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Overview: Conclusions and implications for revising the draft ICIDH-2

The Australian Centre has been active in obtaining views on the draft ICIDH-2 during 1997-98 by a variety of means. Some 300-400 people involved in the disability field in Australia have participated in discussions framed largely around the basic questions and the feedback forms. Because much of the research has been carried out as part of specialised studies (into intellectual disability and Participation) the Australian Centre has put a great deal of effort into collating all the material into a coherent Australian view, to inform the second draft. 

The Australian Centre expects that this ‘single’ view will be weighted accordingly. 

Our main findings and concerns are summarised here for consideration by WHO, the drafting team and other Collaborating Centres.

The framework and key terminology

The draft ICIDH-2 is a useful, integrating conceptual framework and represents an improvement on ICIDH-1. The draft ICIDH-2 could provide a framework for the relatable data collections in Australia.

‘Personal factors’, while important, should not be included as contextual factors.

The word ‘disability’ is entrenched in Australian terminology and legislation and is unlikely to be replaced by ‘disablement’ except as a more theoretical word to denote the process of becoming disabled.

The concept and word ‘Participation’ are generally acceptable and useable in Australia. However the way the introduction to the Activity dimension and the introduction to the Participation dimension are worded should minimise the possibility that Participation is interpreted as an outcome of the individual’s efforts. 

The terms Impairment, Activity/limitation and Participation/restriction are becoming familiar in the Australian disability field. It is important that WHO ensures that the ICIDH revision process proceeds to completion and that the time frame for the revision not be extended further as this is likely to impact on the development of major collections in Australia.

Improved explanation and language

The introduction to the ICIDH should include a clear explanation and simple examples of how it is to be used, in a way that indicates how it can help people, rather than as a philosophical document. The relationship between ICIDH-2 and assessment tools should be clarified; the ICIDH-2 provides an integrating framework within which assessment tools can be developed or mapped or evaluated.

Editorial effort is needed to:

· clarify the purpose of the classification, and its location in relation to health and other WHO classifications, and to the UN Standard Rules on the Equalisation of Opportunity;

· remove perceived overlap between Activities and Participation, especially in the domains of personal care and mobility.

· improve the structure of P domains; for instance, can employment, education, leisure and spirituality really be grouped together, given that ICIDH-2 is designed to be a ‘tree, branch, twig’ structure? One suggestion is that the Participation domains could be aligned more explicitly with quality of life domains.

It is critical to the acceptability of the second draft, and faith in the revision process, that editorial work of the calibre of the ‘pilot’ of the U.K. Centre in 1998, be done for the whole classification.

Participation and its qualifiers

While further work has now been done on the development of Participation qualifiers, more work is needed to ensure that:

· the importance of the role of the individual in the classification process is recognised; 

· in relation to the role of ‘choice’ in Participation, that there is clarification on how to approach the classification when choice itself is limited by social attitudes; and

· the Participation qualifiers are made more useable in practice.

This further work should take account of the Option 15a tests in Australia.

During Option 15a testing in Australia, the Participation qualifiers of Option 15a were generally preferred to the Beta draft qualifiers, partly because of greater ease of use, but more significantly because of the focus on the individual’s goals  in deciding the ‘extent of participation’; this focus was seen to be consistent with a human rights approach to disability. The Option 15a approach was preferred to the Beta approach which seems to rely on an external assessor or a reference to ‘social norms’—both of which were seen to be problematic. Nevertheless it was recognised that goals themselves can be limited by society and that there were circumstance when it could be useful to balance the person’s own assessment of their Participation with another person’s views.

The contextual factors as facilitators or barriers were acceptable conceptually, however there were difficulties when trying to use them in a coding exercise. The same factor could be both a facilitator and a barrier.

The full report on Option 15a testing in Australia will be forwarded to WHO in January, to enable its findings and suggestions to be taken into account by the team preparing the next draft of the ICIDH-2.

Final Report

Introduction

This report provides a summary of results of beta testing of the draft ICIDH-2 in Australia in 1997 and 1998. For completeness it should be read in conjunction with:

· the Australian Collaborating Centre reports of March and October 1998, and  

· the report on the Australian Consensus Conference.

The Australian Institute of Health and Welfare (AIHW) became a WHO Collaborating Centre for the development of the ICIDH in 1994, via an extension of its terms of reference as a centre for the ICD.  The AIHW has taken a particular interest, by agreement with WHO and other centres, in the third dimension—Participation and its qualifiers—and the contextual/environmental annexe of the ICIDH revision. This focus continues in the arrangements we have made for Beta testing.

Work of the Australian Collaborating Centre (ACC) towards the ICIDH revision has proceeded in several areas:

1. Australian Consensus Conference (report forwarded to WHO in December 1997—see Attachment 1).

2. National discussions of the draft ICIDH-2 (reported in ACC March 1998 report).

3. Beta testing in the area of intellectual disability (final draft report attached to ACC September 1998 report).

4. Beta testing in the area of disability among Indigenous Australians.

5. Option 15a development and testing.

1. Australian Consensus Conference

The Australian Disability Data Reference and Advisory Group (DDRAG) has been reviewing ICIDH development since early 1996. This Group comprises community representatives, relevant State and Commonwealth Government representatives, the Australian Bureau of Statistics, the Australian Institute of Health and Welfare, and independent academics and specialists. 

The Group’s work on the ICIDH was drawn together in an Australian Consensus Conference report, which has been forwarded to WHO. The Group supports many of the directions of the draft ICIDH-2, and made a number of suggestions for further improvement, in the context of the ‘Twelve Basic Questions’ required of the conference. The main issues were:

· A very strong preference for ‘personal factors’ not to be included as part of ‘contextual factors’, while recognising their importance in the conceptual model. An alternative diagram reflecting this concern was suggested (see response to question 5 in Attachment 1).

· A strong preference for the retention, in Australia at least, of the word ‘disability’ (and the phrase ‘person with a disability’) as an overarching term for Impairment, Activity Limitation, or Participation Restriction. ‘Disablement’ could be used when a different overarching term is needed, for instance to name the overall field or process, but appears unlikely to gain general acceptance in Australia in the foreseeable future.

· A perceived overlap between complex Activities and Participation domains, which needs to be addressed via further editorial effort, to avoid placing the clarity of the conceptual model at risk.

2. National discussions of the draft ICIDH-2 

2.1
National data consistency

National discussions of the Institute’s paper ‘The definition of disability in Australia: working towards national consistency’ include discussion of the draft ICIDH-2. Dr Bedirhan Ustun launched this paper on Thursday 23 October 1997 in Canberra, and promoted the national discussion with an excellent presentation on ICIDH-2 to many key people in the disability field, including the Institute’s Disability Data Reference and Advisory Group. In the paper we raise issues relating to the ICIDH and also to the goal of national data consistency in Australia.  Discussions have been held with people with disabilities and post and telephone responses to the paper were also received.

2.2
Discussions with key representatives of Commonwealth departments

The Institute has held three workshops with key representatives of Commonwealth departments to provide them with further information on the ICIDH-2 and to undertake some mapping of existing data sets to the beta draft. Participants considered that the ICIDH framework and classification could be used as a vehicle for relating current data sets and items, and moving towards national consistency. 

2.3
Key themes from the national discussions

A number of key themes have developed from these national discussions. In particular:

· The three concepts (Impairment, Activity and Participation), together with the contextual factors annexe of the ICIDH-2, are relevant to the disability field in Australia.

· The ICIDH-2 could provide a framework for relatable disability data collections in Australia.

· The ICIDH-2 is a complex and comprehensive document – this is both a strength and a weakness.

· The term ‘disablement’ is not used in Australia. ‘Disability’ is used as the overarching term (and is likely to remain so for the foreseeable future).

2.4
Assessment and the ICIDH

Initially, there was some support in Australia for the development of assessment tools associated with the ICIDH. However the reception among experts in Australia of the draft WHO-DAS has been cool, and specific reactions have caused the ACC to re-think its stance on the search for an over-arching and global disability assessment schedule. The ICIDH appears to emerge most strongly as 

· an integrating conceptual framework, and

· a classification system (with the benefit of the work of the U.K. Centre).

Within this framework, assessment tools for specific purposes can be built, or existing tools can be mapped, related and improved. Relatable data can be collected using the ICIDH-2 as a classification system. Preliminary work has been carried out in the ACC to map some well-validated and commonly used assessment tools to the ICIDH-2.

3. Beta testing in the area of intellectual disability

This is a joint project involving the Institute and the Centre for Developmental Disability Studies in Sydney. The (former) Commonwealth Department of Health and Family Services has funded this work.

Professor Trevor Parmenter is the Founding Director of the Centre for Developmental Disability Studies in Sydney. He is current President of the International Association for the Scientific Study of Intellectual Disabilities (IASSID), an ex-officio Board member AAMR, and is actively engaged in the trialing of the ICD-10 (Mental Retardation) in conjunction with the World Health Organization.

The testing has been completed, and the Centre for Developmental Disability Studies has submitted a draft final report to the AIHW. Specifically, the report details the results of:

· two information sessions conducted with participants from the 1997 Annual Conference of the Australian Society for the Study of Intellectual Disability (ASSID) in Brisbane a total of 40 participants;

· three focus groups; one with representatives of Self Advocacy Sydney, one with family and citizen advocacy representatives, and one with people involved in policy, service delivery and research a total of 29 participants;

· a series of six workshops involving a wide range of stakeholders in the field of intellectual disability including government agencies/ policy makers, researchers/academics, professionals, self advocates, advocates and families, a total of 110 participants.

· a concept evaluation group, who were invited to respond to a semi-structured questionnaire, a total of 18 participants. 

The thoughts and ideas of a total of 206 people have been collated into the report. The report includes:

· a  Concept Evaluation;

· analysis of the focus groups and workshops. 

· analysis of discussions of the 'Option 15' beta test;

· results of a test of qualifiers for the third dimension;

· analysis of the clarity and applicability of the conceptual basis of the three dimensions of the revised version of the ICIDH, namely Impairment, Activity and Participation, as well as the proposed environmental (contextual) factors;

· a summary of major themes from focus groups.

The report makes the following comments in its conclusions:

 ‘The general impression is that ICIDH-2 is a move in the right direction, being closer to a holistic model.  It is seen as not being a document for ‘the person in the street’ and may have limited relevance at a personal level to a person with a disability. It is seen as a highly complex system which may present practical difficulties in implementation. However, in its development, the material and concepts presented provide an opportunity for reflection of disablement issues at a deeper level.’ 

The major findings are:

· a generally positive response to the ICIDH-2 conceptualisation and terminology;

· ambivalence about ‘positive’ and ‘negative’ words; some people reacted to the retention of ‘impairment’ as still too negative; others were concerned that too much euphemism would bring everyone into the ambit of ‘disability’ and make it harder to establish the need for services;

· support for the inclusion of ‘environmental factors’, but doubt about the inclusion of ‘personal factors’ within ‘contextual factors’ despite the recognition of their importance somewhere in the framework;

· agreement that ‘disability’ and ‘person with a disability’ are likely to remain the general over-arching terms in Australia; disablement could be a useful idea, and could be adopted for some purposes over time;

· concern about the position, purpose and uses of the ICIDH-2 in relation to the philosophical discussions around medical and social models of disability. 

· a desire to see effort made to

(a) provide more detail about the types and methods of potential uses, especially              the relevance of ICIDH-2 for people with a disability, 

(b) clarify perceived overlap between Participation and complex Activities, and

(c) simplify the manual;

· a desire to see the Participation domains aligned more explicitly with quality of life domains; for instance, can employment, education, leisure and spirituality really be grouped together, given that ICIDH-2 is designed to be a ‘tree, branch, twig’ structure?

· a desire to see the Option 15 Participation qualifiers further developed; they need to be simplified, perhaps by combining and prioritising the four qualifiers relating to satisfaction and extent of Participation, and by adding instructions about how to deal with the possibly different perspectives of different people responding or measuring. 

4. Beta testing in the area of disability among Indigenous Australians

The (former) Commonwealth Department of Health and Family Services has also provided funding for testing the draft ICIDH-2 among Indigenous peoples. 

The researcher is undertaking participation observation and interviews in two Aboriginal communities in the Northern Territory, to:

· Explore the relevance of the draft ICIDH-2 concepts among Aboriginal people in the Northern Territory of Australia; and 

· Inform national efforts to establish concepts of disability among Indigenous People for use in national and statistical collections.

The timing of the research is not wholly within the control of the researcher who is working in partnership with the two communities and at the time of writing this work is not complete. At this stage it is hoped a final report will be available in March 1999.

Preliminary observations represent some confirmation of the applicability of the draft ICIDH-2 concepts to these communities. 

Participation appears to be a central factor or criterion on which these Indigenous communities gauge the effect of disability or impairment. 

The progress report discusses attitudes towards different types of disability. Attitudes to disability, and ‘shame’, can affect a person’s ‘choice’ to participate, and hence the interpretation of data on people ‘choosing’ not to participate would need care, without further modification of the Participation qualifiers published in the draft ICIDH-2.

5. Investigation of ICD/ICIDH complementarity

The AIHW was asked by WHO to provide some assistance with the investigation of ICD/ICIDH complementarity in late 1997. Following the October meetings on ICIDH and ICD it was decided that the work of this project had been superseded by the work done in the U.K. collaborating centre. Consequently this project has been cancelled.

6. Participation qualifiers: the development and testing of Option 15a

6.1
The development of Option 15a

Because Participation has been developed as a neutral framework, relevant to all people, it is vital for the application of ICIDH that the Participation qualifiers are capable of indicating Participation outcomes for people with disabilities.

The Australian Collaborating Centre has been active in the development of Participation qualifiers, and:
· in 1996-97 drafted a qualifier which records those environmental factors which facilitate or inhibit participation; this was adapted for inclusion in the draft ICIDH-2 published by WHO in 1997;

· in 1997 developed an Option 15 test protocol, embracing a set of qualifiers for Participation supplementary to the existing two qualifiers (and aiming to reflect developmental work done by various centres); this was subject to some testing in Australia and North America but was not adopted formally as a test protocol by WHO;

· in 1998 drafted Option 15a (see Attachment 2), including an alternative qualifier to indicate the extent of participation (fully, marginally etc). This alternative qualifier emphasises the central role of the person with disability in setting goals and rating the extent of participation. Option 15a was drafted with the benefit of comments from WHO on Option 15, and of the results of the tests of Option 15 conducted in Canada and Australia in 1997-98. Option 15a, describing the alternative ‘extent of participation’ qualifier, and now endorsed by WHO for Beta testing was included in the October 1998 report.

Testing Option 15a in Australia

The Commonwealth Department of Health and Family Services funded a test of Option 15a in Australia, by Maree Dyson Pty Ltd. This test has been completed, and a draft final report has been submitted to the AIHW. The report details the results of:

· two focus groups, with a total 23 participants representing the interests of consumers, advocates, service providers, academics and governments;

· 91 first round individual telephone interviews with people representing the interests of consumers, advocates, service providers, academics and governments;

· 30 second round individual interviews with people selected from the first round interview because of extensive knowledge of the ICIDH; and

· discussions at a workshop on the revision of the ICIDH-2 with a total of 24 participants from the AIHW’s Disability Data Reference and Advisory Group and key representatives of Federal Government departments.

The thoughts and ideas of a total of 138 people have been collated into the final report. The final report includes:

· analysis of the focus groups and interviews by themes;

· the participation construct,

· the beta and 15a options, and

· the contextual factors. 

· key outcomes of the test of qualifiers for the third dimension;

· a summary of major themes from focus groups; and 

· participant based suggested enhancements to the Beta draft.

The major findings are:

· There is general support for the ICIDH-2 as an improved framework for conceptualising disability, and for the Participation domains.

· There is general support for the move in concept and terminology from Handicap to Participation. There is however some concern that the term Participation has the potential to place the responsibility for participation with the individual rather than where it belongs, with society. Careful wording of the introduction to the dimension should address this concern.

· Concern about overlap of the Activities and Participation dimensions, particularly in the domains of ‘Personal Maintenance’, ‘Mobility’ and ‘Exchange of information’.

Of the two ‘extent of Participation’ qualifiers (that published in the draft ICIDH-2 and Option 15a), Option 15a is preferred, because of the focus on the individual and his/her goals and also the easier task of coding. However, further refinement of the definitions and the codes is necessary. It was questioned, for instance, whether associating goals with the person could be inappropriate to some cultures; there is a need to accommodate cultures where families make decisions about individuals disabled or otherwise. This could be addressed by appropriate operational rules for specific situations.

· The need for further work on the structure of the participation dimension with particular attention to the domain ‘participation in the areas of education, work, leisure and spirituality’.

· The Participation domains are useful to the areas of statistical application, management, research, clinical care, social policy and education.

· The contextual factors as facilitators and barriers were acceptable conceptually, however there were difficulties when trying to use them in a coding exercise. The same factor could be both a facilitator and a barrier.

· Participants in the project have identified practical improvements to both Participation qualifiers which will make them more useable in practice including:

· suggestions to improve wording

· suggestions for numbering

· the need for instructions for when clients have difficulty in advocating for                   themselves.

The full report on the project will be forwarded to WHO in January, to enable these practical suggestions to be taken into account by the team preparing the next draft of the ICIDH-2.

7. Introduction of ICIDH-2 concepts into national developments

The AIHW is working with governments across Australia and with the non-government sector to develop key tools to promote national consistency in community services data. Initiatives include the development of:

· A National Community Services Information Model and related National Community Services Data Dictionary, now publicly released; this national data infrastructure recognises the ICIDH and the revision work now proceeding; and

· A National Health Information Knowledgebase (soon to be renamed ’The Knowledgebase: Australia’s health and welfare data registry’)​, which is a meta database allowing access to and providing links between the National Health Data Dictionary, Health Information Model, and related data collections. Community services elements are to be included as they are finalised. It can be viewed on the AIHW website at http://www.aihw.gov.au.

It is important that WHO ensures that the ICIDH revision process proceeds to completion and that the time frame for the revision not be extended further as this is likely to impact on the development of major collections in Australia.

Attachment 1

ICIDH-2 Beta Testing

Australian consensus conference on the ICIDH twelve basic questions

Background information

Description of conference

This document represents the culmination of many months of discussion of the ICIDH review by the Australian Disability Data Reference and Advisory Group (DDRAG). This group is comprised of seventeen key people and organisations in the disability field in Australia. 

In the nine meetings since its establishment in 1996, the DDRAG has had extensive discussions of the ICIDH, both with the Australian Collaborating Centre (ACC) and with members of those organisations and disciplines the members represent. The DDRAG has also been fortunate to have discussions with Jerome Bickenbach at its September 1996 meeting, and with Bedirhan Ustun at its October 1997 meeting.

Given that the DDRAG has already discussed the issues canvassed in the twelve basic questions, it seems useful to build on this work to generate an Australian consensus view. The Australian Collaborating Centre therefore took the following approach in preparing this Consensus Document:

1. The ACC prepared a draft response to the ICIDH twelve basic questions, based on previous input from the Australian Disability Data Reference and Advisory Group (DDRAG) and other interested persons.

2. The basic questions and the draft response were then sent to all DDRAG members, inviting their comment.

3. Responses from DDRAG members were then analysed and the draft accordingly modified as the Australian Consensus Conference (this report).

Description of participants and geographical representation

The DDRAG was established in early 1996 to:

· promote the improvement and harmonisation of disability data collections in Australia at both State and Commonwealth level; and

· promote the effectiveness of Australia’s participation in the revision of the International Classification of Impairment, Disability and Handicap (ICIDH), and to ensure that, as far as possible, Australian views shape the revision and that the ICIDH becomes a useful and accepted tool in the Australian context after its revision.

Membership of the DDRAG has been designed to ensure input by as great a cross-section of the disability community as possible, and includes community representatives, relevant State and Commonwealth Government Department representatives, the Australian Bureau of Statistics, academics and specialists with a mix of expertise. The organisations and expertise represented include:

1. Commonwealth Department of Health and Family Services

2. Commonwealth Department of Employment, Education, Training and Youth Affairs

3. Commonwealth Department of Social Security

4. Commonwealth Government Service Delivery Agency (‘Centrelink’)

5. Australian Bureau of Statistics

6. Australian Institute of Health and Welfare

7. National Centre for Aboriginal and Torres Strait Islander Statistics

8. Disability Services Sub Committee. This group comprises senior disability services administrators from all jurisdictions in Australia. Two nominees of DSSC are on DDRAG.

9. National Caucus of Disability Consumer Organisations (two nominees)

10. ACROD (Australian peak body for disability-specific non-government service providers)

11. Federation of Ethnic Communities in Australia

12. Australian Carers Association

13. Five independent experts (currently covering fields such as research and development, actuarial services,  intellectual disability research and psychiatric disability service provision) 

Geographically the DDRAG has representation from three States and two Territories. However, except for the independent experts, members are national (or Commonwealth) representatives of their organisation or Department. This document can therefore be considered representative of a significant body of Australian opinion.

Consensus response
1. Coverage of the ICIDH

Should the ICIDH deal with the consequences that are related to one or more of the following?

1. diseases

2. disorders

3. injury and trauma

4. other health conditions

a. ageing

b. pregnancy

c. genetic predisposition

d. stress

e. violence

f. other (please specify)

Response (strong consensus – smaller opposing view):
The focus of the classification is on outcomes, ‘in the context of health condition’. It is logical then, to define the scope of the ICIDH in terms of  ‘health condition’

It is important to relate the ICIDH notion of ‘health condition’ to the ICD, that is, if the various elements listed (in 4 above) are in the ICD, they should be considered ‘health conditions’.

The definition of ‘health condition’ included in the Beta draft illustrates why the suggested ‘list’ approach is misleading, as not all elements of the list are ‘conditions’ in themselves.

‘a health condition is an alteration or attribute of the health status of an individual which may lead to distress, interference with daily activities, or contact with health services; it may be a disease (acute or chronic), disorder, injury or trauma, or reflect other health-related states such as pregnancy, ageing, stress, congenital anomaly, or genetic predisposition. Health conditions as such are mainly classified in the ICD …’ beta draft p.6

The passage quoted above from the Beta draft is a key passage, and largely acceptable, if all listed elements are in the ICD. 

One member did have some concern about the definition of ‘health condition’ in the beta draft – “A person with a long-term, stable impairment (eg blindness, intellectual disability) may be perfectly healthy and not have any ‘alteration or attribute of the health status… which may lead to distress, interference with daily activities, or contact with health services’”.

2. Term ‘consequence’

2a. Should the term ‘consequence’ be retained in the ICIDH introduction, as an essential descriptor, or should another more appropriate descriptor replace it?

2b. What does the term ‘consequence’ signify?

a. a causal relationship

b. a temporal relationship

c. associated with

Response (unanimous):

a. The term ‘consequence’ does not sit well with the more interactive diagrams in Question 5 below. The word ‘outcome’ may be more appropriate and flexible, as people are accustomed to the idea that ‘an outcome’ may be one of many, may be influenced by many other factors, and may be part of a feedback loop. 
It is quite appropriate to situate the ICIDH-2 in the ‘health outcomes’ arena.

b. In common usage, the word ‘consequence’ usually signifies a causal relationship. If retained in the ICIDH-2, it should be defined in terms of option c ‘associated with’.

3. Term ‘disablement’

Should the term ‘disablement’ be retained as an umbrella term, or should it be replaced with another umbrella term?

Response (unanimous):

The inclusion of umbrella terms in the ICIDH-2 is important, and there appears to be a need for two words. The distinction can be illustrated thus:

· In Australia the word ‘disability’ is most commonly used as an umbrella term, capable of embracing Impairment, Activity limitation and Participation restriction.

· The term ‘disablement’ is more generally used, if at all, to refer to the process of becoming disabled. 

To illustrate this point, the following quote from the Australian Bureau of Statistics (ABS) is included: 

‘…. in fact, it [the term ‘disability’] appeared to be the term most people accepted and felt comfortable with using. I feel that ‘disability’ is a viable term in the Australian context, probably in the more general way that the ICIDH-2 uses the term ‘disablement’. It immediately communicates the area of information, where ‘activity’ and ‘participation’ require two levels of qualification (in the health context, and limitation or restriction). While measures presented by the ABS in published analyses are likely to be consistent with concepts in the proposed ICIDH revision, ‘disability’ is the term I prefer for use by the ABS in its official output’.

This view is consistent with the views of other members of the group, and with the wider community being consulted in the course of other Beta-testing. It is unlikely that in Australia the word ‘disability’ and the term ‘person with a disability’ will be willingly or rapidly changed as the umbrella terms used in this sense.

We prefer:

· using ‘disability’ as the umbrella term, when it means either Impairment, Activity Limitation, or Participation restriction, and

· using the term ‘disablement’ to indicate a process.

4. ICIDH Applications

Which of the following applications do you envisage for the ICIDH?

1. statistical applications

2. management

3. research

4. clinical care

5. social policy

6. education

Response (unanimous):

Ideally the ICIDH-2 should be applicable across all applications listed above. The paper prepared by the ACC under the guidance of the DDRAG (The definition of disability in Australia: moving towards national consistency) outlines the current and potential wide range of applications in Australia.

It is important that the ICIDH-2 be tested in all possible application areas to ensure it is relevant and easy to use, and contains comprehensive and relevant resources for all potential users. For example, the provision of a range of qualifiers for the P dimension may be critical to its use in a range of applications. A researcher may wish to know about quality of life issues (satisfaction qualifiers), whereas an educator may wish to have an understanding of the environmental or personal assistance a person may need (contextual facilitator/barrier and personal support needed).

A member of a large government Department commented that ‘..it will be the usefulness of the guidelines for creating assessment mechanisms to sit on top of the tables that will be of most use. If the release of these is timed as closely as possible to the classification structure then the more likely that the whole package will be adopted.’ 

A further comment was that the use of the classification could be limited if there is not further work on the classification unit, which is not ‘persons’. For Activities, it may be the range of activities and sub-activities in which difficulties are experienced. For Participation, it may be the life experience areas in which there is less than full participation. Counts of the Activities or life experiences themselves may not be informative for some uses, without suitable qualifiers (e.g. difficulty) being measured. A problem arises here about the level at which the classification is being used. The classification appears hierarchical, but if ‘persons’ are not the counting units, then aggregation of the sub-categories cannot equate to measures at the category level: six kinds of difficulties cannot equal one (broader) kind of difficulty. This absence of ‘person’ counting rules is likely to be a problem for some purposes, for instance

· population surveys, where both sets of counting rules would be used (for instance activity limitations and person with activity limitations);

· in overall assessments, for instance of people’s eligibility for social security benefits based on their assessed overall ‘ability’ for work.

5. ICIDH model and interaction of concepts

(a) Does the ICIDH provide an adequate framework for studying the disablement process, or does it just help you to describe different aspects of the disablement phenomena on different dimensions such as body structure or function, activities, and participation in a certain context?

Response (strong consensus – smaller opposing view):

Sections 4.1 and 4.2 of the introductory text to the Beta1 ICIDH-2 state:

4.1 The ICIDH as a classification does not necessarily describe or model the ‘process’ of disablement, but provides the various means to map the different ‘dimensions’ and ‘domains’ of disablement.

4.2 Disablements are multidimensional phenomena. The ICIDH attempts to provide a ‘multidimensional’ and ‘multi-perspective’ approach to these phenomena; it provides the ‘building blocks’ for users who would like to create models and study different aspects of these phenomena.’

We agree with this text. The ICIDH-2 describes outcomes, and whilst it provides a framework for studying the disablement process, it does not describe it.

One member, whilst agreeing with the concepts of the ICIDH-2, felt that even though the wording was more positive, it did nothing to change the perception of disability - ‘people will still talk about limitations and restrictions of the person’. This member preferred the old terminology as ‘it reflected the operationalisation of the classification’.

(b) Do the diagrams provided capture the understanding described in the text? Are there alternate pictorial representations, or modifications to the diagrams, that you would suggest?

Response (unanimous):

There is unanimous support for the move away from the linear model of the 1980 ICIDH.  The new conceptualisation supports the notion of disability as a continuum, affecting many people, and this is a good development. 

Figure 1

This is the preferred figure of the three options presented. However, if the arrows on ‘contextual factors’ are meant to be two-way, this could be represented more clearly, for instance by the addition of an extra arrow ‘inwards’ from the contextual factors.

Figure 2.

This figure does not provide an immediate sense of interaction between the various dimensions, and implies—by the concentric circles—that there are ‘levels’ of disability, or linear consequences. It does have the benefit, however, of indicating that Participation is the outcome of all other factors, and greater than simply the ‘sum of the parts’.

Figure 3.

Figure 3 perpetuates one of the now superseded concepts of the 1980 ICIDH, that is, it appears to indicate a linear progression from I to A to P.  Also, the list of ‘interacting factors’ does not adequately represent the current ‘contextual factors’ list in the Beta version. One of the benefits of this diagram is that it clearly shows that, in the context of the ICIDH, Participation is related to health condition/impairment/activity limitation, and is not simply a social outcome. However, the visual representation is a little muddled.

Further comments:

· Figure 4 below has been used for some years in Australia without controversy; it introduces ‘personal factors’ without placing them in the environment;

· A related issue, specific to the intellectual disability field, was the relationship between the ICIDH-2 and the AAMR and Grossman classification systems. These use IQ in addition to ‘adaptive behaviour’ and ‘level of support’.

· The document would be clearer and less daunting for potential users if the text clarified that ICIDH-2 can be used as a framework and adapted, via summary or extraction, for specific purposes. Related to this, there is some concern among administrators and service recipients, that the ICIDH-2 may affect eligibility for services; this concern appeared to diminish when it was pointed out that it was up to the policy makers to set the lines/borders of the continuum. However, another related issue was raised: by focusing on barriers, did the scheme promote an ‘entitlement model’ of services (since ‘barriers’ suggests they should be removed)?



Figure 4: A fourth diagram (Australian Collaborating Centre).

6. Contextual factors regarding disablements

a. Is the current list of contextual factors comprehensive enough to understand the relevance of contextual factors to the ICIDH classification?

Response (unanimous):

At this stage no gaps in the contextual factors have been identified.

b. Should the ICIDH provide a list of the personal factors that may have an impact both on activities and on the participation elements of the classification? If yes, which of the following should be included?

a. age

b. sex

c. education

d. personal assets & traits

e. genetic risks/predisposition

f. life-style

g. coping style

h. upbringing, past life events, current events

i. overall behaviour pattern and character style

j. others (please specify)

Response (unanimous):

‘Contextual factors’ should under no circumstances include personal factors. 

Whilst these may be key variables in a data collection, or even in the description of an individual’s situation, they are not part of the ‘physical, social and attitudinal environment in which people live and conduct their lives’, and it is counter-intuitive to describe them as such. This point was made in the ACC’s formal comments on the alpha draft. The suggestion to include personal factors as part of ‘the context’ is quite at odds with all the discussion and development to date, which introduced the concept of ‘environment’ as those things external to the person which may affect the Participation outcome. We see dangers in its inclusion as part of the classification.

Perhaps it is being argued that personal factors are external to the activity limitation or participation restriction, but this appears to make the basic concepts more confused, and does not to sit well with the notion that ‘contextual factors’ generally interact with other more personal dimensions.

Further, we believe it is dangerous to be including personal factors at this late stage and in such an undeveloped form. Other personal factors apart from those listed could also be relevant. But these are research issues, not issues for this classification.

The importance of these factors to the person’s experience of disablement is acknowledged. This is not the issue. 

The issue for the ICIDH-2 is twofold:

· the inclusion of personal factors in ‘contextual factors’ appears to undermine the clarity of the new conceptual model;

· the satisfactory choice and development of specific personal factors in any part of the framework is not possible at this stage of ICIDH-2 development.

7. Level of detail in the classification

There may be a need to include extra codes into the classification and the following ways were considered as a means of doing this

a. include ‘other specified’ codes in each area

b. leave empty codes at the end of each chapter 

c. putting in place after the finalisation of the ICIDH-2, a systematically regulated process to augment existing codes

Are these strategies adequate to the task of accommodating the various needs of potential users?

Response (unanimous):

The suggested strategies appear adequate.

With regard to the level of detail in the classification, however, it was noted by one group member that: ‘There are differences among the lower levels of the Activity classification. Some chapters appear to have a series of parallel activities, separate from each other, as in daily life activities; others break down an activity into sub-activities, such as comprehending a task, initiating a task, following through, and completing a task. Is this uncoordinated or does it simply allow a different approach for what needs to be known in respect of each activity? There are some areas, for instance in the learning class, where subcategories of one level are hard to distinguish from sub-categories of the next higher level.’

8. Current Beta draft numbering system

a. The current draft uses an alphanumeric system. An alternate system using only numbers is proposed.

Which of these do you prefer?

Response (unanimous):

The proposed coding (current Beta draft) of the dimensions is somewhat cumbersome due to the use of alphanumeric coding and the fact that the numbering of single digit codes does not match the chapter numbers.

The alternate proposal is also cumbersome because of the number of decimal points.

b. Do you have an alternate system that you would suggest?

Response (unanimous):

The alpha part of the codes in the Beta draft is unnecessary, as anyone using the codes will be placing them in unique fields set aside for the purpose.  

The present codes, without the alpha code, and ensuring matching of the first digit with the chapter number, would be an improvement—and would have the possible benefit of being closer to the 1980 system.

9. Boundaries between ‘body function’ and ‘activity’

a. Do you agree with the formulation described on p18?

b. Do you think that simple actions such as seeing, hearing, recognising, grasping, reaching, pulling, etc. should only be classified as Impairments at the body level?

Response (strong consensus – smaller opposing view):

a. We largely agree with the formulation on page 18.  One member was concerned that the inclusion of processes such as ‘perception, attention, memory and language’ at the Impairment level, would create a false dichotomy if we were trying to argue that these processes apply at the bodily level and not the personal level only. However, this member also recognised the counterbalancing need to reduce overlap and redundancy in the classification. Comments received also highlighted the need to conduct extensive case-study coding exercises with the draft ICIDH-2. These would locate ‘grey’ areas or possible overlap.

b. No.

Other comments emphasised the need to conduct extensive case-study coding exercises with the draft ICIDH-2. These would highlight ‘grey’ areas or possible overlap, or else indicate where more explanation is needed to distinguish between I and A. 

10. Boundaries between Activity and Participation

a. Do you agree with the formulation described on p19?

b. Do you think that complex activities such as maintaining relationships, work acquisition and retention skills, following artistic pursuits, etc. should only be classified as participation issues at the societal level?

Response (strong consensus – smaller opposing view):

We largely agree with the formulation described on page 19.  There appears to be a genuine and widely accepted conceptual difference between the Activities in which a person engages (for instance ‘responding to social cues’) and their actual participation in various environments or contexts, and so the overall concepts of the ICIDH-2 are endorsed. 

It is, however, recognised that it is not always easy to make an operational distinction between Activity and Participation; for instance the nature of social cues forms part of the environment, and modification of social cues could alter the extent of Activity limitation.  

Overlap between these two dimensions is still an issue, and extensive test coding using case studies is needed. This is particularly important for:

1. those Participation codes that seem to contain almost ‘implied’ activities: For example, ‘Participation in personal maintenance’ is clearly related to the ‘daily life activities’ and ‘care of necessities and domestic activities’ chapters of the Activity dimension; and 

2. the complex activities of the Activity dimension: The group has not been able to reach consensus on this issue. One view is that as complex tasks are context-specific, they should be classified in the Participation dimension. The other view expressed was that whilst they are context-specific, complex activities describe discrete and tangible tasks, and not a participation outcome, and they therefore belong in the Activity dimension. One member made the following comment: ‘..Compare Chapter 9 [of Activity] with Chapter 1. Chapter 1 activities appear to involve little or no input/interaction/reaction with/from others. In Chapter 9 it is much more likely that, for example, an employer will limit a person’s access to work because of the fact of disability. It is this last type of example where I believe further work needs to be done to clarify P and A’.

Other comments made by individual group members include:

1. ‘The distinction between Activity and Participation is still not clear, and is difficult for the non-professional to understand’.

2. ‘The focus in P was still on the person, with a tendency to think about it in terms of activities and behaviours. The Context needs much stronger recognition’. 

3. ‘What the ICIDH-2 currently lacks is an adequate classification of tasks, behaviours or activities which are common to both A and P dimensions. Given this, the qualifiers on the A dimension should then permit a profile of the person’s strengths and limitations across these different forms of activity, while the qualifiers on the P dimension should show the degree to which the person actually engages in these behaviours in different contexts.’

The Australian Bureau of Statistics (ABS) made the following comments regarding this issue:

‘There are problems with the current ICIDH. For ABS, the chief difficulty has been to distinguish disability from handicap, where the same data items and practical examples can be used for either term. The new ICIDH-2 does not address this. There appears still to be a potential for overlap between Activity and Participation, that may be subjective, and will be confusing. How do we explain the difference between a moving around activity and participation in mobility, or between a communication activity and participation in exchange of information?

I appreciate that the one is defined at the level of the person, and the other at a wider societal level, but there are two problems here.  One is that, in practice, many of the activities cannot exist at the level of the  person only: it is not possible to consider whether a person can understand another in isolation from a social interaction, nor is it possible for the ability to move around to be abstracted from an environment. Second, explanations of the differences in perspective between the two dimensions are too complicated for clear and easy communication.’

It could be said that the emphasis in Activity (and limitation) is on the person’s role in relatively tangible ‘fine grain’ activities. In P, the person’s Participation is gauged as something of a summation in a broader domain, and a larger ‘paintbrush’ is used. Activities could be thought of as means to the goal of Participation.

For these reasons our answer to (a) is ‘yes’, and to (b) is ‘no’. These answers are, however, qualified in two ways:

· First, further editorial effort is needed to keep the distinction between A and P sharp. Further examples and case-studies may help.

· Second, the lower levels of the Participation classification use terms such as ‘quality’ and ‘success’. It appears wrong to include words such as these in the life experience domains—as part of the classification—when the classification itself cannot provide information on them. The definitions of these sub-domains should not include such words without specific guidance as to how to evaluate them, via the use of appropriate and specific qualifiers.

11. Overall scheme and definitions

Should the operational definitions proposed in the scheme above be incorporated into the ICIDH, or should the definitions be left as they are, with explanations incorporated in the text, as in the current beta draft?

Response (unanimous):

The consensus view was that that the scheme illustrated was useful and should be incorporated into the ICIDH text.

12. Title of the classification

The name of the classification has changed from the ‘International Classification of Impairments, Disabilities and Handicaps – A manual of classification relating to the consequences of disease’ to ‘International Classification of Impairments, Activities and Participation – A manual of dimensions of Disablement and Functioning’

Do you agree with the change in title?

Response:

We agree with the new title as it reflects the new contents of the document. 

ICIDH-2 Beta-1 FIELD TRIAL

NEW ITEM ASSESSMENT QUESTIONNAIRE

Option 15a: 'Testing for the qualifiers for the Participation dimension of the ICIDH-2'

Title of Item:

Qualifiers for the Participation dimension.
Code in Beta-1 draft

Not applicable
Rationale:

Comments and feedback received by the Australian Collaborating Centre in April-May, 1998 have renewed debate about the qualifiers for the participation dimension of the ICIDH-2 Option 15. The issues that have been raised are: -

· The need for the participation qualifiers to be conceptually aligned to the activity qualifiers.

· The ICIDH-2 as “objective”.

· The need to retain the key issues of personal support and satisfaction with participation.

The concept ‘Participation’ captures the outcome of complex relationships between an individual with impairment and activity limitations and the wider social and physical environment.  The areas of participation any individual chooses are determined by the opportunities available in the society in which s/he lives, and the knowledge, skills and attitudes of the individual.  People choose whether to become involved in sport and/or the arts and/or the voluntary associations. The number of areas, the frequency, and the duration of participation will vary with the individual. It is unlikely that a norm for a culture or society could be defined, against which an individual’s participation can be measured. 

It seems that participation is the key to the whole classification. The change in health care from “the treatment of acute illness to the management of chronic illness” has moved the focus to the “consequences” of diseases/health conditions (Beta-1, 1997 p8). 

Increasingly, social policy focuses on the needs of people with disabilities and their participation in society, for example the equalisation of opportunity, and disability discrimination acts that have been passed in recent years in many countries. At a clinical level, one application of the ICIDH-2 has been identified as to enable “a more comprehensive and sensitive assessment of individual problems”. Only by focussing on the individual can aggregated data reflect the needs of a community or society in a representative way.  The educational role of the ICIDH-2 in “raising awareness of the consequences of health conditions and people’s right to participate” (Beta-1, 1997 p9) suggests that the participation dimension is the key to fulfilling that aim. Thus it seems essential that Participation remain focussed on the individual.  The individual should define the areas of participation that are important and have the primary role on evaluating the extent of their participation (with or without an advocate). 

Issues raised by the Beta-1 draft

In the Beta-1 draft the two qualifiers, extent and contextual factors, are linked. Recommendations made by the Canadian Collaborating Centre based on Beta-1 testing also include both extent and two of the contextual factors, assistance from personal support, and by technical and financial means. Thus one qualifier is defined in terms of the other. 

Each qualifier should, ideally, be conceptually discrete and the qualifier that represents the status of the person and the qualifier for assistance should parallel those of the Activity dimension.  The qualifiers of activity are “difficulty” which relates to the status of the person, and “assistance” that relates to the sort of intervention that would moderate the difficulty.  The measurement of  “difficulty “ includes such ideas as time taken, awkwardness, effort required, which are focussed on the individual’s perception of difficulty and are subject to concerns about the way data are collected. “Assistance” in contrast is external to the individual and is more observable and measurable. Looking at the participation dimension, “extent” is focussed on the individual and “contextual factors” are external and thus are similar to the activity qualifiers.

When coding an activity, both qualifiers are needed to explain a situation. For example, consider a person with a hearing impairment who has difficulty hearing loud noises (a00210.d2a0) unless assisted by a hearing aid (a00210.d0.a1).  Similarly, coding for an area of participation both qualifiers will be needed. For example, the same person may wish to hear fire alarms but have no participation in exchange of information by public symbols (p20400.2e00350b) unless a hearing aid is available (p20400.0e00350f).

There are issues pertaining to the operation of participation qualifiers, to safeguard the interests of the individual. There is the potential for the user or assessor to make unfounded judgements about areas in which a disabled person ‘should’ participate.  Such judgement violates the principle of “equalisation of opportunity” upon which the Classification of Participation is based.

Methods and rules around data collection may need to vary depending on the nature of impairments and activity limitations. Where impairments are intermittent or varying in degree decisions about frequency of repetition of coding and whether the best case or worst case scenario should be coded will need to be made. The time scale to be considered when coding participation will need consideration, for example, should participation during the last week be considered the current and actual level of participation, or would a period of three months be more appropriate. 

Where a person’s health condition affects the level of insight into the impact of impairment and activity limitation on participation, the role of an advocate or “expert” needs consideration.  Questions that need to be asked include:

· Who actually makes the judgement about the coding of participation? 

· Does the relationship of an advocate to the person affect the way participation is coded?

· Does the relationship of the advocate to decision making power affect the way participation is coded?  

· How should the level of concordance between the advocate and individual be managed?

The “At risk full participation” in the Beta-1 draft presents difficulties at the operational level. First, it implies a period of time over which current and actual level of participation occurs.  Full participation could be coded at this level, because all participation is dependent on the context in which it occurs.  Secondly, the two qualifiers are linked ie. the qualifier for extent is moderated by the second qualifier, context. The two qualifiers should remain discrete.

There has been concern expressed about the “Not expected” level of participation and it should be omitted.  Its presence could tempt societies at large or “experts” to determine the expectations of people with impairments and activity limitations.  For example in the 1950’s it would not have been expected that wheel chair users participate in sport. However, expectations have changed and now wheel chair users participate in a wide variety of sports.  

We recommend that the “not expected” level in the scale be changed to  “No participation – area not of significance to the individual”.  This would encompass the choice of an individual. For example, participation in religious or spiritual associations, may be expected at a cultural level, but may not be of significance to the individual.  There is a danger that by including cultural significance in the qualifiers of participation there will be opportunities for people with disabilities to be discriminated against on the basis of established cultural norms. For example where it is neither expected nor of significance to a society that people with disabilities are educated, scoring on the participation scale may not concur with the wishes of the individual, nor the principle of ‘equalisation of opportunity’.

A range of qualifiers for Participation has been suggested during the revision process. The suggestions made represented a number of important aspects of Participation, as conceptualised in the draft ICIDH-2, and also included suggestions aiming to ensure that the useful aspects of the ICIDH-1 ‘severity of handicap’ were retained. There was however, some overlap among some of the qualifiers suggested. The new proposal is an attempt to extract the key ideas reflected in these qualifiers and incorporate positive suggestions based on testing already completed. 

The advantages of this new proposal for participation qualifiers are: -

· the key features of the original draft are maintained

· that it benefits from the comments of testing already completed

· the two participation qualifiers are kept independent 

· the participation qualifiers align conceptually with the activity qualifiers and

· the central role of the individual is considered and clarified at the operational level. 

Purpose

The purpose of Option 15a is to evaluate, using focus group and case study  methodologies, the ICIDH-2 Beta-1 draft version of the qualifiers for the participation dimension with the proposed alternative qualifiers. The Beta-1 qualifiers and the proposed qualifiers are to be evaluated in terms of cross-cultural and cross- linguistic validity and their practical usefulness. 

Proposed Participation Qualifiers

There are two qualifiers for the classification of P. 

· Extent of participation 

· Contextual factors

The first is recorded on a four-point scale (0, 1, 2 & 3) the extent of participation and has two exclusion points (8, & 9).  The second records the factors from the social and physical environment that are responsible for the recorded level of participation. The second qualifier can also be used to record whether the factor acts as a “facilitator”, increasing what would otherwise be a lower level of participation, or as a “barrier”, decreasing what would otherwise be a higher level of participation.

The Extent of Participation

This qualifier records the extent of a person’s participation in a specific domain. It can be used to identify whether, and to what degree, the person is participating in a domain.

0 Full participation

1 Participation with restrictions

2 No participation - participation in this area is desired

3 No participation - area not of significance to the person

4 Not determined

5 Not applicable 

Full participation

The person participates fully in this area consistent with his/her own goals.

Examples:

A person has full participation in personal care because the home and work environments are fully adapted. This would be coded p100100.0 and e00340.f 

If these adaptations become unusable, however, the person would experience decreased participation. The adaptations would be coded for example, e00340.b

A person with dementia has full participation in public transportation because an attendant provides full time surveillance. This would be coded p10320.1, e10400.f.

If the attendant is unavailable and the person is unable to participate, the code would be p10320.1, e10400.b. 

Participation with restrictions

The person participates in this area but his/her own goals are not met. 

Examples:

A person with intellectual disability participates in leisure activity with a group of other people with intellectual disability and a carer. The person wishes to participate in this sort of activity with family or friends rather than being identified with others with intellectual disability. The code would be p 40300.1, e10100.b, e10200.b

A person has full participation in spoken exchange of information when the listeners are familiar people who are patient and cooperative, but has diminished participation when the listeners are strangers or impatient. The code would be p20110.1, e10100.f 

No participation - participation desired

Person is unable to participate in this area due to health condition. Participation in is this area is desirable to fulfil his/her goals.

No participation - area not of significance to the person

The person has no desire to participate in this area. Participation in this area is not in line with his/her goals.

Examples:

A person who is a conscientious objector has no desire to participate in the military. This would be coded p60140.3

A person with no interest in or aptitude for sport would not choose to participate in sport and games and the code would be p40310.3

Not determined 

Can be used when the user, for whatever technical or practical reason, cannot determine the level of a person’s participation.

Not applicable 

Can be used when the area of participation has no application to the person. 

Examples:

Participation in the use of Braille for an individual who has no visual impairment would be coded p20200.9.

Participation in university education for an infant would be coded p40120.9.

Contextual barrier or facilitator
This second qualifier is used to specify the context that, together with the health condition of the individual, determines the level of participation. In the dimension of participation, the contextual factors are to be viewed in relation to the individual. However, that is not to say that they cannot be used for other purposes. For example a building could be assessed in terms of contextual factors to gauge whether people with disabilities are likely to be able to use it, however this would not reflect the situation for any particular person. 

· Contextual facilitators

A facilitator is a contextual factor that is helping a person to participate at the current level.

· Contextual barriers

A barrier is a contextual factor that limits the ability of a person to participate at the level s/he desires and needs alteration or greater supply. 

It is necessary to look at the whole situation when coding facilitators and barriers. For example, a certain level of participation may be the result of the presence of the facilitator personal support and assistance (e10100f), but also in the presence of a barrier, the lack of an aid to personal mobility (e 00330b).  In this example the situation will be clarified by the coding of participation in relation to the person’s goals. The individual may be satisfied with the choice of participation in this domain, but dissatisfied with the way in which participation is enabled and would prefer to have a mobility aid rather than be dependent on a carer.  Again this illustrates the importance of the individual driving the coding.

0 Products, tools and consumables

1 Personal support and assistance

2 Social and political institutions, associations and organisations

3 Sociocultural structures, norms, rules

4 Human-made physical environment

5 Natural environment

6 Other or unknown

Methodology

The proposed methodology includes two procedures, focus groups and mini case-studies (or vignettes). Focus groups are to follow the options testing protocol provided with the draft beta-1 ICIDH-2.

The mini case studies are outside of the WHO testing protocol for Beta-1 testing, and should therefore be considered optional.

Focus Groups

Groups could take the following format:

1.
The facilitator/investigator provides an introduction to 'P' - its conceptual basis, what it is trying to classify.

2.
The facilitator/investigator provides an explanation of the proposed qualifiers - what they are trying to capture or measure.

3.
Group participants provide an outline of the current concepts and classification tools they use. Identify the key concepts used.

4.
Group participants evaluate the proposed qualifiers using the questions provided in the options testing protocol for optional items (listed on the next page). Questions include linguistic questions and item assessment questions.
Participants should also identify concepts from 4 which are present or missing from the proposed five qualifiers.

Mini case studies (vignettes)

Variation 1: People with disabilities could be asked to comment as follows.

1.
Individuals with disabilities could be asked to describe their experience of participation using the domains of the ICIDH-2 — including barriers and facilitators.

2.
Participants could then be asked to code their situation (probably only in one or two key domains) using the proposed qualifiers.

3.
Participants could be asked to rate the qualifiers in terms of their usefulness, suitability and improvements.

This protocol would need to incorporate people with a range of disabilities and demographics.

Variation 2: People from various professions (rehabilitation professionals and other clinicians, support service providers, educators, social security administrators, statisticians and classification experts) could be asked to ‘code’ hypothetical cases (or vignettes) using the suggested qualifiers, and to comment on their relative usefulness (as for Variation 1). The different perspectives of the different professional groups should be reported on separately, to enable assessment of which qualifiers serve which purpose.
Focus group questions to be addressed in the site report to WHO.

1. Linguistic questions

1.1 
Can each of the qualifiers be successfully translated and back translated without encountering linguistic problems?

1.2 
Is each of the qualifiers understandable and useful for the classification when it is translated?

2. Item assessment questions

The following questions are designed to test the appropriateness of the new item:

2.1 
Are each of the qualifiers clear in their title, definition and concept and do they lend themselves to translation?

2.2
Is each of the qualifiers likely to be applicable in your culture and free from taboo?

2.3
Is each of the qualifiers likely to be applicable across genders and age groups and in special populations?

2.4
Is each of the qualifiers clearly formulated as a Participation construct?

2.5
Would a construct to the classification or an additional level of detail be missing without each of the qualifiers?

2.6
Why is each of the qualifiers so important that it merits inclusion in the classification?

2.7
Is each of the qualifiers likely to have uses in statistics, clinical care, surveys, health care management, social policy, education or other sectors?

2.8
How important is it to include each of the qualifiers in the 
ICIDH-2 (please circle answer)


1

2

3

4

5


not important





very important

2.9
Is the justification given for including each of the qualifiers strong enough to justify the change? 

2.10
Are there any other reasons that justify the proposed inclusion?


Please explain.

	Beta-1 draft ICIDH-2
	Option
	Comments on the Beta version

	1. Extent of Participation
0 Full participation
1 At-risk full participation
2 Participation with restrictions
3 No participation
7 Not expected
8 Not determined
9 Not applicable


	1. Extent of Participation

0 Full participation
1 Participation with restrictions

2 No participation – participation desired

3 No participation – area not of significance to the person

8 Not determined
9 Not applicable


	This qualifier addresses the question of 'extent' and 'degree' of participation.

Whoever makes the judgement about the extent of participation should take into account a number of factors including the person's goals, the person's activity limitations, UN rules, and other aspects of the environment.

One way of indicating the ‘extent of participation’ would be to present statistical comparisons of time use, employment patterns, education, living arrangements (etc) for people with disabilities, compared to the overall population.

	2. Contextual facilitator/barrier

0 Products, tools, consumables
1 Personal support and assistance
2 Social and political institutions, associations and organisations
3 Sociocultural structures, norms and rules
4 Human-made physical environment
5 Natural environment
9 Other or unknown
	2. Contextual facilitator/barrier

0 Products, tools, consumables
1 Personal support and assistance
2 Social and political institutions, associations and organisations
3 Sociocultural structures, norms and rules
4 Human-made physical environment
5 Natural environment
9 Other or unknown
	This qualifier relates to factors that affect the 'nature' and 'manner' of participation.

Advantages
ï
Important recognition that the environment/context may need to change

ï
Capable of highlighting areas requiring attention

ï
Reinforces the conceptual basis of P and articulates its link with C.
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