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Executive Summary

Purpose, Participants and Strategies

This project investigated responses to the World Health Organisation's ICIDH-2 proposed Participation (formerly Handicap) domains (ICIDH-2, 1997) and their qualifier options being Option 15a 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 following 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).

•
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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1
Introduction

1.1
Introduction

The work reported was commissioned by the Australian Institute of Health and Welfare (AIHW) as part of their work as a Collaborating Centre in the revision of the World Health Organization's International Classification of Impairments, Disabilities, and Handicaps (ICIDH-2, 1997).

In brief, this project was to investigate responses to the proposed Participation domains and the qualifier options being Option 15a and the Beta Option.  The project was to specifically target disabilities other than intellectual disability, and gain input from various key informants and interest groups across Australia.  The studies reported were developed and completed between August and November 1998.

Following the Introduction this report presents:

•
An overview of the strategies employed;

•
Strategies for Focus Group 1: Sydney;

•
Strategies for Focus Group 2: Melbourne;

•
Strategies for individual interviews;

•
Participant profiles and description; and,

•
Analyses of responses by theme.

1.2
Terms of Reference

In keeping with the decision of the World Health Organization (WHO) to adopt Option 15a, as distinct from Option 15, as the preferred Option, the terms of reference for this series of studies became:

'The consultant shall carry out tests comparing Option 15a and the Beta version of the
ICIDH-2, and prepare reports constructed and timed to contribute to Australian work on the ICIDH revision, co-ordinated by the Institute as the Australian Collaborating Centre for the ICIDH revision.

In undertaking these tasks the consultant shall:

•
Undertake eight (8) in-depth group discussions of 'case vignettes', either at specially convened meetings or at meetings convened for other purposes;

•
Arrange and undertake 70-80 key informant interviews, targeting primarily people with interest or expertise in the areas of physical and psychiatric disability, and representing a range of health conditions and ages;

•
Participate in an expert workshop around the time of the conclusion of the contract, with other people working with ICIDH-2 in Australia; and,

•
Provide reports to the Institute which by their content and timing contribute to effective Australian participation in the ICIDH revision process.' (Australian Institute of Health and Welfare, Briefing Documents)'.

The project has been conducted in accordance with those terms of reference.

2
 Overview of the Strategies employed

2.1
Introduction

This section describes the methods employed, recruitment of participants for the various studies, materials provided to participants and provides a brief overview of each strategy.  Each strategy is described in more detail in the ensuing sections; however, if readers are satisfied with this overview they can move directly to the Section 6 'Studies' Participants' without loss of continuity.

Figure 1
Strategies Overview
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2.2
Two Key Methods

In the materials prepared by WHO, issues concerning the Participation construct, to be addressed, are described.(Beta ICIDH-2, 1997, Testing Protocol)  Specific mention is made of focus group methodology and use of case vignettes.  Focus group methodology is appealing in that it enables in-depth and inter-active discussion amongst peers.  However, such groups are expensive to run, particularly in Australia, given the distances involved.  Under these circumstances, two core approaches were adopted.  The first involved two focus groups, one each in the two major capital cities (Sydney and Melbourne), to conduct in-depth discussion and case vignette studies.  The second involved in-depth telephone interviewing to tap national views.

2.3
Selection and Recruitment of Participants

The participants were drawn from those people with an interest in physical and psychiatric disability.  Participants from across Australia were involved, and included those with interests  in State and Federal Government policy development, service delivery, research, advocacy, industry peak bodies and consumers (further details regarding participants are provided in Section 6 ('Studies Participants').

From existing data bases and industry networks, the AIHW Disability Data Advisory Reference Group (DDRAG) nominated a range of possible key informants.  Individuals who had contacted AIHW, because of the interest AIHW has generated in the revision and development of ICIDH-2, were also invited to participate.  Beyond that the consultants contacted key informants nominated by industry members or known to the consultants for their interest in a particular field.  The immediate acceptance rate amongst approached potential participants was high; recruitment proved to be time consuming but not difficult.

Potential participants were contacted by telephone, the project briefly explained, the demands on their time discussed and their participation invited.  Information was then collected from participants regarding their background and interests.  Participants were then sent background information as described in the next section.

2.4
Material Provided to Participants

Before each of the focus groups or interviews, participants were provided with material which was by way of a summary of key issues and discussion points.  The materials were developed using materials generated by WHO and AIHW (copies of this material, Attachments 1 to 4, are provided in the Appendices to this report).  In all studies, the materials were mailed out in two separate batches, to reduce the volume of material to be absorbed with any one mail out.  Materials, with a covering letter, were distributed as follows:

•
The Sydney focus group participants received Attachments 1 to 3 inclusive ('An Overview of the Revision Process to Date', 'The Preferred Term: Handicap or Participation' and 'Describing Participation: Domains, Qualifiers, and Categories') and an excerpt of Attachment 4 addressing coding of Participation;

•
The Melbourne focus group participants received Attachments 1 to 3 inclusive and a full version of Attachment Four ('Describing Participation: What is the Best Way to Code Participation');

•
All individual interviewees received Attachments 1 to 3 inclusive; and,

•
Individual interviewees who participated in the coding studies also received Attachment 4.

2.5
Individual Interviews

2.5.1
First Round Interviews

Ninety one people were recruited as individual interviewees.  Some interviewees elected to be interviewed in small groups of two to four, therefore, the analyses are based on 77 data sets for 91 interviewees.  All individual interviewees were provided with background material as described above, and an overview of the issues to be addressed (Appendices).  They were then contacted and interviewed to standard protocol (Appendices), at a mutually agreed time.  The interviewer recorded qualitative responses and coded these responses at, or immediately after, the interview.  Qualitative and quantitative data were analysed in generating this report.

2.5.2
Second Round Interviews

At the end of the first interview, participants who showed a keen interest in the subject and a willingness to comment further were invited to participate in a second round interview (n=30).  Attachment 4 was provided to this group and again they were interviewed to a standard protocol at a mutually agreed time (further details are provided in the Section 5 'Strategies for Individual Interviewees').  Recording and analysis strategies as described above were also applied to this group.

2.6
Focus Groups

The strategies applied to each group are described in Sections 3 and 4 'Strategies for Focus Group 1 - Sydney' and 'Strategies for Focus Group 2 - Melbourne', with participants recruited as described under Section 2.3 'Participant Selection and Recruitment' to reflect a range of interests and experience.  There were 12 participants in the Sydney focus group and 11 in the Melbourne focus group.

An approach to the case vignettes which reflected the diverse nature of the groups was adopted.  Given the diversity of interests, knowledge and experience pre-prepared standard vignettes were highly likely to be irrelevant to some or all of the participants.  Group members were therefore asked to develop a case vignette typical of the issues faced by people with disabilities with whom they worked or were familiar.  Case vignettes reflected a wide range of circumstances, abilities and needs as described in Sections 3 and 4 addressing the focus groups.

3
Strategies for Focus Group 1 - Sydney

3.1
Aim

The aims of this group were to:

•
Address the broad questions relating to the term Participation as against Handicap and the domains of Participation (personal maintenance, mobility etc); and,

•
Conduct a basic qualifier coding exercise with case vignettes to draw out general issues related to coding the qualifiers and contextual factors.

3.2
Methodology
3.2.1
Participants

Twelve participants were involved in a focus group of two and a half hours duration.  Participants were all drawn from New South Wales and included clinicians, academics, those involved in Government policy development, service providers, people with disabilities and advocates.  A breakdown of the group participants and their interests is presented in Section 6.1.(p.13)

3.2.2
Questions and Tasks

As discussed in Section 2.4, participants had been provided with background information and information regarding the questions to be addressed.  At the beginning of the group, participants were given an opportunity to question AIHW representatives regarding the WHO ICIDH-2 revision generally and Australia's role in the revision process.

3.2.2.1
Questions addressed by the group

The group then responded to the following questions:

•
What are people's views on the shift from the term "Handicap" to "Participation" to describe the social interface with disability?

•
Turning to the Participation domains:


The Participation concept is about capturing the outcomes of the complex relationship between an individual with an impairment and activity limitations and the wider social and physical environment.


Can you provide some feedback on these domains?

•
Why do each of the Participation domains listed matter?  Is there anything there that should not be there?  Is there anything missing?

•
Do they make sense?  How clear are they?

•
How well do they work across the diverse Australian culture? and,

•
Is the language used likely to be offensive to any one group?

3.2.2.2
Case Vignettes

As shown in the related profile (p.13), the group was diverse in terms of background and specific interests in disability issues.  Case vignettes addressed issues such as dual disability (for example, post polio and recent cerebral tumour, psychiatric disability and mild intellectual disability); single impairments/disabilities (for example, quadriplegia, dyslexia, spina bifida); a range of living circumstances (for example, alone, with family, group home); and ages (child, young and older adults).

A limited coding exercise was then undertaken using Option 15a  Participants noted problems encountered as they worked through the coding exercises.  Participants then discussed their responses to the limited coding exercise, including Participation qualifiers and contextual factors.

The case studies and coding outcomes were collected by the consultant for further review.

4
Strategies for Focus Group 2 - Melbourne

4.1
Aim

The aims of this group were to:

•
Address the broad questions relating to the term Participation as against Handicap and the domains of Participation (personal maintenance, mobility etc); and,

•
Conduct an in-depth qualifier coding exercise with case vignettes to compare Beta version and Option 15a qualifiers.

4.2
Methodology
4.2.1
Participants

Eleven participants were involved in a focus group of three hours duration.  Participants were all drawn from Victoria and included clinicians, academics, those involved in government policy development, service providers and people with disabilities.  A breakdown of the group participants and their interests is presented in the related profile (p.14)

4.2.2
Questions and Tasks

As noted earlier, participants had been provided with background information and information regarding the questions to be addressed.  At the beginning of the group participants were given an opportunity to question AIHW representatives regarding the WHO ICIDH-2 revision generally and Australia's role in the revision process.

In contrast to the Sydney group, the Melbourne group spent more time on the case vignette coding and discussion of vignettes, and less time discussing the questions related to the Participation domain.

4.2.2.1
Questions

The group responded to questions as described for the Sydney focus group (Section 3.2.2.1) before proceeding to the case vignette coding.

4.2.2.2
Case Vignettes

The group was diverse in terms of background and specific interests in disability issues.  Case vignettes addressed issues such as, single impairments/disabilities with multiple outcomes for the person and multiple Participation effects (for example, disorders/impairments/disabilities for people with head injury or traumatic brain injury, multiple sclerosis, autism, psychotic episodes, dementia, psoriatic arthritis, cerebral palsy, severe degenerative arthritis, fractured 

neck of femur, visual impairment); a range of living circumstances (for example, alone, with family, group home); ages (child under five years, school age child, young and older adults); and careers (counsellor, student, therapist, unemployed and retired).

Terminal level coding of aspects of all seven domains was undertaken.  The steps were as follows:

•
Group members documented a case vignette with which to work;

•
Each group member received two of the seven Participation domains with two terminal level coding descriptions;

•
Half of the group members were given Beta qualifiers as their first coding exercise; the other half Option 15a as their first exercise;

•
Participants noted problems encountered as they worked through the coding exercises;

•
Sufficient time was allowed for each participant to complete the allocated coding exercises;

•
Each group member then received two more of the seven Participation domains, these two being different from those coded in the first round;

•
The qualifier codes were then given to the group members in the reverse sequence from which they were provided in the first coding exercise; that is, those who had already used Beta Option, now used 15a first and vice versa;

•
Coding was completed;

•
The participants responses to the two options, Beta and 15a, were then discussed by the group;

•
Each group member returned to their first case study and reviewed contextual factors for one of the domains with which they had worked.

The case studies and coding outcomes were collected by the consultant for further review.

5
Strategies for Individual Interviewees

Recognising that the participants all lead busy lives and to facilitate their active involvement, various steps were taken to reduce the 'burden' of their involvement in this project.

From the developed database, potential participants were identified and contacted by telephone and invited to participate.  Those who accepted were then sent a package of information as  described earlier (Section 2.4).  Unless there were exceptional circumstances, at least one week was allowed to elapse before they were contacted by an interviewer to negotiate a suitable time for the interview.  The interviewer then called back at the agreed time and completed the standard interview (Appendices), recording qualitative data and coding data at, or immediately after, the interview.

Interviewees who showed a keen interest in the subject and a willingness to comment further were invited to participate in a second round interview (n=30) looking particularly at Option 15a and the Beta version.  Similar processes to the above were followed and participants were again interviewed to a standard protocol (Appendices).

6
Studies Participants

6.1
Focus Group 1 Participants

On page 13 is a profile summary of the 12 participants in the first focus group.  A range of specific interests in disability including mental health, community health, spina bifida, service and client outcomes, geriatric services, visual impairment, dyslexia, community living support, epilepsy, advocacy and government policy and services, was represented in the group.  One person spoke a language other than English, and one person self identified as a person with a disability.  Participants' principal spheres of interest are presented in Table 1.

Table 1
Participants' Principle Sphere of Involvement in Disability

Nominated Sphere of Involvement in Disability
Number*

Clinician
4

Academic
1

Government 
2

Service provider
5

Consumer or advocate
3

* As participants could select more than one sphere, the numbers reported exceed 12.

6.2
Focus Group 2 Participants

On page 14 is a profile summary of the 11 participants in the second focus group.  A range of specific interests in disability, including multiple sclerosis, dementia and aged care, visual impairment, advocacy, rural health, eating disorders, early intervention in autism, service and client outcomes, ethnic groups and rehabilitation and arthritis, was represented in the group.  Two people spoke a language other than English, and two people self identified as people with a disability.  Participants' principal spheres of interest are presented in Table 2.

Table 2
Participants' Principle Sphere of Involvement in Disability

Nominated Sphere of Involvement in Disability
Number*

Clinician
5

Academic
3

Government 
1

Service provider
3

Consumer or advocate
3

* As participants could select more than one sphere, the numbers reported exceed 11

6.3
Participants in Round One Interviews

During participant recruitment profile data on each participant (n=91, with 77 data sets) was collected to construct a participant matrix to ensure wide coverage of interest groups and Australia.  Tables 3 and 4 summarise aspects of the participant profiles.   At interview approximately one in six of the participants (14.3%) self identified as a person with a disability and a further 3.9% replied that they self identified as a person with a disability under certain circumstances. Twenty participants (21.9%) spoke languages other than English.

Table 3
Interviewees' Principle Sphere of Involvement in Disability

Nominated Sphere of Involvement in Disability
Number*
Percent of responses

Clinician
17
17.2%

Academic
12
12.1%

Government 
14
14.1%

Service provider
29
29.3%

Consumer or advocate
17
17.2%

Peak body
10
10.1%

Total
99
100%

* As participants could select more than one sphere, the numbers reported exceed 77.

Table 4
Interviewees' Languages Other Than English Spoken

Russian
1
4.0%

Latvian
1
4.0%

Other
1
4.0%

French
1
4.0%

Gaelic
1
4.0%

Swedish
1
4.0%

Polish
1
4.0%

Portuguese
1
4.0%

Burmese
1
4.0%

Serbian/Croatian
2
8.0%

Spanish
2
8.0%

Italian
2
8.0%

Indian languages
2
8.0%

German
4
16.0%

Chinese languages
4
16.0%

Total
25
100.0%

The complete interviewee matrix is presented on pages 16 to 20.  Interviewees were drawn from the States and Territories of New South Wales (NSW, 17.6%), Victoria (VIC, 18.7%), Queensland (QLD, 21.9%), South Australia (SA, 11.0%), Western Australia (WA, 14.3%), Tasmania (TAS, 4.4%), Australian Capital Territory (ACT, 6.6%) and Northern Territory (NT, 5.5%).  Interviewees were diverse in their interests in the disability sector, disability focus, age groups of interest and principal area of interest.

7
Analysis of Responses by Theme

7.1
Introduction

This section brings together the outcomes of the studies conducted.  The following is addressed in this section of the report:

•
Section 7.2
The Participation Construct;

•
Section 7.3
The Beta and 15a Options;

•
Section 7.4
Facilitator/Barrier Qualifier;

•
Section 7.5
Suggested Improvements; and,

•
Section 7.6
Other Remarks.

To critique a model designed to meaningfully and constructively describe the disability experience in a social construct, without stereotyping and categorising, posed challenges for all participants.  It prompted participants to express rich and varied views; it promoted debate; it caused participants to change their views (sometimes more than once); and it often left participants with more questions and fewer firm views than those with which they had started.

It is difficult in a summary such as this to do justice to such a rich and informative debate.  We have therefore used summative data to provide guidance as to the direction of participants' views and quotes to highlight the diversity of those views.  Finally, the author has endeavoured to draw these views into summary comments to inform the next stage of development of ICIDH-2.

7.2
The Participation Construct

Data reported in Section 7.2 was drawn from the focus group participants (n=23) and the individual interviewee database (n=91, with 77 data sets).

7.2.1
Participation or Handicap: Preferences
Over half the participants supported a shift from 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.

The strength of the positive response by interviewees to the move from 'Handicap' to 'Participation (Table 5) must be balanced against more than 45% of the individual interviewees being 'undecided' or 'negative'.  Individual interviewees comments were positive to a similar pattern (that is, there was a preponderance of positive comments) but reservations were expressed in terms of language and a conceptual shift to an emphasis on the individual, which some participants believed had occurred.

Table 5
From 'Handicap' to 'Participation'

Language
Number
Per cent

Very negative
7
9.1%

Negative
13
16.9%

Undecided
16
20.8%

Positive
25
32.4%

Very positive
16
20.8%

Total
77
100.0%

In terms of language, the negative responses to the change seemed to relate to what might be seen to be its advantage; that is the 'universality' of the term.  Critics of the term Participation argued that it is so general as to be meaningless to the general public and, as such, not a useful term.  Sample comments are provided in Table 6.

Table 6
Sample Comments Re the Move From 'Handicap' to 'Participation'

Negative Views
Neutral Views
Positive Views

•
A very good term for people in the know, but what about the people who are not in the know, the word Participation is meaningless to the general community (FG1)

•
Handicap is the term that truly represents social disadvantage' (#71)

•
See it as having an ideological base rather than a conceptual or intellectual base (#50)
•
Participation is definitely a more positive term however it leads to more vagueness (#8)

•
Participation is more positive ... is there a better word ... difficulty with constantly changing terms (#46)

•
There is value in the change but I am concerned that Participation is just a euphemism (#72)
•
That makes this change such a good one ... the word handicapped was used to describe a group of people 'The Handicapped' and you can't now.  You can't describe 'The Participated' (FG1)

•
The changes are very welcome, they will be less stigmatising (#91)

•
Fits better with people with a mental illness - functionality useful way to commence dialogue (#68)

Across the focus groups and individual interviewees it seemed that the positive responses came largely from a disability rights values framework and a view that a concept about Participation was more in keeping with a human rights perspective than was a concept about Handicap.

In Focus Group Two, discussion was lively with an initially highly positive response much tempered by the views of a woman with a disability.  This participant argued strongly and, to the group, persuasively that the concept of Participation was a significant philosophical shift in that it represented a move from an emphasis on what society does/does not do to include or exclude people with a disability to an emphasis on the individual and their participation.  This perceived shift to an emphasis on the individual was seen to be inconsistent with the concept being directed at the capturing of the outcome of the complex relationships between a person who has an impairment and associated activity limitations and the wider social and physical environment.  Flowing from this was a concern that participation could 'become a bit like motivation - a mallet to knock people with'.  This perspective on the potential effect of the change of terms were also mentioned by a small number of individual interviewees.

These concerns were also debated at the Review Workshop
 and while participants generally favoured the term 'Participation' the above comments were regarded as worthy of further consideration.  The Review Workshop participants noted that while the section 'Operationalization of Participation' (p.179) in the ICIDH-2 made clear the nature of the interaction with society, the 'Definition' ('Participation is the nature and extent of a person's involvement in life situations in relation to impairments, activities, health conditions and contextual factors') emphasised the individual at the expense of reference to society.  The Definition would seem to reinforce or confirm the concerns expressed regarding an emphasis on the individual as raised in the second focus group.  Review of the definitions to ensure consistency of emphasis on the interaction between the individual and the wider social and physical environments, in the author's view, is warranted.

7.2.2
Overlaps in the Participation and Activities Constructs
The domains of 'Personal Maintenance', 'Mobility' and 'Exchange of Information' were regarded as overlapping too much, with the related Activities, to warrant their separation into the two separate constructs of Activities and Participation.

Concern was expressed regarding the overlap between the domains 'Personal Maintenance', 'Mobility' and 'Exchange of Information' and their related Activities.  Participants in Focus Group Two suggested that these were essentially indistinguishable from their related functional activities.  Focus group members were more comfortable with the remaining domains, suggesting, for example, that it was clear that 'Participation in the Areas of Education, Work, Leisure and Spirituality' were different from related functional activities.

At both Focus Group Two and the Review Workshop this prompted some discussion on whether or not 'Activities' and 'Participation' ought to be separated or ought to constitute the ends of a continuum.  No firm views beyond an initial querying and discussion of this, as an approach, were expressed but the regular raising of this as an issue by both study participants and the Disability Data Reference Group (DDRAG) of the Australian Institute of Health and Welfare (AIHW) would suggest that this issue is worthy of further consideration.

7.2.3
Inclusion: An Alternative to Participation
An alternative construct to Participation, being Inclusion, is offered for consideration.

Amongst interviewees, who shared the concerns expressed in Focus Group Two, terms such as 'acquired disadvantage', 'integration', 'achievement' and 'inclusion' were offered as alternatives to 'Handicap' or 'Participation'.

No clear alternative emerged as a preferred term but there was generally a wish that, if the term was to change from 'Handicap', a positive term be adopted.  The term 'Inclusion' seems to the author to have merit in that:

•
It does move from the negative term of Handicap to a term grounded in human rights, that of inclusion in society;

•
It seems to better capture the societal responsibility for structures and processes which enable people with a disability to Participate at their desired levels, or restrict such Participation; and,

•
As a conceptual model, it may well serve to more effectively manage the overlap between Activities and Participation, about which participants expressed concerns.

7.2.4
The Participation Domains
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.

As reported in Table 7, most interviewees thought that the domains within the Participation construct were sufficiently encompassing (64.9%), made sense (80.5%) and fitted with Australian multicultural society (92.2%).

Table 7
Interviewees' Views on the Participation Domains

Participation Query
Possible Responses
Number
Per cent

Are the Participation domains 
All necessary areas covered
50
64.9%

sufficiently encompassing?
Some areas may be missing
24
31.2%


Missing
3
3.9%


Total
77
100.0%

Do the Participation domains 
Yes
62
80.5%

make sense?
Sometimes
11
14.3%


No
2
2.6%


Missing
2
2.6%


Total
77
100.0%

Do the Participation domains fit 
Yes
71
92.2%

with the Australian culture, in 
Sometimes
2
2.6%

the broadest sense?
No
3
3.9%


Missing
1
1.3%


Total
77
100.0%

Interviewees from a background in psychiatric and mental health services felt the domains related well to their area of interest (#6, #7) and emphasised well the importance of housing considerations for people with psychiatric disability (#138).

Participation areas identified as possibly missing or insufficiently addressed or poorly described included:

•
Children with disabilities and their interests (#13, #45, #162).

•
Personal maintenance (#10, #137)


Interviewees and focus group participants noted that 'maintenance' is something done to machinery or technology and suggested the domain be re-named 'Personal Development and Health Enhancement' (#137).

•
Decision making for adults with a disability (#46).


Views on the need for decision making for adults with a disability to be more fully addressed were mixed.  Some participants commented that decision making was not adequately addressed while others noted the varying decision making approaches in societies other than Western societies.  For example, an ethnic Indian interviewee commented on the very different social value system in India where a lot of decisions, regardless of ability or disability status, are made by the family (#157).

•
People living in a 'care' environment and related issues of congregate living, inclusion and seclusion (#68).

•
Participants felt that sexuality needed to be explicitly addressed, rather than sexual behaviours being included under other areas or referred to as intimate relationships (#73, #82, #21).

•
Family relationships other than those predominant in Western Societies, for example, extended family and tribal relationships (#133).

•
Abusive situations


Members of Focus Group One raised questions relating to people with disabilities living in abusive situations, particularly in relation to women with a disability and their partners.

•
Circumstances of enforced restraint


This issue was raised particularly in relation to people whose underlying condition may from time to time lead to their physical or chemical restraint; for example, people with psychiatric conditions or people with conditions such as Alzheimer's Disease whose behaviours may pose a substantial risk to themselves or others.

The inclusion of spirituality with 'Participation in the Areas of Education, Work, Leisure and Spirituality' was remarked upon as inappropriate by a number of participants (for example, FG2, #49, #73, #72).  Spirituality was frequently commented upon as the 'odd one out' (#21).  Participants with a focus on government policy making, in the Review Workshop, noted that there was perhaps a common theme in this domain, being that of 'meaningful activity'.  However, they commented that the collection of these items into one domain reduced the usefulness of the domain for government, noting that while the Australian government has a significant role in education and work, and a lesser role in leisure, it has no role in spirituality.

7.2.5
Usefulness of The Participation Construct and Domains in Specific Areas
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.

Interviewees were consistently of the view that Participation domains would be 'useful' or 'very useful' across all six areas, with the lowest usefulness combined score being 58.8% (Table 8).  It is noteworthy that this was in the area of clinical care and that this is consistent with comments made by participants throughout the studies.  It was the author's impression that:

•
Those with an interest in service delivery were familiar with the ICIDH (1980);

•
The three constructs are used in communication and intervention planning in service delivery; and,

•
Service providers were put off using the publication because of its complexity and size; it was seen to be more appropriate for research than clinical use.

It is the author's impression that a more user-friendly, clinically-relevant version of the publication would facilitate greater uptake in clinical applications.

Table 8
Applications of the Participation Domains

Areas
Perceived Usefulness







No Use
Some use
Unsure
Useful
Very useful
Useful + Very

Statistical applic'n
11.1%
12.5%
12.5%
40.3%
23.1%
63.4%

Management
5.6%
9.7%
20.8%
40.3%
23.6%
63.9%

Research
5.4%
5.4%
17.6%
48.6%
23.0%
71.6%

Clinical care
4.8%
11.1%
25.4%
30.2%
28.6%
58.8%

Social policy
6.9%
5.6%
19.4%
40.3%
27.8%
68.1%

Education
5.6%
8.3%
23.6%
43.1%
19.4%
62.5%

7.2.6
Language and Construct Conversion
Further work is required to address language and cultural issues to ensure a global model and publication

Individual interviewees who self nominated as speaking a language other than English were asked whether the proposed domains converted into each of their language or cultural groups, with 45% saying 'Yes' but a substantial minority saying 'No' (35%) and 10% that they were 'Unsure' (Table 9).

Some participants remarked on the Western society bias of the Participation domains and their descriptions; see, for example, 'Participation in the Organisation of a Residence' and the use of the term 'Civic Life' rather than community life.  One participant noted an absence of references to activities such as walking to the well or river and drawing water (#82).

Table 9
Conversion to Other Languages and Cultural Groups

Domains' conversion
Number*
Per cent*

Yes
9
45.0%

Sometimes
2
10.0%

No
7
35.0%

Unsure
2
10.0%

Total
20
100.0%

*
Includes only those interviewees who had responded that they spoke a language other than English

7.3
The Beta and 15a Options

The following two sections describe both the Beta Option and Option 15a in relation to the baseline for measurement (Section 7.3.1) and the Extent of Participation Qualifiers (Section 7.3.2).  Section 7.3.3 describes the participants preferences.  The quantitative summary for these three areas is summarised in Table 10 and these data are re-presented in relevant sections of the text.  Data for this summary was drawn from the telephone interviews of the sub-set of interviewees (n=30) and the focus group participants (n=23) who worked with the case vignettes
.

Table 10
Beta and 15a Options, Views Regarding Each Option

Issue
Response
Option 15a

Beta Option




Number
Per cent
Number
Per cent

Appropriateness of the 
Positive
12
40.0%
8
26.7%

baseline measure
Some concerns
9
30.0%
9
30.0%


Negative
8
26.7%
12
40.0%


Missing
1
3.3%
1
3.3%


Total
30
100%
30
100.0%

Appropriateness of the 
Positive
8
26.7%
10
33.3%

coding framework
Some concerns
15
50.0%
12
40.0%


Negative
7
23.3%
8
26.7%


Total
30
100%
30
100%

Views on definitions applied 
Positive
8
26.7%
10
33.3%

to each code
Some concerns
13
43.3%
11
36.7%


Negative
7
23.3%
9
30.0%


Missing
2
6.7%




Total
30
100%
30
100%

7.3.1
The Baselines for Measurement
There was a clear and positive preference for the Option 15a baseline.

Table 11
Beta and 15a Options, Views Regarding Baseline

Issue
Response
Option 15a

Beta Option




Number
Per cent
Number
Per cent

Appropriateness of the 
Positive
12
40.0%
8
26.7%

baseline measure
Some concerns
9
30.0%
9
30.0%


Negative
8
26.7%
12
40.0%


Missing
1
3.3%
1
3.3%


Total
30
100%
30
100.0%

Option 15a and the Beta Option used different baselines in their Extent of Participation Qualifiers.  The baseline in Option 15a being the judgement by the person with a disability against their own goals.  In the Beta Option the baseline is varyingly specified within the definitions applied to each qualifier.

Forty per cent of the interviewees expressed a positive view of the Option 15a baseline and 26.7% expressed a positive view of the Beta Option baseline (Table 11).  Similarly, while a substantial minority (26.7%) were negative about the Option 15a baseline, 40% of the interviewees were negative about the Beta Option baseline (Table 11).  The comments followed a similar pattern to the coded responses, with Option 15a attracting a higher proportion of the positive remarks than did the Beta Option (for sample comments, see Table 12).

Table 12
Beta and 15a Options, Sample Comments on Options' Baseline

View
Sample Comments



Option 15a
Beta Option

Positive
•
Makes a nice change to have consumers needs considered (#13)

•
Gives value to what the person is wanting to achieve (#18)

•
A significant improvement on what we had in the past, reflective of current trends and legislation (#115)
•
More appropriate not having it consumer focussed (#132)

•
Appears to be an external baseline, more room for objective measurement, would be easier to compare needs between groups of people using this option (#164)

Negative
•
Can't use with demented clients or people who lack insight, ABI etc (#134 and FG2)

•
Due to poverty of experience people can have very low expectations (FG1)

•
Has inherent validity but no objective validity (#98)
•
Had a difficult time understanding the Beta Option, and hard to determine what the baseline is (#55)

•
Baseline needs to be specified, is it client focussed or the judgement of the service provider (#29)

•
Indicates that someone else is doing the assessment which runs the risk of rater bias (#34)

The support for Option 15a related largely to its focus on the person with a disability as the judge of their level of participation against their goals.  Focus group and interviewee participants in favour of Option 15a remarked on their satisfaction with the person themselves being in the role of judge or evaluator.  This focus was seen to be consistent with developments in the recognition of people with disabilities as informed and autonomous individuals.  Concerns about using the person's judgements related to, in the main, those people who by virtue of their circumstances (for example, poverty of life experience) or their condition (for example, acquired brain injury, Alzheimer's disease) may make less reliable judgements about their participation.  While this concern is legitimate it would seem, to the author, to be most unfortunate to reject Option 15a on the basis of the minority situation of people who make less reliable judgements.  The addition of a note to the Qualifiers regarding people less able to make reliable judgements because of their underlying disorder or life experience seems a more appropriate solution.

In the same vein, the Beta Option was criticised for its lack of consideration of the person's goals.  A focus group participant who was a person with a disability suggested that, in the absence of a focus on the person's goals, gaps in the community service and disability service systems could be masked by the rating 'No participation' when the person might wish to participate in a given area but not like or want what is being offered in that area.  

The clarity and consistency of the baseline in Option 15a also led a number of participants in Focus Group Two to comment that 15a was easier to use.

Those participants who preferred the Beta Option spoke of the potential for ratings to be more 'objective', particularly in comparisons of different participation levels across different groups.  Participants in Focus Group Two who preferred the Beta Option emphasised this point.

It is the author's impression that people with a research background tended to prefer the Beta Option baseline, as more objective, whereas those involved in the service sector (providers, consumers, advocates) tended to prefer the 15a baseline as more in keeping with developments in the disability sector.

7.3.2
The Extent of Participation Qualifiers and Their Definitions
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.

There was a remarkably similar spread of positive, negative and neutral responses to both Option 15a and Beta Option Extent of Participation Qualifiers from interviewees (Table 13).

Table 13
Views Regarding Qualifiers and their Definitions

Issue
Response
Option 15a

Beta Option




Number
Per cent
Number
Per cent

Appropriateness of the 
Positive
8
26.7%
10
33.3%

coding framework
Some concerns
15
50.0%
12
40.0%


Negative
7
23.3%
8
26.7%


Total
30
100%
30
100%

Views on definitions applied 
Positive
8
26.7%
10
33.3%

to each code
Some concerns
13
43.3%
11
36.7%


Negative
7
23.3%
9
30.0%


Missing
2
6.7%




Total
30
100%
30
100%

Both options use continuous codes, from Level Zero to Level Three, for coding and exclusion codes of Seven (Beta Option only), Eight and Nine (both Options).  This approach attracted criticism for what were seen to be 'missing numbers' between Extent of Participation Qualifiers 'Three' and 'Seven' or 'Eight and Nine'.  Participants felt this 'jump' brought unnecessary confusion to the coding system and case vignette coding.  Participants would have preferred a continuous system.

Focus Group Two, completed case vignettes (n=11) with eight separate coding exercises, (four Participation domains times two coding exercises per domain) described, in the main, Option 15a Extent of Participation Qualifiers as easier to use.

Concerns expressed about Extent of Participation Option 15a Qualifiers included:

•
Qualifier Zero (Full Participation)


A few focus group members expressed a preference for a more expanded definition, with one member asking, by way of example, how one defines 'Full Participation at a party'?  It may be that the addition of reference to the person's goals would serve to overcome this concern.

•
Qualifier One (Participation with restrictions)


Some focus group members were concerned that this might be too large and therefore insufficiently specific.  They supported a suggestion that Qualifier One be split into two codes to reflect 'some' restriction or 'substantial' restriction (note, approximately six interviewees expressed a similar concern).  

•
Qualifier Two (No participation - participation desired).


The use of the term 'health condition' in Qualifier Two caused comment.  Focus group participants expressed a preference for the term 'impairment'.  They commented that a person with a disability may or may not have a health condition and that the issue is the impairment, consequent to the underlying disorder or disease, not a health condition.  Again, interviewees also drew attention to this issue.

Fewer of the focus group participants, completing the case vignette exercises, preferred the Beta Option Qualifiers.  The inclusion of 'At risk Participation' was seen to be an advantage and to strengthen the Beta Option.  For this code to work well the fact of the coding being a 'snap-shot in time' had to be made clear to participants.  Some participants were struggling with how to use this code in the presence of a degenerative condition where what is currently, for example, full participation might six months or a week from now be 'At risk Participation' or 'No Participation'.  Setting a 'snap-shot in time' framework seemed to assist these participants.  Participants felt that the definition for Qualifier One was poorly worded.

•
Qualifier Three (No participation)


Focus group participants were critical of 'No participation'.  They felt that the meaning was unclear; for example, asking 'Does this mean that the person is in bed, unconscious?'

•
Qualifier Seven (Not expected)


The potential for Qualifier Seven (Not expected) being used to justify a lack of Participation in environments where people with disabilities are not expected to participate by virtue of the disability and the views that the community holds about disability.  Comments in relation to this included 'Allows assessors to make value judgements which may not be valid' (#29), 'Could introduce bias by the assessor according to their own age, gender, culture etc' (#56) and 'Not sure that not expected does not give the service provider an excuse not to facilitate Participation in a particular area' (#59).

•
Qualifiers Seven, Eight and Nine


The extent of overlap and lack of discrimination between Qualifiers Seven ('Not Expected'), Eight ('Not Determined) and Nine (Not Applicable) attracted comment.  One focus group participant (FG2) noted that the WHO provided example in Qualifier Nine ('for example, Participation in university education for an infant is not expected') fitted equally well as an example for Qualifier Seven.  Indeed, it is interesting to note that in the example for Qualifier Nine (Beta Manual, p.183) the words 'not expected' appear (Qualifier Seven).

7.3.3
Preferred Option: Beta or 15a
Despite an equal preference split between Option 15a and the Beta Option, on a direct question, Option 15a, when the earlier comments are considered, seemed to be the preferred Option.

After working through questions relating to the two Options, interviewees were asked to nominate their preferred Option.  Table 14 summarises their responses.

Table 14
Preferred Coding Option: 15a or Beta

Possible responses
Number
Per cent

Prefer Option 15a
11
36.7%

Prefer Beta Option
11
36.7%

Both models seem equally appropriate
2
6.7%

Dissatisfied with both models such that no preference
4
13.2%

Other or no comment
2
6.7%

Total
30
100.0%

Both Option 15a and Beta were chosen by approximately one-third of the interviewees as the preferred option.  Nearly one-fifth had no preference, saying that either both options were acceptable or neither of them was acceptable.

To determine which might be the most appropriate option it is necessary to return to the earlier materials regarding both options.  In summary:

•
Although it was the author's impression that researchers tended to favour the Beta Option baselines for their objectivity, there was a clear and positive preference expressed by interviewees generally for the Option 15a baseline (the judgement of a person with a disability against their own goals);

•
Amongst Focus Group Two participants 15a was regarded, in the main, as easier to use;

•
Interviewees and Focus Group Two members raised fewer areas of concern with the Option 15a Extent of Participation Qualifiers than was the case for the Beta Option Extent of Participation Qualifiers.

In an effort to see if people who self identified as a person with a disability held views different from those who did not self identify as someone with a disability, cross tabulations were used with option preference and self identification of disability variables employed.  With low numbers in some of the cells, the results must be interpreted cautiously.  There seemed to be a preference for Option 15a by people who self identified as a person with a disability (2=15.642, df=4, p<.004).

Therefore, on the basis of all of the above, it is suggested that Option 15a is the more preferred option but it is noted that the Qualifiers do require further work.

7.4
Facilitator/Barrier Qualifier

Data for this summary was drawn from the telephone interviews of the sub-set of interviewees (n=30) and the focus group participants (n=23).

7.4.1
Coding Model: Using Extent of Participation and Contextual Factors
The Participation coding model using both Extent of Participation and the concept of Facilitators and Barriers was positively regarded.

In this group there was a clear and positive regard for the Participation coding model using both extent of Participation and the recording of the Contextual Factors as Facilitators or Barriers (Table 15 and Figure 2).  Eighty per cent of the interviewees were positive about this approach with those who relayed additional comments expressing positive remarks; for example, 'Extent is fairly obvious and easy to report' (#8) and 'Encapsulates the framework from both a functional and environmental point of view (#17).

In the focus groups, there was an acceptance of this model, that is coding of Extent of Participation and the impact of Contextual Factors, as a Facilitator or Barrier, on a particular Participation coding.  Participants in Focus Group 2 discussed alternative models (for example, four dimensions of need; comparative need, normative need, self need and expressed need) but there was no consensus as to a suitable alternative model.

Table 15
Views as to the Coding Model (Extent of Participation and Facilitators and Barriers)

Views on extent and contextual factors coding model
Number*
Per cent*

Very negative
2
6.7%

Negative
1
3.3%

Undecided
3
10.0%

Positive
16
53.3%

Very positive
8
26.7%

Total
30
100.0%

Figure 2
Views as to the Coding Model (Extent of Participation and Facilitators and Barriers)
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7.4.2
Facilitator and Barrier Responses
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.

The Contextual Factors (for example, products, tools and consumables, personal support and assistance, social, economic and political institutions) are used with the Extent of Participation Qualifiers to record factors that are responsible for the recorded Extent of Participation.  The Contextual Factors can be coded as:

•
A Facilitator, being a Contextual Factor that is helping the person to participate at the current level; or,

•
A Barrier, being a Contextual Factor that limits the ability of people to participate and needs alteration or greater supply.

Participants in Focus Group One particularly discussed the coding of the Facilitators and Barriers; their remarks were supported by the briefer discussions in Focus Group Two.  Participants in both groups understood and were comfortable with the idea of Facilitators and Barriers to Participation.

In general, people found it easier to code Barriers rather than Facilitators and noted that the model did not reflect the fragile nature of the Facilitators.  Participants who used as their case vignettes people with multiple disabilities (for example, post polio and visual impairment) experienced some difficulties with items that might be a Facilitator in relation to one impairment and a Barrier in relation to the other impairment.  In a similar vein, some focus group participants commented that the Facilitator/Barrier categories were so broad that it was difficult to make a decision, in some instances, as one category could be both a Facilitator or Barrier.  Participants were also concerned that while something might be a Facilitator (for example, personal care assistance), it may also be a Barrier in that the way in which it was provided still limited the individual's participation.  While it may be tempting to add a 'Neutral' code to deal with circumstances where items may be both Facilitators and Barriers, it was the author's impression that such a code would run the risk of over use and therefore lack discrimination.

In coding items as Facilitators or Barriers, the question of time frames was raised; participants asked were they coding these items over the past six months, month, week etc.  In particular this question was raised where the fluctuating nature of some people's conditions (for example, various arthritis, multiple sclerosis, some psychiatric conditions) meant that an item could move between Barrier and Facilitator in a short space of time.  Clarification of the time frame would be therefore be useful.

7.5
Suggested Improvements

In relation to the issues raised above the following have been developed, or drawn directly, from participants comments:

•
That the potential for the re-conceptualisation of 'Handicap' as 'Participation' to place responsibility for participation by the individual with a disability be addressed throughout, perhaps via 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).

•
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 7.2.3).

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

•
That in Option 15a, the developed instructions include consideration of 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, Nine either be eliminated or the layout addressed so 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 or a substantial amount of restriction (refer Section 7.3.2).

•
That in the Beta Option, the confusion 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 and that 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 safety behaviours put themselves and/or others at risk and people acutely ill with psychiatric and related conditions (refer Section 7.3.2).

7.6
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 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).

•
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 a disability.

Conclusion

This paper has reported on responses to the Participation Construct and Options 15a and Beta by people with an interest in disabilities, other than intellectual disabilities, from across Australia.  Individual interviews, focus groups and a Review Workshop were used to collect the data reported and refine the report.  The work was funded by the Australian Institute of Health and Welfare.  Conclusions are drawn in relation to the Participation Construct and Option 15a and Beta Option.  The author would be happy to further discuss the contents of this paper at your convenience.

Maree Dyson

B.App.Sc.(O.T.), Grad.Dip.(Erg), Grad.Dip.(Bus.Mgt), Cert.Q.A
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appendices

1
Participant Information, Attachments 1 - 4

•
An overview of the revision process to date

•
The preferred term: handicap or Participation?

•
Describing Participation: domains, qualifiers and categories

•
Describing Participation

2
Individual interviewee study description

•
Participation construct

•
Participation coding

3
letters to focus group participants

4
telephone interviews

•
Participation construct

•
Participation coding

5
coding exercise focus group 2

•
Background for coding exercises, case vignettes

•
Beta and 15a coding exercises

•
Coding of contextual factors

�	The Review Workshop was comprised of the Disability Data Reference Advisory Group (DDRAG) of the Australian Institute of Health and Welfare (AIHW) and key representatives of Government Departments.


�	As discussed in Section 3, the Sydney focus group undertook a basic coding exercise, whereas the Melbourne group completed a more extensive and detailed exercise. 
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