
Hooray!!! We are so happy to be here to present our work today: on the World Health 

Organization’s International Classification of Functioning Disability and Health (ICF) in 

relation to Scleroderma.  A useful annotation to DESCRIBE the IMPACT of Scleroderma 

which can Potentially can Effect Allocation of Services, Funding and Reimbursement for 

Health Conditions.

Sunflower is the international symbol for systemic sclerosis or scleroderma.
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Scleroderma effects anywhere from 50-500 people / million depending on geographic 

area and may be higher in places like Louisiana that house many superfund sites.   

Vasculopathy – endothelial dysfunction – results in poor delivery of oxygen and 

nutrients.. Resulting in Raynaud’s, digital ischemia , non-healing digital ulcers, bone 

resorption and shortening or auto-amputation of digits.  Underlying structures -

including joints, muscle and bone become involved resulting in pain and disability.
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Fibrosis and vasculopathy occur anywhere along the GI tract resulting in hypomobility, 

pseudo-obstruction or malabsorption syndromes and potentially gastastrophic  GI 

bleeds; F n V can cause renal crisis resulting in dialysis or death, impair structure and 

function of sexual organs – which is a strong detractor of quality of life.
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Hi Harman .. Just read slide ;-)

Maybe some examples
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The ICF is based on the Bio-Psycho Social Model of Health.  Unlike the traditional 

biological model, the bio-psycho-social model takes into account that ‘Health is 

impacted by life’ and ‘Health impacts many areas of life’.   The WHO ICF provides a 

common language to numerically describe the inter-relations of these factors to obtain 

multidimensional impact of the health condition. 
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Here is a map of the interactions of body structures and functions, ability to perform 

activities and participate
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The ICF is a WHO initiative that was ratified by the WHO Assembly of Nations as a 

scientific method for collection of disability data.  It is currently used by greater than 77 

countries in the following settings: research, clinical practice and education.   Can be 

used to assess disease impact on a global, national, institutional and an individual level.
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The purpose of the WHO ICF is to establish a common international language, 

standardise data comparison, accurately quantify and describe burden of disease across 

stratospheres AND ULTIMATELY provide a platform to effect important aspects that such 

as:  policy-making, healthcare access / delivery, research funding and reimbursement 
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Again, ICF is an Alpha-Numeric Annotation that DESCRIBES and QUANTIFIES impairment 

in terms of ‘s’ BODY STRUCTRURE, ‘b’ BODY FUNCTION, ‘d’ ability to perform ACTIVITIES 

and PARTICIPATE in a satisfying life.  It also describes ‘e’ EXTERNAL or ENVIRONMENTAL 

influences that make functioning easier (like an assistive device or a helpful family 

member) or difficult (such as inability to get to work because of steps).  Each letter is 

broken down into 5 to 9 chapters that correspond to organ systems or in the case of ‘d’ 

areas of life.
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An example, Dysphagia:  b5 is a body function chapter on DIGESTION, METABOLIC and 

ENDOCRINE systems; under this chapter we find INGESTION FUNCTIONs and the more 

detailed stratification of SWALLOWING.. And finally one more deeper, ESOPHAGEAL 

SWALLOWING.
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With ICF, change over time is quantifiable.  The letter and the first 3 numbers 

correspond to the categories that describe Mr. Jeune’s impairment: ability to move 

around, washing and working.  The blue number is a 5 point severity scale from 0-4; and 

the last number is the amount of assistance required to be at that level of functioning.  

One can see in 2003, he was significantly impaired and required much assistance for 

basic function; 2004 heralded much improvement.
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ICF can be used independently ‘as is’ for any person with any condition or set of 

conditions.. OR disease specific core-sets can be developed.  Apx 20 diseases now have 

ICF Core-Sets or languages.  Recall the diffuse nature of scleroderma:  scleroderma is the 

most complex disease to be linked to the ICF.

18



The First Steps to develop the core-set –was a literature review to identify all validated 

outcome measures in scleroderma of which there were: 26   that span across disease 

severity, dyspnea, hand ability, GI, skin thickening, Raynaud’s and ulcers, mental health , 

fatigue and sleep.  Some are specific to scleroderma and others are general but all have 

been validated in scleroderma.

19



5 broadly representative and elaborate measures that were specifically developed for 

scleroderma spanning skin thickness, hand ability, raynaud’s, GI involvement and health 

assessment were selected.

These instruments were deconstructed into single concepts, itemised and then linked by 

2 health professionals proficient in  ICF, one a physical therapist, the other a 

rheumatolgist with expertise in scleroderma
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The overall proportion of agreement was 94% and 72% when corrected for chance – By 

either measure, the degree of agreement between our 2 linkers was high.
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Next steps involved qualitative data collection from experts, note that, very importantly, 

experts include patients, as well as allied health professionals specialising in 

scleroderma.
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Though there is crossover between the 2 methods of data collection (expert experience 

[patients, medical, PT, OT, RN] and validated measures), clearly the data is driven by the 

full experiences of the expert group which identified almost all the items of the 

validated measures and supplied many more.  This could be viewed as further content 

validation of these measures; but additionally it discloses areas of importance from the 

medical and patient perspective that have not been captured in the outcome measures 

that are validated in scleroderma.

23



An ICF task force will meet during the World Systemic Sclerosis Congress, where the 

following will be determined:

1. Deepen understanding of which SSc manifestations cause disability or interference 

in each Activity and Participation category

2. Decisions on how best to format this very complex core-set: do we need to explore 

a new ICF model for complex diseases?

3. Plan for the next validation step which is an international multi-lingual on-line 

survey, where participants vote whether each of the 619 items is important or 

typical in scleroderma

**Ultimately, Final Core-Set developed from these processes will undergo construct 

validation testing in international venues.
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Thank you very much. 
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