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JRSD Meeting | | Key Concepts of
Japan, 27-8 March 1998 Functioning & Disablement 1

IMPAIRMENTS ACTIVITIES PARTICIPATION

BODY [ PERSON—— ] SOCIETY—

Function/ Activities Participation
Structure (limitation) (restriction)
severity, localization difficulty, duration extent, facilitators .
duration assistance needed barrlers in environment
WHO Family of International Classification VIl i ol
y ! St | ICIDH in simple terms
mmvome o | ICD e ||| . .
— [ iatersation mYour body doesn’t
. Community based Classification of ™D . . A
fafermation schemts Discases
o function properly
i & B mYou are limited in your
. rom— » activities
disabiliti SPECIALITY-RASED ’ .
e |} | SR . o
mYou face barriers In society
Assessment of Health Status ||| Aims of the ICIDH-2
. i ogn ¢ Id
- Dlagnosis of Health Condition ) i l c%g:i?t‘:onza sclentific basls for consequences of health
(Disease, Disorder, Injury efc) u to establish a common language to improve communications
—Disease process & etiology ) m to stimulate better care and services to Improve the
(Signs, symptoms & findings) - participation In soclety of people with disablements
— Tralts (habits, personality characteristics ) u to permit comparison of data across countries, health care
( i _ disciplines, services and time
| Functioning & Disablement . u to ptrovlde a systematlc coding scheme for health Information
’ ) ) : systems; :
- Body fupctlons (independent of disease) m to stimulate research on the consequences of heaith
—Personal activities || conditions
- u to collect data on facllitators and barriers In soclety that affect
Participation In the soclety life the participation of péople with disablements.
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ICIDH-Process of Revision

Va—

Models of Disablement
Medical versus Social Models

mReview Concepts & Data

mDrafting Classification
- Definitions & Taxonomic rules
—~Operationalizations

mDRAFT ICIDH- Options

m International FIELD TESTING & Comments
- centres , NGO's , IGO's , Sclentists, Cliniclans, PWD ..

mFINALIZATION: WHO Approval
mApplications ...

m PERSONAL problem vs. SOCIAL problem

m medical care VS. blopsychosoclal
integration

u individual treatment  vs. soc'IaI action

m professional help vs. individual &
collective
responsibllity

m personal vs, environmental

adjustment manipulation

= behavior vs. attitude

u care VS, human rights
politics

m health care policy vs.
u Individual adaptation _vs.

soclal change

MS: The choice Is despair
or genetic Intervention

4. Dedicated
Assessment Tools

@ International ICIDH' 2
= Classification .
= | [
Im;fa}r.ments, 1. Malin volume with
E | Activities, and glossary
o Participation
. 2. Clinical Descriptions’
NS - & Assessment
: -t it Guidel_lnes
3. Assessment Criteria
for Research

What is NEW ?

The “Bridged” Model of Disablement
Medical AND Social Models

n both positive & negative dimensions: Functioning & Disablement
1 & Soclal Model orlentation: blo-psycho-soclal Integration
u Operational Definitions & glossary definitions
u neutral tarminology
nmcnonmnumuae

= PARTICIPATION vs. PARTICIPATION RESTRICTION

u clarification of structural and functional lmpalrmanls
m “Activity” Instead of “Disabllity”: actual performance

u “Participation” instead of “Handicap™:reformulation

u Incluslon of Environmental Factors

- Factors = Factors + Personal Factlors
= identification of Barriers and Faclittators

u Multliingual Development - Transcultural applicabllity

|| »_Fleld tests up-front
"
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SOCIAL problem

u PERSONAL problem AND
m medical care AND blopsychosoclal
) integration .
= individual treatment AND soclal action
u professional help AND Individual &
. _ collective

responstbiiity

m personal AND environmental
adjustment - manipulation

= behavior AND _ attitude

u care AND human rights

u health care policy AND politics

u individua! adaptation AND soclal change




Participation or Handicap

Life is believing
the worst loss is
not competing at all

. Han&icop - Hand in cap?
« Participation is positive

Interaction of Concepts
1997

Health Condition
(disorderldisease)

§ I 3

Impairment <—> Activities <—>- Participationl
)

{function/structure) | (Activity Limltation) l (Participation Restrictio

Contextual Factors
A. Environmental

B. Personal

Interaction of ConCept's
- - 1998 '

Health Condition
(d(so'rde{/dlsease)

\ : ) . Y-
impalrment ««—> Actlvitles <=> Participation
(runctionfstructure)

|WW1W i
| ] ’

| Environmental Personal _
Factors Fectors

Interaction of Concepts

Personal & Environme_ntal

1980 Factors
u Person .y m Environment
- gender o = Products
-~ age " = Close milieu
. . - other health - e et
Impairment —> Disability =——>Handicap conditions Institutions
. - : - coping style - Social Norms
= soclal background = Culture
- education - Built-environment
- m“““me - Political factors
- character style =~ Nature
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il

Translations

EFrench m Hebrew

u Dutch m Greek

u German  m Turkish

u Spanish  m ltalian

w Japanese m Romanian

m Russian w Yoruba

m Chinese  m Portuguese

m Swedish = Norwegian

u Arabic m Czech

m Hindi m Polish

u Tamil ..

um Kannada

m Danish

Equity / Parity

m Loss of limb
landmines = diabetes = thalidomide

m Missed days at usual activities
flu = depression = sick child

m Stigma
leprosy = schizophrenia = epilepsy = HIV

Translations & Multi-lingual

New Understanding of

coordination |C|DH-2
= French _ w Non-categorical
x Dutch = Multldingulstic platform: m Not a percentage
u German Foliovi . u Multi-dimensional
m Spanish olioviews & Multiterm u Univorsal - Not a minority model
= Japanese = Linguistic Analyses = Neutral & objective: not negative
m Russlan . ; but also positive
u Chinese = ISO harmonization process 1,.1-. . n Pari tll equity across disabling
. C ons
n frable = Establishing a CD-ROM ... " ﬁmthesls of Social and Biologlcal
u Tamil = OTHER' u Interaction of person and
m Kannada +Plaln English environment
u Romanian +Braille u Operational definitions
m Danish arlee 3 u Multidevel use
M. *Slgn Language m Ethlcal Guldelines & caveats
K suse

Universal Model

BETA Phase:
Apr 97 - Dec 99

n Health Is a-basic human right

m No one should be discriminated against on
the basis of their health status & functioning

u Most people have some “disablement”
m Disability is a fact/part of life

M Functioning could be altered at.
body - person - sociely levels -'solutions could
| be foupd at these levels

m TRANSLATION & Linguistic Analysis
m Feedback Form

m Basic Questions & Consensus Panels
m ltem Evaluation

m Options Testing .

m Additional Voluntary Studles

- Focus Groups
— Key Informants
- Other

m Feasibility of assessment (year 2)

l_- Reliabllity of assessment (year 2)
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Other- Work in Progress

Plans to assemble results
after Japan Meeting

mLegislation & Policy Review
mTerminology - ISO Harmonization
mEthical Review

mEngagement of other countries

m Other International Organizations

mLinks with People with Disabilities - feaslbility
— reliabili
mAnnual REVIEW MEETING wBota2 Flold Tests

m receipt of data: INTERNET & Center Network
m analyzing results

m meeting of consultants

m specific consultations

m drafting Beta-2

m drafting Field Trial Protocols
- new baslc questions
- case evaluation protocols

Where are we?

u ICIDH-2;: How does it hold together?

u [CIDH-2: How useful Is it?
m ICIDH-2: How correct Is It?

u ICIDH-2 : How continuous Is it?

- coherence
- loglc & conslstency
- unlversal fcross-cultural applicabllity

— practicality
- relevance

- Language
— Usage

— cross-walks
- concepts

What is news@WHO ?

Towards a common ground
on Disability

= Renewed timetable

m Centers - translation and field testing
m Children's Task Force

m MHBCD Meeting - Network activities
mWHO Meetings on Disability Policy-

n WHO-ICIDH-2 Checklist & WHO-DAS
version 2.0

m DALY exploration/validation research
m Educational Package development

m Legislative review

m Fund-ralsing meeting: FALL 98

m Health Is a basic human right

m Disability Is a “part” of human life - everyone
becomes disabled

m Avold discrimination, -/+ Including charity

m Remove barriers - physlcal, ideological, political, legal
— avold plty, ridlcule ’
~ avold putting the blame on the Individual

m Bulld-in “enabling factors”

u Conslder functioning as a “multidimensional”

u Conslder “posltive aspects” of functioning

m Conslder “unlversal design” that can help everyone
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Conception of Disability

Va—

—

mMedical Model vs.
uMinority Model Vs.
mNegative view vs.
mCategorization vs.
mPatronization vs.

m Dehumanization vs.

Social Model
Universal Model
Neutral Approach
Multidimensional
Equalization

Humanization

ICIDH-2

A ca‘l’erpillar,
This deep in fall-

Still not a butterfly
Basho %
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ICIDH-2 &
REHABILITATION
INFORMATION

sl STANDARDS:

=gl A CANADIAN PILOT
A% PROJECT

Janice Miller B.ScPT, MBA

Canadian Institute for Health
Information

Ottawa, Canada

S .« Health information in Canada
#* « National surveys & standards
H « Pilot project overview

| « Role of ICIDH

%Y « Next steps

| CANADI

5 2
.

30 million people . - Sars.e. Wit
- Universal healthcare

$76.6 billion health experiditure (97)

9.2% GDP spent on health -

Health speriding slowing, changing
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| « Canada-wide Board
« Federal and provincial links
M| = Mandate--Health information

R
CIHI

« National, not-for-profit, non-
govt. '

2 Coordinate, develop,
maintain
< Accurate and timely
% Set policy, manage
effectively

CIHI--PRODUCTS &
SERVICES

NATIONAL SURVEYS

& STANDARDS

« National Population Health Survey
QNPHS)

« Health & Activity Limitation
Survey (HALS) ’
« CIHI standards beyond acute care:
% Rehabilitation - -
< Long term care
< Mental health




HEALTH SYSTEM
REDESIGN

« Client-centred outcomes
« Evidence-based

= Integrate health
information

« Gaps in rehab,
community

Comparability

STANDARDS
DEVELOPMENT:

| REHABILITATION
« Minimum data set & grouping
methodology

Canadian Field Trial Centre fdr
ICIDH-2

Ambulatory care reporting system
Moving to ICD-10

Canadian Classification of Health
Interventions

Costing methodologies

HEALTH AND HEALTH
SERVICES
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LIFE CYCLE OF A NEW
STANDARD

Identify Need
Define Scope

Build Consensus

Draft, locate,

Regular pllot test

Review

Formal Approval

\ STAKEHOLDERS &
| PARTNER

« Clients/family

« Service providers, researchers

« Payors

« Health policy & program
planners

s Standards developers

PILOT PROJECT PLAN

Phase 1 Development &
evaluation of national
clinical data sets
94/97)

. Phase 2 Data collection
(97/98)

Phase 3 Analysis & revision
of data set (98)

Phase 4 Development of

prototype grouping
methodology (98/99)




PILOT TEST OBJECTIVES

« Predict resource utilization across
the continuum (hospital , home,
community)

« Client outcomes & effectiveness
indicators

« National comparative reporting

DATA AGGREGATION

fesdidtan

Tty f2dy

RT3 73333

2
A gy isry Bows

Fageidaciag

faaieny Haws

CANADIAN PILOT SITES - 31

ICIDH Beta Sites - 4
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PILOT SITE TYPES

Home Care

Hospital -
Specialty

=

REHAB
GROUPS/PROGRAMS —
ADULT

« Neurological conditions, general
« Stroke

« Acquired brain injury

« Joint replacement

« Amputation:

« Respiratory

» Arthritic and connective tissue

« Geriatric rehabilitation

« Debilitating conditions

REHABILITATION DATA

SET
= Identifier data

= Socio-demographic data
= Administrative data

= Health characteristics
(ICD, ICIDH-2 Impairments)

= Activities and participation
(CIHI, FIM, ICIDH-2)
« Interventions (CIHI)




b A

ANALYSIS &
EVALUATION

l| Pilot & Beta Sites

National Data Set ”

“R2validity Externa!’qReview

« Complete data
collection

sData ahalysis

= Recommend minimum
data set

« Implementation plan

« Develop comparative
reports
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Contextual Factors(1) : Environmental
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environment
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Contextual Factors(2) : Personal Factors (Tentative)
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. Sex
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Overall behavior pattern
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ions for Care

Seminar on ICIDH -2:
icat
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(2)

Concepts in the ICDH-Z

1 shift from medical model to
biopsychosocial model

I shift from minority model to
universal model

1 recognition of environmental &

personal factors

I neutral terminology
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Concepts in the ICDH-2

1 etiology-neutral framework

1 development of more rational
interventions |

1 cross cultural, multilinguistic exercise

1 use at individual level and allowing
systemic analysis

1 disablement is a civil rights issue

(3)
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Biopsychosocial model

1 Gives a “full picture” of mental
health conditions

I Consequences in terms of
I activity limitations
I participation restrictions

(4)
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(5)

Universal model

1 minority model: disability is an identifying

characteristic of a group

1 universal model: everyone experiences
some degree of disablement

I reduces stigma towards mental health
conditions

1 people with mental health conditions =
people physical health conditions = all
people.
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Personal and Environmental «
factors

I Individual factors: age, sex, values, etc.

1 Environmental factors: home and family
environment, attitudes of people, legal
systems, etc.

I move away from blame

I Both are necessary to examine the multi-
factorlal nature of process
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(7)

not just the negative consequences of the
mental health condition

also what a person can do

recognition of resources in the individual
and the environment to facilitate better
outcome

provide important lessons for
innovations in care
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(8)

Etiology-neutrality > Parity

11, AL, PR irrespective of physical or
mental health condition

I stress on PARITY between physical
and mental health conditions.
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Body, Person or Society level

I Different interventions

1 Focussed and specifically designhed
target-oriented interventions

1 Matching of intervention programs to
profiles of disablement

1 Cost effectiveness studies for planning
rational resource allocation

(9)
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(10)

Clarity in language

enable all mental health professionals to
communicate using a ‘common language’

enable meaningful dialogue with
consumers
involve consumers in decision making

make consumers equal partners in care
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Individual - Systemic «
Analysis

a classification at the individual level
possible use at environment level

aggregation of data at regional, national and
global levels

systemic analysis of the interaction of the PWD
with the Environment

international database

comparisons of disability programs at national
& international levels
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Policy and Advocacy

1 basis for developing social policies
and legislation that ensures equal

opportunity

i advocacy tool for civil rights

(12)
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Rebak AL Sotdenn Talkashsi Jaeda , MD

Early Developments in the Approach to Schizophrenics at the Ward of Neuropsychiatry of Gunma University

(1) School of Medicine(1958--1966)
Date Ward Qutpatient Clinic Community
1958 Apr. Free entrance to nurse station,
partial open door system
Sept. Abolition of toilets in padded cells,
introduction of the graded limits of
patients’ activitiy according to their
severity
1959 Jun. Inauguration of patient meeting
(Wednesday meeting)
Sept. Unlocking of the door,beginning of
patients’ attendance at school and office
1960 Feb. Setting—up of dining room and lounge, Relapse— prevention class,
abolition of padded cells charge of individual patient
Sept. Publication of the magazine edited by patients .
1961 Feb. Removal of iron lattice, full open door system Aftercare card Visit to patients’ home, visit to place of work
Jul.  Consultation over aftercare Inauguration of therapeutic social club
Oct. 100th. aniversary of the patient meeting (advancement club)
Dec. Admission for a rest, weekend admission system
1962 Feb. Reinforcement of family guidance Principle of introduction of Interim report of “ the prognosis improvement
Jul.  Visitor’s card continuity of medical care plan for schizophrenics ”

1963 Adaptation of punched card to Reinforcement of connection with public health
carry important details for each nurse, beginning of case conference at public
patient ‘ health centere

1964 300th aniversary of the patient meeting

1965 Follow—up study Beginning of training of public health nurses at

Gunma University Hospital, beginning of counselling

1966 Contract with workshops in community, opening in Sakai town

of day hospital

Roundup visiting inquiry of every house in Azuma
village, organization of family association in
Azuma village
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(1)

(2)

(3)

(4)

Uses of ICIDH-2 in
Rehabilitation

« Organize current research in
rehabilitation
- Guide rehabilitation practice

« |dentify future development

Key Concepts of
Functioning & Disablement

BODY PERSON SOCIETY
Function/ Activities Participation
Structure (limitation) (restriction)
severity, localization difficulty, duration extent, facllitators
. duration assistance needed barriers in environment

(5)

ICIDH-2 and Rehabilitation:
Rehabilitation Focus for
Mental Conditions

. ImproVe existing skills and
abilities

« Compensate for lost skills
and abilities |

« Learn new skills and abilities

(6)

Interaction of Concepts
1997

Health Condition
(disorde;ldisease)

\ v ¥

Impairment «——> Activities <« Participation

{function/structure) | (Actlvity Limitation) ] (Participation Restriction)

Contextual Factors
A. Environmental
B. Personal

ICIDH-2 and Rehabilitation:
Additional Focus for Physical
Conditions

« Body functions and structure
* Physical environment

130

Rehabilitation Research from.
the ICIDH-2 Perspective:
Application from Clinical Trials

* Psychological  * Psychosocial

~ Attention (i00900) functioning
— Memory (i01000) — Work (aB0400-
~ Concept formation 804590)
(101510) ~ Social functioning
— Procedural leaming (a70100-70400)
* Physiological  ~lniapendent g
~ Arousal (100200)
— Heart rate (i40110)




(7)

(8)

(9)

(10)
Rehabilitation Research from [CIDH-2 and Rehabilitation:
the ICIDH-2 Perspective: - Implications for Rehabilitation
Natural Course Practice
. + Increase focus on rehabilitation of
* Attention * Work  (a80430) mental impairments - their impact on
(100900) + School activities _
* Memory (a80451) « Awareness of changes in
(i01000) « Domestic impairments and disabilities over
« Executive activities :':l‘]zl;iﬂf;?of:r follow-up
functioning (a60300-60599) . . )
(101520) » Attention to impact of environment -
its barriers and facilitating aspects
an
Rehabilitation Research from ICIDH-2 and Rehabilitation:
the ICIDH-2 Perspective: Functioning & Context
Changing Environments
. Self- * Leisure
management of  activities
medications (a80600-80690)
(a50640) + Social relations
« Coping with (a70400-70490)
symptoms '
(a10300)
12)

ICIDH-2 and Rehabilitation:
Current Frontiers

* The relationships between
impairments and activities
associated with mental disorders

 The natural course of impairments
and disabilities over time

* The effect of the environment on
rehabilitation interventions
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