AUSTRALIAN COLLABORATING CENTRE FOR THE ICIDH

Report for the annual meeting for the revision of the ICIDH

London, April 1999

1. The Australian Collaborating Centre position on the ICIDH Beta-2 drafting

The Australian Collaborating Centre is pleased with progress on the classification, and with the opportunity to comment on some of the work done between December 1998 and March 1999. However we must reserve our final position on the next draft until we have seen a complete draft and in particular have understood the responses to the main issues raised in our previous feedback, namely

· the introduction;

· the A& P overlap; and

· the qualifiers, in particular the P qualifiers.

Our most recent reports and comments on the two interim drafts set out the background to these concerns, and should indicate the effort the Australian CC has made at all times to offer criticism which is constructive.

The Introduction

We have previously commented (in our September and December 1998 reports) that improved explanation and language are very important, and that the introduction must clarify the purpose of the classification, as well as its location in relation to health and other WHO classifications and to the UN Standard Rules on the Equalisation of Opportunity. It needs tight ‘plain English’ editing and circulation for comment. We acknowledge the progress that has been made on this front, with the two-level draft, and encourage continuing effort in this regard. 
The importance of establishing the place of the classification and the purposes for which it has been produced is essential for the marketing of the product worldwide. 

Overlap between the Activity and Participation Dimensions

Overlap is also an issue that has been raised in previous Australian reports. There is a fundamental problem with the classification in that there is no clear distinction between Activity and Participation; without that distinction the applicability of the qualifiers is not relevant. This distinction is a major issue and needs to be resolved. The resolution of this issue may assist in the improvement of the language used to describe the categories of the participation dimension. The current descriptions of these categories are not immediately intuitive, and therefore difficult to comprehend. 

We understand that the aim of the WHO team has been to change the terms associated with Activities to focus on the individual and the terms associated with Participation focus on society. We think this may be in harmony with our proposal (following) and our discussions by telephone with the WHO drafting team in March. 

We propose that the distinction between Activity and Particpation be made more precise, as follows:

The Participation dimension is a classification of broad areas of life, each of which embraces an integrated (but unspecified) set of Activities.

The Activity dimension is a classification of fine-grained, generic tasks and actions at the level of the individual person. 

The corollary to our proposed distinction is that the more an Activity must be described in terms of a specific context, or as a combination of actions, the more it should be considered for inclusion in the Participation dimension rather than in the Activity dimension.

We attempted to apply these principles in responding to the specific questions asked by WHO during the redrafting process and believe that the principles did help in making sharper distinctions and assigning some of the Activity categories to Participation. There remain some grey areas, as perhaps there always will be, but we believe this helps sort the two dimensions out more clearly.

We further believe that in making the Activity-Participation distinction that there are good historical reasons for keeping ADLs and IADLs in the Activity dimension—as long as they are defined clearly as fine-grained and generic and at the personal level. 

Qualifiers

Generic qualifiers will only be acceptable if they make good use of the very considerable work which has already been done. In particular if they:

· preserve the concepts of ‘difficulty’ and ‘assistance’ for Activities, and

· incorporate or respond to the work done by the Australian Collaborating Centre on P qualifiers.

Generic qualifiers

WHO reported that there had been some acceptance of the idea of a universal qualifier for intensity /difficulty and that suggestions for second qualifiers possibly also universal were being sought. We are doubtful about the possibility of finding a qualifier that is equally applicable across all dimensions, and which incorporates the work already done. The meaning of mild, moderate and severe in the Impairment dimension is likely to be considerably different to the meaning of the same words applied to the other dimensions. Whilst there are well established tools that relate to the I and A dimensions that assist in making the distinction between mild, moderate and severe, there are few if any that relate to the P dimension and E factors.

Activity qualifiers

· The concepts of ‘difficulty’ and ‘assistance’ for ICIDH were derived from extensive research by the team in the Netherlands and are mappable to a range of tools. We believe that the revision should benefit from the very good work of the team in the Netherlands on the Activity Qualifiers. The Activity qualifiers in the Beta draft have been well accepted, and we have difficulty understanding why there is an argument to change them at this late stage.

· Further, the Australian Bureau Statistics (ABS) has used these concepts in their national population surveys of disability in 1981, 1988, 1993 and 1998—‘level of assistance needed’ and ‘difficulty experienced’ with ADL activities. The assistance qualifier has been more reliable and robust for use in population data. The difficulty qualifier has been associated with statistical fluctuations which are not readily explained. We are concerned about how advisable it may be to introduce a new untested qualifier at this stage in the revision. In Australia it is considered essential that these key concepts be retained to ensure continuity in Australian population surveys of disability. 

Participation qualifiers

In March 1999 we proposed Participation qualifiers which build on the Beta draft and the very extensive testing in Australia and North America since that time. In brief the two qualifiers proposed are:

· Extent of participation (in relation to the person’s goals); and

· Extent of participation (external rating or comparisons to statistical averages).

Testing and other research strongly suggests that it is important that the extent of participation in relation to personal goals, and the concept of personal choice be incorporated. However it was also seen as important to retain aspects of the Beta 1 qualifier (or a modification of it), coded against statistical norms or with the benefit of an advocate or expert opinion. 

During Beta-1 testing there was much discussion about who would be the most appropriate person to code and disagreement about coding in relation to a norm. As a consequence of that discussion, we continue to emphasise the need for two separate qualifiers. Details of the proposed qualifiers are in Attachment 1.

Environmental qualifiers

It is not clear whether the proposals for Environmental qualifiers are to apply to all dimensions and, if so, whether they would adequately reflect the notion of assistance.

2. The Australian Collaborating Centre position on the ICIDH Beta-2 field trials

Studies 1 & 2 are resource intensive for all involved, and not feasible in Australia with current resources. Even once all necessary arrangements had been made between participating organisations, individual people would have to give their permission to be essentially assessed twice, with an extra hour of their time involved. It is likely that there would be a high refusal rate. We question that the validity of the classification should rely on tests which insist on applying the whole classification, in its entirety, to ‘live’ situations. 

The study protocols should leave some discretion to the organising body to take opportunities to add tests—which may be smaller in sample size and smaller in coverage of ICIDH areas—to other research projects or smaller services. Studies 1 and 2 are therefore not acceptable as essential studies for Beta 2 testing.
It may be possible for the ACC to work on some of Studies 3-6 with the cooperation of other government and non-government organisations. It may, for instance, be possible for Australia to look at Beta-2 testing in the areas of social security, veterans affairs or insurance (eg Study 4), rehabilitation (eg Study 3) or post school options (eg Study 6). [Post school options are disability support services where school leavers are assessed for likely future options on leaving school; these may include further education or training, open or sheltered employment, day activity programs.] 

Further thoughts on Beta-2 studies 

The flavour of the overall ‘package’ of studies is still very clinical; we have commented on this previously. The utility of the ICIDH-2 with disability support services, with their tendency to focus on the P dimension and E factors, is unlikely to be tested. 

The tests we do in Australia will in part represent further marketing of the ICIDH. To market the ICIDH to the Australian Bureau of Statistics (ABS) the ICIDH needs to be a successful framework for national population surveys. To market it to the disability sector will require the involvement of people with disabilities in the tests, and studies located in disability services.

None of the studies should be considered compulsory. Individual countries will need time to set these tests up. Some tests may prove easier than anticipated (for instance if they fit well with the priorities of the organisation whose cooperation is essential). Others may prove much harder than considered. 

Countries should be encouraged to devise variations on the test protocols, in cooperation with organisations representing people with disabilities as well as non-government service providers.

The Australian paper on ‘Definition of disability’ (which Dr Ustun launched in 1997) entailed mapping administrative and population survey definitions, as well as assessment tools, to the draft ICIDH. Other countries may find this mapping exercise useful and cost effective. It may also, as in Australia, confirm the potential usefulness of the overall framework of the ICIDH. 

3. Work done to December 1998 by the Australian Collaborating Centre

Our past reports have provided details of the extensive testing carried out in Australia, in the following main areas:

a) Australian Consensus Conference (report forwarded to WHO in December 1997).

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

c) Beta testing in the area of intellectual disability (final summary report at Attachment 2).

d) Beta testing in the area of disability among Indigenous Australians (progress report at Attachment 3.

e) Option 15a development and testing (final summary report at Attachment 4).

Via this program of research and testing, the Australian Centre was 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 and workshops framed around the basic questions, the feedback forms and other methods devised to test the Participation qualifiers. As much of the research has been carried out as part of specialised studies the Australian Centre has put a great deal of effort into collating all the material into a coherent Australian view, to inform the second ICIDH draft. 

Our main findings and concerns, to December 1998, are summarised here in order to present a complete outline for the WHO April meeting. 

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 relating data collections in Australia.

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.

Effort is still 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;

· improve the structure of P domains. 

Participation and its qualifiers

While further work has 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.

Attachment 1

Australian Collaborating Centre thoughts on qualifiers (March 1999)

This suggestion is put forward on the assumption that changes to the qualifiers are under consideration, and that there will be some interest in our views on the basis of testing and a lot of thought here in Australia.

In developing this suggestion we have tried to address and incorporate

· The WHO desire for more generic qualifiers

· Results of Beta testing of P and qualifiers (all Australian tests reported fully to WHO and in summary to all Collaborating Centres)

· Desire to preserve the basic ideas in the A qualifiers

· Recognition that the Environment Task Force would be likely to make the facilitator/barrier qualifier in the Beta-1 draft redundant

· Our reading of the literature on quality of life for people with disabilities, where the essential features of rating include: the importance of autonomy and choice and the need to weight according to the person’s own values; external or ‘objective’ descriptors; the person-environment interaction; the importance of using holistic life domains. 

	
	Personal rating/coding
	External rating/coding

	P
	Extent of participation (in relation to person’s goals)
	Extent of participation (external rating)



	A
	Extent of activity

Or

Extent of activity limitation

Or

Difficulty (even if this word is not used, the codes should reflect the information in the difficulty qualifier of Beta-1)
	Extent of activity

Or

Extent of activity limitation

Or

Difficulty




Extent of participation (in relation to the person’s goals)

A revision of the Option 15a qualifier would be suitable:

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, and how this accords with their own goals.

0 Full participation in relation to the person’s goals

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.

Participation with restrictions

The person participates in this area but his/her own goals are not met. (Some people involved in the Australian tests suggested that this code could be further subdivided, to give a sense of how far the extent of participation was from the person’s desired level. The use of ‘some’ and ‘substantial’ restriction was suggested in this context.)

No participation - participation desired

Person is unable to participate in this area due to health condition/impairment. 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.

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 of each code are provided in the full version of Option 15a.

Extent of participation (external rating)

The Beta-1 draft codes are:

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

* The ‘not expected’ category was seen as problematic during testing in Australia. Who decides that participation is ‘not expected’? There was also considered to be some potential for confusion with ‘not applicable’ (code 9).

As stated in the Option 15a explanation (September 1998):

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.  

Method (external rating)

The Beta-1 draft does not make very clear how ‘extent of participation’ would be rated. An external rating could involve an advocate, which could be desirable in the case of people whose life experiences have not enabled them to make full and free life choices.

One well-defined ‘objective’ measure could be created by statistical comparison among groups eg people with disability when compared to the rest of society (such an analysis has worked successfully with Australian national data sets). Other ‘objective’ measures for participation do not appear well developed. This approach makes sense in the context of the UN standard rules which promote equal opportunity, and where ‘equality’ may provide a standard against which to gauge progress.

Contextual factors

The other Activity qualifier (the ideas of which should be preserved) is ‘assistance’ but it relates to the contextual factors—Chapters 1 and 2. 

The ideas of both the Beta-1 Activity qualifier (assistance) and Participation qualifier (facilitator/barrier) could be preserved if the Environment Task Force creates qualifiers for the Contextual Factor domains which code environmental facilitators or  modifications needed so that they are applicable to both the A and the P dimension.

Any of the following could be recorded as an environmental qualifier:

Computer adaptations to the work place (P)

Personal assistance with bathing (A)

Kitchen equipment to assist grasping with whole hand (A)

Changes to insurance to promote work participation (P)

Attitude change to increase participation in theatre performance (P)

Modifications to the built environment to promote mobility and accessibility to museums (A and P).

Attachment 2

(SUMMARY)
FINAL REPORT


to the

Australian Institute of Health & Welfare

(Australian Collaborating Centre)

on the
ICIDH-2

International Classification of 

Impairments, Activities, and Participation

Beta-1 Field Trial Results

Including Option 15 for 

People with an Intellectual Disability in the Australian Context

Trevor R. Parmenter PhD

&

Tim Griffin PhD


March, 1999

1. EXECUTIVE SUMMARY / OVERVIEW

	1. Introduction
	The WHO International Classification of Impairments, Disabilities and Handicaps - Version II (ICIDH-2) is being developed as a classification system to reflect contemporary understanding of Health and Disability.  It is to replace the ICIDH (1980).  The Australian Institute of Health and Welfare is the Australian Collaborating Centre.  

Changes in the ICIDH-2 are reflected in the new dimensions of disablement and functioning: from disability to activity limitation and from handicap to participation restriction, in the context of the health condition.



On behalf of the AIHW, CDDS has conducted a trial of the applicability of the ICIDH-2 with people with an intellectual disability in Australia.  Particular focus of the trial was the Participation Dimension and its proposed Qualifiers (as described in Option 15).  This trial recognises that people with an intellectual disability are the largest single disability group receiving CSDA support services and their increasing participation in their communities.

The objectives of the Project were to:

· Collect informed comment and suggestion on the elements of the ICIDH-2, especially those related to the P Dimension, from a representative group of key participants in the area of intellectual disability;

· Inform Australian assessment of the ICIDH-2 in respect to its potential for achieving national uniformity in disability data;

· Assess the proposed P qualifiers;

· Relate the ICIDH-2 to emerging measures of support needed being developed in Australian jurisdictions;

· Record general comments on the ICIDH-2 (ie that are not related to intellectual disability as they arise).

Section 2.2 of the Report describes Option 15 and the proposed Participation qualifiers.  The six qualifiers tested were: extent of participation; satisfaction with the outcome of participation; the level of choice/control over participation; and the manner/difficulty of participation; contextual facilitators and barriers; personal support needed.

Section 2.4 of the Report outlines the consultations conducted with the stakeholders who included: self advocates, professionals, academics/researchers, government and non-government serviced providers, advocates, families, policy makers and data generators/users.  

The range of activities were: information sessions, focus groups, workshops, concept evaluation (survey) and consultative group feedback on the Draft Report.  (Examples of agendas for workshops and focus groups is presented in Appendix 1.)



	2. 
Findings - Concept Evaluation
	Concept Evaluation involved surveying experts in the field of intellectual disability using the forms provided in the Beta testing of the ICIDH-2 with an additional Australian component (see Appendix 2).

As with all consultation exercises, there was a range of opinions expressed.  The general findings were:

· A complex system;

· Cautious acceptance of the ICIDH-2;

· Preference for the ICIDH-2 terms and concepts over the ICIDH, although the terms were not strongly supported;

· Concern expressed over the retention of impairment;

· Disablement was not objected to but person with a disability will continue to be used in Australia;

· There is merit in the P qualifiers, but are associated with cultural “norms” which caused concern;

· Statistical rather than clinical application was seen as appropriate;

· There was support for including environmental factors, but personal factors were seen as problematic; 

· The ICIDH-2 must lead to positive outcomes for people with a disability.



	3.
Findings - Focus Groups & Workshops
	Focus groups aimed to gather informed comment on the ICIDH-2, the P Domain in particular.  Workshops were designed to test the P qualifiers through the use of mini case studies (see Appendix 4 for an example).  

Again, there was a diversity of opinion and the findings below should not bee seen to represent consensus:

· The ICIDH (1980) has not had a significant impact, except for teaching and use by the ABS;





· The move to neutral terms (activity, participation) was supported with those terms being preferred to the original (ie disability, handicap);

· Considerable concern was expressed about impairments as it refers to loss (of structure or function), is negative and has a medical tone; 

· Response to disablement was mixed - participants were more comfortable with disability as an over-arching term;

· Conceptual overlap was seen between Activities and Participation;

· The Social Model of disability was argued for in one workshop in particular (see Appendix 5 for this position);

· Concerns were expressed by some that the ICIDH-2 was still wedded to the medical model, but others saw it as a significant move away from it;

· Participants were cautious about accepting the ICIDH-2 because its ultimate use is not well spelt out (or too many uses are predicted);

· Application for statistical purposes was better supported than in the clinic;

· Participants were daunted by the complexity of the ICIDH-2;

· Self-advocates said that impairment and handicap were unacceptable terms and that person with a disability was ok;

· Section 4.7 details the findings regarding the P qualifiers.  They received mixed support with strong feedback that they need to be simplified and better defined.  Issues were:

· Reliance on “norms”;

· Extent of participation is influenced by expectations (of society);

· Measurement of satisfaction of people who have difficulty communicating is a significant problem;

· Choice/control and contextual factors were seen as important qualifiers;



	4.
General Conclusions
	· While there was no consensus, the ICIDH-2 was a move in the right direction;

· The new terminology is preferred to the original (ICIDH - 1980);

· Activity and Participation are not consistently conceptually distinct;

· Disablement was acceptable, but unusual and “person with a disability” will remain;

· Contextual factors and cultural sensitivity are important;

· The ICIDH-2 is complex and unwieldy;




· Opinion was split as to whether it is tied to the medical model;


· The ICIDH-2 needs clarification and the values, assumptions and philosophy need be made explicit;

· Participants could not predict how the ICIDH-2 would be used;

· Statistical applications were seen as more appropriate than clinical ones;

· P Qualifiers were important but had problems because of reliance on “norms” and the problems of measuring satisfaction of people who have difficulty communicating.



	Appendices - Responses to the Draft Report
	The Appendices to the Report are:

A1 - Examples of Agendas for Focus Groups and Workshops

A2 - Concept Evaluation Survey Form

A3 - Grid of P Domains and Qualifiers

A4 - Example of Mini Case Study

A5 - Responses to the Draft Report

Responses to the Draft Report are summarised in A5, some salient issues were:

· The Draft Report accurately and completely reflected the diversity of opinion regarding the application of the ICIDH-2 with people with an intellectual disability in Australia;

· A submission on the Social Model of disability (which questions the existence of the ICIDH-2) is summarised;

· The medical/health context may limit certain applications (eg to education);

· The ICIDH (1980) has had little impact (will the ICIDH-2)?

· Activity and Participation are preferred to Disability and Handicap;

· Impairment remains a problematic term if not concept;

· Disablement is an acceptable term/concept.

· The P Qualifiers were sometimes unclear and need more development;

· Choice is an important P Qualifier;

· The size and complexity of the ICIDH-2 diminishes its utility;

· The ultimate uses of the ICIDH-2 are not yet known.
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1. Introduction

This is an interim report on research to assess the relevance of the ICIDH-2 in Aboriginal communities in the Northern Territory.  Field research was undertaken from October 1998 until early December 1998. At this time, work had to cease for a period, as there was a significant change in the power structure of the community and it was unclear whether the community continued to want to be involved in this research. It appears however, after negotiations with the current council that I will be welcome to continue this research on my return to Darwin in April 1999.

Background

While there have been efforts to quantify the number and types of disabilities experienced by Aboriginal people (Thompson & Snow, 1994), there have been few studies into the perception and experience of being an Aboriginal person with a disability. Those studies, which have been done, are difficult to replicate and use for comparative purposes, due to a lack of consistency of definitions of impairment, disability and handicap (or impairment, activities and participation in the new ICIDH). It is very clear that it would be extremely useful to use the ICIDH to produce consistent definitions, however, research is necessary to determine the relevance of the concepts of the ICIDH to Aboriginal people.

Because of the limited understanding of what concepts of health, quality of life and disability mean to Aboriginal people, testing of the ICIDH requires a very different approach to that which might be adopted in non-Indigenous communities. It is necessary to discover:

· How people with impairment are viewed by their community

· What criteria are used to identify people with impairments

· What activities are normal in the community (for example the ability to drive a car may be meaningless where there is very limited transport available)

· What individuals regard as being important in their lives

· What individuals feel that they cannot do because of their disability

· What contextual factors limit or prevent a person form achieving their aims

· What contextual factors could help a person achieve their aims

2. Methodology

A study to test the relevance of the ICIDH in Aboriginal communities needs to be long-term, as the researcher must be aware of the following factors:

· The environment and setting in which people live and what impact this has on their participation;

· The effect of culture on the activities and participation dimensions; and

· The hopes and ambitions of individuals, in relation to the participation dimension.

I have initiated work in a community in which I have already spent a considerable time doing research, I am therefore familiar with many of the people in the community and people feel able to talk to me about issues pertaining to health and disability.

2.1 Procedure

I am planning to use a number of techniques to obtain information about the relevance of the ICIDH-2 concepts.  These will include participant observation and interviews. I have already conducted a survey in the community, which is discussed below. I was also planning to use focus group discussions; however, I have found that people are not keen about talking in groups and prefer one to one discussions.

2.2 Location of field work

Two Aboriginal communities in the Northern Territory have been selected to conduct this research. They were chosen to provide a contrast between and Urban Aboriginal community and a remote community. It is assumed that there will be wide gaps in perceptions of health and well being and understanding of disabilities between these communities, possibly shaped by access to services and western health knowledge and ideas.

The communities in which this fieldwork is being undertaken, are situated in within the city of Darwin, are the urban communities. They have a community of about 200 permanent residents and are the traditional home of the Larakia people. Of all the Darwin communities, the community chosen was considered to have the least transient population and was therefore most suitable for research that required sustained contact with a group of people over a period of time. 

I also have permission to work in the Aboriginal nursing home, which is administered by the same council as the one which administers the two communities. In addition to being an aged care facility, the centre also provides accommodation for people with disabilities as well as their families. 

3.1 Literature review

Aboriginal beliefs about the causation and treatment of illness have been extensively examined for example (Reid, 1983, Taylor, 1977, Wiminydji&Peile, 1978). The studies show that concepts of health are intertwined with ideas of maintaining social harmony, conforming to social and spiritual norms of behaviour, and a person’s connections with traditional lands. An understanding of these concepts is very important for this study as the perceived causation of a person’s disability may have an effect on their experience of that disability.

The information specifically on the experience of Aboriginal people with disabilities is more limited. A number of accounts demonstrate the tolerance and great efforts taken to ensure the continued participation of those with disabilities, in the life of the group (Berndt&Berndt, 1964, Kalberry, 1939). There are however, accounts of old and frail people being left behind and several authors also comment that new-borns with significant physical disabilities were killed at birth (Meggitt, 1964, Cowlishaw, 1979). Western medicine and the change to a sedentary lifestyle has made accommodation of people with disabilities more possible (Elliot, 1994). 

Recent studies of Aboriginal perceptions of disability are very limited. In a study undertaken for the Commonwealth Rehabilitation Service, Elliot (1994) makes the following points about social perceptions of disability in remote Aboriginal communities:

· social stigma is not attached to disability;

· an impairment was only of concern to a person if it lead to handicap, people identified as having a handicap were those who needed assistance with the activities of daily life; and

· elderly people were not regarded as being disabled; their limitations were considered to be a normal part of aging.

A Department of Health, Housing and Community Services needs assessment report on people with handicaps, and the frail aged in five Aboriginal communities in the Northern territory (1992) found that the word handicap was disliked. In addition, there was significant social stigma associated with being labelled as ‘handicapped’. It is therefore possible that the new ICIDH, with its neutral terms and its universal focus, which includes all people, may be seen as an improvement.

Ariotti’s (1997) study of the Anangu perception of disability found that some people, and especially those with obvious physical impairments, such as amputations, were ashamed and embarrassed about their appearance, to the point of avoiding other people.

Ariotti also found that a person’s perception of their own disability was also dependent on the knowledge of available aids and services. He described the case of one elderly woman who was unable to walk, but did not consider herself to have a disability, because she considered that she was able to do most things she wanted to do (talk to friends and family, make artefacts). When she visited another community and saw a person using a motorised wheelchair she was suddenly made aware of increased opportunities for participation in her own community.

3.2 Establishing field-work sites

My first task was to establish a site to undertake the fieldwork. Once this was established I had to discuss the research with members of the community council as well as the traditional elders of the land and obtain their permission. It was then necessary to find research assistants to help me with the research. In the Darwin communities, where English is widely understood, the main role of the assistant was to help locate people and to make introductions.

3.3 Preliminary survey

A preliminary survey, which attempted to interview the entire adult population of the community, has been carried out.  The purposes of this survey were to meet as many people in the community as possible and become a familiar face in the community but also to find out the following:

· the problems involved with asking questions about health and disability;

· the time involved with locating people and conducting interviews;

· the relevance of some existing measures of disability such as the SF-36;

· what people considered to important aspects of their lives; ie those things they considered important to participate in; and

· whether people were willing to participate in further discussions about health and disability.

At the same time as undertaking work in community, I also began to visit the Aboriginal nursing home and meet some of the residents, as well as the staff who have often had extensive experience in dealing with Aboriginal people with disabilities. Much of the time I have spent there has been to become familiar to the residents, so that they will feel able to talk to me about their perceptions of having a disability.

3.4 Problems and considerations when undertaking this type of research:

The initial survey ended up taking far longer to complete than I had anticipated. In many ways this was very positive, as people were often very willing to spend time talking about the issues, but there were problems in simply locating people, especially men who often worked during the day.

I also encountered problems with people’s perceptions towards surveys and asking questions about personal issues such as health and disability. Many of the people in the community remembered the Australian Bureau of Statistics National Aboriginal and Torres Strait Islander Survey and were wary of becoming involved in any other survey which might take up a great deal of their time and ask personal questions, without providing any benefits for the individual for doing so.

Shame and shyness were other problems; I worked with Aboriginal assistants who were well known to everyone in the community, but often people were still too shy to talk to me.

In early December there was a major change in the power structure of the community council, which meant that the previous people with whom I had negotiated to do this research were no longer in charge. Research in the community therefore had to cease at this time until permission could be re-negotiated.

4. What has still to be done and when

December 1998 - Continue interviews and discussions in the community and the Nursing Centre

30 September - Progress report on methods and findings and outline of final report.

March 30 - Interim report to Australian Institute of Health and Welfare and the Commonwealth Department of Family and Community Services.

April-June 1999 - Return to the field to discuss different types of disability with the community and how they think they would limit a persons participation. See Questionnaire, Appendix 1.

June 30 - Final report to the Australian Institute of Health and Welfare and the Commonwealth Department of Family and Community Services.
5. Observations of relevance to the re-draft of The ICIDH-2

5.1 What do people want to participate in?

The following life areas were considered to be most important by members of the community. These are from the results of 25 long interviews. Eleven women and 14 men were interviewed and the age range was from 18-65.

Table 1: Most important life areas

	Life area
	Number of times mentioned

	Family
	20

	Knowing about culture and land, including going hunting and fishing for bush tucker.
	15

	Having pride in yourself
	13

	Health
	9

	Feeling in control of your life
	8

	Finding a job
	8

	Having enough money
	7

	Obtaining an education
	6

	Feeling safe
	6

	Having enough to eat
	5

	Being involved in the community
	2


· Participation in the area of the family was not limited for anyone in the community because of their disabilities. Indeed the family was seen as a source of strength to help in times of illness. People commented ‘Your family is always there to lean on’ and ‘Your family will always look after you’. Younger people were encouraged by the parents to check on their older relatives. One lady said that Aboriginal people always look after their relatives.

· This was quite a different situation for some of the people in the Janinga nursing home. Although some of the residents lived in cabins where relatives could visit or stay many people were separated from their families and thought that they had lost touch with their relatives, including spouses. Visits home to the community were difficult to arrange as many of the residents had conditions that prevented them from travelling in light aircraft. It was also difficult to ensure that the individual would have someone to look after him or her when they arrived home. When people are separated from their community and family for very long periods it is difficult to fit them back in again, even for a very short period.

· Cultural activities and hunting and fishing expeditions were encouraged at the nursing home and happened on a frequent basis. The problem is however, that many of the residents were from different parts of the Northern Territory and so the land around the centre and the animals had not real meaning for them. For example one lady commented on the strange things that salt water people go hunting for and said she missed the bush tucker from her own country.

· People at the nursing home also commented that they missed the opportunity to talk with other people in their own language. This was again due to the many different communities of origin for the residents. 

· Issues such as being in control of your life and having pride in yourself were consistently mentioned in interviews. Such issues relate back to the social barriers preventing Aboriginal people from participating in the wider community. 

5.2 Measurement of disability

· People were often not aware of how much they were limited by their condition. Some people had different expectations of health and different perceptions of what is normal and expected. Self-reporting of milder disabilities is linked to the communities knowledge about disabling conditions and availability of aids for disabled people. (Mathers and Douglas, 1998). Although people in the community would discuss health conditions such as Asthma and chronic back pain they did not consider these condition to constitute a disability. This term was reserved for more major health conditions, for example a condition that left a person confined to a wheelchair.

· In a survey of self -perceived health in the community the majority of people considered that their health was good, (figure 1) although in some cases it was clear that their health was less than good. It appears that good health in the community means much more than just freedom from disease and bodily functioning.  For example, one women who was a diabetic and very weak described her health as being good, due to the fact that her family were always around to help her.

· Fifty-five people completed the initial survey questionnaire during a four-week period. Of these 27 were men and 28 were women. The ages of the people interviewed ranged from 16 to 64.

· The results of the question on self-perceived health are illustrated in figure one. 50% of women and 59.3% of men in the community described their health as being good. Differences are apparent, however, between the sexes at either ends of the scale. 39.5% of women reported themselves to be in excellent to very good health compared with 3.7% of the men. No men described themselves as being in excellent health.

· This difference in the perceived health of men and women in the community was explained to me in terms of the roles available for men and women. There was very limited employment for the men in the community, which lead to boredom, despair and a sense of not being in control of their lives. This in turn, lead to very heavy drinking. Women on the other hand had a clearly defined role in the upbringing of children and maintaining the home. In this way lack of opportunities to participate can have a direct effect on an individual’s health.
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Figure 1: Self perceived health

Barriers to participation

· The physical environment of the community is limiting to people with disabilities. The roads are dirt and deeply corrugated. In the wet season they are often flooded and always boggy. Moving around the community can be very difficult.

· Transport is also a problem for members of the community. Very few people have cars and public transport is limited. Buses do not come into the community-they do stop on the main road outside the community, but this is a long walk for many people. Taxi drivers do not like entering the community (there is a perception that the people from the community will not pay the fares) and therefore such transport is often very unreliable. Both communities are a considerable distance from the nearest shop, post-office, medical service and school.

· The considerable social barriers to participation are discussed in the following section.

5.2. Shame

Shame appears to be a very important concept in understanding extent of participation in the community I am working in. Some authors have commented on the shame that Aboriginal people express about their impairments, especially visible impairments such as an amputated limb (Ariotti, 1997). Shame in itself, however, could also be viewed as something, which directly limited a person’s participation in the community. People interviewed talked about the shame they felt outside the community when they felt that they were being treated differently because of their Aboriginality. This created limitations on their ability to do essential daily tasks such as doing the shopping or visiting the doctor. Gething’s notion of Aboriginal people having ‘a double disability’, in that being Aboriginal is considered to be a handicap was often stated by members of the community. But shame also operated within the community, with people who were too shy to leave their houses and have contact with anyone but their close family. When I discussed these issues with people in the community they repeatedly said that isolation and loneliness were causes of ill health.

The ICIDH does not refer to non-participation dues to a person’s: ‘gender, race, social class, economic condition or religion’ and furthermore states that: ‘should a person choose not to participate in some area, or choose to restrict his or her participation voluntarily, that is not a restriction that needs to be classified’.

It is becoming increasingly clear that it may be difficult actually determine the cause of non-participation and that the linkages between an impairment and non-participation may be difficult to detect. It is also clear that for many people in the community non-participation due to non-Aboriginal attitudes and discrimination was considered to be more important than any lack of participation due to disability.

5.3 Attitudes towards disability

It has been often said in the literature that there was no social stigma associated with disabilities in traditional Aboriginal society (Elliot, 1994).

The health workers who I have talked to in regard to Aboriginal children with disabilities said that there was a difference between disabilities caused by accidents and those that a child is born with.  It was stated that congenital disabilities are believed to be a result of some wrongdoing on the part of the mother. The disabled child is therefore a visible manifestation of the mother’s shame, and for this reason parents are unable to accept disabled children. Impairments caused by accidents do not carry the same social stigma. These different attitudes towards disability (and the way, which they influence a person’s potential to participate in the community) should also be investigated.

Another area that should be examined is different attitudes towards people with intellectual or behavioural disabilities as compared to physical disabilities. From conversations with people in the community, I have the impression that people with mental health problems are treated with some distance. In one case an individual’s condition was described in medical terms, but at the same time it was also suggested that the individual could be behaving in such a way as a result of being cursed. It was also implied that it was safer to stay away from this person. Obviously such perceptions will have a great effect on the ability of a person to participate in their community.

6.Participation in remote Aboriginal communities

In many respects, however, people had very similar attitudes to disabilities as non-Aboriginal groups. There was, for example more stigma associated with mental and intellectual disabilities than physical disabilities. This is not the situation in more traditional societies where a person’s participation is defined by community attitudes. I had the opportunity to discuss disability and participation with staff at an Aboriginal nursing home in Alice Springs. The centre caters for all ages and also has facilities for people with challenging behaviours. It should be emphasised that the following is not the result of my own observations and is included to emphasise the variability of beliefs about disability among different Aboriginal groups.

· A person’s role is determined at birth. Participation is therefore defined for a person and is socially constructed.

· This role can be denied a person if they are considered to be physically or intellectually unfit for it.

· A worker in Alice Springs said that when people with disabilities left the communities to enter sheltered accommodation, they were treated as having died. They were mourned, but they were not welcome back, however much the care agency tried to arrange home visits.

· Often these people wished to participate and return to their community, but there was no place for them.

· Disabilities caused by accidents were common and people were very accepting of them. But children born with disabilities, especially intellectual, were feared. Such disabilities were thought to be a result of some transgression of the law by a parent or relative.

· There was also the idea that Rama or madness could be caught, therefore such people were best avoided.

7. Summary of key points

· Caution must be taken not to generalise about Aboriginal attitudes and experience of disability, as these are variable as evidenced by the difference between the urban and rural communities and from the variety of beliefs documented in the literature.

· Participation in the urban community was strongly limited by social attitudes. People may choose not to participate because of shame and shyness, due to a legacy of discrimination from non-Aboriginal society.

· Limited opportunities to participate, such as in the case of the men in the community, had a direct effect the health of this group of people.

· Care must be taken not to impose seemingly ‘culturally appropriate participation’ on people for whom it has no meaning, as in the case of going hunting in land far away from your own home. 
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EXECUTIVE SUMMARY

BRIEFING DOCUMENTS
Detailed briefing papers were circulated to all participants as part of the project. Readers of the following summary will find reference to the Briefing documents valuable.
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PURPOSE, PARTICIPANTS AND STRATEGIES
This project investigated responses to the World Health Organisation's ICIDH-2 proposed Participation (formerly Handicaps domains (ICIDH-2, lg97) and their qualifier options being Option l5a and the Beta Option.

The project targeted disabilities, other than intellectual disability; and gained input from various key informants and interest groups across Australia, covering all age groups. The studies reported were developed and completed between August and November 1998 and involved: 

· Two focus groups (n=23); 
· Individual interviews with 91 people (of whom 18% self identified as a person with a disability) yielding 77 data sets; 
· Second round interviews with 30 of these individual interviewees; and, 
· A review workshop with key representatives of Government Departments and the Disability Data Reference Advisory Group (DDRAG) of the Australian Institute of Health and Welfare (AIHW). 
KEY OUTCOMES
· Over half the participants supported a shift from the term Handicap to Participation, largely based on their philosophy or values in relation to the conceptualisation of disability. Approximately one-fifth were 'undecided' and nearly one-quarter regarded the change negatively, principally expressing concerns about the vagueness of the term. Some participants felt that the change had the potential to place the responsibility for participation with the individual and not with society. 
· Given the concerns expressed an alternative construct to Participation, being Inclusion, is offered for consideration. 
· The Participation domains of 'Personal Maintenance', 'Mobility' and 'Exchange of Information' were regarded as overlapping too much with the related Activities' domains, to warrant their separation into the two separate constructs of Activities and Participation. 

· The Participation domains were generally regarded as sufficiently encompassing, as making sense and fitting well with multicultural Australia. Some perceived gaps were noted, particularly in relation to children with disabilities and their interests, decision making by adults with a disability, people living in a 'care' environment, sexuality, family relationships, abusive situations and enforced restraint. It was suggested that the term 'Personal Maintenance' be changed to 'Personal Development and Health Enhancement'. The inclusion of 'Spirituality' with 'Education, Work, Leisure' was seen to be inappropriate. 

· Interviewees were consistently of the view that Participation domains would be 'useful' or 'very useful' across all six areas of statistical application, management, research, clinical care, social policy and education. It is suggested that a simplified version of the ICIDH-2 might promote greater use in the clinical sector. 

· There was a clear and positive preference for the Option 15a baseline (that is, the judgement of the person with a disability against their own goals). 

· On a direct question there was an equal preference split between Option 15a and the Beta Option. There was a trend towards people who had self nominated as a person with a disability preferring 15a. Option 15a seemed to be the preferred Option, when the preceding and the positive preference for the Option 15a baseline are taken into account. 

· Whichever Option is selected, both options require refinement of their Extent of Participation Qualifiers to be acceptable to participants. In the case of Option 15a, modifications to Qualifier coding levels Zero, One and Two were suggested. In the case of the Beta Option modifications to Qualifier coding levels One, Three, Seven, Eight and Nine were suggested. 

· The Participation coding model using both Extent of Participation and the concept of Facilitators and Barriers was positively regarded. 

· Focus group participants understood and were comfortable with the concept of Facilitators and Barriers to Participation. Discriminating between the two posed difficulties where a single item could be both a Facilitator or Barrier for example, where social systems can operate either way, where people had multiple disabilities or conditions which fluctuated over time. 

SUGGESTED IMPROVEMENTS
In relation to the issues raised above the suggestions over the page have been developed, or drawn directly, from participants' comments.
· That the potential for the re-conceptualisation of 'Handicap' as 'Participation' to place responsibility for the participation with the individual with a disability be addressed. This perhaps could be addressed by ensuring that the definitions applied throughout the Participation construct consistently reflect the complex interaction between the person and the wider social and physical environment (refer Section 7.2.1)1. 

· That, in line with concerns about the term Participation expressed by a substantial minority of interviewees, consideration be given to the adoption of a construct and model of 'Inclusion' rather than 'Participation' (refer Sections 7.2.1, 7.2.2 and 7.2.3). 

· That the overlaps between 'Activities' and 'Participation' be more robustly addressed (refer Section 7.2.2). 

· That the concerns expressed in relation to the Participation domains be addressed (refer Section 7.2.2). 

· That the user friendliness of the model and publication be addressed (refer Sections 7.2.2 and 7.2.5). 

· That in Option 15a, Qualifier 2, 'No Participation - Participation desired' that the term 'health condition' be replaced with the term 'impairment' (refer Section 7.3.2). 

· That in Option 15a, the developed instructions include consideration as to how to code where the client is unable to self advocate; for example, due to conditions such as dementia or circumstances such as poverty of experience, (refer Sections 7.3.1 and 7.3.2). It is suggested that a note could be added to the definitions to address these circumstances. 

· That in both Options, the 'jump' from Code Three to Codes Seven, Eight and Nine either be eliminated or the layout addressed such that the reason for the 'jump' is more easily followed; for example, through use of a subheading such as 'Exclusion Codes' (refer Section 7.3.2). 

· That in Option 15a, consideration be given to splitting Qualifier One to reflect 'some' restriction and 'substantial' restriction (refer Section 7.3.2). 

· That in the Beta Option, the confusion about and overlap between Qualifiers Seven, Eight and Nine be addressed. Two Qualifiers (Eight and Nine) seemed to be regarded as sufficient (refer Section 7.3.2). 

· That in the Beta Option, should Qualifier Seven (Not expected) be retained, a reference to impairment and disability not being grounds to code as 'Not expected" be added (refer Section 7.3.2). 

· That in the Beta Option, consideration be given to rewording Qualifier One to read 'The person fully participates but is at risk of reduced Participation if contextual facilitators are lost, removed or made inoperative, or contextual barriers are increased or introduced' (#56), (refer Section 7.3.2). 

That consideration be given to circumstances of enforced restriction; for example, for people whose behaviours put themselves and/or others at risk and people acutely ill with psychiatric and related conditions (refer Section 7.3.2).

OTHER REMARKS
Other issues raised by participants worthy of note included: 

· Some participants, few in numbers but strong in their advocacy for their views, expressed deep reservations regarding the inter and intra observer reliability of both Options and other aspects of the Participation construct. 

· A number of participants remarked on the difficulty of the language used and the need for the developers of the model to work with a plain-English editor or writer if the model is to enjoy wide usage; for example, people commented that the term 'Communication' is far more user-friendly than the term 'Exchange of Information' and suggested that 'Personal Maintenance is something done to a machine not a person (refer Section 7.2.2). 

· Some participants remarked on the bias of the descriptions, within the Participation domains, towards industrialised societies and recommended the inclusion of examples more pertinent to traditional societies (for example, drawing water at a well, grinding cereal, washing clothes in a river, refer Section 7.2.4). 

· Publications of the Australian Institute of Health and Welfare have addressed the tension that exists between the need for consistent and reliable data definitions and items (to support policy and service system development and needs based resource allocation) and the problem of oversimplifying the disability experience or promoting the 'labelling' of people with a disability (see, for example, Madden and Hogan, 1997 and Australian Institute of Health and Welfare, 1997). Such tensions also exist with the ICIDH-2 and some participants expressed concerns that the ICIDH-2 may become another way of labelling people with disabilities. 
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