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Abstract

Parents of children with autism spectrum disorder (ASD) risk higher levels of stress and a lower quality of life compared to
parents of typically developing children. Few parent training programs focus on parenting outcomes, and few authors evaluate
the implementation fidelity of their program. A systematic review was conducted to target studies assessing the effects of group
training programs on the stress levels or quality of life of parents of children with ASD as well as the implementation fidelity. A
total of 12 studies were identified. Findings suggest that mindfulness could be a promising parent training tool to improve the

well-being of parents of children with ASD.
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Autism spectrum disorder (ASD) is now considered a
neurodevelopmental disorder that is characterized by both
difficulties in communication and social interactions and
equally by restricted/repetitive interests, behaviors, and ac-
tivities, including sensory sensitivities (American
Psychiatric Association 2013). The prevalence of ASD in
the world today is estimated to affect 6 in every 1000 chil-
dren, and the care of people with ASD is a major public
health issue (Bearss et al. 2015a, 2015b). Approximately
70% of people with ASD also present at least one other
characteristic or associated disorder: neurodevelopmental,
medical, genetic, or psychiatric conditions (NICE 2013).
Certain activities of daily life of people with ASD can
equally be affected, such as eating, toilet training, or sleep
(NICE 2013). In addition, other domains of daily life can
also be negatively impacted, such as social participation,
financial independence, academic success (Robertson
2010), professional success, and personal relationships
(Mazurek 2014). These can have major repercussions, not
only on themselves but also on their family, although not
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all people with ASD encounter such difficulties (NICE
2013).

Quality of Life and Stress of Parents
of Children with ASD

Today, it is well demonstrated that parents of children with
ASD present significantly higher levels of stress when com-
pared to parents of typically developing children [see Bonis
2016 for a review and Hayes and Watson 2013 for a meta-
analysis] or present other developmental disorders, as seen,
for example, among parents of children with Down syndrome
(NICE 2013), other mental disorders such as mood disorders,
or chronic illnesses (Barroso et al. 2017). It has equally been
shown that the stress experienced by parents impacts, in turn,
their conjugal relations, as well as their capacity to effectively
manage the education of their child (Bonis 2016).

Regardless of country or culture, the quality of life of par-
ents of children with ASD is lower than parents of typically
developing children (Eapen and Guan 2016; Vasilopoulou and
Nisbet 2016), especially concerning the physical domain
(Vasilopoulou and Nisbet 2016).

Consequently, the psychological and social impact on fam-
ilies must be the primary focus of researchers and clinicians
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working with families of people with ASD, in order to offer
them valuable support that is adapted to their personal needs.

Training Programs for Parents of Children
with ASD

The participation of parents of children with ASD in interven-
tion programs is essential (Cappe et al. 2011; Goussot et al.
2012; NICE 2013; Parsons et al. 2017; Pfeiffer et al. 2016;
Strauss et al. 2013; Klinger et al. 2013). In fact, during the last
several years, we have been witnessing an increased interest in
parent training programs (Bearss et al. 2015a). Parents are
often those demanding this type of intervention, and they are
generally satisfied by their experience (Beaudoin et al. 2014;
Benn et al. 2012; Dababnah and Parish 2016a, 2016b; Derguy
et al. 2018; Ilg et al. 2017, 2018; Kuravackel et al. 2018;
Mazzucchelli et al. 2018; Papageorgiou & Kalyva 2010,
cited by Schultz et al. 2012; Parsons et al. 2017; Schultz
et al. 2012). The interventions proposed today in the field of
autism are mostly parent-mediated, especially among families
with children at preschool age (Pickles et al. 2016).

Originally, parent training programs mainly targeted par-
ents of children presenting challenging behaviors. Their ben-
eficial effects were demonstrated on outcomes regarding par-
ents’ level of knowledge and their capacity to manage their
child’s behavior. These programs also had potential to reduce
the parents’ stress and increase their sense of competence
(Schultz et al. 2011). Among child mental health services,
the term parent training is a synonym of parent-focused train-
ing, which is an evidence-based treatment for typically devel-
oping children with challenging behaviors (Bearss et al.
2015a, 2015b). By contrast, in the field of autism, the term
parent training is associated with a variety of treatments that
may or may not share common characteristics (Bearss et al.
2015a, 2015b). The complexity of ASD as well as the various
targets of intervention may explain the ambiguity of the term
parent training within the scientific literature (Bearss et al.
2015a, 2015b). In addition to being called parent training,
the literature concerning treatments that focus on the parents
of children with ASD includes other terminologies, such as
parent education, parent-implemented, parent-mediated, and
caregiver-mediated. All of these programs represent a variety
of interventions with diverse treatment designs and objectives
(Bearss et al. 2015a, 2015b; Preece and Trajkovski 2017).
Although all of these interventions try to help parents foster
more positive interactions and increase parental knowledge
and skills as well as confidence in managing problem behav-
iors, their theoretical approaches vary considerably (O’Nions
et al. 2018).

Bearss et al. (2015a, 2015b) distinguish between two types
of training programs for parents of children with ASD: pro-
grams providing parental support that favor the acquisition of

knowledge about autism (parent support) and programs that
actively involve the parents by teaching them specific skills in
order to promote behavioral change among their children
(parent-mediated intervention (PMI)). The first type (parent
support) targets parental knowledge resulting in secondary
and indirect benefits for the child with ASD. Among the par-
ent support programs, the authors distinguish between care
coordination and psychoeducation. While the second type
(PMI) targets the acquisition of specific parenting skills while
directly involving the child. Hence, the child is a direct bene-
ficiary of the intervention in which the parent is the mediator.
Furthermore, among the PMI programs, the authors distin-
guish two subtypes: PMIs that target the core symptoms of
autism and PMIs that target challenging behaviors (tantrums,
aggressive behaviors), difficulties following daily routines,
hyperactivity, sleep disturbance, toileting problems, etc. The
PMIs can then be divided into primary and complementary
interventions depending on who mainly implements specific
techniques with the child. In the primary intervention, the
parent is the principle agent of change, whereas in the
complementary intervention, the therapists work mainly with
the child and the parent is taught certain techniques by a
member of the team. Bearss et al. (2015a, 2015b) report that
interventions may also vary in terms of their design (the more
current setup involves therapists coaching parents during
parent—child interactions), their intensity (1-25 h per week),
the location of the implementation (clinic, school, home, or,
more recently, delivery via telehealth), their duration (1 week
to 2 years), and the age of the child (preschool to adolescence).

There are already many systematic reviews or meta-
analyses that support the use of parent training in the field of
autism. Certain focus on interventions targeting skills related
to the child, like generalization and the maintenance of social
communication skills (Hong et al. 2018), challenging behav-
iors (Postorino et al. 2017), or restricted and repetitive behav-
iors (Harrop 2015). Others focus on interventions targeting all
outcomes related to the parents, children, and family
(Beaudoin et al. 2014; Oono et al. 2013; Patterson et al.
2012; McConachie and Diggle 2007; Schultz et al. 2011).
There are also more specific systematic reviews that analyze
the effects of training parents of only school-age children
(Black and Therrien 2018) as well as a review evaluating
parent-mediated intervention training delivered remotely
(Parsons et al. 2017).

State of Current Research

Current research in the domain of training programs for par-
ents of children with ASD is questionable for at least three
reasons. First, the majority of parent training programs studied
to date focus on the outcomes directly concerning the child but
do not assess much of their impact on parenting issues
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(Wainer et al. 2017). Yet, diminishing parent stress and in-
creasing quality of life are constant concerns of families of
children with ASD (Hsiao et al. 2017). It is therefore impor-
tant to take into account the effects of interventions on these
priority variables for parents (Leadbitter et al. 2018).
Moreover, given that the family is one of the pillars of our
society, it is essential to study factors at the origin of family
stress (Pastor-Cerezuela et al. 2016). Also, a better under-
standing of the quality of life of parents of children with
ASD is crucial to identify those susceptible to stress and to
clarify the areas requiring support (Vasilopoulou and Nisbet
2016). For example, two reviews specifically evaluate the
effects of interventions involving the parents of children with
ASD in different aspects of their mental health: measures of
stress, anxiety, depression, quality of life, coping, subjective
well-being, and self-efficacy [see Catalano et al. 2018 for a
systematic review and Da Paz and Wallander 2017 for a nar-
rative review].

Second, few authors propose to evaluate the implementa-
tion fidelity of their program. Thus, Schultz et al. (2011) did
not identify any study evaluating the implementation fidelity
of a program in their systematic review. However, implemen-
tation fidelity data is important to ensure that the program as
defined in the manual has been implemented accurately and
consistently (Alain and Dessureault 2009; Durlak 2010; Oono
et al. 2013). This allows results to be correctly interpreted and
programs to be replicable (Schultz et al. 2011). Finally, to
evaluate the quality of the implementation, Durlak and
DuPre (2008) recommend that every study should reflect the
participants’ responsiveness, which evaluates if the program
stimulates their interest and holds their attention; this is related
to what is called the social validity of an intervention. This is
divided into three levels that can be validated by society: the
social significance of the objectives, the adequacy of the pro-
cedures, and the social importance of the effects (Clément and
Schaeffer 2010).

Third, certain parent training programs are only evaluated
on the basis of individual sessions (see, for example,
Bradshaw et al. 2018; Goldman et al. 2017; Iadarola et al.
2018; Ibanez et al. 2018; Ingersoll et al. 2016; Kasari et al.
2015; Lecavalier et al. 2018; Reed et al. 2013; Poslawsky
et al. 2015; Tellegen and Sanders 2014). This does not allow
interventions to reach a large number of parents as is the case
with group training programs (Schultz et al. 2011). When
parent training programs are proposed in groups, the cost-
effective ratio is more advantageous (Bearss et al. 2015a,
2015b; Brookman-Frazee et al. 2006), which is an important
element for choosing an intervention (Shepherd et al. 2018).
Furthermore, the social support provided by other parents of
children with ASD in these groups is a factor that can im-
prove parental well-being (Catalano et al. 2018; Derguy et al.
2015; Hock et al. 2015; Lovell et al. 2012; Samadi et al.
2012).
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Overall, group sessions and assessing implementation fi-
delity are judged to be decisive factors for evaluating parent
training programs of typically developing children (Matthews
and Hudson 2001) as well as children with ASD (Schultz et al.
2011).

Objectives of the Present Study

The primary objective of this systematic review is to identify
studies seeking to evaluate the implementation fidelity and
social validity of group training programs for parents of chil-
dren with ASD as well as the effect of these interventions on
parental stress levels and quality of life. The second objective
is to provide an overview of the different interventions pro-
posed to groups of parents of children with ASD. The third
objective is to provide an overview of the tools, methods, and
findings used to evaluate parents’ quality of life, stress, and
the programs’ implementation fidelity and social validity.

Methods

This review followed the PRISMA standards for reporting
(Liberati et al. 2009).

Eligibility Criteria

Only studies published in English or French in a peer-
reviewed journal were retained. The studies had to include
an evaluation of a parent training program, either a qualitative
or quantitative evaluation of program implementation fidelity,
at least one quantitative evaluation regarding the effects on
parental stress levels and quality of life, and a minimum of
two parents per group. The presence of a control group was
optional. The participants had to be the parents of a child with
ASD of any age having received a diagnosis of ASD or PDD
corresponding to the criteria of international classifications
(CIM-10, DSM-IV-TR, or DSM-5). The diagnosis had to ei-
ther be explicitly confirmed during the research procedure,
extracted from the participants’ medical file, or obtained
through other reliable sources (e.g., parental reports).

Information Sources and Research Strategies

An electronic search was conducted by one author (JL) in
December 2018 and by another author (ND) in February
2019. The research was limited to the period 2011 to
November 2018 in the databases PubMed, PsycINFO via
the access provider EBSCOhost, Education Resources
Information Center (ERIC), PubPsych, and Science Direct.
Studies were included from 2011 as Schultz et al. (2011) did
not identify in their systematic review any studies evaluating
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the implementation fidelity of training programs created for
parents of children with ASD. The following keywords were
used: autism, ASD, parent training, parent education, caregiv-
er training, caregiver education, family training, parent-imple-
mented, parent-mediated, caregiver-mediated, program, stress
and quality of life. These terms were searched using Boolean
operators and free-text terms. The algorithm used in each da-
tabase was (autis* OR ASD) AND (“parent training” OR
“parent education” OR “caregiver training” OR “caregiver
education” OR “family training” OR program* OR “parent-
implemented” OR “parent-mediated” OR “caregiver-mediat-
ed”) AND (stress OR “quality of life”). We applied this algo-
rithm to title and abstract in PubMed, to abstracts for
PsycINFO-EBSCO, to all fields for ERIC and PubPsych,
and to title, abstract, or keywords for Science Direct. The
bibliographies of examined articles were also searched in or-
der to identify other suitable studies.

Study Selection

Two of the authors (JL and ND) independently screened titles,
abstracts, and full texts in order to determine whether they met
inclusion criteria. This resulted in a 95% researcher agreement
rate. A third author (EC) then reviewed the full texts of dis-
puted articles in order to determine eligibility.

Data Extraction and Collection

Both authors (JL and ND) followed the same guidelines
(Matthews and Hudson 2001; Schultz et al. 2011) to extract
data concerning the studies’ various characteristics and pro-
grams, such as (1) the type of program proposed to parents; (2)
the number of participants per group; (3) the duration of im-
plementation, frequency, and duration of each session; (4)
tools used to evaluate the program’s effect on the stress levels
and/or quality of life of parents; (5) children’s age; (6) whether
or not the child is directly involved in the intervention in
addition to parent training; (7) whether or not there is a con-
tribution of knowledge as well as teaching parents specific
skills; (8) study design; (9) whether or not there is a follow-
up and, if so, the duration of this follow-up; and (10) the
methodological quality and level of evidence.

The following data used to evaluate the implementation
fidelity of programs were extracted based on the following
recommendations by Clément and Schaeffer (2010), Durlak
(2010), and Durlak and DuPre (2008): (1) research tools, (2)
methods, (3) evaluation frequency, (4) persons who carried
out the evaluation, (5) results, and (6) variables retained for
evaluating the interventions’ social validity. The findings from
both authors were then discussed and reviewed in order to
ensure consistency.

Evaluation of the Methodological Quality and Level
of Evidence of Studies

The STROBE guidelines (von Elm et al. 2008) were used for
evaluating each study’s methodological quality. A total of 22
items in the guideline’s control list were rated as such: a score
of 1 was attributed if all the item’s criteria were respected, 0.5
if the criteria were partially respected, and 0 if none of the
criteria was found in the study. The global evaluation of each
study was obtained by transforming the total score into a per-
centage of criteria respected.

The level of evidence was determined using the hierarchy
of evidence as outlined in the National Health and Medical
Research Council (NHMRC) guidelines (1999): levels varied
between I (the highest level of evidence) and IV (the lowest
level of evidence).

Risk of Bias Inherent in Each Randomized Controlled
Trials

Both authors (JL and ND) independently evaluated the risk of
bias inherent in each randomized controlled trial (RCT) with
the help of the risk of bias tool as recommended by the
Munder and Barth (2017), which includes these seven do-
mains of bias: (1) the random sequence generation, (2) the
allocation concealment, (3) performance bias, (4) detection
bias, (5) attrition bias, (6) reporting bias, and (7) treatment
implementation. For each domain, the risk of bias was evalu-
ated as low (+), high (-), or unclear (?).

Risk of Bias across Studies

None of the researchers were authors of any of the included
published studies. Hence, there was no bias of study selection
in this systematic review.

Results
Study Selection

The PRISMA diagram is presented in Fig. 1. Of the 1269
abstracts identified, 1172 were rejected at abstract review,
and 97 available full texts were assessed. Of these, 85 did
not meet our inclusion criteria, resulting in the inclusion of
12 studies, 2 of which were additional references found
through reference checking. The two articles by Studies of
Dababnah and Parish (2016a, 2016b) were based on the out-
comes from one study sample, so they were combined for
reporting and discussion throughout this paper.
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Characteristics of Included Studies and Their
Programs

The characteristics of the included studies and their programs
are presented in Table 1.

Study Participants

Two of the twelve studies selected for this review included
not only parents of children on the autism spectrum but also
parents of children with other developmental disorders
(Benn et al. 2012; Dykens et al. 2014). The number of
parents per group was not always specified by authors;
however, the groups never exceeded 15 participants. The
number of parent groups generally varied between 1
(Benn et al. 2012; Mazzucchelli et al. 2018) and 6
(Dykens et al. 2014). Three studies only included mothers
(Dykens et al. 2014; Roberts et al. 2011; Schultz et al.
2012), and all the other studies included a minority of fa-
thers compared to the number of mothers, except for studies
of Dababnah and Parish (2016a, 2016b) in which there were
a higher number of fathers than mothers. Kuravackel et al.
(2018) and Radley et al. (2014) did not specify the mother-
to-father ratio.

Interventions

The duration of implementation varied between 1 month
(Matthews et al. 2018) and 12 months (Roberts et al. 2011)
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1269 titles and abstracts
screened (Including 242 = | 1172 records excluded
duplicates)

85 records excluded:

- No parent outcomes (parent
97 full-texts assessed for —» stress or quality Ofllfe)
eligibility - No data for the fidelity of

implementation
- Individual sessions only

l

12 included studies
- 10 through database searching
- 2 through other sources

across studies. The duration and frequency of sessions also
varied between programs. The sessions were once or twice a
week and never exceeded 4 h (Roberts et al. 2011). In addi-
tion to group sessions, some programs also offered individ-
ual face-to-face sessions (Kuravackel et al. 2018), telephone
sessions (Mazzucchelli et al. 2018), introduction sessions
(Matthews et al. 2018; Radley et al. 2014), or complementa-
ry sessions (Benn et al. 2012). In this review, one study
presented a program that notably combined parent-
facilitated training groups in parallel to peer-mediated skill
sessions involving typically developing peers (Radley et al.
2014).

All included studies proposed programs that taught tech-
niques from the third wave of cognitive and behavioral
therapies to parents. Indeed, there is an international con-
sensus for using behavioral science to manage behaviors
and difficulties associated with autism (for example, cogni-
tive and behavioral therapy as well as applied behavior
analysis are recommended by health authorities in France,
the UK, Belgium, or New Zealand to manage and support
individuals on the autism spectrum). Among the twelve
included studies, six offered parent training programs based
either primarily (Benn et al. 2012; Dykens et al. 2014;
Ferraioli and Harris 2013) or partially (Dababnah and
Parish 2016a, 2016b; Kuravackel et al. 2018) on learning
mindfulness techniques. Programs based primarily on
learning mindfulness techniques were quite different from
the others, as parents were taught different skills to those
directly linked to the education of their child.
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In addition to training skills, two other programs also pro-
vided information on autism (Kuravackel et al. 2018;
Matthews et al. 2018). Indeed, Kaminski, Valle, Filene, and
Boyle (2008), quoted by Schultz et al. (2011), highlight that
teaching parents specific skills is correlated with more positive
outcomes than just providing them with general knowledge.
Thus, Schultz et al. (2011) suggest that only parent programs
offering training of specific skills should be considered, rather
than programs focusing solely on knowledge acquisition.
Nevertheless, certain authors indicate that parents of children
with ASD give high priority to information about their chil-
dren’s disabilities and often ask for access to parent education
as a means of obtaining information on autism (Schultz et al.
2012). More generally, it is important to consider the charac-
teristics and demands of people with ASD and their parents,
regarding the variables that these programs should target
(Clifford and Minnes 2013; MacCormack 2017; Schultz
et al. 2011). It is unlikely that one intervention responds to
the needs of all children and their parents, as well as being
equally unlikely that all parents learn in the same manner
(Siller et al. 2013).

In parallel to parent training, professionals directly taught
children certain skills among five programs (Karst et al. 2015;
Matthews et al. 2018; Radley et al. 2014; Roberts et al. 2011;
Schultz et al. 2012).

All studies provided a more or less detailed description of
the program’s curriculum. As suggested by Schultz et al.
(2011), it is unlikely for studies to evaluate implementation
fidelity without a standardized protocol.

Finally, two studies proposed to evaluate the effects of a
program by implementing control groups to compare two
conditions: either face-to-face in comparison to telehealth
(Kuravackel et al. 2018) or institution compared to home-
based intervention (Roberts et al. 2011). With regard to the
study by Kuravackel et al. (2018), the authors showed that
teaching skills to parental groups via telehealth did not sig-
nificantly impact therapeutic alliance, social validity, imple-
mentation fidelity, or parental variables related to the face-to-
face condition. This supports the use of remote training pro-
grams for parental groups, with the objective of reducing
costs and improving accessibility (Schultz et al. 2011).
Concerning the study of Roberts et al. (2011), the authors
showed that group intervention in an institutional setting
provides better results than individual interventions carried
out at home, which confirms the pertinence of group training
compared to individual training.

Study Design
Of the twelve studies included, five proposed a RCT design
(Benn et al. 2012; Karst et al. 2015; Kuravackel et al. 2018,;

Roberts et al. 2011; Schultz et al. 2012), of which one in-
cluded a follow-up at 2 months (Benn et al. 2012). Other
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research designs among the included studies consisted a ran-
domized trial with an untreated control group (Dykens et al.
2014; Ferraioli and Harris 2013), a mixed methods design
with no comparison group (Dababnah and Parish 2016a,
2016b), an iterative pretest—posttest control group design
(Kuravackel et al. 2018), a pre—post comparison of treatment
and control groups (Matthews et al. 2018), and a pretest—
posttest single group (Radley et al. 2014).

Outcomes

All studies evaluated parents’ stress levels using different
tools, the most frequent being the Parenting Stress Index (ei-
ther the third or fourth edition of this tool in the short or full
version), which was used in eight of the twelve studies.
Parents’ stress levels were not significantly reduced by the
parent program among four studies (Karst et al. 2015;
Matthews et al. 2018; Mazzucchelli et al. 2018; Roberts
et al. 2011). Mazzucchelli et al. (2018) showed, nevertheless,
a unique and significant effect at follow-up. It is worth men-
tioning that among the other eight studies showing a signifi-
cant effect of the program on the reduction of parental stress
levels, six offered an intervention based primarily or partially
on mindfulness training. Only Radley et al. (2014) and
Schultz et al. (2012) showed that their program significantly
reduced parental stress levels without using this type of
training.

Two studies also evaluated parental quality of life, using
either the Ryft Scales of Psychological Well-Being and Life
Satisfaction Scale (Dykens et al. 2014) or the Beach Family
Quality of Life Questionnaire (Roberts et al. 2011). Roberts
etal. (2011) did not observe a significant effect of the program
in improving parental quality of life. Dykens et al. (2014)
observed a significant improvement in the scores of the Ryff
Scales of Psychological Well-Being only at follow-up (but not
at posttest) and observed a significant improvement of scores
on the Life Satisfaction Scale only at posttest (but not at fol-
low-up).

Implementation Process Assessment

Table 2 presents the data on the assessment of the implemen-
tation process.

The research tools and methods used to evaluate program
implementation vary between studies. Nevertheless, an ob-
servation checklist was the most employed tool for verifying
that no program components had been omitted. Therefore,
they primarily evaluated the program’s contents. Hence,
evaluations were binary, depending on the absence or pres-
ence of items presented in the manual. Although one study
did not specify the used measuring tool (Karst et al. 2015)
and two other studies only provided observation feedbacks
without specifying the measuring tools (Benn et al. 2012;
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Dykens et al. 2014), it should also be noted that the study by
Schultz et al. (2012) was the only one to have evaluated both
the implementation process and content, and Radley et al.
(2014) was the only study to propose a semi-structured ques-
tionnaire in addition to an observation checklist.

Observations were made either directly during sessions
(Benn et al. 2012; Dababnah and Parish 2016a, 2016b;
Karst et al. 2015; Kuravackel et al. 2018; Mazzucchelli
et al. 2018; Radley et al. 2014; Roberts et al. 2011; Schultz
et al. 2012) or from videos (Ferraioli and Harris 2013;
Matthews et al. 2018), by one or multiple observers. In this
last case, an interobserver agreement was sometimes calcu-
lated (Matthews et al. 2018; Mazzucchelli et al. 2018;
Schultz et al. 2012). It is also worth noting that in the re-
search of Kuravackel et al. (2018), the observer was a parent.
Among the studies, the implementation process of sessions
was evaluated either fully (Benn et al. 2012; Dababnah and
Parish 2016a, 2016b; Ferraioli and Harris 2013; Kuravackel
et al. 2018; Mazzucchelli et al. 2018; Radley et al. 2014) or
partially (Dykens et al. 2014; Karst et al. 2015; Matthews
et al. 2018; Roberts et al. 2011; Schultz et al. 2012). One
study also limited itself to evaluating only the process of
implementing the procedure practiced by the parents rather
than evaluating the implementation fidelity of the programs’
facilitators (Matthews et al. 2018). This was analyzed by
assessing the evolution over time and not by calculating the
average of the data used to evaluate the process. The evalu-
ation of parent’s implementation fidelity of a program is an
important measure, as an increase in parents’ adherence to
the program can have long-term effects on the parent (Oono
et al. 2013; Strauss et al. 2012).

Dababnah and Parish (2016a, 2016b) were the only ones
to adapt their program during implementation (the facilita-
tors chose to change the focus of certain domains of the
program depending on the participants’ needs). Ferraioli
and Harris (2013) also suggested ways to adapt their pro-
gram for future implementation. Effectively, Durlak and
DuPre (2008) and Durlak (2010) highlight the importance
of reporting any changes made to the initial program during
implementation. For Webster-Stratton (2007, cited by
Dababnah and Parish 2016a), being able to adapt the content
of'a program to correspond to the needs of different groups is
a necessary element for implementation fidelity. Finally,
Ferraioli and Harris (2013) was the only study to mention a
source of potential bias due to implementation fidelity data
being collected by the first author.

Eight of the twelve studies were interested in assessing
the social validity of the program, either through question-
naires (Kuravackel et al. 2018; Matthews et al. 2018;
Mazzucchelli et al. 2018; Radley et al. 2014), open-ended
questions (Benn et al. 2012; Dababnah and Parish 2016a,
2016b), or a combination of these two methods (Schultz
etal. 2012).

Methodological Quality and Levels of Evidence

The methodological scores and levels of evidence are includ-
ed in Table 1.

The percentage of adherence to the STROBE guidelines
varied between 84% (Benn et al. 2012) and 100% (Karst
et al. 2015; Matthews et al. 2018).

The level of evidence determined among the NHMRC
guidelines varied between II (Benn et al. 2012; Karst et al.
2015; Kuravackel et al. 2018; Roberts et al. 2011) and III-1
(Schultz et al. 2012) for five RCT studies and between 11I-1
and IV for the studies using other research designs.

Risk of Bias in Individual Studies

The risk of bias assessment of RCT studies is included in
Table 3.

It was considered that Schultz et al. (2012) used a RCT
research methodology even though the authors reported that
their research methodology was only quasi-experimental be-
cause parents were assigned based on chosen time slots as
opposed to a completely randomized control trial.
Consequently, the study by Schultz et al. (2012) was the only
study out of the five considered to have a high selection risk of
bias.

Discussion

This systematic review provides preliminary evidence about
the effects of group training programs for parents of children
with ASD on their stress levels and/or quality of life. The
scope of the results is limited by a low number of participants,
sociodemographic heterogeneity, various research methods,
an elevated risk of bias of RCTs, a variety of tools used to
measure parental stress and quality of life, as well as important
variations among programs with regard to the manner in
which they evaluated program implementation fidelity.
Programs of the included studies showed overall good im-
plementation fidelity. Nevertheless, it should be noted that
none of them assessed all of the areas advocated by Durlak
and DuPre (2008) and Durlak (2010). Indeed, these authors
suggest five main areas that should be documented in imple-
mentation studies: (1) fidelity, the extent to which the program
implemented adheres to the original program; (2) dosage,
which refers to how much of the original program has actually
been delivered; (3) quality, which refers to how well the dif-
ferent components have actually been delivered (clearly and
correctly); (4) participant responsiveness, which evaluates if
the program stimulates participants’ interest and holds their
attention; and (5) program differentiation, the extent to which
a program can be distinguished from other existing programs
(program’s uniqueness). They also name three additional
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areas: (6) monitoring control groups, which involves describ-
ing the nature and quantity of services received by members of
these groups (treatment contamination, usual care, alternative
services); (7) program reach (e.g., participation rates, program
scope), which refers to the rate of involvement and represen-
tativeness of program participants; and (8) program adapta-
tions that refer to changes made in the original program during
implementation (program modification, reinvention).

Among the studies included in this review, the Parenting
Stress Index (PSI) is the most used tool for evaluating stress
levels. Correspondingly, parental stress levels are mainly eval-
uated with this instrument within the ASD literature (Hayes
and Watson 2013). It consists of a self-report questionnaire
completed by a parent that enables them to measure their level
of stress in two domains for the long form: the child domain
(which references the stress caused by taking care of child and
the child’s characteristics that make educating them more dif-
ficult) and the parental domain (which refers to the stress
derived directly from parental characteristics and functioning).
The short form consists of the following three subscales:
Parental Distress, Parent-Child Dysfunctional Interaction,
and Difficult Child (Hayes and Watson 2013). Recently, au-
thors have criticized the use of these self-reports by
questioning their pertinence in relation to physiological mea-
sures. Factor et al. (2018) assessed the stress levels of 27
mothers of children with ASD using the Perceived Stress
Reactivity Scale (PSRS) and a measurement of their heart rate
variability during interaction tasks. The authors observed that
the two measures were not significantly correlated, suggesting
that they could reflect different components in participants’
stress experiences. Interestingly, these results could be linked
with the work of Nabi et al. (2013) in their large cohort study.
These researchers found that people with the same perceived
stress level presented different physiological reactions to
stress. In fact, participants who thought stress could affect
their health had an increased risk of coronary heart disease,
regardless of their perceived stress level, compared to partic-
ipants who did not report that stress could affect their health.

Only two included studies evaluated parental quality of life
of parents. Even though quality of life is a main concern of
health organizations (Soulas and Brédart 2012), it is consid-
ered as the gold standard in terms of evaluating health inter-
ventions (Jonsson et al. 2017). This concept not only allows us
to operationalize the well-being of individuals in an attempt to
improve it but also serves as a common language to allow
stakeholders to collaborate on making positive changes
(Schalock 2004, cited by Chiang and Wineman 2014).
Within the literature concerning the quality of life of parents
with children with ASD (Eapen and Guan 2016; Vasilopoulou
and Nisbet 2016), the primary measures are the WHOQOL-
BREF (the World Health Organization Quality of Life
Assessment) and the SF-36 or SF-12 (Short Form Health
Survey version). Nevertheless, Eapen and Guan (2016)
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suggest using specific measures to evaluate the quality of life
of families of a child with ASD, such as Quality of Life
Measure for Parents of Children with Autism Spectrum
Disorder, a measure developed by Eapen et al. (2014) (cited
by Eapen and Guan 2016). Other authors (e.g., Cappe et al.
2011; Cappe, Poirier, Sankey, Belzil, & Dionne 2017) have
also created a specific tool.

Among the twelve studies included in this review, four did
not observe a significant effect from the intervention on the
parents’ stress level, two of which were RCTs. In their review,
Bonis (2016) emphasizes that although parent training pro-
grams have been shown to be effective on certain outcomes,
parents continue to report high levels of stress. These results
also agree with the National Institute for Health and Care
Excellence (NICE 2013) and the review by Oono et al.
(2013) that only consider RCTs. They concluded a lack of
statistical evidence concerning the improvement of parental
stress following intervention. Among the eight studies includ-
ed in this review that showed a significant effect of their pro-
gram on the parents’ stress level, six proposed mindfulness
training to parents. This approach consists of paying attention
to an experience in a particular way: consciously, in the pres-
ent moment, and nonjudgmentally (Kabat-Zinn 1994). It is at
the core of the so-called “third wave” interventions among
cognitive and behavioral therapies (Heeren 2011).
Mindfulness training is compatible with parents who are
confronted to certain difficulties, such as a child with a dis-
ability or a chronic illness (Blackledge and Hayes 2006;
Minor et al. 2006, cited by Deplus 2011). For example, a
mindfulness intervention involving mothers of children on
the autism spectrum perceived a decreased level of stress
and an increase in their feeling of parental sense of compe-
tence (Singh et al. 2004, 2006, 2007, as cited by Deplus 2011).
In addition, these same authors indicated that changes are
observed among the children, especially concerning a de-
crease of aggressive behaviors and an improvement of social
skills. The mothers learned another way to relate to events and
not a series of specific skills aimed at changing their child’s
behavior (Singh et al. 2006, cited by Deplus 2011). It seems
that teaching parents educational skills in direct connection
with their children is not necessarily a requirement for lower-
ing their stress levels.

To obtain the benefits of these mindfulness-training pro-
grams, it is essential to practice outside of sessions (Biegel
et al. 2009, cited by Deplus 2011). Parents who stopped prac-
ticing at the end of the program could be the reason why
observed improvements in parental stress at posttest were
not observed at the follow-up of the two included studies
proposing mindfulness exercises (Dykens et al. 2014;
Ferraioli and Harris 2013).

Results of this review are supported by two recent literature
reviews that were specifically interested in the effects of pro-
grams created for parents of children with ASD on parental
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Table 3  Risk of bias assessment of RCT studies

@ Springer

Selective outcome Treatment

Incomplete outcome
data (attrition bias)

Generation of sequence Concealment of allocation Blinding of participants and Blinding of outcome

(selection bias)

Citation

reporting (reporting bias) implementation

personnel (performance bias) assessors (detection bias)

sequence (selection bias)

+

Benn et al.

(2012)
Karst et al.

+

(2015)
Kuravackel

et al.

(2018)
Roberts et al.

+

(2011)
Schultz et al.

012)

outcomes [see Catalano et al. 2018 for a systematic review and
Da Paz and Wallander 2017 for a narrative review]. Thus,
Catalano et al. (2018) identified different themes and sub-
themes as being central components for improving parental
well-being, such as training in stress management strategies
(e.g., mindfulness) or acceptance. Da Paz and Wallander
(2017) concluded that the most promising interventions for
improving parents’ mental health seem to be part of the third
wave of cognitive and behavioral therapies (notably, relaxa-
tion techniques, stress management, reducing stress based on
mindfulness, and acceptance and commitment therapy).
Similarly, many researchers have shown promising effects in
acceptance and commitment therapy (ACT) for helping par-
ents to adapt better to the difficulties associated with the edu-
cation of their child on the autism spectrum (Blackledge and
Hayes 2006; Gould et al. 2018; Poddar et al. 2017). ACT is a
recent implementation from the behavioral science research
that corresponds to this third wave, of which mindfulness
training is one of the components. In ACT, the presence of a
difficult psychological event does not define a disorder, but
rather a persistence in trying to escape it unsuccessfully.
Therefore, the reduction of stress is not the primary goal,
instead the therapy seeks to significantly increase people’s
behaviors that are in line with their values (Monestés and
Villatte 2011). Parents of children with ASD are susceptible
to continue experiencing elevated stress levels, this stress can
affect their ability to engage in behaviors based on personal
values, which are most likely to be a source of well-being.

Recommendations for Future Research

Future experimental studies on the effectiveness of parent
training programs in the field of autism should focus on par-
ents’ quality of life measures. More research is needed to
determine the validity of stress measures for parents of chil-
dren with ASD and develop tools to measure quality of life
more specific to families of children with ASD. Researchers
should also be alert to measure the multiple aspects of their
intervention’s implementation as recommended by Durlak
and DuPre (2008) and Durlak (2010). Finally, emerging evi-
dence suggests mindfulness training is a promising tool for
improving the well-being among parents of children with
ASD. Further investigation is needed to explore the positive
effects of other methods proposed by the third wave of cog-
nitive and behavioral therapies, such as ACT.

Limitations

This systematic review has methodological limitations; nota-
bly, the included articles are only in English or French. The
fact that two studies in this review do not exclusively include
parents of children with ASD could also be considered a lim-
itation. The included studies did not use the same procedure to
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confirm ASD diagnosis. Finally, the small number of articles
included and the fact that they were only scattered across 2
countries (the USA and Australia) limit the generalizability of
findings to the target population.
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