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Development of ICF Core Sets for Deafblindness

A rigorous, multi-method, three-phase process to identify the ICF categories most relevant to people with deafblindness

PHASE 1

PREPARATORY PHASE
(Evidence Gathering)

PHASE 2
CONSENSUS CONFERENCE

Conduct four parallel studies to capture different
perspectives on functioning and disability
related to deafblindness.

1. Systematic Literature Review
Review of scientific literature to identify
outcome measures and ICF categories
used in research related to
deafblindness.

(Paramasivam et al. 2023;

Jaiswal et al. 2024)

2. Expert Survey

Worldwide survey of health
professionals, educators, interveners,
and researchers with expertise in
deafblindness to gather opinions on key
areas of functioning.

(Wittich, Dumassais, Jaiswal,
Paramasivam, et al,, 2024 )

3. Qualitative Study

Focus groups or in-depth interviews
with people who are deafblind and
family members to understand their
lived experience of functioning and
disability.

(Wi , Dumassais, Prain, et al., 2024)
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4. Empirical Cross-Sectional Study
Collection of data from people who are
deafblind using the ICF Checklist for
Deafblindness to identify the most
relevant categories in clinical practice.
(Ogedengbe et al., 2025;

Aminparvin et al., 2026 )
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International conference bringing together a diverse
group of stakeholders in deafblindness.

i B %y o & ©
People who Family Health Researchers ~Policy makers.
are deafblind  members professionals & others

Intervenors &
educators

p
1. PRESENTATION OF EVIDENCE

Findings from the four preparatory studies are
presented to all participants.
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2. STRUCTURED DISCUSSION
Small and plenary group discussions to interpret
the evidence in the context of deafblindness.
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3. ITERATIVE VOTING PROCESS ‘1
Multiple reunds of voting on the inclusion of ICF
categories using agreed criteria (relevance,
comprehensiveness, clinical utility).

Discussion and revoting centinue until consensus.

is reached.
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FINAL OUTPUT |
Agreement on the ICF Core Sets for Deafblindness. J
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PHASE 3

VALIDATION AND IMPLEMENTATION

Test and apply the Core Sets to ensure they are
useful, feasible, and effective in real-world settings.

1. VALIDATION STUDIES
The Comprehensive and Brief Core

: | sets for Deafblindness are validated
v in clinical and community settings

across different countries and
services.

+ Feasibility and usability testing

+ Reliability and data quality analysis
+ Comparative data analyses

+ Feedback from users
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2. IMPLEMENTATION

Introduce the Core Sets into

practice for:

» Patient assessment and documentation
* Goal setting and intervention planning
* Communication among professionals
* Service evaluation and reporting

Accompanied by training materials,
guidance, and clinical case examples
specific to deafblindness.
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ICF CORE SETS FOR DEAFBLINDNESS

¥

SYNTHESIS OF EVIDENCE

Results from the four studies are analyzed and
summarized to inform the consensus conference.
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218 CATEGORIES INCLUDED

| ausessmant whils
) remaining practical,

137 CATEGORIES INCLUDED

BRIEF

ICF CORE SET
Includes the most
essential ICF
categaries for a quick.
minimal standard
sssessment.

33 CATEGORIES INCLUDED

KEY DEVELOPMENT GUIDELINES
FOR DEAFBLINDNESS

MULTI-DISCIPLINARY
APPROACH

Engage a broad range of
stakeholders from health,
education, social care,
rehabilitation, and research
to ensure all aspects of
functioning (body functions
and structures, activities
and participation,
environmental factors) are
covered.

LIVED EXPERIENCE
Ensure the voice of people
whe are deafblind and
their families is central
through qualitative
metheds and active
participation throughout
the process.

INTERNATIONAL APPLICABILITY
Ensure the Core Sets are
relevant across cultures,
languages, and all six
regions of the WHO.

FLEXIBILITY

The first version of the Core
Sets may require adjustments
to fit specific regional or local
clinical settings and to
reflect evolving evidence
and practice.
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and to support comparability of data across services and countries.

ULTIMATE GOAL: To provide practical, evidence-based tools that improve assessment, planning, and outcomes for people who are deafblind,

https://drive.google.com/drive/search?q=comprehens
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