Final comments of the Australian Collaborating Centre, December 1996

This paper contains comments prepared by the Australian Collaborating Centre (the Australian Institute of Health and Welfare), on the basis of discussions with the Australian Disability Data Reference and Advisory Group and other experts, and work by the Institute.

This paper also represents

•
part of the Australian CC’s requested contribution to the development of the third dimension (P) of the ICIDH

•
a response to the May request to draft a metric for the P dimension

1. Outline

Significant progress has been made with the ICIDH revision. The modernisation of the basic concepts represents an essential and important improvement. The work to fill ‘gaps’ in the classification and extend its utility to an even wider range of users has been valuable. 

The following comments are thus made in a constructive spirit. It will be absolutely vital to provide as good a public draft version as possible, and we hope these comments will contribute to the quality of that draft.

This paper presents comments on :

•
text and terminology
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•
impairment
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•
disability
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•
participation
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•
environmental/contextual factors
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•
protocols for testing
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Attachment 1: ‘Enabling response’ qualifier for the Participation dimension.
2. Method

The Australian Collaborating Centre has carried out the following steps in arriving at these comments:

•
review of the July draft ICIDH on the basis of our knowledge of the Australian disability field, and our involvement in the international revision process so far;

•
discussion over one day in September with the Disability Data Reference and Advisory Group (attended and stimulated by Jerome Bickenbach);

•
the drafting of preliminary comments;

•
the circulation of these draft comments and the draft ICIDH to DDRAG and other experts nominated by them; 

•
the compiling of all comments received; and

•
further revising the ‘enabling response’ proposal for qualifying the Participation dimension.

3. Explanatory text and terminology

Introduction and explanatory text

It is important that the introduction and explanatory text be a key feature of the ICIDH2 draft released for public discussion (‘beta’ draft). Even the experts found the ‘alpha’ draft hard to understand. Without a clearly articulated description of its purpose, concepts and uses, the ICIDH runs the risk of being misunderstood and misused — or not used at all. 

It is essential that all supporting text be drafted in time for comment by collaborating centres and task forces. There should be a round of drafting, comment and redrafting before the March revision meeting.

Uses and examples

The purpose and likely users of the classification need to be clearly identified. Some examples of how to use the ICIDH would be useful. The inclusion of a statement on inappropriate uses of the classification (as in the reminder on p17 of the alpha version that the tool is for classification, not assessment) would also be useful.

Likely benefits to people with disabilities will need to be clearly argued, lest the ICIDH be seen as a large exercise in ‘labelling’. 

It would be easier if the chapter numbers of each dimension matched the codes ie if the 500s codes were in Chapter 5.

Definitions and names

The definitions of I, D, P and E, agreed in May in Geneva, were not included, or if they were, they were embedded in the text and not clearly identified as the agreed definitions. These definitions are set out in Box 1, and should be included in the beta version.

The term ‘Participation’, as agreed in May, is preferred to ‘societal participation’.

The term ‘levels’ should be avoided and the term ‘dimensions’ used consistently. ‘Level’ implies some hierarchical structure, whereas I, D and P are separate dimensions.

Some experts noted that the terms ‘abnormality’ and ‘deviation’ will still be regarded as pejorative by many people, but did not propose alternative terms or definitions.

Box 1: Definitions agreed at May 1996 WHO meeting

An impairment is a loss or abnormality (deviation?) of a physiological function, including a mental function, or of a body part or structure.
There should be 

•
a statement equivalent to the old ‘in the context of health experience’ but clearly indicating the broad understanding of health

•
an explanation that the age of the person should be taken into consideration.

A disability is a loss or abnormality (deviation?) in performance of an activity by a person.
There should be

•
a statement equivalent to the old ‘in the context of health experience’ but clearly indicating the broad understanding of health

•
an explanation that the age, gender, physical, social and cultural context should be taken into consideration—the ‘context’ is not the same as ‘environmental factors’  in the third dimension, but in terms of the activities expected eg whether a 2 year-old is expected to dress without help.

Participation is the nature and extent of a person’s involvement in life situations resulting from the interaction of disability or impairment with environmental factors.
There should be an explanation that, while this is usually in the context of a concurrent disability, participation may be affected by a past disability (eg psychiatric) or an external perception of a disability (eg AIDS).

Environmental (contextual) factors are all the social, cultural and physical dimensions that, when interacting with personal factors, can facilitate or hinder social participation for an individual or a group.
Whose assessment

It should be stated in the introduction overall (and as appropriate for each dimension) that I and D must be assessed at least in part by ‘experts’, whereas P and E/CF must be largely assessed by the individual concerned.

Overlap

A position on overlap needs to be clearly stated in the draft for public release. 

The three concepts of impairment, disability and participation have been clearly delineated in the definitions in Box 1. However, as they deal with individuals, and individual’s perceptions of a situation/condition, there may in practice, arise some ‘grey areas’. The introductory text on page 45 of the alpha document touches on this point.

It is considered that a certain level of overlap is unavoidable and even desirable if the alternative means diminishing any one dimension in completeness and usefulness. Lack of formal recognition of this issue could indicate to the user a lack of clarity regarding the three concepts of the ICIDH. 

There is a considerable degree of apparent overlap due to the imprecise naming of some codes. This apparent overlap could be significantly reduced with careful redrafting of code names and the inclusion of explanatory text. Specific suggestions for naming codes are made in later comments on the impairment, disability and participation dimensions.

The inclusion of examples would assist the user to determine what level of the disablement process they are classifying. Examples should be drawn from those areas where there is the greatest apparent overlap, and should explain the perspectives of the three dimensions. For instance ‘hygiene and toiletting’ illustrate the differences between the three dimensions quite well:

•
I 700 is ‘functioning of the urinary bladder’

•
D 220 is ‘activities relating to urination including getting into the proper position; choosing and getting to an appropriate place; manipulation of clothing  (Comment: does choosing and getting to an appropriate place overlap with P?)

•
P 002 is Excretory hygiene which includes (engaging in) practices and behaviours relating to disposing of human waste .. in a culturally appropriate manner ...

Importance of first digit

It will be important to have a very useable first digit in all dimensions—easily understood and mutually exclusive. This will promote the use of the classification where the detail is of secondary importance or not able to be obtained.

The naming of the single digit descriptions should clearly demonstrate the differences between I, D and P, particularly as they are focussing on different dimensions of very similar areas of life. 

Qualifiers

The inclusion of the qualifiers, with explanation, is essential. The discussions held by the Australian Collaborating Centre illustrated again and again that the use of ICIDH is best understood with examples of the use of the full classification, including explanation and scales or qualifiers.

Environmental/contextual factors as an annexe

It was agreed at the May meeting that the environmental/contextual factors would not be a fourth dimension. They were developed to inform the third dimension, participation, only. The present draft is misleading, and actually implies that ‘environmental factors’ as drafted are useable in conjunction with I and D (see page 74 alpha draft, introduction to E dimension). 

Whilst the environment does affect I and D, the ‘environmental factors’ have not been drafted with this use in mind and may not be complete for this purpose. 

4. Impairment

Structure and function

There is no objection to the inclusion of essentially two ways of looking at impairment—structural impairment and functional impairment, but there should be some explanation as to which to use and when. The inclusion of an explanation of the relationship between functional impairments and disability would be useful.

Inclusiveness

The intention should be to make the I dimension as inclusive as possible, so as not to exclude people affected. It was considered, for instance, that the extension of scope defuses possible ‘labelling’ or stigma problems.

There was discussion and divided opinion among the Australian experts as to whether ‘I’ should include certain conditions—for instance early HIV infection, or the presence of a gene predisposing people to diabetes—which have no I or D effect at the time of classification, even though they may sometimes have an effect on P. 

One school of thought was that, since I is not a classification of disease such conditions should not be included, as they belong in the ICD. The use of information on the prevalence of such conditions, without I or D, belongs chiefly to the area of public health. The ICIDH is concerned with outcomes. The very clear argument on page 27 of the 1980 ICIDH supports this view. In addition, p.5 of the ‘alpha’ version states that “I level categories should be based on observable and measurable items by external assessors”. It is questionable for example, whether the presence of a gene would qualify under this criterion.

The other school of thought was that, if we are indeed trying to be inclusive, and if a genetic condition affects P, then the classification system is more self contained if such conditions are included in I (rather than requiring cross-reference to ICD)—as an impairment of structure (genetic). 

Australian experts are divided on this issue.

Overlap with D

Some concern was expressed that there appears to be some overlap between functional impairments and simple disabilities. Box 2 makes some specific suggestions to address this issue. 

Box 2: Examples of I/D overlap and suggestions to reduce overlap

1.
I 02 ‘memory’
020 immediate memory  
021 recent memory 
022 memory for events
023 memory for knowledge
D 04 ‘remembering’
040 remembering recalling recently acquired information/events
041 remembering past events or information acquired in the past


Suggestion: either remove the D codes or change the emphasis to ‘recalling needed information’.


2.
I 03 ‘orientation’
030 orientation to time
031 orientation to place
032 orientation to others
033 orientation to self
D 01 ‘ recognising directions space and time
010 identifying depth
011 identifying distance
012 identifying direction
013 identifying speed
014 identifying time relationships, time sequences


Suggestion: these two code sets are essentially describing the same process (and appears to be reversed in the I/D sense). The notion of orientation can involve the interplay of a number of senses, and for this reason it seems inappropriate to include it in the I codes. Remove these codes from I and combine in the D dimension.


3.
I 07 ‘perception’
070 identification
071 sensory distortions
072 interpretation of sensations
073 perceptions in the absence of sensory stimulus
074 perceptions of self and time
D 00 ‘recognising’
001 via visual input
002 via auditory input
003 by touch
004 by smelling and tasting


Suggestion: rename the I codes to ‘sensory perceptions’ and remove 070 ‘identification’ which appears to duplicate the D concept of ‘recognising’.


4.
I 08  ‘thought, abstraction, judgement’
084 abstraction, categorisation, concept formation
085 planning, organisation, goal orientation (including hope), sequencing
086 flexibility
087 judgement and decision making
088 motivation
D 06 ‘problem solving’
060 signalling/acknowledging problems
061 analysing problems
062 taking decisions
063 evaluating effects of actions


Suggestion: remove the I codes and use them to expand the D codes into a more comprehensive list. I code 08 to be renamed ‘thought’.


5.
I 09 ‘language and calculation’
090 speed of oral language
091 speed of written language
092 comprehension of oral language
093 comprehension of written language
094 production of oral language
095 production of written language
096 integrative language functions - oral language
097 integrative language functions - written language
098 arithmetic
D 50 ‘conversation processes and structure’
500 understanding spoken communications
D 52 ‘written communication’
520 understanding the meaning of a message when written


Suggestion: Both the I and D codes appear to be describing the communication process. Possibly the I codes need further development to focus more on the functional impairments associated with language usage. 


Multiple impairments and ‘whole person’ impairment

In social security, veterans and compensation schemes in Australia the notion of ‘whole person’ impairment is used, sometimes as a first step in being assessed for eligibility. The utility of the ICIDH in these important applications in Australia may be affected by whether or not the classification can indicate how to relate the classification to assessment tools for multiple impairments.

5. Disability

Explanatory text and numbering 

In addition to a general description of this dimension, explanatory text is needed before public release, outlining the changes that have been made to the 1980 version and the rationale for doing so.

Overlap between D and P

There is recognition in Australia of the fine work done in preparing a very comprehensive draft of the D dimension. It is also recognised that the D draft was prepared before the draft of the third dimension was available. 

Australian experts nevertheless were of the view that there is considerable apparent overlap between D and P, and the large amount of overlap might indicate to the new user a confusion between the two concepts D and P. 

The use of explanatory text to reduce any possible confusion between the D and P dimensions is essential. For instance, the definitions agreed to at the May meeting, and outlined in Box 1, should be included in the introductory text. 

Confusion over concepts could be minimised if a number of D and P codes were reworded to reflect the different aspects of the disablement process they are describing.  It is suggested that for the disability dimension, all one and two digit codes be reworded to ‘activities/abilities related to......’.  This would immediately put the focus on the intrinsic or person-focused nature of this dimension. Box 3 provides additional specific suggestions to reduce D/P overlap.

A certain amount of apparent overlap between the Disability and Participation dimensions is acceptable, in order to ensure that the classification of each dimension is complete in itself. Discretion therefore needs to be given to the user of the classification to make a judgement about whether they are coding a D or a P situation. As an example, consider D code 755 ‘punctuality at work’. This may be a factor intrinsic to the person (and therefore to be coded as D), or it may arise from an interaction between the person and their environment (and be more appropriately coded in P). 

The provision of guidelines (which emphasise the fundamental concepts conveyed in the explanatory tex) for the user in making this decision would be useful. 

Box 3: Examples of D/P overlap and suggestions to reduce overlap

Chapter 3 ‘personal care activities

•
D 250-259 ‘well being’ appears on the surface to be more appropriately placed in the P dimension. If, however, the wording was  changed to ‘abilities related to looking after one’s well-being’, the emphasis would be much more on the individual, and it would fit better in the D classification.

Chapter 4 ‘locomotion activities’

•
D 340-349 ‘judging traffic situation’ implies an interaction between an individual and the environment (rather than strictly being an ability), and as such would be better placed in the P classification.  If, however, the codes were ‘abilities related to judging a traffic situation’ such as ‘judging traffic flow’, ‘interpreting road signals’, ‘moving safely across the street’, then it would be more appropriately placed in the D classification. 
Chapter 5 ‘management of home and environment’
•
The naming is particularly important for this code set, as there is considerable apparent overlap between these codes and the ‘economic self sufficiency’ codes in P. 

•
D 440-449 ‘handling environment’ - the name of this code set does not readily convey the activities included. Perhaps a heading like ‘activities/abilities related to operating equipment’ or ‘activities/abilities related to using appliances/controls’ would be better. 

Chapter 6 ‘communication activities’
•
There is apparent overlap between this chapter and the corresponding communication chapter in P. We suggest renaming these codes to emphasise that it is the activities/abilities needed for communication as opposed to participation in a communication exercise per se.

Chapter 7 ‘interpersonal behaviours’

•
D 630-690 ‘particular relationships’ appears to overlap considerably with Chapter 4 ‘interpersonal and social relationships’ in the P classification.  Rewording of these codes to reflect the concept of ‘abilities required to form/manage etc. relationships’ and not the concept of fulfilling a need to have relationships (which is a P concept) is suggested. It is also suggested that the P classification be reworded to reflect this difference. 

Chapter 8 ‘activities relating to situational adaptation’
•
The name of this chapter may be considered inappropriate for a D classification. ‘Situational adaptation’ implies that an action is taking place in the context of a situation or environment. — which would put it squarely into the P domain. The rewording of these codes to reflect the activities/abilities require may be useful.



Chapter 9 ‘use of assistive devices/technical aids and other activities

This chapter needs further development to make it a more generic list of activities/abilities required to use aids/devices (as opposed to use of a few specific devices). As an example, the use of an insulin syringe, reading glasses or a hearing aid would all have to be coded as ‘other unspecified’ in the ‘alpha’ version. 

‘Signing (formal sign language)’ may be better included under a ‘communication’ category.  It needs to be recognised that deaf people do not necessarily identify themselves as ‘disabled’.  Sign language is more appropriately defined as a component of Deaf Culture, than as a ‘technical aid’.

6. Participation

Explanatory text 

The incorporation of a general description of the dimension including qualifiers, and its use, including examples, is essential. The inclusion of a narrative describing the international developments in philosophy in the disability field and corresponding developments in the third dimension would be useful in explaining the significant differences between the proposed and 1980 versions. 

Continuity between ‘H’ and ‘P’

Both the North American and Australian Collaborating Centres emphasised the importance of continuity between the H and P dimensions in their reports at the May meeting.

The old H dimension has provided a valuable framework for estimating prevalence of handicap (Badley 1993, ABS 1993, Martin et al 1988), severity of handicap (Badley 1993, Harwood et al 1994) and need for assistance (Tilquin et al 1995, Madden et al 1996).

Coding and wording 

A number of the headings are still very action oriented, causing a large degree of apparent overlap with D. The rewording of all one and two digit codes to ‘Participation in......’ would emphasise the outcome nature of the third dimension and serve to distinguish it from the Disability concept.

This dimension could perhaps be coded to the two digit level only, for the following reasons:

•
there is an inconsistent level of detail within and across chapters;

•
there are significant gaps at the three digit level. For these gaps to be adequately addressed, the classification would need to expand considerably. It could be very difficult, at the 3 digit level of detail, to incorporate areas of participation for all individuals in all cultures;   

•
the classification may be difficult to apply to large scale data collections in its proposed alpha form; and

•
there could be greater apparent continuity with the old H dimension.

Chapter 5: Education, work and leisure

This is an important chapter and should be split into three distinct chapters ‘participation in work’, ‘participation in education’ and ‘participation in leisure activities’. While these three areas of participation could be grouped together as ‘meaningful activity’, in a policy setting they are not interchangeable. A person wanting employment is not satisfied with leisure activities. 

Chapter 6: Civic and community life

We endorse the inclusion of this chapter in the draft Participation dimension as it strongly resonates with human rights goals and emerging philosophies in the Australian disability field.

Economic self sufficiency

We note that ‘Economic responsibilities’ in the NACC version has been split into ‘economic sufficiency’ and ‘financial responsibility’ and located within a larger heading of ‘Citizenship’ in the alpha version. In the glossary of the ‘alpha’ version ‘Economic self-sufficiency’ is a separate heading located in ‘Civic and community life’’, and is described in similar terms to the NACC ‘economic sufficiency’. There has thus been a subtle change of emphasis, from participation and responsibility, to adequacy. The lack of clarity—possibly present in both versions—needs to be addressed. 

Economic self sufficiency is an important area of participation, and represents the ability to accept responsibility for, and independently calculate, generate and manage adequate resources for the ongoing maintenance of a satisfactory quality of life.

Glossary

The glossary does not appear to match the classification. For instance the classification identifies  010 and 011 under ‘health care’ while the glossary discusses 010, 011, 012, 013.

The ‘glossary’ has shifted the focus back on the person, which does not match the definition of P emphasising the importance of environmental factors.  Examples include: 

•
use of the terms ‘practices and behaviours’ rather than the NACC ‘engaging in practices and behaviours’

•
‘self care’ needs to emphasise the cultural aspects of cleanliness and appearance etc, so as to distinguish the P dimension more thoroughly from the D dimension.

This emphasis was compared unfavourably by Australian experts with the proposed Australian dual approach, which recognises that either or both of the person or the environment may need intervention or change.
Some changes have been made, between the last NACC draft seen by the Australian CC, and the present ‘alpha’ draft. Not all these changes appear to be improvements. Some of the changes of significance are commented on here.

Mobility: This new category is satisfactory. Is 110-119 in the glossary equivalent to the NACC 6.1 (3 codes) which were useful? Movement within the home should be separately identified.

Relationships: While the new 300-399 in the glossary relate fairly broadly to the 3 category in the NACC draft, the category of ‘parent-children affective relations’ is missing. This is important, especially to people with an intellectual disability, whose role in parenting is a matter of debate.

Qualifiers

At the May ICIDH meeting it was agreed that the third dimension would comprise

•
a conceptual framework provided  by the domains of participation, 

•
a first metric indicating the current satisfaction with participation, and 

•
a second metric describing the type and level of ‘enabling response’ needed to improve the individual’s level of participation in certain domains of participation.  

It was agreed at the May meeting that the third dimension would be classified using three digits before a decimal point, and two or three digits after the decimal points for qualifiers. One of the qualifiers was to be ‘enabling response’. The Australian CC was asked to draft a proposed metric.

The qualifiers are an essential part of conveying the conceptual basis of Participation, and it is therefore essential that the collaborating centres have an opportunity to comment on these prior to release of the beta version for field testing.

‘Enabling response’ as an important qualifier for Particpation

A final version of the Australian proposal for ‘enabling response’ is provided at Attachment 1.

The ‘person focussed enabling response’, although awkwardly named, is seeking to provide continuity with the old ICIDH ‘severity of handicap’ notion. There is considerable disappointment in Australia that this proposal has not as yet been included or responded to. The environmental response included in alpha does not appear as useful as that suggested in the Australian proposal, and does not match the environmental/contextual factors proposed—an essential feature, surely.

The bifurcated approach in the Australian proposal is important; the presence of two qualifiers clarifies and illustrates that, because Participation is the result of an interaction between the person and the environment, the ‘severity’ of the effect and/or need for response may indicate a need for action with respect to the person or with respect to the environment.

Australian administrators are strongly of the view that it is important to ensure that the classification system is capable of identifying need. A classification which does not relate to service planning and funding will be of limited application.

7. Environmental/contextual factors

E as an important annexe

Environmental factors are an essential feature of the ICIDH ‘model’. As stated elsewhere in these comments, it should be clarified that the ‘contextual factors’ are not a fourth dimension. While this was discussed and agreed at the May meeting, the present draft is misleading, and actually implies that ‘environmental factors’ as drafted are useable in conjunction with I and D (see page 74, introduction to E dimension). 

The NACC July draft was generally supported by Australian experts, because of its attempt to provide a holistic view of the environmental factors which could affect participation. Some more supporting detail, indicating possible ways in which the P effect occurs, could be useful in clarifying the breadth of the approach.

There should be no inclusion of ‘intrinsic’ personal factors

Australian experts were concerned about the suggestion (page 74) that ‘Factors that are intrinsic to the individual or are personal characteristics ... may be incorporated after the initial alpha testing phase’. We strongly oppose this inclusion. 

The current E dimension includes factors external to the person; this is the whole point of the dimension. It is understood that it has been argued that there may be factors intrinsic to the person and, in a sense, external to the disability. The inclusion of such factors in E will confuse the classification very significantly. The principle is that the E factors are external to the person. Attributing ‘externality’ to personal factors will be as complex and confusing as establishing ‘blame’ in a court of law.

Qualifier and use of E

Will there be a qualifier for E, so that it can be used to rate particular environments? If there is, it will be need to be rationalised with the qualifiers for the P dimension (‘environment focussed enabling response’).

Relationship to other classifications

While it is appreciated and supported that these E factors should be limited to classifying ‘the world’ in terms of factors which may affect P, it is hoped that some cross-walking with other environmental classifications may be done eg from the spheres of environmental health or social geography.

Comments on specific codes

The ‘access to health care’ code may need to include a sub-code for ‘access to disability support services’. These are not ‘medical care’. They are largely intended to support activities of daily living. They are not focused exclusively on the person with a disability, but may also be provided to the person’s family or care giver.

Does the code for ‘military system’ include ‘war’? If so, this needs to be made explicit.

8. Protocols for testing

The draft protocols lacked clarity. We would like to see a new draft on which to comment, before being committed to the process outlined. 

The involvement of people with a disability and their carers in the testing phase is seen as important in Australia.

The Australian CC is actively exploring possibilities for testing during 1997 in the areas of

•
intellectual disability;

•
disability among the Aboriginal and Torres Strait Islander populations.
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Attachment 1

Draft ICIDH2, Dimension 3: Participation

Qualifier: Enabling response needed

Final proposal of the Australian Collaborating Centre

1. Background

This proposal attempts to synthesise 

•
the existing concepts in the  third dimension of the 1980 ICIDH, which relate to the provision of assistance and which underpin service structures in a number of countries, and

•
ideas about enablement via the removal of barriers in the social and physical environment.

Qualifiers for the third dimension

In the draft ICIDH2 the disablement process is now generally described in the following terms: A person has an impairment I and/or a disability D. In attempting to participate  they experience a P effect—the result of interaction between D and E. 

At the May ICIDH meeting it was agreed that the third dimension would comprise

•
a conceptual framework provided  by the domains of participation, 

•
a first metric indicating the current satisfaction with participation, and 

•
a second metric describing the type and level of ‘enabling response’ needed to improve the individual’s level of participation in certain domains of participation.  

It was agreed at the May meeting that the third dimension would be classified using three digits before a decimal point, and two or three digits after the decimal points for qualifiers. One of the qualifiers was to be ‘enabling response’. The Australian CC was asked to draft a proposed metric.

Previous work

The Australian CC drafted an ‘enabling response’ proposal, appended to comments sent to the NACC meeting in October 1996.

This final proposal refines that work, based on further developmental work by the Australian CC foreshadowed in the October draft, as well as comments received, primarily from Australian experts.

2. Australian CC proposal

‘Enabling response’ is the response, from supports or factors external to the person, needed by the person to enable their desired level of participation in a particular domain. Because participation reflects a D X E effect, the enabling response may be provided in the form of assistance to the person or modification of the environment. 

Enabling responses may be, broadly:

•
person-focused enabling response — assistance to the person (employment support, equipment, attendant care etc ); and/or

•
environmental-focused enabling response — systemic or environmental modification (ramps, toilets, parking spaces, large print or plain English publications, legislative reforms, attitudinal change, etc )

‘Enabling response’ identifies what the person needs in order to achieve the desired level of participation. They may or may not be receiving this response. Information gathered on this variable gauges the ongoing need for various responses (eg equipment, personal assistance in various areas). Further questions eg in population surveys or service-related interviews, would elicit what the current level of unmet need is, either on a personal or population basis.

Tables 1 and 2 set out the proposed classification for these two aspects of response. The information or rating should be provided, as far as possible, by the person concerned.

The proposed ‘qualifier’ is related to the rest of the draft classification in the following way:

•
it complements the other proposed qualifier of the third dimension; whereas it indicates the level of individual satisfaction with participation in various areas, this qualifier indicates the individual’s analysis of what external ‘response’ will enhance their level of participation;

•
whereas the ‘environmental factors’ as presently classified, provide a framework in which an environment can be evaluated, the ‘enabling response’ indicator shows the specific factors which, for a particular individual in a particular area of participation, need to change or respond in order to enhance participation in a given domain by that individual.

The old ‘handicap’ and ‘severity of handicap’ codes can be mapped to the ‘person focused enabling response’, as illustrated by Table 1. The ‘environment-focussed response’ is a very coarse condensation of the ‘environmental factors’ classification.

3. Main concepts of ‘person-focused enabling response’ (Table 1)

Enabling response contains the notions of

•
difficulty

•
the use of aids

•
the need for assistance

but is focussing on what is needed to enable the person to achieve their desired level of participation. Together with the person’s level of satisfaction with participation (the other proposed qualifier) this provides a powerful description of the outcome of the interaction of disability and environment.

A nine point scale is proposed, with numbers 0-4 describing what the person can do without personal assistance, but possibly with difficulty and/or aids and/or financial assistance and/or environmental response only—in this subscale the person is still able to participate ‘independently’. 

Numbers 5 to 9 describe the need for personal assistance. People receiving this assistance could also be receiving financial assistance using aids and/or require environmental response, but this upper end of the scale has not been constructed to take all these variables into account.

Not all points of the scale are relevant to all participation domains, for instance economic self sufficiency is reflected in 0-4 then 9.

Enabling response or level of participation?

We have no objection to Table 1 being renamed ‘level of participation’ but we believe the focus/emphasis of the NACC draft ‘level of participation’ (June 1996) is too much a static notion of ‘difficulty’ with individual performance, and not focused enough on what needs changing, either in relation to assistance to the person or change to the environment (now picked up as a qualifier of ‘environmental factors’).

Table 1: Person-focused enabling response

Suggested code


Suggested interpretation
Relation to old ‘handicap’

0
No response needed in usual environment to participate to desired level.


Orientation 0

Physical independence 0

Mobility  0

Occupation 0

Social integration 0

Economic self-sufficiency 0, 1, 2



1
No response generally needed if person is in a suitable community environment (of a standard it is reasonable to expect)—or may experience minor difficulty in a suitable environment. (May imply need for environmental response — eg workplace modification.—but no person-focussed response)


Orientation 0

Physical independence 0, 2

Mobility 1, 2

Occupation  1, 3

Social integration 1

Economic self-sufficiency 3



2
Needs equipment and/or financial assistance only—and then experiences at most only minor or occasional difficulty to participate at desired level.


Orientation 1, 2

Physical independence 1, 2

Mobility 3

Social integration 1?

Economic self-sufficiency 4



3
Needs no assistance (other than perhaps aids and/or financial assistance), but is experiencing moderate to significant difficulty, or experiencing some curtailment in participation.


Physical independence 3, 4

Mobility 2, 3

Occupation 2

Social integration 2, 3, 4?

4
Is not participating to desired level, is experiencing significant financial hardship (as a result of their disability?), and chiefly requires financial assistance rather than personal assistance with particular activities


Economic self-sufficiency 5, 6

5
Needs occasional or infrequent help to participate to desired level, even with equipment or financial assistance. 

Includes use of signing translator for deaf people

Includes when social interaction is difficult beyond friends, colleagues and family?


Orientation 5

Physical independence 3 

Mobility 3, 4/

Social integration 4?



6
Needs regular support with particular tasks eg 1-4 times per week, but manages many tasks independently on a daily basis.

Includes when person does not participate in relationships beyond spouse or immediate family, or can obtain employment only under special circumstances.

Includes curtailed participation without support.


Orientation 5, 6?

Physical independence 4

Mobility 5

Occupation  5

Social integration 5



7
Needs regular support most days with particular tasks, to participate to desired level. Includes:

•
total dependence on external economic supports; or 

•
difficulty with sustaining employment, education or leisure activities under most favourable circumstances.


Orientation 6?

Physical independence 5

Mobility 6

Occupation 6

Social integration 4?



8
Needs significant daily support but can be left alone safely for at least an hour.
Orientation 7?

Physical independence 5, 6

Mobility 6, 7, 8

Social integration  5, 6, 7?



9
Needs substantial support on a daily basis and cannot be left alone safely. Includes someone who is totally economically reliant on others, including government assistance. Generally signifies extremely low levels of participation in the domain.


Orientation 7, 8

Physical independence 6, 7, 8

Mobility 8

Occupation 7, 8

Social integration 7, 8

Economic self-sufficiency 8

Notes: 

1. Table 1 is based on: work of the Australian CC, ABS adaptations of the ICIDH as used in Australian population surveys, suggestions of Cille Kennedy and Elizabeth Badley, discussion with the Australian Disability Data Reference and Advisory Group, consideration of the ‘Scale of independence’, developed by the South Australian Disability Services Office, and comparison with the 1980 ICIDH and London Handicap Scale. 

2. There is a change of focus from ‘degree of difficulty’ in the 1980 ‘handicap’, to ‘response needed’, and so some of the refinements in description of difficulty in orientation (for instance) are lost in the interests of more description of the D/E interaction and the response needed. The gain is a shift from a static (even passive) view or assessment of difficulty to an emphasis on enabling the person to achieve their desired level of participation.

3. There is a shift from the consideration of norms to the consideration of the person’s own goals. ‘Restricted occupation’ (p.196 of current ICIDH) is measured against some norm. The present proposal relates to the person’s own goals ie what is needed to help them achieve their potential—thus focussing on avoidable disadvantage rather than some objective ‘extent of disadvantage’ against social norms. 

4 Examples will be important.  They will need to make use of both environmental response (below) as well as the person-focused response here, to retain all the information gathered in the existing ICIDH.

5. There is no digit for ‘other’ or ‘unspecified’ (whereas there is in the existing ICIDH).

6. There may be a need to have a separate scale for each domain, although we have tried not to do so to enable consistency of rating.

7. All levels in the scale are needed, because we have condensed all the different scales in the old ‘handicap’ dimension onto one scale. This means that there are variations in both frequency and intensity of assistance which can only be reflected adequately with  the present scale. 

8. Financial assistance could include non-cash assistance eg clothes, food, reduced or zero rates for goods and services such as transport, legal aid, etc, but not disability aids/equipment.

Table 2: Environment-focused enabling response

Suggested code


Suggested interpretation: Environmental factor needed to respond
Relation to ‘environmental factors’ 
(NACC June 96 proposal)

0
No environmental response needed to enhance participation




1
Physical factors


1.1, 1.2.1, 1.2.2

2
Technological change, equipment

(Comment: not just support needed—see above—but change in the mix of services etc)


1.2.3

3
Social, psychological climate, culture

Includes informal support, family, friends, community organisations

(Comment: not just support needed—see above—but change in the mix of services etc)


2.1

4
Legal factors and other administrative policy, practice (‘politico economic’ factors)
2.2 

apart from 2.2.3 and 2.2.3.4 and 2.2.4 and 2.2.7



5
Economic system including labour market 


2.2.3

6
Health and social services

(Comment: not just support needed—see above—but change in the mix of services, eligibility etc)


2.2.4, 2.2.3.4,

2.2.7 (community organisations)

7
Education and training system response


2.2.5

8
Public infrastructure including public transport


2.2.6

9



Notes:

1. The environment-focussed response indicates what needs to change in the environment, not what the environment should do for the person—that should be picked up in the ‘person-focused response’. Thus this picks up on changes needed in systems, physical infrastructure etc to meet the needs of the person.

2. The use of this second digit may depend on the further development of the ‘environmental factors’ classification, and illustrations of its use. At the micro level in some of Patrick Fougeyrollas’ examples there is some similarity to the ‘enabling response’ concept.

The great advantage of introducing this digit in the P dimension is that it indicates the interaction which is being emphasised: If ‘participation’ is affected by the interaction between disability and environment, then either the person must be assisted directly or the environment must change/respond.

3. The ‘environmental factors’ used in drafting these codes pre-date the factors in the ‘alpha’ draft ICIDH. This list must stay consistent with the environmental factors finally decided on.

4.  What if there is more than one  environmental response needed? Some suggestions should be included to show how data collections could record more than one response.

5. This notion seems to have the underlying concept of a ‘usual environment’ for that society. That is, the person needs this kind of response perhaps in their current environment, but also in other similar environments—if they moved, their need for enabling response would not be ‘solved’ until the social average had lifted. This point needs to be included in the text accompanying ‘environmental factors’.

Australian Collaborating Centre (AIHW)
21 
AIHW comments on Alpha and WHO ‘15 issues’

