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)?
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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. 
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