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Introduction

This paper will be presented in three sections:
1. About the ICIDH and its revision

2. Current applications of the ICIDH in the disability area

3. ICIDH in a wider framework: possible uses and probable issues

1. About the ICIDH and its revision

What is the ICIDH and what does it look like?

The first ICIDH was published by the World Health Organization (WHO) in 1980 as ‘a manual of classification relating to the consequences of disease’ and ‘intended to offer a conceptual framework for information’.

The 1980 ICIDH sets out this conceptual framework in three dimensions—Impairment, Disability and Handicap:
Impairment: In the context of health experience an impairment is any loss or
abnormality of psychological, physiological or anatomical structure or function.

Disability: In the context of health experience a disability is any restriction or lack 
(resulting from an impairment) of ability to perform an activity in the manner or 
within the range considered normal for a human being.

Handicap: In the context of health experience a handicap is a disadvantage for a 
given individual, resulting from an impairment or a disability, that limits or prevents the fulfilment of a role that is normal (depending on age, sex, and social and cultural factors) for that individual. (WHO 1980)

Impairment is considered to occur at the level of organ or system function. 

Disability is concerned with functional performance or activity, and limitations therein, affecting the whole person. 

Handicap focuses on the person as a social being and reflects the interaction with and adaptation to the person’s surroundings. 

Why is the ICIDH being revised?

Since 1992-93 WHO and its Collaborating Centres have been working on a revision of the ICIDH. The Australian Institute of Health and Welfare, as the Australian Collaborating Centre for both the ICIDH and the ICD, has participated in the revision since late 1994. Over this time a growing number of centres and task forces representing some 20 countries, have become involved. Representatives of people with disabilities attend meetings and participate in some of the task forces. 

The reasons for the revision, as set out in the introduction to the 1993 reprint of ICIDH-1 include:

· The need to incorporate environmental factors; these factors have an enormous impact on the disadvantage which can result from an impairment.

· Overlap between disability and handicap and between disability and impairment, in some areas—in other words, the need to tidy up the classification.

· The wider range of uses for ICIDH than was originally envisaged.

This wide range of uses was indicated at a multi-disciplinary workshop in 1994 (AIHW 1994b). Different viewpoints represented at the workshop were provided by:

•
people representing people with a disability, whose purpose in measuring disability is often to indicate the level of need for services and to better match the individual’s self-identified goals and abilities with the service offered;

• 
providers of support services, whose purposes in measuring disability include providing supports appropriate to the needs and abilities of services users, prioritising the use of resources, and comparing the resources and successes of their service with those of other services;

•
funders and planners of broad disability programs, whose primary purposes in measuring disability are to assess the relative need for resources among groups of people with differing disability types and service needs, and to identify unmet needs;

•
administrators of legislation outlining the rights of people with a disability, who may prefer to use broad definitions of disability to protect people who may be disadvantaged by exclusion;

•
people responsible for income security policy, including the social security and compensation fields, who may prefer definitions and measures which clearly define the criteria for, and limit the number of people included in, their programs;

•
clinicians, whose need may be to gauge the nature and severity of disability more precisely in order to devise the most appropriate intervention, or to compare the efficacy of various treatments;

•
national and international statisticians, whose purpose in measuring disability is to be able to compare data across service types and across national and international boundaries; the measure of disability may then be an outcome measure of an intervention (often a health or community service intervention), an indicator of need for support or treatment, or a benchmark which enables the collation or comparison of data from several different sources. 

Similar, even broader uses have been reported at the international level, including its use by the United National Statistical Division in making international comparisons (UN 1988a, 1988b).

What does the draft ICIDH-2 look like?

A ‘beta 1’ draft ICIDH-2 was published by WHO (WHO 1997) and has been subject to translation, testing and comment in a growing number of countries. A ‘beta 2’ draft
 is being produced, for discussion at the annual meeting in London in April 1999, and for publication later in the year for more detailed tests including coding of individual cases. 

This paper reflects the 1997 Beta-1 draft and the views of the Australian Centre up to the end of March 1999.

 Impairment dimension of ICIDH-2

In the context of health condition, Impairment is a loss or abnormality of body structure or of a physiological or psychological function.

The classification of Impairment relates primarily to loss or abnormalities at the level of the body, body part or body system.

Activity dimension of ICIDH-2

Activity is the nature and extent of functioning at the level of the person. Activities may be limited in nature, duration and quality.

Activity limitation is indicated by two ‘qualifiers’:

· Difficulty in carrying out the activity

· Assistance needed

Participation dimension of ICIDH-2

Participation is the nature and extent of a person’s involvement in life situations in relation to impairments, activities, health conditions and contextual factors.

While Impairment focuses on the body or parts of the body, and the Activity dimension refers to the person and their everyday activities, the Participation dimension refers to the person in society:  ‘Participation is characterised as the outcome or result of a complex relationship between, on the one hand, a person’s health condition, and in particular the impairments or limitations of activities he or she has, and on the other, features of the context that represent the circumstances in which the person lives and conducts his or her life.’ 

Participation restriction is indicated by two ‘qualifiers’:

· Extent of Participation

· Environmental facilitator or barrier (indicating interventions which may be necessary to enhance participation)

Contextual factors annexe

Contextual factors are defined as ‘the features, aspects and attributes of, objects, structures, human-made organisations, service provision, and agencies in, the physical, social and attitudinal environment in which people live and conduct their lives’.

Example 

An example may illustrate the use of all three dimensions together with the contextual factors, to build up a more complete picture of the person’s experience. A person (for various medical reasons) may have impairments in mobility in his joints or bones. There may be associated effects on certain activities, for instance lifting or gripping objects with the hand. There may also be effects on the person’s participation in employment; for instance, environmental modifications or equipment may be needed so that the person is enabled to work in suitable employment.

First level codes for all dimensions of the 1997 draft ICIDH-2 are attached.

Participation—a re-focussing of the third dimension

A significant change since the 1980 version has occurred in the third dimension, where Handicap has been renamed and re-conceptualised as Participation. The 1980 definition of handicap focused on the disadvantage experienced by an individual when trying to fulfil a life role. In contrast, the concept of Participation focuses more positively on the rights and needs of people with a disability. It is grounded in the philosophy that people with a disability are entitled to the same opportunities and choices as the rest of the community, and generally desire participation in all areas of human and social life; this brings the ICIDH more into harmony with the UN Standard Rules on the Equalization of Opportunities for Persons with Disabilities.

The draft ICIDH-2 recognises that individuals experience a participation outcome as a consequence not only of their impairment but also of their interaction with the world around them.

Australia’s role in the ICIDH revision

The work of the AIHW as the Australian Collaborating Centre towards the ICIDH revision has proceeded in several areas:

1. Australian ‘Consensus Conference’ on major issues in the development of the draft (report to WHO in December 1997).

2. National discussions of the draft ICIDH-2 (reported to WHO in March 1998).

3. Beta testing in the area of intellectual disability, carried out by the Centre for Developmental Disability Studies (now finalised).

4. Beta testing in the area of disability among Indigenous Australians (still in progress).

5. Development and testing of Participation qualifiers (Option 15a testing carried out by Maree Dyson Pty Ltd, now finalised).

Tests 3, 4 and 5 were all contracted by AIHW and supported by funding from the (then) Department of Health and Family Services.

A report to WHO in December 1998 summarised all findings to date, from testing and discussion in Australia. 

AIHW has ensured, via this range of tests and with ongoing advice from the Disability Data Reference and Advisory Group, that the views reported to WHO represent a cross-section of organisations, professionals and individuals in disability-related fields throughout Australia—some hundreds in total number.

Participation qualifiers

The Australian Collaborating Centre has also played an active role in the development of Participation qualifiers. 

Since Participation is by its nature a neutral, universal framework, it cannot be used to indicate outcomes or needs without the addition of some descriptor or qualifier, useable in each domain. The North American and Australian Collaborating Centres, as well as the WHO team, have been active in developing ways of ‘rating’ people’s participation in society. 

A proposal of the Australian Centre was used in the Beta-1 draft (the environmental facilitatator/barrier). And in 1998 the Australian Centre prepared ‘Option 15a’ as an alternative to the ‘extent of participation’ qualifier and it was accepted for testing by WHO (see Table 1).

Table 1: Comparison of participation qualifiers in draft ICIDH-2 and ‘Option 15a’

Beta-1 draft ICIDH-2
Option 15a

Extent of Participation

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

0 Full participation in line with the person’s goals
1 Participation with restrictions – person’s goals are         not met
2 No participation – participation desired
3 No participation – area not of significance to the person
8 Not determined
9 Not applicable

Option 15a represented a significant revision of the ‘extent of participation’ qualifier, drawing on many of the concepts previously developed by the North American and Australian Centres, and suggesting that ‘extent of participation’ should be gauged by the person involved, in relation to their own goals. 

The run-up to the release of the Beta-2 draft.

Further comments on successive drafts have been forwarded to WHO in the early months of 1999. The recommendations prepared for the London meeting (before the Beta-2 draft for the meeting was received) were as follows 

Recommendations of the Australian Centre, April 1999

1. The final position of the Australian Collaborating Centre on the Beta 2 draft will depend on our satisfaction with our three main areas of concern: the Introduction, the Participation/Activity overlap, and the qualifiers. (Specific recommendations on changes were made.)

2. Activity qualifiers should preserve the key concepts of ‘difficulty’ and ‘assistance’.

3. We recommend adoption of the Australian proposals for Participation qualifiers, namely

· Extent of participation (in relation to the person’s goals)—essentially Option 15a; and

· Extent of participation (external rating or comparisons to statistical averages)—essentially the 1997 Beta draft qualifier.

4. We support the Environment facilitator/barrier qualifier proposed by the E Task Force.

5. None of the tests currently proposed for Beta 2 testing should be made ‘compulsory’.

6. The involvement of people with disabilities in Beta 2 testing is essential. 

7. The present ‘clinical’ emphasis of the proposed tests is inadequate and unsatisfactory.

8. Our suggestions for other tests (outlined) should be included in the package of possible tests.

2. Current applications of the ICIDH in the disability area

What can the ICIDH be used for? Each of the following current applications in the disability field in Australia will be outlined:

· Supporting data analysis, by enabling the relating of data sets

· As a framework for the analysis of outcomes for people with a disability 

· As an integrating framework for administrative data in the disability field

Supporting data analysis, by enabling the relating of data sets

In 1997 the Institute was asked by Australian governments to make some estimates of unmet demand for disability support services in Australia. Some of our key findings were:

· In 1996 there were an estimated 13,400 people with an unmet demand for accommodation, accommodation support or respite services.

· There was an unmet demand for the equivalent of 12,000 full-time places for day programs.

· The estimated costs to Australian governments of providing these additional services total $294 million annually, comprising $178 million for the accommodation services and $116 million for day programs.

· Additional future pressure on disability services is expected as a result of population ageing and the ageing of carers. 

· In 1993 there were an estimated 7,700 parents who were the principal carers of people with ‘severe handicap’. About half of these parents had been providing this care for over 30 years.

Our ability to provide these estimates relied crucially on a small number of common concepts present in both the Commonwealth/State Disability Agreement (CSDA) and in the main disability survey conducted each five years by the Australian Bureau of Statistics. 

The target group for CSDA services is defined in the Agreement in terms of specific impairments, reduced capacity for communication, learning or mobility, and the need for ongoing support services
—all concepts which can be mapped to the ICIDH.

The starting point for our analysis of unmet demand was a detailed review of all questions in the ABS survey, and their relationship to the target group for CSDA services. Finding this relationship was made easier by the fact that the ABS, in designing its surveys, had tried to achieve some correspondence with the main ICIDH ideas.

A key concept in the ABS survey is the concept of ‘severe or profound handicap’. In the ABS surveys this data item simply indicates that the person has a need for ongoing support with any of the main ‘activities of daily living’—self care, mobility or verbal communication. 

While we used a range of other data, the foundation stone of our estimates of unmet demand was the use in the ABS survey and the CSDA itself of similar concepts and terms—in particular, the focus on the need for assistance with activities of daily living. This commonality arose from the fact that elements of the ABS survey and the CSDA eligibility criteria could be readily mapped to a common framework—the internationally recognised concepts of the original ICIDH. 

ICIDH as a framework for analysis of outcomes for people with a disability 

In 1996 senior disability administrators from all jurisdictions developed and agreed national goals for disability services:

Governments strive to enhance the quality of life experienced by people with a disability through assisting them to live as valued and participating members of the community (SCRCSSP 1997:389)

This was a significant milestone, as there had previously been a lack of agreed measurable goals in the disability services field.

In the 1997 edition of Australia’s Welfare we accordingly presented an analysis of outcomes for people with disabilities, using the draft ICIDH-2  Participation dimension as the framework for analysis (AIHW 1997).  ABS survey data were analysed to look at participation of people with a disability in four key areas: living arrangements and self-care; education, work, leisure, and spirituality; economic life; and mobility and social relationships.  Findings included:


An increase in the proportion of people aged under 65 with a ‘severe handicap’ living in households, usually with relatives.  In 1981 an average of 10.9 people with a severe handicap lived in establishments for every 100 living in households.  By 1993 this ratio had fallen to 5.1 in every 100.  


Households in which a person with a ‘handicap’ lived in 1993-94 had lower average weekly income ($656), than households in which no such person lived ($827).  Households in which a person with a ‘handicap’ lived also had lower average weekly expenditure, and received more income from government cash benefits.


Between 1988 and 1993, unemployment rates for people with a ‘handicap’ rose from 12.0% to 19.2%, while rates for the wider population rose from 8.2% to 12.7%. 

· The percentage of people aged 5-20 years with a ‘handicap’ attending ordinary schools rose from 2.1% to 3.7% between 1981 and 1993.  There appears to be a long term trend away from attendance at special schools.

The Participation dimension appeared to work well as a framework for meaningful outcomes analysis. 

An emphasis on participation has recently been announced as one of the key outcome areas for the new Department of Family and Community Services. Their disability program—both income support and ongoing support services—are located under the outcome area of ‘social and economic participation’.

An integrating framework for administrative data in the disability field 

While further work remains to be done to improve the new draft ICIDH-2, its conceptualisation seems to provide a useful integrating framework which could help make Australian data collections more consistent. We began to explore and test these ideas in a paper on ‘Definition of disability in Australia’ in 1997 (Madden & Hogan 1997).

Let me give one illustration of how it can provide perspective on difficult conceptual questions.

One of the reasons people with a disability are sceptical about definition and classification is that they do not like assessment. Assessment can in fact be a danger area for clarity of thought. Definition should attempt to go to the core ideas of a phenomenon. Classification assigns things to separate and distinct categories so as to group like with like. Definition and classification are descriptive and ideally represent part of a complete framework.

Assessment, on the other hand, is designed to serve a particular, often administrative purpose, and involves the evaluation or measurement of something against specific criteria. In a disability context it frequently involves a deliberately narrow view of one part of a person’s life, often with the aim of restricting access to services to those most in ‘need’, where need is defined in relation to that service only.  

Let me illustrate. 

For instance, think about the Disability Support Pension (DSP). Eligibility criteria for this pension concentrate first on the medical and impairment aspects of disability. The ‘gateway’ to the DSP is a requirement that a person is assessed to be ‘20% impaired’. For those who get through this gateway, the only focus on activity limitation or participation restriction (the other two ICIDH dimensions) is in the assessment of their ‘work ability’ and whether or not someone is unlikely to work for the next two years. This is now assessed by a suitable medical practitioner. The new Work Ability tables were designed to assist this assessment. Table 2 illustrates that ‘work ability’ makes use of a small number of Activities and Participation domains from the ICIDH-2. 

Table 2: The work ability tables and the ICIDH

Work Ability Table
ICIDH

1 Ability to regularly report to work
A – sustaining performance

2 Ability to persist at work tasks
A – sustaining performance

3 Ability to understand and follow work instructions
P – exchange of information

4 Ability to communicate with others in the workplace
P – exchange of information

5 Ability to travel to and from and move around at work
P – mobility outside the home

    - transport

6 Ability to manipulate objects for work
A – movement activities

7 Work behaviour
P – social relations

8 Ability to learn and undertake a variety of tasks
A – learning and applying knowledge

9 Ability to lift carry and move objects at work
A – movement activities

The DSP assessment does not define a person. Nor, as Table 2 illustrates, does it define disability in the broad—even though people sometimes use DSP data as if it did. It merely reflects that the person has crossed over a certain line in the administrative sand (in relation to their impairments and their assessed likelihood of working) and so is eligible for a pension. It specifies the particular aspect of disability which society has decided to respond to by the provision of a pension. 

The ICIDH framework thus helps put assessment in its place and shows how narrow the focus of assessment usually is. 

An information framework in the disability field

In our work in 1997 we reviewed quite a wide range of administrative and related  definitions of disability in Australia, and concluded that the ICIDH had potential strength as a useful ‘conceptual framework’ for disability data in Australia.

This is very important to our data development work at the Institute, as senior policy makers have called for greater consistency in disability data for some years. The ICIDH now makes an appearance in the National Community Services Information Model and the National Community Services Data Dictionary. We hope it may contribute to an integrating framework for related fields such as disability services, aged care and community health. We are working this year (with our Disability Data Reference and Advisory Group and the Institute’s National Information Development Unit) on the development of key data items, relatable to the ICIDH, for inclusion in the Data Dictionary:  a ‘disability identifier’; ‘disability groups’; and a data item on support needs. Our work so far on these items illustrates the usefulness of the ICIDH in providing a high level framework which helps articulate the ideas underlying these important concepts in the disability field.

3. ICIDH in a wider framework: possible uses and probable issues

While we have originally looked to the ICIDH as a framework in which disability data could be related and made more consistent, we are becoming increasingly interested in looking at how well the ICIDH fits into the broader health and welfare framework. This was in fact how it was originally envisaged—as a new arm of a health information framework, expanding out from the diagnostic and procedural focus of the ICD. 

So first, how does the ICIDH fit into a broader health framework and how could it contribute? Its potential will be illustrated in the areas of:

· Quality of life for people with disabilities.

· Rehabilitation.

· Public health.

This paper will conclude by posing some questions for discussion. 

The revision of the ICIDH and its ‘fit’ to quality of life themes

We have carried out a brief review of the quality of life literature in the disability field, and have found four main concepts and themes emerging fairly consistently. 

Universal and holistic life domains

A principal idea in the literature reviewed is that quality of life measures for people with disabilities should relate to the same areas of life as those relevant to all people, and that these areas should be holistic in scope (see e.g. Brown et al 1996, Doyal & Gough 1991, Schalock 1997, Felce 1997). This principle explicitly underpins the Participation dimension of the draft ICIDH-2, with its holistic life domains.

Autonomy and choice

One of the main guiding principles set out for the consideration of quality of life (Brown et al 1996) was:

Although basic components of quality of life are the same for all people, the meaning attached to quality of life will differ to varying degrees from one person to another. This is because individuals attach differing relative importance to the basic components of quality of life and have differing opportunities and constraints within their lives.

Cummins’ ComQol scale (Cummins 1993) and Felce (1997) reflect similar key ideas, and other authors confirm the importance of individual choice in deciding which areas of life are important (Mittler 1984 cited in Timmons & Brown 1997; Brown, Brown and Bayer 1994 cited in Renwick et al 1996)

Doyal and Gough (1991), writing about fundamental human needs, identify health and autonomy as the two key pre-requisites.

In ICIDH-2, autonomy and choice are reflected more strongly in the Option 15a formulation of the ‘extent of Participation’ qualifier where the primary role of the person in ‘driving’ the coding of their extent of participation is stressed.

Objective measures

Felce (1997) emphasises four key concepts for quality of life measures:

· The overall nature of the well-being considered;

· The need for objective descriptors;

· The need for subjective evaluations;

· The importance of weighting according to the person’s own set of values.

Cummins (1993) also emphasises the balancing of individual choice and weighting with ‘objective measures’. This has also been a theme in the discussions which have occurred in Australia during the testing of the draft ICDH-2. Many people in the disability field have been highly receptive to Option 15a which rates the extent of Participation in relation to the person’s own goals. It is recognised that this is in line with the philosophy on rights and equality of opportunity.

Nevertheless there has also been frequent discussion about the need to recognise that some people have not had the life experience which enables them to make full and free choices. For these people, advocates or ‘experts’ of some kind may have a role in gauging the extent of participation against perhaps higher expectations than the person may hold for themselves. Our own analysis (in AIHW 1997, previously outlined) also suggests that gauging extent of Participation in terms of social averages may also be useful.

The Australian recommendation to WHO in April 1999 was to adopt two Participation qualifiers—one allowing external rating, but the rating participation in relation to the person’s own goals.

Person-environment interaction

The fourth key factor in the quality of life literature relating to disability is the interaction between people and their environments (see e.g. Renwick and Brown 1996; Parmenter 1997; Timmons and Brown 1997). The recognition of environmental factors in either facilitating Participation or creating barriers to Participation is an important new aspect of the ICIDH-2.

Conclusion

Over recent years the ICIDH-2 has thus evolved towards harmony with the quality of life literature. This brief review illustrates that details of quality of life for people with disabilities are likely to be able to be ‘mapped’ to the draft ICIDH-2, particularly to the Participation dimension and its qualifiers. The four major themes in the quality of life literature are well represented in the ICIDH framework.

The Participation domains attempt to represent all areas of human life and well-being; they appear to be quite successful in this, covering all the areas identified in the quality of life literature. The ICIDH framework reflects quite strongly the importance of environmental factors.

The Participation qualifiers in the draft ICIDH-2 include ‘objective’ measures. A decision is still needed on  how to encapsulate ‘autonomy and choice’ in ICIDH-2; Option 15a, reflecting the perspective of the person involved, is still only an alternative rather than a complement to the ‘objective’ Participation qualifier proposed.

Rehabilitation: FIM and Activity limitations

The Australian Faculty of Rehabilitation Medicine recently drafted an Australian Standard Data Set for Rehabilitation Medicine. The data set does bear some relationship to the ICIDH. However the power of the ICIDH framework in this instance is again to illustrate what may be missing from the data set.

The Data Set has adopted a so-called ‘impairment code’ from the US, which is actually a diagnostic grouping. It has also adopted the Functional Independence Measure (or FIM) as the main assessment component. The FIM corresponds quite closely to the ICIDH activity dimension, although it is not quite as complete (see Table 3).

The Data Set thus concentrates on diagnosis and Activity Limitation. It does not record Impairment or Participation restriction. It thereby locates the approach to rehabilitation in the arena of medical models and institutional rehabilitation. Other forms of rehabilitation, and other non-physical needs would not be comfortably recorded in the system.

Table 3: A mapping of the FIM dimensions to the ICIDH Activity chapters

ICIDH – Activity Chapters
FIM

1. Seeing, hearing and recognising


2. Learning, applying knowledge and performing tasks

a10300 ‘problem solving’

a10100 ‘remembering’
Social Cognition
Q. problem solving
R. memory

3. Communication activities

a201* ‘understanding messages’

a 204* ‘producing messages’
Communication
N. Comprehension
O. Expression

4. Movement activities 

a 301* ‘maintaining and changing body position’

a304* ‘transferring oneself’
Mobility transfer
I. bed, chair, wheelchair
J. toilet
K. tub, shower

5. Moving around

a401* ‘moving around without using transportation’ (excludes using a wheelchair, which is coded at a90400)

a40210 ‘climbing stairs’
Locomotion
L. walk/wheelchair 
M. Stairs

6. Daily life activities

a5100 ‘washing oneself’

a50110 ‘bathing in a tub’
a50120 ‘taking a shower’
a50130 ‘other forms of washing oneself’

a50200 ‘care of body parts, teeth, nails and hair

a50300 ‘activities related to excretion’

a50320 ‘carrying out activities related to urination’
a50330 ‘carrying out activities related to defecation’

a50400 ‘dressing’

a50421 ‘putting on or taking off clothes over the head’
a50422 ‘putting on or taking off clothes over the arms and shoulders’
a50423 ‘putting on or taking off clothes on the lower half of the body’

a50500’eating and drinking’
Self care
A. feeding
B. grooming
C. bathing
D. dressing upper body
E. dressing lower body
F. toileting

Sphincter control
G. bladder management
H. bowel management



7. Care of necessities and domestic activities


8. Interpersonal behaviours

a7100 general interactive skills
Social Cognition
P. social interaction


9. Responding to and dealing with particular situations


10. use of assistive devices, technical aids and other related activities

a90400 ‘using aids for personal mobility’ (excludes walking,  which is coded at a401* ‘moving around without using transportation’)
Locomotion
L. walk/wheelchair

Continued …

Table 3 (ctd): A mapping of the FIM dimensions to the ICIDH Activity chapters

Qualifiers

1. Difficulty qualifier

no difficulty

slight difficulty

moderate difficulty

severe difficulty

unable to carry out the activity

level of difficulty unknown


2. Assistance qualifier

no assistance used

non-personal assistance

personal assistance

both non-personal and personal assistance

level of assistance unknown
Qualifier

Independence

7. complete independence (timely, safely)

6. modified independence (device)

Modified dependence

5. Supervision

4. Minimal assistance (subject 75%+)

3. Moderate assistance (subject 50%+)

Complete dependence

2. Maximal assistance (subject 25%+)

1. Total assistance (subject 0%+)

Could ICDH contribute to a framework for public health?

Is there scope to use the ICIDH as a framework to look at public health issues? When the focus of public health is on the cost of disease, risk factors, prevention of disease, the efficacy of current interventions and how they are funded, the answer may be yes. Consequences of disease include disability, many risk factors are included in the contextual factors of the ICIDH and the sorts of outcomes of public health interventions might well be reflected in the Participation domains. Even the Activity dimension provides a useful framework for risk factors, as inadequate physical activity is a risk factor for cardiovascular disease and resulting disability.

ICIDH and the WHO ‘family’ of classifications 

This paper will conclude by posing some questions for discussion. How does the ICIDH fit into the WHO ‘family’ of classifications? What are some of the main differences among this ‘family’? And as the new kid on the block what effect is the ICIDH-2 likely to have on its older relations?

WHO has recently placed related work into a single organisational area—ICD, ICIDH, WHOQoL, DALYs and the burden of disease work. Do these recent changes at WHO presage a more integrated family of WHO classifications and related work?

Definition of health

A first challenge lies in the WHO definition of health and the whole notion of a ‘family’ of health-related classifications. The WHO definition of health is broad: A state of complete physical, mental and social well-being and not merely the absence of disease or infirmity.  

What might be the limits to the scope of health-related classifications, in the light of this broad definition? And how might the WHO definition help shape the ‘family’ of classifications and related applications?

Purpose of classification

In looking at the WHO family of classifications, the different purposes (and perhaps original eras) of the different classifications merit some thought.

People and intervention focus

Perhaps the grandfather of the family, the ICD, represents a diagnostic tradition, with the underlying purpose of intervening helpfully to improve the health of the individual person. The ICD approach relies on professional input—diagnosis and procedure—and perhaps tends to assume a short-term focus. If not supplemented by other methods, it can be dubbed (in some circles at least) as allied to a ‘medical model’. Systemic costs, long-term effects, the role of the person in their own assessment and treatment, and the importance of environmental interventions, may be neglected.

Cost discrimination

Newer classifications, generally representing groupings of pre-existing classifications (including the ICD) have been developed to address the need for systemic cost monitoring, prediction and control. Casemix and the ‘diagnosis-related groups’ are obvious examples. 

Are these new applications overly focussed on the administrative and budgetary needs of institutions? 

Do they nudge health services toward the mean in terms of treatment costs? What are the effects on people with unusual or complex treatment needs?

Are there distortions in health delivery approaches because these models do not always consider the non-institutional and personal costs? These questions are typical of the concerns of people with a disability and their families in considering these applications.

The global burden of disease work, in attempting to derive holistic ‘costs’ to guide preventive efforts, is a potentially positive development in this area, if certain methodological problems can be effectively addressed.

Outcomes, health status, goals and accountability

The ICIDH was originally developed as a ‘health outcomes’ classification, capable of recording the long term effects of disease and injury. As such it should assist in the monitoring of health costs as well as health outcomes.

The WHOQoL instrument covers, among other things, satisfaction with or adequacy of a range of life areas and basic needs. Many of these life areas or needs are represented in either the Activity or the Participation dimensions of ICIDH-2. It has already been illustrated that the Participation dimension and draft qualifiers bear a relationship to the quality of life literature as it relates to people with disabilities. How do and should these two members of the WHO family relate, now they are seen in closer proximity?

Should ICIDH avoid the concept of ‘satisfaction’ so as not to overlap with WHOQoL? If so, should WHOQoL reflect more closely the ICIDH Participation or life domains, to make the ‘family’ harmonise?

At its present stage of development the ICIDH still has to answer the questions: 

Against whose goals are outcomes to be measured? Who classifies? Who attaches values to different ‘states’ of disability? Who says whether and to what extent  participation is restricted—the person themselves, a ‘professional’, or both in some kind of partnership?

Clarifying purpose and method

The key to harmonising or at least understanding the mosaic presented by these various classifications and approaches may lie in the careful clarification of their different purposes. The disability weights of the burden of disease work are a current area of debate; how different really are the various points of view in this debate?

If the purpose of deriving disability weights is to indicate where efforts at prevention should lie, then it seems reasonable to ask a range of people what health conditions or states they would most like to avoid. In this case, how concerned should we be about the precise scope of the group of experts or ‘people in the street’ who assign the weights, as long as the methods and results are transparent and available for comment?

But if the purpose of disability weights is to value years of life lived by people with differing health states, in order to allocate potentially life-preserving resources, we are on more sensitive ground. What are the implications of the work of Cummins? He found fairly narrow ranges of scores of quality of life for a wide range of different circumstances, suggesting to him the existence of a homeostatic system, in which humans tend to preserve their subjective quality of life, adapting to quite a wide range of environments and conditions (Cummins, in press). Thus ‘objective’ and ‘subjective’ indicators (or perhaps rather ‘external’ and  ‘internal’ perceptions) may be at odds—and people with disabilities may be expected to value their lives as highly as people with ‘objectively’ better health. Hardly surprising. But whether we appeal to empirical evidence or an ethical value, the point can’t be avoided in policy formulation.

This more sensitive example underscores the importance of clarifying purpose and method when we classify or measure. Further, the previous discussion of the relationship between ICIDH-2 and quality of life measurement suggests that the ICIDH-2 could contribute to a useful framework in which such clarification could proceed.

Will the philosophy of ICIDH permeate the broad understanding of health?

It is equally interesting to speculate what philosophical effects the ‘new kid on the block’ might have on the WHO family of health-related classifications. 

The ICIDH was designed to be complementary to the ICD. The dimensions themselves are now more neutral and hence applicable to all people in the population. Nevertheless the classification is likely to be most often used by and for, and to be of considerable importance to, people experiencing long-term effects of health conditions, impairments, activity limitations and environmental factors. There is thus an identifiable, stable group of ‘classification subjects’. Perhaps unlike most ICD subjects, the ICIDH ‘subjects’ do not expect to be discharged from a hospital and its classification systems in the near future—service systems and classification systems become an ongoing part of the furniture of the lives of people with a long-term disability, and they and their families develop well-informed views on these systems and classifications. 

The ICIDH-2 has been drafted and tested with the involvement of people with disabilities. WHO and its Collaborating Centres have not had a choice in this—even had they wanted to avoid this involvement, avoidance is simply not an option in this field.

Could this consultative developmental approach to the ICIDH actually place ICIDH at the cutting edge of operationalising the broad concept of health? If Doyal and Gough (1991) are right—that health and autonomy are the key underlying factors in a broad notion of human well-being—then classifications dealing with human health cannot be defined without reference to the ‘autonomous’ views of those to be classified.

One of the aspects of this approach is that in drafting the ICIDH-2, WHO has made a genuine effort to incorporate a broad human rights approach into the classification. The ICIDH 

‘has been accepted as one of the United Nations Social Classifications and incorporates the Standard Rules on the Equalization of Opportunities for Persons with Disabilities. As such the ICIDH provides the appropriate instrument for the implementation of such international mandates as well as national legislations.’ (WHO 1997:9)

There is a practical outcome from what may start as a philosophical principle—the quality of classifications. There is no doubt in my mind that the involvement of people with disabilities in the redrafting of ICIDH-2 has strengthened the product, although the process is not always easy for those involved.

Rachel Hurst (1998) of Disabled People International writes of the reasons for her engagement in the ICIDH revision process, despite the  inherent challenges:

In a perfect world we would prefer to have no classification at all… However, for the purposes of statistics, assessment for services and programs and above all for non-discrimination legislation, we do need to have  a definition of who we are and of our situation and we reluctantly accept that this means some sort of classification or analysis of disablement.

Rachel Hurst is now co-chair of an Environment  Task Force working on the revision of the ICIDH .
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Attachment: First level codes of 1997 draft ICIDH-2

Classification of impairment

Classification of impairments of function

Chapter 1
Mental functions

Chapter 2
Voice, speech, hearing and vestibular functions

Chapter 3
Seeing functions

Chapter 4
Other sensory functions

Chapter 5
Cardiovascular and respiratory functions

Chapter 6
Digestive, nutritional and metabolic functions

Chapter 7
Immunological and endocrinological functions

Chapter 8
Genitourinary functions

Chapter 9
Neuromusculoskeletal and movement related functions

Chapter 10
Functions of the skin and related structures

Classification of impairments of structure

Chapter 1
Brain, spinal cord and related structures

Chapter 2
Structures involved in voice and speech

Chapter 3
Structures of the ear and vestibular system

Chapter 4
The eye and related structures

Chapter 5
Structures of the circulatory and respiratory systems

Chapter 6
Structures related to the digestive system and metabolism

Chapter 7
Structures related to the immunological endocrinological
systems

Chapter 8
Structures related to the urogenital system, continence and
reproduction

Chapter 9
Structures related to movement

Chapter 10
Skin and related structures

Classification of activities

Chapter 1
Seeing, hearing and recognising

Chapter 2
Learning, applying knowledge, and performing tasks

Chapter 3
Communication activities

Chapter 4
Movement activities

Chapter 5
Moving around

Chapter 6
Daily life activities

Chapter 7
Care of necessities and domestic activities

Chapter 8
Interpersonal behaviours

Chapter 9
Responding to and dealing with particular situations

Chapter 10
Use of assistive devices, technical aids and other related activities

Classification of participation

Chapter 1
Participation in personal maintenance

Chapter 2
Participation in mobility

Chapter 3
Participation in exchange of information

Chapter 4
Participation in social relationships

Chapter 5
Participation in the areas of work, education, leisure and spirituality

Chapter 6
Participation in economic life

Chapter 7
Participation in civic and community life

List of contextual factors

Chapter 1
Products, tools and consumables

Chapter 2
Personal support and assistance

Chapter 3
Social, economic and political institutions

Chapter 4
Sociocultural structures, norms and rules

Chapter 5
Human-made physical environment

Chapter 6
Natural environment
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� The CSDA target group is: 


persons with disabilities that —


are attributable to an intellectual, psychiatric, sensory or a physical impairment or a combination of such impairments;


are permanent or likely to be permanent; and result in


	(a)	a substantially reduced capacity … for communication, learning or mobility; and


	(b)	the need for ongoing support services.
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