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Compilation of papers for the Functioning and Disability 
Reference Group 

Ros Madden, Catherine Sykes 

Abstract 

The first meeting of the Functioning and Disability Reference Group will be held on Saturday 
28 October 2006. A second meeting will be held on Tuesday 31 October. This paper includes 
the agenda and meeting papers for these meetings together with a list of members. 
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Introduction 

At the 2005 meeting the WHO-FIC Network agreed to establish a Functioning and 
Disability Reference Group. Ros Madden was nominated as ad hoc chair.  

In establishing the FDRG there have been two discussions; the first in February in 
Sydney and the second in April in Paris. Each discussion had two components; a 
face-to-face discussion between nominees to the FDRG who were able to attend and 
a teleconference discussion with other nominees. Between meetings there has been 
extensive email exchange which has supplemented the discussions with additional 
comment and information from those unable to join the discussions. The products of 
these activities are: 

1 Terms of reference approved for circulation by the WHO-FIC Planning 
Committee (attachment 2). 

2 A draft work plan with provisional work groups associated with each project. 
The work plan is presented for further discussion and development at the 
meeting (attachment 3). 

3 Confirmed membership of the FDRG (attachment 4). 

The agenda for the Tunis meeting is also attached (attachment 1) 
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Attachment 1         Agenda 

Inaugural meeting of the WHO-FIC Functioning and Disability Reference 
Group  

Saturday 28 October, Tunis 
 

Session 1: (10.00 a.m. to 12.30 p.m.) Paper(s) 

Opening, welcome, introductions 
Confirmation of agenda 

 

Overview of work so far and purpose of the 
day’s meeting 

 

Work plan  
Focus on: 

Project 1: Coding rules and guidelines 
Project 2: ICF updates 

Draft work plan—general discussion 
 

Working methods How to work ‘electronically’1 
Discussion about how to ensure all can join in… 
 

Work plan (Continued) 
 

Breakout into task groups 
 

Session 2: (1.30 p.m. to 5 p.m.)  

Work plan (Continued) Report back and summarise 

Election of the Chair(s)  

Nomination of Secretariat members (task 
group leaders) and task group members 

 

Review of progress made during the day  

Reporting to Planning Committee Report to Planning Committee 
Verbal update to be discussed 

  

 

 

                                                 

1 A presentation by WHO of Share Point will be made during the meeting 
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Attachment 2         Draft ToR 

Functioning and Disability Reference Group (FDRG) 

Terms of Reference (Draft 3 August  2006) 

Purpose: 
The objective of the Functioning and Disability Reference Group (FDRG) is, in the context of 
WHO-FIC strategic directions:  

• to advise the WHO-FIC Network on functioning, disability and health classification and 
coding issues; 

• to improve the quality and comparability of national and international data that describe 
functioning, disability and health by enhancing the appropriate use of ICF in statistics and 
information systems and scientific publications; 

• to collaborate, through WHO and the WHO-FIC Network, with the producers and users of 
health and disability data to promote optimal use of ICF and, as appropriate, other WHO-
FIC classifications. 

Functions: 
1. To promote the standardised interpretation of ICF concepts and categories (allowing, as far 

as possible, for geographical, cultural and speciality based variations) through developing 
principles of use, coding rules and guidelines.  

2. To identify issues related to the interpretation and application of ICF to coding and 
classification of functioning, disability and health.  

3. To facilitate evaluation of ICF as a classification system and recommend changes, as 
appropriate. 

4. To develop recommendations for ICF updates through an evidence-based process and to 
submit annual recommendations on updates to the Update and Revision Committee. 

5. To advise WHO and WHO-FIC committees responsible for revising the ICD about ICF 
implications for the ICD revision. 

6. To secure and support appropriate membership, toward ensuring that a breadth of 
perspectives informs the Group’s deliberations. 

7. To facilitate the sharing of information within the group and with other international 
groups working in similar areas. 

8. To provide documentation of discussions and decisions in a WHO-supported database that 
can be used online and offline. 
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Structure and working methods 

Membership and structure (see diagram) 
The Functioning and Disability Reference Group (FDRG) will endeavour to ensure that its 
membership reflects the widest possible representation from WHO-FIC centres, WHO regional 
offices and a wider network of non-government organisations (NGOs), disabled people’s 
organisations (DPOs) and other experts, including people from ‘information paradox’ countries.  

Nominations will be solicited from designated WHO-FIC Collaborating Centres, WHO-FIC 
collaborating centres under designation, regional offices, NGO’s and DPO’s in official relations 
with WHO, and countries not affiliated with a collaborating centre but interested in contributing to 
the work of the Reference Group. For the latter WHO will work with relevant country officials to 
identify or confirm appropriate membership. 

Criteria for membership should be set out and updated from time to time as an Appendix to this 
document, but should include:  

• have expertise in functioning and disability related to the functions of the group; 
• hold a role in a country or organisation that enables representation and consultation; 
• be able to contribute actively to a work task.  

The co-chairs are elected by the FDRG. The election is submitted to the WHO-FIC Network for 
confirmation. The co-chairs and WHO, in consultation, are responsible for confirming 
membership. WHO is responsible for issuing formal invitations to join the Group, when needed. A 
possible conflict of interest is a reason for exclusion from membership. 

The FDRG may appoint task groups to carry out its work program. Experts, in addition to 
members, can be invited to participate in these task groups, which will address specific projects 
and report back to the FDRG. 

The FDRG is supported by a FDRG ‘secretariat’, which is responsible for achievement of work 
program goals and accountable for FDRG recommendations and actions. The FDRG Secretariat 
will comprise 6-10 FDRG members including the chairs, and generally including task group 
leaders.  

The FDRG will establish and support a mechanism for wider discussion and consultation on its 
work program, for instance a web based forum. 
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Working methods 
The FDRG will work through technology, such as e-mail, Skype and the WHO Share Point 
website, will convene at least once a year, and use telephone conferences as needed. 

Decisions of the FDRG are in the form of recommendations to the WHO-FIC Network. 

To the extent possible, decisions will be reached by consensus. All FDRG members will have the 
opportunity to express their views. The co-chairs may call for a vote; all members vote. If the co-
chairs decide a formal (rather than indicative) vote is required, and if members from centres or 
other organisations with more than one representative have widely differing views, the chair may 
request that each centre or organisation submit one vote only. If consensus is not achieved within a 
reasonable period of time, the chairs and ‘secretariat’ will set a time limit for completion of 
discussion, will inform the Group of their conclusions or proposed actions, and will then take 
responsibility for recommendations or actions.  

In making recommendations to WHO-FIC committees the Chairs should clarify the process used 
to reach a decision and any diversity of views in the FDRG. 

Recommendations from the FDRG which are endorsed by the relevant committee(s) and the 
WHO-FIC Network should be available from the WHO-FIC web site. 

Functioning and Disability Reference Group Secretariat 

Forum (at a later date) 

Task oriented work groups 
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Attachment 3        Draft work plan 

Functioning and Disability Reference Group: draft work plan 
This draft work plan has emerged from the two main discussions of the establishment of the 
FDRG. The next steps will be to: 

• Refine the suggested projects and outline plans for achieving results 
• Identify task leaders to continue this work 
• Identify people willing to work on the projects 
• Identify where resources are needed to facilitate participation in the projects and successful 

completion of them, AND discuss where such resources may be obtained. 

Discussion before and at the Tunis meeting will advance all these steps. 

Sharing information with other WHO-FIC groups and the wider community was seen as an 
essential theme of the work of the FDRG. The Implementation Committee has a specific task in 
relation to sharing information, and it will be important for the FRDG to support this. (However, 
no FDRG project is proposed.)  

Project 1: Coding standards  
Aims: To develop principles of use, coding rules and guidelines; in the first instance these should 
be at least to the standard of the ‘general coding standards’ in the ICD. 

Context and likely users: There is a wide range of professionals who may use the ICF and wish to 
code a variety of records using it. This complexity needs to be recognised in the document. The 
audience for the document needs to be discussed and agreed early on, even though it may need to 
be reviewed in the course of the work. 

Scope and elements of the project: During discussions in 2006, the following suggestions were 
made: 

• There are a number of draft sources in existence that can feed into a master document. 
These key documents should be identified early in the project, in consultation with the full 
FDRG. They should be reviewed and drawn on, in planning the more general (possibly 
‘high level’) document. Experience gained from their use must also be drawn on, to ensure 
that the coding standards are informed by practice as far as possible. 

• Qualifiers would be part of the project 
• General principles of use should be developed, for example when to use ICF-CY or the 

short version of ICF. 
• It will be important to gain input from the research community to inform decisions about 

updates or guidelines. The FDRG could prioritise areas needing research thus feeding back 
and helping to shape research questions.  

People for the ‘Coding task group’: Jennifer Jelsma, Diane Caulfeild, Naila Khan and John Hough 
have offered to take part in this project. 
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Project 2:  Develop recommendations for updates to ICF 
Aims: To gather and process proposals for updates to ICF from a variety of sources, to enable the 
FDRG to make specific proposals to the Update Reference Committee (URC) of the WHO-FIC 
Network. 

Context and likely users: The URC is the immediate audience for the output from this project. 
Ultimately, of course, the users of the ICF must be involved in and satisfied with the results of 
updates. 

Scope and elements of the project:  

To develop: 

• a process for gathering update proposals; 
• a mechanical process for recording and enabling FDRG discussion of update proposals 

(using WHO software); 
• an expert review process; 
• expertise for evaluating proposed updates and turning general information into precise 

recommendations for updates; 
• a schedule of updates (major and minor); 
• an annual process that synchronises with and makes efficient use of the broader annual 

cycle of WHO-FIC Network meetings.  

Recommendations should take into account the issues of translations of the ICF from English to 
other languages. The processes for updates need to ensure that issues of translation are considered; 
this includes improvements in translations of the existing ICF, improvements of the existing ICF 
flowing from difficulties in translation, and factoring in translation time to the update processes. 

People for the ‘ICF update task group’: Catherine Barral, Marie Cuenot, Rune Simeonsson, Qiu 
Zhuoying and Matti Ojala (TBC) 

Project 3: ICF implications for ICD  
Aim: In relation to the update of ICD-10 and the development of ICD-11, to propose updates or 
changes to ICD that will improve harmonisation of the two classifications. 

Context and likely users: The scope of the ICD is broad and embraces elements of other members 
of the WHO-FIC family. For instance, ‘signs and symptoms’ includes a great deal of content 
relating to human functioning. Harmony with the ICF in such matters is recognised as an 
important goal of further change to the ICD. The underlying goal is to promote and facilitate 
complementary but simultaneous use of the classifications. The audience for the output of this 
work would be the MRG, the MbRG and, later, the URC. Ultimately, of course, the users of the 
ICD and ICF must be involved in and satisfied with the results of updates. 

Scope and elements of the project: 

Review ICD-10 and ICF and: 
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• Prioritise areas of the ICD for attention during the revision process — for instance areas in 
ICD where there is considerable inconsistency between the two classifications and/or 
where changes appear feasible. 

• Develop strategies for dealing with these inconsistencies, and feed them into the ICD 
update process 

• Carry out any further agreed work, in the context of the ICD revision 
• Identify ’feedback’ implications for the ICF, and communicate these to the ‘ICF update 

task group’ of the FDRG. 

People for the ‘ICF/ICD harmonisation group’:  Catherine Sykes (TBC) and Pattiriya Jarutat 
(TBC), Naila Khan, Janice Miller, Vladimir Kosic, Cássia Maria Buchalla (include nominees of 
the MbRG and the MRG). 

Project 4. Measurement and statistical use of the ICF: Developing 
approaches and sharing information  
Aims: To improve the quality and comparability of measures of functioning and disability, 
including clinical and population measures. 

Context and likely users: The ICF has a wide range of applications and users. It will fulfil its 
potential as a ‘Rosetta Stone’ if there is greater harmonisation among measures of disability, 
across different fields (eg various clinical and community applications) and across various ‘levels’ 
of measurement (clinical, administrative and population). Where it is possible to achieve some 
such harmony, this enables more effective analysis, better understanding of the national picture of 
disability, and greater potential for addressing the needs of people with disabilities, and the needs 
of governments and service providers to assist them.  

The likely users of such work would include: designers of clinical measures, designers of 
routine/administrative data system, designers of population surveys. The ultimate users of the data, 
including people with disabilities, should be involved in this project. 

Scope and project elements:  

The first task under this project will be identifying people interested in collaborating to review and 
develop: 

• measurement tools; 
• data capture tools; 
• methods for statistical analyses.  

The group so identified should then scope and define achievable tasks. 

It was suggested that this project was seen as a clearinghouse role where information on examples 
of the sort of work that is going on in other organisations could be sourced. In this close 
collaboration with the Implementation Committee would be required. 

People for the ‘measurement task group’: Gerold Stucki, Judith Hollenweger, Matilde Leonardi, 
Maryanne Diamond, Qiu Zhuoying and Ken Tallis (TBC).  
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Project 5 Simple and accessible educational materials 
Aim: To liaise with the Education Committee on the development of a suite of products, to be 
available on the WHO website, which are suitable for use in information paradox countries.  

Context and likely users: The ICF can look complex to new users, and methods of adapting it to 
various uses can take time to develop. There has been expressed interest in using it, and in making 
its use simpler for people with limited resources who nevertheless need to know about the 
situation of people with disabilities. The products would introduce the ICF, the reasons for using it 
and indicate suitable measurement and data capture tools. In developing or advising on such 
products the Implementation and Education Committees would be involved.  

Scope and project elements: 

The first task is to ensure that time is allocated in the Tunis agenda for discussion of this, during 
the IC/EC joint session. 

Resources for development should also be discussed in Tunis 

People for the ‘accessible education task group’: Matilde Leonardi, Cássia Maria Buchalla, Jerome 
Bickenbach and Esther Nkandu (TBC).  

Project 6: The ethical application of ICF 
Aim: To enable the FDRG to promote ethical use of the ICF by: 

• informing the WHO-FIC Network about ethical issues emerging in the implementation of 
the ICF, and 

• suggesting to the WHO-FIC Network strategies for enhancing the ethical guidelines in 
ICF (Annex 6). 

Context and likely users: During the drafting of ICF there was considerable discussion of this 
topic, and great deal of interest in the development of these guidelines. It has been well argued in 
recent publications that little further discussion from the WHO-FIC Network has ensued, and that 
there are potential risks in neglecting this area. This is an important element of ICF application, 
and should be considered, monitored and developed further. 

Scope and project elements: 

This is essentially a first stage of evaluating, enhancing and making the ethical guidelines in ICF 
Annex 6 operational. 

This project would look at ethical issues in relation to the collection of data, availability of data, 
disclosure of information, rules of identification, as well as some broader issues indicated in 
Annex 6 (ICF).  

People for the ‘ethics task group’: Matilde Leonardi, Maryanne Diamond, and Jerome Bickenbach. 

This project could benefit from the involvement of a broader range of participants than is presently 
included in the FDRG, especially DPOs. 
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Project 7:  Environmental factors 
Aim: The initial aim of this project would be to review emerging practice in the implementation of 
the Environmental factors component of the ICF, with a view to enhancing the frequency, quality 
and relevance of its application. 

Context and likely users: It is well known that this ICF component has not been widely used as 
part of disability measurement in the past. It is also increasingly recognised that it is a crucial 
element of disability measurement.  

The likely users of such work would include: designers of clinical measures, designers of 
routine/administrative data system, designers of population surveys. The ultimate users of the data, 
including people with disabilities, should be involved in this project. 

Scope and project elements: 

This project would focus first on understanding and reviewing emerging practice in measurement 
and principles of use. 

People for the ‘environment task group’: Janice Miller, Vladimir Kosic, Gerold Stucki, Judith 
Hollenweger and Jerome Bickenbach. 

Preparation for an FDRG Forum  
This will be an additional task, which will promote interaction and sharing information. It should 
be planned when the FDRG is functioning and capable using the WHO website for its work. 
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Attachment 4         Membership 

 

WHO Functioning and Disability Reference Group—membership 20-09-06 
Name Nomination Country Region 

Bedirhan Üstün  WHO   

Nenad Kostanjsek WHO   

Jennifer Jelsma WHO/SA [CC] South Africa AFRO 

Qiu Zhuoying  WHO China WPRO 

André Assimacopoulos  WHO Switzerland EURO 

Gerold Stucki  WHO Germany EURO 

Matilde Leonardi  WHO Italy EURO 

Jennifer Madans WHO USA PAHO 

Patricia Soliz WHO Mexico PAHO 

Raphael Lozano WHO Mexico PAHO 

Rune Simeonsson NACC USA PAHO 

Diane Caulfeild NACC Canada PAHO 

Jerome Bickenback NACC Canada PAHO 

Elizabeth Badley NACC Canada PAHO 

Janice Miller NACC Canada PAHO 

John Hough NACC USA PAHO 

Pattariya Jarutat [CC] Thailand Thailand SEARO 

Huib ten Napel CC Netherlands Netherlands EURO 

Marijke de Klein CC Netherlands Netherlands EURO 

Judith Hollenweger CC Germany Switzerland EURO 

Matti Ojala CC Nordic Finland EURO 
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Catherine Barral CC France France EURO 

Cassia Maria Buchalla CC Brazil Brazil PAHO 

Ros Madden CC Australia Australia WPRO 

Catherine Sykes CC Australia Australia WPRO 

Ken Tallis CC Australia Australia WPRO 

Maryanne Diamond CC Australia Australia WPRO 

Vladimir Kosic PC Chair Italy EURO 

Carlo Francescutti PC Chair Italy EURO 

Mohamed El Banna Referred Egypt EMRO 

Naila Khan Referred Bangladesh SEARO 

Mzolisi Ka'Toni  Referred South Africa AFRO 

Esther Nkandu  Referred Zambia AFRO 

Shin-Ichi Niwa CC Japan Japan SEARO 
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