ICIDH-2 Beta-1 FIELD TRIAL

NEW ITEM ASSESSMENT QUESTIONNAIRE

Option 15a: 'Testing for the qualifiers for the Participation dimension of the ICIDH-2'

Title of Item:

Qualifiers for the Participation dimension.
Code in Beta-1 draft

Not applicable
Rationale:

Comments and feedback received by the Australian Collaborating Centre in April-May, 1998 have renewed debate about the qualifiers for the participation dimension of the ICIDH-2 Option 15. The issues that have been raised are: -

· The need for the participation qualifiers to be conceptually aligned to the activity qualifiers.

· The ICIDH-2 as “objective”.

· The need to retain the key issues of personal support and satisfaction with participation.

The concept ‘Participation’ captures the outcome of complex relationships between an individual with impairment and activity limitations and the wider social and physical environment.  The areas of participation any individual chooses are determined by the opportunities available in the society in which s/he lives, and the knowledge, skills and attitudes of the individual.  People choose whether to become involved in sport and/or the arts and/or the voluntary associations. The number of areas, the frequency, and the duration of participation will vary with the individual. It is unlikely that a norm for a culture or society could be defined, against which an individual’s participation can be measured. 

It seems that participation is the key to the whole classification. The change in health care from “the treatment of acute illness to the management of chronic illness” has moved the focus to the “consequences” of diseases/health conditions (Beta-1, 1997 p8). 

Increasingly, social policy focuses on the needs of people with disabilities and their participation in society, for example the equalisation of opportunity, and disability discrimination acts that have been passed in recent years in many countries. At a clinical level, one application of the ICIDH-2 has been identified as to enable “a more comprehensive and sensitive assessment of individual problems”. Only by focussing on the individual can aggregated data reflect the needs of a community or society in a representative way.  The educational role of the ICIDH-2 in “raising awareness of the consequences of health conditions and people’s right to participate” (Beta-1, 1997 p9) suggests that the participation dimension is the key to fulfilling that aim. Thus it seems essential that Participation remain focussed on the individual.  The individual should define the areas of participation that are important and have the primary role on evaluating the extent of their participation (with or without an advocate). 

Issues raised by the Beta-1 draft

In the Beta-1 draft the two qualifiers, extent and contextual factors, are linked. Recommendations made by the Canadian Collaborating Centre based on Beta-1 testing also include both extent and two of the contextual factors, assistance from personal support, and by technical and financial means. Thus one qualifier is defined in terms of the other. 

Each qualifier should, ideally, be conceptually discrete and the qualifier that represents the status of the person and the qualifier for assistance should parallel those of the Activity dimension.  The qualifiers of activity are “difficulty” which relates to the status of the person, and “assistance” that relates to the sort of intervention that would moderate the difficulty.  The measurement of  “difficulty “ includes such ideas as time taken, awkwardness, effort required, which are focussed on the individual’s perception of difficulty and are subject to concerns about the way data are collected. “Assistance” in contrast is external to the individual and is more observable and measurable. Looking at the participation dimension, “extent” is focussed on the individual and “contextual factors” are external and thus are similar to the activity qualifiers.

When coding an activity, both qualifiers are needed to explain a situation. For example, consider a person with a hearing impairment who has difficulty hearing loud noises (a00210.d2a0) unless assisted by a hearing aid (a00210.d0.a1).  Similarly, coding for an area of participation both qualifiers will be needed. For example, the same person may wish to hear fire alarms but have no participation in exchange of information by public symbols (p20400.2e00350b) unless a hearing aid is available (p20400.0e00350f).

There are issues pertaining to the operation of participation qualifiers, to safeguard the interests of the individual. There is the potential for the user or assessor to make unfounded judgements about areas in which a disabled person ‘should’ participate.  Such judgement violates the principle of “equalisation of opportunity” upon which the Classification of Participation is based.

Methods and rules around data collection may need to vary depending on the nature of impairments and activity limitations. Where impairments are intermittent or varying in degree decisions about frequency of repetition of coding and whether the best case or worst case scenario should be coded will need to be made. The time scale to be considered when coding participation will need consideration, for example, should participation during the last week be considered the current and actual level of participation, or would a period of three months be more appropriate. 

Where a person’s health condition affects the level of insight into the impact of impairment and activity limitation on participation, the role of an advocate or “expert” needs consideration.  Questions that need to be asked include:

· Who actually makes the judgement about the coding of participation? 

· Does the relationship of an advocate to the person affect the way participation is coded?

· Does the relationship of the advocate to decision making power affect the way participation is coded?  

· How should the level of concordance between the advocate and individual be managed?

The “At risk full participation” in the Beta-1 draft presents difficulties at the operational level. First, it implies a period of time over which current and actual level of participation occurs.  Full participation could be coded at this level, because all participation is dependent on the context in which it occurs.  Secondly, the two qualifiers are linked ie. the qualifier for extent is moderated by the second qualifier, context. The two qualifiers should remain discrete.

There has been concern expressed about the “Not expected” level of participation and it should be omitted.  Its presence could tempt societies at large or “experts” to determine the expectations of people with impairments and activity limitations.  For example in the 1950’s it would not have been expected that wheel chair users participate in sport. However, expectations have changed and now wheel chair users participate in a wide variety of sports.  

We recommend that the “not expected” level in the scale be changed to  “No participation – area not of significance to the individual”.  This would encompass the choice of an individual. For example, participation in religious or spiritual associations, may be expected at a cultural level, but may not be of significance to the individual.  There is a danger that by including cultural significance in the qualifiers of participation there will be opportunities for people with disabilities to be discriminated against on the basis of established cultural norms. For example where it is neither expected nor of significance to a society that people with disabilities are educated, scoring on the participation scale may not concur with the wishes of the individual, nor the principle of ‘equalisation of opportunity’.

A range of qualifiers for Participation has been suggested during the revision process. The suggestions made represented a number of important aspects of Participation, as conceptualised in the draft ICIDH-2, and also included suggestions aiming to ensure that the useful aspects of the ICIDH-1 ‘severity of handicap’ were retained. There was however, some overlap among some of the qualifiers suggested. The new proposal is an attempt to extract the key ideas reflected in these qualifiers and incorporate positive suggestions based on testing already completed. 

The advantages of this new proposal for participation qualifiers are: -

· the key features of the original draft are maintained

· that it benefits from the comments of testing already completed

· the two participation qualifiers are kept independent 

· the participation qualifiers align conceptually with the activity qualifiers and

· the central role of the individual is considered and clarified at the operational level. 

Purpose

The purpose of Option 15a is to evaluate, using focus group and case study  methodologies, the ICIDH-2 Beta-1 draft version of the qualifiers for the participation dimension with the proposed alternative qualifiers. The Beta-1 qualifiers and the proposed qualifiers are to be evaluated in terms of cross-cultural and cross- linguistic validity and their practical usefulness. 

Proposed Participation Qualifiers

There are two qualifiers for the classification of P. 

· Extent of participation 

· Contextual factors

The first is recorded on a four-point scale (0, 1, 2 & 3) the extent of participation and has two exclusion points (8, & 9).  The second records the factors from the social and physical environment that are responsible for the recorded level of participation. The second qualifier can also be used to record whether the factor acts as a “facilitator”, increasing what would otherwise be a lower level of participation, or as a “barrier”, decreasing what would otherwise be a higher level of participation.

The Extent of Participation

This qualifier records the extent of a person’s participation in a specific domain. It can be used to identify whether, and to what degree, the person is participating in a domain.

0 Full participation

1 Participation with restrictions

2 No participation - participation in this area is desired

3 No participation - area not of significance to the person

4 Not determined

5 Not applicable 

Full participation

The person participates fully in this area consistent with his/her own goals.

Examples:

A person has full participation in personal care because the home and work environments are fully adapted. This would be coded p100100.0 and e00340.f 

If these adaptations become unusable, however, the person would experience decreased participation. The adaptations would be coded for example, e00340.b

A person with dementia has full participation in public transportation because an attendant provides full time surveillance. This would be coded p10320.1, e10400.f.

If the attendant is unavailable and the person is unable to participate, the code would be p10320.1, e10400.b. 

Participation with restrictions

The person participates in this area but his/her own goals are not met. 

Examples:

A person with intellectual disability participates in leisure activity with a group of other people with intellectual disability and a carer. The person wishes to participate in this sort of activity with family or friends rather than being identified with others with intellectual disability. The code would be p 40300.1, e10100.b, e10200.b

A person has full participation in spoken exchange of information when the listeners are familiar people who are patient and cooperative, but has diminished participation when the listeners are strangers or impatient. The code would be p20110.1, e10100.f 

No participation - participation desired

Person is unable to participate in this area due to health condition. Participation in is this area is desirable to fulfil his/her goals.

No participation - area not of significance to the person

The person has no desire to participate in this area. Participation in this area is not in line with his/her goals.

Examples:

A person who is a conscientious objector has no desire to participate in the military. This would be coded p60140.3

A person with no interest in or aptitude for sport would not choose to participate in sport and games and the code would be p40310.3

Not determined 

Can be used when the user, for whatever technical or practical reason, cannot determine the level of a person’s participation.

Not applicable 

Can be used when the area of participation has no application to the person. 

Examples:

Participation in the use of Braille for an individual who has no visual impairment would be coded p20200.9.

Participation in university education for an infant would be coded p40120.9.

Contextual barrier or facilitator
This second qualifier is used to specify the context that, together with the health condition of the individual, determines the level of participation. In the dimension of participation, the contextual factors are to be viewed in relation to the individual. However, that is not to say that they cannot be used for other purposes. For example a building could be assessed in terms of contextual factors to gauge whether people with disabilities are likely to be able to use it, however this would not reflect the situation for any particular person. 

· Contextual facilitators

A facilitator is a contextual factor that is helping a person to participate at the current level.

· Contextual barriers

A barrier is a contextual factor that limits the ability of a person to participate at the level s/he desires and needs alteration or greater supply. 

It is necessary to look at the whole situation when coding facilitators and barriers. For example, a certain level of participation may be the result of the presence of the facilitator personal support and assistance (e10100f), but also in the presence of a barrier, the lack of an aid to personal mobility (e 00330b).  In this example the situation will be clarified by the coding of participation in relation to the person’s goals. The individual may be satisfied with the choice of participation in this domain, but dissatisfied with the way in which participation is enabled and would prefer to have a mobility aid rather than be dependent on a carer.  Again this illustrates the importance of the individual driving the coding.

0 Products, tools and consumables

1 Personal support and assistance

2 Social and political institutions, associations and organisations

3 Sociocultural structures, norms, rules

4 Human-made physical environment

5 Natural environment

6 Other or unknown

Methodology

The proposed methodology includes two procedures, focus groups and mini case-studies (or vignettes). Focus groups are to follow the options testing protocol provided with the draft beta-1 ICIDH-2.

The mini case studies are outside of the WHO testing protocol for Beta-1 testing, and should therefore be considered optional.

Focus Groups

Groups could take the following format:

1.
The facilitator/investigator provides an introduction to 'P' - its conceptual basis, what it is trying to classify.

2.
The facilitator/investigator provides an explanation of the proposed qualifiers - what they are trying to capture or measure.

3.
Group participants provide an outline of the current concepts and classification tools they use. Identify the key concepts used.

4.
Group participants evaluate the proposed qualifiers using the questions provided in the options testing protocol for optional items (listed on the next page). Questions include linguistic questions and item assessment questions.
Participants should also identify concepts from 4 which are present or missing from the proposed five qualifiers.

Mini case studies (vignettes)

Variation 1: People with disabilities could be asked to comment as follows.

1.
Individuals with disabilities could be asked to describe their experience of participation using the domains of the ICIDH-2 — including barriers and facilitators.

2.
Participants could then be asked to code their situation (probably only in one or two key domains) using the proposed qualifiers.

3.
Participants could be asked to rate the qualifiers in terms of their usefulness, suitability and improvements.

This protocol would need to incorporate people with a range of disabilities and demographics.

Variation 2: People from various professions (rehabilitation professionals and other clinicians, support service providers, educators, social security administrators, statisticians and classification experts) could be asked to ‘code’ hypothetical cases (or vignettes) using the suggested qualifiers, and to comment on their relative usefulness (as for Variation 1). The different perspectives of the different professional groups should be reported on separately, to enable assessment of which qualifiers serve which purpose.
Focus group questions to be addressed in the site report to WHO.

1. Linguistic questions

1.1 
Can each of the qualifiers be successfully translated and back translated without encountering linguistic problems?

1.2 
Is each of the qualifiers understandable and useful for the classification when it is translated?

2. Item assessment questions

The following questions are designed to test the appropriateness of the new item:

2.1 
Are each of the qualifiers clear in their title, definition and concept and do they lend themselves to translation?

2.2
Is each of the qualifiers likely to be applicable in your culture and free from taboo?

2.3
Is each of the qualifiers likely to be applicable across genders and age groups and in special populations?

2.4
Is each of the qualifiers clearly formulated as a Participation construct?

2.5
Would a construct to the classification or an additional level of detail be missing without each of the qualifiers?

2.6
Why is each of the qualifiers so important that it merits inclusion in the classification?

2.7
Is each of the qualifiers likely to have uses in statistics, clinical care, surveys, health care management, social policy, education or other sectors?

2.8
How important is it to include each of the qualifiers in the 
ICIDH-2 (please circle answer)


1

2

3

4

5


not important





very important

2.9
Is the justification given for including each of the qualifiers strong enough to justify the change? 

2.10
Are there any other reasons that justify the proposed inclusion?


Please explain.

	Beta-1 draft ICIDH-2
	Option
	Comments on the Beta version

	1. 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


	1. Extent of Participation

0 Full participation
1 Participation with restrictions

2 No participation – participation desired

3 No participation – area not of significance to the person

8 Not determined
9 Not applicable


	This qualifier addresses the question of 'extent' and 'degree' of participation.

Whoever makes the judgement about the extent of participation should take into account a number of factors including the person's goals, the person's activity limitations, UN rules, and other aspects of the environment.

One way of indicating the ‘extent of participation’ would be to present statistical comparisons of time use, employment patterns, education, living arrangements (etc) for people with disabilities, compared to the overall population.

	2. Contextual facilitator/barrier

0 Products, tools, consumables
1 Personal support and assistance
2 Social and political institutions, associations and organisations
3 Sociocultural structures, norms and rules
4 Human-made physical environment
5 Natural environment
9 Other or unknown
	2. Contextual facilitator/barrier

0 Products, tools, consumables
1 Personal support and assistance
2 Social and political institutions, associations and organisations
3 Sociocultural structures, norms and rules
4 Human-made physical environment
5 Natural environment
9 Other or unknown
	This qualifier relates to factors that affect the 'nature' and 'manner' of participation.

Advantages
•
Important recognition that the environment/context may need to change

•
Capable of highlighting areas requiring attention

•
Reinforces the conceptual basis of P and articulates its link with C.




Australian Collaborating Centre (AIHW)
1 
Testing ICIDH-2 participation qualifiers

