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Abstract

-E.Renhorn23.B. Berg? - P. Lappalainen® - A. Ghaderi* - T. Hirvikoski'*3

Parents of children with autism spectrum disorder and other disabilities report high levels of distress, but systematically
evaluated interventions are few. This study aimed to evaluate the feasibility of a novel, manualized Acceptance and Com-
mitment Therapy group intervention (Navigator ACT) in a sample of 94 parents of children with disabilities. Feasibility
was measured by treatment completion, credibility, and satisfaction, and preliminary outcomes by using self-rating scales
administered at the baseline, post-intervention, and follow-up. The results imply the intervention is feasible in the context
of Swedish outpatient habilitation services. A preliminary analysis of the outcome measures suggests that parents experi-
enced significant improvements in well-being. The results indicate that the treatment is feasible and should be evaluated in

a randomized controlled trial.
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Parenting a child with a disability poses many challenges
(Lindo et al., 2016) and can lead to extreme parental stress
and mental health issues. Research findings over several dec-
ades confirm that parents of children with disabilities, such
as Autism Spectrum Disorder (ASD), cerebral palsy (CP),
intellectual disability (ID), acquired brain injury, Atten-
tion Deficit Hyperactivity Disorder (ADHD), and chronic
conditions experience high stress, physical concerns, and
distress, including depression and anxiety (Hayes & Wat-
son, 2013; Keenan et al., 2016; Scherer et al., 2019; Theule
et al., 2013). Parental stress is defined as stress arising from
an imbalance between the demands (stressors) of being a
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parent and the internal and external resources available to
meet these demands (Deater-Deckard, 1998). Distress is a
concept that is similar to stress but refers to emotional states
such as sorrow, pain, depression, and anxiety that result from
failing to adapt to stressors (Fink, 2016). Caregivers appear
to share many similarities in terms of stress and distress,
regardless of the child’s specific disability. Commonly men-
tioned causes include the burden of care, the child’s comor-
bid emotional and behavioral problems, worry for the child’s
future, stigma, and the parent’s own internal judgments—
e.g. failing to live up to one’s own or others’ expectations of
being an “ideal parent” (Barroso et al., 2018; Broberg, 2011;
Weitlauf et al., 2014). Furthermore, lack of social support
(Lindo et al., 2016), ableism, and social prejudice against
disabilities can cause parents to feel stress. As a response to
ableism, parents may spend time and energy either advocat-
ing and educating the community about their child’s dis-
ability or hiding and ignoring it (Neely-Barnes et al., 2010).
In addition, experiential avoidance, defined as an unwilling-
ness to remain engaged in unpleasant private events (feel-
ings, thoughts, and bodily sensations) and feeling “trapped”
in repeated attempts to control the contexts in which these
experiences may arise by changing, predicting, or avoid-
ing them (Fledderus et al., 2010; Ruiz, 2010). Experiential
avoidance is associated both with stress and distress in the
general population (Ruiz, 2010) and in parents of children
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with disabilities specifically (Sairanen et al., 2018). Parental
stress and distress are known to influence children’s well-
being, development, treatment outcomes, and behavioral
problems (Barroso et al., 2018; Lessenberry & Rehfeldt,
2004). Furthermore, children’s behavioral problems and
parental stress and distress have been found to influence each
other in a mutual relationship (Neece et al., 2012). Swedish
interest organizations for neurodevelopmental disorders have
identified support for family members as one of the most
important areas in need of future development (Hirvikoski,
Jonsson, et al., 2015; Hirvikoski, Waaler, et al., 2015; Lap-
palainen et al., 2021). Likewise, the international literature
has acknowledged an urgent need for the systematic devel-
opment and evaluation of interventions aimed at improv-
ing the mental health of parents of children with disabilities
(Dykens & Lambert, 2013; Lindo et al., 2016; Whittingham,
2014).

Acceptance and Commitment Therapy (ACT) is a con-
textual cognitive behavioral therapy. According to several
meta-analyses, it is an effective treatment for a wide variety
of psychological conditions, including depression, stress,
and anxiety (A-Tjak et al., 2015; Ruiz, 2010). The main
therapeutic goal is to increase psychological flexibility (PF),
which in turn leads to a decrease in experiential avoidance
(Hayes et al., 2009). As a functional behavior class, PF is a
repertoire of behaviors characterized by the acceptance of
inner experiences and flexibly attending to environmental
stimuli with consideration to the actual context and to one’s
personal values (Hayes et al., 2009). The PF model used in
ACT has six interactive processes, as well as a psychopatho-
logical (counter-) expression. The curative processes are: (1)
mindful attention to the present moment, (2) cognitive defu-
sion (using helpful, workable ways of relating to thoughts
and other private experiences), (3) experiential acceptance,
(4) perspective-taking and deictic relational frames, (5)
sense of direction in life through values, (6) commitment to
value-based behaviors (Hayes et al., 2009). This therapeutic
approach does not necessarily seek to eliminate symptoms:
its indispensable goal is instead to increase individuals’ self-
awareness and practical functioning (workability) (Villatte
et al., 2015). The learned behaviors that lead to PF are seen
as pivotal skills that determine the long-term effects of stress
and distress as they promote resilience and adaptive coping
(Leeming & Hayes, 2016). A high level of PF is associated
with both greater well-being and better family functioning
(Lappalainen et al., 2021; Prevedini et al., 2020). In addi-
tion, high parental PF has been linked to more adaptive and
effective parenting practices, as well as higher-quality and
more-frequent parent—child interactions (Leeming & Hayes,
2016; Shea & Coyne, 2011). ACT interventions for parents
address mindful and flexible parenting, experiential accept-
ance of the child and oneself, and acknowledgment of the
role of language in unhelpful parenting patterns. Behavioral

changes are grounded in the ability to take an observer’s
stance on one’s own and the child’s behavior, allotting time
for an analysis of the situation, and then making the choice
to use flexible, value-directed parenting actions or take
self-care measures (Prevedini et al., 2020). The assumption
is that automatic, punitive, rigid parenting practices will
diminish, and skills such as engaging in flexible attention
(e.g., perspective-taking, mindfulness, and use of reinforce-
ment) will increase (Cheron et al., 2009; Prevedini et al.,
2020). Parents’ increased PF may “launch a positive spiral”
that, in turn, contributes to greater satisfaction in parent-
ing and improved welfare for the entire family (Leeming &
Hayes, 2016). Despite these positive results, only a few pilot
studies and small-scale randomized controlled trials (RCT)
have examined ACT interventions in the context of parenting
autistic children (Blackledge & Hayes, 2006; Byrne et al.,
2020; Fung et al., 2018; Gould et al., 2018; Hahs et al.,
2019). The preliminary results are promising and point to,
for example, improvements in PF, experiential avoidance,
stress, anxiety, and depression. According to a recent sys-
tematic review (Juvin et al., 2021), ACT is a promising treat-
ment for distress in parents of autistic children. However,
the included studies have used relatively small sample sizes
(3-33 participants). Another recent systematic review con-
cluded that ACT appears promising for helping parents of
children with different disabilities manage stress and distress
(Byrne et al., 2020). Furthermore, internet-delivered ACT
has been found to be effective in helping parents of children
with chronic conditions and disabilities (Lappalainen et al.,
2021; Sairanen et al., 2019); and likewise, an ACT-enriched
parent training program has been reported to be superior to
traditional parenting training for parents of children with CP
or acquired brain injury (Brown et al., 2015; Whittingham
et al., 2016). Given the common reference point of parent-
ing a child with any type of disability, and for the sake of
enhancing future upscaling and implementation, a review
(Byrne et al., 2020) and a proof-of-concept paper (Preve-
dini et al., 2020) point to transdiagnostic ACT protocols
as a possible alternative to diagnosis-specific manuals.
This is logical, as ACT is a transdiagnostic therapy (Dindo
etal., 2017). However, we lack transdiagnostic research and
common ACT protocols for parents to children with dis-
abilities despite the apparent benefits of such an approach
(e.g., cost-effectiveness and logistics). Lastly, a treatment
may be supported by many well-controlled studies (i.e.,
have good efficacy), but may still not be feasible if there
are obstacles to successful implementation. The feasibility
of an intervention (program completion, treatment credibil-
ity, etc.) predicts both treatment outcomes and successful
implementation (Foster & Mash, 1999). The extent to which
participants view the intervention as credible and useful in
a given context, along with their beliefs on treatment suc-
cess, are commonly used indicators of treatment outcome in
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treatment-focused research (Delsignore & Schnyder, 2007;
Devilly & Borkovec, 2000). High treatment credibility and
expectancy predict better attendance, treatment adherence,
and motivation, as well as greater therapeutic gains (Bowen
et al., 2009; Nock et al., 2007). Examining the feasibility
from the perspectives of both the participant and the treat-
ment provider sets the stage for successful implementation.
Treatment providers who find the treatment credible adhere
more consistently to the treatment manual; this, in turn,
contributes to greater therapeutic advantages (Bowen et al.,
2009). In addition, it is beneficial to examine feasibility in
a clinical context prior to launching a costly RCT, which
requires substantial resources.

This study serves to both examine the feasibility of ACT
treatment for parents of children with different disabilities
for successful implementation in a clinical context and to test
whether the concept is ready for a RCT. The objective of the
current study was to examine Navigator ACT, a novel, manu-
alized, trans-diagnostic group treatment which was recently
developed at Habilitation and Health, an outpatient habilita-
tion service in Stockholm, Sweden. The goal of Navigator
ACT is to increase the PF and psychological well-being of
parents of children with disabilities. The primary aim of this
study was to systematically evaluate feasibility (completion
rate, factors predicting treatment completion, treatment cred-
ibility, expectancy, usefulness, and satisfaction) of Navigator
ACT in the context of clinical outpatient habilitation ser-
vices, as a preliminary step before conducting a RCT and
possible large-scale implementation. The secondary aim was
to evaluate preliminary treatment outcomes with respect to
parental stress and distress (depression, anxiety, and expe-
riential avoidance), mindfulness skills, as well as the index
children's difficulties and strengths to see how parents per-
ceive their child’s behavior before and after the treatment.

Methods
Study Design and Setting

The data for this open feasibility study were collected dur-
ing 2016-2018 as part of clinical work at six habilitation
centers (outpatient health care disability service clinics) in
both Stockholm and Uppsala regions. The Regional Ethics
Committee of Stockholm approved the study (2016/526-21-
1, 2016/526-31/1). Participants signed a written informed
consent before taking baseline measurements and allocating
them to the treatment.

Recruitment Process and Enrollment of Participants

We used the centers’ websites, course catalogs, and infor-
mational brochures to recruit 143 parents for a screening
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interview and needs assessment that lasted 20-30-min.
Treatment participation was subject to the index child having
contact with disability services, i.e., a diagnosed disability
or a not yet diagnosed but identified severe developmental
delay (for preschool children). The inclusion criteria were as
follows: (1) parents to children aged 0—17 years with a disa-
bility or severe developmental delay, (2) symptoms of stress,
depression, or anxiety associated with the child’s disability,
(3) adequate knowledge of the Swedish language, and (4) the
ability to participate in all sessions. Parents who exhibited
severe psychiatric problems (e.g., suicidal ideation) were
excluded and referred to specialized psychiatric services.
If needed, the patient’s case files could be consulted. An
information meeting was arranged for parents who matched
the inclusion criteria. However, the final decision on inclu-
sion took place only after the informed consent was signed
and standardized self-rating questionnaires were adminis-
tered, including the Hospital Anxiety and Depression Scale
(HADS) to assess the level of distress. Due to the impor-
tance of the individual process, couples (i.e., parents of the
same child) were advised to participate in different groups.
Out of the interviewed applicants, 94 individuals met the
inclusion criteria and were allocated to treatment. Because
we were investigating feasibility from the treatment provider
perspective as well, fifteen group leaders (n=15) took part
in the study. These were health care professionals who were
enrolled in the Navigator ACT group leader training: psy-
chologists (n=26), social workers (n=38), and one special
education teacher. Training participants were selected based
on the applicants’ professional credentials, previous expe-
rience, and motivation. Three of the authors of this paper
developed and held the seven-day, 45-h group leader training
that extended over 6 months and aimed at teaching Naviga-
tor ACT facilitator skills and increasing treatment fidelity.
The training consisted of lectures, clinical supervision, and
clinical practice (i.e., holding a Navigator ACT group). The
manual’s developers provided supervision during training
after each treatment session, which allowed them to monitor
skill acquisition and collect user feedback for the purpose of
reviewing and editing the manual. Clinical supervision was
only provided during the training period. For more details,
see Table 1 Group leader training of Navigator ACT.

Navigator ACT Treatment

Navigator ACT is a transdiagnostic, manualized treatment
developed by Habilitation and Health, Region Stockholm,
in Stockholm, Sweden. It was originally modified from
the manual ACT to Deal with Stress and Promote Health
(Livheim, 2008) following ten years of experience with ACT
groups for parents of autistic children as part of outpatient
habilitation services in Stockholm. In addition, the treat-
ment outline was inspired by Lisa Coyne’s (Harvard Medical
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School) protocol for ACT groups for parents of autistic chil-
dren and other relevant literature. Two ACT-trained psychol-
ogists with extensive experience in facilitating ACT groups
for parents of autistic children, together with the Navigator
ACT project team, contributed to developing the final treat-
ment protocol. The Navigator ACT manual is based on the
general working processes of ACT, with its main therapeutic
aim being to increase parental PF. The treatment consists of
five sessions (3.5 h each) in a closed group and one booster
session (2.5 h), resulting in a total of 20 h of treatment.
Each of the five sessions has a theme, which is addressed
through experiential exercises, metaphors, paradoxes, role-
play, imaginary exposure, and psychoeducation. Homework

by 5x%3.5 h workshops covering the content of each session

before facilitation of a group session. (Total: 24.5 h)
Clinical training: Facilitation of the first group together with a

colleague inclusive recruiting and needs assessment. (Total:

over 6 months. Parallel clinical practice
Lectures/experiential workshops: 7 h introductory day followed

Supervision: In small groups after each group session. 5 occa-
sions, each 2.5 h (Total 12,5 h)

Total training package 7 days inclusive supervision reaching

-
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in Tables 3 and 4.
Feasibility Measures

In this study, the primary assessments concerned the fea-
sibility of Navigator ACT. The main assessment measures
were treatment completion and satisfaction. The goal for
good feasibility regarding completion was set a bit higher
than previous clinical experience would point to, with the
ambitious aim of having 75% of the participants complete
the program (i.e., attending at least four out of five sessions
and completing the post-measurement assessment at the end
of the treatment (time point 2, T2). Treatment credibility and
expectancy were measured with the Credibility and Expec-
tancy Questionnaire (CEQ) (Devilly & Borkovec, 2000)
before the start of treatment (at time point 1, T1) and at
T2. Credibility refers to “face validity”: i.e., how believable,
and logical the treatment appears. Expectancy refers to the

services with a higher education degree (Magister/Master’s),
e.g., licensed psychologists, social workers, speech- and
language therapists or special education teachers

Group leader training educators and supervisors
retical and clinical work with ACT

Table 1 Contents of the group leader training of Navigator ACT

Health care professionals in the disability (habilitation)
Experienced clinical psychologists with several years of theo-

Group leader background

Group leaders
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Homework

Main topics

Table 2 Session, theme, main topics and homework in Navigator ACT

Session Theme

@ Springer

Parenting a child with disability; psychoeducation on parenting stress, grief Guided mindfulness exercises: mindful observing of the child; noticing

“Where am 177

struggle and acceptance; action plan: recovery and rest

and the importance of rest; creative hopelessness; workability of used
coping strategies; control and avoidance; acceptance as an alternative

Guided mindfulness exercises; mindfulness in everyday tasks, play and

“What is important to me?” Impact of language in suffering; healthy distance to inner experiences;

2

activity; noticing struggle and acceptance; Parent-Navigator: create a

route; action plan: recovery and rest

mindfulness in everyday chores, play and activity; valued areas of life;

values and goals; acceptance of the child with disability; self-compassion

Guided mindfulness exercises; mindfulness in everyday tasks, play and

Values-work: “Navigator for parenting and life”’; identification and man-

“What can stop me?”

3

activity; action plan: recovery and rest; Parent-Navigator; identification of

triggers

agement plan for inner and outer barriers to values-based actions; verbal

rules as barriers, triggers in challenging parenting situations

Guided mindfulness exercises; mindfulness in everyday tasks, play and

Observer-perspective and perspective change; “throw the anchor”- mind-

“What do I need to do?”

activity; action plan: recovery and rest; action plan: valued activities and

managing barriers

fulness and experiential acceptance in challenging parenting situations;

doing what matters: committed action plan

All homework from previous sessions; letter to myself;

Create energy-balance: change or accept daily activities; commitment
Navigator ACT for life!

“What do I promise

5

to values-based parental choices and actions; self-care: mindfulness in

myself?”

pleasant situations; self-compassion; psychologically flexible parenting

patient’s belief in a positive treatment outcome. The CEQ
contains two parts and six items, rated on a 1-9 Likert scale
or a 0-100% scale, depending upon the item. The items in
Part I are as follows: (1) How much sense does the treatment
offered to you seem to make? 2) How sure are you that this
treatment is going to reduce your distress? (3) How willing
are you to recommend this treatment to a friend? 4) How
much better are you going to feel at the end of the treatment?
Part II repeats items 2 and 4, as the patient is asked to take a
moment and then answer how they intuitively feel about the
treatment. Higher CEQ scores reflect higher credibility and
outcome expectancy (Devilly & Borkovec, 2000). Session
Evaluation Forms (SEF) (Bramham et al., 2009; Hirvikoski,
Jonsson, et al., 2015; Hirvikoski, Waaler, et al., 2015) were
used to measure immediate satisfaction after each session.
The SEF is composed of eight questions scored 1-9 on a
Likert scale, aiming to measure the usefulness of the session
content (questions 1-3), skills acquisition and readiness to
use the skills (questions 4-6), and the benefits of sharing
experiences with other parents (questions 7-8). In addition,
a modified version of the Patient Evaluation Form (PEF)
(Hesslinger et al., 2002; Hirvikoski et al., 2011) was used
to evaluate the entire intervention at T2. The PEF consists
of nine questions on a four-point Likert scale that targets
whether the treatment had a clear focus and promoted ACT
skills acquisition and future participation in similar groups.
In addition, participants were provided with three open-
ended questions that asked about how the treatment could
be improved and what the parent could have done better and
solicited open feedback. Finally, the treatment was evaluated
by grading it on a four-point Likert scale from O to 3: fail,
pass, well done, and very well done.

Adverse Events and Serious Adverse Events

Group leaders recorded adverse events and serious adverse
events were recorded in case report forms. An adverse event
was defined as any kind of patient-reported difficulty or neg-
ative event. Serious adverse events were those requiring hos-
pitalization. A possible association between the events and
the treatment was evaluated after the end of data collection.

Preliminary Outcome Measures

The effectiveness measures were included for a prelimi-
nary estimation of the treatment’s effects in order to assess
whether further efficacy testing was recommended. Stand-
ardized self-rating questionnaires (Berry & Jones, 1995;
Brown & Ryan, 2003; Cheron et al., 2009; Goodman, 2001;
Zigmond & Snaith, 1983) with good psychometric proper-
ties were administered at T1 (0—2 weeks before treatment),
at T2 (0-2 weeks after the treatment), and at time point 3,
T3 (3—4-month follow-up). Four measures were used. (1)
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Table 3 Demographic information of parents enrolled in the study divided into completers and non-completers

n=94 n=total included (%) n=out of 69 completers (%) n=out of 25 non-completers  Test statistics
(%)
Gender 85 (90.4) Female 62 (89.1) Female 23 (92.0) Female n.s
9 (9.6) Male 7 (10.9) Male 2 (8.0) Male
Parent disability 84 (89.4) No disability 44 (92.8) No disability 20 (80.0) No disability n.s. (p=0.07)
10 (10.6) Disability 5 (7.2) Disability 5 (20.0) Disability
University exam 54 (57.4) University exam 44 (63.8) University exam 10 (40.0) University exam xy2=4.24,
40 (42.6) No exam 25 (36.2) No exam 15 (60.0) No exam p<0.05,
V=0.39
Occupational status 72 (76.6) Employed or student 51 (73.9) Employed or student 21 (84.0) Employed or student n.s
22 (23.4) Unemployed or sick 18 (26.1) Unemployed or sick 4 (16.0) Unemployed or sick
leave leave leave
Living with another adult 76 (80.9) Yes partnership 57 (82.6) Yes partnership 19 (76.0) Yes partnership n.s
18 (19.1) Single parent 12 (17.4) Single parent 6 (24.0) Single parent
Caring for the child 82 (87.2) Full-time care 60 (87.0) Full-time care 22 (88.0) Full time care n.s
12 (12.8) Part-time or less 9 (13.0) Part-time or less 3 (12.0) Part-time or less
Ongoing other counselling 66 (70.2) No counselling 43 (62.3) No counselling 23 (92.0) No counselling x2=1.73,
28 (29.8) On-going counsel- 26 (37.7) On-going counsel- 2 (8.0) On-going counselling  p<0.05
ling ling V=0.29
Previous counselling® 57 (64.0) Previous treatment 41 (64.1) Previous treatment 16 (64.0) Previous treatment n.s
32 (36.0) No 23 (35.9) No 9 (36.0) No
Ongoing psychoactive medica- 66 (69.9) No psychoactive 51 (73.9) No psychoactive 15 (60.0) No psychoactive n.s
tion medication medication medication
28 (30.1) On medication 18 (26.1) On medication 10 (40.0) On medication
Physical health 54 (57.4) Physical ill-health 38 (53.7) Physical ill-health 16 (64.0) Physical ill-health n.s

40 (42.6) No physical health
issues

31 (46.3) No physical health
issues

9 (36.0) No physical health
issues

*Missing n=35

Table 4 Demographic information of the index children with disability divided into the children of completers and non-completers

n=94 n=total included (%) n=out of 69 completers (%) n=out of 25 non-completers  Test statistics
(%)
Gender” 66 (72.5) Boy 38 (57.6) Boy 18 (72.0) Boy n.s
25 (27.5) Girl 28 (42.4) Girl 7 (28.0) Girl
Main disability 66 (70.2) ASD 50 (72.5) ASD 16 (64.0) ASD n.s
28 (29.8) Other 19 (27.5) Other 9 (36.0) Other
Comorbid disability 55 (58.5) No other diagnosis 39 (56.5) No other diagnosis 16 (64.0) No other diagnosis ns
39 (42.5) Comorbid diagnosis 30 (43.5) Comorbid diagnosis 9 (36.0) Comorbid diagnosis
Number of children in the 65 (69.9) Two children or less 50 (72.5) Two children or less 15 (60.0) Two children or less  n.s
family 29 (30.1) Three or more 19 (27.5) Three or more 10 (40.0) Three or more
Number of children with dis- 74 (79.6) One with disability 54 (79.4) One with disability 20 (80.0) One with disability — n.s
ability in the familyb 19 (20.4) Two or more with 14 (20.6) Two or more with 5 (20.0) Two or more with
disability disability disability
Number of children under 68 (72.3) Two children or less 52 (75.4) Two children or less 16 (64.0) Two children or less  n.s

18 years

under 18 years
26 (27.7) Three or more under
18 years

under 18 years
17 (24.6) Three or more under
18 years

under 18 years
9 (36.0) Three or more under
18 years

Missing n=3, "missing n=1 (ASD=Autism Spectrum Disorder; Other=e.g., Celebral Palsy, Acquired Brain Injury, Multiple Disabilities;
Intellectual Disability; Attention Deficit Hyperactivity Disorder; Physical Disabilities)

The Parental Acceptance and Action Questionnaire (PAAQ;
Cheron et al., 2009) is a 15-item scale that targets experien-
tial avoidance in the parenting context. The PAAQ is divided

into subscales on Unwillingness (parental avoidance of the
child’s emotional experiences) and Inaction (parental avoid-
ance of action-taking in the context of the child’s negative
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emotional experiences). The inaction scale has nine items
and the unwillingness scale six items, each scored from 1
to 7. Higher scores indicate higher experiential avoidance,
and lower scores indicate greater PF (Cheron et al., 2009).
The scale was translated into Swedish using a translation/
back-translation procedure. Cronbach’s alpha for the PAAQ
in this study was a=0.66. (2) The Mindfulness Awareness
Attention Scale (MAAS; Brown & Ryan, 2003) is a 15-item
scale (scored from 1 to 6) where higher scores reflect greater
mindfulness, and lower scores indicate psychological dis-
tress. In this study, MAAS showed an internal consistency
of «=0.87 (3) The Parental Stress Scale (PSS) (Berry &
Jones, 1995) is an 18-item measure of parental stress scored
from 1 to 5, with sum scores ranging from 18 to 90. The
scale is composed of four subscales: rewards, stressors, lack
of control, and dissatisfaction in parenting. Higher scores
imply greater parental stress. The internal consistency for
the PSS in this study was a«=0.77. (4) The Hospital Anxiety
and Depression Scale (HADS) (Zigmond & Snaith, 1983)
is a 14-item rating scale to measure clinical depression and
anxiety consisting of the seven-item HADS-A (anxiety) and
seven-item HADS-D (depression) subscales, with each item
scored from 0 to 3. A subscale score > 8 represents clinical
anxiety or depression, and a score > 14 for the combined
scale indicates that both disorders are present (Brennan
et al., 2010). In this study, Cronbach’s alpha for HADS was
0.85. (5) The Strengths and Difficulties Questionnaire (P4-
17 SDQ) (Goodman, 2001) is a 25-item, caregiver-admin-
istered scale to assess difficulties and strengths in children
aged 4—17 years. Four of the subscales reflect difficulties
(emotional, conduct, peer, and hyperactivity/inattention),
and one reflects a strength (prosocial behavior). Higher
scores reflect both greater difficulties and strengths. In this
study, the internal consistency of the SDQ was a=0.65.

Treatment Provider Measures

The group leaders filled out a slightly adjusted version of
the CEQ (Devilly & Borkovec, 2000) before they held their
first group session (at T1) and again after completing the
last day of their training (at T2). The questions concerned:
(1) Navigator ACT’s credibility and outcome expectancy
as a treatment for parents of children with disabilities (Part
I), and the credibility of the Navigator ACT group leader
training as an ACT training program, and the expectancy of
gains in personal competency (Part II). Part I contained four
items and Part II five items, all rated 1-10 on a Likert scale.
In addition, satisfaction with and perceived usefulness of
the group leader training was assessed using a modified ver-
sion of the session evaluation form (SEF) at the end of the
theoretical portion of the training (sessions 2—6) and before
each supervision session. The questions regarded learning
theory and practical (Navigator) ACT skills, the usefulness
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of the current learning session, and the benefits of being able
to share experiences with other group leaders.

Statistical Analysis

Statistical analyses were performed using IBM SPSS Sta-
tistics version 26. Data were screened and described using
descriptive statistics. There were a small number of missing
data points (n=4). Treatment completers were compared to
non-completers using Chi-square, along with Cramer’s V for
effect size (Cohen, 1988). The effect sizes were interpreted
as follows: weak (0.10-0.20), moderate (0.20-0.40), rela-
tively strong (0.40-0.60), strong (0.60-0.80), or very strong
(>0.80) (Cohen, 1988). The CEQ had items using both a
Likert scale and percentages; therefore, the items in percent-
ages were transformed to match the items on the 0—10 Likert
scale. The values of 40%, 50%, and 60% were all assigned
a score of 5 (Nock et al., 2007). The PEF had open-ended
questions, which were analyzed using an inductive thematic
data analysis by the first author. The reoccurring phrases
were grouped together and coded into themes. The emerged
themes were then validated by another researcher (PL) and
finally accepted after a consensus discussion in the research
group. The effectiveness-related data was analyzed from T1
to T2 and from T1 to T3 with separate series of repeated-
measures ANOVA (rmANOVAs). Outliers in the continuous
variables were analyzed using boxplots and were generally
few. The rmANOVAs were conducted per protocol: i.e., only
participants that attended at least four of the five treatment
sessions and completed the post-measurement assessments
were included. Mauchly’s test of sphericity was also con-
ducted. In the few cases of violation of sphericity, Green-
house—Geisser was used (Tabachnick & Fidell, 2019) The
effect sizes were expressed as partial eta squared (npz) and
interpreted as 0.01-0.05 =small, 0.06—0.13 = medium, and
0.14 and up =large (Cohen, 1988). All the statistical analy-
ses were planned a priori, and the alpha level was set at 05.

Results
Background and Demographic Variables

Out of the 143 screened parents, 94 (85 mothers and 9
fathers) were allocated to the treatment. Eight of the allo-
cated parents never came to the first session, resulting in 86
parents starting the treatment. The details regarding enroll-
ment, allocation, and completion count are shown in Fig. 1
Flowchart of parents enrolled in the study.

The participating mothers and fathers ranged in age from
27 to 55 M =41.4, SD=6.18), parenting at least one child
aged 2—17 years (M =8.26, SD=4.08) with a disability
(including ASD, ID, ADHD, and motor disabilities). At
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T1, the participating parents exhibited mild clinical depres-
sion on average (HADS-D subscale M =9.30, SD=3.41),
moderate to severe anxiety (HADS-A subscale M=13.3,
SD=4.13) and parenting stress (PSS M=48.3, SD=10.72;).
Demographic information, divided into completers and non-
completers, is presented in Table 3 for parents and in Table 4
for the index children.

Feasibility

Of the 86 parents that came to the first session, 69 (80%)
attended at least four out of the five sessions (two parents
who completed at least four sessions did not complete the
post-assessment). There were no significant differences
between completers (n=69) and non-completers (n=25) in

terms of demographic data at baseline, with the exception of
two variables. Completers were more likely to have univer-
sity education (p <0.05) and to be participating in ongoing
counseling (p <0.05) compared to non-completers. The most
common reasons for non-attendance were unpredictable
and sudden stressful events, childcare problems, too many
appointments with disability services, or illness (child’s or
parent’s). Complete dropout occurred mainly due to child-
care problems, illness, or another type of crisis. Regarding
the credibility and expectancy of the intervention, parents
reported an average of M=6.7 (SD=1.32) out of 9.0 at T1,
and M=7.3 (SD=1.19) at T2 on the CEQ for the average
of all items. Session satisfaction (SEF, average of all items)
ranged from M =7.20 (SD=0.89) for the first session to
M=7.84 (SD=0.84) for the last session, on a scale of 1 t0 9.

»| Excluded after telephone screening (n=38)

Did not come to information meeting (n=6)

Excluded after information meeting (n=0)

A4

Chose not to participate (n=5)

v

Did not come to first session (n=8)

Non-completion due to child’s/own illness/no child-
care (n=3); unstable life situation (n=2); other

reasons (n=10), attended at least 4/5 sessions but

\4

did not completed post-treatment assessment T2
(n=2).

Lost to follow-up T3 (n=3)

v

Fig. 1 Flowchart of parents ( \
enrolled in the study. Microsoft Parents to children with disabilities
Word, 2016 screened by telephone (n=143)
)
c
(7]
£ v
o ) ) ) )
E Invited to information meeting after
wl initial screening (n=105)
- A
)
Allocated to treatment after
information meeting and baseline
assessment T1 (n=94)
c
2 ¥
I
(¥] Came to first session (n=86)
i)
) l
Received allocated intervention, at least
4/5 sessions (n=69) and completed the
post-treatment assessment T2 (n=67)
l
[
? Completed allocated intervention and
; participated at 3-month follow-up
§ assessment T3 (n=65).
(o]
L
-
)
w
" v
>
] All analyses were performed per protocol
c from T1-T2 and T1-T3
<
~~__
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Figure 2 Mean scores of treatment satisfaction through ses-
sion evaluations (SEF). Further analysis of the SEF revealed
that satisfaction with session content (items 1-3) ranged
from M=6.81 (SD=1.24) to M=7.80 (SD=1.08), satisfac-
tion with skills acquisition (items 4-6) ranged from M=7.09
(SD=1.02) to 7.60 (SD=1.04), and satisfaction with shar-
ing experiences with other parents (items 7-8) ranged from
M=7.30 (SD=1.36) to 8.22 (SD=0.89). With respect to
the evaluation of the treatment as a whole at T2 (PEF), the
results showed high satisfaction both with the treatment and
with the learning of ACT skills. Scores on the PEF ranged
from the highest mean score M =3.97 (SD=0.02) out of a
maximum of 4 for the item “the treatment had a clear focus
on parents to children with disabilities” to the lowest score
of M=2.97 (SD=0.13) for the ACT-skills related item “I
do things that are important to me more often” (engage-
ment in values-based activities). In addition, participants
gave a high grade of M=2.6 on a scale of 0-3, indicating a
strong assessment of the treatment being “well done.” The
open-ended questions elicited responses from 47 parents
regarding their suggestions for improvement and general
feedback. The following themes emerged: 1) The treatment
should increase the amount of time spent sharing with other
parents (14 responses), 2) The participant should engage
more in homework (16 responses), 3) Appreciation for group
leaders and treatment content (16 responses). See Table 5 for
the results of the thematic analysis of open questions.

Session evaluation: mean (+/- 2 S.E.) of all 8 items (scored 0-9)

Session 2

Session 1

Session 3

Adverse Events and Serious Adverse Events

Two serious adverse events were reported (e.g., vehicle acci-
dent) but were judged to be unrelated to the treatment per se.

Preliminary Outcome Measures

The rmANOVAs showed a significant reduction in expe-
riential avoidance (PAAQ) from T1 to T2 (p <0.001) with
large effect size npz =0.19. When the PAAQ subscales
were analyzed separately, a larger change was observed
in the Inaction subscale (p <0.001, np2:0.21) than in the
Unwillingness subscale (p < 0.05, np2 =0.08). Furthermore,
improvements were shown in mindfulness skills (MAAS,
p <0.001), depression (HADS-D, p <0.001), and anxiety
(HADS-A, p<0.001) with large effect sizes. At T3, the
effects remained stable. See Table 6 for the parent-related
descriptive statistics and results of the rmANOVAs, and
Table 7 for the child-related variables and rmANOVAs. The
decline in parental stress (PSS) was not statistically signifi-
cant at T2 at the total scale level but showed a significant
change at T3 (p <0.05). However, one of the subscales of the
PSS—satisfaction in parenting—was significant at both T2
(p<0.05) and T3, (p <0.001), indicating increased parental
satisfaction.

Regarding the index child’s difficulties and strengths
(SDQ), there were significant reductions in the child’s total
difficulties (p <0.05), the impact of the child’s difficulties
on the family (p <0.05), and the experienced burden of care
(p<0.05). When the subscales were analyzed separately,

Session4 Session 5

Fig.2 Mean score of treatment satisfaction through session evaluations, SEF (scored1-9 for each session). IBM SPSS Statistics, version 26
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Table 5 Results of the thematic analysis of open questions (Patient Evaluation Form, PEF)

Question 1
How the treatment could be improved?

Question 2
What I as a participant could have done bet-
ter?

Question 3
General feedback

Theme: More time for sharing/talking with
other parents

Examples:

“Wish to have more discussions in a group
to share similarities and differences in our
children.”

“A few more sessions and longer time to dis-
cuss with each other and share experiences.
It took 3 sessions until we really started to
talk with each other.”

“More time for group discussions.”

Theme: Should have done more homework

Examples:

“I should have been more meticulous and
done more exercises.”

“Should have done more homework, shared
more.”

“Should have made sure that I did more of the
exercises in between the sessions.”

Theme: Appreciation for group leaders and
group content

Examples:

“Finally, a treatment for me and my well-being.
It’s been a really good course!

“A great group leaders and group. Great with
concrete exercises/role-plays in combination
with facts and mindfulness. Highest grade!”

” Totally awesome treatment. Give this to all
parents!”

“I want to continue to use these strategies that
help me as a parent to gain increased well-
being. It’s good even for my kids!”

Table6 Means and standard deviations (SD) for parent-related outcome variables at T1-T2 and T1-T2-T3, repeated measures ANOVA

(rmANOVA), p-values and effect sizes (npz)

n=94 Baseline Post Follow-up rmANOVA rmANOVA
Tl n=69 T2 n=67 T3 n=64 T1-T2 T1-T2-T3
M (SD) M (SD) M (SD) M (SD) M (SD)
PAAQ -15 total EA 65.92 60.31 58.25 F (164=14.55 F 0120)=12.82
(11.8) (10.7) (11.6) p<0.001 p<0.001
n,2=0.19 1,°=0.18
PAAQ 29.89 28.38 27.49 F (164=5.16 F (18 120)=4.94
EA-unwillingness (5.96) (5.66) (6.67) p<0.05 p<0.05
1,/=0.08 1,°=0.08
PAAQ EA-inaction 36.03 31.92 30.75 F 1, 6=16.67 F (3.120)=14.03
(8.06) (6.64) (7.60) p<0.001 p<0.001
n,’=0.21 1,/=0.19
MAAS mindfulness 3.01 3.45 3.64 F (166)=20.87 F (5 124)=24.89
(0.67) (0.76) 0.73) p<0.001 p<0.001
/=024 1,/=029
HADS total 22.57 16.46 15.71 F (166)=60.44 F (5.124y=40.85
(6.47) (6.18) (7.21) p<0.001 p<0.001
1,/ =048 1,°=0.40
HADS depression 9.30 6.51 5.97 F (1 66=43.66 F o, 124y=33.64
(3.41) (3.38) (3.44) p<0.001 p<0.001
1,/=0.40 1,°=035
HADS anxiety 13.27 9.96 9.75 F (1,66=50.87 F (0104=32.38
(4.13) (3.81) (4.37) p<0.001 p<0.001
n,2=0.44 /=034
PSS total 48.25 46.54 4532 n.s F 15 104y=3.11
(10.72) 9.10) (10.9) p<0.05
1,°=0.05
PSS rewards 11.06 11.00 10.71 n.s n.s
(4.29) (3.87) (4.18)
PSS stressors 20.82 20.04 19.83 n.s n.s
(4.76) (4.49) (4.95)
PSS lack of control 777 7.09 7.18 n.s n.s
(2.79) (2.60) (2.68)
PSS dissatisfaction in parenting 8.16 7.28 6.83 F (1,63y=6.76 F (151, 115y=10.46
(2.62) (2.68) (2.75) p<0.05 p<0.001
n,2=0.10 1,°=0.15

PAAQ-15 Parental Acceptance and Action Questionnaire, 15-item version; MAAS Mindfulness Awareness and Attention Scale; HADS Hospital
Anxiety and Depression Scale; PSS Parental Stress Scale

p-values in italics denote statistically significant changes in outcomes
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Table 7 Means and standard deviations (SD) for child-related outcome variables at T1-T2 and TI1-T2-T3, repeated measures ANOVA

(rmANOVA), p-values and effect sizes (npz)

n=94 Baseline Post Follow-up rmANOVA rmANOVA
T1 n=69 T2 n=67 T3 n=62 T1-T2 T1-T2-T3
M (SD) M (SD) M (SD) M (SD) M (SD)

SDQ- 19.51 17.71 17.35 F (1, 64y=10.63 F p118=8.73

total difficulties (6.94) (6.36) (6.96) p<0.05 p<0.001
n,’=0.14 n,/=0.13

SDQ STRENGHT 491 5.58 5.77 F . ey=11.07 F o 115=734

Pro-social behavior (2.51) (2.67) (2.47) p<0.001 p<0.001
n,’=0.15 n,’=0.11

SDQ 4.34 3.65 3.90 F (164y=9.50 F 8 118=470

Emotional problems (2.65) (2.53) (2.62) p<0.05 p<0.05
n,°=0.13 1,°=0.07

SDQ 3.85 3.38 2.95 F (1 64=6.51 F (181, 118=12.80

Conduct problems (2.40) (2.19) (2.29) p<0.05 p=0.001
n,’=0.09 n,’=0.18

SDQ 6.75 6.34 6.17 n.s n.s

Inattention/hyperactivity (2.66) (2.73) (2.74)

SDQ 4.57 4.34 4.33 n.s n.s

Peer problems (2.23) (1.91) (2.06)

SDQ 5.28 4.60 4.48 F (1, 64=5.60 F 7 1us=411

Impact score 2.71) (2.76) (2.94) p<0.05 p<0.05
n,’=0.08 1,°=0.07

SDQ 1.52 1.31 1.15 F (1, 64y=6.60 F (17118=12.46

Total burden score (0.62) (0.68) (0.81) p<0.05 p<0.05
n,°=0.09 1,/ =0.17

SDQ Strenghts and Difficulties Questionnaire

a significant reduction was seen in the child’s emotional
problems (p <0.05) and conduct problems (p <0.05), cou-
pled with an increase in prosocial behaviors (p <0.001). All
child-related measures were maintained or improved at T3.

Treatment provider measures

Fifteen treatment providers completed the adjusted CEQ,
scored 1-10. The overall credibility and expectancy were
M=9.07 (SD=0.37) for the Navigator ACT treatment (part
I), and M=9.59 (SD=0.50) for the group leader training
(part II). In addition, the treatment providers satisfaction
with the course sessions ranged from M =7.00 (SD=0.74)
to M=7.49 (SD=0.93) out of maximum 10 (SEF).

Discussion

The main aim of this study was to determine the feasibil-
ity of the novel, transdiagnostic manualized Navigator ACT
group intervention, in the context of publicly funded out-
patient habilitation services as measured using treatment
completion and user satisfaction. In addition, the prelimi-
nary outcome of the Navigator ACT treatment was evaluated
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using measures of parental well-being and child outcomes,
such as the emotional and behavioral problems of the child.

Feasibility

The goal of “good feasibility” (at least 75% of participants
attending four out of five sessions) was met. In a disability
services context, the 80% of participants who completed the
program can be considered very good, as last-minute cancel-
lations and treatment dropouts are common among parents
of children with disabilities (Ballantyne et al., 2019), as well
as in health care treatment in general (Fenger et al., 2011).
Our completion requirement (attending at least four out of
five sessions) was quite strict, meaning that parents who
missed more than one session were considered non-com-
pleters even if they attended most of the treatment sessions
and completed the assessments at T1, T2, and T3. Individual
psychotherapeutic treatments (including ACT) usually have
a dropout rate of between 15 and 30% (Ong et al., 2018). In
earlier studies, demographic variables such as living alone,
low educational attainment, being unemployed, psychiatric
comorbidities, and current treatment with psychotropic med-
ication have been associated with both missed treatment ses-
sions and dropout (Fenger et al., 2011); being a female and
caring for a child have also been linked to missed sessions.
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but not to dropout (Fenger et al., 2011). The participants in
our sample reported “practical reasons,” for missed sessions
and dropping out, such as childcare problems, illness, and
sudden stressful events. When we analyzed and compared
the demographic variables and characteristics of completers
and non-completers, we generally did not find significant dif-
ferences. As in the above-mentioned previous study (Fenger
et al., 2011), the completers in our study had a higher edu-
cational attainment (university exam) than non-completers.
Furthermore, the completers more often had other ongoing
support or counseling during the treatment. The nature of
“other counseling” was not specified in the questionnaire.
According to the feedback from the group leaders, “other
support” could have been anything from a supportive dis-
cussion with a social worker to coaching or psychological
counselling. However, 70% of participants were not receiv-
ing other counseling during the time they participated in the
Navigator ACT treatment. In addition, the Chi-square test
approached significance for parental disability, (p=0.07).

We might speculate that our sample size (n=94) was
underpowered for making an analysis of completers vs.
non-completers and thus risked reflecting type-II errors. For
example, parents with their own disability may be at higher
risk for non-completion and may possibly need additional
support to complete the treatment.

Although there were few significant differences between
completers and non-completers, the study participants were
not problem-free. According to the sample’s character-
istics, the typical participant was a stressed, middle-aged
mother parenting an autistic child. She was mildly clini-
cally depressed, moderately to severely anxious, and had
chronic pain. The total mean score for depression and anxi-
ety (M=22.57, SD=6.47, HADS) at T1 was well above
the clinical cutoff (11 points) and above the average for the
Swedish community sample (M =8.53, SD=6.54, HADS)
(Lisspers et al., 1997). These symptomatic characteristics are
similar to those that have been previously reported regard-
ing stress, distress, and physical health issues in parents of
children with disability (Dykens & Lambert, 2013; Hatton &
Emerson, 2003; Neece & Chan, 2017; Theule et al., 2013).
The characteristics of the sample (e.g., presence of clinical
depression and anxiety) speak to the effectiveness of the
structured screening process: i.e., it was motivated parents
with clinical symptoms in the need of the intervention who
received the treatment. Therefore, we recommend structured
screening through a needs-assessment interview and a pre-
intervention informational meeting as a regular part of the
routine prior to the start of Navigator ACT treatment. How-
ever, what the sample characteristics also tell us is that we
need to continue to develop the recruitment process and our
informational brochures in order to better reach out to dis-
tressed fathers, parents with lower educational attainment,
and parents of children with disabilities other than ASD.

Participants in this study reported good credibility and
expectancy (CEQ) for the treatment at T1 (M =6.7 out of
9.0, SD=1.32), and thus Navigator ACT was considered
logical, and parents expected a reduction in their symptoms.
This may partly explain the participants’ good completion
percentage and treatment adherence. According to several
studies, high outcome expectations predict adherence to
treatment, decrease the risk of dropout, and have an impact
on treatment outcomes (Devilly & Borkovec, 2000; Nock
et al., 2007; Thompson-Hollands et al., 2014). Furthermore,
participants appreciated the treatment. Parents reported high
satisfaction with all five sessions, with slightly increasing
satisfaction in each session as the program went on. In
addition, participants were satisfied with the treatment as a
whole. They found the treatment to have a clear focus, to be
meaningful and useful in the context of distress associated
with parenting, and to be effective in teaching ACT skills. A
clear majority of parents stated they would attend a similar
treatment again in the future (M =3.88 out of 4). One of
the ACT skills—related items that the participants were least
satisfied with (close to M =3.0 out of 4) was experiential
acceptance. Even though the mean still reflects relatively
high agreement with the statement, it should be taken into
consideration that experiential acceptance may need more
attention during the treatment, as it is a difficult skill to mas-
ter. The group leader feedback confirms the difficulties with
this item. Moreover, according to our thematic analysis of
open questions, the treatment protocol would be improved
by allowing more time for sharing with other parents and
placing greater emphasis on motivating participants to com-
plete their homework. Other treatment studies emphasize the
importance of homework for both treatment adherence and
positive outcomes (LeBeau et al., 2013). In addition, when
evaluating a new intervention, “first of all, do no harm” (Lil-
ienfeld, 2007). Therefore, it is important to note that there
were no treatment-related adverse effects or serious adverse
effects reported.

Treatment Providers

For the sake of investigating treatment feasibility and future
large-scale implementation, we wanted to examine group
leaders’ expectations and opinions regarding the treatment
and their own group leader training. They found the treat-
ment to be highly credible for the target group and they had
high expectancy of parents completing the treatment and
improving their mental health. The extensive group leader
training may have increased the credibility of the treatment
in the therapist’s eyes and affected their adherence to the
manual; this, in turn, may have promoted positive outcomes
in parents. According to previous research, treatment pro-
viders who find a treatment to be credible adhere more
consistently to the manual and promote greater therapeutic

@ Springer



1846

Journal of Autism and Developmental Disorders (2023) 53:1834-1849

advantages in patients (Bowen et al., 2009). In this study,
the participating health care workers in the disability field
were selected for ACT training after “passing” an interview
that examined their credentials and motivation and receiv-
ing comprehensive information on the treatment and the
research project—all of this may have promoted adherence
to the manual. The group leaders appreciated the group
leader training, finding it useful and effective in increas-
ing their competency as ACT therapists. They had a good
understanding of the information that was provided and
were satisfied with their readiness to use the ACT strate-
gies. However, they wished for more opportunities to share
experiences with each other during the training. This may
depend on the session evaluations being delivered directly
after the “hectic” theoretical part of the training and not
after the clinical supervision, where the leaders did have
opportunities for sharing.

Preliminary Outcome Measures

We evaluated the preliminary outcome of the Navigator
ACT treatment, which seeks to increase PF and the psy-
chological well-being of parents of children with disabili-
ties, along with flexible and mindful parenting practices.
Our preliminary results are in line with previous studies that
have shown positive mental health changes in parents after
an ACT intervention (Blackledge & Hayes, 2006; Byrne
et al., 2020; Fung et al., 2018; Gould et al., 2018; Hahs
et al., 2019). However, the majority of previous studies have
focused on treatment groups for parents of children with the
same diagnosis, mainly ASD. The current study lifts rransdi-
agnostic ACT parent treatment groups as an option and con-
firms the results of earlier studies involving heterogeneous
groups of parents of children with chronic conditions (e.g.,
Lappalainen et al., 2021; Sairanen et al., 2019). Over the
past 40 years ACT has been successfully applied in a wide
variety of settings for several different conditions, which
makes it ideal in the context of transdiagnostic disabilities
(Dindo et al., 2017).

We were able to identify significant parental improve-
ments with regard to mindfulness (MAAS), parental experi-
ential avoidance (PAAQ), depression (HADS-D), and anxi-
ety (HADS-A), with large effect sizes. These findings are in
line with those of several other studies that have looked at
the use of ACT in supporting parents (Byrne et al., 2020;
Juvin et al., 2021). The improvements we identified in our
study were maintained at T3, a finding also consistent with
previous research regarding the sustainable effects of ACT
treatment (Kohtala et al., 2017). Surprisingly, the decline
in overall parental stress (PSS) was not significant until T3.
The subscale analysis showed that even then, the change was
mainly due to an increase in one of the four subscales—sat-
isfaction in parenting, which was already significant at T2.
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Previous studies have proposed a transactional effect
between parental involvement in ACT and an increase in
children's psychological well-being and adjustment. Our
results support this finding, as the index children’s dif-
ficulties—especially behavioral and emotional problems
(SDQ)—declined significantly after their parents partici-
pated in the Navigator ACT treatment, while their prosocial
behaviors had increased. At the baseline, these children with
disabilities (e.g., ASD, ADHD, ID) showed a high level of
additional difficulties, especially emotional and behavioral
problems, which is in line with previous research concern-
ing comorbid emotional and behavioral problems in chil-
dren with disabilities (Emerson et al., 2010; Yorke et al.,
2018). In this study, the most significant reductions in the
index children’s difficulties (SDQ) concerned emotional and
behavioral problems. Parental treatment targeting stress and
distress has previously been associated with a decrease in
behavioral problems in children due to the transactional
relationship between parents’ stress/distress and children’s
behavioral problems (Leeming & Hayes, 2016; Neece et al.,
2012). Parents’ learning pivotal ACT skills such as expe-
riential acceptance, flexible and mindful attentiveness to
stimuli, verbal distancing (e.g., from negative judgments of
their own parenting) and value-based and contextually sensi-
tive action-taking may have not only resulted in increased
parental well-being but also in more adaptive and effec-
tive parenting practices. This, in turn, may have resulted
in children becoming better adjusted, as the ACT literature
has suggested (Juvin et al., 2021; Leeming & Hayes, 2016;
Prevedini et al., 2020; Whittingham & Coyne, 2019).

Strengths and Limitations

Conducting this study in a natural, clinical setting was a
strength. This setting gave us valuable information on how
best to package and deliver the treatment so that it could
meet the unique needs of the target group and ensure treat-
ment adherence. The inclusion of novice group leaders
currently undergoing training was another strength, as it
allowed us to test the usefulness of the treatment manual
and the effectiveness of the group leader training for thera-
pists with limited prior knowledge of ACT. Providing clini-
cal supervision of group leaders by the manual develop-
ers allowed us not only to monitor their skill acquisition
and adherence to the manual but also allowed the manual
developers to gather user feedback. At the supervision meet-
ings and through the formal evaluations we were able to
gather feedback from both treatment providers and partici-
pants at several sites, which fostered the development of
the manual and enabled its developers to edit and review it
before launching a RCT. One important modification that
followed on the thematic analysis of parental feedback was
to increase the time for parents to share experiences during
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the treatment sessions. Furthermore, it was a strength to have
investigated transdiagnostic groups. Even if 70% of the par-
ticipants were parents of autistic children, the majority of the
groups also included parents of children with other disabili-
ties. The results may speak to successful alliance-building
among parents in transdiagnostic groups when there is a
shared reference point—i.e., being a parent to a child with a
disability. Transdiagnostic groups offer benefits such as the
ability to offer treatment programs in smaller communities
and rural areas and to bring together parents within a smaller
radius in urban communities. Furthermore, it was a strength
to have scheduled a follow-up approximately 3—4 months
after the end of the intervention, as we have few studies on
the long-term maintenance of effects following ACT treat-
ment for parents (Juvin et al., 2021).

There are also several limitations to this study. First,
we did not perform an Intention-to-Treat (ITT) analysis.
Because it was a feasibility study, the decision was made
to focus on analysis per protocol. In addition, it is a limi-
tation to not have defined “other counseling” in the ques-
tionnaire, as the treatment completers had, at the time of
enrollment, ongoing counseling which could have affected
the outcome. We can speculate that those who had access to
counseling might have been more likely to complete the pro-
gram because of the additional support they received—e.g.,
in the form of encouragement to participate in the Navigator
ACT treatment. Some of the other counseling that partici-
pants received was provided by the same disability services
that organized the groups. Furthermore, even though we had
a large sample size (n=94) compared to previous studies
on this topic, our comparison of completers vs. non-com-
pleters may have been underpowered. Finally, the positive
outcomes must be considered preliminary, given the nature
of the study (no randomization or control group). To address
these limitations, we have launched a pragmatic, multicenter
RCT to evaluate the efficacy of the final version of the Navi-
gator ACT treatment.

Factors that influence treatment usefulness and attrition
are other important areas for future research. This study
found Navigator ACT to be a feasible and promising treat-
ment in the context of outpatient clinical disability services,
and we recommend that it undergo further evaluation within
the framework of RCT.
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