Speech for Madrid ICIDH meeting

Good morning/afternoon. First may I thank our Spanish colleagues for their welcome and for hosting this important meeting. And may I also thank WHO and in particular Dr Bedirhan Ustun for his tireless efforts over the years, to try to develop a classification that will be useful in a variety of ways and disciplines, and acceptable to a wide variety of people. 

Slide 1. Australian Beta testing

Australia has participated actively in the ICIDH-2 revision since 1994. During the Beta-1 testing phase some 350 people from across the disability field in Australia participated in discussions of the WHO basic questions. Resources were obtained to carry out two specialised studies, one in the area of intellectual disability—with the involvement of clients, families clinicians and service providers—and another in Indigenous communities in northern Australia. We also placed a strong emphasis on developing and testing Participation qualifiers.

The Australian Centre synthesised all these findings into a single response to WHO. We also made our reports available to those who had participated in the research.

During Beta-2 testing we concentrated on the three main WHO protocols, as well as the trials designed for Environmental factors. These tests involved a further 100 people. We focussed particular effort on Study 3, the test coding of a series of standard vignettes. Our aim was to contribute to improved operationalisation of ICIDH-2, in particular the need to differentiate more clearly between ‘Activity’ and ‘Participation’. Our report on Study 3 to WHO made a series of recommendations with these goals.

Slide 2. Australian testing has been extensive and constructive

Australia has been an enthusiastic participant in the revision process, because we have seen the potential gains to be made in using a common language in the disability field, to enhance and harmonise service provision and improve national and international data consistency.

Our work has involved:

· six years of effort;

· significant staff and financial resources;

· consultation and ‘testing’ involving hundreds of people from a wide variety of disciplines, backgrounds and geographic locations.

Our output includes:

· constructive suggestions and recommendations, supported by hundreds of pages of reports to WHO;

· participation in WHO meetings over seven years

adaptation of Beta-2 for use in an Australian national Data Dictionary

· Slide 3. Conclusions from Beta testing
Our main conclusions from Beta 1 and Beta 2 testing are as follows.

1. Australia supports the four main concepts of the Beta versions —reflecting the body, person and societal dimensions  and environmental factors. We have stated our support since March 1998, in our first report after the Beta-1 draft was released.

2. Improvements were made as a result of Beta-1 testing, and these are reflected in the Beta-2 draft. We have valued our interaction with WHO and other centres in contributing to these improvements.

3. We have consistently suggested the need for improvement in operationalising the classification, especially:

· To reduce perceived overlap between the Activity and Participation dimensions. We have commented on this overlap since March 1998 and suggested that the recent proposals of the North American Collaborating Centre would make the necessary improvements.

· Robust qualifiers are essential. In the Participation dimension we have emphasised the need for the person affected to be involved in measuring the extent of Participation, perhaps by using a qualifier that codes the person’s satisfaction with participation in relation to their own goals. These suggestions have been made, developed and refined since 1997.

· The need for training materials, guides for use and indexes  became particularly apparent during our Beta 2 tests.

Slide 4. Future use is now uncertain

1. Future use had been envisaged in a number of areas outlined in the Beta-2 introduction, for instance in harmonising language across health and disability services, as a powerful information framework within which to develop assessment tools, and, of particular interest to Australia, in improving the quality and consistency of national surveys and administrative data collections. On the basis of the positive reception of the Beta 2 draft in Australia we have developed trial national data elements for community services data collections.

2. Future use is now uncertain, and will depend on decisions on the Prefinal version.

3. The Prefinal version is untested, and unacceptable in its current form:

· Important and widely accepted concepts— Participation and Activity—have been lost. 

· The concept of ‘Capacity’ has been included as a key, defining concept. Its definition relies on the notion of a ‘uniform environment’—difficult if not impossible to conceptualise across all the domains contemplated, let alone across all the countries and cultures of the world.

· The lack of testing and process in finalisation is of great concern to us. The release of the Prefinal version has been described by our advisory group as ‘a breach of faith’ and this perception would be hard to overcome in Australia, given the extensiveness of our Beta testing. Just as problematic would be the fact that the scientific basis of a classification with new, untested components is likely to be unsound. It may well be impossible to convince Australian users to adopt a new classification and new concepts that have not been tested.

4.
 On a broader front, Australia has now officially expressed reservations about the draft resolutions on ‘Measuring and reporting on the health of population’ prepared for WHO by an Expert Group.

Slide  5. The way forward: Compromise proposal of several centres

Clearly, our preference would be to return to the Beta-2 draft, modified in the light of the extensive testing carried out.

Nevertheless, Australia remains optimistic that we may be able to move forward together. Following a recent discussion with senior WHO officials, several centres representing five countries [the U.S., The Netherlands, U.K., Canada and Australia] have prepared a compromise proposal that combines the essentials of the Prefinal and Beta-2 drafts. We hope that there will be ample opportunity to discuss the proposal in the course of this meeting. 

Briefly, it suggests three components:
· Body functions and structure, 

· Life domains and related tasks (this would be based on the single list from the Pre-final version, but would use neutral terms and make no mention of ‘uniform environment’ or ‘does do/can do’ in the definitions. 

· Environmental factors would be the third component.

The compromise proposal recognises that there are various applications for these domains, principally reflecting the concepts of ‘Capacity’ and ‘Doing/performance’ (from the Prefinal) as well as ‘Activity’ and ‘Participation’ from the Beta-2 draft. Qualifiers could be used to apply the domains in the single list to various purposes.

The qualifiers of the Prefinal draft could be retained.

While the compromise proposal is based on several elements that have been well tested, the new elements need further testing.
As Australia’s representative at this meeting, and speaking also on behalf of the Australian Collaborating Centre, I very much hope we can work towards a good conclusion to this meeting and these years of work.
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