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Abstract

Objective: This study evaluated the effectiveness of the Parents Plus Special Needs
(PPSN) programme, a seven-week parenting group intervention for parents of adoles-
cents with intellectual disabilities.

Method: In a cluster randomised controlled trial, 24 intellectual disability services
supporting families of adolescents with an intellectual disability were assigned to
PPSN (12 services; 141 parents) or waitlist control group (12 services; 136 parents).
Primary outcomes were parent-reported parenting practices, family adjustment,
problem behaviours, emotional problems, and prosocial behaviours. Secondary out-
comes were parental satisfaction, parental self-efficacy, and goal attainment.

Results: Compared to the waitlist group, participants in the PPSN group reported
improvements in parenting practices, problem behaviours, parental satisfaction,
parental self-efficacy and goal attainment, which were retained at 3-month follow-
up. There were additional gains for family adjustment at follow-up.

Conclusion: The PPSN is effective in improving parenting behaviour, family relation-

ships, and problem behaviours in adolescents, but not in improving emotional difficulties.

KEYWORDS
adolescence, emotional problems, parental satisfaction, parenting practices, parenting
Programme, problem Behaviours

must negotiate a range of transitions relating to education, employ-

ment, financial independence, and living independently. Young people

People with intellectual disabilities make up between 1% and 2.5% of
the population of western countries (American Psychiatric
Association, 2013). It is estimated therefore, that between 2% and 5%
of families globally will have at least one child with an intellectual dis-
ability (IASSIDD SIRG, 2014). Having a child with an intellectual dis-
ability places extra demands on parents, and this is exacerbated in the
adolescent developmental period. During adolescence young people

Trial register: ISRCTN, Trial registration: ISRCTN31917713.

with intellectual disabilities encounter significant difficulties in many
of these transitions (Austin et al., 2018). They also experience signifi-
cant social difficulties (Taheri et al., 2016), mental health disorders
(Wallander et al., 2003), and emotional and behaviour problems
(Dekker et al., 2002) at greater levels during adolescence in compari-
son to typically developing peers. Parents are important in the adoles-
cent period for all young people, but their importance is enhanced
when their adolescent has an intellectual disability (Hogan
et al., 2007).
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Perhaps due to the enhanced need their adolescents have for
support, parents of adolescents with intellectual disabilities have addi-
tional support needs. Recent research has indicated that, in compari-
son to parents of typically developing adolescents, these parents
experience higher levels of distress, increased risk of mental health
problems, less life satisfaction, and increased financial worries (Baker
et al., 2021; Lin et al., 2009; Povee et al., 2012; Staunton et al., 2020).
However, these difficulties may not be related to the intellectual dis-
ability; recent studies and reviews have found that parental stress is
more associated with child behaviour problems than the intellectual
disability itself (Biswas et al., 2015). Furthermore, parents may need
additional support to manage their adolescent's behaviour as they
report that behaviour strategies that worked well when their child
was younger do not continue to be effective when their child pro-
gresses to adolescence. Moreover, parents also report that while they
were well supported in their child's early years, support tapered off as
their child aged (Hamilton et al., 2015; Kerr et al., 2022). This is an
area of concern as problem behaviours not only impact on parental
stress, but also impact on whole family functioning (Povee
et al., 2012). Hamilton et al. (2015) highlighted challenging behaviour
as a key area with which these parents need greater support.

Raising an adolescent with an intellectual disability negatively
impacts relationships and social supports. Parents experience higher
rates of divorce, high levels of social isolation, stigmatisation, and
caregiver burden (Al-Krenawi et al., 2011). In this context, a significant
challenge for parents of adolescents with intellectual disability is hav-
ing adequate time to tend to their own needs. Often parents do not
have time for self-care which leaves them with depleted resources to
care for their child. This can create a cycle of negative impacts as lack
of self-care needs are associated with increased stress, poor social
support, poor psychological wellbeing, and burnout (Al-Krenawi
et al.,, 2011; Hamilton et al., 2015).

As parents are the primary care givers to these adolescents with
complex needs, it is essential that resources are available to help alle-
viate parental stress and carer burnout. Parents with effective
resources and support may feel empowered to cope with and adapt
to their situations, thus lessening their risk of mental health issues, as
well as strengthening the family unit as a whole. The literature indi-
cates that parents often feel misunderstood, unsupported and deva-
lued (Kerr et al, 2022; Wodehouse & McGill, 2009). Clinicians
working in disability services have highlighted the importance of
enabling parents to make connections with other parents who share
similar experiences as they can empathise with their struggles. Parents
have reported that developing connections with other parents is
important as they serve as a source of advice, encouragement, empa-
thy and compassion (Hamilton et al., 2015), and may buffer parental
stress (Smith et al., 2001). Parenting programmes delivered in a group
format meet all these needs. They have been shown to positively
impact behavioural difficulties in children with and without disabilities,
and to improve adolescent behaviour. They also impact on parenting
and provide the opportunity for parents to build up a social support
system (Carr et al., 2017; Mazzucchelli, Jenkins, & Sofronoff, 2018;
Sanders, Kirby, et al., 2014; Sandler et al., 2011). Reviews of parenting
programmes for children with intellectual disability, particularly the

Triple P Stepping Stones programme, have demonstrated the impact
they have on parental self-efficacy (Hohlfeld et al., 2018), child behav-
iour problems, child observed behaviour, parental style and parent
adjustment (Ruane & Carr, 2019; Tellegen & Sanders, 2013). How-
ever, these programmes have offered parenting interventions for par-
ents of children with intellectual and developmental disabilities, rather
than to parents of adolescents.

There is a dearth of literature on specific parenting programmes
for adolescents with intellectual disability. Hudson, Reece, Cameron,
and Matthews evaluated the effectiveness of the Signposts parenting
programme that aimed to improve challenging behaviour in children
aged 3-16 years with an intellectual disability (Hudson et al., 2009).
The Signposts programme adopts a behavioural approach and focuses
on measuring behaviour, replacing behaviours, planning for better
behaviours, and developing more skills in your child. The programme
can be delivered via telephone, in person in a group, in person individ-
ually, or it can be self-directed. According to Hudson et al. (2008), the
programme was delivered in all four modalities with participants
attending just one delivery method. The programme was delivered
over six sessions during a 12-week period. The results indicated
favourable outcomes across all age groups; however, there was a
smaller effect size (d = 0.03) for children in the age range 13-18 years
than for younger children. Mazzucchelli et al. assessed the effective-
ness of the Building Bridges Triple P programme for adolescents with
autism, without intellectual disability, and reported benefits for par-
ents (Mazzucchelli, Jenkins, & Sofronoff, 2018). The programme was
delivered over eight sessions consisting of five group sessions and
three sessions delivered via phone. This programme also adopts a
behavioural approach and focuses on understanding teenager's
behaviour, encouraging and teaching appropriate behaviour, managing
problem behaviour, and getting teenagers connected. These results
are promising in terms of meeting the needs of parents of adolescents
with autism, however it also highlights the need for an effective par-
enting programme that specifically targets the complex difficulties
associated with parenting an adolescent with an intellectual disability.

Parents Plus, an lIrish charity, have developed and evaluated
seven evidence-based programmes based on a social learning para-
digm, and utilising a solution-focused ethos. In response to local need
Parents Plus developed a Special Needs programme (PPSN), in collab-
oration with parents and disability service professionals (Sharry
et al., 2019). To our knowledge, this is the first tailor-made pro-
gramme for parents of adolescents with intellectual disabilities. The
programme is delivered over 7 weeks and comprises three strands
each week, including topics around supporting families, supporting
children and parent self-care. It differs from previous programmes due
to its focus on intellectual disabilities alongside providing support for
the wider family and supporting and encouraging parental self-care. It
is not solely a behavioural intervention but instead focuses on differ-
ent aspects within the family and is, therefore, a family intervention.
This is also reflected in the goals of the programme, with a focus on
strengthening the parents' resources for parenting their adolescent, as
well as reducing any problem behaviours. Sessions are delivered
within a group setting by two professionals trained in the Parents Plus
Special Needs programme.
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The objective of the current study is to evaluate the effectiveness
of the Parents Plus Special Needs programme in reducing emotional
and behaviour problems and improving prosocial skills of adolescents,
increasing positive parenting practices, satisfaction and self-efficacy,
family adjustment, and attaining specific parent-set goals.

We hypothesised that the programme would have a positive impact
on the primary outcomes of reducing adolescent problem behaviours and
emotional difficulties, whilst strengthening parenting behaviour, family
adjustment and adolescent pro-social behaviour as rated by the parents.
We also hypothesised that the programme would have a positive impact
on the secondary outcomes of parenting satisfaction and parenting confi-
dence and would empower the parents to achieve their goals for taking
part, both in terms of what they wanted for themselves and also what
they wanted for their adolescent. Primary and secondary outcomes were
discussed and agreed between the research and clinical teams to identify
the key aims and objectives of the programme as aligned with the mission
statement of Parents Plus and with the content and focus of the pro-
gramme, and the secondary aims and objectives which were important
within the wider literature, but not part of the focus of the programme.

2 | METHOD

21 | Study design

The study utilised a cluster randomised controlled trial design, in which
24 disability services/clusters were randomly assigned to one of two
conditions: the Parents Plus Special Needs Programme (PPSN) or a wait-
list control (WL). As all the participants were engaged with services at
the start of the trial, the participants in the wait-list control group were
also receiving their usual support. One service dropped out of the pro-
ject resulting in 23 services completing the trial. The intervention group
were offered the programme in Autumn of 2019 and the WL group
were offered the programme after completion of the first groups in
Winter 2019/20. Data was collected at three points from the PPSN
group; pre- post- and follow-up, and at four time points from the WL
group; baseline, pre-, post-, and follow-up.! However, only the first two
time points for the WL group are used in this study. Time 1 data for
each group were collected in Autumn 2019 and Time 2 data were
collected post-intervention, 7 weeks later. Time 3 follow-up data were

collected from the PPSN group's 3 months after programme completion.

2.2 | Procedure

This randomised controlled trial was an initial evaluation of a new
Parents Plus programme that was specifically developed with and for
parents of adolescents with disabilities (see https://www.parentsplus.ie/
parents-plus-programmes/the-special-needs-programme-training-for-
professionals/). The aim was to evaluate the programme as it would be

run in services usually and therefore services were encouraged to use

LWL data collection at Time 3 and Time 4 was significantly disrupted by COVID-19.
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their usual procedures for recruitment and retention of parents. A call
for service interest in participating in the trial was advertised to disability
services via the Parents Plus newsletter and website. Twenty-seven ser-
vices across the Republic of Ireland and Northern Ireland expressed an
interest in the pilot. Twenty-four of these services were deemed appro-
priate based on population (they worked with adolescents with intellec-
tual disabilities, rather than solely physical or learning disabilities) and
resources available (they were willing to release two practitioners for
both the training and for running the programme once trained, and they
had a physical location in which a group could be run). One cluster sub-
sequently dropped out due to a lack of programme uptake.

The cluster inclusion criteria were; (i) the service provides clinical
support to adolescents with an intellectual disability and their families
and (i) the service had adequate resources in terms of staffing and
space to facilitate group sessions. A minimum of two allied healthcare
professionals per service received training in the PPSN programme. The
trained facilitators were provided with recruitment posters and research
packs which included all the measures and the research and quality pro-
tocol. Thus, all measures were distributed by programme facilitators to
the parents at each time-point. Parents completed the measures and
put them in enclosed envelopes, returned them to the programme facil-
itator, who sent them on to the research team. There were variations in
how this was done in each service, with some programme facilitators
distributing the packs to parents in the 1st group session, others distrib-
uting them in individual pre-programme meetings, and others sending
them via post. Programme facilitators were instructed to send on the
completed questionnaires to the research team without looking at
them. However, as this was done on site there could be no independent
verification of this. Data were collected between September 2019 and
March 2020. The study received ethical approval from the School of
Psychology Research Ethics Committee, Trinity College Dublin and
from all relevant local and regional ethics committees. Written informed

consent was obtained from all participants prior to data collection.

2.3 | Participants
The services recruited parents of adolescents with a formal diagnosis of
an intellectual disability. The inclusion criteria for participants were;
(i) parents of an adolescent with an intellectual disability and (ii) parents
were registered service users of the disability service that recruited
them. Exclusion criteria for participants was; (i) parents of an adolescent
with a developmental disability in the absence of an intellectual disabil-
ity. A power calculation was run after recruitment of the services when
it was clear that there were significant numbers of services interested.
The most relevant study to date; Mazzucchelli, Hodges, et al. (2018)
and Mazzucchelli, Jenkins, and Sofronoff (2018), found effect sizes from
d = .49-1.23 for their key child and parent outcomes. Therefore, we
conducted the power analysis based on d =.5 to ensure sufficient
power for smaller effects. With a p-value of .05, 95% power and a two-
tailed test, this indicated a total sample size of 210 parents.

In total, 277 parents eligible to participate were recruited by ser-

vices. Based on service randomization, 141 parents were allocated to
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the Parents Plus Special Needs (PPSN) intervention and 136 to the
treatment as usual (WL) control. At Time 2, 113 parents in PPSN
group and 100 in WL group remained in the study. Figure 1 outlines a
CONSORT diagram of flow through the trial. The 64 parents who
dropped out were included in the primary intention-to-treat analysis.

A t-test analysis comparing the participants who dropped out with
those who remained in the study indicated no significant differences
between the groups. Table 1 outlines the demographic characteristics
of families, including those lost to follow-up.

The PPSN programme was designed for adolescents. Facilitators
were instructed to recruit parents who had an adolescent (aged
12-19 years) with an intellectual disability. Some facilitators found
that there were parents in their services that would potentially benefit
from the programme, even though their child fell outside the inclusion
criteria age range. As this is a pragmatic effectiveness study, it was
decided that it would be most appropriate to include the data from
these participants. The age range of adolescents was 9-25 years;
17% were aged 9-11years, 59% aged 12-15years, 21% aged
16-18 years, and 3% 19 years or over.

24 | Intervention programme
A minimum of eight parents enrolled across each of the 23 sites. The
manual-based programme was conducted for seven consecutive

weeks in autumn 2019. Each group session lasted two to two and a

FIGURE 1 CONSORT diagram of
trial flow

TABLE 1 Family demographics of participants

PPSN WL Total sample

n (%) n (%) n (%)
Father 18 (13%) 11 (8%) 29 (11%)
Mother 122 (87%) 125 (92%) 247 (89%)
Child male 96 (70%) 93 (68%) 189 (69%)
Child female 41 (30%) 43 (32%) 84 (31%)
No comorbidity 21 (15%) 23 (17%) 44 (16%)
Autism 78 (56%) 78 (58%) 156 (57%)
Down syndrome 33 (24%) 38 (28%) 71 (26%)
Other comorbidity® 22 (16%) 21 (16%) 43 (16%)
Mild 40 (35%) 57 (46%) 97 (40%)
Moderate 55 (48%) 58 (46%) 113 (47%)
Severe/profound 20 (17%) 10 (8%) 30 (13%)

Mean (SD) Mean (SD) Mean (SD)
Parent age 47.01 (6.68) 47.98 (6.68) 47.49 (6.68)
Child age 13.48(2.63) 14.45(2.24) 13.97 (2.49)

20ther includes attention deficit hyperactivity disorder, Cerebral Palsy,
Fragile X, Epilepsy, Wolf-Hirscchon syndrome, Angelman syndrome,
Cri-du-chat, Kabuki syndrome, Prader Willi syndrome.

half hours. Parents were also invited to a follow-up group session
3 months after course completion. Each group was facilitated by two
trained facilitators. Throughout the 7-week programme facilitators
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TABLE 2 Outline of the Parents Plus special needs programme

Supporting families

Supporting children

Joumal of Appted Research i ilcual Disites

Parent self-care

Session 1 Raising a child with special needs. ‘Tuning In’ to your adolescent. Breathing exercise.

Session 2 An emotional journey. Positive communication and rules. Mindfulness.

Session 3 Supporting parents' relationships. Establishing routines. Mindfulness.

Session 4 Supporting siblings. Managing challenging behaviours. Visualisation.

Session 5 Personal coping and life balance. Friendships and socialising, sex and relationships. Relaxation.

Session 6 Planning for the future. Talking about special needs, self-esteem, preparing for Mindfulness.
adulthood.

Session 7 Coping in the long term. Managing transitions. Compassion exercise.

received two supervision sessions from a trained Parents Plus supervi-
sor/trainer and were also invited to one group supervision. Facilitators
received 2 days intensive training that included didactic teaching,
role-playing and active practice of facilitating as well as question and
answer sessions. Facilitators were provided with a comprehensive
programme manual.? Ad hoc supervision was available on request.
Facilitators consisted of professionally qualified multi-disciplinary
team members working in the disability sector such as psychologists,
social workers, behaviour therapists, support workers, nurses, occupa-
tional therapists, speech and language therapists, physiotherapists,
family service managers and advocacy workers. Facilitators were
required to complete session review forms and return to the Parents
Plus supervisors as a part of the quality protocol. Given that different
services rolled out the programme across the initial and waitlist time-
points, there may have been some differences in how the programme
was run. However, the training, the materials, the supervision and
support were identical for all programme facilitators.

The programme focuses on three pillars; supporting families, sup-
porting children, and parent self-care. See Table 2 for an overview of
the programme contents and the topics addressed in each session.
Every parent was provided with a parent book that included key
learning principles, strategies, worksheets, and exercises. Topics were
discussed among the group, with parents having the opportunity to
engage in discussions with clinicians and other parents. Discussions
included what it is like to raise a child with special needs, when do
you best connect with your child, what is the best way to communi-
cate with your child, the impact of child's disability on parent relation-
ship, establishing routines, and the impact on siblings. Parents
participated in individual tasks during the group such as completing
targeted worksheets and engaging in a mindfulness or relaxation exer-
cise. Parents were encouraged to practice the newly learned tech-

nigues and strategies at home between sessions.

25 | Measures

The Parenting and Family Adjustment Scale (PAFAS) is a 30-item mea-

sure that assesses both parental practices and family adjustment

2The manual can be obtained by requesting access from the third author.

(Mazzucchelli, Hodges, et al., 2018; Sanders, Morawska, et al., 2014).
However, one item (I smack my child when they misbehave) was
removed from the measure for this study due to ethical issues which
may arise surrounding the mandatory reporting of smacking a child in
Ireland (TUSLA, 2017). The Parenting Practices scale consists of four
subscales: Parental Consistency, Coercive Parenting, Positive Encour-
agement, and Parent-Child Relationship. The Family Adjustment scale
consists of three subscales: Parental Adjustment, Family Relationships,
and Parental Teamwork. Parents rate each item from O (‘Not true of
me at all’) to 3 (‘Very much true of me’). Higher scores indicate higher
dysfunction. A validation study has indicated good internal consis-
tency ranging from .70 to .87, satisfactory construct and predictive
validity, and Cronbach's alpha ranging from-.59 to-.82.

The Child Adjustment and Parent Efficacy Scale-Developmental Dis-
ability (CAPES-DD) consists of 30 items which assess child emotional
and behavioural problems as well as parents' confidence in being able
to manage these problems (Emser et al., 2016). The Intensity scale con-
sists of several subscales; Behaviour Problems, Emotional Problems,
and Prosocial Behaviours, which focus on the child, asks parents to rate
their child's difficulties and strengths over the past 4 weeks. Parents
rate each item from O (‘Not true of my child at all’) to 3 (‘True of my
child very much, or most of the time’). The Self-Efficacy scale requires
parents to rate their confidence in managing the difficulty from 1 (‘Cer-
tain | cannot manage it’) to 10 (‘Certain | can manage it’). In the current
study, an average self-efficacy score across all 16 items, with a possible
range of 0-10, was calculated for each participant. Emser et al. reported
good internal consistency ranging from .67 to .94 across scales.

The Kansas Parental Satisfaction Scale (KPSS) is a three item self-
report measure of parental satisfaction (James et al., 1985). Parents
rate each item on a 7-point Likert scale which are summed to give an
overall satisfaction score. Higher scores indicate greater satisfaction.
Previous studies have indicated good reliability and validity with a
Cronbach's alpha of .72 (Mazzucchelli, Jenkins, & Sofronoff, 2018).

The Parent Plus Goal Form (PPGF) used in this study has been
used in several previously published Parents Plus studies. The PPGF
evaluates attainment of target behaviours that are scored and mea-
sured across different time points. Parents identify two goals
(e.g., increasing independence and reducing challenging behaviour) for
their child and two personal goals (e.g., improved stress management

skills and increased confidence in parenting skills) to work toward
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during the intervention. The goals are rated on a visual analogue scale
(i.e., 0 = not very close to achieving goal and 10 = have reached the

goal). A mean goal score is calculated, again ranging from O to 10.

2.6 | Randomization and masking

Allocation in this study was blind and was by cluster randomization.
The unit of randomization were disability services. The researcher
responsible for randomization (CW) was blind to the services that
were recruited for the study, therefore removing allocation bias. A list
of computer-generated random codes was used to allocate each ser-
vice to either treatment or control. Each code corresponded with a
number which corresponded with a service. The blinded researcher
was given a number, she then read out which group this number was
allocated to, and the non-blinded researcher noted this allocation by
each service. This was done at one single time-point. No further blind-
ing was utilised in the study. It was not possible to blind the facilitator
however; it is worth noting that data was completed by parents and
returned to Parents Plus therefore minimising bias as facilitators
should not have had access to the data. None of the facilitators were

involved in processing or analysing the data.

2.7 | Statistical strategy

We carried out an intention-to-treat analysis on Time 1 and Time 2 data.
As 64 participants dropped out, missing data (23%) was inputted,
assuming no change from baseline. Analyses including 3-month follow-
up data for PPSN was not an intention-to treat analysis. Given that
78 participants completed data at all three timepoints for the PPSN, a
completer analysis was conducted. The primary outcomes were: Par-
enting Practices; Family Adjustment; Child Problem Behaviour; Child
Emotional Problems; and Child Prosocial Behaviour. Secondary out-
come measures were: Parental Satisfaction; Parental Self-efficacy; Par-
ent Goal Attainment; and Child Goal Attainment. Data were analysed
using SPSS (V. 26; IBM Corp.; Armonk, N.Y.). The difference between
the PPSN and WL groups on parent and child demographics were
tested using independent samples t-tests and Chi square tests; an alpha
value of .007 was set in line with the Bonferroni correction. The data
was subjected to mixed within-between analyses of covariance and
analyses of variance. The necessary assumptions were investigated and
considered to be met. Significant interaction results were followed up
with t-tests to determine the nature of the significance. The analysis
was completed by the first author with support from the second author
in order to maintain independence from the Parents Plus organisation.

Individual participants were the unit of analysis.

3 | RESULTS

Preliminary analysis indicated that there was one significant differ-
ence between the PPSN and WL demographic characteristics; child

age. Therefore, child age was included in the initial analysis as a covar-
iate. Comparison of the results form an ANCOVA and an ANOVA
indicated that the covariate did not have an impact on main group
effects therefore the results of the ANOVA are reported as recom-
mended by Gilmore (2007).

Mixed between-within subjects analyses of variances were con-
ducted to assess the impact of intervention by comparing the inter-
vention and waitlist control groups on the nine outcomes measures
across two time points: pre-intervention and post-intervention. An
alpha level of .019 was set in line with the Benjamini-Hochberg cor-
rection and a false discovery rate of 25%.

There was a significant interaction effect between time and group
for three of the primary outcome measures: parenting practices
[F (1, 276) = 20.56, p < .001, r;ﬁ =.07], problem behaviours [F (1, 275)
=5.60, p<.02, '7,23 =.02], and prosocial behaviour [F (1, 265)=6.30,
p<.02, ng:.OZ]. Two-tailed paired sample t-tests of simple effects
indicated that parenting practices [t (141)=4.88, p<.001, d=0.4]
and problem behaviours [t (141)=4.17, p<.001, d =0.4] improved
significantly for the PPSN group, both with moderate effect sizes, and
remained the same for the WL group. There were no statistically sig-
nificant changes for either group on prosocial behaviour, family
adjustment, or emotional difficulties (Table 3).

On the secondary outcome measures, there was a significant
interaction effect between time and group for parental satisfaction
[F (1, 276) = 25.00, p < .001, '1,2, =.08], self-efficacy [F (1, 235)
=11.70, p<.005, '75 =.05], child goals [F (1, 264)=127.00, p <.001,
n%=.24] and parent goals [F (1, 258)=144.45, p<.001, #3=.27].
Two-tailed paired sample t-tests of simple effects indicated that par-
ent satisfaction [t (128)=—3.21, p<.003, d=0.4] and self-efficacy
[t (128)=-12.78, p<.001, d=0.3] improved significantly for the
PPSN group but remained the same for the WL group. Parents in the
PPSN group moved significantly closer to achieving their parenting
goals [t (141)=—4.71, p<.001, d=1.1], the WL remained the same.
For child goals, both PPSN [t (132)=—-12.60, p<.001, d=1.1] and
WL [t (132)=—-3.36, p<.003, d=0.3] moved significantly closer to
achieving the goal however, PPSN had a large effect size whereas WL
had a small effect size. While the examples of the parenting goals
described here within use individual parent's own words, these goals
were common across the group with some variation in wording; ‘to take
time out for myself’, ‘to learn from other parents’, ‘to manage stress’,
‘to get a bit of life back again’, ‘to be confident talking of sex” and ‘to
know how to help her through puberty’. As with the parent goals, com-
mon themes within the child goals emerged, such as; ‘to be more inde-
pendent’, ‘how to have friendships’, ‘to understand sexual relationships’,
‘to understand the impact of puberty’ and ‘to prepare for adulthood’.

One-way analyses of variance were conducted to compare scores
on the outcome variables at Time 1 (pre), Time 2 (post), and Time
3 (3-month follow-up) for the active treatment group (Table 4). Given
the multiple comparisons, an alpha level of .004 was set in line with
the Benjamini-Hochberg correction and a false discovery rate of 25%.
There was a statistically significant effect for time on parenting prac-
tices [F (2, 75)=12.78, p <.001, ng =.25], family adjustment
[F (2, 68)=5.90, p<.005, nﬁ:.15], problem behaviours [F (2, 75)
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TABLE 3 Mean and standard
deviations of PPSN and WL groups
across Time 1 and Time 2

TABLE 4 Mean, standard deviations,
and significant changes of PPSN group
across Time 1-Time 3

Primary measures

PAFAS parenting practices
PAFAS family adjustment
CAPES-DD problem behaviour
CAPES-DD emotion problems
CAPES-DD prosocial behaviour
Secondary measures

KPSS

CAPES-DD self-efficacy

Parent Goals

Child Goals

Abbreviations: CAPES-DD, Child Adjustment and Parent Efficacy Scale-Developmental Disability; KPSS,

Mean (SD)
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Intervention (n = 141)

Pre

13.61 (5.96)°

11.28 (4.37)

12.82 (6.52)°
2.52(1.93)

13.22 (4.48)

14.66 (3.13)°
7.03 (1.81)°
2.78 (1.85)°

2.5(1.59)°

Post

11.83 (4.82)*

11.32 (4.77)

11.55 (6.51)
2.46 (1.95)

13.82 (4.40)

15.51 (2.83)*
7.48 (1.69)
5.20 (2.41)
4.81 (4.42)°

a

Control (n = 136)

Pre

12.98 (5.14)

11.58(5.18)

10.89 (5.86)
2.24(1.70)

15.11 (3.97)

15.74 (2.81)
7.62 (1.56)
2.85(1.80)
2.60 (1.65)°

Kansas Parental Satisfaction Scale; PAFAS, Parenting and Family Adjustment Scale.

?Denotes a statistically significant difference at an alpha level of .003 in line with Bonferonni adjustment.

Primary measures
PAFAS parenting practices”
PAFAS family adjustment®

CAPES-DD problem behaviours®”

CAPES-DD emotion problems
CAPES-DD prosocial behaviour

Mean (SD)

Post

13.36 (5.28)

11.66 (5.32)

10.69 (5.69)
226 (1.71)

14.76 (4.22)

15.40 (2.94)

7.31(1.84)
3.17 (1.87)
2.95(1.847

Intervention (n = 77)

Secondary measures
KPSS?

CAPES-DD self-efficacy
a,b,c

Parent goals

Child goals*"*

Time 1 Time 2 Time 3
13.98 (6.41) 11.33(4.85) 10.60 (5.03)
11.38 (4.66) 11.36 (4.71) 9.97 (4.85)
12.28 (6.36) 10.48 (6.16) 9.82(5.96)
2.45(1.85) 2.45(1.91) 2.25(1.74)
12.49 (4.20) 13.56 (4.65) 13.52 (4.01)
14.51 (3.26) 15.66 (2.87) 15.47 (2.91)
7.14 (1.71) 7.65(1.46) 7.64 (1.80)
2.76 (1.83) 5.80 (2.03) 6.46 (2.11)
2.48(1.61) 5.57(2.18) 6.13(2.19)

Abbreviations: CAPES-DD, Child Adjustment and Parent Efficacy Scale-Developmental Disability; KPSS,
Kansas Parental Satisfaction Scale; PAFAS, Parenting and Family Adjustment Scale.

2Denotes a significant change between Time 1 and Time 2 at p < .005.

bDenotes a significant change between Time 1 and Time 3 at p < .005.

“Denotes a significant change between Time 2 and Time 3 at p < .005.

=13.49, p<.001, n§ =.27], parent satisfaction [F (2, 74)=7.67,
p <.005, ;1§ =.17], parent goals [F (2, 71)=116.11, p<.001, qg =.77]
and child goals [F (2, 69)=111, p<.001, 115 =.76]. All these outcomes
demonstrated a large effect size. There were no statistically significant
differences for emotional problems [F (2, 75)=.634, p=.533,
nf, =.02], prosocial behaviours [F (2, 72) = 3.06, p =.053, '1;2) =.08], or
self-efficacy [F (2, 51)=2.73, p=.075, 71§ =.10].

Further examination of the main effect of time was conducted
using two-tailed paired sample t-tests applying the Bonferroni correc-
tion (Table 4). Parenting practices, problem behaviour, and parental
satisfaction, significantly improved after PPSN completion and
improvements were maintained at follow-up. There was no improve-
ment in family adjustment post-intervention however, there was a

statistically significant improvement in family adjustment at follow-up

which indicates that family adjustment improved after programme
completion. Parents moved significantly closer to attaining their self-
nominated child and parent goals at programme completion and sig-
nificant additional gains were observed at follow-up.

Parents were not routinely asked explicitly about harms or unin-
tended effects, but rather were asked for feedback on the group more
generally. These did not reveal unintended effects, but as these were

not asked about explicitly, we cannot rule out that these occurred.

4 | DISCUSSION

The results indicated that the PPSN intervention is effective in several

domains. The intervention had a moderate effect on improving
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parenting practices. Parents also reported improved problem behav-
iours and prosocial skills of their adolescents. The PPSN group had a
moderate effect in improving parental satisfaction and parental self-
efficacy. There was a large effect on goal attainment; parents in the
PPSN group came significantly closer to attaining their child and par-
ent goals than the WL group. As these goals were set by the parents,
they are likely to be meaningful and important to them, therefore
change in this area is important. The WL group remained the same on
all outcome measures except child goals, which significantly improved,
albeit by less than the intervention group. As the child goals are set by
the parents, it is likely that they naturally began to work toward them
during the trial period, although the gains appear to be much less than
the PPSN group. The PPSN programme did not appear to have an
effect on emotional problems in the adolescents, this outcome may be
expected given that the programme does not specifically target ado-
lescent emotional problems.

The analysis of the PPSN group over the three time points indi-
cated significant improvement post-intervention and maintenance at
3-month follow-up for parenting practices, problem behaviours,
parental satisfaction, parent goals, and child goals. There was no sig-
nificant improvement in family adjustment post-intervention. How-
ever, significant improvements were observed at follow-up. This
suggests that things improved for the parents after programme com-
pletion. There appears to be an effect by which the factors focused
on in the programme change first, and then these positive changes
have additional impacts on the family. Given the attrition however, it
is important to replicate this finding before drawing firm conclusions
from this result. There was no significant improvement in parental
self-efficacy across the three timepoints.

The literature indicates that child problem behaviour has a signifi-
cant impact on parental wellbeing and stress (Witt et al., 2003). Fur-
thermore, it has been reported to impact on whole family functioning
(Biswas et al., 2015). Parents have highlighted that child behavioural
difficulties are a key area in which they need more support (Hamilton
et al.,, 2015; Kerr et al., 2022). The current study's results indicate that
the PPSN programme was effective in reducing child behavioural
problems which may impact on parental wellbeing and family func-
tioning. The results indicate that family adjustment improved at
3-month follow-up, this improvement may be associated with the
reduction in problem behaviours.

These findings have important clinical implications. Studies
have indicated that these parents reported feeling neglected and
let down by disability services (Kerr et al., 2022; Wodehouse &
McGill, 2009). The current study has identified an effective
evidence-based programme that could be implemented in disability
services as an efficient way of supporting parents. Due to the
group nature of the programme, it is economical and efficient in
terms of supporting a large amount of service users with limited
staff and time. Furthermore, some of the benefits of the pro-
gramme might appear a while after the programme has been com-
pleted. Disability services may therefore be in a good position to
offer such a programme as their support to parents of children and

young people with intellectual disabilities is often ongoing and

they will be able to monitor which parents benefit and which
require additional support.

To our knowledge, there are no other studies that have investi-
gated the effectiveness of a tailor-made programme for parents of
adolescents with an intellectual disability. Mazzucchelli, Jenkins, and
Sofronoff (2018) examined the effects of a tailored parenting pro-
gramme for parents of adolescents with autism and reported similar
effects on outcomes such as parenting practices and self-efficacy.
Almost two-thirds of our sample had comorbid autism which indicates
that the PPSN programme is effective in supporting parents of an
adolescent with an intellectual disability and comorbid autism. Future
research should examine the specific impact the PPSN programme
has on adolescents with comorbid autism as this was not a focus in
the current study.

A strength of this study is the use of disability specific validated
measures. We focused on important outcomes which have been
highlighted in the literature as areas of concern for these parents. Previ-
ous studies assessing the effectiveness of a programme for parents of
children with an intellectual disability struggled to include fathers in
their data analysis however, fathers made up 11% of the sample size in
the current study. The use of existing disability services permitted us to
carry out an ethically sound study as the waiting list continued to have
access to their usual service while waiting for the intervention.

The pragmatism that was core to the study ensured that there
was good external validity to the results and we are confident that a
variety of disability services will be able to achieve similar results in
the future. However, this may be at the cost of internal validity. There
are certainly limitations associated with the pragmatic nature of this
trial; the research team exerted little control over how the programme
was conducted and how data was collected, and the age criterion was
interpreted widely which resulted in the recruitment of parents out-
side of the optimal age range. Furthermore, while the facilitators were
provided with a research and quality protocol, this study did not use a
treatment fidelity measure. Other key limitations of this study include
the use of parent report for all measures, the non-blinding of partici-
pants and facilitators, and the lack of explicit data on unintended
effects or harms.

Despite the study limitations, this study provides evidence on the
effectiveness of this tailored, manualised parenting programme for
parents of adolescents with an intellectual disability. The results indi-
cate the programme is effective in improving parenting practices,
parental self-efficacy, parental satisfaction, and child behaviour prob-
lems. It is also effective in supporting parents to reach their set goals
for both their child and themselves as parents. The goals that the par-
ents achieved themselves were mainly in relation to improving parent
self-care, managing stress, and being comfortable speaking about
puberty and sexual relations with their child. The goals that their chil-
dren moved toward were related to becoming more independent,
understanding puberty and sexual relations, improving social skills and
friendships, and preparing for adulthood. Given that parents of ado-
lescents with an intellectual disability experience many complex diffi-
culties, an evidence-based intervention such as the PPSN programme,

that address and successfully improves some of these difficulties and
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helps them to reach goals, is an important addition to disability ser-
vices. A limitation of this study is that the focus was placed on the
entire group. Future research could review differences between
groups based on the severity of disability to analyse the changes
between groups based on disability severity. As this study is based in
a real-world setting, it provides professionals and future facilitators
information on possible outcomes for parents following engagement
with the intervention. Some changes may take longer than was given
within this study, and future research could look at a follow-up 6 or
12 months after the intervention. As the intervention outcomes may
take some time to become visible, professionals and parents need to
consider ongoing reviews when delivering the programme as opposed
to parents receiving instant positive outcomes.

As the current study is the initial investigation of the effective-
ness of the PPSN programme, the scope did not include investiga-
tion of the specific patterns and mechanisms of change. It would be
beneficial therefore to conduct further studies investigating this,
which could influence further development and revisions of the
programme. Qualitative studies of the programme are currently
underway which will provide further information on the efficacy of
the programme from a qualitative perspective. The current study
did not measure parental wellbeing or quality of life. However,
inclusion of these distal outcomes in future studies may assist in
understanding the characteristics of parents who did show
improvements over time.
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