Development options for the ICIDH-2: Australian Collaborating Centre (ACC) comments

In May 2000 WHO circulated a paper on ‘ICIDH-2 development options’. The ACC welcomes this paper and believes it is valuable and important for the WHO to discuss the application of ICD and ICIDH in significant health policy areas.

Overview

The main points made in this paper are:

1. We reiterate our support for the Centre Heads letter to Dr Ustun at the June meeting

2. We reiterate the recommendation in our June report on Activity-Participation overlap, in particular that Chapter 8 in the Activity dimension and Chapters 1, 2, 3 in the Participation dimension require attention. This paper and our June report make some constructive suggestions about the delineation between these dimensions.

3. Applications should locate themselves in the WHO health framework (including ICIDH), not re-define it. The ICIDH has been designed and tested to be as useful as possible in a wide array of applications. No one application should dictate its structure.

4. In particular, the capacity-performance dichotomy, if needed, can be accommodated within the ICIDH-2 framework as it stands.

5. The Participation dimension and the Environmental factors are crucial components of the ICIDH-2 conceptualisation.

Context: Centre Heads letter and ACC recommendations

Collaborating Centres had the opportunity to discuss the paper with Chris Murray, Bedirhan Ustun and other WHO people at the June 2000 Collaborating Centres meeting. 

These comments from the Australian Collaborating Centre are made in the context of our support for the letter to Dr Ustun from six Collaborating Centre Heads at the meeting. The letter acknowledged our thanks for the useful discussion which took place and made the following points about the ICIDH development options paper and process.

As discussed, we would appreciate very much your advice and continued consultation with Collaborating Centres and Task Forces on the following:

1. Health and health-related differentiation: What principles and criteria will be used to differentiate health and health-related elements? As expressed very clearly at the meeting of 29 June, the CCs have very strong reservations about the embodiment of ‘health’ items into the ICIDH classification structure, but consider the development of an adjunct list of ‘health’ items for analytical purposes could be useful. Such a list should be subject to revision.

2. Process: What process will be followed to finalise the differentiation and, in particular, what process will be taken to obtain advice from Collaborating Centres and other experts?

3. Many CCs have concerns about the overlap and lack of differentiation between Activity and Participation dimensions, and these are further elucidated in Study 3. What does WHO plan to do to address these issues? We believe that modifying the content of these dimensions could contribute to the work described in number 1.

The recommendations in our report to the June meeting are also relevant to this discussion. 

More on A—P overlap

Included in our report to the June WHO meeting is a discussion of Activity and Participation concepts directed to helping resolve the perceived overlap. In particular, we distilled from the ICIDH-2 and from various discussions, six main ideas which may assist in the clearer delineation of these dimensions:

i. Activities focus on the person alone while Participation focuses on the person as a social being – for Participation the emphasis is on involvement and having a part in social roles, and as a function of environmental factors.

ii. A is externally observable. P refers to the lived experience of the person.

iii. A is relatively context-free and general, possibly even relating to a ‘test’ environment. 
P, on the other hand, is context-specific.

iv. A is related to human functioning, P is related to the person in a social role.

v. A is fine grained whereas P is broad brushed.

vi. A is about action, P is about the purpose of that action.

Criteria i, ii, iii and iv appear consistent with the draft ICIDH-2; v and vi may be (vi possibly relates to ii). 

Criterion ii (from the ICIDH-2 itself) illustrates the importance of the second Participation qualifier, as suggested by Australia.

Our June report recommends:

Recommendation 2: That more effort be directed to reducing perceived A-P overlap by:

a) Referring to suggestions in this Australian report (Studies 1, 2, 3)

b) Concentrating effort on Chapter 8 of A and Chapters 1, 2, 3 of P

c)  Ensuring that subsequent coding manuals clarify the distinction with a range of examples.

Our further comments on the WHO paper are as follows.

The ICIDH and major analytical applications

ICD and ICIDH together do much to provide a conceptual model and an information framework, as well as relevant classifications, for the WHO sphere of health; they relate to the broad WHO definition of health and help to operationalise it conceptually. Work is proceeding to unify this framework further, and the term ‘the WHO family of health related classifications’ is being used. The Head of the ACC is chairing a working group of WHO Collaborating Centres on this topic. Various applications of significance in this conceptual sphere are of major current importance. These include (as indicated in the WHO paper) the construction of health summary measures, and a range of resource allocation projects, from the small to the large. The burden of disease projects (BoD), for instance, are of significance because of their illustrative powers, forcing policy makers to go beyond mortality in deciding on health resource priorities. 

These applications rely on specifying what parts of health, or the health system are being examined, and what relationships are being investigated.

The most far-reaching set of applications is compiled in the recently released WHO report on health system performance, where a number of summary measures and performance indicators are constructed and brought to bear on assessing the performance of health systems around the world. The Australian Collaborating Centre applauds the aims of the WHO report.

Applications should locate themselves in the WHO health framework (including ICIDH) …

The task for these applications is to locate their inquiries in the framework of health and, if necessary, define the scope of the policy area whose influence they seek to measure or whose resources they seek to allocate. For instance:

· If it is the goal of the BoD studies to allocate ‘health resources’ within health systems, then they should define these ‘health resources’, and identify which parts of ‘health’ they expect these resources to influence.

· If they aim to quantify the total ‘burden of disease’ to influence whole-of-government approaches, then they should include all ‘burdens’, ie all parts of the health model including disability (as conceptualised by ICIDH).

As noted at the June meeting, ‘health’ is actually often an adjective, used to help specify the area of focus … for instance: health condition, health system, health outcome.

There are many other applications envisaged for the ICIDH, including its use in administrative data systems, population surveys, research and clinical applications. 

… not define it
It is the role of WHO to define health, and to conceptualise it in ways which enable specialised areas of health to be examined and applications to be developed.

It was noted that at least three different concepts of health were being discussed at the June meeting: health including well-being; health condition (i.e. the most narrow) and health condition plus impairment and activity limitation. Analysis can only benefit from greater precision in the use of health-related terminology.

Health and disability are related, high level concepts (the latter of which is unpacked by the ICIDH). Various applications require a substratum of precise language (e.g. health conditions, heath systems, health outcomes, health status, activity limitation, participation restriction). Different applications may lead to different health status measures. Where applications are focussing on specific areas of ‘health’ or ‘disability’ (e.g. health conditions, health systems, health outcomes, disability services) they should define these or other terms for the purposes of their study, and locate themselves within the broad conceptualisation of health and disability. 

The ICIDH has been designed and tested to be as useful as possible in a wide array of applications. No one application should dictate its structure.

It is sensible to use features of the ICIDH-2 to assess outcomes of health conditions for analytical purposes. In doing that, we should look at outcomes that can be measured consistently across a range of individuals and circumstances. Pragmatically this may mean that some social factors have to be excluded eg Participation which is culturally and environmentally defined.

Thus, if WHO decides to use or adapt the Activity dimension to indicate the outcomes of health conditions, that is quite acceptable. This application should not require modification of the ICIDH.

Specific comments on the WHO paper of May 2000

With this perspective, our comments on the WHO paper are as follows:

· The heading ‘Current problems with the ICIDH-2 Beta 2 draft’ should be replaced by a heading such as ‘Applications of the ICIDH’. This reflects what we see as the purpose of Section 2, namely to highlight a number of possible applications of ICIDH: (a) as a framework for defining the scope of summary health measures, (b) as a framework to distinguish measurements of performance and capacity, and (c) as a framework for developing a single index of overall disability).

· It is important not to portray applications as larger than the conceptual framework, i.e. summary health measures should not be described as ‘a larger use’ of the ICIDH.

· It is important to recognise that not all applications require ‘boundaries between health and other components’—just some.

· The illustration in 2a is a good one. It shows how, for one application, lines can be drawn through the ICIDH to suit the analysis.

· The paper should be worded so that the purpose of delineating the health content of ICIDH is clear. They should not appear to be in conflict with the current passages about the need to move beyond the ‘medical model’, which have been well received.

The paper should clarify (as above) that:

· if applications need to restrict attention to a subset of ‘health’ they can do so—but they should not call it ‘health’; and

· if applications focus attention on a subset of health outcomes in the ICIDH sphere, they can do so—but they should not call it ‘disability’. Capacity and performance 

In the WHO paper and at the June 2000 meeting, the issue of capacity versus performance was raised. In discussion it was noted that:

· Capacity and performance can both be measured by the A dimension using the ICIDH framework including qualifiers; 

· The performance-versus-capacity issue is a non-issue, as the ICIDH provides a framework and a set of qualifiers which can measure either; 

· A dichotomy between ‘can do’ and ‘cannot do’ is not useful, as there are always degrees of difficulties associated with any activities; and 

· When activities are basic things people must do, the difference between capacity and performance is somewhat artificial.

While the distinction between capacity and performance may sometimes be important, their measurement can be accommodated in the existing structure of ICIDH, including the qualifiers. 

While these issues could be discussed in the Introduction of the ICIDH, they are again questions of application rather than issues requiring restructuring of the ICIDH framework.
In conclusion, it is our view that emphasising a possible dichotomy between ‘capacity’ and ‘performance’ is not useful. To reiterate—the ‘difficulty’ qualifier resolves the issue. The Activity dimension provides a very useful ‘list’ of activities which can be used for a range of purposes, for instance to indicate the need for support services, and to emphasise one measurement-related purpose over all others is to do the ICIDH-2 framework an injustice.

Further, Participation is a crucial conceptualisation and term, within the ICIDH-2 framework, and must be retained.
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