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Abstract

Past research in the Autism Spectrum Disorder (ASD) field has raised concerns about the
effectiveness of Mindfulness Based Stress Reduction (MBSR) therapy as a parent-focused
intervention. A better understanding of the efficacy of this intervention can inform clinicians
and policymakers and lead to improved outcomes for both parents and children. This
systematic review aimed to examine studies measuring the effectiveness of MBSR
intervention among parents of children with ASD (>2.5 yr) and investigate its outcome on
parent-child mental health and wellbeing. An electronic database search was conducted using
Scopus, Web of Science, Springer and Science Direct. This review indicated that MBSR plays a
vital role as a proven intervention in improving parents' mental health, mainly on parental
stress, mindfulness, anxiety, depression, child behaviour and life satisfaction. At the same
time, MBSR has indirect positive effects on the ASD child's behaviour and mental health. This
review verified previous studies on the outcome of MBSR therapy among parents of children
with ASD and highlighted potential support areas. Implications for future research, policy and
practice are also discussed in this paper.

Keyword: Mindfulness, Mindfulness Based Stress Reduction Therapy, Autism Spectrum
Disorder, Children, Parents.

Introduction

The institution of the family is an important unit in societal life and parents play a very
important role in building a healthy family. Raising a child is one of the important tasks in this
couple's life. However, this journey becomes more difficult when their child shows symptoms
or is diagnosed with a developmental disorder, such as Autism Spectrum Disorder (ASD)
(zarbo et al., 2016). ASD is known to be a complex neurocognitive syndrome disrupting the
functioning of daily life specifically in aspects of interaction and social engagement for a long
period of time (Drmic, et al.,, 2018). This condition directly causes individuals with ASD,
continue to struggle to adapt to the social world and have to seek help from mental health
professionals (Help 2016).
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According to the American Psychiatric Association [APA] (2013), this syndrome is determined
when there is persistent disruption in social interaction and communication abilities whether
verbal or nonverbal as well as limited or repetitive behaviours, interests, or activities. The
symptoms of this disorder are very difficult to predict (Kord & Bazzazian, 2020) and this causes
ASD to be seen as a complex disorder that lasts a lifetime, as well as having a negative impact
on self and family (Karst & Van Hecke, 2012). While existing therapies focus more on skill
acquisition and behaviour change as well as the rehabilitation of individuals with ASD, but the
well-being of parents is out of sight even though they are also a high-risk population. (Millstein
et al., 2020).

The experience of raising a child with ASD is certainly stressful for parents (Zarbo et al., 2016),
impairing their functioning as parents thus leading to poor self-efficacy in themselves
(Brockman et al., 2015). Furthermore, a local study by Siah and Tan (2016) emphasized that
parents of children with ASD are more likely to have a negative impact on family functioning
and lead to a low quality of life while they are also challenged to allocate time and pay
attention to other children and this challenge leads to the notion that they fail to carry out
responsibilities and act as good parents (llias et al., 2019). Numerous studies have conducted
on wellbeing of this population and reported parents of children with ASD are being reported
to be having elevated stress level (Dabrowska & Pisula, 2010; Hayes & Watson, 2013; Dumas
et al., 1991), poorer quality of life (Vasilopoulou & Nisbet, 2016) marital disfunction (Hartley,
2012) and financial constraint (Kamaralzaman et al., 2018).

Furthermore, parents of children with ASD must face stigma from society due to the
complexity of ASD symptoms such as aggressive or passive behaviour and this causes the
community and other family members fail to understand ASD syndrome thus forming
prejudices about the behaviour of children with ASD (llias et al., 2019; Lindly et al., 2016). To
address this phenomenon, a psychology-based service is needed to help parents of children
with ASD overcome psychological problems and understand the issues and challenges faced
by the disabled. Intervention that promotes mindfulness as the core feature found to assist
parents of ASD on improving their mental health (Dykens et al., 2014; Neece, 2013; Pisula &
Anna, 2017; Dardas & Ahmad, 2013). According to Kabat Zinn (2003) mindfulness is being
refers to an application of paying attention or focusing in a particular way that requires the
individual to focus on the current moment, with full intention, without judging anyone and
with compassion.

Mindfulness teaches awareness to parents of children with ASD and to be non-judgemental
which finally allows these parents to manage their negative reactions that arise when caring
for the needs of children with disabilities independently (KabatZinn, 2003). So far,
mindfulness-based interventions have been delivered to diverse groups, including person
with ASD as well as to their families, teachers and caretakers (Cachia et al., 2015). A there is
a growing interest in this research line since data gathered from mindfulness based
interevention are helpful for many practicioners to implement in their field work. On the
other hand, many research focus on the impact and factors of parental stress, quality of life,
and also child behaviour outcome within parents of ASD children (Cachia et al., 2015; Osborn
et al.,, 2021; Neece et al.,, 2018; Kuhlthau et al., 2014). Among many mindfulness — based
therapies that has been introduced and tested scientifically, Mindfulness Based Stress
Reduction (MBSR) found to be effective in assisting parents with ASD children on improving
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their overall well being. MBSR pioneered by Kabat-Zinn describes the role of mindfulness and
awareness in improving parental conditions and at the same time treating their children with
external behavioral problems, a disruptive disorder faced by children with ASD.

Towards a Systematic Review Framework on MBSR Interventions

A systematic review is an examination of a clearly formulated question that uses systematic
and explicit methods to identify, select and critically appraise relevant research and to collect
and analyse data from studies that are included in the review (Liberati et al., 2009). Using this
approach, researcher carried out a rigorous search on existing databases allowing the
identification of the gaps and needed directions for future research. Despite its growing
evidence-base, the effectiveness of MBSR therapy on parents of children with ASD remains
to be reported. This article attempts to fill the gap in understanding, and identifies and
characterizes the MBSR therapy outcome among parents of children with ASD. Reports on
outcome in the peer reviewed literature are used as a proxy of outcome, underscoring that
this study provides a general and baseline overview of outcome in the region. The work fills
an important gap in the literature, with most systematic review examining the outcome of
Mindfulness Based therapy as holistic approach and not focused on MBSR, or focused on
bigger populations such as other developmental disabilities such as ADHD and physical
disabilities.

This study is important as so far there are lack of studies that provide a holistic baseline on
the MBSR focused intervention and its outcome on parents of children with ASD. Prior to this
study, systematic review articles are only available for overall mindfulness approach for this
targeted population hence the outcome of MBSR alone is not being captured in any of the
review articles. On the other hand, this study will comprehend the latest trending of MBSR
and its outcome as similar systematic review study had covered till the year of 2014 which is
8 years backdated (Cachia et al., 2015). This study had implemented a proper search (e.g.,
databases searched, articles excluded, search terms used) which eventually make it easy for
future scholars to replicate the study, validate the interpretation, or examine the
comprehensiveness.

Therefore this study will focus to review the existing literature where MBSR interventions are
applied to parents of children with ASD to address their wellbeing and mental health issues.
For this purpose, a methodological approach based on a systematic literature review is
proposed, which provides an overview of the current state of research, as well as presents
the challenges and future research directions. The main focus of the study is the outcome of
the MBSR interventions focusing on parental wellbeing and mental health status. A special
focus on family and also the diagnosed child outcome of the MBSR intervention while being
applied to the parents are also being reported through this research. This section explains the
purpose of conducting a systematic review while the second section details out the
methodology section and the PRISMA Statement (Preferred Reporting Items Systematic
Reviews and Meta-Analysis) approach used. The third section systematically reviews and
synthesizes the scientific literature to identify, select and appraise relevant research on MBSR
therapies among the parents and children with ASD. The last section identifies future research
priorities.
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Method

The systematic review of this research target parent-focused MBSR interventions
documented and compared the impacts and encompassing outcomes that relate to the
parents and their ASD child. This section explains the main sub-sections, namely research
qguestions, PRISMA, resources, inclusion and exclusion criteria, systematic review process and
data extraction and analysis which are employed in the current research (Liberati et al. 2009).

Research Questions

Before the review being carried forward, it is necessary to draft a clear and concise research
guestions which will drive the entire systematic review methodology. As the objectives of this
article are; to analyze the outcome of MBSR therapy among parents of children with ASD, the
following questions have been selected:

¢ Q1. What are the studies characteristics ?

* Q2. What are the intervention outcomes to the parents and children ?

PRISMA

PRISMA or Preferred Reporting Items for Systematic Reviews is a standard guideline for
researchers to conduct a systematic literature review. Generally, publication standards are
required to guide authors with the related and necessary information that will enable them
to produce full search strategy for at least one major database (Liberati et al., 2009). PRISMA
examines the extensive database of scientific literature at a defined time which allows an
systematic search of keywords to be conducted in regard to this research focus which is the
effectiveness of MBSR therapy within parents of ASD children.

Resources

The current study implements the systematic literature review method using two major
databases, namely Scopus and Web of Science considering these both databases are high
quality indexed journals. Specifically, Scopus has added over 160 million cited references to
its database recently, while Web of Science indexes a number of 374,326 cited references
particularly in social science studies. However, it should be noted that no database is perfect
or comprehensive including Scopus and Web of Science (Shaffril et al. 2019) therefore in the
effort of making a rigorous search, the author extended manual searching process to other
established sources such as Springer and Taylor & Francis.

The Systematic Review Process for Selecting the Articles
The systematic review process in selecting a number of relevant articles for the present study
consisted of four main stages, which are identification, screening, eligibility and inclusion.

i) Identification

The first stage is the identification of keywords or terms followed by the process of searching
for related and similar terms based on the thesaurus, dictionaries, encyclopedia, and past
researches. Accordingly, search strings on Scopus and Web of Science database were
developed (Refer Table 1) after all relevant keywords managed to be determined. Most
importantly, the current research work successfully retrieved a total of articles from both
databases. As previously stated, manual searching based on similar keywords was conducted
on other databases which resulted in an additional number of 51 articles. In total, 447 articles
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were retrieved in the first stage of the systematic review process. At this stage, after careful
screening, 111 duplicated articles were removed.

Table 1 — Keywords and Searching Information Strategy Example

Databases Keywords used

Scopus TITLE-ABS-KEY ( ( "disabl*" OR "autis*" OR "ASD" OR "special need*"
OR "Autism Spectrum Disorder*" OR "Asperger’'s" OR "Pervasive
Developmental Disorder" ) AND ( "parent*" OR "family" OR
"caregiver*" OR "mother" OR "father" ) AND ( "Mindf*" OR
"meditation" ) )

Web of Science | TS = (( "disabl*" OR "autis*" OR "ASD" OR "special need*" OR "Autism
Spectrum Disorder*" OR "Asperger’s" OR "Pervasive Developmental
Disorder" ) AND ( "parent*" OR "family" OR "caregiver*" OR "mother"
OR "father") AND ( "Mindf*" OR "meditation"))

ii) Screening

The second stage was screening. The author assessed the retained studies by examining the
full-text to determine eligibility and inclusion. At this stage, out of 336 articles eligible to be
reviewed, a total of 259 articles were removed.

Table 2: The inclusion and exclusion criteria

Criterion Eligibility Exclusion

Type of Study | Quantitative Qualitative

Literature type | Journal (research articles) Journals (systematic review), book
series, book, chapter in book,
conference proceeding

Language English Non-English

Timeline Between 2005-2021 <2005

Target MBSR Other mindfulness therapies such as

Intervention MYMind, Mindfulness Based
Program, MBPBS

Study Aim Measuring effectiveness of Comparison articles,

therapy Nonexperimental approach

Population Parents of children with ASD Other than parents of children with
ASD such as caretaker, grandparents,
teachers.

iii) Eligibility

The third stage is eligibility, where the a total of 77 full articles were accessed. After careful
examination, a total of 69 articles were excluded as some did not focus on parents of children
with ASD, were not empirical articles or did not focus outcome of MBSR therapy. At this stage
articles that not having MBSR as their core program or using MBSR approach to create custom
made mindfulness based program have been removed. While ASD is one of developmental
disability category, the size sample of each studies carefully accessed. Parents of children with
ASD sample size should represent minumum 60% from the developmental disabilities
category are acceptable as its indicates majority of the parents in the sample are parents of
children with ASD.

784



INTERNATIONAL JOURNAL OF ACADEMIC RESEARCH IN BUSINESS AND SOCIAL SCIENCES
Vol. 12, No. 1, 2022, E-ISSN: 2222-6990 © 2022 HRMARS

iv) Inclusion

The last stage of review resulted in a total of 8 articles that were used for the analysis (see
Fig. 1). The following data were extracted from each study by the author which comprises the
study characteristics (e.g., no of participation, location), sample characteristics (e.g., parent
and child age, type of ASD, ASD severity), characteristics of the MBSR (e.g., framework,
duration, delivery), outcome measure used and statitical analysis of each studies.

Data Abstraction and Analysis

The remaining articles were assessed and analysed. Efforts were concentrated on specific
studies that responded to the formulated questions. The data were extracted by reading
through the abstracts first, then the full articles (in-depth) to identify appropriate information
needed for analysis.

oy
Additional records identified
c through other sources —Science
.g Records identified through Records identified Direct & Springer
.g Scopus searching through Wa$ searching (n=51)
= (n=201) (n=195)
c
[}
z l /
| S
Records after duplicates removed
(n=111)
1s}
= Records excluded
5 (n=259) (excluded due to systematic
o Y review articles, review articles, meta-
8 analyses articles, meta synthesis article,
Records screened ) ,
_ » book series, book, chapter in book,
(n=336) conference proceeding, Non-English,
— published in <2000
o
> .
= Full-text articles assessed
5 for eligibilit — , ,
oo BN Ity Full-text articles excluded, with
= (n=77)
reasons
(n=68)
(excluded due to did not based on
empirical data, hard sciences articles,
did not focus on MBSR therapy or did
A J not focus on parents of children with
Studies included in ASD.
T qualitative synthesis
- -
E (n - 9)
%)
=
—

Fig. 1 PRISMA flow diagram of study selection process (Liberati et al. 2009)
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Result

Data Synthesis

A systematic qualitative synthesis was used to summarise the characteristics and findings of
the reviewed studies. Findings are synthesised in order by research question. To answer the
first two research questions, studies which focus on MBSR therapy effectiveness of parents
of children with ASD to a waitlisting or control group of parents of typically developing
children or to population norms are presented.

Research Question 1: Participants and Settings

The reviewed studies collectively involved 408 parents of children with ASD. The parent’s age
at the time of the study ranged from 23 to 76 years. Six studies stated the participants
employment status, with 54.2% of the participants being on paid employment (n = 608).
Children in the reviewed studies had a range of ASD diagnoses, including Autism or Autistic
Disorder, Asperger’s Syndrome (AS) and PDD-NOS and also being grouped as developmental
disability. The age of children with ASD ranged from 0 to 10 years except one study include
adults with ASD with the age range of 2-54yr (Dykens et al. 2014). The study characteristics
based on previous studies are presented in Table 1.
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Table1 Study Characteristics of MBSR intervention among parents of children with ASD

Auathor Diezign Adapted MBSRor - Mbhge Mtge Percentage of  Duuration Instriment
WMBSR as core [Parerits) [Children  ASD child
1
Bazzanoet al (2003 Preand Core BE parentz with 36 B ASD B h tindful dwareness (MAAS]
Pogt test ASDE DD children 3k meditation refreat Stress (PS50 and ParentS5)
design out of B1 Psychological Well-Being (F'WB)
28yr - Thr children Self-Compassion [SC5)
Self-Rated Physical Health
Hadley et al [2020)  Preand Core T3 parentzof 4B Eight weekly 2-h Child Behavior Checklist For Ages 134 -5
Poat test children with — 3-Bur sessionz, a day-long [CBCL)
design ASD & DD meditation retreat
The Bangor Mindful Parenting Scale
[EMPS)
Lewallen & Meece  Preand Core 24 mothersof  25-Rur B33 ASD Bxdh Parenting Relationship Questionnaire
[201R) Poat test children with Bk meditation retreat [PRO)
design ASD & DD Social Skills Improvement System [S515)
Oukens et al (2014)  RCT Core 243 mothers of 254 ur B 15k Life Satizfaction Scale,
children with Pauchological Well-Being
ASD& 0D Parental Stress Index
23-TEy BOI
B3l
Mesce etal (20134)  RCT Core dEparentsof  25-Gur B8 ASD Gxzh Parenting Stress Indzx-Shart Form
children with Bh reditation retreat Farnily Impact Cuestionnaire
ASDE DD Center for Epiderniologic Studies

Cieprezzion Scale

Saisfaction with Life Scae

Child behaviour checklist for ages 15-5
Subjective Units of Distress Scale

Meecestal [2I8 0] Mixed Core B0 parentzof  Z25-Bur B4R ASD Bxdh Parenting Strezs Indsx-Short Form
Diezign ASD & DD Bk meditation retreat Center for Epidemninlogical
Studies-Depression
Cuantitativ Salisfaction With Life Scale
g [Child Behavior Checklist for Ages 15-5

Participant Satisfaction Questionnaire

Roberts etal (200 Clinical Core 3 parentzof 2 5Hur A4 8% ASD B dh FFIO
Trial children with Bk reditation retreat
Rojas-Torresetal.  Man- Core 10 parents of 100 % 45D Bweek , Wrmin [ 1session  Mindful Attention Awareness Scale
[2027) randornize children with 310y per week] MAAS )
d ASD Cieprezzion,
Clinical Agerange : 37 Ariety and Strezs Scale [DASS)
Weitlauf et al. [2020) Randomiz  Core Elparentz of  F1 100 % ASD Parerting Stress [ndex [PSI],
ed Corral children with  less than Certter for Epiderniologic Studies
Trial ASD i3 Depression Scale
[RCT) rnanthe Beck Aniety Irventory
Safisfaction With Life Scale
Five Facet

Mindfuiness Questionnaire

Child Behavior Checklist

The Vineland Adaptive Behavior
Scales-Second Edition

The Autizm Diagnostic Obzervation
Schedule,

Research Question 2: Treatment Outcome

MBSR was initiated by Kabat Zinn in the field of medical to reduce stress and pain symptoms
among cancer patients. Later, MBSR had established to become a proven program to reduce
stress and enhance mental health in many other settings. This systematic literature review
manages to spot the outcomes of MBSR among parents of children with ASD, a population
who highly acclaimed to undergone major stress, depression and poor wellbeing. Table 2
summarizes the outcome of the studies.
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MBSR and Stress, Depression and Anxiety

Out of 9 studies that being sorted, 7 studies documented significant decrease in parental
stress (Rojas-Torres et al., 2021; Weitlauf et al., 2020; Dykens et al., 2014; Neece et al., 2013;
Neece et al., 2018; Lewallen & Neece, 2015) and perceived stress (Bazzano et al., 2013) after
undergoing MBSR treatment. On top of it, Weitlauf et al., (2020) reports that MBSR plus
parent implemented Early Start Denver Model (P-ESDM) shown greater improvement in
parental distress and parental child dysfunctional interaction compared to the control group
who only receives P-ESDM. Dykens et al (2014) did research on notably highest number of
parent of children with ASD sample confirms that MBSR prove to maintain the reduction in
parental stress post 6 months follow up. While Neece et al (2018) argues that MBSR had
benefited both testing group an did not differ by ethnic status. Bazzano et al (2013) extended
the testing of stress level into 2 constructs which are parental stress and perceived stress and
reported MBSR gave a profound result on both variables. While three studies had tested the
effectiveness of MBSR on both anxiety and depression (Rojas-Torres et al., 2021; Weitlauf et
al., 2020; Dykens et al., 2014) while two more studies only focus on depression alone (Neece
et al., 2013; Neece et al., 2018). All 5 studies reported that compared to baseline, there was
a significant decrease in both Anxiety and Depression level post treatment.

MBSR and Child Behaviour

Four studies measured child behaviour (Hadley et al., 2020; Neece et al., 2013; Neece et al.,
2018; Lewallen & Neece, 2015). These studies reported significant reduction post
intervention in problematic behaviour (Hadley et al., 2020) and improvement in positive
adaptive behaviour (Neece et al., 2013). Interestingly, Neece et al (2018) reported there was
a significant effect post treatment on parent reported child attention problem. Finally, Hadley
et al. (2020) infers that there were a difference of 21% between pre-test and post test score
on parent reported child internalizing

MBSR and Mindfulness

FFMQ and MAAS have been used equally in two studies while BMPS in one study. However
all five mindfulness questionnaires reported improved mindfulness within parents of children
with ASD post MBSR intervention (Rojas-Torres et al., 2021; Hadley et al., 2020; Weitlauf et
al., 2020; Roberts et al., 2015; Bazzano et al., 2013). Hadley et al (2020) summarized that
mindfulness plays a key role in changing the perception of parents towards their child’s
internalization problems which includes depressive, anxiety disorder, somatic complaints,
and withdrawal. Rojas-Torres et al (2021) confirms that there is a significant improvement in
giving attention and living in present within parents as a result of MBSR intervention.

MBSR and Life Satisfaction

Life satisfaction is the least variable that being documented and tested. Only 3 studies have
explored the relationship between MBSR and life satisfaction (Rojas-Torres et al., 2021; Neece
et al., 2013; Neece, et al., 2018). Neece, et al (2018) reported significant improvement on life
satisfaction among parents of children with ASD. Interestingly, Rojas Torres et al. (2021) infers
that no changes found post MBSR intervention particularly in this domain.
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Table 2 MBSR intervention outcome among parents of children with ASD

Others;
Child  Life P
Author Name Stress  Anxiety DepressionMindfulness Behavio Satisfact QL;“:;:V'
ur ion Compas
sion
Rojas-Torres et al.(2021) / / / / X
Hadley et al. (2020) / /
Weitlauf et al. (2020) / / / /
Dykens et al. (2014) / / / /
Neece et al. (2013) / / / /
Roberts et al. (2015) /
Neece et al. (2018) / / / /
Lewallen & Neece (2015) / / !/
Bazzano et al. (2013) / / /
Discussion

This systematic literature review summarizes the current evidence base for MBSR
interventions among parents of children with ASD. Data from nine studies infers how effective
MBSR therapies as key intervention on improving parents’ mental health and overall
wellbeing. This includes parental stress, mindfulness, anxiety, depression, child behaviour and
life satisfaction. A small number of studies also had assessed sleep quality, self-compassion,
and overall wellbeing. The delivered MBSR framework follows standard structure which is 8
weeks of 2 hours session each while two studies had modified the length of session (Dykens
et al., 2014; Rojas-Torres et al., 2021) but still able to share the almost the equal positive
changes in parents of children with ASD. This statement is in synch with Osborn et al. (2020),
who claims MBSR is potential to have the same benefit regardless of the length of session.
Overall, all studies had shows significant changes in parents of children with ASD post
treatment.

However there are some notable limitation of this study that need to be highlighted when
examining the result of the study. Most of the studies documented a lack of big sample for
testing (Rojas-Torres et al., 2021; Neece et al., 2013; Neece et al., 2018) which inhibited the
generalization of the results. Some studies suggested to have an active control group in order
to enhance their findings (Hadley et al., 2020; Dykens et al., 2014; Neece et al., 2013; Lewallen
& Neece, 2015).The MBSR treatment outcome only embody certain variable but did not
include notable variable as per previous studies such as parents’ quality of life, marital
dysfunction and extended child behaviours. Other than that, out of 9 studies only one study
had list down the overview of the program structure which explains better the framework of
this approach. Failure to comprehend the framework in the studies inhibit the comparison of
structure with other studies.

Notwithstanding these limitations, the present systematic review is the first to examine the
treatment outcome of MBSR among parents of children with ASD and can provide some
preliminary evidence on the effectiveness of this therapy in relation to parents of children
with ASD. Despite its limitations, this review supports an appreciation that this population
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may experience benefit through this therapy as it highlights the factors that have been
identified within the existing literature which could improve or impede this intervention.
Findings from this study may help the development of future interventions which can be a
great influence in health care settings, policy and funding allocations. Future studies should
focus more on evident base studies mainly on clinical trials and also cultural differences and
acceptance towards this therapy.
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