building in ASD

To advance ASD capacity on a national level, the inaugural ASD national conference
was convened at the Royal Swazi Spa Convention Centre in Eswatini in August 2018.
The event brought together the Royal Family of the Kingdom of Eswatini, United
Nations representatives, European Union (EU) representatives, government ministers,
senior government officials, civic organisations, academics, schoolteachers, parents,
caregivers, and individuals (including children) with ASD (Ndlela 2018). The
conference identified current challenges and opportunities to proactively deal with ASD
in Eswatini. Her Royal Highness Inkhosikati LaMatsebula challenged stakeholders and
declared that support for ASD is of high priority in Eswatini. She indicated that “people
addressing issues of autism should be empowered with necessary tools — government
should empower officials with knowledge” (LaMatsebula 2018). The Deputy Prime
Minister, Senator Paul Dlamini, offered a strong call to proactively deal with ASD,
stating that “there has to be increased communication with a wider audience on autism,
support from families and communities has to be available (for) children with ASD.
And [the] government commits to ensuring that strong partnerships will be in place”
(Dlamini 2018).

Macro-Level Response: Policy and Practice Advancement

Various national legislative frameworks and policies in Eswatini serve children with
special needs, including the Eswatini Constitution Act of 2005, the National Children’s
Policy, the Children’s Protection and Welfare Act of 2012, and the National Disability
Policy and Persons with Disability Act of 2018. The Education and Training Policy of
the Eswatini government’s Ministry of Education and Training has been under review
to seek greater inclusivity for persons with disabilities (Mtshali 2018). This Ministry
emphasised training for professionals related to special and inclusive education, and
school leadership and management. The Ministry offers in-service training to deal with
the special needs population, including persons with ASD. This training targets
preschool, primary and high school teachers, school inspectors, nurses, health workers,
community leaders and parents. Key challenges impeding broad-based consideration
and advancement reportedly include limited access to assessment, inadequate family
support, incomplete national data on special needs including ASD, and lack of research
to inform policy and practice. Dealing with these areas, building capacity offers steps
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forward at regional and societal levels (Mtshali 2018). Applying this at a community
level, Mwanjali (2018) noted the need to train teachers and religious leaders who could
assist with referrals for potential diagnosis and support.

Practice and policy advancement efforts are also observed in neighbouring countries in
the southern African region. For instance, Franz et al. (2018) noted that in South
Africa’s Western Cape province, a child suspected of having ASD is evaluated and
referred to a neuro-developmental clinic. Following diagnosis, the child may be referred
for therapy, and registered on the Western Cape Education Department’s waiting list for
school placement.

The South African Constitution (RSA 1996) abolished educational inequalities, and the
country adopted an inclusive education policy that facilitated opening autism-specific
schools or units for special needs classes within public and private schools (Erasmus,
Kritzinger, and Van der Linde 2019). There are also many associations and professional
groups collaborating to advance policy and practice in ASD in South Africa. A few of
these entities include Autism South Africa, the South African Disability Alliance,
Parents for Children with Special Needs, the National Coalition of Social Services, and
the South African Association for Learners with Educational Difficulties (Autism South
African.d.).

In Zimbabwe, the Inclusion Education Policy adopted in 1994 enhanced the enrolment
of children with special needs including autism (Majoko 2017). Several government
policy legislations — including the Zimbabwe Education Act of 1996, the Disabled
Persons Act of 1996, and the Education Secretary’s Circular No. P36 of 1990 — are
consistent with the intent of inclusive education (Mutepfa and Mpofu 2007). A practical
advancement of ASD support in Zimbabwe indicates that

students with special needs are educated using the inclusive education model where in
addition to educating some students with disabilities in the general classroom, a
continuum of placements (e.g., resource room, self-contained special education
classrooms in regular schools, and special schools) are retained for students who may
need such placements. (Chitiyo et al. 2019, 31)

In Botswana, Abosi (2000) reported that in 1994, “the Botswana National Assembly
approved the Revised National Policy on Education, which in part stated that the
government is committed to the education of all children, including those with
disabilities” (48). This policy outlined the development of a special education
programme and guided the integration of the special education with the mainstream
education system. As the result of this policy, there are seven schools in Botswana that
serve children with learning impairments. However, despite these policies and practices,
there are some challenges in Botswana in relation to inclusive education, with reports
of teachers who state that the “inclusion of students with disabilities into mainstream
settings is difficult and stressful” (Chhabra, Srivastava, and Srivastava 2010, 221).
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Disciplinary Advancement across System Levels: Pro-ASD Social Work Capacity
and Training

The Contributing Role that Social Workers Can Play when Dealing with ASD
Challenges in Eswatini

To further deal with the challenges at micro, meso, exo and macro levels, disciplinary
advancement can be facilitated for proactive change. Social workers can serve as key
actors to raise awareness and to provide support at individual, family, community, and
societal levels. As the profession of social work develops in Eswatini, it is anticipated
that there will be new opportunities to initiate community-based programmes. Personal
communication with Moses Dlamini, Director for Social Welfare (in August 2018),
informed that there are, however, only four school social workers (one per region) in
the entire nation who are expected to serve over 40 000 students each; further social
work staffing capacity is warranted. Several studies similarly convey the role and
importance of school social workers. For example, Borling and Mumm (2009) discussed
the way in which a school social worker can play the role of a “clinician, consultant,
educator and advocate” (1). Given these multifaceted roles, it is recommended that
school social workers be “knowledgeable about all facets of ASD, including the
diagnostic process, the assessment process, and the range of evidence-based
intervention efforts” (Borling and Mumm 2009, 1).

In contributing to the lives of families affected by ASD, social workers are well-
positioned to advance change and capacity-building owing to their disciplinary focus,
location and role in school and community, and family situatedness (for example,
context, role). School social workers support children with ASD and their families in
both direct and indirect ways. Direct roles include their involvement in assessment
processes, supporting and engaging family members, and providing support to school
staff. Indirect roles include collaboration with multidisciplinary teams and advocating
policy change (Foster 2015). Together, these roles and their impacts extend over micro-
, Meso-, exo- and macro-system advancement.

To effect change and in concert with other change agents, the role of social work
professionals is increasingly recognised as integral, particularly given the complexity
and multiple intersections of ASD (individual, family, community, health, mental
health, education, disability services) (Autism Ontario® 2011; Morris, Muskat, and
Greenblatt 2018). According to Morris, Muskat, and Greenblatt (2018), “social workers
who work in health care settings can play a key role in enhancing family-centred care
through crises intervention, counselling, collaboration, advocacy, and resource
gathering for patients and their families” (484). Given the important role of social

1 Autism Ontario is based in Toronto, Canada.
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workers in dealing with ASD challenges, the next section will consider the state of social
work education in building capacity for social work responses.

Current Capacity of Social Workers in Eswatini

In Eswatini, social work education is a recent initiative (2014), with the first cohort of
students graduating in October 2018. This newly established social work education
programme was recently revised (as approved by University Senate in 2018) to ensure
the programme includes courses on vulnerable groups including persons with
disabilities such as ASD. In the revised programme, specific courses provide social
work students with the required knowledge and skills to support individuals with special
needs including those with ASD. These courses include: Counselling in Social Work,
School Social Work, Healthcare Social Work, Social Work with Vulnerable Groups,
Case Management, and Social Work with Families, Children and Adolescents. As social
work students graduate and become competent practitioners with the knowledge, skills
and values to effectively work in numerous systems, the capacity of social work to deal
with ASD will be advanced. Future training and professional development opportunities
can be advanced by the University of Eswatini (UNESWA) in agencies such as the
Ministry of Education and Training, the Department of Social Welfare (DSW), the
National Children Services Department, the Ministry of Health and other governmental
organisations, NGOs and civil society organisations.

Although other disciplines are recognised as integral to widespread capacity-building in
ASD-based knowledge, advocacy and support, social work in Eswatini has been a
catalyst and connector for the advancement of ASD capacity at national, community
and family support levels. As part of the interdisciplinary team, social workers identify
core areas of concern and strength, and develop recommendations and strategies. The
role of social workers, as leaders in case management and community change, is
increasingly identified to ensure that interdisciplinary teams are: (1) supported in
effectively communicating with each other; (2) assisted in amplifying individual and
family strengths and needs; and (3) nurtured in developing and implementing
collaborative plans to support the individual, family and community (Global Social
Service Workforce Alliance Case Management Interest Group 2018).

Broadening Strategies to Advance the Capacity of Social Workers in Eswatini

Specific efforts to increase ASD-focused social work capacity in Eswatini are largely
driven by the national government (for example, the Deputy Prime Minister’s Office)
and UNESWA, based on an ecological systems advancement framework. Capacity-
building activities in social work were developed with the support of the EU in the
project “Technical Assistance for the Development of Social Protection System in
Swaziland” (Pain 2016) that was implemented from May 2016 to October 2019. The
primary tasks of this initiative entailed an assessment of the training needs in the existing
social work labour force employed by the DSW, and a proactive revision of the Bachelor
of Social Work curriculum at UNESWA.
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The training needs assessment revealed various social worker capacity gaps, including
limited knowledge and skills in relation to case management, professional ethics, child
justice, policy implementation, trauma counselling, research, monitoring and
evaluation, communication skills, client assessment and report writing (Maonde et al.
2016). Based on these findings, capacity-building in-service training opportunities were
designed and implemented for the social work labour force. In order to begin to deal
with the gaps, training was offered in 2017 to 2018 on salient topics such as case
management, supportive supervision and mentoring at the request of the DSW.

To strengthen the undergraduate social work programme at UNESWA, the EU technical
support team provided capacity-building activities which included revising the Bachelor
of Social Work curriculum, teaching social work courses, and mentoring social work
staff in academic research and field education. UNESWA is positioned to offer research
and training to meet stakeholder needs in ASD; indeed, an important step forward.
Accordingly, UNESWA is undergoing transformative change in professionalising the
social work programme to better meet the needs of individuals, families, communities
and Eswatini society. The revised social work programme thus offers courses on
children, families, and vulnerable groups in communities. Advances to the social work
education programme have the potential to substantially benefit the social service
workforce and service delivery relative to individuals with ASD and their families. As
noted from group discussions during the National Conference on “Empowering the
Nation on ASD” in August 2018, attention was brought to bear on dealing with the need
for heightened cooperation among professionals such as nursing, social work,
psychology and education when tackling pressing issues associated with ASD.
Recognising need and embarking on future steps constitute important initial steps,
inviting further work in moving forward and multiple systemic and disciplinary levels,
as illustrated within social work.

Other meso and macro level social work capacity-building efforts reflect partnership
formation such as establishing a professional association of social workers and forming
a national council of social work (Hall and Georgiev 2019). UNESWA initiated a
partnership agreement with the University of Pretoria in South Africa, through which
the social work programmes of both universities will benefit in terms of staff and student
exchanges and research collaborations. A memorandum of understanding was also
signed between UNESWA and the University of Calgary in Canada to facilitate
academic research and field partnerships (Drolet 2019). The EU project team in
Eswatini, in collaboration with UNESWA social work staff, encouraged the Deputy
Prime Minister’s Office (DPMO) in Eswatini to drive the process of establishing a
national council of social work. In this effort, terms of reference were prepared and
submitted to the DPMO. These various activities are expected to contribute to building
capacity of the profession of social work in Eswatini, and thereby contribute to
improving the role of social workers when dealing with the needs of persons affected
by ASD.
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Ensuring a Stronger Future Relative to ASD

The multisystemic approach recognises that care demands on parents of children with
ASD call for supportive engagement and assistance. A study in Ghana documented the
most commonly reported service needs of parents with children diagnosed with ASD,
which included speech therapy, teacher education, parent or family training and
behavioural management (Thomas, Badoe, and Owusu 2015). Efforts are being made
in Eswatini to accommaodate the needs of these parents. For example, Dlamini (2012)
and Khoza (2018) noted that consideration of the multifaceted needs associated with
ASD is further evidenced by increasing momentum in print media. The commitment in
Eswatini to deal with the needs of individuals with ASD is not only internally driven,
but is also reflective of the ratification of the 1995 Convention on the Rights of the Child
and the signatory of the United Nations Convention on the Rights of Persons with
Disabilities of 2012. Moreover, the Persons with Disabilities Act was endorsed by
Parliament in 2018. Increasingly, we are recognising that an individual approach is
insufficient as pervasive issues associated with a diagnosis of autism constitutes
multifaceted and population-level “layers”, requiring multisystemic approaches in
moving to “real” and sustained change.

In this case, commitment on paper— if not accompanied by “on the ground”
implementation across sectors and systems — risks impeded progress. Fortunately, real
change has occurred, yet must continue. For instance, relative to earlier times in
Eswatini and other world regions, erroneous myths about ASD are increasingly being
demystified and debunked, with greater awareness about the causes and challenges of
ASD and the needs of autistic people, particularly in schools (Laitila 2018; Mthombeni
and Nwoye 2017; Ruparelia et al. 2016). In Eswatini, teachers and parents are becoming
more knowledgeable about the needs of children with ASD. A small number of schools
have established a special education support strategy for children with ASD. Nationally
based education policy is under review to better accommodate the needs of persons with
disabilities (Mtshali 2018). The profession of social work has contributed to these
important changes and will need to continue to advocate future professional
development and training to implement these policies into practices that make a
difference in the lives of persons with ASD.

Discussion

As demonstrated in this review, initiatives for ASD capacity advancement made by
government and other stakeholders in Eswatini, reflect a mutual aim to achieve better
options and outcomes for individuals with ASD and their families. Figure 1 depicts
these steps forward. On the left side of Figure 1, we note increasing recognition of the
need for community-based and system-wide capacity development. Towards that aim,
as depicted in the centre of Figure 1, specific capacity-building elements have been
undertaken to realise sought-after ASD capacity in Eswatini. It appears that vision and
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substantial efforts are underway, resulting in strides forward relative to collective
advancement.

Anticipated,
Identified CAPACITY-BUILDING ACTIONS Realised
* Autism Eswatini in place
Need for * Engagement of key stakeholders, including government and
. = National capacity—building conference Soucht-
CapaCIty_ * Policy advancement g
Bllildillg in + National training after ASD
« Engagement of local, regional, international partners Capacitv—
ASD « Social work engagement p . _y
Building

Figure 1: Capacity-building efforts underway

Although gains have been realised, challenges remain. Individuals diagnosed with ASD
face vulnerability and continue to be at risk, particularly if they lack sufficient
opportunity for integration and social protection. Such gaps, vulnerability and a lack of
sufficient support heighten concern over potential societal exclusion, risk for abuse and
human rights violations, continued family struggles, restricted availability of services,
and thus diminished individual and family quality of life.

Policy gaps, which were particularly observed in the Education and Training Policy of
Eswatini (Mtshali 2018), identify the need for proactive shifts, including a policy-based
framework ensuring holistic and integrated approaches redressing the challenges of
individuals with ASD and their families. Such a framework could inform strategies to
support persons with ASD and their families, and offer guidance for generating local
and regional knowledge and resources. Priority areas of potential action and innovation
could include education, employment, housing, health, social care and legal services.
Policy and service inclusiveness is critical to improving experiences and outcomes.
Accordingly, capacity-building must honour individuals with ASD and their families
through upholding their rights, ensuring sufficient resources, and building a societal
ethos of acceptance, inclusion and support; thus enacting gains across systems.
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Conclusion

ASD capacity advancement has emerged in Eswatini, yet continues to be needed at
micro-, meso-, exo- and macro-system levels. This reflection article invites
consideration of steps taken (in looking back) as well as strategy development (in
looking forward) in the ultimate aim of advancing national ASD infrastructure and
community service capacity. Systemic effort, as presented here, seems integral to the
aim of optimal quality of life — a state of well-being that indeed is deserved by
individuals affected by ASD and their families.

Acknowledgement

Thank you to Christopher Kilmer who reviewed the paper and offered helpful editorial
and formatting support.

References

Abbey, G. 2018. “Help-Seeking Behaviour of Parents of Children with Autism Spectrum
Disorder in Accra, Ghana.” MSc thesis, University of Ghana.

Abosi, C. O. 2000. “Trends and Issues in Special Education in Botswana.” Journal of Special
Education 34 (1): 48-53. https://doi.org/10.1177/002246690003400105.

Abubakar, A., D. Ssewanyana, and R. C. Newton. 2016. “A Systematic Review of Research on
Autism Spectrum Disorders in Sub-Saharan Africa.” Behavioural Neurology 1-14.
https://doi.org/10.1155/2016/3501910.

American Psychiatric Association. 2013. Diagnostic and Statistical Manual of Mental
Disorders. 5th ed. Arlington: American Psychiatric Association.
https://doi.org/10.1176/appi.books.9780890425596.

Autism Ontario. 2011. “Q&A Regulated Professionals: Social Workers: What to Expect.”
Accessed 18 November 2019.
https://autismontario.novosolutions.net/redirfile.asp?id=319&fstore=&sc=ab9bal571025a
554edbebf66b79ced03&SID=.

Autism Society of Kenya. 2017. “Autism Society of Kenya: Advocacy Sensitization and
Awareness Campaigns.” East and Central Africa Medical Journal 3 (1): 48-50.
https://doi.org/10.33886/ecamj.v3il.70.

Autism South Africa. n.d. “Practical Guide to Autism Spectrum Disorder.” Accessed

29 August 2020. https://aut2know.co.za/wp-
content/uploads/2015/07/Autism_Practical_Aspects_Update_ ENGLISH.pdf.

14


https://doi.org/10.1177/002246690003400105
https://doi.org/10.1155/2016/3501910
https://doi.org/10.1176/appi.books.9780890425596
https://autismontario.novosolutions.net/redirfile.asp?id=319&fstore=&sc=ab9ba1571025a554edbebf66b79ced03&SID=
https://autismontario.novosolutions.net/redirfile.asp?id=319&fstore=&sc=ab9ba1571025a554edbebf66b79ced03&SID=
https://aut2know.co.za/wp-content/uploads/2015/07/Autism_Practical_Aspects_Update_ENGLISH.pdf
https://aut2know.co.za/wp-content/uploads/2015/07/Autism_Practical_Aspects_Update_ENGLISH.pdf

Kebede et al.

Bakare, O. M., and M. K. Munir. 2011. “Autism Spectrum Disorders (ASD) in Africa: A
Perspective.” African Journal of Psychiatry 14 (3): 208-10.
https://doi.org/10.4314/ajpsy.v14i3.3.

Borling, A., and A. M. Mumm. 2009. “Autism Spectrum Disorders and the Roles of the School
Social Worker.” School Social Work Newsletter 2.
https://www.socialworkers.org/assets/secured/documents/sections/school/newsletters/2009
%20School%20Social%20Work%20Newsletter%20-%201ssue%202.pdf.

Butt, B. 2017. “Parents’ and Facilitators’ Perceptions of Children with Autism Spectrum
Disorder in an Equine-Assisted Learning Program.” Master’s thesis, Stellenbosch
University.

Chhabra, S., R. Srivastava, and |. Srivastava. 2010. “Inclusive Education in Botswana: The
Perceptions of School Teachers.” Journal of Disability Policy Studies 20 (4): 219-28.
https://doi.org/10.1177/1044207309344690.

Chitiyo, M., E. M. Hughes, G. Chitiyo, D. M. Changara, A. Itimu-Phiri, C. Haihambo,
S. G. Taukeni, and C. G. Dzenga. 2019. “Exploring Teachers’ Special and Inclusive
Education Professional Development Needs in Malawi, Namibia, and Zimbabwe.”
International Journal of Whole Schooling 15 (1): 28-49.

Cincinnati Children’s Hospital Medical Center. 2013. “Occupational Therapy and Physical
Therapy/Autism/Home Based Services/BESt 131: Best Evidence Statement (BEST).”
Accessed 28 August 2020. https://www.cincinnatichildrens.org/-
/media/cincinnati%?20childrens/home/service/j/anderson-center/evidence-based-
care/recommendations/type/best%20131%20complementary%20home%20based%20servi
ces.pdf?la=en.

Cockburn, L., G. Hashemi, C. Noumi, A. Ritchie, and K. Skead. 2017. “Realizing the
Educational Rights of Children with Disabilities: An Overview of Inclusive Education in
Cameroon.” Journal of Education and Practice 8 (7): 1-19.

Dalton, M. E., A. J. Mckenzie, and C. Kahonde. 2012. “The Implementation of Inclusive
Education in South Africa: Reflections Arising from a Workshop for Teachers and
Therapists to Introduce Universal Design for Learning.” African Journal of Disability
1 (1): 1-7. https://doi.org/10.4102/ajod.v1i1.13.

Dlamini, P. 2018. “Speech at the Empowering the Nation on Autism Conference.” Eswatini, 7—
9 August 2018.

Dlamini, T. 2012. “How to Recognize Onset of Autism.” Times of Swaziland, 9 May 2012.
https://www.times.co.sz/News/75303.html.

Drolet, J. 2019. “Field Education.” Social Protection System Project. Kingdom of Eswatini.

15


https://doi.org/10.4314/ajpsy.v14i3.3
https://www.socialworkers.org/assets/secured/documents/sections/school/newsletters/2009%20School%20Social%20Work%20Newsletter%20-%20Issue%202.pdf
https://www.socialworkers.org/assets/secured/documents/sections/school/newsletters/2009%20School%20Social%20Work%20Newsletter%20-%20Issue%202.pdf
https://doi.org/10.1177/1044207309344690
https://www.cincinnatichildrens.org/-/media/cincinnati%20childrens/home/service/j/anderson-center/evidence-based-care/recommendations/type/best%20131%20complementary%20home%20based%20services.pdf?la=en
https://www.cincinnatichildrens.org/-/media/cincinnati%20childrens/home/service/j/anderson-center/evidence-based-care/recommendations/type/best%20131%20complementary%20home%20based%20services.pdf?la=en
https://www.cincinnatichildrens.org/-/media/cincinnati%20childrens/home/service/j/anderson-center/evidence-based-care/recommendations/type/best%20131%20complementary%20home%20based%20services.pdf?la=en
https://www.cincinnatichildrens.org/-/media/cincinnati%20childrens/home/service/j/anderson-center/evidence-based-care/recommendations/type/best%20131%20complementary%20home%20based%20services.pdf?la=en
https://doi.org/10.4102/ajod.v1i1.13
https://www.times.co.sz/News/75303.html

Kebede et al.

Elsabbagh, M., G. Divan, Y. J. Koh, Y. S. Kim, S. Kauchali, C. Macin, C. Montiel-Nava,
V. Patel, C. S. Paula, C. Wang, M. T. Yasamy, and E. Fombonne. 2012. “Global
Prevalence of Autism and other Pervasive Developmental Disorders.” Autism Research
5 (3): 160-79. https://doi.org/10.1002/aur.239.

Erasmus, S. 2018. “Learners in Autism-Specific Schools and their Families in South Africa.”
PhD thesis, University of Pretoria.

Erasmus, S., A. Kritzinger, and J. van der Linde. 2019. “Profiles of Public and Private Autism
Specific Schools in Gauteng.” South African Journal of Childhood Education 9 (1): 1-9.
https://doi.org/10.4102/sajce.v9il1.691.

Ghana, Ministry of Education. 2013. “Inclusive Education Policy.” Accessed 27 August 2020.
http://www.voiceghana.org/downloads/MoE_IE_Policy_Final_Draftl.pdf.

Foster, M. V. 2015. “School Social Workers’ Role in Supporting Parents of a Child with
Autism.” Master’s thesis, St. Catherine University.

Franz, L., K. Adewumi, N. Champers, M. Viljoen, N. J. Baumgartner, and J. P. de Vries. 2018.
“Providing Early Detection and Early Intervention for Autism Spectrum Disorder in South
Africa: Stakeholder Perspectives from the Western Cape Province.” Journal of Child and
Adolescent Mental Health 30 (3): 149-65.
https://doi.org/10.2989/17280583.2018.1525386.

Franz, L., N. Chambers, M. von Isenburg, and J. P. de Vries. 2017. “Autism Spectrum Disorder
in Sub-Saharan Africa: A Comprehensive Scoping Review.” Autism Research 10 (5): 723—
49.

Franz, L., and P. de Vries. 2019. “How to Offer Support for Young Autistic Children in South
Africa.” Accessed 26 August 2020.
https://www.spectrumnews.org/opinion/viewpoint/offer-support-young-autistic-children-
south-africa/.

Global Social Service Workforce Alliance Case Management Interest Group. 2018. “Core
Concepts and Principles of Effective Case Management: Approaches for the Social Service
Workforce.” Accessed 25 August 2020.
https://bettercarenetwork.org/sites/default/files/Case-Management-Concepts-and-
Principles.pdf.

Hall, S., and S. Georgiev. 2019. “Technical Assistance for Development of a Social Protection
System in Swaziland (Final Report).” Swaziland: Human Dynamics.

Ivan, C. W. C. 2017. “Autism and Inclusive Education in Cameroon: Attitudes, Resistance and
Pitfalls.” International Journal of New Technology and Research 3 (6): 32-38.

16


https://doi.org/10.1002/aur.239
https://doi.org/10.4102/sajce.v9i1.691
http://www.voiceghana.org/downloads/MoE_IE_Policy_Final_Draft1.pdf
https://doi.org/10.2989/17280583.2018.1525386
https://www.spectrumnews.org/opinion/viewpoint/offer-support-young-autistic-children-south-africa/
https://www.spectrumnews.org/opinion/viewpoint/offer-support-young-autistic-children-south-africa/
https://bettercarenetwork.org/sites/default/files/Case-Management-Concepts-and-Principles.pdf
https://bettercarenetwork.org/sites/default/files/Case-Management-Concepts-and-Principles.pdf

Kebede et al.

Kakooza-Mwesige, A., K. Ssebyala, C. Karamagi, S. Kiguli, K. Smith, M. C. Anderson,
L. A. Croen, E. Trevathan, R. Hansen, D. Smith, and J. K. Grether. 2014. “Adaptation of
the ‘“Ten Questions’ to Screen for Autism and other Neurodevelopmental Disorders in
Uganda.” Autism 18 (4): 447-57. https://doi.org/10.1177/1362361313475848.

Khoza, S. 2018. “Autism Mistaken for Mental Illness.” Swazi Observer, 14 May 2018.
https://www.pressreader.com/eswatini/swazi-observer/20180514/281878709017223.

Koegel, L., R. Matos-Fredeen, R. Lang, and R. Koegel. 2011. “Interventions for Children with
Autism Spectrum Disorders in Inclusive School Setting.” Cognitive and Behavioral
Practice 19 (3): 401-12. https://doi.org/10.1016/j.cbpra.2010.11.003.

Lagunju, I. A., T. T. Bella-Awusah, and O. O. Omigbodun. 2014. “Autistic Disorder in
Nigeria: Profiles and Challenges to Management.” Epilepsy and Behaviour 39: 126-29.
https://doi.org/10.1016/j.yebeh.2014.08.020.

Laitila, N. 2018. “Awareness, Acceptance and Appreciation: A Road to Changing Views on
Autism in South Africa.” Bachelor’s thesis, Laurea University of Applied Sciences.
https://www.theseus.fi/bitstream/handle/10024/156418/Niina%20Laitila%20FINAL%20T
hesis%201.pdf?isAllowed=y&sequence=1.

LaMatsebula, M. I. (Her Royal Highness). “Keynote Speech.” Empowering the Nation on
Autism Conference, Eswatini, 7-9 August 2018.

Legesse, C. 2018. “Autism Care and Treatment: Services, Challenges and Promising Practices
in Ethiopia.” Master’s thesis, Addis Ababa University.

Maich, K., and C. Hall. 2016. Autism Spectrum Disorder in the Ontario Context: An
Introduction. Toronto: Canadian Scholar’s Press.

Majoko, T. 2017. “Practice that Support the Inclusion of Children with Autism Spectrum
Disorder in Mainstream Early Childhood Education in Zimbabwe.” Sage Open 1-14.
https://doi.org/10.1177/2158244017730387.

Maonde, Q., S. Bhembe, C. Shabangu, and G. Simelane. 2016. Training Needs Assessment
Report of the Department of Social Welfare. Mbabane: SPS TAT Office.

Morris, R., B. Muskat, and A. Greenblatt. 2018. “Working with Children with Autism and their
Families: Paediatric Hospital Social Worker Perceptions of Family Needs and the Role of
Social Worker.” Social Work in Health Care 57 (7): 483-501.
https://doi.org/10.1080/00981389.2018.1461730.

Mthombeni, C. Z., and A. Nwoye. 2017. “Black South African Care Givers’ Understanding
and Responses to their Children with Autism Spectrum Disorder Symptoms: A Qualitative
Study.” South African Journal of Psychology 48 (1): 99-111.
https://doi.org/10.1177/0081246317696453.

17


https://doi.org/10.1177/1362361313475848
https://www.pressreader.com/eswatini/swazi-observer/20180514/281878709017223
https://doi.org/10.1016/j.cbpra.2010.11.003
https://doi.org/10.1016/j.yebeh.2014.08.020
https://www.theseus.fi/bitstream/handle/10024/156418/Niina%20Laitila%20FINAL%20Thesis%201.pdf?isAllowed=y&sequence=1
https://www.theseus.fi/bitstream/handle/10024/156418/Niina%20Laitila%20FINAL%20Thesis%201.pdf?isAllowed=y&sequence=1
https://doi.org/10.1177/2158244017730387
https://doi.org/10.1080/00981389.2018.1461730
https://doi.org/10.1177/0081246317696453

Kebede et al.

Mtshali, S. “Strategies and Approach — Ministry of Education and Training Policy and
Training.” Presentation at the Empowering the Nation on Autism Conference, Eswatini, 7—
9 August 2018.

Mutepfa, M. M., and E. Mpofu. 2007. “Inclusive Education in Zimbabwe: Policy, Curriculum,
Practice Family and Teacher Education Issues. Journal of the International Association for
Childhood Education 83 (6): 342—46. https://doi.org/10.1080/00094056.2007.10522947 .

Mvubu, T. “The Hero Behind Autism Eswatini.” Paper presented at the Empowering the
Nation on Autism Conference, Eswatini, 7-9 August 2018.

Mwanjali, V. D. 2018. “Overview: SWOT Analysis in Managing Autism Spectrum Disorders
in Eswatini.” Presentation at the Empowering the Nation on Autism Conference, Eswatini,
7-9 August 2018.

Ndlela, S. 2018. “Empowering the Nation on Autism Conference, Conference Proceedings.”
Paper presented at the Empowering the Nation on Autism Conference, Eswatini, 7—
9 August 2018.

Pain, D. 2016. “Technical Assistance for the Development of Social Protection System in
Swaziland (Inception Report).” Swaziland: Human Dynamics.

Preece, D., and J. Almond. 2008. “Supporting Families with Children on the Autism Spectrum
to Use Structured Teaching Approaches in the Home and Community.” Good Autism
Practice 9 (2): 45-53.

Preece, D., and V. Trajkovski. 2017. “Parent Education in Autism Spectrum Disorder: A
Review of the Literature.” Hrvatska Revija Za Rehabilitacijska IstraZivanja 53 (1): 128—
38. https://doi.org/10.31299/hrri.53.1.10.

Prelock, A. P., and L. T. Hutchins. 2008. “The Role of Family Centred Care in Research:
Supporting the Social Communication of Children with Autism Spectrum Disorder.”
Topics in Language Disorders 28 (4): 323-39.
https://doi.org/10.1097/01.TLD.0000341127.93533.hd.

Riccio, A. 2011. “Autism in Kenya: A Social, Educational and Political Perspective.”
Independent Study Project (ISP) Collection 1203. Accessed 27 August 2020.
https://digitalcollections.sit.edu/isp_collection/1203.

RSA (Republic of South Africa). 1996. The Constitution of the Republic of South Africa, 1996
(Act No. 108 of 1996). Pretoria: Government Printers.

Ruparelia, K., A. Abubakar, E. Badoe, M. Bakare, K. Visser, D. C. Chugani, H. T. Chugani,
K. A. Donald, J. M. Wilmshurst, A. Shih, D. Skuse, and C. R. Newton. 2016. “Autism
Spectrum Disorders in Africa: Current Challenges in Identification, Assessment, and
Treatment: A Report on the International Child Neurology Association Meeting on ASD in
Africa, Ghana, April 3-5, 2014.” Journal of Child Neurology 31 (8): 1018-26.
https://doi.org/10.1177/0883073816635748.

18


https://doi.org/10.1080/00094056.2007.10522947
https://doi.org/10.31299/hrri.53.1.10
https://doi.org/10.1097/01.TLD.0000341127.93533.bd
https://digitalcollections.sit.edu/isp_collection/1203
https://doi.org/10.1177/0883073816635748

Kebede et al.

Tekola, B., Y. Baheretibeb, I. Roth, D. Tilahun, A. Fekadu, C. Hanlon, and R. A. Hoekstra.
2016. “Challenges and Opportunities to Improve Autism Services in Low-Income
Countries: Lessons from a Situational Analysis in Ethiopia.” Global Mental Health
3 (e21): 1-11. https://doi.org/10.1017/gmh.2016.17.

Thomas, P. D., E. V. Badoe, and N. A. V. Owusu. 2015. “Family Perspectives of Autism
Spectrum Disorder in Urban Ghana.” Journal of the International Child Neurology
Association 15 (107): 1-7.

Timmons, V., M. Breitenbach, and M. Maclsaac. 2004. “A Resource Guide for Parents of
Children with Autism: Supporting Inclusive Practice.” Accessed 27 August 2020.
http://www.gov.pe.ca/photos/original/ed_autismres.pdf.

Tukov, F. M. 2008. “The Education of Children with Special Needs in Cameroon: The Role of
Teachers and Parents towards Inclusive Education.” Master’s thesis, University of Oslo.

Wannenburg, N., and R. van Niekerk. 2018. “Early Diagnosis and Intervention for Autism
Spectrum Disorder in Africa: Insights from a Case Study.” African Health Sciences
18 (1): 137-46. https://doi.org/10.4314/ahs.v18i1.18.

Webster, A., J. Cumming, and S. Rowland. 2017. Empowering Parents of Children with
Autism Spectrum Disorder: Critical Decision Making for Quality Outcomes. Singapore:
Springer. https://doi.org/10.1007/978-981-10-2084-1.

World Health Organization. 2013. “Autism Spectrum Disorders and other Developmental
Disorders.” Accessed 19 November 2019.
https://apps.who.int/iris/bitstream/handle/10665/103312/9789241506618_eng.pdf;jsessioni
d=BC969495BA3536872BD8370E4CCACT7E4?sequence=1.

Zeliadt, N. 2017. “Why Autism Remains Hidden in Africa.” Accessed 19 November 2019.
https://www.spectrumnews.org/features/deep-dive/autism-remains-hidden-africa/.

19


https://doi.org/10.1017/gmh.2016.17
http://www.gov.pe.ca/photos/original/ed_autismres.pdf
https://doi.org/10.4314/ahs.v18i1.18
https://doi.org/10.1007/978-981-10-2084-1
https://apps.who.int/iris/bitstream/handle/10665/103312/9789241506618_eng.pdf;jsessionid=BC969495BA3536872BD8370E4CCAC7E4?sequence=1
https://apps.who.int/iris/bitstream/handle/10665/103312/9789241506618_eng.pdf;jsessionid=BC969495BA3536872BD8370E4CCAC7E4?sequence=1
https://www.spectrumnews.org/features/deep-dive/autism-remains-hidden-africa/

