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What is...
the WHO - ICF?

An Alpha-Numeric Language

1200 ‘Categories’

that DESCRIBES and QUANTIFIES
Impairment and Issues Affecting Health
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The Bio-Psycho-Socia
— Health is impacted by ‘lif
— Health impacts many areas of life
A complete approach to health includes impac |
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ICF Provides Framework To Describe
Function and Disability
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International Classification of
Functioning, Disability and Health (ICF)

* World Health Organization (WHO) Initiative

— WHO Assembly ratified as scientific method for
collection of disability data

— Greater than 77 countries currently using
* Already in the Following settings:
— Research (Epidemiologic, Trials)
— Clinical Practice (Medical, Rehabilitation)
— Education (Medical, Policy, Health Systems)
* Used on several levels:

International/Global - National — Institutional - Individual
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PURPOSE of WHO ICF

Establish a common international language of
health and disability

Enable standardised data comparison across
countries, disparate health care systems,
economies and among health conditions

Accurately quantify and describe burden of
disease on a global, national, institutional,
individual level

Effect policy-making, healthcare access and
delivery, research funding, reimbursement
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Alpha-Numeric Annotation:
Describes and Quantifies Impairment
$75021 | |

body structure impaired left ankle joint with
deviation

b7102

body function impairment mobility

d550

activities and _participation eating
useassistive utensils

e115

Environmental factors facitliation of eating
with use of assistive utensils
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Beyond the ‘Chapters’
Are Detailed Numerical Layers of

Description
Dysphagia: ‘b51052'

‘b5’ is the body functions chapter

‘Functions of the digestive, metabolic, endocrine systems’

‘b510°
is the second level classification of ‘Ingestion Functions’

‘b5105’
is the third level of ‘Swallowing’

b51052’
more detailed classification of ‘Esophageal Swallowing’.
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Compare the Numerical Change in
Notation over One Year Improved Health

Mr. Jeune and his mother, 2003

Severe/complete activity
limitations & performance
restriction in multiple domains:

Moving around (d455.4)
Washing (d510.3)
Working (d850.4)

S A

Mr. Jeune and his mother, 2004

Almost fully functional but moderate
participation restriction in
remunerative employment:

Moving around (d455.0)
Washing (d510.0)
Working (d850.0)
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* ICF can be used ‘as is’ for anybody with any
condition or impairment

* Disease-specific ‘ICF Core-Sets’ can be developed
— 20 Diseases Linked to ICF:

* Diabetes

* Rheumatoid arthritis
* Stroke

* Heart disease

* Multiple sclerosis

* Sleep Disorders

* Traumatic Brain Injury

* Scleroderma is the most complex disease to be
linked to the ICF
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Scleroderma Core-Set: First Steps

* Systematic Literature Review to Identify Validated
Outcome Measures: 26
— 5 Health Assessment (Quality of Life / Function)
— 3 Gl Measures, 1 Dyspnea Index, 1 Disease Severity
— 5 Mental Health, Fatigue or Sleep Scales
— 5 Hand Ability Measures
— 4 Sexual Function Measures (female and male)

— 2 Skin and Raynaud Scores

* 5 Chosen for Broad Representation
— Linked by 2 Health Professional Trained in ICF
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Scleroderma Core-Set: 2"¢ Steps

* 5 Qutcome Measures Selected:

— Broadly represent scleroderma:
* Raynaud Condition Score
Modified Rodnan Skin Score
SSc Gastrointestinal Tract Questionaire (SSc GIT)
HAMIS: Hand Mobility in Scleroderma

SHAQ: Scleroderma Health Assessment Questionnaire
(includes: physical function, lung, Raynauds, Gl, pain)

* Linked by 2 Health Professional Trained in ICF

— Agreement was calculated on these 5 diverse
measures
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Inter-Linker Agreement

Proportion of Agreement

Proportion of Agreement
Corrected for Chance

Measure No. of No. of Estimate Lower Upper Estimate Lower Upper
Concepts ICF Codes Limit Limit Limit Limit
HAMIS 9 4 0.8611 0.7500 0.9444 0.7097 0.5291 0.8835
mRSS 17 5 0.9647 0.9176 1.0000 0.8964 0.7631 1.0000
RCS 7 10 0.9082 0.8367 0.9388 0.6736 0.3879 0.7726
SHAQ 7 11 0.9048 0.8477 0.9524 0.6650 0.4848 0.8279
SSc GIT 25 16 0.9506 0.9318 0.9718 0.6599 0.5306 0.7912
Overall 65 0.9359 0.9172 0.9506 0.7230 0.6453  0.7797
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Scleroderma Core-Set: Steps 3,4 & 5

* Nominal Group Technique Chicago ACR:
— Data collected from Experts in Scleroderma from 9

Countries:
* Patients
* Scleroderma MDs
* OTs
* PTs
* Specialist RNs

* The Remaining 20 Validated Measures Linked to ICF

* Data Compiled for Consideration of Comprehensive
Core-Set




Body Structure:

— 126 Categories: Experts: 126, Instruments: 14

Body Function:

— 150 Categories: Experts: 149, Instruments: 108

Results

Activities and Participation:

— 265 Categories: Experts: 265 , Instruments: 96

Environmental:

— 78 Categories: Experts: 78, Instruments: 9

Total Categories: 619, Experts: 618, Instrument: 227

Total 2"d Level Categories
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Scleroderma Core-Set: Next Steps
Task Force Here at WSC:

— Experts in Scleroderma:
* Patients, Scleroderma MDs, OTs, PTs, Specialist, RNs

— Deconstruct Each Component of Activity and
Participation to Identify Each SSc Manifestation

Complexity Unchartered Territory

— SSc most Complex Disease

— A different ICF model for complex diseases

Next validation step: world-wide distribution of
multi-lingual on-line survey

Final Core-set > Construct Validity In Clinical Setting
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Please Contact Us

Scleroderma.ICF
@gmail.com
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