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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.


2. INTRODUCTION

The International Classification of Impairments, Disabilities and Handicaps (ICIDH) formulated by the World Health Organisation in 1980, has been the subject of an international review.  The purpose of the review is to develop a model and classification system that reflects contemporary understanding of health and disability.  Australia has been represented in this review by the Australian Institute of Health and Welfare (AIHW) (ie. the Australian Collaborating Centre).  

The developing system has been labeled the ICIDH-2 and incorporates many significant changes from the original.  These significant changes are reflected in the change of terminology to the International Classification of Impairments, Activities and Participation, and increase in complexity within each of these dimensions and the addition of a fourth, Contextual Factors.  The system has an over-arching term of Disablements and prefaces each dimension with the phrase in the context of the health condition.
With the possible exception of “impairments”, the other dimensions are designed to be neutral in tone.  A person with a disability, however, is likely to demonstrate an “activity limitation” and/or experience a “participation restriction”.  

An “alpha” version of the revised classification was released by WHO in 1996 with a request that collaborating centres provide feedback.  The AIHW, on the basis of discussions with the Australian Disability Data Reference and Advisory Group (DDRAG), other experts and work by the Institute, provided a response to the “alpha” version with particular emphasis on the development of the Participation (P) dimension, including the development of “qualifiers”.  

The “alpha” version has, logically, led to the “beta” version and materials for international field trials of the various aspects of the system.  The AIHW, as the Australian Collaborating Centre has undertaken to trial several components of the ICIDH-2, including is applicability to people with an intellectual disability in Australia.  This trial, conducted by the Centre for Developmental Disability Studies (CDDS), was to have particular focus on the P dimension and its proposed qualifiers -- so-called “Option 15” of the trial.  The trial also recognises that the population of people with an intellectual disability is the largest single disability group receiving CSDA
 support services in Australia.
 

The revision of the ICIDH is especially timely for Australian policy development and service delivery in the area of disability.  Since the enactment of the Commonwealth Disability Services Act of 1986, and subsequent State Acts, there has been significant increase in the degree to which people with disabilities have participated in the general life of the community.  Accompanying this development there has been a significant shift from a predominantly medically-based concept of disability to more socially driven conceptualisations in which an emphasis is placed on the interaction of the person’s impairment/disability with environmental factors.  

This development has also led to greater emphasis being placed upon the levels of support a person with a disability requires to function effectively in the community rather than the nature and/or the level of disability per se.

In attempting to establish reliable national data bases on disability, Australia has, in recent years, used the classification of impairments, disability and handicap in various national surveys.  There remains, however, considerable variation in the definition of disability in Australia which jeopardises consistency in the data gathered across Australia
.  However, with increasing focus on the changes in the way we view disability, there is a need to refine the collection of reliable data on the “support” needs of people with a disability.  The revision of the ICIDH, with its replacement of the “handicap” dimension with “participation” is therefore of particular significance.  

2.1 OBJECTIVES OF THE PROJECT

CDDS was contracted to complete the following tasks:

To provide a representative group of key participants in the area of intellectual disability services with sufficient background material on the ICIDH-2 (Beta version) to allow for informed comment and suggestions on key elements, especially those related to the Participation dimension and associated qualifiers;

To inform an Australian assessment of the ICIDH-2 in terms of its potential use as a cornerstone for achieving greater national uniformity in disability data, and for underpinning a new national Community Services Data Dictionary;

To assess all proposed qualifiers for the P dimension, remembering that the ABS notion of “severe” or “profound” handicap has been a useful concept in Australia because of its statistical stability and its relevance to disability support services;

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

To record general comments on the ICIDH-2, even where the comments are not specific to the area of intellectual disability.

2.2 OPTION 15 - PARTICIPATION QUALIFIERS

The Beta-1 draft defines participation as:

... the nature and extent of a person’s involvement in life situations in relation to Impairments, Activities, Health Conditions and Contextual Factors.  Participation may be restricted in nature, duration and quality.
“The P dimension deals with social phenomena.  It represents the consequences of health conditions at society level in terms of participation in various domains, the person’s degree of participation, and society’s response in either facilitating or hindering that participation.  It refers to the complete lived experience of people with health conditions in the actual context in which they live.  This includes the environmental factors - physical, social and the attitudinal world.”

The Beta-1 draft includes two qualifiers for the Participation dimension: “extent of participation” and “contextual facilitator/barrier”.  However, based on other developmental work during drafting, the North American and Australian (AIHW) Collaborating Centres suggested the inclusion of an additional three qualifiers and, subsequently, the AIHW requested inclusion of a sixth (“satisfaction with choice/control”) for the current trial.  The six qualifiers for the P dimension tested by CDDS are described over the page in Table 1.

Table 1: Descriptions of Six Qualifiers for Current Trial

Extent of participation;


“Extent” and “degree” of participation.  Judge should take into account the person’s goals, activity limitations, cultural expectations, UN rules and other aspects of the environment.



Satisfaction with the outcome of participation;


Addresses “quality/quantity” and “extent” of participation.  Refers to empowerment and the person setting their own goals and making decisions.  Provides an indicator of unmet need.



Satisfaction with the level of choice/control over participation;


Refers to empowerment and the person setting their own goals and making decisions.  Provides an indicator of unmet need.



Satisfaction with the manner/difficulty of participation;


“Manner” of participation and the issue of “difficulty” is implied.  Refers to empowerment and the person setting their own goals and making decisions.



Contextual facilitators of, and barriers to participation;


“Nature” and “manner” of participation. Reinforces conceptual basis of P and articulates link with Contextual Factors.  Recognises that the environment / context may need to change.  Capable of highlighting areas requiring attention.



Personal support needed for participation.


Addresses “nature” and “manner” of participation.  Well recognised concept in disability services and key factor in 9th revision of AAMR definition. 



The purpose of this testing is to identify the key qualifiers for the P dimension.  The methodology specified includes focus group interviews and mini case studies.  

2.3 COMMENTS ON ICIDH-2

The trial conducted by CDDS also included stakeholders’ views on the entire ICIDH-2.  Feedback was gained in two main ways.  

To canvas views on the P dimension, it is necessary to describe and discuss the rationale, model and the other dimensions of the ICIDH-2.  Participants’ views were captured during these discussions.  



Views were surveyed using a modified Field Trial Feedback Form (ie. Concept Evaluation).

2.4 CONSULTATIONS

Consultations were conducted with various stakeholders in the field of intellectual disability as follows:

self advocates
advocates and families

professionals, academics/researchers
policy makers and data generators/users

government and non-government service providers
government data generators/users

Table 2: List of Consultative Activities and Participants
Activity
Participant Profile
Number
Date

Information / Feedback Sessions

(Brisbane)
Held at the National Conference of the Australian Society for the Study of Intellectual Disability (ASSID).  Two sessions held with delegates (professionals, academics/researchers and service providers).


40 


September 1997

Focus Group

(Sydney)


Self advocates
11
November 1997

Focus Group

(Sydney)


Families, advocates
6
December 1997

Focus Group

(Melbourne)
Government/non-government service providers, academics/researchers, policy makers.


12
December 1997

Workshop

(Adelaide)
Government agencies/policy makers, researchers/ academics, professionals.


15
February 1998

Workshop

(Adelaide)


Families, advocates, service providers.
19
February 1998

Workshop

(Sydney)


Self advocates, advocates, families
9
February 1998

Workshop

(Sydney)


Service providers, professionals, government and non-government service providers, academics/researchers.
36
March 1998

Workshop

(Canberra)


Commonwealth Government agencies (data generators/ users)
17
March 1998

Workshop

(Sydney)


Therapists
14
May

1998

Concept Evaluation
Professionals, academics/researchers, non-government providers, government agencies/policy makers.


18
January to May

1998

Consultative Group Feedback
Professionals, academics/researchers, non-government providers, government agencies/policy makers.


20
comments on draft report

2.4.1 Consultation Formats

As can be seen in Table 1, there were several formats for information gathering during the trial.  Their various purposes are set out in Table 3.

Table 3: Consultation Activities

Activity
Purpose

Information Sessions
To present information about the ICIDH-2 to interested delegates at the conference; 

Receive feedback about the appropriateness of the classification for people with an intellectual disability in Australia (with a particular emphasis on the P dimension); and

Enlist attendees to join a consultative group for the project.



Focus Groups
Half-day duration;

Designed to be appropriate to participants;

Provide information about the ICIDH-2; and

Receive feedback about the appropriateness of the classification for people with an intellectual disability in Australia (with a particular emphasis on the P dimension).



Workshops

Full-day;

Presentation and feedback as per focus groups;

Application of P qualifiers to mini case studies.



Concept Evaluation
Feedback on the ICIDH-2 based on the Field Trial Feedback Form. (Responses from individuals in response to survey.)



Consultative Group
To provide comment on various aspects of the project, in particular the draft report.



2.4.2 Comments On Findings

Findings for the Concept Evaluation group are reported in the next Section (3), followed by those for the Information Sessions, Focus Groups and Workshops (Section 4).  As there was substantial overlap in feedback between groups (ie Information Sessions, Focus Groups and Workshops), these findings are, in general, pooled around themes.  However, feedback that is particular to a particular group (eg self-advocates) is highlighted.  

The two essential differences between Focus Groups and Workshops were: 1) Workshops had more time to consider the ICIDH-2; and 2) participants applied P Qualifiers to mini case studies.  Comments generated through the mini case studies will be described separately.

3. FINDINGS - CONCEPT EVALUATION

Concept Evaluation used a modified Field Trial Feedback form to better elicit responses in the Australian context and for people with an intellectual disability.  The form used for this trial is shown in Appendix 2.

3.1 GENERAL FEEDBACK

(18 Respondents)




1. How do rate the need for an ICIDH?
Moderate 13
Important 4
Extreme 2

Some comments indicate that the need is related to intended use (see Q. 2).



2. Rate areas of application:
All applications were supported with statistical, management and research applications being favoured.  Responses were coded 1 to 4 (from “should not be used” to “should always be used) and arithmetic means calculated.  (2 = “should sometimes be used”; 3 = “should often be used”)




Statistical
3.24
Management 
3.06


Research
3.31
Clinical care
2.71


Social policy
2.94
Education
2.70

3. The ICIDH-2 is a meaningful way to structure “disablement” phenomena:
Most respondents agreed with this statement.  

Coding from “strongly disagree” as 1 and “strongly agree” 4, the mean was 3.1 (“agree”).



4. Is the level of detail appropriate (given multiple levels of use)?
Responses were spread from “definitely not enough detail” (2) to “too detailed” (3), perhaps reflecting the multiple uses of ICIDH-2.  The mean was 2.71 (mode = 3, “enough detail”).



5. Field or specialty is adequately covered in ICIDH-2?
Mean = 2.8 (mode 3 = “agree”).  Responses were spread across all categories.
Comments:

Too complex to use -- maybe for research, but not for clinical -- concept is good but gets lost in detail.

I have great problems with “impairment” (as loss or abnormality of body part) -- does not apply to people with intellectual disability.

My comments are based on perceived face validity -- can’t tell if it will be useful without actual trials.

I like the concept of “disablement” I am reserved about the word.

Not everyone has got used to the original classification (ICIDH - 1980), so they don’t need to unlearn it.

Depends on the purpose to which it is applied -- no tool could serve all the purposes (suggested in Q 2).



6. Does the ICIDH Beta version meet the following criteria?
Coded from 1 “does not meet criterion at all” to 4 “definitely meets criterion”.  Means are reported.

All scores except one (“meaningful in daily practice” - 5) fall in the range of “somewhat meets criterion” (2). (3 = “probably meets criterion”)  Strongest responses were for Congruence with WHO classifications; applicability across sectors and disciplines; and comprehensiveness.  Simplicity was the second lowest score.




1.  Cultural sensitivity
2.40


2.  Applicable across disciplines
2.63


3.  Applicable across sectors
2.65


4.  Simplicity
2.00


5.  Meaningful in daily practice 
1.76


6.  Meaningful in (structuring) daily practice
2.18


7.  Comprehensiveness
2.61


8.  Clarity
2.50


9.  Flexibility
2.56


10  Acceptable to professionals
2.28


11. Acceptable to consumers
2.38


12. Congruence with WHO classifications
2.83


Comments:

Cultural sensitivity: (sensitive to cultural variability)
Highly complex area -- especially in Australia which is multi-cultural (over 150 nationalities, let alone cultural backgrounds);

This is incredibly important.

Seems to acknowledge a variety of cultural expectations.

Looks to have a Western bias.


Applicability across disciplines: (different health disciplines)
Possibly a very broad scope.

Yes, finally good to be looking at functionality.

Core elements seem relevant to a variety of disciplines.

Not useful to intellectual disability professionals unless impairment is changes (too medical).

Medicos will have difficulty with the detail in the P Dimension.




Applicability across sectors: (broad enough to serve multiple purposes required by different sectors)
Yes, but too broad to be meaningful

At a general level would be relevant to policy planners, service gatekeepers and for comment between professionals.

Can’t serve all the purposes it claims to.



6. Does the ICIDH Beta version meet the following criteria? (continued)
Simplicity: (simple enough to be used by different health professionals in practice)
At a basic level, yes, but fraught with difficulty in interpretation and by needing proxies to complete information.

Simple, yes, but not particularly clear and defined.  Room for lots of ambiguity.

Too detailed, too long, too complex.




Meaningful in daily practice: (of different health professionals)
Too broad to be meaningful to any one profession.

Meaningful but may not be easy to use.

Use needs to be standardised.




Comprehensiveness: (to be used by different health professionals)
Overall, yes. but would need comprehensive training.




Clarity: (clearly defined conceptual framework)
Still not clear what the outcomes will be.

Rather complex -- needs training and study.

Framework is clear -- how to use the qualifiers is not.

Some overlapping concepts.

Too complex -- definitions are different from common usage.




Flexibility: (a central core to which additions can be made in a flexible manner)
Not in its present form.

Not sure how this would work.




Acceptability to professionals: (working in disability around the world)

Lots of training regarding different values.

Too much room for ambiguity and error.



Acceptability to consumers: (and care givers in disability)

Many will have problems with labels.

Concept of impairments is problematic.

It will be because it looks at what people do rather than “normal” expectations.

Framework maintains medical model -- I object to the phrase “intellectual impairment”.

Not acceptable or accessible.

May be more acceptable in terminology.


3.2 CONCEPTUAL ISSUES

(18 Respondents)



7. Disablement is an acceptable umbrella term.


Agree
          16
Disagree
1
No Response
1


Comment:

It just sounds odd because it isn’t colloquial.


8. Which of the following consequences should the ICIDH deal with?





Diseases


18
Disorders

17


Injury & trauma

18
Other health conditions
10


Ageing


12
Pregnancy

6


Genetic disposition
9
Stress


2


Violence

1



Other/comments:

Unsure of some of the categories (eg. genetic disposition).

Short-lived communicable conditions vs chronic and non-communicable conditions?

Some of these are culturally determined (eg. violence, stress).

The line must be drawn somewhere otherwise 95% of the population can be pushed into categories of disablement when in fact it is more a part of the life-cycle than a valid disability.

Ageing in relation to diseases/disorders only, not as a separate section.



9. How do you understand the term consequence?
causal

12

temporal

11
associated with

12






10. “Consequences” is misleading and should be deleted:
yes

4
no

11



Suggestions:

Associated effects

Corollary



11. Should the ICIDH include a list of environmental and personal factors regarding disablements?
Environmental Factors

Yes

16

No

2
Personal Factors

Yes

13

No

5





12. Should environmental and personal factors be a fourth dimension of the classification?
Yes

11
No

6
Maybe

1






13. If it should include personal factors, should it include the following?





Age



16
Sex



15


Education

13
Personal: assets & traits
8


Genetic risk/predis.
7
Life style

8


Coping style

8
Upbringing etc.

9


Overall behaviour/charac.
9



Other/comments:



Dependence on others to conduct daily activities.

Ability to make an informed decision.

The inclusion of personal factors would seem to return the ICIDH to a blame/causal model of participation limitation rather than a socio-cultural model.

How this could be achieved ethically and practically is another matter.

It depends on who is going to use the data.

It becomes so complex -- coping style, character style -- how are these going to be assessed?



14. Should contextual factors be a descriptor of I, A & P?
Yes

12
No

6







15. Comment on four basic definitions:
Impairment:
Negative word

Activity:

Awkward use of the word -- why not “functional performance”?

Term too easily confused with generally understood meaning of the word in the community.

Participation:

Do not like “in relation to Impairments, Activities, Health Conditions and Contextual Factors.

Contextual Factors:

Personal factors should be acknowledged but dropped from the classification system.

Definition too complex.

General:

They are an improvement on earlier definitions - richer.  However, this richness leads to greater complexity in classification -- so its a trade-off.

This is a great attempt and fits Australia’s service delivery philosophy.



16. Do you agree with the definition of “abnormality”?
Yes

12
No

5



Comments:

Could try “atypical” - “normal” is very broad.

“Abnormality” is very blunt and often unacceptable and outdated -- how about “significant difference” or “significant variation”?

Problematic for intellectual disability -- however, classifying intellectual development and function under function seems quite appropriate.

What is a norm? -- Too many measurement problems (eg. the million or so books on IQ, or the meaning of madness) -- how about difference?



17. In participation, every item is prefaced with “participation in ..”, do you agree?
Yes

16
No

1







18. Do you agree with change of title?
Yes

14
No

1



Comments:

Title is complex but descriptive.

Activities and Participation are not being classified as suggested.

International Classification of Disablements: A Manual of Dimensions of Impairment, Activities and Participation.

Contextual Factors is a dimension and not mentioned.

Focus on positive aspects is good.

Changing the terminology will not stop the stigma.

Find a substitute for Impairments.

“A Manual of Dimensions in Disablement and Functioning”.



3.3 FROM AN AUSTRALIAN PERSPECTIVE
.

(10 Respondents)



1. Does the ICIDH-2 provide a useful framework for Australian statistical and administrative definitions and data collections?
Summary of Responses:

Generally agree that a useful statistical tool at this level.

Comments:
As a statistical tool, I’m sure it will do a good job, but to lay people and many professionals it may mean nothing at all.

I repeat that the Impairment dimension is flawed, especially for people with an intellectual disability.

Sub-sections of each dimension should provide adequate information for policy makers and service providers.



2. Do the four concepts (dimensions) work in the disability field, especially for people with a disability?
Summary of Responses:

A range of responses indicating reservations regarding this question.  Tacit agreement that ICIDH-2 has potential to work.

Comments:

They are useful for service providers but of limited use for individual people because: a) they do not predict need; and b) they do not identify necessary individual supports.

Yes, but with the proviso of appropriate training of professionals across a range of services.

I believe the differences between Activity and Participation are too sophisticated to catch on.

They are useful concepts for teaching/education/training.



3. Does the inclusion of the preamble in the context of the health condition widen or narrow the scope of the ICIDH-2?  


Is the effect desired?
Summary of Responses:

Most respondents stated that it would narrow the scope.

Comments:

It widens the scope sufficiently and importantly.

Narrows the interpretation/applicability in relation to intellectual disability as this is not a health condition.

Narrows the scope, which is probably good for statistical purposes.

The diagram (fig. 2, p. 12 of the Beta-1 draft) is at odds with the views expressed in 4.2 Preamble.  Consequently, it is narrowing and undesirable.



4. Are the participation domains or handicap “survival roles” preferred and why?
Summary of Responses:

General agreement that participation domains are preferred.

Comments:

Participation domains - yes - they cover more inclusively aspects of daily life and societal involvement in ways that can be specifically described.

Sensitive to complex interactions between people and their physical/social contexts.

Easier to have qualifiers for participation.



5. Which are the preferred words in Australia: “handicap” or “participation (restriction)”, and “disability” or “activity limitation”?
Summary of Responses:

Most respondents preferred “participation (restriction)” and “activity (limitation)”, there was some support, however in retaining “disability”.

Comments:

Disability is a single word that is easily used in an adjectival phrase, such as “person with a disability”.

I prefer “participation” and “activity”, but I’m not completely comfortable with them.



6. Is the term “disablement” recognised and useful in Australia as a word for the overall process?
Summary of Responses:

Some agreement that it is a useful word and concept, but is strange in the Australian context.

Comments:

The word in interpretable, but I haven’t heard it used until now.

Useful word that avoids some of the fuzziness.

Not yet, but its a good word and concept.

This seems an appropriate umbrella term and would be widely accepted in Australia.



7. Is “disability” likely to remain the general all-encompassing term that can be exchanged for impairment, activity (limitation) or participation (restriction)?


Summary of Responses:

It was agreed that this will be the case.

Comments:

I’d guess so - disability has gained wide acceptance, including among consumers and families.   I’d be very surprised to see “activity limitation” become common-place.

Yes, but we’ve been tangling up concepts for so long now.



8. Is “person with a disability” likely to remain the preferred general term?
Summary of Responses:

General agreement that the term will remain.

Comments:

Yes, the phrase describes the person first and then their disability.

Its hard to imagine “a person with a participation restriction”, but who knows?



9. Are the four key concepts in the draft ICIDH-2 meaningful in Australia and represent the key conceptual building blocks with which we think about disability.


Summary of Responses:

General agreement that the four concepts are meaningful and form conceptual building blocks, or could be in the future.

Comments:

The key concepts are ok.

Not yet, I think we can say that an interesting new way of thinking has been proposed -- give it a few years.



10 Are the terms impairment, activity (limitation), participation (restriction) and contextual or environmental factors ok?
Summary of Responses:

Some agreement that terms are ok.  Reservations expressed about impairment, activity and contextual factors.

Comments:

Yes, with reservation about contextual/environmental factors.

Yes, with the rider about activity limitation -- not used in commonsense manner.

Impairment is decidedly not ok with regard to people with an intellectual disability -- the rest are ok-ish.



3.4 PARTICIPATION QUALIFIERS

(18 Respondents)



1. Is “satisfaction with participation” a useful qualifier of participation?
Summary of Responses:

General support for this qualifier.

Comments:

Yes, presumably the qualifier would relate to the issue of relevance to the person, as well as the manner and outcome of satisfaction.

Should be included in line with UN Equalization of Opportunities principle so that process and outcome measures can be obtained.

Satisfaction is like quality -- it is in the eye of the beholder and can be quite variable.



2. Which are the two or three least useful qualifiers and why?
Summary of Responses:

Respondents stated that all qualifiers are useful.  However, those identified as least preferred were: extent, manner and contextual facilitator/barrier.

Comments:

Contextual facilitator/barrier because these will change over time (eg by personal support or assistance).

Manner and outcome could be collapsed to one qualifier.

Extent seems to be conceptually dense.

Extent of participation is too hard.

Extent of participation -- I don’t like it as much because it appears that someone else would make this judgement and may not accurately reflect the person’s view.

3. How can the “extent of participation” in relation to “norms” be judged for any one person?
Summary of Responses:

Respondents agreed that this is problematic.

Comments:

Exactly! This is why I don’t like it -- I don’t think it means a lot in itself.

It verges on unmeasurable.

With great difficulty, unless specified criteria are listed to guide the assessor -- thus criterion-referenced data need to be developed.

I have no idea.  What are “normal” limits to extent of participation?  Seems to involve values/beliefs rather than socio/cultural factors.



4. Does the use of “difficulty” and “assistance” to qualify both activity and participation cause confusion, or is there distinction?
Summary of Responses:

Most thought it would not cause confusion, although two did not comment and one thought it would.

Comments:

It doesn’t or shouldn’t cause confusion with the distinction as stated.  

Probably would cause confusion -- one could only tell by trialing it.



5. Choice has been suggested as an additional qualifier (ie satisfaction of the person with the choice or control they have over participation) -- please comment on utility or otherwise of this qualifier.
Summary of Responses:

Views were mixed.  Some respondents thought choice was an important qualifier to add, others said that it would lead to too much complication.  It could be implicit in a general satisfaction qualifier.

Comments:

No, choice would sometimes add relevant information, but there is a great deal of overlap with satisfaction with the manner of participation.

Choice, for a person who is disabled,  is synonymous with “empowerment”, “decision making” and “volition” and therefore is crucial -- so as not to revert to “this is good for you”.

Another qualifier will only complicate and potentially reduce the validity of the satisfaction section.

Choice is important and should be in.

Probably would be good but adds complexity. 

Not everybody wants choice to the same extent -- they do want satisfaction (therefore include in satisfaction).



6. Do the qualifiers of participation enable improvements in participation to be monitored at a personal, and socially aggregated level?
Summary of Responses:

Responses were divided, but generally agree that monitoring is more problematic at the personal level than the social.

Comments:

Rating scales are frequently not reliable indicators of change over time -- so these qualifiers are not good at the personal level.  

Could be useful for snapshot comparisons at the aggregated level.

Not a the personal level -- could do at a socially aggregated level (eg increase in participation due to removal of human-made physical environmental barriers).



3.5 GENERAL COMMENTS





Generally, the revised classification system is beneficial for the proposed applications as described on p. 8 of the manual.  It will not be useful at the clinical level -- other tools are more useful.

Providing the whole exercise will have a positive outcome which improves the quality, choice and participation of disabled people, then the revision is worthwhile.  If, on the other hand, the focus is on what non-disabled people perceive as important for “the disabled”, then advances will be minimal.

Very useful step forward in recognising that the associated effects of impairment are culturally and socially dependent and therefore can be addressed at social, cultural and political levels.

The description of functioning and disablements is organised in a meaningful, interrelated and easily accessible way.  Diagnosis may not be the focus, but it is included.  Functional management of the health condition and the outcomes that may be achieved are very important considerations in service delivery.

I’m very impressed at the amount of thought that has gone/ is going into this project.  Its easy to criticise, but there are many knotty problems to overcome.

This approach was too daunting to be helpful in a day-to-day clinical setting.

The manual is overwhelming, but I guess it needs to be detailed.  The system is definitely an improvement, although it will not be able to satisfy all its intended uses.  



3.6 CONCEPT EVALUATION - CONCLUSIONS 

There was a range of responses throughout the survey.  Overall, a level of caution was expressed with regard to the concepts and use of the ICIDH-2; however, the “general comments” on the ICIDH-2 were more positive than those in response to specific items in the survey.

The range of views can be illustrated in response to the acceptability of the system to consumers.  Comments ranged from “not acceptable or accessible” to “it will (be acceptable) because it looks at what people do rather than “normal” expectations”.  General conclusions, therefore, necessarily gloss over divergence of opinion.

While respondents accepted the various uses of the system, its use in the clinical setting was seen as less appropriate than for larger scale application as a statistical tool for policy planning.  Application to teaching was also mentioned.

The criterion of “cultural sensitivity” was emphasised as being important in multi-cultural Australia.  

Caution was also evident in responses to the nomenclature/concepts.  Impairment, in particular was seen as unacceptable, as was the term “abnormal”.  (Significant difference or variability were suggested.)  The other concepts of Activity, Participation and Contextual Factors were not strongly supported for, variously, their complexity, awkwardness (ie not articulating with common usage) and, for P, being a consequence of the other Dimensions.  

Participation, however, was preferred to Handicap and there was tacit preference for the ICIDH-2 over the original version.  While it was stated that the ICIDH-2 fits the current service philosophy and is a positive step, it was seen as complex.  Activity and Participation were seen as conceptually close.

Disablement was not objected to, but respondents thought that “disability” and “person with a disability” has continuing utility in Australia.  

There was support for including Environmental and Personal Factors, more so for the former.  It was obvious that the more “personal” or psychological these factors become (eg coping and character styles) the less support was given.  Demographic variables, such as sex, age, ethnicity were seen as acceptable “personal factors”.  

Similarly, items in the list of consequences were supported (eg disease, trauma), provided they were not too personal or social in nature (eg violence).

Merit was seen in all the Participation Qualifiers, with “extent” causing the most concern, particularly with its reliance on cultural/societal “norms”.  While choice was seen as being an important qualification, it was not strongly supported.  This could be because the question was phrased as adding a qualifier for choice and respondents saw that this would only serve to further complicate the system.

As stated above, general comments tended to be more positive and hopeful than answers to individual items.  Recognition of the social/cultural aspects of the system and its functionality were cited as important.  Some provisos were mentioned, such as the ICIDH-2 must lead to positive outcomes for people with disability.

4 FINDINGS - FOCUS GROUPS & WORKSHOPS

As there is substantial overlap between the feedback on the ICIDH-2 from focus groups and workshops, the themes that emerged from the two activities will be dealt with together.  The two essential differences between the two types of groups were that: 1) the workshop participants had more time to consider the ICIDH-2; and 2) they used the participation qualifiers using mini case studies.  

Feedback using the mini case studies is presented separately (see Section 4.7.8).  However, again because of substantial overlap, this Section also includes feedback regarding the P Qualifiers from the other types of groups.

The analysis of the focus group and workshop feedback is qualitative and thematic with illustrative quotes and comments.  While, in general, comments are pooled for all groups, particular note is made of key comments from specific groups (eg self-advocates) as appropriate.

Trigger questions used in the Focus Groups and Workshops included:

i)
What is the ICIDH-2 and what is its purpose?

ii)
How does it differ from the ICIDH?

iii)
How acceptable are the four concepts of the ICIDH-2?

iv)
Do the concepts help us to think about disability?

v)
Is ICIDH-2 an improvement on the ICIDH?

vi)
Is the “Participation” dimension preferred to “Handicap”?

vii)
How would the Participation Qualifiers work in practice?

viii)
How could the ICIDH-2 be used by service providers/ government/ researchers in Australia?

4.1 USE OF THE ICIDH (1980 VERSION)

It became apparent during the workshops and focus groups that the 1980 version of the ICIDH was not widely used.  It was used conceptually by academics in their teaching, especially to draw the distinction between “disability” and “handicap”.  

It has also been used by the Australian Bureau of Statistics (ABS) for its Survey of Disability, Ageing and Carers.  While, in this case, the terms impairment, disability and handicap were used, it appears as though only impairment was clearly linked with the ICIDH.  Disability looks to have been a combination of “limitations, restrictions or impairments” (to be screened into the survey) and handicap was used as a limitation in performing tasks of daily living, some of which were relevant to societal handicapping conditions, while others are more like “complex activities” in the ICIDH-2.

Comments regarding the original ICIDH included:

The ICIDH previously has had no impact on the provision and funding of services (other definitions, notably AAMR have been more influential).  Will the ICIDH-2 have any greater utility?

I never knew it existed.

4.2 NOMENCLATURE/ CONCEPTS

The move to neutral, even positive, terms was well supported.  Considerable concern was expressed by all groups about the retention of “impairments”.

“Participation” was almost universally accepted as a replacement for “handicap”.  However, “Participation” was not always considered to be the best term.  Others such as “life-style” or “inclusion” were suggested.



There was also general, though not universal, acceptance of “Activity” in preference to “Disability”.  Some thought that “Activity” was not used in its commonsense way and would be confusing. 



Although “Activity” was preferred by many participants, the term “person with a disability” was expected to remain, provided the person is always first. 



The term “Disablement” met with mixed reactions.  Even though it sounds awkward, there was some acceptance of its over-arching use.  Participants were more comfortable with “disability” as a general descriptor (ie not in the ICIDH -- 1980 -- sense).



Comment was passed that the ICIDH-2 is a “static” classification tool rather than “developmental” (eg Activities is about what people do/don’t do, rather than what they can or can’t do or their “potential”).



Overlap was noticed between Activities and Participation, particularly where environmental factors come into the former (eg transport).  A useful conceptual distinction (that the ICIDH-2 does not make) is that Participation is how the Activities are used in the person’s societal/cultural context.



In one Workshop in particular, there was seen to be a need for a clear expression of the values, assumptions and philosophy that underpin the ICIDH-2.

Retention of the term “impairment” was seen as problematic by a substantial number of participants for two reasons: 1) it refers to loss of structure or function which is problematic for intellectual disability; and 2) the word itself is negative and has a medical tone.  Participants from clinical settings were more inclined to accept “impairment” as a concept and term.



Our own “mapping” exercise, presented to some groups, yielded many impairment codes that apply to intellectual disability.  At that level at least, participants were prepared to recognise the “limitations” inherent in intellectual disability.  It appeared that the word itself was the main problem (along with the selective definition of loss of function or structure).  Some other neutral term (which would be consistent with the aims of ICIDH-2) would be preferred.  Perhaps “characteristics” or simply “functions and structures” might be more acceptable.  

Can’t get people in Australia to use the term “intellectual disability” so it (ICIDH-2 terminology) may get lost in semantics.

Why can’t Impairment be put in a positive way like Activities and Participation?

Participation is about “lifestyle”, which may be a better word.  Lifestyle implies what is chosen.

Activities and participation have broad general meanings in the community and they must then be used in specific senses for research.

“Participation” is far preferable to “handicap” -- a significant improvement in terminology.

It would be preferable to re-frame the P dimension in terms of supports needed (like the AAMR definition) for typical participation rather than “participation restrictions”.

Its great to see a focus that moves away from the person and looks at the environment.

The use of the concept of participation may prompt service people to think more deeply about the life of a person with a disability.

4.2.1 Personal Contextual Factors

The idea that the closer to the “personal” the ICIDH-2 gets, the more problematic its implementation becomes emerged in relation to “personal” Contextual Factors.  Although these factors have not yet been developed, they are in the model and possible inclusions are listed in the manual.  The more personal these factors became (eg to do with a person’s character or coping style) the more uncomfortable participants became.  However, the less personal details, such as age, sex, ethnicity, other health conditions, were seen as significant background details for planning, access/eligibility and policy.

4.3 THE ICIDH-2 MODEL

There was a general agreement across groups that the ICIDH-2 was, conceptually, an improvement on the previous version.

A few participants thought that the model, as it appears diagrammatically in the manual (and as presented to the groups) is not clear enough and does not reflect the descriptions therein.

It was suggested that the model should show the term “Disablement” as the overarching concept and that the P Dimension should be enclosed within Contextual Factors, as this would accurately represent the described interaction between these dimensions.

The model was also seen by some participants as still being linear.  (Despite the double headed arrows, the direction was still left-to-right, from Impairments to Participation).  One suggested remedy is that the model should simply be rotated.  This way, the P Dimension (ie the person in context) would appear first and would be the starting point for organising services and supports for people to participate in their communities.

Impairments are not static -- participation comes first (and may result in an improvement in the impairment).
One attraction of the model is its universal application, thereby not singling out people with an intellectual disability to be “tested”.

4.3.1 The Social Construction of Disability - Critique of ICIDH-2

A view expressed in one of the Sydney workshops, more strongly than previously, was within the context of the social construction of disability and the “citizenship” model.  While this view was not widely stated, it was represented quite forcefully.  It amounts to a critique of the ICIDH-2 for which the logical conclusion would be a rejection of the model.  A preference for the “British model” was expressed and references were made to political, activist, citizenship approaches that recognise (but do not necessarily categorise) and value differences among people.  

From this perspective, it was argued that, despite the rhetoric, the ICIDH-2 was very much tied to the “medical model”.

You would not want to use this sort of classification system to discuss women or people from different ethnic groups (who have/are de-valued in society), yet we are still trying to label people with disabilities and classify them.

Even though this form (used for the case study exercise) is not directly about the person’s disability, it is being filled out as a consequence of her disability—if she didn’t have one, it would not be being filled out at all.

The response to this argument within the forum was for the need for categorisation if only to ensure the appropriate allocation of resources (eg eligibility for services).

4.3.2 Concerns About the “Medical Model” / Health Consequences

Although the social construction view perceived the ICIDH-2 to be linked with the “medical model”, this concern was expressed from other perspectives.  

Concern was linked to retention of the term “Impairment” and its definition (as mentioned above -- 4.2).  However, a contrary view was that the new definition of Impairment distances the ICIDH-2 from the “medical model”.  Other comments included: 

Because ICIDH-2 focuses on the consequences of health conditions, there is a danger of medicalisation of functional impairments where there is no identifiable medical condition.

The move from a “medical model” will not be complete unless the field is also “de-professionalised”.

Other participants thought that the ICIDH-2 was a welcome move away from the “medical model”.

The move away from the medical emphasis is desirable, but we need to be sure that ICIDH-2 has a person focus not a service focus (ie not simply a list of what services professionals deem the person to need).

Generally, participants became more comfortable with the “context of health” through discussion and emphasis on the distinction between the “old” notion of the “medical model” and “health/social models”.  It was also recognised that, even though their disability is not a “health problem”, people with an intellectual disability also have health problems.
4.4 THE PURPOSE OF THE ICIDH-2

The WHO materials list a number of purposes and uses of the ICIDH-2, from broad population statistics, policy planning and research to use with individuals for clinical purposes.

These ambitions of the ICIDH-2 created a good deal of discomfort for participants.  They were cautious about supporting a system when they were unsure of its final application.  

Most scepticism was expressed by service “recipients” (particularly parents and advocates) and professionals who work closely with them.  (For example, how could the ICIDH-2 affect eligibility for services?)  However, some bureaucrats (of whom the “recipients” were distrustful) were equally cautious because of possible resource implications (eg eligibility, support for participation -- raising expectations of service users -- identifying barriers -- and having to remove them -- moving to an “entitlement model”).

Though far from unanimous, many participants were more concerned with applications of the ICIDH-2 to individuals than for wider, statistical purposes.  The view was that the ICIDH-2 was more appropriate in gathering data about large numbers of people (population statistics for comparisons across and within countries).  These data could be used for service planning, social policy and research.  For individual planning/support and clinical situations it was seen that not only would the ICIDH-2 and any instrument that may be based on it would become unwieldy, it would also be intrusive.

Will the ICIDH-2 be used as at type of checklist of what an individual cannot do?

I have a reservation about consistency for research purposes.  Does it (the ICIDH-2) have the necessary rigour?  There was controversy in international circles when AAMR changed its definition (to be more “subjective”).  Outcome and intervention research are still the most difficult fields.

We need to make funding decisions/resource allocation more equitable and rational -- the ICIDH-2 could potentially help to achieve this.

It (the ICIDH-2) cannot serve all the needs it is trying to.

The multiplicity of aims and breadth of coverage may result in a bland system which is of limited utility for specific disability groups.

What role will people with a disability play in framing the ICIDH-2 and in its application (including application in the individual case)?

What will be the impact of the ICIDH-2 on service eligibility and the current IQ<70 cut off?

Participation restrictions are stated at a point in time -- they are static whereas support needs are dynamic.  How often will people be reclassified?
Support needs, activities, and even impairments change over time.

So many decisions are made by people who have no concept of what disability feels like.  The feelings which are often experienced by people and their families of anxiety, confusion, indignity are impossible for people (often in the prime of their lives) who make the decisions to know about.
4.5 THE COMPLEXITY OF THE ICIDH-2

Throughout the consultations, there were many comments about the apparent (and real) complexity of the ICIDH-2.  This was related to how much information could realistically be provided during the sessions so that participants could make informed comment without needing to have a user’s familiarity with the manual.  Summary materials were circulated before the sessions as preparation.

If services can’t deal with the 10 disability services standards, how can they deal with this?

The size and complexity of ICIDH-2 may make it impractical for use by all but the most sophisticated/specialised users.

You’d never finish because the information is so detailed and there are so many qualifiers.

The level of detail may be useful, but seems never ending.  In practice you may end up with a greatly simplified classification of participation restriction in order to make it workable — but will this be any different from the old handicap dimension?

Does it need to have this level of detail? How many resources will be expended in filling it in?

The time and intrusion will not benefit the individual.

I’m not up to this academic stuff.

The devil is in the detail.

4.6 COMMENTS FROM SELF-ADVOCATES 

Particular mention is made of the responses of self-advocates and because they will be the subjects of the application of the ICIDH-2 (in the current case).  The focus of group work with self-advocates (both in focus groups and workshops) was how they experienced their disability.  The goal was for them to use their own personal experiences as a “springboard” into issues raised in the Beta-1 version, particularly the nomenclature compared to that of the original ICIDH.  Participants were encouraged to provide practical examples of barriers to their participation in community living and working.

While there were many comments from self-advocates related to the ICIDH-2 (eg identification of particular facilitators and barriers), only those comments relevant to the current analysis are included.  

The Focus Group with self-advocates identified a number of positive and negative concepts as set out below:

Positive Concepts
Negative Concepts

Receiving support / help
Personal questions

Ability / capability
Jargon and technical words

How you think about yourself as a person
Being called names and being put down
“stupid”, “spastic”

Being seen as a person who can get a job
“Invalid” can be “in-valid”

“Disabled”

Person with a disability (“disability” is ok)
“Handicapped” is worst -- it puts you down.  We are people not horses.

Self-advocacy is very much against the word “handicap” -- Participation is a lot better.

(Participation) it is a hard word -- makes it more complicated to explain.

Impairment - it is the way that people think of it or say it that automatically puts you down if you mention disability or impairment, even though the words are ok.

4.7 PARTICIPATION/ QUALIFIERS

As previously stated, there was almost consensus that Participation is preferred to Handicap.  

It was suggested that some of the sub-categories of the P Domains should be re-organised.  For example, Participation in work, education, leisure and spirituality was not considered to be a conceptually coherent grouping.

The Focus Groups were presented with descriptions of the P Qualifiers and the workshops were designed to bring participants to the point of considering the P Qualifiers using a “case study” to stimulate and focus discussion.  A wide range of views were expressed ranging from the need to use all six of the proposed qualifiers together to using just a global measure of satisfaction.

The P Qualifiers bring into the ICIDH-2 a “person-centredness”.  Unlike the other parts of the model, these cannot be assessed without the input of the “subject” of the assessment.  The “satisfaction” of the subject is integral to the qualifiers.  

There was a great deal of discussion in our meetings of the difficulties of assessing personal satisfaction especially when the person with the disability cannot speak for him or herself.  This was seen as a major issue in which there was potential danger of the person being left out of the process.  This danger can be minimised by using informed “proxies” to make judgements on behalf of the person with a disability if they are unable to do so themselves, or by providing appropriate supports for meaningful participation in the classification process.

Even if people with a developmental disability can express what they feel, they still need good facilitation to express their views clearly.

The P Dimension of the ICIDH-2 is linked explicitly to the Contextual Factors.  This is seen most clearly in the use of “facilitators and barriers” as a qualifier.  (However, as mentioned in Section 4.3, this is not clear in the model.)  

Conceptually, we presented the P Dimension and Qualifiers as a grid with the 7 P Domains in the left-most column and the 6 Qualifiers across the top row (see Appendix 3).  The grid, therefore, has 42 cells.  This picture becomes more complicated, however, when we take into account the several items within each of the 7 life domains and the large number of possible contextual facilitators/barriers.

Although only a small number of cells would be relevant to individuals, this complexity was recognised at the Canberra data workshop and seen as problematic as such a representation may need to be attempted to survey a large number of people.  Statements about the complexity of this (P Domains x P Quals.) presentation was common across the groups.

The Canberra group thought that the P Qualifiers would be useful, not as primary data sources, but for selective use in evaluating programs.

There was a strongly held view across groups that the Qualifiers are in need of simplification and clearer definition.

4.7.1 P Qualifier - Extent of Participation

Respondents reacted to Extent of Participation in a variety of ways.  Some thought it was relatively straightforward, others found difficulties in its application.

The labels on the Extent of Participation scale caused some concern.  Particular problems were seen with “not expected”, “not determined” and “not applicable”.  Caution was sounded in the use of the first of these three for people with an intellectual disability as it may reinforce the “status quo” with regard to society’s expectations of their participation in their community.

“At risk full participation” was a label that generated a good deal of confusion.

The notion of “norms” with respect to “extent of participation” was raised in each workshop and seen as problematic.

How do we judge “full participation”?  

What are our benchmarks?  

Do we base this on “normal” people?

Australia has many different cultures (norms).

Participation carries the assumption that there is full participation at one end of the scale and that people without disabilities always fully participate -- a genius may be isolated.

The person’s own goals, priorities and/or aspirations were thought to be important to consider.
  However, rather than being implicit in the “Extent of Participation” Qualifier, it was argued that a new qualifier to capture “importance” of participation items for the individual would be needed.

Some representative comments on Extent of Participation were:

Is this active or passive participation?

Concept of “at risk of full participation” was difficult to define, especially for abstract domains such as “use of symbols”.

What if a person doesn’t want to participate in something?  How will that be rated on the participation dimension?
This can be on so many levels and perceived differently depending on who is assessing.

Institutional experiences people have tend to lower expectations (their own and those of others).

For a person with a disability, participation “may not be expected”-- is this a cop out?

How far can people with high support needs “participate”?

Where can they get comparative information (if they are living in an institutional setting) to provide a basis for their satisfaction ratings?

4.7.2 P Qualifiers - Satisfaction Scales

The three “satisfaction scales” are first commented on together because many of the comments were about the problems of measuring satisfaction, especially for people with an intellectual disability who cannot state their own levels of satisfaction. 

Comments included:

How is this determined, it could be very subjective -- it could be someone else’s satisfaction.

Satisfaction compared to what?

What about people who cannot clearly express their satisfaction as a result of communication problems?
In making satisfaction judgements you must take into account the extreme impoverishment of people’s experiences.

Depends on the ‘someone else’ -- there are difficulties in getting such information  from someone else.  You may get inconsistent responses.  You must have someone who knows the person well -- who does the interpreting?

All this classification would be easy if the person concerned could communicate their own thoughts -- but they often can’t.
Does participation create satisfaction?  How do you measure satisfaction?

There is the issue of people wanting to please those in positions of power and this may result in ratings on the satisfaction qualifier which reflects social disability -- resulting in bias that does not reflect the person’s true feelings.

People with disabilities need to comprehend the idea of satisfaction --  they must know what is possible.

Satisfaction is so subjective as to be useless.

4.7.3 P Qualifier - Satisfaction with Outcome

Respondents were unsure of this Qualifier, perhaps as the notion of “outcome” is perceived as a future consequence of today’s level and type of participation.  Also, the ICIDH-2, having several aspects (domains) of Participation may encourage a piecemeal perception rather than and a complete picture of the person in context.

The way we looked at this, it would be a problem.  A person is more likely to be generally satisfied about a total activity, rather than just a piece of it (as against the P domains).

I can’t see how this can be realistically measured.

4.7.4 P Qualifier - Satisfaction with Choice/Control

Choice and control, being integral to “empowerment” were seen as important aspects to include in the Qualifiers.

In real situations choice/control could probably be measured.

People need to be aware of available choice to clearly decide level of satisfaction. 

I think the level of choice/control is important, but could be measured without asking for satisfaction, by a scale that describes available choice and how it is exercised (eg choices available, choices made -- control exercised, choice with assistance etc.).

Choice does not seem to fit neatly with all the P Domains.(eg exchange of information by public symbols).

“Choice” has to be informed choice, especially when this relates to what you have been exposed to.  A person may be satisfied living in a boarding house because he may know nothing else.

People with disabilities always participate these days, however activities are not always chosen by them.

Satisfaction will also include control over support needed if the person is dependent on support to implement choices.

4.7.5 P Qualifier - Satisfaction with Manner/Difficulty

This Qualifier, again, drew mixed responses.  However, on balance, participants found it to be difficult to apply (ie they were not satisfied with the manner and difficulty of their application of the Qualifier).

What “manner”, what “difficulty”?  Is the difficulty easily overcome or is it insurmountable? -- can’t apply it.

This one is easier and more objective.

Manner and difficulty probably could be measured adequately.

Can’t understand what this qualifier is trying to measure.

No one likes, or is satisfied, with any level of difficulty.

Satisfaction does not come into this.

“Manner” and “difficulty” are two concepts and should be separated.
4.7.6 P Qualifier - Contextual Facilitator/Barrier

This Qualifier is where the P Dimension intersects with Contextual Factors.  Again, there were a variety of responses regarding the application of this Qualifier.  It was, however, considered to be important.

This is easier -- more objective.

Complicated -- it would take too long and nobody would do it -- impractical.

Requires a wide knowledge of all the Contextual Facilitators and Barriers to apply it.

There is an attitudinal problem -- lack of empathy creates a participation barrier.

I really like the notion of identifying barriers to participation.  It puts responsibility for restricted participation where it belongs -- on society’s response to intellectual disability.

4.7.7 P Qualifier - Personal Support Needed

 “Personal support needed” received support as a Qualifier.  It articulates well with the current AAMR definition of Mental Retardation and is a concept with which people in the field of intellectual disability are familiar.

Probably the easiest to rate -- but will change over time.

Support needed needs to be calculated on individual tasks rather than on a general basis to give an accurate picture.

It is the accurate definition of “need” that is often the problem.
4.7.8 Trial of the P Qualifiers - Case Studies

Workshop Groups were presented with case studies designed to elicit discussion about the P domains and qualifiers.  A hypothetical woman (Brenda) with an intellectual disability was constructed, based on real experiences and to reflect the P Domains.  This resulted in Brenda being compartmentalised to be relevant to six of the P Domains (eg “Participation in Personal Maintenance”, “Participation in Social Relationships”)
.  Within Workshops, small groups considered different aspects of “Brenda” with respect to the P Qualifiers.

Each case study (in the series) referred to specific items within a P life domain.  Participants were provided with explanations of the relevant domains, contextual factors, a grid with the domains and qualifiers and other assistive materials.  The task was to “map” the case study onto the grid.

Feedback on the use of the P Qualifiers is presented in the following table:

Too complex and difficult to understand

Need to know who is filling this out

Form-filling makes value judgements seem objective
How do you put safeguards in place to prevent them being used to justify inadequate service?



Looks a lot better than some other forms being used
Is “participation” really a neutral term?  It seems value laden.



Satisfaction is a useful measure
“Snapshot” can’t capture potential


Participation has a cultural context
“Not expected” would be ticked more often for people with an intellectual disability


There are just so many variables
Can a proxy really rate “satisfaction”?


The scales could not be used by a person with an intellectual disability

A person may be dependent on support to implement choices

Manner/Difficulty was confusing - is it splitting hairs or do they require two ratings?
Contextual facilitators/barriers—would take too long—nobody would do it

“Support needed” is more straightforward and could be rated by a another person
“Extent of Participation” - compared to what?

 “Full participation” may be a medical condition!  (Obsessive participation)
The range of what is “normal” (regarding participation) is huge



The citizenship domain reflects limitations of people’s ideas of what citizenship is.
Assessing (Brenda’s) social relationships is intrusive -- we wouldn’t do it for other people



How much is due to Brenda’s disability  and how much to her just being a person (we all have problems)?
Interpretation of satisfaction would require close knowledge of the person (who cannot speak for themselves)


 “Not expected” could reinforce the status quo

Norms should not be prescriptive

It is what is left out that is important -- what other things would Brenda like to be doing?
Is “extent of participation” necessary -- do away with norms and use satisfaction with choice/type/manner/own goals etc.


“Dissatisfaction” is often a result of awareness of possibilities -- people with an intellectual disability may not have this awareness.
Satisfaction with choice/control is the key qualifier.  All others are subordinate to this.

4.8 FOCUS GROUPS & WORKSHOPS - CONCLUSIONS

There was a wide range of views on all aspects of the ICIDH-2.  Conclusions, therefore, cannot reflect a consensus or even, necessarily, a majority view; rather they are concerned with salient issues.

The ICIDH (1980) was used by the ABS and educators (in the University setting), but not by others who participated, some of whom did not know of its existence.

The more positive concepts in the ICIDH-2 received strong support.  Participation was preferred over Handicap and Activity over Disability. Overlap between the A and P Dimensions was noted.

“Disablement” was accepted as a term, but preference was for “disability” and “person with a disability” in the Australian context.  

Considerable concern was expressed about the retention of Impairment, despite the new definition.  Similarly, although Contextual Factors were seen to be important, focus on the “personal” was not acceptable.

There was a good deal of discussion about the “medical model”.  Objections to the ICIDH-2 from the “social construction” viewpoint emphasised the inherence of the medical model in the ICIDH-2.  Other concerns in this respect were allayed during discussion of “health” and social models and the fact that “health” and “medical” are not synonymous.

The model, however, was in need of clarification (ie to reflect the definitions and interactions of the dimensions).  There was also need to clearly express the values, assumptions and philosophy that underpin the ICIDH-2.

Scepticism and concern regarding the purposes of the ICIDH-2 and its eventual application were common.  This was apparent for both service “recipients” (and those who shared their concerns) and providers for the implications for service eligibility and resource allocation.  Less concern was expressed for larger scale data gathering than for individual-based applications.  At the individual level, the ICIDH-2 was considered unwieldy and intrusive.

Consensus was achieved on one point -- the ICIDH-2 is a complex system.  Reactions to this ranged from acceptance that this was necessary to despair.

The Participation Qualifiers received mixed support.  There was strong feedback that they need to be simplified and better defined.  Complexity was of concern here, too, possibly promoted by our use of a P Domain-by-Qualifiers grid for exercises.  Even though the ICIDH-2 may not be used in this manner, it did reflect the system as described.

Two main concerns emerged.  First was with the “extent of participation” for which the two significant problems were its reference to norms and the “not expected” category.  Coming up with appropriate norms was seen as an almost insurmountable problem.  “Not expected” was seen as a dangerous category for people for whom society has low expectations.

The second main concern was in measuring satisfaction.  While problems of actually measuring satisfaction were raised, the more serious issue was of gauging the satisfaction of people who cannot communicate it themselves.  Issues to do with “proxy” judgements were discussed vigorously during the meetings.

Choice/Control was seen as an important Qualifier and integral to empowerment for people with an intellectual disability.  Choice, however, should be informed and meaningful.

Contextual Facilitators/Barriers was also an important Qualifier.  The issue here was not so much the need for the Qualifier, but the overwhelming complexity of classification using this Qualifier.

There was difficulty with the “manner/difficulty” Qualifier.  Perhaps because of insufficient definition and distinction from other Qualifiers, participants had a good deal of trouble applying this one.  

5. GENERAL CONCLUSIONS
Comprehensive consultations were carried in a variety of formats to gain an understanding of how the ICIDH-2 would be accepted in Australia for people with an intellectual disability.  Discussions ranged over the whole system, but placed particular attention on the P Dimension and its Qualifiers.

Participants came from a wide range of stakeholders in the field of intellectual disability, such as: self-advocates, families and advocates, professionals, academics, service providers and policy makers.  The activities varied, incrementally in the level of detail considered and involvement of participants from Information Sessions, to Focus Groups to Workshops.  The Concept Evaluation Group had the advantage of considered responses to a detailed survey, based on materials provided, including the manual.  However, their disadvantage was that they worked alone without the benefits of discussion and clarification.

There was, as expected, a wide range of views presented from this heterogeneous group. Several salient themes emerged strongly across groups and activities.
  These are reiterated in these conclusions.

5.1 NOMENCLATURE / CONCEPTS

While there was by no means consensus on the direction of the ICIDH-2, there was good agreement that the ICIDH-2 was a step in the right direction.  It was generally positive and reflected current thinking, especially in the P Dimension.


Participation was preferred to Handicap and Activity to Disability (ICIDH -- 1980 -- definition).  There was a view, however, that Participation is a relatively benign term and does not as clearly place responsibility for acceptance and inclusion on society as Handicap.  



Activity and Participation were not regarded as being consistently conceptually distinct.



Disablements was acceptable as a word and concept, but Australians will continue to use “disability” as a general term and “person with a disability” as a description.



Contextual Factors and cultural sensitivity were seen as important (the latter because of Australia’s multi-culturalism).  There were serious reservations, however, over the inclusion of “personal factors”.



There was great concern about retaining Impairments.  It was seen as a negative term (in a positive framework) and was considered unacceptable in a new system.



5.2 THE MODEL

The previous (ICIDH, 1980) version was not used widely, therefore some participants were sceptical that the ICIDH-2 would gain broad acceptance.



How closely the ICIDH-2 was tied to the “medical model” was a subject of intense discussion. One view was that they are inextricable.  Retention of the Impairment Dimension persuaded many that the “medical model” was also being promulgated.  However, many participants were satisfied that “in the context of health” was not synonymous with the “medical model”.  



The model needs clarification (as drawn in the materials) and the values, assumptions and philosophy need to be made explicit.



The ICIDH-2 was seen as complex and often as unwieldy.  Many participants were overwhelmed by the detail and complexity of the system, especially as they had been invited to provide thoughtful comment.



5.3 USE OF THE ICIDH-2

Because the materials list a number of uses and purposes of the ICIDH-2, participants were cautious of endorsing a system when they could not predict how it would be used.  



Participants were more comfortable with using the ICIDH-2 for large-scale statistics and policy development, but uncomfortable with application to individuals, especially in clinical settings. 

5.6 PARTICIPATION QUALIFIERS

There was a range of responses about each Qualifier and various thoughts about overlap and redundancy.



Extent of Participation caused great concern in application to people with an intellectual disability for two reasons.  First, was the difficulty (perhaps insurmountable) of applying appropriate norms.  Second the “not expected” category worried many participants because it may reinforce relative and historic lack of participation of people with disabilities.



Satisfaction scales also caused some anxiety for people who cannot express their views themselves.  Informed proxies were seen as necessary, but far from ideal.



Choice/control, Personal Support and Contextual Factors were seen as important Qualifiers because the general acceptance of these concepts in the disability field.  Problems of measurement, however, were not underestimated.



Manner/Difficulty was the most problematic Qualifier partly because of lack of definition and guidance for assessors.



In general, clarification and better definition of the Qualifiers is required.

The general impression is that ICIDH-2 is a move in the right direction, being closer to a holistic model.  It is seen as not being a document for “the person in the street” and may have limited relevance at a personal level to a person with a disability.  It is seen as a highly complex system which may present practical difficulties in implementation.  However, in its development, the materials and concepts presented provide an opportunity for reflection of disablement issues at a deeper level.  Indeed, we invited participation in the consultations to inform the development of the ICIDH-2 and found that many (if not all) participants appreciated the time and structure to reflect on and discuss with peers many important issues in the field of intellectual disability.  The consultations therefore had reciprocal benefits.

It would require biased extrapolation to conclude this report with unreserved positive and hopeful comments (although there were many such statements made).  Guarded support for the ICIDH-2 emerged from the consultations as seen in this last quote which raises some salient questions:

There is a clear need for change of the original ICIDH and the proposed changes are in the right direction — but is it achievable? Is this the appropriate format/structure?  Are we starting off with a fundamentally flawed product that cannot be improved by incremental change?
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* Available in hard copy only

� Commonwealth/State Disability Agreement


� While there is no one definition of intellectual disability, and there are varying degrees, a person who has an intellectual disability would be slower to learn (ie have cognitive limitations such as memory and problem solving), and require assistance in participating in at least some activities of daily life and with communication.  The “level” of intellectual disability will determine the degree to which these limitations are manifested.  Some people with intellectual disability may have “significant multiple disabilities” and be totally dependent on carers for personal care; others function relatively unsupported in the community.


� The concept of emphasising support as a key factor in the classification and definition of intellectual disability (mental retardation) has also been highlighted in the 9th Edition of the American Association on Mental Retardation (AAMR) in Definition, Classification and Systems of Supports of Mental Retardation (1992).


� See Madden, R. & Hogan, T. (1997). The definition of disability in Australia: Moving towards national consistency. AIHW cat. no. DIS 5. Canberra: AIHW.


� ICIDH-2 A Manual of Dimensions of Disablement and Functioning: Beta-1 Draft for field trials - June, 1997 (p. 17).


� Agendas for Focus Groups and Workshops are attached (see Appendix 1).


� All comments in this section are representative rather than exhaustive.


� Respondents marked more than one category.


� Adapted from questions presented in Madden, R. & Hogan, T. (1997). The definition of disability in Australia: Moving towards national consistency. AIHW cat. no. DIS 5. Canberra: AIHW.


� All questions in this section required qualitative responses -- comments are representative.


� This was a cynical comment that referred to the insensitive use of “normal” (vs abnormal) in the disability field.  It is argued that “normal” does not exist.


� Identification and goals is part of the “Individual Planning” process which is extensively applied in the field of intellectual disability -- indeed, it is mandated in government funding agreements.


� In effect, this would require weights to be applied to “important” goals.


� That is, there were six mini cases -- see Appendix 4 for an example.


� We first attempted to generate a complete “person” for use in the Workshops, however it proved to be difficult (for trial purposes) to then articulate her to the P domains and apply the P Qualifiers.


� These conclusions, to a large extent, confirm interim conclusions in the Preliminary Report.
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