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Abstract

Aim: To examine child-led goal setting and evaluation tools and approaches for chil-
dren with a disability or developmental delay.

Method: Six databases were searched for studies that included population (children
aged less than 18years with disability or developmental delay); construct (child-led
goal setting tool or approach); and context (developmental therapy or rehabilitation).
The utility of tools and approaches across the goal setting and evaluation process was
investigated using abductive content analysis.

Results: Fifty articles met the inclusion criteria. Three approaches and four tools
for child-led goal setting and evaluation were identified. No studies reported the
clinimetric properties of tools specifically for child self-respondents. Qualitative
analysis revealed six distinct goal phases in which tools and approaches were used,
which were synthesized into a new framework for child-led goal setting and evalua-
tion titled DECIDE: Direct children to goal setting; Elicit goal topics and priorities;
Construct a goal statement; Indicate baseline goal performance; Develop an action
plan to address the goal; and Evaluate goal progress after the intervention.
Interpretation: Children actively participated in goal setting and evaluation across
six DECIDE goal phases. Further clinimetric information is required to support
use of goal setting and evaluation tools with child self-respondents. Future research
should emphasize the development of multi-phase goal setting tools and approaches
for diverse populations of children.
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The paradigm shift towards person-centred care frame-
works in allied health interventions has led to growing rec-
ognition that children should be actively involved in goal
setting.' Children with disabilities and developmental
delays experience substantial barriers to their participation
and reduced autonomy in many life domains, which persist
into adulthood.* To address these barriers, children often ac-
cess rehabilitation services, in which goal setting has a key
role. Evidence-based clinical guidelines support goal setting
to enhance collaborative practice and direct interventions
towards meaningful areas for children and their fami-
lies.””” Furthermore, children's engagement in goal setting

and their pursuit of goals is optimized when goals are self-
generated and hold personal value.' Research findings indi-
cate that child-led goal setting has the potential to positively
influence the child—practitioner relationship,® engagement
in the intervention,””'’ development of self-determination
skills," and therapeutic outcomes.'” However, children
with disabilities and developmental delays currently have a
marginal role in goal setting compared to their caregivers
or health care professionals.™" It is essential to increase the
agency and involvement of children with disabilities and de-
lays in goal setting to improve self-efficacy, engagement, and
outcomes.

Abbreviations: COPM, Canadian Occupational Performance Measure; GAS, Goal Attainment Scale; ICF, International Classification of Functioning, Disability and Health;

PEGS, Perceived Efficacy and Goal Setting System.
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Theories and frameworks adopted from adult literature
may help inform goal setting in paediatric clinical practice;
however, there are unique considerations when involving
children.”® In this scoping review, the term ‘children’ en-
compasses individuals under the age of 18years.'* When
considering this age range, it is important to first acknowl-
edge that children's ability to participate in goal setting
evolves as they grow and develop.”” From early childhood
through adolescence, children gradually develop autonomy,
self-concept, problem-solving, and decision-making skills,
thereby enhancing their capacity for self-determination.
Thus, it is necessary to tailor goal setting approaches to
support child-led involvement at different developmental
stages.'® Second, goal setting with children who have disabil-
ities and developmental delays may necessitate approaches
that accommodate for their differing physical, cognitive,
or communication needs.'® Finally, goal setting may need
to capture multiple perspectives because of the interrelated
roles of children and caregivers."” Although family-centred
practice is widely endorsed in paediatric health care, the
recent literature underscores the risk of children's perspec-
tives being overshadowed when caregivers are the primary
focus.>'® Additionally, child and caregiver perspectives on
goals can differ considerably.'*'® Therefore, it is advisable
not to place sole emphasis on caregiver goals; children's
voices should also be amplified.*’

Structured approaches can aid engagement in goal set-
ting.">*"** However, the tools and approaches that most
effectively support the active involvement of children with dis-
abilities and delays in goal setting have not yet been explored.
Within the adult literature, structured goal setting approaches
differ according to (1) their intended function, (2) the people
involved, (3) the steps implemented, and (4) the content and
characteristics of the goals set.*> Approaches may or may not
include the use of goal setting tools, which provide a systematic
method of capturing the client's perspective.” Identifying the
characteristics of child-led goal setting tools and approaches is
critical to determine their suitability for individual children.

Challenges in understanding and navigating the process
of goal setting can contribute to a low uptake of goal setting
approaches from paediatric health care professionals.** The
ambiguous or inconsistent terminology for goal-related
constructs contributes to this challenge.”” Levack et al.*
defined goal setting as the ‘establishment or negotiation of
rehabilitation goals’. This definition emphasizes an initial
step that occurs at the start of the intervention. However,
in practice, goal setting for an intervention involves a con-
tinuum of actions.”® Several steps may be required before
a meaningful goal can be established with children, such
as exploring possible goal areas. Furthermore, additional
steps are required after goal setting to ensure that true col-
laboration has occurred, such as reviewing and evaluating
goals with children to determine the effectiveness of an
intervention.”®*” Without a shared language for the com-
ponents of the goal setting and evaluation process, varia-
tion in implementation is likely." Clarification is needed to
distinguish between child-led goal setting and evaluation

What this paper adds

o Child-led approaches must respond flexibly to
children’s individual needs and strengths.

o Child-led tools and approaches have utility across
six distinct goal phases (DECIDE framework).

o The DECIDE framework can guide clinicians
and researchers in implementing child-led goal
setting.

o Clinimetric studies are needed to validate goal
evaluation tools for child self-respondents.

phases, and identify associated tools and approaches sup-
porting these phases.

There is a scarcity of research examining child-led goal set-
ting and evaluation tools or approaches. Existing systematic
reviews related to goal setting that include children are limited
in their scope, focusing on a single goal setting tool such as the
Canadian Occupational Performance Measure (COPM)*¥
or the Goal Attainment Scale (GAS).>° Other reviews have
been conducted on goal setting in a specific paediatric pop-
ulation, such as children with motor impairments'® or autism
spectrum disorder.” A more comprehensive review is neces-
sary to gain conceptual clarity regarding the characteristics of,
and processes for, child-led goal setting among a broad popu-
lation of children with disabilities and developmental delays.

The aim of this scoping review was to examine the pub-
lished literature to identify child-led goal setting and evalu-
ation tools and approaches for children with a disability or
developmental delay who are attending allied health therapy
services for developmental therapy or rehabilitation. Specific
objectives were to review published literature to: (1) iden-
tify the characteristics of child-led tools or approaches used
during goal setting and evaluation; (2) examine the clinimet-
ric properties and clinical utility of tools used for goal setting
and evaluation with a child self-respondent; (3) examine the
tools and approaches reported for use during child-led goal
setting and determine the process steps that they represent
for clinical practice; and (4) identify the characteristics of
children with disabilities or developmental delays who are
capable of self-responding during goal setting and evaluation.

METHOD

A scoping review was conducted, guided by the JBI (formerly
the Joanna Briggs Institute) manual for evidence synthe-
sis’** and reported according to the Preferred Reporting
Items for Systematic Reviews and Meta-Analysis (PRISMA)
extension for Scoping Reviews guidelines.*® Scoping reviews
are useful for exploring and synthesizing literature related
to a complex concept.”® A scoping review was deemed ap-
propriate because this study aimed to examine child-led goal

setting tools and approaches that are implemented before
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and after any intervention type, rather than investigate the
effectiveness of specific goal setting interventions. The pro-
tocol for this review was registered with PROSPERO on 4th
May 2021 (no. CRD42021243318).

Search strategy

Primary searches were performed using six electronic da-
tabases (PubMed, Embase, CINAHL, Web of Science,
Cochrane, PsychINFO) from the date of inception until
March 2023. The search strategy included keywords and
medical subject heading terms for the population (‘child’
and ‘disability’), construct (‘goal setting’), and context (‘re-
habilitation’). A complete list of search terms can be found
in Appendix S1. Secondary searches were conducted using
(1) reference lists of the included articles, (2) reference lists
of relevant reviews, and (3) manuals of the included goal set-
ting and evaluation tools (if available).

Article selection

Articles were exported to EndNote X9 (Clarivate Analytics,
Philadelphia, PA, USA; www.clarivate.com), where dupli-
cates were removed and then exported to the COVIDENCE
systematic review software (Veritas Health Innovation,
Melbourne, Australia; www.covidence.org) for screening.
Two researchers reviewed each article independently to
determine eligibility against the inclusion criteria. Articles
were reviewed in two stages: (1) title and abstract and (2) full
text. Discrepancies were resolved in consultation with all
authors.

Inclusion and exclusion criteria

Articles were included if they: (1) involved children aged less
than 18 years with a disability or delay in the context of de-
velopmental therapy or rehabilitation; (2) used a goal setting
and evaluation tool or approach, reported in sufficient detail
for replication; (3) involved children as self-respondents dur-
ing at least one component of goal setting and evaluation; (4)
reported original data for the tool or approach; and (5) were
published in full text in a peer-reviewed journal. Articles
were excluded if: (1) children were accessing services for
reasons other than developmental therapy or rehabilitation,
for example, medical conditions (e.g. asthma, cystic fibro-
sis), health conditions (e.g. obesity or weight management),
or mental health conditions (e.g. anxiety or depression); (2)
the study included a mixed cohort of children and adults
and the data for children were not reported separately; (3) it
could not be confirmed that children were involved as self-
respondents during goal setting and evaluation, for exam-
ple, goal setting and evaluation were completed with a proxy
respondent only (such as a caregiver, therapist, or teacher),
or the respondent during goal setting and evaluation was

unclear; or (4) children and caregivers responded jointly
throughout all parts of goal setting and evaluation, and the
independent contribution of children was not described.
Studies were not excluded based on language.

Data extraction

Data extraction was guided by the CanChild Outcome
Measures Rating Form criteria® and recorded in Excel.
Extraction was completed by one author (AR) and checked
by a second author for agreement. Data extracted included
study characteristics (design, sample size, country), partici-
pant characteristics (age, diagnosis), and characteristics of
the goal setting and evaluation tool or approach (setting, re-
spondent, therapy discipline involved, purpose, clinical util-
ity, clinimetric information).

Quality assessment

Quality assessment was not completed because the intention
of this review was to identify and synthesize the character-
istics of the goal setting tool or approach used, rather than
examine the impact of the tool or approach on child out-
comes. Furthermore, the implementation of the COnsensus-
based Standards for the selection of health Measurement
Instruments (COSMIN)* to assess risk of bias was not pos-
sible because no clinimetric data for tools used with child
self-respondents were found.

Data synthesis

An abductive qualitative content analysis approach was ap-
plied to data synthesis, which included an inductive phase
followed by a deductive phase.”’” The inductive phase pro-
vided a mechanism to identify and classify tools and ap-
proaches reported in the published literature. The deductive
phase provided a mechanism to categorize these data using
existing goal setting theory and author clinical experience,
to develop a framework that could be applied in clinical
practice.37

The approach involved five steps, consistent with frame-
work methodology,®® as applied to systematic reviews.*
First, one study author (AR) became immersed in the data
to gain a broad view of the range and function of tools and
approaches used with children (step 1: data familiarization).
An inductive approach was used to code and cluster tools
and approaches used for similar purposes (step 2: coding).
The authors then used a deductive approach to propose draft
groupings based on their analysis of the goal setting litera-
ture and their clinical knowledge and expertise. Together,
the draft groupings comprised a working framework rep-
resenting the phases of child-led goal setting and evalua-
tion (step 3: developing a working analytical framework).
A deductive approach was then used to group tools and
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approaches into the phases of the framework and consider
whether any additional phases were needed to accommodate
all the data (step 4: applying the analytical framework). To
maintain rigour, the lead author held regular meetings with
all study authors to discuss and confirm data interpretation
and management across each of the coding, grouping, and
framework integration steps.

To summarize the results of the analysis, data were tabu-
lated into a framework matrix to display how the tools and
approaches were grouped into the final framework phases
(step 5: charting data into a framework matrix). Additional
strategies supporting children's involvement in goal phases
were also identified and recorded in this table. While all
studies reported children as self-respondents during at least
one component of goal setting as per the inclusion criteria,
the role of caregivers in goal setting was also identified. Data
were extracted to capture when, within goal phases, (1) chil-
dren self-responded, (2) children and caregivers responded
together, (3) children and caregivers both responded, but
separately. Descriptions of the goal phases within the frame-
work were derived directly from the analysis to reflect the
tools and approaches identified for each phase.

RESULTS

Primary and secondary searches retrieved 11166 unique
articles, of which 276 involved goal setting and evaluation
for children (see the PRISMA flow chart in Appendix S2).
Of these, 50 articles involved children as self-respondents
during at least one phase of goal setting and evaluation.
These articles were included in the final data extraction
and synthesis. Articles involving children were excluded if:
goal setting and evaluation was completed with a proxy re-
spondent only (n = 141); goal setting and evaluation was only
completed by children and caregivers as joint respondents
(n=32); or the respondent was not stated or unclear (n=>53)
(see Appendix S3 for the references of these excluded studies).

Study characteristics

The characteristics of published studies involving child-led
goal setting and evaluation are detailed in Appendix S4.
Studies reporting the same data set of child-led goal set-
ting are grouped together in the results. Children who self-
responded were aged from 4 to 17years, with sample sizes
varying from 1 to 117 children. Children who were included
in goal setting and evaluation had diverse diagnoses or de-
velopmental delays, the most common being developmental
coordination disorder (n=12),"*"" followed by general dis-
ability (n= 10)!21%52-6% 3 nd cerebral palsy (CP) (n= 7).61-66
Study inclusion criteria for children related to other de-
velopmental areas varied. The most common criterion was
adequate cognition (n=24 studies), including: children
having average or higher cognition as measured on stan-
dardized testing;** "¢ 183677 15 intellectual delay as

per clinical or caregiver report;®”® cognition above the
level of a 5-year-old;'*** cognition above the level of an
8-year-old;>®* the ability to make choices between two op-
tions;'***~>* or the ability to formulate goals.®®”® The second
most common criterion was communication (n =19 studies),
with studies including: children having sufficient expressive
and receptive language skills;**"® able to communicate
verbally;'**“**%¢ able to communicate or understand infor-
mation at or above the level of a 5-year old;'>** %% demon-
strate age-appropriate language skills on standardized
testing;”>’® have receptive language at a two-word level;*! or
have intentional communication.**

Child-led goal setting and evaluation tools

Four tools were identified in the literature to be used with
child self-respondents during goal setting and evaluation.

Canadian Occupation Performance Measure

The COPM™ was designed by occupational therapists as a
self-report tool to evaluate perception of occupational per-
formance with clients of all ages.*>®* Administration of
the COPM is a multi-step process, beginning with a semi-
structured interview covering the life domains of self-care,
productivity, and leisure. The client is supported to prior-
itize problem areas and self-evaluate their performance and
satisfaction of these areas at baseline using 10-point Likert
scales. The COPM scales are designed to be re-administered
after the intervention to measure change in occupational
performance.®?

The COPM was the most frequently reported goal setting
and evaluation tool used in research involving children as
self-respondents. Thirty-one studies reported that children
between the ages of 4 and 17 years self-responded using the
COPM. The COPM was most commonly administered in its
full form (n=23)>434546:48.49,51,58.59.62-6668-7072,7375.76.78.55
In six studies, an alternative tool or approach was used to
capture children's goals, followed by the COPM rating scales
to measure children's self-evaluation.*”*"***>2%7® Five stud-
ies used a modified COPM, in which only one component
of the semi-structured interview was completed”"*>*¢*” or
an alternative rating scale was used with reduced response
options.”” Four studies reported that some children in their
sample could not complete the COPM rating scales.*®>%>72
Difficulties responding were attributed to children being
unable to attend to or comprehend task instructions,*®%>72
or the reasons were unclear.** A visual rating scale was used
in three studies, all of which included children under 8 years
of age, as an alternative to the numerical rating scale.***>%

Good clinical utility of the COPM with child self-
respondents was reported in one study.”® In this study, 23
children aged between 8 and 12years participated in semi-
structured interviews to share their experiences of com-
pleting the COPM. All children completed the COPM.
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Qualitative results revealed several key insights from chil-
dren, including: (1) the COPM enabled them to express their
wishes; (2) their preferences were integrated into goals and
supports; and (3) the process of the COPM was suitable for
them.”® Children made suggestions to improve the accessi-
bility of the COPM for other children, such as simplifying
the rating scales.”® Children's suggestions were triangulated
with information from caregivers and occupational thera-
pists in a subsequent study.”® Findings were synthesized
through a Delphi consensus process, resulting in 40 specific
instructions for administering the COPM to children.*

In terms of clinimetrics, no studies were identified that
reported on validity, reliability, or responsiveness of the
COPM, specifically when used with child self-respondents.

Goal Attainment Scale

The GAS is a goal setting and evaluation tool initially in-
troduced in adult mental health care settings and which is
now used extensively with other populations.’”®® The GAS
is considered a ‘content empty scale’, meaning that the con-
tent used in the scale needs to be identified by the therapist
or the client. Although a five-level table is commonly used
to record the goal details, there is no standardized admin-
istration procedure.*” Common principles of GAS adminis-
tration are to use the 5-level table to: (1) document a client's
current performance of a target goal activity before interven-
tion; (2) construct a scale that represents their anticipated
and preferred outcomes; and (3) evaluate goal attainment
after the intervention.*” While client involvement is encour-
aged, goal documentation is frequently therapist-driven.*

Six published intervention studies were identified that in-
volved children as self-respondents for the GAS,>"67687786:90
Three studies showed that children aged between 11 and
17years could be successfully involved in constructing the
GAS five-level scale, with assistance from a researcher,
where 0 was the expected goal performance and -2 was the
current goal performance. Children then self-evaluated their
goal competence after the intervention, independently from
their caregivers.””””*® While the GAS was feasible for these
adolescent self-respondents, one study noted that the process
was ‘time-consuming’ as some young people needed signif-
icant support to describe their goals and criteria for change.
Therefore, it was recommended that the procedure should be
carried out by trained therapists.””

Two single case studies reported the use of alternative
forms of the GAS with a child self-respondent. One study
outlined use of a modified ‘child-friendly’ GAS, which re-
tained the five-level scale but used numbers 0 to 4 to avoid
negative scale points.”® In a second study, a child rated
their goal attainment after the intervention using a ‘7-point
Likert GAS scale’, in which 4 represented the expected goal
achievement.” Use of the GAS was discontinued in a study
involving children aged 6 to 17years with a hyperkinetic
movement disorder. The reason reported for discontinua-
tion was that children and therapists had difficulty scaling

the goals.®® No studies were identified in this review that
reported on the validity, reliability, or responsiveness of the
GAS when used with child self-respondents.

KID'EM

KID'EM was designed as a communication tool to support
children's motivation to take part in rehabilitation and fa-
cilitate the construction of therapy goals based on child
preferences.®” The tool prompts therapists to ask children
questions about their interests, daily activities, and needs.
The therapist supports children to operationalize goals
using specific, measurable, achievable, realistic, relevant,
timed goal principles.” Finally, the therapist is prompted to
identify with children the facilitators and barriers to their
goal achievement. KID'EM was developed and evaluated in
France.®’

KID'EM was piloted in one study with 50 children aged
between 1 and 17 years with various disabilities who were
attending physiotherapy.®® The tool was useful for children
over the age of 6years who could communicate verbally.
Physiotherapists using the tool reported that it assisted them
to improve their therapeutic relationship and identify mean-
ingful goals with children.*

Perceived Efficacy and Goal Setting System

The Perceived Efficacy and Goal Setting System (PEGS) was
developed to assist children aged 5 to 8 years to identify goal
areas for occupational therapy.> Children use pictorial cards
to indicate their self-perceived competence in everyday self-
care, school, and leisure activities. Children then select pri-
ority goal areas from the cards representing areas in which
they do not feel competent.™

The PEGS was used in 14 studies, with children aged be-
tween 5 and 12years.”'>!40742:472493236.80 1he PEGS is not
intended to be used to rate or evaluate goal outcomes; thus,
it was paired with the COPM in six studies.”**~*>*>*° Three
studies reported good utility of the PEGS in supporting chil-
dren to express their views and priorities about goals.****

Goals prioritized by children using the PEGS were rel-
atively stable over time.’*>> Disparities in agreement were
identified between items prioritized as goals by children
and caregivers when completing the PEGS,'*** although
children's goals were achieved to the same extent as care-
giver goals.'” The PEGS has been adapted to an Austrian-
German®” and Swedish®® context. As the PEGS is not a goal
evaluation measure, further clinimetric information, such as
responsiveness, was not reported.

Child-led goal setting and evaluation approaches

Three child-led approaches were identified from the
literature.
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FIGURE 1 Summary of the six phases of the DECIDE framework for child-led goal setting and evaluation.

TABLE 1 Description of the child-led goal setting phases and components of the DECIDE framework.

Actions taken to direct children's attention to and engagement in goal setting, that is,

Actions taken to support children to: (1) self-identify goal areas across the ICF as relevant
and (2) prioritize the most important goal areas to be addressed through intervention from

Actions taken to support children to construct a statement that represents the topic and
desired outcome for each of their chosen goals.

Actions taken to support children to self-evaluate each goal for (1) their current competence
in that goal, (2) satisfaction with their competence, or (3) confidence or readiness to address

Actions taken to identify with children (1) an action plan to address the goal, (2) facilitators
and barriers to achieving the goal, and (3) strategies and people to help to address barriers.

Actions taken to support children to self-evaluate progress or goals after an intervention,

Goal phase Description
D Direct children to goal setting
building rapport.
E Elicit goal topics and priorities
the children's perspective.
C Construct a goal statement
I Indicate baseline goal performance
the goal (goal self-efficacy).
D Develop an action plan to address
the goal
E Evaluate goal progress after the
intervention

including re-administration of outcome measures applied at the ‘indicate’ stage.

Abbreviation: ICF, International Classification of Functioning, Disability and Health.

ENGAGE approach for child-led goal setting

ENGAGE is a theory-driven approach that optimizes
children's active participation in goal setting and evaluation.’
ENGAGE is underpinned by four principles: (1) goals are
based on children's preferences; (2) goal setting occurs
collaboratively; (3) goals drive intervention; and (4) goals
and goal progress are used as motivation for therapy.

In one study,” ENGAGE was delivered within a multidis-
ciplinary inpatient and outpatient context with nine children
with CP and their caregivers. Clinicians used customized
goal setting tools and strategies to support children's active
engagement and to identify goal content. A study-specific
sentence completion tool was used to structure and record
goals with children, which enabled children to identify the
context and rationale for their goals. Qualitative results re-
vealed that children could identify meaningful and motivat-
ing goals valued by both children and caregivers.’

International Classification of Functioning,
Disability and Health-inspired goal setting in
developmental rehabilitation

International Classification of Functioning, Disability
and Health (ICF)-inspired goal setting® was developed
as a collaborative goal setting approach for children with
disabilities that embedded the ICE’? ICF activity and
participation areas relevant to children were identified from
the literature and translated into goal cards and an activity

checklist. A case study illustrated how the approach was
implemented with a 17-year-old with CP.*! The context was
an outpatient medical centre providing multidisciplinary
developmental therapy. The adolescent used the ICF goal
cards to self-identify and prioritize goals for intervention.
Goals were operationalized collaboratively by the clinician
and adolescent using specific, measurable, achievable,
realistic, relevant, timed goal principles.” Goal setting led to
intervention planning and delivery, which directly addressed
the adolescent's priorities.

Personalized goals for positive behaviour support

An augmented communication approach was developed to
support children with intellectual and developmental dis-
abilities to articulate their preferences and priorities.®" The
approach was implemented in one study® with 14 children
aged between 5 and 15years who had diverse communica-
tion abilities. Goal setting and evaluation was completed by
a single professional for the purpose of developing individu-
alized positive behaviour support plans.

During the goal setting session, children were asked
semi-open-ended questions about their views in topic
areas relevant to a positive behaviour support framework.*"
Children were presented with Talking Mats (Talking Mats
Ltd, Stirling, UK) visual stimulus cards and asked to place
them in the mat area corresponding to their preferred re-
sponse. After the interview, children were encouraged to
select one or two visuals that represented areas for which

85UB01 7 SUOLILLIOD BAIERID 3|eotjdde ayy Aq peusenob ake 9l VO 85N J0 S9|NI o} ARIq1T8Ul|UO AB]1M UO (SUOTPUOD-PUe-SWLBIALID" A8 | 1M Ake.q Ul |uo//SANy) SUONIpUOD pue swis 1 81 89S *[6202/20/90] Uo Akeiq18UlIUO AS|IM *[10UNOD LYD1e8ssy [BIIBIN PUY Ul[esH [eUoleN AQ 6G6ST UOWP/TTTT OT/I0p/W00 A 1M Afe.d iUl |uo//sdny woiy pepeojumod ‘2T ‘20z ‘6v.8697T



1564 |

RYANET AL.

they would like support, which were recorded as goals. Nine
children engaged in the approach and identified goals. Five
children with complex communication needs did not com-
plete all steps of the approach, although some indicated their
preferences for the activities depicted on stimulus cards
non-verbally.*!

Synthesis of tools and approaches

The data analysis of tools and approaches reported for use
with children as self-respondents revealed six overarching
phases of child-led goal setting and evaluation. We syn-
thesized the six phases into a new ‘DECIDE’ framework to
support decision-making in child-led goal setting and evalu-
ation in both clinical and research contexts (Figure 1). The
DECIDE goal phases are: Direct children to goal setting;
Elicit goal topics and priorities; Construct a goal statement;
Indicate baseline goal performance; Develop an action plan
to address the goal; and Evaluate goal progress after the in-
tervention. Descriptions of the goal phases derived from the
analysis are presented in Table 1.

Phases were characterized by unique child-led actions re-
lated to goals completed by the therapist and child. Phases
were considered distinct from each other because the ac-
tions involved had differing underlying purposes. In some
instances, multiple actions were identified as important to
child-led completion of that phase. For example, to ‘elicit’
goals, children needed to both identify goal areas and pri-
oritize their preferred areas to be addressed in the interven-
tion. Inclusion of both actions differentiated a child-led tool
used to elicit goals from measures of other constructs, such
as those identifying participation preferences. Furthermore,
multiple dimensions of goal performance were evaluated
with children in the ‘indicate’ and ‘evaluate’ phases, and
tools identified had utility in supporting one or multiple of
these actions.

The child-led approaches, tools, and additional strate-
gies used in each study are displayed within the DECIDE
framework matrix in Appendix S5. The tool or approach was
grouped in the goal phase according to how it was used in
the study. Additional strategies used to support children’s in-
volvement in goal phases included measures of preferences,
activity, or participation (not specifically designed for goal
setting), specific, measurable, achievable, realistic, relevant,
timed goal principles, visual resources such as photos, and
predetermined goal options and statements. Twenty-seven
studies reported that caregivers were also involved in at least
one DECIDE goal phase. A summary of tools and strategies
used with child self-respondents in each DECIDE goal phase
is provided in Appendix S6.

Data synthesis revealed that no single comprehensive tool
or approach supporting all DECIDE goal phases is currently
available. Thus, multiple goal setting tools and strategies were
used to support children's involvement across goal phases
in many studies (n=19). Moreover, the implementation of
tools or approaches in goal phases with children varied. The

highest frequency of child involvement was noted for phase 2
of ‘eliciting goals’ (n =45) and the lowest frequency in phase
1 of ‘directing children to goal setting’ (n=3). Notably, no
study described child-led involvement across all goal phases.

DISCUSSION

This scoping review provides a comprehensive overview of
tools and approaches reported in the research for child-led
goal setting and evaluation in developmental and rehabilita-
tion settings. Analysis revealed that goal setting and evalu-
ation with children who have disabilities or developmental
delays should be considered as a multi-phase process. We
identified and defined six distinct phases, which were syn-
thesized into a new DECIDE framework for child-led goal
setting and evaluation. We propose that children with dis-
abilities and development delays can be supported to take
an active role across the six DECIDE goal phases. Four tools
and three approaches were identified that can support and
enhance child involvement. However, there was an absence
of clinimetric information supporting the use of child-led
tools to evaluate goal outcomes with child self-respondents.

Clear recommendations regarding child-led tools or ap-
proaches appropriate for children in different age groups
were lacking in the studies examined. However, findings
indicated that children of diverse ages could be involved
in self-responding during goal setting, with some studies
including children as young as 4years.*>®" Often, younger
children were provided with additional support for choice-
making. Support took the form of visual resources for elicit-
ing or evaluating goals or the use of a tool, such as the PEGS,
to provide concrete goal content. There is no specific lower
age limit for children's participation in goal phases, rather
the chosen tool or approach must consider children's devel-
opmental stage and provide the necessary support to pro-
mote involvement in goal setting and evaluation.

In addition to age, the data highlighted other develop-
mental areas important to consider in child-led goal setting
and evaluation. However, there was little agreement regard-
ing the specific factors that indicate that children with dis-
abilities or delays can be successfully involved. Cognitive
abilities impacted the inclusion of children in studies that
involved child-led goal setting, although the measure of
sufficient cognition for participation varied. Children with
communication impairments were also frequently excluded
from goal setting. It is possible that their exclusion was asso-
ciated with the frequent use of ‘interview’ format tools, such
as the COPM or KID'EM, which rely on verbal expression
to elicit goals. In contrast to the criteria frequently used,
two studies in this review provided preliminary evidence
that children with cognition and communication impair-
ments can be supported to participate in goal setting using
tailored, augmentative communication approaches.®"*
These findings are consistent with research by Mitchell and
Sloper,” who found that children with learning disabilities
or who communicate non-verbally value involvement in
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decision-making; however, they require adapted approaches
to support their participation. Further clarity regarding
factors indicating child readiness to participate in goal set-
ting is necessary. In addition, the identification of a broader
range of tools and strategies for children with diverse com-
munication and cognition abilities is needed to facilitate
their meaningful inclusion.

There is a need to enhance the quantity and quality of
research into child-led goal setting practices. Examination
of child-led tools and approaches used in the DECIDE goal
phases revealed that no study has described child-led in-
volvement in all goal phases. Furthermore, the frequency
of child involvement within goal phases varied between
studies. For example, despite the theoretical importance
of person-centred care,”* tools and approaches used to ‘di-
rect’ children to goal setting were described infrequently.
Actions that may assist to direct children to goal setting,
such as building rapport and providing education about goal
setting, are essential for promoting relatedness and engage-
ment during therapeutic interactions.”® These actions are
particularly important for children new to child-led goal
setting or who may have been provided with less contextual
information than their caregivers before a goal setting ses-
sion. Previous research suggested that children in these cir-
cumstances would be more likely to assume a passive role in
interactions between their caregiver and a health care pro-
fessional.>*° Future research should ensure that goal setting
tools and approaches used across all goal phases are consid-
ered, comprehensively described, and evaluated.

Results emphasized key factors that should be considered
when selecting a goal setting and evaluation tool for chil-
dren. First, the characteristics of the tool must align with
the abilities of individual children. Results from this review
suggest that tools adapted from adult research such as the
GAS, which requires multilevel criteria development, may
have poor utility for all child self-respondents, particularly
younger children. Second, child-led tools had varied utility
across the DECIDE goal phases. So, the choice of a tool must
align with the construct of the target goal phase. For exam-
ple, the PEGS and KID'EM can be used with children to elicit
goal topics and priorities and construct a goal statement;
however, they cannot be used to evaluate goal progress. The
COPM, when used in its full form, can support children to
elicit and evaluate goals; however, the tool does not include a
manualized process to construct a goal statement. Eliciting a
problem or priority area with a child does not guarantee that
a meaningful goal has been constructed based on the child's
preferences.”” Finally, clinicians and researchers must use a
combination of tools to support children in all goal phases.
Future research should prioritize the identification of multi-
phase tools to streamline the goal setting and evaluation
process.

Approaches were identified that can optimize child in-
volvement in goal setting and evaluation. The common
purpose of approaches was to direct intervention towards
child priorities. However, approaches differed in the under-
lying frameworks used, the service delivery context, and the

processes implemented. Child-led goal setting and evalua-
tion that occurred in a multidisciplinary context often used
an ‘open’ approach, which enabled children to elicit goals
in any relevant life area.” Goal setting completed by a sin-
gle discipline typically used a ‘closed’ approach, in which
the possible goal areas discussed were limited to topics rel-
evant to that discipline and intervention.*’ Where possible,
health care professionals should use multidisciplinary and
collaborative approaches to intervention planning and deliv-
ery when supporting children and families in rehabilitation
settings.””® Goal setting procedures should be established
that optimize time to enable meaningful goals to be estab-
lished open approaches.**® Previous research suggested
that allocating sufficient time for shared decision-making
can enhance the efficiency of services delivered, therefore
potentially decreasing overall service delivery time and
cost.?**?1% It is crucial to develop policies and procedures
that optimize child involvement and support collaborative
implementation of goal setting and evaluation approaches in
practice.

Use of the DECIDE framework can benefit both research-
ers and clinicians involving children who have disabilities
and delays in goal setting and evaluation. DECIDE provides
common terminology that can be shared by clinicians, chil-
dren, and families. Use of consistent terms enhances clarity
regarding the purpose and process of goal setting and evalu-
ation for intervention, thus supporting child involvement.”
Furthermore, goal setting and evaluation procedures within
organizations can be standardized using the DECIDE goal
phases. Standardized procedures can support clinicians to
consistently adopt and embed child-led goal setting prac-
tices into their service delivery.** The DECIDE framework
goal planning form included in Appendix S7 can support the
implementation of goal phases in clinical practice and re-
search contexts. Implementation of the DECIDE framework,
which considers the perspectives of children and caregivers,
will inform the practical application of the framework in
different practice contexts.

An unexpected finding of this review was the absence of
studies reporting the clinimetric properties of the tools used
to evaluate child-reported goal outcomes. Notably, com-
monly used tools such as the COPM and GAS were not de-
veloped for children; therefore, their robustness when used
with child self-respondents is unclear. Previous research
focused on the clinimetric properties of goal setting tools
with caregiver proxy respondents, including the validity and
interrater reliability of the COPM.'”"'"* However, the agree-
ment between child self-ratings and caregiver proxy ratings
when using the COPM is unknown. Poor interrater agree-
ment between child self-ratings and caregiver proxy ratings
has been found in other measures, such as those related to
health,'” quality of life,'* child functioning,'® and mastery
of motivation.'’® Using caregiver proxy ratings is at times
necessary and developmentally appropriate;'® however,
involving children as self-respondents has the potential to
foster autonomy, self-awareness, and self-efficacy.'”’” Further
research into the validity, reliability, and responsiveness
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of tools used to evaluate goal outcomes with child self-
respondents would increase the confidence of clinicians and
researchers using these tools with children in goal setting.

Limitations

This study has a few limitations. First, although a substantial
amount of data was identified, the level of evidence of the
included studies varied, and an assessment of methodologi-
cal quality was not completed. Second, although a range of
child-led tools and approaches are available, further research
is needed to confirm the role that each of these tools and ap-
proaches have in treatment effectiveness, and whether they
contribute to improved child and family outcomes. For both
reasons, future research should focus on examining child-
led goal setting within rigorous intervention study designs.
Finally, it is possible that new tools and approaches used to
support children's involvement in goal setting in clinical
practice are not captured in the published literature. Further
research exploring child-led goal setting in practices used by
clinicians in current clinical practice will assist in enhancing
knowledge in this area.

Conclusion

This review identified four goal setting and evaluation
tools that exhibit promise in supporting children to self-
respond: the COPM, the GAS, KID'EM, and the PEGS.
However, further clinimetric testing is required to dem-
onstrate the validity, reliability, responsiveness, and clini-
cal utility of tools used to evaluate goal outcomes with
child self-respondents. Three approaches that can support
allied health professionals in multidisciplinary or uni-
disciplinary contexts to implement child-led goal setting
were identified. The new DECIDE framework for child-
led goal setting derived from this scoping review can
guide clinicians and researchers in considering the tools
and approaches needed for comprehensive goal setting
and evaluation led by children. Careful consideration is
needed to determine how the tool or approach aligns with
the specific DECIDE goal phase being implemented and
the child's unique abilities. Research gaps underscore the
need for more comprehensive goal setting and evaluation
tools and approaches that can optimally capture the per-
spectives of children with a diverse range of abilities across
the DECIDE goal phases.
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