International Classification of Functioning, Disability and Health (ICF) Core Sets for childhood-
onset disabilities: benefits of standardizing functional information

Schiariti et al. argue ICF Core Sets can help improve communication between users, accelerate sharing

of information, and encourage swift implementation of effective interventions.

EDITOR — Our paper explored the specificity of the content of the International Classification of

Functioning, Disability and Health (ICF) Core Sets available for cerebral palsy (CP), autism spectrum

disorder (ASD), and attention-deficit/hyperactivity disorder (ADHD).! Dr Kraus de Camargo challenged

the contributions of standardizing functional information by using the ICF Core Sets for CP, ASD, and
ADHD.?

What we know: ICF and ICF Core Sets

To standardize the description of functional abilities, health, and disabilities of individuals in a context of
a health condition, the World Health Organization created the ICF as a reference family classification.?
The ICF offers a comprehensive framework for understanding functioning and disability from a dynamic
bio-psycho-social perspective.

To facilitate the application of the ICF in day to day practice, shorter and more user-friendly ICF-based
tools, so called ICF Core Sets, have been developed. The ICF Core Sets represent shortlists of ICF
categories that cover the most relevant areas of functioning and disability in a specific condition. To date,
ICF Core Sets have been developed for three childhood onset-disabilities such as CP,* ASD,%and ADHD.®
Of note, the development of these Core Sets included the perspectives of clinicians, researchers, and

stakeholders - including the clients themselves.

The ICF Core Sets have the same applications as the ICF.>® They can be used as a common language and
data standard, as a framework for service provision, and policy development, among others. They can be
used both at the individual and population level. The ICF Core Sets are meant to be living tools, therefore

they will evolve and be revised as needed.
What this paper adds: ICF Core Sets for childhood-onset disabilities

As we described in our paper,* the specificity of the content of ICF Core Sets for childhood-onset
disabilities have been challenged in the past. However, we have shown that each ICF Core Set for CP,
ASD, and ADHD capture unique functional information as well as the unique role of environmental

factors influencing functioning and disability in these populations.
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The global application of these ICF Core Sets will enhance our understanding of the functional abilities of
CP, ASD, and ADHD as well as complement diagnostic information with much needed meaningful
functional data.

What is up for debate: ICF standardization versus ICF individualized profile of functioning

While the ICF Core Sets standardize the description of functioning and disability for individuals with CP,
ASD, and ADHD, the ICF categories and codes included in the Core Sets do not intend to replace or
dismiss the preferences, choices, and interests of any child or adult with CP, ASD, or ADHD.

As explained in our paper,!the ICF Core Sets allow building a profile of functioning and consequently
collaboratively with the clients and the families set goals for intervention. Users can add ICF categories to
the ICF Core Sets or choose to use a selection of ICF categories from the proposed Core Sets — to

incorporate unique aspects of their patients.

Standardizing functional information regarding individuals with childhood-onset disabilities will improve
communication between users, such as clinicians, researchers, administrators, policy-makers and clients.
It has the potential to improve service delivery, accelerate sharing of information, and promote rapid
adoption of effective interventions.

It is important to note that standardization does not prevent individualization of data collection or care. In
our opinion, standardization of functional information — by applying the ICF Core Sets — ensures that
professionals and families incorporate a bio-psycho-social approach, systematically addressing social

domains and the crucial role of contextual factors facilitating everyday functioning.
What is going on: applications of the ICF Core Sets in pediatric settings

Since the publication of the ICF Core Sets for children and youth with CP in 2015, cultural validations
have been conducted in Iran, India, Pakistan, Poland, and Taiwan — from the professionals’ and clients’

perspectives.”® Importantly, these Core Sets are open access and are available in many languages.

Implementation of the Core Sets for CP has taken place in different countries in clinical practice and
research initiatives, for example: (1) guiding the description of functioning and disability in children
affected by congenital ZIKA virus in Brazil,**° (2) guiding service provision in a community-based
rehabilitation program in Malawi,'® and rehabilitation centers in Poland and Russia (project endorsed by
the Ministry of Labour and Social Protection).'® In research, two projects identified valid and reliable
measures aligning with the content of the ICF Core Sets for CP, guiding the selection of measures for

evaluating chronic pain and overall functioning in CP.112



Moreover, numerous educational activities have been conducted to facilitate the adoption of these Core
Sets, including an interactive open access website called ICF Educational e-Tool
(http://learn.phsa.ca/shhc/icf/story _html5.html).

On the other hand, the ICF Core Sets for ASD and ADHD are newly developed, uptake and

implementation will take time, we expect that many initiatives will adopt these Core Sets soon.
What is needed: global collaboration to move forward

From our experience, the ICF Core Sets for CP, ASD, and ADHD have been well received by the
international community. The main challenge preventing the universal adoption of these tools remains the
practical operationalization of the Core Sets. Specifically, the consistent assignment of ICF qualifiers to
each ICF category. At the moment, ICF users rely on clinical judgement to translate scores of
standardized measures, clinical observations, and/or results of technical examinations, into the generic
ICF qualifiers. Global collaboration among measurement experts, software designers, and ICF users is

needed to solve this challenge.

Lessons learned from global applications of the ICF Core Sets and a shared responsibility of reporting
usage — describing benefits and challenges from all stakeholders’ perspectives — will allow us to move

forward.
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