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BFHI

Interim Meeting of the [CIDH-2 Revision
Geneva, 28-29 June 2000

Meeting Summary

Draft - To be finalised by 31" August 2000
L. Beta-2 Field Testing Progress

A table summarising the field tests that have been completed or are on-going in the
collaborating centres and task forces was presented (attached). It was noted that a
majority of the field trials have been carried out in different countries and through the
task forces and networks of collaborating centres.

Australian Collaborating Centre. Besides extensive on-going work on Studies 1, 2
and 3, the Australian centre has engaged in an in-depth discussion of the concepts of
A and P, and has provided suggestions for the editing of the Introduction in order to
clarify some of the concepts. The consensus conferences held by the centre had
representatives of national organizations who were spokespersons for these different
stakeholders including persons with disabilties. As an example of for the application
of the Beta-2 draft in Australia, the new draft National Community Service Data
Dictionary was presented. The dictionary includes disability data elements based on
the ICIDH-2 framework.

Dutch Collaborating Centre: The translation of the Beta2 draft into Dutch and the
back-translation of the introduction is completed. Furthermore a comprehensive list of
problematic terms with comments was produced. A terminological analysis by means
of the Galen method is on-going. In this regard the need to differentiate linguistic
from terminological analysis was highlighted. The centre specific studies include trial
use of the Beta-2 draft in different clinical settings in different professional groups
such as nurses and rehabilitation experts. Mobilisation of ICIDH users to fill the Basic
Question Response Form and to carry out feasibility and reliability testing has been
difficult. The centre has been actively engaged in publication activities (ICIDH-2
newsletter, CD ROM, website etc).

French Collaborating Centre: The French translation is completed. A consensus
conference was organised and Study 3 is under way. Under the Study 8, protocol 2, a
comparative analysis of ICIDH-2 and “Handicap Creation Process Classification™
from Quebec is being carried out. This is not, however, a WHO protocol for the field
trials.

Japan Collaborating Centre: The Japanese translation is now done and the back-
translation has revealed minor problems. Study 3 is under way and an international
work group to address issues related to the subjective dimension of functioning and
disability is being planned. How this will fit into the overall framework of health state
assessment being developed by the WHO was discussed. Work will have to begin
soon to incorporate these constructs.



Nordic Collaborating Centre: The Swedish and Danish translation are completed and
the Finnish translation will be finalized in September. The translation in Norway is
still pending. Study 2 and Study 3 activities have started in Denmark, Finland and
Sweden. Two ICIDH conferences for the Nordic Countries were organised in
September 1999 and May 2000. The centre plans to carry out studies related to
calibration of qualifiers for severity using instruments that are commonly used in the
field and will present them in time for the Madrid meeting later this year.

North American Collaborating Centre: A three-city roll out has taken place in May
2000 for running of the Beta 2 field trials. The Western University ICIDH-2 Beta-2
Training Manual and its web based version Code IDH2 were launched during the city
rollout. The centre is actively involved in the DISTAB project and participated in
hearings on ICIDH-2 run by the US National Committee on Vital Statistics
Subcommittee on Populations. The Canadian Field Trial Centre based at CIHI has
coordinated the WHO field trials and centre specific studies across Canada in both
English and French languages. The centre stressed the importance of considering the
results of the Canadian-designed A & P Study for the WHO analysis and revision
process. It was noted that the Canadian study progressed without taking into account

WHO's suggestions. The additional components of this study were not discussed with
WHO.

UK Collaborating Centre: Work on Study 2 and Study 3 is under way. The centre
intends to do the Canadian A & P study only if it is found that the Beta-2 results do
not give clear information to resolve the issue of possible overlap. It was noted that
the linguistic evaluation for the English version has given rise to similar issues as
have come up in the translation work in non-English speaking countries. The centre
stressed the need for having a training tools and coding guidelines available. With
regard to the dissemination of ICIDH-2 in the UK it was reported that people are
starting to look at other potential uses for the ICIDH-2, such as in health system
information and social security. The centre was particularly concerned about how the
data from the field trials will be managed and analysed and how the analyses will
inform subsequent revisions.

Task Force on Children and Youth: The major activities included the development
of items for Basic Questions relating to applicability of ICIDH-2 for children,
development of additional child specific case vignettes. Most of the 18 CYTF
member countries are participating in Study2 (submitting Individual Basic Question
Response Form). So far Study 3 is carried out in Italy (with live case evaluations) and
the USA (with the vignettes) only.

Task Force on MH-ABCD: Extensive field trial work on Studies 1,2 and 3 1s on
going in 8 countries. The Turkish and Indian languages translations and linguistic
evaluations are now completed and the translation into Yoruba (Nigeria) is on the way.
Some Field Trial Sites (India, USA) have already completed their data collection and
submitted the data to WHO.

Task Force on Environmental Factors (ETF): The ETF field trials have included
two additional case coding studies and are being undertaken by § sites (3 countries).
Furthermore, small group discussions will be held telephonically with members of the
ETF covering topics such as the structure and content of the EF section and other



general issues relating to environmental factors. A literature review on EF is
completed and has been posted on the ICIDH web page. An update will follow in
September 2000 and the annotated bibliography is scheduled for January 2001. Two
policy papers on EF are in the drafting stage and the finalisation of terms, definitions,
inclusions and exclusions is under way.

Spain and RHHD (Spanish Network): After completing the Spanish translation in
January 2000 Study 2 and Study 3 Field Trial Activities have taken place in 11 Latin
American countries and Spain. In all countries national networks were established and
many countries succeeded to get government support for their ICIDH-2 activities. The
national network structure was instrumental for reaching a very high level of
participation in Study 2 and Study 3. The network structure is and will be of crucial
importance for the dissemination of the ICIDH-2. For resolving translation problems
among the Spanish speaking countries a dictionary was developed which provides the
English term followed by the list of Spanish options and the term, which had the
highest consensus. The network emphasised the need to see the ICIDH-2 as a
classification that has multiple uses especially in the context of developing nations
particularly with regard to its use for reporting of health data.

Comments and concerns of participants with regard to the Beta? Field Trials included
the following:

« Non-English speaking centres emphasised the challenges faced during the
translation work. It was noted that the linguistic discussions in the countries
are often discussions around the use of established professional terms and
concepts rather than issues arising out of translation exercises themselves.
Therefore, a problem in translation is frequently related to the way the terms
have been used in the past with relation to concepts different from those being
described as part of the ICIDH-2. In this context it was pointed out that WHO
would welcome working with centres with regard to terminological analysis
and harmonisation to ensure common usage and examine differences where
they exist and document reasons for them. The work being done with the
Galen-in-use project and the in-house effort in WHO, as done for example
with the World Health Report 2000, may serve as a useful starting point for
this exercise.

e The operationalization of the A & P concepts and the definitions of individual
items need further improvement to better distinguish these dimensions. This
has implications for how the classification will be accepted and used by
different users.

= Greater specificity about the use and rating of the uniform qualifier is needed.
Further work is required on the dimensionality and the scalability of different
variables. It was proposed that the uniform qualifier be “calibrated” by means
of examples relating it to recognised assessments in particular fields.

e More detailed information on the WHO plan for analysis, use of statistical
procedures and on the process and timeline for incorporating the results of the
field-testing into the revision was felt necessary.



Analysis plan

Details on the WHO framework and statistical methods for analysis of Beta2 Field
Trial Data (see Appendix) were presented and the way forward to the November
meeting in Madrid mapped out. Concerns and questions with regard to the data
analysis and incorporation of field trail results into the final draft were discussed and
clarified. The focus of the current set of field trials is to examine the stability of the
classification and its usability in different settings. The analysis will therefore
address these issues. Items that are most frequently used and stable will be identified.
Centres were invited to give suggestions for alternative or additional data analyses
strategies and to work with WHO to see how the data should impact subsequent
revisions.

1L Development Options for ICIDH-2

In the light of these field testing results and other on-going revision work, the interim
meeting turned to future developmental work that will secure for the ICIDH-2 a high-
profile, and greatly enhanced role in central activities at WHO.

The ICIDH has all along been seen as providing a framework for generating data on
non-fatal health outcomes (i.e., all health minus mortality) as an important component
of understanding the health status of people and the impact of health conditions. In
the course of the revision process it has been stressed that the environment influences
the health condition and the associated experiences at the body, person and societal
levels. It has also been emphasised all along that interventions could occur at all
levels in order to improve health status as well as reduce the negative impact the
health condition may have for the person.

The ICIDH revision community has taken the lead in underscoring the fact that health
includes both longevity and level of functioning. The ICIDH-2 will play a key role in
operationalizing the functional aspects of health attainment. The principles that have
guided the ICIDH-2 revision process from the beginning have thus foreshadowed and
are fully consistent with the WHO on-going commitment to developing measures for
health system performance assessment. The Participation dimension of ICIDH-2
provides a basis for the measurement of health-related aspects of functioning as well
as the responsiveness goals of health systems, goals which, coupled with health
attainment and fair financing, WHO is using to assess health systems performance.
This work is a manifestation of the principle of universalism that has guided ICIDH-2
revision. Functioning and disability are universal human attributes essential to our
understanding of health. While the ICD will be the source for mortality data from the
member nations, the ICIDH-2 will become the classification relevant for non-fatal
health outcomes data, as well as data about central aspects of the life experience of
disability.

During the meeting it was mentioned that because of the success of the activities of
the collaborating centres and task forces, ICIDH-2 has now a high profile within
WHO. With this higher profile, though, comes a responsibility to ensure that ICIDH-
2 is useable for summary measures of population health and health systems
performance assessment. To fulfil this role, work needs to be done to clarify the
distinction between those aspects of disability that are health attributes of individuals



and those aspects that are influenced by health states or have an effect on health states,
but are not themselves health attributes (i.e., health and health related aspects).

Neither of these background conceptual issues will require any fundamental change to
the ICIDH-2 model of disability. We need to draw out the consequences of what has
been part of our model from the start, namely that disability is a complex phenomena,
aspects of which are attributes of an individual (that is, health attributes), and aspects
of which are features of the overall lived experience of the individual (that is, levels of
participation), with environmental factors shaping, in different ways, all three
dimensions of disability.

It was reiterated that the WHO’s mandate is health and that in order to explore
relationships between health and the factors that influence health, or are influenced by
health, it is vital to be clear about the distinction between health and these factors.
Though WHO has a mandated focus on health it believes that health is a very
important component of overall well being and therefore has a prominent interactive
effect on employment, education or community life. Health per se and the lived
experience of health occur in a context and both must be understood within that
context.

It was also pointed out that this exercise of trying to understand how the ICIDH-2
maps on to intuitive notions of health could be informed by further empirical tests that
could be carried out between now and December, 2000. This might also help in better
defining the boundaries of the dimensions, such as A & P. Centres were requested to
join WHO in executing these field tests in full recognition of the tight timelines ahead.

It was also noted that the disability advocacy community has long argued that
disability must not be reduced to a health, or to a purely medical problem. The current
work to clearly separate health from health-related domains within ICIDH-2 is the
best way to avoid this distortion of the lived experience of disability.

The centres expressed the concern that the revision process might be interrupted by
these development issues and that the work they have done, or plan to do on the field-
testing will no longer be relevant. They were assured that the collaborative process
continues unimpeded. The beta-2 field testing remains the source of evidence-based
revision and will, moreover, help to further the clarification of the health/health-
related distinction as well as the application of capacity/performance.

The centres were also concerned that WHOQ’s interest in the use of ICIDH-2 for
national health data collection will have the effect of downplaying the importance of
other uses. But, ICIDH-2 has always be viewed by WHO as a multi-use classification,
and no particular use alone will be privileged by WHO. The higher profile of the
ICIDH-2 will, if anything, increase the range and number of potential users.



Conclusions

1.

Further tests for the A/P distinction and the Health and Health related item
selection will be developed by WHO HQ and these will feed into the finalisation
process.

A terminological analysis and final editing of the ICIDH-2 Beta 2 draft will be
completed to be presented to the Executive Board of WHO in 2001. This will be
discussed further with the ICIDH centres network on the majordomo and at the
meeting in Madrid.
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