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What is Intellectual Disability?What is Intellectual Disability?
Clarke & Clarke (1958) Clarke & Clarke (1958) “mental deficiency is a social“mental deficiency is a social-- 
administrative rather than a scientific concept, varying in administrative rather than a scientific concept, varying in 
different countries and within different countries at different different countries and within different countries at different 
times”times”

Are theAre the current definition and classification current definition and classification 
systems appropriate?systems appropriate?
New ways of thinking about intelligence New ways of thinking about intelligence –– are are 
the notions of adaptive the notions of adaptive behaviourbehaviour/social /social 
competence more useful?competence more useful?
Is it a deficit, a disability or a disorder? Is it a deficit, a disability or a disorder? –– do do 
we need a we need a metasyndromicmetasyndromic approach as in approach as in 
the area of dementia (Luis Salvadorthe area of dementia (Luis Salvador––CarullaCarulla))
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Where Have We Come From?Where Have We Come From?
1961 1961 –– USA President’s Panel on Mental USA President’s Panel on Mental 
RetardationRetardation
1964 1964 –– Harvey Stevens President of IASSMD Harvey Stevens President of IASSMD 
& AAMD& AAMD

““persons with an intellectual disability were viewed not persons with an intellectual disability were viewed not 
as second class citizens, but as people who as second class citizens, but as people who 
possessed no citizenship”possessed no citizenship”

19711971-- UN Declaration of General & Specific UN Declaration of General & Specific 
Rights of the Mentally RetardedRights of the Mentally Retarded
1975 1975 –– UN Declaration on the Rights of UN Declaration on the Rights of 
Disabled PeopleDisabled People
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Deinstitutionalization & Community LivingDeinstitutionalization & Community Living
Advocacy of the ChampionsAdvocacy of the Champions
–– NilsNils BankBank--MikkelsenMikkelsen
–– BengtBengt NirjeNirje
–– Wolf Wolf WolfensbergerWolfensberger
–– GunnarGunnar and Rosemary and Rosemary DybwadDybwad
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Where have we come from?Where have we come from?

NormalizationNormalization
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Where have we come from? Where have we come from? 

DeinstitutionalizationDeinstitutionalization
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But Have We Achieved Community But Have We Achieved Community 
Inclusion?Inclusion?

At school?At school?

At community living?At community living?

At work?At work?
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Threats to the Realization of Threats to the Realization of 
Human RightsHuman Rights

Utilitarian individualism & meritocracy Utilitarian individualism & meritocracy 
–– loss of communityloss of community
NeoNeo--liberal economic policiesliberal economic policies
–– CommodificationCommodification of people with disabilitiesof people with disabilities
Genetic engineering and the designer Genetic engineering and the designer 
baby phenomenonbaby phenomenon
Community attitudesCommunity attitudes
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What are the Gaps?What are the Gaps?

Intellectual disability a low priority in Intellectual disability a low priority in 
government policygovernment policy
Gap between needs and resourcesGap between needs and resources
PersonalisedPersonalised models of supportmodels of support
Lack of accountability at structural, Lack of accountability at structural, 
process, outputs and outcomes levelsprocess, outputs and outcomes levels
Indigenous research with partnership with Indigenous research with partnership with 
people with an intellectual disability and people with an intellectual disability and 
families families 
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Limitations of the Rights DiscourseLimitations of the Rights Discourse
The moral language of rights is neither sufficient nor The moral language of rights is neither sufficient nor 
necessary to ground moral responsibility for people necessary to ground moral responsibility for people 
with a disability,with a disability,
Without people who have sufficient  moral character Without people who have sufficient  moral character 
to care, rights can do little to sustain the mentally to care, rights can do little to sustain the mentally 
disabled and their families. People can be forced to disabled and their families. People can be forced to 
comply, but they cannot be forced to care. comply, but they cannot be forced to care. 

Hans Hans ReindersReinders (1999)(1999)
Laws and legislative work cannot provide total Laws and legislative work cannot provide total 
answers to problem solving and proper action with answers to problem solving and proper action with 
regards to regards to realisationrealisation of human rights. These can of human rights. These can 
only come into existence in the full cultural and only come into existence in the full cultural and 
human context. human context. 

BengtBengt NirjeNirje (1985)(1985)
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ChallengesChallenges

Competition for resources by the needs of Competition for resources by the needs of 
the general ageing populationthe general ageing population

Early ageing by people with intellectual Early ageing by people with intellectual 
disabilitydisability

Ageing parents of people with an intellectual Ageing parents of people with an intellectual 
disabilitydisability
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Competition for trained and committed staff to Competition for trained and committed staff to 
support people with an intellectual disability in:support people with an intellectual disability in:

–– EmploymentEmployment
–– Community livingCommunity living
–– EducationEducation
–– RelationshipsRelationships
–– Leisure and recreationLeisure and recreation

Environmental degradationEnvironmental degradation
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The Way Forward The Way Forward -- 11

Use the ICFUse the ICF
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ICF AimsICF Aims
to provide ato provide a scientific basis for understanding health scientific basis for understanding health 
and health related states, outcomes and determinantsand health related states, outcomes and determinants
relevant to all persons in the population (not limited to relevant to all persons in the population (not limited to 
those with a disability)those with a disability)
to establish ato establish a common language to improve common language to improve 
communicationscommunications
to permit comparison of datato permit comparison of data acrossacross

countries countries 
health care disciplines health care disciplines 
services services 
timetime

to provide ato provide a systematic coding scheme for health systematic coding scheme for health 
information systemsinformation systems

Présentateur
Commentaires de présentation
From the ICF p5

The aims are interrelated.
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Medical ModelMedical Model
Minority ModelMinority Model
Negative viewNegative view
CategorizationCategorization
PatronizationPatronization
DehumanizationDehumanization

Social ModelSocial Model
Universal ModelUniversal Model
Neutral ApproachNeutral Approach
MultidimensionalMultidimensional
EqualizationEqualization
HumanizationHumanization

VS.
VS.
VS.

VS.
VS.

Conception Of Disability

VS
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Universal ModelUniversal Model

Health is a basic human rightHealth is a basic human right
No one should be discriminated against on No one should be discriminated against on 
the basis of their health status & functioningthe basis of their health status & functioning
Most people have some “disablement”Most people have some “disablement”
Disability is a fact of lifeDisability is a fact of life
Functioning could be altered atFunctioning could be altered at
body body –– person person –– society levelssociety levels –– solutions solutions 
could be found at all these levelscould be found at all these levels
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Health Condition Health Condition 
(disorder/disease)(disorder/disease)

Interaction of ConceptsInteraction of Concepts

Environmental Environmental 
FactorsFactors

Personal Personal 
FactorsFactors

Body Body 
function&structurefunction&structure 

(Impairment)(Impairment)

ActivitiesActivities
(Limitation)(Limitation)

ParticipationParticipation
(Restriction)(Restriction)

Présentateur
Commentaires de présentation
The model can be used to describe and explore different aspects of the process of functioning and disability.  

The model shows the complex relationship between the health condition and contextual factors, both environmental and personal.

Personal factors are the features of an individual and may include gender, race, age, fitness, lifestyle habits, coping styles, social background, education, profession past life events.

Not classified in ICF - because of the social and cultural variance associated with them, but included in the model to show their contribution.



Examples:

May have impairments with out activity limitations. E.g. disfigurement from birthmarks

May have impairments and activity limitations but no participation restrictions, given an appropriate environment.

May have participation restrictions without activity limitations and impairments, E.g. following a mental health diagnosis.

The causal pathway may lead from participation restrictions to activity limitations and impairments. E.G. institutionalisation may result in loss of social skills, decreased participation in physical activity leading to lowered muscle and cardiovascular function.
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Applications of ICFApplications of ICF

StatisticalStatistical

ResearchResearch

ClinicalClinical

Social policySocial policy

Educational Educational 

Présentateur
Commentaires de présentation
The introduction to ICF suggests the classification may be used for statistical, research, clinical, social policy and educational purposes.

What follows are examples of Australian applications in these areas.
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The Way Forward The Way Forward -- 22

Put the person with a disability at Put the person with a disability at 
the centrethe centre
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CommentaryCommentary
““The current paradigm of service delivery in the The current paradigm of service delivery in the 
welfare area may be described welfare area may be described as supplyas supply--side side 
service delivery.…service delivery.…in hospitals, in welfare in hospitals, in welfare 
agencies and psychiatric care units, in nursing agencies and psychiatric care units, in nursing 
home dining rooms and day centres for people home dining rooms and day centres for people 
with intellectual disabilities, this paradigm still with intellectual disabilities, this paradigm still 
rules: services are dispensed to disconnected rules: services are dispensed to disconnected 
and passive clients in programmatic modules, and passive clients in programmatic modules, 
administered by departmental ‘silos’, segmented administered by departmental ‘silos’, segmented 
by jurisdictions, fractured by disciplinary by jurisdictions, fractured by disciplinary 
demarcation, and delivered by agencies that are demarcation, and delivered by agencies that are 
charged with accountability, not to their charged with accountability, not to their 
consumers but to their consumers but to their fundersfunders.”.” 

Vern Hughes, 2006Vern Hughes, 2006
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Disability services have been supply drivenDisability services have been supply driven
Consumers and families have been Consumers and families have been 
disempowereddisempowered
No evidence of outcomes despite increases in No evidence of outcomes despite increases in 
fundingfunding
Need for a new paradigm that recognises Need for a new paradigm that recognises 
consumer/family involvement in policy consumer/family involvement in policy 
development development –– put the person at the centreput the person at the centre
Develop social capital around the person with Develop social capital around the person with 
a disability and build community capacity to a disability and build community capacity to 
provide formal and informal supportsprovide formal and informal supports
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A New ParadigmA New Paradigm
Personalised supportPersonalised support
Consumer/family supportConsumer/family support
Individualised fundingIndividualised funding
PersonPerson--centred planningcentred planning
Empowerment of people with disabilities & Empowerment of people with disabilities & 
familiesfamilies
SystemSystem--wide intermediaries between wide intermediaries between 
consumer and providerconsumer and provider
LongLong--term financial asset developmentterm financial asset development
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A model illustrating a system that aligns different levels of support around the 
person with a disability (Demos,2005)
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The Way Forward The Way Forward -- 33

Develop collaborative research Develop collaborative research 
and training to build local capacity and training to build local capacity 
in the middle and low income in the middle and low income 
countries countries 

Build local data bases with valid Build local data bases with valid 
and reliable informationand reliable information
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The Way Forward The Way Forward -- 44

Develop coalitions with other Develop coalitions with other 
advocacy groups to advance advocacy groups to advance 
political action political action –– e.g. e.g. 
––Civil rights groupsCivil rights groups
––Feminist movementFeminist movement
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The Way Forward The Way Forward –– 55

Apply universal design together Apply universal design together 
with with specialisedspecialised backback--up servicesup services
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The Way Forward The Way Forward -- 66
ATLAS Mark 2ATLAS Mark 2
Implement monitoring and compliance Implement monitoring and compliance 
mechanisms to report on:mechanisms to report on:
–– StructuresStructures
–– ProcessesProcesses
–– OutputsOutputs
–– OutcomesOutcomes

QUALITY OF LIFEQUALITY OF LIFE
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One of the major things that has One of the major things that has 
gone wrong today is that gone wrong today is that 
governments have become so far governments have become so far 
removed from the average person removed from the average person 
that there is no connection between that there is no connection between 
them….We have to get back to them….We have to get back to 
communities; and gain greater communities; and gain greater 
autonomy to determine the future of autonomy to determine the future of 
our own community.our own community.

Suzuki, 1991Suzuki, 1991
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CARPE DIEM !!CARPE DIEM !!
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trevorp@med.usyd.edu.autrevorp@med.usyd.edu.au

www.cdds.med.usyd.edu.auwww.cdds.med.usyd.edu.au//
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