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Functioning and Disability Reference Group 

 

Date:   28 and 31 October 2006 

Location:  La Marsa, Tunisia 

Minutes 

 

Participants 

Ros Madden Catherine Sykes 

Bedirhan Üstün Nenad Kostanjsek 

Marjorie Greenberg John Hough 

Catherine Barral Marie Cuenot 

Satoshi Ueda Shin-Ichi Niwa 

Emiko Okawa Akio Tokunaga 

Huib ten Napel Marijke de Kleijn 

Diane Caulfeild Janice Miller 

Judith Hollenweger André Assimocopoulos 

Stephanie Weber Gerold Stucki 

Rune Simeonsson Cássia Buchalla 

Matti Ojala Maria Tereza Almeida 

Vladimir Kosic Carlo Francescutti 

 

There were two parts to the meeting: 

 Session 1:  Saturday 10.00 - 17.00 

 Session 2: Tuesday 14.00 – 15.30 

Both parts of the meeting are reported together.  
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1 Opening, welcome, introductions, confirmation of agenda 

Ros Madden welcomed participants to the first meeting of the WHO-FIC 
Functioning and Disability Reference Group (FDRG). Ros outlined the plan for the 
two sessions and the expectation that the majority of the time would be spent on the 
work to be done by the group. The agenda was confirmed. 

Participants introduced themselves and gave a brief outline of their interests. 

2 Work so far 

Catherine Sykes presented an overview of the work done to establish the group, 
including the two discussions (Sydney in February and Paris in April), the 
preparation of the terms of reference, membership, working methods and draft work 
plan. Ros Madden emphasised that the membership covered all regions of the world. 
WHO is in the process of inviting DPOs and NGOs to ensure appropriate 
representation of those interests. Written comments on working methods were tabled by 
Marjorie Greenberg on behalf of Jennifer Madans.  

The use of electronic methods such as Skype and SharePoint will be used as the 
primary means to involve people with low resources.  

Concern was expressed about the lack of resources for an FDRG work plan. It was 
agreed that the form of the FDRG should follow its functions and that it would be 
important to establish a work plan, establish priorities and then consider what needs 
to be dropped should resources not be available. Resources may be identified if there 
is sufficient interest in a particular project.  

Two minor amendments to the functions of the group were suggested and accepted. 
The amendments were to add quantification methods and harmonisation concepts to 
the first function. The Terms of Reference are attached. 

Membership and working methods were discussed. It was suggested that the current 
membership of about 30 people is sufficient. Additional expertise can be drawn into 
the working groups and through the proposed forum. Smarter working methods 
need to be considered, such as using discussion papers in academic journals to 
initiate responses from researchers to questions of interest to FDRG. It was 
emphasised that the FDRG work plan will only be achieved if additional resources 
and expertise are drawn in and that well developed project plans and strategic 
working methods may attract these resources. 

Actions 

1 Ros and Catherine to make changes to the FDRG functions 
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3 Work plan 

The agenda paper presented 7 tasks. Ros introduced each of the projects and 
suggested that Projects 1 (Coding Standards) and 2 (Update process and updates) are 
essential. FDRG members were asked whether the draft work plan included all that 
should be included. It was acknowledged that there may be overlap with the work of 
other committees that may be negotiated. 

Following discussion additional projects were identified. 

1 Terminological representation of ICF:  

 A project to ensure ICF terms are appropriately represented in terminologies 
such as SNOMED CT so that ICF has the potential to be operationalised in the 
electronic health record. 

 Mapping of clinical assessment tools to ICF is also seen as a priority. 
Establishing mapping standards, and business rules may lead to better 
knowledge representation. Diane Caulfeild reported on mapping work that is 
being conducted by a researcher at McGill University and offered to provide a 
one page paper has been prepared to inform people of the work. 

 It was suggested that terminological mapping may be used to validate clinical 
mapping, however these different mappings should be developed as separate 
projects before linking. The tasks would involve one to one review across 
products to look for agreement, disagreement and gaps. Marjorie Greenberg 
informed the group that the National Library of Medicine (NLM) consolidated 
health informatics initiative is mapping ICF to all terminologies in UMLS. She 
offered to foster links between the project group and the NLM.  

2 Clinical application of ICF: establishing guidelines for the application of core 
sets and clinical manual of APA for example. Clinical application of ICF in 
rehabilitation was seen as the key to wider scale use and acceptability of ICF. 
Additional tasks for this project should include application of the ICF 
qualifiers.  

3 Acknowledging that the development of a personal factors classification 
would be a difficult task it was also suggested that the FDRG consider this as a 
project. There is increasing general interest in this component of the 
classification and it should be put on the agenda. 

Task leaders and interested people were identified for each project. These people 
developed the projects under a set of common headings: 

 Aim 

 Context and likely users 

 Scope and project tasks 

 People 

 Task leader 
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 Goal for the first year 

 First steps 

 Resources and sources 

 Relationships with other FDRG projects 

 Relationships with other WHO-FIC committees and reference groups 

 Relationships with the four WHO-FIC strategic directions  

 Timeline 

 Working methods  

Discussion: 

Stefanie Weber announced the publication of the ICF in German and reported that 
the Electronic Tools Committee would be happy to take up discussion on electronic 
tools for ICF but would also need FDRG expertise for content. 

The UN convention on the rights of disabled persons once ratified will need 
monitoring. It was agreed to include monitoring the UN Convention, including 
promotion of the ICF as a suitable tool for doing so should be added to project 4. 
Project 6 will monitor the ethics issues arising from the UN convention. 

It was agreed that each project should be developed in relation to the four strategic 
directions for ICF agreed in 2004. 

Draft project outlines were developed by the project groups out of session and 
presented back to the FDRG in the second session. Following discussion the outlines 
were refined and presented in summary form to the WHO-FIC Network. 

The need to focus on health, employment and education was emphasised. 

Quality assurance is an important function and will be considered in relation to each 
project.  

Actions 

2 Work group leaders to expand on the project outlines. 

3 Work groups to start work on the projects and prepare to report progress 
at the 2007 Network meeting. 

The draft work plan was  prepared out of session during the week by task group 
leaders with Catherine and Ros co-ordinating (see attached). 

4 ICF-CY 

Rune Simeonsson spoke about the development and status of the ICF-CY.  He 
pointed out that the Working Group had suggested 237 changes to the parent ICF to 
elaborate the classification to cover the issues of the developing individual. There 
were many lessons learned in developing the derived classification, many of which 
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are relevant to the ICF. The ICF-CY is to be presented to the FDC for endorsement 
during the WHO-FIC meeting. 

Rune informed the group that the next step would be developing short lists of items 
for particular purposes, such as an age range or sector specific short list. Research 
over time will inform the development of these short lists.  

Actions 

4 The FDRG welcomed the completion of the ICF-CY and its pleasure that 
problems appeared to be resolved. And that WHO was recommending 
its adoption to FDC. 

5 ICF update process 

Nenad Kostanjsek spoke about the areas identified in the ICF-CY development that 
are relevant not only to CY, but also to the ICF itself. This raised the need to consider 
the updating of the ICF. Nenad outlined a proposal for an ICF updates process and 
principles that needs to be considered and enhanced by FDRG. (Slides will be 
available on the meeting website.) 

One of the first tasks for the Update work group (project 2) will be to go through the 
proposal in detail and agree on a process before working on the content. 

Discussion: 

 ICF-CY version will go through FDC as derived classification, those changes 
included in CY that are appropriate for the parent classification will need to be 
considered through the process agreed by the FDRG.  

 The update process proposed will be a core part of FDRG work. 
Recommendations arising from this work will be made to the URC and for 
ratification by the Network, paralleling the process of the Mortality Reference 
Group. 

 There were both major and minor issues in the development of CY; minor 
issues are for example inclusion and exclusion criteria and major issues such 
as addition of codes. 

 The issue of ambiguity, or ‘conjunction problem’ i.e the linking words such as 
‘and’ and ‘or’ are used in the ICF was discussed. It was suggested that 
changing conjunctions to reduce ambiguity may result in change in the 
meaning of concepts. 

 Consideration of how the URC will attend to ICF updates will need to be 
made as existing members are ICD specialists. This topic is to be addressed 
during the course of the Network meeting. 

 How to communicate to the world and management of expectations 
concerning updates will need to be carefully considered, to avoid initiating a 
reaction and fear of picking up the classification 
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 It was suggested that academic journals could be used as a means of seeking 
feedback from the academic community on topics of interest to FDRG whilst 
also gaining credibility and reaching out to other communities for expertise. 
Development of personal factors in the ICF was considered a useful example.  

 It was emphasised that the Update principle must be evidence, not opinions. 

 André Assimocopolos informed the group of a formula used to update the 
classification of medical procedures in Switzerland and offered to make it 
available to FDRG. A similar document is used in Nordic countries and this 
will be provided.  

Actions 

6 Update task group (project 2)  to include reviewing the update process 
proposed by WHO in its work plan 

7 Examples of update processes and criteria to be provided to the Update task 
group by André Assimocopoulos and Matti Ojala. 

6 Interventions 

There was discussion about whether an additional project should consider 
interventions for functioning and disability and the relationship to the development 
of an ICHI. The FDRG recognised the importance of linking interventions to 
functioning for casemix purposes and the use of the environmental factors 
component of the ICF for interventions.   

It was suggested that FDRG may need to develop a position on the relations between 
interventions classifications and functioning and disability as there are classifications 
being developed that do not reference the ICF in their structure or selection of 
functions.  

It was agreed that FDRG should monitor the development of the ICHI and be 
prepared to provide expert input on interventions affecting functioning. 

Actions 

8 Prepare a statement for the FDC concerning the relation between 
functioning and interventions classification. 

7 Election of Chair 

Nenad Kostanjsek took the Chair for the election of the co-chairs of FDRG. Ros 
Madden and Gerold Stucki were nominated (Marijke de Kleijn) and seconded (Janice 
Miller). The nominations were supported unanimously by FDRG members.  

The meeting expressed appreciation for the work of Catherine Sykes in providing 
support to the ad hoc Chair during the establishment of the FDRG and expressed the 
wish that she continue in that role. 
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8 Reporting to Plenary (Thursday) 

Ros Madden and Gerold Stucki presented the results of FDRG deliberations to the 
Network in a plenary session on Thursday 3 November, including summaries of 
each of the project plans. 


