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Review Article
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Background: Raising a child with autism spectrum disorder is associated with high levels of
stress. Primary caregivers are a group at risk of mental illness and reduced quality of life. Although
interventions for the child with autism spectrum disorder exist, there are few or no interventions
focusing on the physical, emotional and psychological needs of the primary caregivers.

Objectives: The aim of this scoping review paper was to identify and describe quality of life
interventions offered to primary caregivers of children with autism spectrum disorder. The content,
structure, and mechanism of delivery of these interventions, including their contribution to improving
the quality of life of these caregivers, are discussed.

Method: A scoping review protocol and methodology was developed and implemented according to a
five-step process; namely, identification of the research question including the PICo, identification of
suitable studies using selected search strings, selection of studies using PRISMA guidelines, charting
of the results, and collation and summarising of the information. Reviewers where active at various
stages to maintain the rigour of the study. Twenty one studies were reviewed and eligible for analysis.
Results: The content and trends in structure and mechanism of delivery are described. Three themes
emanated from the interventions’ content. The studies were analysed according to quality of life
domains addressed in the interventions.

Conclusion: The scoping review highlights current practices informing interventions for primary
caregivers of children with autism spectrum disorder and may serve as a guide by practitioners and
researchers for developing future evidence-based interventions for this population.

Introduction

Raising a child diagnosed with autism spectrum disorder (ASD) places strain on the family unit,
specifically on primary caregivers (PCG) (Giovagnoli et al., 2015). Interventions are often primarily
developed to cater for the needs of the child with ASD (CASD) and benefits to the parents are
usually secondary (Cohn, 2001; Moosa, 2013). Primary caregivers of CASD need to be recognised
as individuals requiring support since they often feel unheard and are, at times, frustrated in
catering for their children’s needs. Caring for the CASD is often followed by the neglect of the
PCG’s own physical, emotional, and psychological needs (Baker-Ericzen, Brookman-Freeze, &
Stahmer, 2005; Dardas & Ahmad, 2014).

Mothers of CASD generally face the greatest burden of care as they take on the primary
responsibility to care for the child (Boyd, 2002; Ludlow, Skelly, & Rohleder, 2012) resulting in
increased mental strain leading to the risk of depression and anxiety. Studies that measured stress
and psychological well-being in mothers of CASD found that behavioural difficulties in the child
increased the stress levels in mothers (Lecavalier, Leone, & Wiltz, 2006). Furthermore, psychological
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well-being was affected by challenging behaviours and managing family relationships (Lewis et al.,
2006). Regardless of the natural or expected nurturing role of the mother, there are some studies
that have considered the effects of ASD on both parents. Yet, a limited understanding about the role
of the father remains (Martins, Walker, & Fouche, 2013; Potter, 2017). The needs and psychological
well-being of fathers of CASD are poorly understood (Hartley et al., 2012). Studies that include both
parents of CASD indicated a poorer response rate (Benson, 2006; Lecavalier et al., 2006) and a
higher attrition rate from fathers. This negatively impacts on the awareness around the needs of
fathers (Norlin & Broberg, 2013). However, a study in the United States measuring the psychological
well-being, pessimism, and coping of 135 fathers of adolescents and young adults with ASD as
compared to other developmental disabilities revealed that the fathers of CASD had higher levels of
depressive symptoms (Hartley et al., 2012). To this end, mothers and fathers as PCG of CASD are
vulnerable to mental iliness and increased levels of stress.

The psychological impact and stress that parents of CASD experience inevitably impact on their
quality of life (Dardas & Ahmad, 2014; Lee, Harrington, Louie, & Newschaffer, 2008). Quality of life
(QOL) is a multidimensional concept that includes subjective evaluations of positive and negative
aspects of life (CDC, 2016). As QOL is of interest in the fields of health and social sciences,
numerous research studies (Shek & Lee, 2007) have been undertaken to investigate and understand
this construct. A systematic review including 21 articles on QOL of parents of CASD concluded
that parental QOL was negatively impacted by raising a CASD, however the factors contributing
to this decline in QOL were unclear (Eapen & Guan, 2016). Similarly, a study with 224 parents
of CASD investigating parental health-related quality of life (HRQOL) revealed an increase in
clinical depression symptoms, higher caregiver burden, and less happiness as reported by parents
(Kuhlthau et al., 2014). In South Africa (SA), a study was conducted with 180 families to determine
the correlation between family routine, cognitive appraisal, and family QOL (Schlebusch, Samuels,
& Dada, 2017). The study revealed higher satisfaction in family QOL with the implementation of
structured family routines, while families were least satisfied with their emotional well-being
(Schlebusch et al., 2017). This overview of QOL literature indicates a relationship between the
increased stress and emotional strain of raising a CASD with the reduction of QOL of the PCG.

Interventions for PCG aimed at preventing mental illness and improving well-being are limited.
This was noted in a recent scoping review which aimed to identify and summarise all peer-reviewed
publications on ASD in Sub Saharan Africa (SSA) (Franz, Chambers, von Isenburg, & de Vries,
2017). Data from 53 articles were extracted. Twenty-eight of these articles were South African
(SA) studies. Only one of the nine studies provided an intervention for PCG in the form of
parental coaching. Positive changes were noted in the skills of the mother and adolescent CASD
(Pansegrouw & Alant, 1996).

To further understand the needs of PCG of CASD and the current literature available in this area,
the authors present the findings of a scoping review of interventions for PCG of CASD with a focus
on quality of life.

Methods

Scoping reviews assist with reviewing, assessing, and reporting on evidence in a less extensively
reviewed research area in order to identify research gaps and inform practice (Khalil et al., 2016).
A scoping review was deemed necessary by the authors when an initial literature search yielded
little evidence on interventions for PCG of CASD. The scoping review protocol was developed
and reviewed by a Biomedical Research Ethics Committee (UKZN) which is registered with the
South African Department of Health’s National Health Research Ethics Council (ethics number:
BE469/16). Based on a five-step methodological framework proposed by Arksey & O’Malley (2005),
the following processes were followed.

Step 1: Identifying the research question
An iterative process was followed in refining the research question, given that the scope of literature
was unknown. As familiarity with the literature was gained, the scoping review question and search
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terms were further refined with additional limits. The final research question was formulated using
the population, interest, and context (PICo) framework.

PICo

The PICo framework is used to identify the Population, Interest, and Context to develop the
research question and search strategy (Stern, Jordan, & McArthur, 2014). The population was
identified as the PCG of children with ASD aged five to nine years old. In this review, PCG refers
to the individual or individuals who care for the CASD. PCG is used as a term to include the
biological parent, foster or adoptive parents, grandparents, step-parents, elder siblings or other
adults who may provide care to the child (Moran, Ghate, & van der Merwe, 2004). The choice of the
developmental age range of five to nine years old was stipulated given that a formal diagnosis of
ASD would have been established. At this stage of the child’s development, the PCG may require
the greatest support as opposed to PCG of older children who develop strategies that assist them
in daily life and cope better over time (Gray, 2006; Dardas & Muayyand, 2014).

The interest in the PICo was to identify and describe services and programmes that were
specifically geared towards PCG of CASD particularly targeted towards the improvement of
their QOL. The focus was on the content, structure, and mechanism of delivery (MOD) of these
interventions.

Lastly, the context included the identification of global interventions limited to programmes for
PCG of CASD (Stern et al., 2014). The research question for the scoping review was formulated as:
“What interventions, in relation to content, structure, and MOD are provided for PCG of CASD aged
five to nine years old in order to improve QOL of PCG?”

Step 2: Identifying relevant studies

The search term autism* OR autism spectrum disorder* was used according to the revised
Diagnostic and Statistical Manual of Mental Disorders 5th Edition (DSM-5). Use of the revised term
allowed for the latest and most relevant literature to be accessed. Intervention* OR services* AND
primary caregiver® OR parent® AND quality of life* OR well-being® OR wellness* were keywords
used separately with child* OR children* AND autism* OR autism spectrum disorder*.

These search terms were placed in four databases; namely, EBSCOHOST, WorldCat libraries,
JANE (Journal Author Name Estimator), and Google Scholar. Grey literature was limited to online
sources only. There were no exclusions of studies based on year of study. However, the change of
terms in the DSM-5 as noted previously would have excluded studies addressing intervention with
Asperger’s or Pervasive Developmental Disorders. Only studies written in English were included.

Step 3: Study selection

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) format
was used to guide the selection procedure by two reviewers (Moher et al., 2009). As indicated
in Figure 1, the literature search yielded 343 potential studies. Three duplicates were found with
340 articles eligible for screening by review of the title and abstracts. A further 242 articles were
excluded as the title and abstract did not meet the criteria of providing an intervention for PCG. The
remaining 98 full texts were reviewed by the first author with a further 58 articles being excluded.
These exclusions were based on interventions that did not clearly demonstrate direct therapeutic
benefit for the PCG and without consideration of their needs. The remaining 40 articles were
reviewed by three reviewers (authors of this paper) who further excluded articles based on the level
of evidence within the study and age-group of the children as per the selection criteria. Opinion
reports, narrative reviews, and unpublished programmes were excluded. Twenty-one (n=21)
articles were included in the final review.

Step 4: Charting the data

“Charting” describes a technique for synthesising and interpreting qualitative data by sifting and
sorting material according to key issues and themes (Ritchie & Spencer, 1994). Three reviewers
were active in steps Ill and IV to ensure rigor in the searching, screening, and inclusion process
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Figure 1: PRISMA format for selection of studies

and later in the charting of the data. The concept of care co-ordination was used as a framework
to understand interventions. Following an in-depth analysis of care co-ordination theoretical
frameworks, Van Houdt and colleagues (2015) identified 14 key concepts across twelve

theoretical frameworks. Key concepts included “external factors”, “cultural factors”, “need for
”, “quality of relationship”,

» o« » o«

coordination”, “exchange of information”, “(inter)organisational outcome”,
“patient outcome”, “team outcome”, “structure”, “tasks characteristics”, “goals”, “administrative
operational processes”, “knowledge and technology”, and “roles”. The last six concepts were
chosen by the three reviewers as the explanations of the concepts linked well with the research
question and the aim of the study. Through discussion and consensus the reviewers created two
overarching pragmatic headings to describe the interventions namely “structure” and “MOD”. The
elements of “structure” include intervention approaches, intervention facilitation, and timeframes
of the interventions which were drawn from the key concepts of “structure”, “goals” and “roles”.
The MOD represents the presentation format, the techniques used, and materials provided to
the PCG which were drawn from the key concepts of “task characteristics”, “administrative
operational processes” and “knowledge and technology”.

The reviewers used the research question and previously mentioned concepts to develop a matrix.
The matrix included selected studies’ characteristics, thematic content of the interventions, trends in
MOD, and QOL domains targeted in the interventions. The reviewers independently charted the data

for the included studies according to the matrix prior to discussion and consensus.
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Step 5: Collating, summarising, and reporting the results
The last step in the methodological framework (Arksey & O’Malley, 2005) includes reporting of
results which is presented in the ensuing section of this paper.

Results

Characteristics of the studies

The 21 articles included in the review were published between 2005 and 2016. The studies
emanated from United States of America (n=11), Asia (n=5), Europe (n=4), and Australia
(n=1). Ten studies included both mothers and fathers. Various levels of evidence were reported,
including randomised control trials (RCT) (n =5), pre-test/post-test (n = 3), mixed methods (n = 3),
qualitative (n = 3), quasi-experimental (n = 3), non-randomised control (n = 1), pre-post single group
(n=1), observational within-group (n=1), and pre-post crossover (n=1). Table 1 presents the
characteristics of the 21 studies.

Content of intervention
The content of the interventions provided for the PCG were thematically analysed with clear themes
emerging across the selected studies. These are illustrated in Figure 2.

The intervention content noted in the studies is further represented in Table 2 which presents
the intervention name, purpose of the study, purpose of the intervention, and an outline of the
intervention. The emergent themes, as noted in Figure 2, are reflected under each intervention in
Table 3.

Structure and mechanism of delivery

Eleven studies specified the approach that was used in the intervention for PCG. The most
commonly used approach was group-work, followed by collaboration with the family. Seven
interventions used a combination of approaches. Three studies based their interventions on
theoretical frameworks; namely the Model of Family Stress (McCubbin, 1993), the Family
Partnership Model (Davis & Day, 2010), and the Ecological Validity Framework (Bernal, Jimenez-
Chafey, & Rodriguez, 2009).

Table 1: Characteristics of the included studies in chronological order (n=21)

Year Author/s Research design Country Sample
2016 Dababnah & Parish Mixed methods USA 17
2016 Stuttard et al. Non-randomised control USA 35
2015 Ingersole & Berger Randomised control trial USA 27
2015 Magana, Lopez and Machalicek Mixed methods USA 19
2015 Noiinomi et al. Pre-test and post-test Japan 24
2014 Ji,Sun,Yi & Tang Quasi-experimental China 42
2014 McAleese et al. Mixed methods Northern Ireland 83
2014 Preece Quasi-experimental United Kingdom 11
2014 Rivard et al. Qualitative USA 176
2014 Shrivastav Pre-post single group India 25
2014 Whitney & Smith Randomised control trial USA 120
2013 Al-Khalaf et al. Qualitative Jordan 20
2013 Chiang Pre-test and post-test USA 9
2013 Feinberg et al. Randomised control trial USA 59
2013 Poslawsky et al. Randomised control trial Netherlands 77
2013 Weiss et al. Pre-test and post-test Canada 35
2012 Samadi, McConkey & Kelly Pre—post crossover Iran 37
2011 Probst & Glen Observational within-group ~ Germany 24
2010 Mulligan et al Qualitative Canada 13
2009 Keen, Couzens, Muspratt, & Rodger Quasi-experimental Australia 39
2005 Giarelli, Souders, Pinto-Martin, Bloch, & Levy Randomised control trial USA 31
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Figure 2: Representation of themes of content emerging from the interventions

Almost half of the studies (n=10) did not specify the qualifications or specialisations of those
providing intervention for the PCG. However, six indicated that health care professionals with
specialisation in the field of ASD facilitated the intervention. Over half (n=11) of the interventions
required facilitation from persons with experience in ASD.

There was variability in the included studies that stipulated timeframes (n=15). Most studies
indicated a 12-week timeframe for the intervention provided to the PCG. All except for one study
indicated a once a week meeting during the course of the intervention. Poslawsky and colleagues
(2013), Feinberg and colleagues (2013), and Samadi, McConkey, and Kelly (2012), implemented
interventions for five, six, and seven sessions respectively. However, frequency and duration of
these sessions were not specified. Frequency is the amount of contact within a given period (for
example, once a week) and duration is the length of that contact (for example a 30 minute session).
In Keen and colleagues’ (2009) study, participants engaged in a two-day workshop followed by
ten home visits or self-directed sessions over a period of six weeks. Rivard and colleagues (2014)
indicated that their intervention included regular meetings. Giarelli and colleagues (2005) provided
contact with participants at one week and three months post diagnosis.

The mechanism of the delivery of interventions describes the manner in which the content of the
programme was presented to the participants. This included techniques, presentation method, and
materials used in the intervention. The findings are tabulated in Table 4.

Quality of life domains targeted in interventions

Felce and Perry (1995) outlined five QOL domains after reviewing fifteen QOL studies. These
domains (namely, “physical well-being”, “emotional well-being”, “material well-being”, “social
well-being” and “development and activity”) included further subcategories (Felce & Perry, 1995). A
few studies linked their interventions to general QOL. However, the reviewers classified the studies
according to the QOL domains outlined by Felce and Perry’s (1995). Table 5 presents the QOL
domains covered in the studies. The majority of the studies addressed development and activity
and emotional well-being in their interventions. The domains less likely to be addressed or not

addressed in the interventions were social, physical, and material well-being.
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Table 5: Quality of Life domains targeted in studies (n = 21)

Quality of Life Domains

Year Author/s Physical Emotional Social Material Development
well-being well-being well-being well-being and activity

2016 Dababnah & Parish X

2016 Stuttard et al. X

2015 Ingersole & Berger X

2015 Magana et al. Machalicek X

2015 Noiinomi et al.

2014 Ji,Sun,Yi & Tang

2014 McAleese et al. X

2014 Preece X

2014 Rivard et al. X

2014 Shrivastav

2014 Whitney & Smith

2013 Al-Khalaf et al.

2013 Chiang

2013 Feinberg et al.

2013 Poslawsky et al.

2013 Weiss et al.

2012 Samadi et al.

2011 Probst & Glen

2010 Mulligan et al.

2009 Keenetal. X

2005 Giarelli et al.

XX | X

XX | XX

x

x

x| X

x
XXX XX

x

Discussion

The aim of the scoping review was to map the current literature on interventions for PCG of
CASD with a focus on identifying and describing services and programmes for PCG. The review
highlighted the dearth of literature available on interventions provided to PCG of CASD. The 21
reviewed studies emanated from 12 countries across four continents. In a 2017 scoping review
by Franz and colleagues, 24 467 articles presenting with content on ASD were accessed from
seven continents, including North America, Europe, Asia, Australia, South America, North Africa,
and sub-Saharan Africa (SSA). Detailed analysis of these articles was not conducted as it fell
outside the scope of the study. Therefore, it is unknown how many articles included interventions
for PCG. Even though the search terms for this review were different to those used by Franz
and colleagues (2017), it is clear that research is limited on interventions for PCG of CASD.
Similarly there are limited studies in Sub-Saharan Africa (SSA) presenting interventions for PCG
of CASD. The current study did not yield any articles emanating from SSA. The dearth of studies
originating from SSA was confirmed by Franz and colleagues (2017) who accessed one article
on interventions for PCG of CASD in SA. This intervention study by Pansegrouw and Alant, 1996
yielded positive change in the mother-child dyad through parent coaching. Given the date (1996)
of this study and the dearth of literature, a gap is noted in the field of ASD in relation to the care
of the PCG. The articles accessed in this scoping review highlighted intervention content that was
comprehensive and relevant corresponding to the needs of the CASD. Content included awareness
and education about ASD, interventions for the direct benefit of the CASD, and interventions for
the PCG. Even though the PCG were included in the interventions, the common denominator was
the CASD. Inclusion of awareness and education about ASD in order to adequately equip the PCG
is in keeping with the initial needs at the time of diagnosis. The PCG emotional distress begins at
diagnosis when they are seeking answers (Altiere & von Kluge, 2009; Ryan & Salisbury, 2012).
Primary caregivers experience distress when their child is diagnosed with ASD as the condition
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is unfamiliar and obscure. This results in feelings of concern, anxiety, and confusion alongside
the need for knowledge about the condition and how to manage their child (Makino, Wond, King,
Hartma, & Penner, 2017). Early intervention is a pre-requisite for the optimal development of a
CASD, therefore education of the PCG in ASD and management becomes vital (Wang, 2012).

Directly linked to the awareness of ASD was the need for PCG to understand how to cater for their
child’s needs (Bruder, 2000). As an integral part of the development, care, and well-being of the
CASD, the PCG should claim recognition as a valuable resource for the child (Baker-Ericzen et al.,
2005; Dardas & Ahmad, 2014). As a resource to benefit the child’s development, the interventions
assisted PCG in managing the treatment needs of their child and the “know how” to develop and
improve their children’s skills. These skills are essential as the PCG is a constant figure who provides
the physical, emotional, material, social, and therapy needs of the child (Bruder, 2000). Interventions
providing the “know how” for PCG were in keeping with the needs of a CASD such as addressing
skills needed to manage activities of daily living, communication, development, and behaviour (Davis
& Carter, 2014; Kuhaneck et al., 2015).

To achieve favourable therapy outcomes for the child, the mental and physical health of the PCG
requires attention (Davis & Carter, 2008; Osborne et al., 2008) as well as their ability to cope with the
long-term implications of raising a CASD (Feetham, 2011). Interventions catering for the needs and
the improved QOL of PCG require overt attention within interventions provided by ASD stakeholders,
thus changing the narrative of the PCG to “client/patient” with their unique set of needs. The
intervention content in the reviewed studies offered to PCG focused on support for the PCG and
providing skills on how to care for themselves. The characteristics of ASD are all-encompassing,
affecting all areas of life for the PCG, CASD, and family (Hutton & Caron, 2005; DeGrace, 2004).
Therefore, it is not surprising that topics covered in these sections appeared to be a consequence of
caring for a CASD or linked to ASD. For example, networking with other PCGs as a form of support
and stress management which is incurred from raising a CASD (Bromley et al., 2004; Estes et al.,
2009). The ongoing care of the CASD requires PCG and family members to make constant changes
and accommodations which aid towards the improvement of QOL for the CASD and overall family
functioning (Rizk, Pizur-Barnekow, & Darragh, 2011; Gurayah, 2017). The characteristics of ASD,
such as poor communication, difficult behaviours, and limited reciprocal signs of affection towards
the PCG, may be the source of the PCG challenges, frustrations, and stress. This dictates the need
for interventions to focus on the child (Baker-Ericzen et al., 2005; Dardas & Ahmad, 2014). The
reviewed studies included interventions that provided support and skills to better cope with their
CASD. The studies reflecting the theme “getting the support | need” included opportunities to meet
and share with other PCG. Sharing difficulties and successes allow PCG to gain support and a
perception that they are not alone in their struggles which promotes mental health and well-being
(Ekas et al., 2010; Lu et al., 2015; Rizk et al., 2011). The studies reflecting the theme “getting the
‘know how’ to care for myself” included activities such as management strategies for self and family,
goal setting, and stress management. These skills address the PCG as the “client/patient” drawing
attention to their emotional, psychological, practical needs, and improvement in QOL (DePape &
Lindsay, 2014; Frantz et al., 2017; Perez-Algorta et al., 2018). One study focussed purely on the
need of the PCG in an online journaling programme that used emotional disclosure to successfully
reduce maternal distress (Whitney & Smith, 2014).

It is evident in the literature that parental QOL is negatively impacted by raising a CASD (DePape
& Lindsay, 2014; Eapen & Guan, 2016). Thematic analysis of the intervention content revealed that
the majority of the studies in this paper included topics that were strongly linked to the QOL domains
of development and activity and emotional well-being. Development and activity was noted in the
practical skills taught to PCG who are required to fulfil the daily tasks and activities of their CASD
(McStay et al., 2014). Similarly, the domain of emotional well-being was noted in the supportive
activities provided to PCG to minimise the effects of the emotional strain PCG experience in raising
a CASD (Davis & Carter, 2014; Kuhaneck et al., 2015). Fewer studies addressed social well-being
which is contrary to the social burden that PCG experience given the incidence of stigma and the
social awkwardness that comes with having a CASD (Wang et al., 2012; Woodgate, Ateah, & Secco,
2008). Strain in social relations and socialisation is experienced in the sphere of ASD for the CASD,



156 Fewster, Govender & Uys

the PCG, and the family (Schlebusch et al., 2017). Thus, interventions for PCG should address the
QOL domain of social well-being more explicitly.

In the reviewed studies, family collaboration was a common approach which links closely to how
ASD impacts on all aspects of family-life as well as the effect on family members (Schlebusch et al.,
2017). Primary caregivers express difficulties with family members, stigma, and managing their daily
lives with CASD (Brookman-Frazee et al., 2006; Dardas & Ahmad, 2014). Good family functioning is
a vital source of support for the family (Johnson et al., 2011). Therefore, the intervention of the family
should be included in ASD interventions in order to provide a holistic intervention that preserves the
family unit.

Eleven interventions were facilitated by persons with experience in the field of ASD of which
six were professionals specialising in ASD. The discourse around who is responsible or qualified
to implement interventions for PCG is essential to map the way forward for providing a good
quality service (Dymond et al., 2007). It is noted that the non-professionals were often caregivers
themselves who received training in the intervention under the supervision of a trained individual.
The input of PCG is invaluable as they can relate to other PCG and feel less isolated which links
closely to the approach of peer support that was mentioned in some of the studies (Mandell & Salzer,
2007). Realistic goals need to be set in meeting the needs of PCG in both developed and developing
countries where task shifting may need to be considered and where governmental structures invest
resources into training specialists in the field of ASD.

Considering the mechanisms of delivery of the reviewed studies, there were commonalities in
timeframes, techniques, presentation format, and materials across interventions. These aspects
were tailored to the needs of the PCG and the particular intervention being offered.

Conclusion

Research in the area of ASD is growing rapidly as early detection of ASD in children has gained
momentum. With this, the need for a holistic approach to caring for families of CASD becomes
essential, especially for the PCG. This need to recognise the PCG as a “client/patient” with
focussed intervention is clear from studies that highlight the stressors involved in caring for a
CASD. With focussed interventions for the PCG, the family unit may be preserved and ensures not
only the well-being and good QOL of the CASD but the PCG as well.

In a South African context, it was noted that there is a dearth of literature on interventions for PCG.
This paper provides the health care professional with possible guidelines on setting up interventions
for PCG of CASD. The developmental “life span” of the PCG intervention is seen in the progression
of content starting with education about ASD and ending with ways to manage their mental health
and well-being. The overview of the structure and MOD provides the stakeholder of ASD with a
framework for developing these aspects in an intervention. The noted improvement in QOL alludes
to the PCG as the “client/patient” who can benefit from interventions. This paper has raised the need
for a change in discourse in the health care team in terms of holistic care for families of ASD.
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