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Abstract

Parents play a critical role in child and adolescent mental health care and treatment. With the increasing implementation of
shared decision-making (SDM) across health settings, there is a growing need to understand the decision support interven-
tions used to promote SDM in child and adolescent mental health services (CAMHS). The overall aim of this review is to
identify and examine the existing decision support interventions available for parents. A broad search was conducted using the
key concepts “shared decision-making”, “parents” and “child and adolescent mental health”. Five electronic databases were
searched: PsycInfo, Embase, Medline, Web of Science and the Cochrane Library. In addition to these relevant databases, we
searched the Ottawa’s Inventory of Decision Aids, Children’s Hospital of Eastern Ontario website, Google, Google Play and
known CAMHS’ websites. The search identified 23 interventions available for use with parents. These interventions targeted
parents providing care for children with ADHD, ASD, emotional and behavioural problems including depression (EBD),
self-harm or universal mental health care. Various modalities including face-to-face, digital and paper-based versions were
adopted. The majority of the interventions were able to “present options” (87%) and “discuss the pros and cons” (83%) of
treatment. Time, accessibility and appropriateness of the intervention emerged as factors influencing usage and implemen-
tation of interventions. Our findings suggest that SDM interventions involving parents have been implemented differently
across various presenting mental health difficulties in CAMHS. This review brings awareness of existing parent-involved
interventions and has implications for the development, implementation and usage of new interventions.

Abbreviations QPL Question prompt list
ADHD  Attention deficit hyperactivity disorder RCT Randomised controlled trial
ASD Autism spectrum disorder SDM Shared decision-making

CAMH Children and adolescents mental health
CAMHS Child and adolescent mental health services

CBT Cognitive behavioural therapy Introduction
EBD Emotional and behavioural problems including

depression A scoping review and assessment of essential elements of
IPDAS International Patient Decision Aid Standards shared decision-making of parent-involved interventions in
NHS National Health Service child and adolescent mental health
PCC Person-centred care Mental health care and treatment decisions for children
PFTA Preparing for the appointment and adolescents can be challenging. In child and adolescent

mental health services (CAMHS), primary caregivers (from
here on referred to as parents) are confronted with many
decisions. These decisions include how, when, and where
to seek help [1]; agreeing on treatment options when more
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clinicians [7-18]. Decision-makers may hold different values
that bring conflicting views on treatment and care options
[19]. As a result, researchers and practitioners suggest that
the implementation of shared decision-making (SDM) in
CAMHS may be one approach to reduce treatment disagree-
ments [20-22].

SDM is defined as the communication process that allows
service users and service providers to collaborate when mak-
ing care and treatment decisions [23]. SDM is considered an
optimal standard to improve person-centred care and health
care quality [24-26]. As such, there have been a number of
initiatives to engage patients in SDM. However, in caring for
children and adolescents, the decision-making process can
be unique as clinicians, parents, and sometimes children are
involved. Understanding the triangular relational structure
[23, 27] can have implications on the implementation and
development of decision support interventions.

Involving parents in decisions in CAMHS may be particu-
larly important as many child mental health interventions
require direct parent involvement. Parents may be involved
as co-patients (family therapy), co-therapists [Cognitive
Behaviour Therapy (CBT)], or be the direct focus of the
intervention (parent training) [28, 29]. Yet to date, there has
been little research on SDM involving parents in child men-
tal health [22, 30].

A recent scoping review highlighted six approaches
used in decision support interventions in CAMHS. These
included: therapeutic techniques, decision aids, psychoedu-
cational information, goal setting, discussion prompts, and
mobilising patients to engage [30]. Of the 22 interventions
identified in that review, 12 involved parents. However, the
authors’ primary aim was not to investigate parents’ inter-
ventions in any detail but to understand what approaches
existed across CAMHS. Due to the rapid increase and inter-
est in SDM, a further review is needed to highlight spe-
cific components, such as modes of delivery and techniques
that are used with various populations to promote SDM
behaviour.

Gondek et al. [31] reviewed factors influencing person-
centred care in CAMHS and highlighted that parental
involvement positively influenced person-centred care. The
authors explored published empirical studies elaborating on
facilitators and barriers to person-centred care. However,
SDM is a central feature of person-centred care and may
present its unique influencing factors. Therefore, it is nec-
essary to understand whether these same barriers extend
to the implementation and usage of SDM interventions.
Subsequent research in SDM confirms this, with young
people stating that when decisions were difficult or when
young people lacked capacity, parental involvement was
seen as positive [85]. Hence, it was necessary to build on
that review, expanding the literature search to examine the
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grey literature or development studies on decision support
interventions.

One important step in offering decision support to parents
is first to assess the decision to be made and the associated
decision-making needs [32]. Providing information alone
is unlikely to fully address the decision support needs of
parents [33]. In attempts to promote parental involvement
in child mental health decision-making, some concepts and
evidence have been adopted from adult health care [34].
However, in adult settings, the decisions are usually two-
way between clinician and client. In the case of a triad, the
clinician, client, and caregiver/partner are usually all adults.
Therefore, within CAMHS, approaches need to be tailored
to accommodate varying levels of involvement depending on
the child’s age and capacity. Therefore, identifying appropri-
ate decision aids would be an important step to an effective
decision-making process [32].

Findings from a qualitative study indicated that the imple-
mentation of SDM in CAMHS is effortful and while tools
may help support SDM, clinicians need to be allowed to
use the tools flexibly [35]. Similarly, decision aids in prac-
tice have been met with various challenges [31]. Clinicians
need to balance the needs of children and their parents and
have complex conversations [22]. Clinicians also report
being limited in their use of SDM due to service limita-
tions, including a lack of available options, and sometimes
needing to overrule decisions made by the young person
due to capacity issues [86]. Therefore, examining cur-
rent approaches to support parents’ involvement in SDM
in CAMHS, and exploring ways to increase flexibility and
usefulness of SDM, is required.

In this review, we examined the extent to which deci-
sion support interventions addressed the nine essential ele-
ments of SDM. Makoul and Clayman [36] highlighted that
for SDM to occur the process should include nine essential
elements: patient values/preferences, options, professional
knowledge/recommendations, make or explicitly defer a
decision, define/explain the problem, check/clarify under-
standing, explore benefits/risks, discuss patient’s ability/self-
efficacy, and arrange follow-up. Therefore, each included
intervention was assessed based on the comprehensiveness
of the intervention to demonstrate these elements of SDM.

Similar reviews explored SDM from a wider perspective:
interventions targeting children and clinicians, or targeting
physical health [30, 31, 37, 38]. An updated review in the
area of SDM in CAMHS, which focuses specifically on
parent-targeted or parent-involved interventions can high-
light important themes to understand parents’ involvement
in the decision-making process. This is important as parents
report having a better understanding of their child’s difficul-
ties [39], and feeling better equipped to manage their child’s
mental health [31] when allowed to participate in SDM.
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This study aimed to conduct a systematic scoping
review to identify parent-involved SDM interventions in
CAMHS and assess essential elements of SDM in these
interventions. A secondary objective was to explore the
factors associated with implementing SDM interventions
in CAMH settings.

Research questions

The following research questions were developed to
address our aims:

What decision support interventions are available for par-
ents of children accessing child and adolescent mental
health services?

Which of the SDM elements are addressed in these inter-
ventions?

What are the barriers and facilitators to usage and imple-
mentation?

What is the evidence for usefulness and acceptability of
these interventions?

Method

The methods for this review were guided by the standard
review methodology [40] and those described by Arksey
and O’Malley [41].

Table 1 Inclusion/Exclusion Criteria

Identifying relevant studies

The following electronic databases were searched until
March 2018: PsycInfo, Embase (Ovid version), Medline
(Ovid version), Web of Science and the Cochrane Library,
in addition to reference lists and International Shared Deci-
sion Making (ISDM2017) conference materials. The three
concepts driving the searches included “SDM”, “parents”
and “CAMHS”.

In addition to the relevant databases, we searched the
Ottawa decision aid list, Children’s Hospital of Eastern
Ontario (CHEO) website, Google, Google Play store and
known children’s mental health services’ websites. Upon
completion, the empirical studies found were documented
and references were imported into EndNote and all other
relevant records (i.e. interventions not associated with any
research literature) were added to an Excel spreadsheet.

Selecting studies

The eligibility criteria (see Table 1) were developed along-
side the research questions. Before the study began, it was
agreed by SL, JEC, and MW that the elements of SDM by
Makoul and Clayman [36] would be used to assess the extent
to which interventions included essential elements of SDM,
similar to the review by Cheng et al. [30].

Firstly, the eligibility criteria were piloted on a random
sample of five papers by two independent reviewers (SL and
BP). This was necessary to refine and clarify the inclusion
criteria and ensure that they could be applied consistently by

Inclusion criteria

Exclusion criteria

Population

Intervention

Comparator
Outcome

Study design

Interventions should target persons identified as being a parent/
primary caregiver/legal guardian of a child with mental health
problems or currently accessing child and adolescent mental
health services (CAMHS)

Any family/parent- targeted or parent —involved intervention
tool (e.g. online decision aids, mobile applications and parent
training) used by the selected population over any period of
time

Interventions targeted at parents/caregivers but aimed at being
beneficial to decisions around the child’s mental health

N/A

Intervention should aim to change levels of parental/caregiver
involvement in their child’s treatment decision

All study types that involve the development and testing of the
intervention and published in the English Language

Studies with interventions that target the parents’ illness (e.g.
how a parent with breast cancer should disclose to their child
who is at risk for depression)

Studies/ Interventions where the parents/caregivers are not
active participants in the decision-making process

The intervention is aimed only at patient medical records (e.g.
databases to allow ease of access by the parents of children in
CAMHs)

Interventions aimed at groups with physical diagnosis (e.g.
interventions for children experiencing anxieties of taking
insulin)

Papers where the interventions are targeted at the child and/or
clinician only and excluded the caregivers

N/A

Evaluating other health issues or outcomes other than mental
health only (e.g. diabetes)
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more than one person and reduce the possibility of rejecting
relevant reports [42].

Stage 1: Once all duplications were removed, the remain-
ing records were screened by title only and irrelevant records
were excluded (i.e. records identifying physical health, e.g.
asthma, or non-CAMHS settings, e.g. palliative care).

Stage 2: Abstracts were read and further records not meet-
ing inclusion criteria were excluded. Stage 3: The remain-
ing full-text reports and records identified through the grey
literature were screened for inclusion. The most frequent
reason for exclusion at this stage was the intervention not
meeting any of the essential elements of SDM. All search-
ing and screening were conducted by SL and the articles
being considered for final inclusion were screened by BP
to eliminate the possibility of paper selection bias. There
were no major disagreements regarding inclusion/exclusion
judgement and through discussion a consensus was reached
to include all selected articles.

Data extraction process

The data extraction sheet was developed based on those used
in similar systematic reviews [30, 31, 37, 38]. The data were
then extracted from all records being included by SL and
verified by BP. Extracted variables included authors, year,
target population, description of the intervention, modality,
barriers and facilitators identified, study design and outcome
(where applicable). Disagreements between the two inves-
tigators SL and BP regarding data extraction were resolved
through discussions. Where differences in opinions for data
extraction arose, a consultation was sought from JEC. A
difference in opinion occurred for 3 interventions (1.3%),
mainly around the identification of barriers and facilitators.
We contacted two authors [43, 44] and obtained further
information.

Assessment of essential elements of SDM

The assessment of the essential elements of SDM was
reported as per the number of elements of SDM charac-
teristics met. For example, in high-SDM interventions, a
higher number (7-9) of the essential elements were met,
medium-SDM interventions met 4-6 of the essential ele-
ments, and low-SDM interventions met 1-3 of the essential
elements. The assessments were conducted collaboratively
by SL and JEC and discussed in detail before any consensus
was reached. The nine elements defining SDM, according
to Makoul and Clayman [36], have been used in previous
studies to evaluate decision support tools [30, 87] and is one
of the most frequently cited SDM models. This model was
developed based on a synthesis of other SDM models and,
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therefore, provides a broad description of the SDM process
which allows for comparisons among the identified SDM
interventions [85].

Data synthesis

The limited number of eligible RCTs and heterogeneity in
the intervention type, study design, and outcomes precluded
the pooling of results for a meta-analysis [45]. Therefore, a
narrative synthesis approach [46] was used to address our
research questions. For research questions 1 and 2, we uti-
lised data from all the interventions identified (n=23). To
address research questions 3 and 4, it was only possible to
include interventions that were evaluated (n=15).

Results

The database searching identified 20,112 records:
PsychInfo =3345, Embase =7099, Medline =5203, Web
of Science =3308 and Cochrane Library=1157. An addi-
tional 14 records were identified through other sources in
March 2018 and updated 14th December 2018: Ottawa
decision aid list=4, Reference trolling =2, Children’s
Hospital of Eastern Ontario (CHEO) =3, Google=35. The
preferred reporting items for systematic reviews and meta-
analyses (PRISMA) flow diagram (Fig. 1) depicts the flow
of information through the different phases of this review
and reports the number of records identified, included, and
excluded.

A total of 31 records were identified for inclusion. These
include 23 research articles with publication dates ranging
from 1994 to 2018 and 8 interventions without any asso-
ciated research publication. The interventions with devel-
opment dates were developed from 2010 onwards. The 31
records identified (inclusive of development and evaluation
studies), map onto 23 interventions for use by parents of
children with mental health difficulties. Details related to
the interventions are provided in Table 2.

Question #1: What decision support interventions are
available for parents of children accessing mental health
services?

The 23 interventions identified in this review were: (1)
Asking Questions about ADHD-Question Prompt List
(QPL), (2) ADHD SDM Intervention, (3) The Shared Deci-
sion Framework, (4) Preparing for the Appointment (PFTA)
worksheet, (5) Counseling in Dialogue, (6) Families First of
Essex County, (7) Decision Aid for ADHD, (8) ADHD Pref-
erence and Goal Instrument, (9) Giving Parents a Choice,
(10) ASD-Specific Medical Home, (11) Interactive Early
Intervention Patient Decision Aid for Parents, (12) Coach-
ing in deliberation, (13) i-THRIVE Grids, (14) Option Grid
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Fig. 1 PRISMA flow diagram of study selection (adapted from Moher et al. 2009)

treatment decision aid, (15) Guided access DVD, (16) A
checklist for parents with children with mental health prob-
lems, (17) Autism: Should my Child Take Medicine for
Challenging Behaviour?, (18) Depression: Should My Child
Take Medicine to treat Depression?, (19) ADHD: Should
My Child Take Medicine for ADHD?, (20) Goal progress/
record/rating Charts, (21) Treatment Options for ADHD in
Children and Teens: A review of research for parents and
caregivers, (22) Is this guide right for the child in my care?,
and (23) Ottawa Family Decision Guide.

Interventions were supported by various modalities and
accessible by one or more of the following formats: 43%
(10) paper-based, 39% (9) digital, 17% (4) multimodal,
and 9% (2) face-to-face. The majority of the interventions
were available online for print, web-use, or the contact
details were available to seek authors’ permission to use.
The primary foci of the interventions were to support treat-
ment decisions, highlight goals, choices and preferences,
provide information, and facilitate overall doctor—client
communication.

@ Springer
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Of the 23 interventions identified, 8 were targeted at
services providing care for children with ADHD, 5 were
targeted at services providing care for children with ASD,
6 were for services providing care for emotional and
behavioural disorders (EBD), 5 were for universal mental
health care and 1 for self-harm.

Table 2 summarises the characteristics of these inter-
ventions without any hierarchical order.

Question #2: Which of the SDM elements are addressed
in these interventions?

The interventions met an average of 4.57 (SD 1.93)
SDM elements. Of the 23 interventions, 61% (14) included
the capacity to “explain the problem”, 87% (20) to “pre-
sent options”, 83% (19) to “discuss pros and cons”, 61%
(14) to explore “values, goals and preferences”, 22% (5) to
check service user’s “ability and self-efficacy”, 61% (14)
to allow professionals to “make recommendations”, 39%
(9) to “check understanding” of the available options, 39%
(9) to allow users to “make or defer decision”, and 4% (1)
to “arrange follow-up” if unable to make a decision at the
moment or to review the decision that was made.

All of the interventions included at least two of the
SDM elements. The majority (n=10) of the interven-
tions were rated as low-SDM, while 8 interventions were
rated as medium-SDM, and 5 were rated as high-SDM.
None of the interventions met all nine SDM criteria. Only
20% (1/5) of the interventions rated as high were evalu-
ated, while 87.5% (7/8) of those rated as medium and 70%
(7/10) of those rated as low were evaluated. The more
comprehensive interventions (i.e. rated as high) included
most of the elements of SDM except for “arranging follow-
up”. Interventions rated as medium mostly met “explain
the problem”, “make recommendation”, “present options”,
“discuss pros and cons” and “explore values, goals and
preferences” elements, with fewer opportunities to “dis-
cuss ability and self-efficacy”, “check understanding”,
“make or defer decision” and “arrange follow-up”. Inter-
ventions rated as low mostly met “explain the problem”,
“present options” and “discuss pros and cons” with some
opportunities to “explore values, goals and preferences”.
However, these interventions less often provided opportu-

ELINNTS

nities to “discuss ability and self-efficacy”, “make recom-
mendations”, “check understanding”, “make or defer deci-
sion” and “arrange follow-up”. Table 3 summarises the
results of the SDM elements checks agreed by SL and JEC.

Question #3: What are the barriers and facilitators to
usage and implementation?

Findings of this review suggest that factors such as
time, accessibility, and appropriateness of the interven-
tion were common themes identified as influencing usage
and implementation of SDM interventions. These themes
are encompassed in the two categories: facilitators and
barriers.

Families Facing Tough

Health Decisions. This
process and prompts to
ask the right questions

Intervention description
An intervention for
tool allows parents to
list options, consider
who is involved in
the decision-making

Study design

Digital/paper-based N/A

*Age of child (years) Format

Not reported

Target area
Universal

Ottawa Family Deci-
sion Guide

Intervention

Country

Eastern Ontario

*Age of the child is reported as the age of the children at the time the study was conducted. This do not reflect the recommended age group for use of the intervention

23 Children’s Hospital of Canada

Table 2 (continued)

[#] References

(5
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Facilitators

Factors influencing the usage of interventions varied
across the different modalities (e.g. face-to-face vs. paper-
based) and purpose (e.g. to provide information vs. to
improve communication). For instance, parents expressed
that they were interested in using the QPL because it was
clear, easy to understand, and made it easier for them to
ask questions. Most parents also indicated that the length
of the QPL was “just right” and suggested that they would
benefit most from the resource if it was provided soon after
diagnosis [3]. Additionally, for the ADHD SDM interven-
tion, which involved using choice cards and booklets, not
having an increase in the length of the appointments was
another factor encouraging usage [39]. However, feedback
from families and service providers suggested that web
interventions can save time, increase the efficiency of the
process [53], and provide parents with information prior
to sessions [54]. Parents involved in the Counseling in
Dialogue study also appreciated the visualised form of
information which supported their understanding. Find-
ings across studies highlighted that knowing parents’
preferences may boost participant engagement and inform
SDM [55, 56, 57].

Clinicians highlighted that one factor encouraging the
use of the intervention was the minimal training require-
ment. Similar to parents, clinicians were also happy with
no increase in the duration of consultations. Therefore,
clinicians were more inclined to use the intervention if it
did not affect the flow of the consultation, or strain time or
staff resources [39]. Additionally, clinicians who partici-
pated in the evaluation of the i-THRIVE Grids expressed
the ease of use and not detracting from practice as facilita-
tors [58]. Another influencing factor was the clarity and
appropriateness of language as indicated by participants
in the study of the Option Grid treatment decision aid.
That article also highlighted that clinicians appreciated
interventions including information that was credible and
reliable, and like other interventions, if the resources did
not result in any additional time burden [59].

Barriers

The theme of the appropriateness of the intervention was
further highlighted in the article describing the Shared
Decision Framework [53]. Families and service providers
involved in that study expressed concerns about paperwork
loads and power struggles arising from the involvement of
youth in decision making [53]. Similarly, the study on the
PFTA worksheets highlighted (increased) disagreement

@ Springer

among dyads (parent and child) [60]. Findings also sug-
gest that not giving parents a preference choice resulted in
a higher chance of drop out of treatment [59].

Similar to the Shared Decision Framework, accessibility
was also important to clinicians using the i-THRIVE Grids,
who preferred them to be electronic for ease of access, sug-
gesting paperwork overload as a barrier to usage [53, 58].
Another barrier to the usage of SDM interventions was high-
lighted in the Families First of Essex County study, which
suggested that not having the availability of services and
the capacity to coordinate services among their providers
hindered its use [61]. Findings from the evaluation of the
Interactive Early Intervention Patient Decision Aid for Par-
ents also suggested that clinicians feared there would be a
chance of information overload for parents [44]. Similar to
parents’ concerns, some clinicians thought that the use of
the i-THRIVE Grids and the Option Grid treatment decision
aid added to the already packed schedule of service users,
therefore, making them ‘burdensome’ and overwhelming
[58, 59].

Question #4: What is the evidence for usefulness and
acceptability of these interventions?

Usefulness

There is evidence for 11 of the 23 interventions reporting
on whether users of the interventions found it helpful or
useful. Descriptions of the 11 interventions (1-5, 7, 10, 11,
13-15) are provided in Table 2. Overall, the interventions
were identified as useful. Users (n=17) of the QPL found
it useful, and qualitative findings indicated that parents felt
the QPL would address some difficulties they experienced
during consultations. Parents also indicated that the book-
let contained questions that were useful [3]. Early feedback
from implementing the Shared Decisions Framework tools
and methods indicated that youths, parents, and service pro-
viders appreciated the value in SDM and the questions on
the tools [53, 60]. Similarly, the evaluation of Counseling
in Dialogue resulted in parents’ understanding of the infor-
mation, participation in treatment planning, and promoted
an active role in decision making [54] indicating positive
outcomes. Parents also described the i-THRIVE Grids as
useful because the grids provided reliable information that
accurately covered the range of available treatments and
made them feel empowered [58].

Similar to parents, the clinicians also found the i-THRIVE
grids helpful as a reminder of available options, and the
users of the Option Grid treatment decision aid also indi-
cated that the information provided was helpful [59]. More
specifically, parents suggested the time in which the inter-
vention was received was important as also suggested in
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relation to the Guided Access DVD, which was described as
being useful for parents with a recent diagnosis [62].

The usefulness of the interventions to help parents pre-
pare for appointments was a common theme across stud-
ies [53, 58, 59, 60, 63] as the interventions were seen as
convenient, flexible, and valuable to parents’ lifestyle [53,
54]. Furthermore, the evaluation of the Counseling in Dia-
logue intervention found that the visualization elements of
the intervention were helpful in supporting parents’ under-
standing of the information [54] and the Interactive Early
Intervention Patient Decision Aid for Parents pilot study
highlighted that some parents found the intervention overall
useful [44], The usefulness of the intervention was further
highlighted by parents in the evaluation of the ASD-spe-
cific Medical Home intervention who reported experiencing
fewer unmet needs, and an improvement in SDM (5.89 vs
4.03, p <0.05) than the control group. However, that study
reported marginal statistical significance between the groups
for unmet needs (5.95 vs 5.17, p=0.067) [64].

Clinicians indicated that the QPL helped parents initiate
discussions about difficult topics and helped (or will help)
parents in making decisions [3]. Overall, 71% of physicians
in the evaluation of the ADHD SDM choice cards and book-
lets found the information extremely helpful and acceptable
for use by parents [39]. Similar to parents, the therapist also
considered the Counseling in Dialogue intervention to be a
convenient and valuable method [54] and clinicians in the
qualitative study of the i-THRIVE Grids suggested the grids
were useful in the context of assessment clinics and ‘intrinsi-
cally useful’ to service users [58]. Clinicians also found the
Option Grid treatment decision aid useful in structuring the
session and reducing the burden related to paper handouts
[59].

Acceptability

Eight of the twenty-three evaluated interventions reported
on acceptability. Descriptions of the 8 interventions (1, 2,
4,7, 10, 13-15) are provided in Table 2. The interventions
were generally acceptable by users. For example, the QPL
was well-received by participants in the study and resulted
in a mean satisfactory score of 9.5 on a 10 point scale meas-
ure. Results showed that all parents were very satisfied or
satisfied with the use of the QPL. The paediatricians also
agreed that the QPL was acceptable for use by families
and indicated that they would be happy to use it as part
of their practice [3]. In the evaluation of the choice cards
and booklets of the ADHD SDM Intervention, physicians
indicated the resources were acceptable for use by families
and 86% indicated that they would recommend it [39]. Simi-
larly, parents responded positively to using the PFTA work-
sheets and despite some parents reporting moderate levels

of satisfaction, some were eager to use it again for future
appointments [13].

The decision aid for ADHD received average feedback
ratings on whether users were satisfied with the decision
aid itself and users reported moderate satisfaction with the
information received via the tool [63]. Participants in the
intervention group for the ASD-specific Medical Home
study were more satisfied than those in the control group
(6.49 vs 4.98, p<0.01) [64]. Additionally, a parent in the
qualitative study of the i-THRIVE Grids highlighted satis-
faction with the intervention as it ‘allowed her to make the
decision that was right for her family’ [58]. All participants
using the Guided Access DVD indicated that they would
recommend the intervention to others and some of the par-
ents highlighted that they were very likely to continue using
the tool [62]. Although interventions were acceptable, some
parents and clinicians who used the Option Grid highlighted
that the resources needed to be used during sessions because
as a stand-alone intervention parents may feel overwhelmed
by the amount of information [59].

Discussion

This scoping review was designed and carried out to identify
and examine parent-targeted SDM interventions to inform
practice and the development and implementation of future
decision support tools. This study identified a total of 23
interventions for use by parents of children with mental
health difficulties. The findings of this review suggest that
interventions targeting parents met on average 4.57 (SD
1.93) essential elements of SDM and have received favour-
able responses to usage (acceptability and usefulness). The
factors influencing usage and implementation of the inter-
ventions emerged as three overarching themes: time (e.g.
increase in session times), accessibility (e.g. easily available
via the web), and appropriateness of the intervention (e.g.
easy to use and understand).

The review by Cheng et al. [30], examining SDM inter-
ventions for children and young people, also identified 12 of
the interventions that our study found, and conducted similar
quality checks using the Makoul and Clayman [36] elements
which coincide with our findings. However, it must be noted
that the nine elements of SDM were developed based on the
literature reviewed in adult physical health settings. There-
fore, applying this model to CAMHS may require more
involvement from service users within CAMHS to under-
stand how to include these elements in the interventions.
With the uniqueness of the triad in CAMHS, even more
research is needed to ensure these elements can be included
in the development of interventions to support the SDM
process. Additionally, the higher number of interventions
“presenting options” but fewer “arranging follow up” can be

@ Springer
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explained as an immediate approach to medicinal decision
making, which is mostly required in physical health. With
more chronic conditions in mental health, the “arrange fol-
low up” component may be quite useful for this population
and developers can consider this going forward.

Interventions were targeted at services providing care
for children with ADHD, ASD, EBD, universal CAMHS,
or self-harm. This finding is also consistent with previ-
ous reviews [30, 65], highlighting that most interventions
in CAMHS target these disorders. This is not surprising
as statistics show one in eight (12.8%) of 5-19-year-olds
have at least one mental health disorder [66]. Additionally,
findings from a 30,000 children study found that just under
one in five children and young people indicated they were
experiencing emotional problems and the same was seen for
behavioural problems [67]. Therefore, it is noted that parents
of children with these mental health difficulties will be faced
with making a wide range of decisions.

Previous research in this area highlighted barriers and
facilitators to person-centred care in CAMHS [31]. How-
ever, this review aimed to investigate further, to discover if
there were any factors specific to the use of SDM interven-
tions by parents. Findings were consistent with the previ-
ous literature in both physical and mental health regarding
the general importance of information sharing [31, 68] as a
facilitator. Parents appreciated having information from a
variety of sources to help make decisions [33, 39]. However,
as this review also highlighted, the information should be
appropriate, for example in a language that is jargon-free
and understandable for service users [31, 68]. Knowing the
types of information parents need and how to use the right
media to effectively communicate the relevant information
can aid parents in decision making [69, 70, 71].

Another facilitator highlighted was time efficiency, for
example in being able to prepare for appointments ahead
of the session. This can be favourable to parents as they are
usually faced with long waiting times and time-consuming
evaluations [72]. Therefore, the time spent waiting will be
occupied with preparations for upcoming appointments.
Additionally, accessibility of the interventions was impor-
tant, for example, some parents found web-based interven-
tions to be appealing. Although there is growing evidence
to support technology in health care settings [73], more
evidence is needed to investigate parents’ preference for
using digital interventions as a stand-alone or integrated
into face-to-face sessions to support their children. From
the clinician’s perspectives, SDM support interventions
were likely to be used if they required minimal training
and had no increase in the duration of the consultations.
There has been little research to date concerning clini-
cians’ time as a resource [74]. However, there have been
increasing emphasis on time and efficiency in health care
delivery [75]. Therefore, having interventions that can be

@ Springer

used during and within sessions can impact both clini-
cians’ and parents’ satisfaction with services by increasing
efficiency.

In line with previous findings from similar reviews, not all
interventions identified were evaluated [30, 38]. This study
found that 15 (65%) of the included interventions had associ-
ated research publications. Therefore, reporting on useful-
ness and acceptability for all interventions is limited, and it
is, therefore, difficult to recommend their use. The increase
in commercially developed interventions leaves empiri-
cal studies lagging behind. This is concerning, given the
emotional state of this population. Parents of children with
mental health issues report high levels of parenting stress
[76] and, therefore, caution should be taken when imple-
menting new interventions to ensure sufficient support is
given throughout the decision-making process. Rigorous and
ecologically valid empirical studies should be conducted to
test these interventions before implementing into practice.

Service users and service providers found interventions to
be useful for the decision-making process. This is consistent
with existing literature as SDM has been widely advocated
across health settings, patient populations and policy [22,
24]. One reason highlighted for the usefulness of the inter-
ventions was the ability to provide or facilitate information
sharing. This again corroborates previous findings that infor-
mation seeking is a primary element of the journey parents
undergo post-diagnosis of a child with a mental health dis-
order [77]. However, it is noted that information needs may
change at different periods [44] and information only may
not be sufficient for parents [33]. Therefore, additional sup-
port needs should be offered at various stages.

Similarly, clinicians found interventions to be useful as it
facilitated discussion. In pediatric health settings, health pro-
fessionals welcome additional resources that provide access
to information at the convenience of parents, and outside of
the clinical session [78]. As a result of this, parents can be
better prepared for appointments allowing for further discus-
sions between parents and clinicians. In CAMH settings,
similar findings indicate that keeping reports and tracking
progress leads to shared work between the therapist, young
person and family, which can lead to better agreement and
working alliance in therapy [5].

Eight interventions had supporting evidence to indicate
overall satisfaction with the use of the intervention. This is
supportive of previous studies that highlight parents’ need
for additional support [79, 80] to make informed decisions.
Therefore, the findings of this review confirm that parents were
satisfied with receiving more information through SDM inter-
ventions. These findings suggest that once parents are provided
with the right kind of support, they will feel more included by
services and their own anxieties of not being informed will
decrease [81]. Clinicians also responded favourably to using
SDM interventions suggesting that services have a willingness
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to implement PCC as recommended in policy guidelines for
health care [24, 25, 82].

Strengths and limitations

This review has major strengths, such as, including a very
broad search strategy similar to those already published [30,
31] and a comprehensive concept-specific tool for assessing
essential elements of SDM [36]. However, there are some limi-
tations to be considered when interpreting the findings of this
scoping review. Firstly, of the 23 interventions, only 9 were
identified through the database searching. This can be due to
the lack of a standardized definition (e.g. decision aid, deci-
sion support tools, and decision support interventions) used
for SDM [36]. Although this review used a very broad search
strategy and two independent reviewers, it was possible that
some records may have been missed. Secondly, not all the
interventions identified were evaluated and those that were
evaluated lacked homogeneity in terms of study design, SDM
outcome measure, mode of delivery, and target population
making it difficult to synthesize.

For this review, we examined the essential elements of
SDM in interventions using the framework by Makoul and
Clayman [36]. Although these guidelines are useful in pro-
viding an overall sense of whether the intervention is achiev-
ing its purpose, the behaviours associated with each criterion
may differ making it difficult to standardize [83]. Additionally,
the lack of detail and heterogeneous study designs made it
difficult to objectively conduct an assessment using this tool
as it was uncertain how the intervention was used within the
client—clinician interactions. An alternative assessment tool
that can be considered in future studies is the International
Patient Decision Aid Standards (IPDAS), which provides a
minimal set of standards for qualifying as a decision aid, and
for judging the quality of decision aids [84]. However, the
IPDAS may not have been suitable for the current study as the
authors aimed to assess the presence of essential elements of
SDM in relations to the SDM process and not the quality of the
intervention itself. Assessing the quality of the evidence under-
lying the interventions, including development and evaluation,
may have required contacting the interventions’ developers,
which was beyond the scope of this review. Furthermore, the
results of this review are only up to date as of December 2018.
Nonetheless, it is believed that this scoping review provides
important information, and it is the most rigorous in the area
of parent-targeted SDM in CAMH settings that the authors are
currently aware of.

Future directions and recommendations

There is an urgent need for adequately powered and rigor-
ously designed RCTs to evaluate the efficacy of parent-
targeted SDM support interventions. Conducting such
studies can support researchers in identifying and com-
paring specific elements that best support the SDM pro-
cess in future review studies. Based on findings from this
review, some broad key recommendations are suggested to
develop and implement SDM support interventions. First,
it is recommended that interventions not reaching IPDAS
criteria [84] report on elements of SDM involved in the
intervention, so end users can obtain additional support to
supplement the intervention if needed. Second, as identi-
fied by some service users and service providers, interven-
tions should be web-based or online to avoid paperwork
overload. Just as important, it is recommended that new
interventions require minimal training for both providers
and users of the interventions and that the interventions
be made accessible via an open access repository of SDM
interventions. Another recommendation is that the con-
tent and usage of the interventions be easy to understand.
Finally, it is recommended that service providers receive
the necessary support and knowledge to be confident in
recommending or using decision support tools with ser-
vice users.

Conclusion

In conclusion, this scoping review provided a broad
overview of parent-targeted decision support interven-
tions used in CAMHS. It is noted that further research
is needed to evaluate and compare parents’ preferences
for decision support interventions. At a minimum, this
review may serve to provide awareness of available parent-
involved SDM support interventions and inform guidelines
for the development, implementation, and usage of new
interventions.
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