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Transforming Disability into Ability

W Roy Grizzard

Thank you for the kind invitation to present at this event sponsored by the OECD
and the European Centre for Social Welfare Policy and Research. The U. S. De-
partment of Labor appreciates the important role of both organizations, the diver-
sity of OECD membership, and therol e of research to advance policy optionsacross
various important areas of activity.

| especially commend the leadership of both organizations for recognizing the
importance of new knowledge informing the development of new disability policy.

I will look forward to learning from al of you as the conference unfolds. The di-
verse states of Europe harbor valuable lessons, as do the 50 states and 4 territories
of the United States of America. Our countrieswill sharevaluableinformation that
will hopefully lead to the most effective employment policiesfor people with dis-
abilities.

The sovereign states on both sides of the Atlantic face ajobs and skills gap in the
coming years of the 21st Century. Our collective challenge isto match employer
demand in the various labor market sectors with skilled supply. Working age peo-
ple with disabilities can help greatly to fill the gap.

We in America and in the United States Department of Labor place the highest
value on the premise that people with disabilities are able to work. We agree with
you, as stated in the OECD policy conclusions, that theterm “disabled” should no
longer be automatically equated with “unable to work.”

We applaud the policy conclusion that disability and benefit receipt should be
unbundled. | will later provide examples of work programs meeting individual’s
needs in different work situations.

We further believe that the individual worker with adisability should be afforded
the right to choose what type of work to do, have technical assistance to perform
essential functions of ajob, and have the chance to advance and progressin work
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8 Summaries of Presentations

of choice. As such, individual worker needs must be embedded in policies and
comprehensively addressed in practical implementations.

| want to speak about the opportunity we all have to create meaningful policy re-
garding peoplewith disabilities. Theword “ opportunity” hasan especially impor -
tant meaning to me, for | haveretinitis pigmentosa, and have been declared legally
blind.

But that did not stop me from earning three degrees, or from serving in thefield of
education for over 25 years. It did not keep me from running alarge state agency,
or from being appointed asthe first Assistant Secretary on disability employment
issuesin the history of the United States.

A large part of my success continues because | have come in contact with people
who focus on my abilities — not on my disability. They give me opportunities to
succeed, and | rise to the challenges.

Public policy, and the structures and systems which emanate from such policy, are
in many ways areflection of societal beliefs and values.

The key value on which the United States of Americawas founded isthat of free-
dom. And one of the key definitions of freedomiis: “theright of enjoying all of the
privileges of membership or citizenship.” The best form of economic security, the
best pathway to full participation in citizenship, is employment.

Thehistory of U.S. policy impacting peoplewith disahilitiesisalong and winding
road — moving from isolation and segregation to inclusion, empowerment and
disability rights. History tellsusthat, asagroup, peoplewith disabilitieswere hid-
den from society, and viewed as a class of dependent people who would always
reguire segregation, protection, charity and care.

But American policies have helped changethisview. They have shaped the move-
ment of people with disabilities from segregation to integration — from being hid-
den away to becoming full participants of an inclusive community, including the
employment community. United States policy now clearly recognizesthat people
with disabilities can work and should be afforded the services and supports they
choose to make that happen.
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The Americans with DisabilitiesAct (ADA), signed into law July 26, 1990, isthe
“lens’ for disability policy in the United States. Enactment of thislandmark civil
rights legidlation struck a statutory and regulatory blow to discrimination against
individuals with disabilities in employment, state and local government services,
public accommodation, and telecommunications.

The ADA serves as the framework for government-wide actions to end discrimi-
nation against people with disabilitiesin the United States.

Aswithany significant civil rightslegislation, later questionsraised asto the scope
and intent of thisAct are further defined through implementation. An American
freedom isthe opportunity to raise questions. We have an environment of checks
and balances established by our founding fathers to ensure refinement of policy
and practices.

We are fortunate to have a President who is fully committed to extending the op-
portunity to succeed to peoplewith disabilities. He believesthat theADA hasbeen
an integral component of the movement toward full integration of people with
disabilitiesinto every aspect of American life. But he also recognizesthat thereis
far more to be done to integrate people with disabilities into the workforce.

Two weeks after taking office, President GeorgeW. Bush launched the New Free-
dom Initiative, or NFI, aswe call it. This Presidential Administration understands
well the integration and synergies across government.

The President charged federal agenciesin February 2001 to assesstheir programs
and policies relating to people with disabilities, and to identify how they would
support the objectives of the NFI. The objectives include:

Increasing access to assistive technologies
Expanding educational opportunities

Promoting increased access into the community, and
Increasing access to employment.

The NFI promotes federal interagency coordination to solve the complex social
policy issuesthat impact employment for people with disabilities. The NFI recog-
nizesthat many aspectsinfluencethe ability of peoplewith disabilitiesto seek and
keep meaningful employment. These issues are broad-based, and involve many
government entities.
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For instance, the Department of Transportation needs to ensure that people with
disahilities have away to get to work. The Department of Education needsto en-
sure that people with disabilities have the requisite education and effective proc-
esses to transition from school to work. The Department of Health and Human
Services needs to ensure that people with disabilities have access to health care.
And the Social Security Administration needs to ensure that social security pro-
grams provide the flexibility and incentive for people with disabilitiesto leave the
public assistance roles and participate in the workplace.

The Department of Labor is charged with preparing the American workforce for
new and better jobs, and ensuring the adequacy of America's workplaces. The
Department isresponsiblefor the administration and enforcement of over 180 fed-
eral statutes. DOL programs, services and benefits are intended for all employers
and workers across the nation, including individuals with disabilities.

Under the strong | eadership of Labor Secretary Elaine L. Chao, the Department of
L abor, through the Office of Disability Employment Policy, has been given asig-
nificant share of theresponsibility for fulfilling the promise of the President’sNew
Freedom Initiative.

Established just two years ago, ODEP has committed millions of dollars to fund
variousexperimental programsto eliminate employment barriersin the public and
private sector.

The workforce development system, which links people looking for jobs with
available jobs, does its work in nationwide programs named One Stop Career
Centers. ODEP sfunds help these one stop centersto use effective methodsto link
peoplewith disabilitiesand jobs. Such methods benefit both young people and adults
with disabilities coming from all ethnic and racial backgrounds.

ODEP funds are focused on finding ways to better link employer demand with
skilled labor supply. | offer you several examples of our work.

JAN —the Job Accommodation Network

*  Providesfreetelephoneand Internet technical assistance on making workplace
accommodations.

*  Isused both by employers and employees to determine effective accommo-
dations.

transforming DIS[ABILITY] into ABILITY

Dissemination Conference | 6/7 March 2003 UNOV-VIC Vienna



Summaries of Presentations 11

»  Provides personalized attention to approximately 32,000 workplace accom-
modationsin any given year.

EARN —the Employer Assistance Referral Network

*  Providesfreetelephoneand el ectronic assistanceto employers seeking to hire
people with disabilities.

*  Connectsemployerstolocal resourcesthat have qualifiedjob candidateswith
disabilities.

*  Worked with some 2,000 employersinitsfirst year.

The President and the Secretary of Labor recognize and reward those organiza-
tions, businesses and individuals who establish the most effective policies and
practicesincreasing the empl oyment of peoplewith disabilities. For thefirst time
in November 2002, the Secretary of Labor saluted winners of the New Freedom
Initiative Award.

Our work includesrefining methods of supplying skilled labor to theworkplace. |
again offer you several examples.

Telewor k/Telecommuting Resear ch

»  This project is intended to test and assess the feasibility of telework or
telecommuting for persons with severe disabilities. The research is using
federal agencies as pilot sites.

Customized Employment

*  Customized employment meansindividualizing the employment rel ationship
between employeesand employers based on adetermination of the strengths,
needs, and interests of the person with adisability. It may include job devel-
opment or restructuring strategies. Customization of employment isespecially
important for people with severe disabilities.

Youth

*  We support programs that develop effective school to work strategies. In
addition, we help launch and expand programs that provide mentoring and
work experience for young people with disabilities interested in technol ogy
fields.
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Technical Assistance

»  ODEP aso funds three national technical assistance centers. Two provide
technical assistanceto One Stop Career Centersin order to assist themto serve
youth and adults with disabilities more effectively. Another center provides
technical assistance to community rehabilitation providers.

Collaborative Efforts

e One promising approach finds the Department of Labor collaborating with
the Social Security Administration and the Department of Health and Human
Services. We established aposition named a“ navigator” inthe One Stop Career
Centersto help people with disabilitiesto find their way through the maze of
state and local services essential to living independently in the community.

Perhaps you have heard of Social Security’s“ Ticket to Work.” It provides incen-
tives for people with disabilities to return to work by:

Allowing people with disabilities to choose their own support services, in-
cluding vocational education and rehabilitation

Extending health coverage for Social Security pension beneficiaries (people
with aformer workforce attachment) so they can return to work without the
fear of losing health benefits, and

Expanding health coverage for certain people with severe disabilities who
decideto gotowork. They will continueto receive health benefitsat the same
time income rises or medical condition improves.

Improving the employment results of people with disabilities requires the coop-
eration of the federal government, state and local governments, the private sector,
service providers, and advocacy organizations.

ThePresident has said, “ Government likesto begin things— to declare grand new
programs and causes. But good beginnings are not the measure of success. What
matters in the end is completion. Performance. Results.”

We must work together to devel op strategiesfor success. We must determine what
barriers act as roadbl ocks—and we must remove them.
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Aswe move further into the 21st century, we are faced with new challenges.
New opportunities for employment are opening as scientific and technol ogical
advances give rise to new industries and occupations unheard of only afew dec-
ades ago. At the sametime, many traditional job opportunities are disappearing as
industrial operations becomeincreasingly automated and the nation’s economy as
awhole becomesincreasingly globalized.

Thetransformation weare currently undergoing createsagreat opportunity interms
of employment for people with disabilities. Together we must make sure that the
result isasociety — aworld — that affords opportunity for employment and com-
munity participation to all people.
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Expose

Jean-YWes Hocquet

Année apres année, la situation des personnes handicapées et de leur famille
S impose comme un véritable enjeu de société. Une société, sejuge hotamment &
I attention qu’ elle porte aux plusfragileset alaplacequ’ elleréserve par conséguent
aux personnes qui souffrent d'un handicap.

I1'y aun peu plus de vingt-cing ans, laloi du 30 juin 1975 a engagé une étape
importante. Pour lapremiérefois, laquestion du handicap aété abordée demaniére
globale et en termes de droits. La Nation a placé le handicap dans le champ de la
responsabilité collective et de la protection sociae. Elle a affirmé une obligation
national e de solidarité et elle adéfini lanature del’ engagement des pouvoirs pub-
lics. Les personnes handicapées ont pu bénéficier d allocations qui ont été
réguliérement revalorisées. Les villes, les transports en commun, le grand com-
merce ont d0 commencer, commencer a s adapter. Méme si €elle reste encore a
imposer, I’ éducation des enfants et des adolescents handicapés a été reconnue
comme une nécessité,

Laloi du 10 juillet 1987 est venue compl éter cet ensemble en faisant obligation a
I Etat et aux entreprises d’ employer des personnes handicapées.

Aujourd hui nous devons d'abord remédier aux situations d’'urgence que les
personnes handicapées et leur famille affrontent trop souvent dans la solitude et
parfois dansladétresse. Nous devons aussi revoir les fondements mémes de notre
politique, en passant d’ un systeme d’aide uniforme a une logique qui prenne
pleinement en compte les besoins particuliers de chague cas individuel .

Cequi estenjeu, eneffet, ¢’ est enréalitéleprincipe mémedel’ égalité deschances.

C'est pourquoi le Président de la République a souhaité faire de la politique pour
les personnes handicapées |’ un des grands chantiers du quinquennat. Cette action
s inscrit dansune ambition visant arenforcer notre cohésion national e par davantage
dejustice et donc par davantage d’ attention aux plus vulnérables.
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D’ abord en commencant a rattraper notre retard en matiére d’ accuelil :

3000 places supplémentairesen centresd’ aide par letravail et plusde 2 000 places
en maisons d’accueil spécialisées seront créées I'an prochain, ce qui est un
doublement par rapport au rythme prévu. Trop de personnes, c’'est évident,
polyhandicapées, autistes, traumatisées craniennes, handicapées psychiques sont
aujourd’ hui sans solution. L’ effort engagé cette année devradonc étre poursuivi et
s nécessaire amplifié.

L'impératif d’intégration scolaire ne doit naturellement pas étre oublié. C'est I’un
dessoucisdu gouvernement et danscet esprit, lenombred auxiliairesdeviescolaire
sera porté a6 000 alarentrée prochaine, soit trois fois plus qu’en 2002.

Le gouvernement vient aussi de mettre en place un dispositif spécifique pour
apporter une aide immédiate a des personnes tres lourdement handicapées qui ont
fait le choix de vivre adomicile. Cet effort sera accru en 2003. D’ici douze mois,
5 000 postes d’ auxiliaires de vie auront été créés. Enfin, la réforme des tutelles,
maintes fois repoussée, et il est vrai délicate, a été engagée.

Ces mesures doivent s accompagner d' une réforme en profondeur.

Lesorientations seront présentées au Conseil des ministresavant I’ été prochainen
vue d’un examen par le Parlement a1’ automne.

Chague année, une Conférence des handicaps sera réunie afin d’ évaluer tous les
effets de lapolitique pour les personnes handicapées, notamment du point de vue
de leur intégration dans la soci été.

Cette réforme permettrade construire un véritable systéme d’ aides personnalisees
et de donner la priorité al’intégration professionnelle et sociale des personnes
handicapées.

En consolidant le systéme de protection sociale mis en place au cours des vingt
derniéres années, il faut maintenant personnaliser le soutien apporté a chaque
personne handicapée en tenant compte de ses caractéristiques et de son projet de
vie.

transforming DIS[ABILITY] into ABILITY
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Personnaliser, ¢’ est d' abord évaluer lesaptitudes, les potentialités et lesbesoinsde
la personne handicapée dans I’ environnement qui est le sien. Personnaliser, ¢’ est
aussi, dansle cadre d’ un nouveau droit ala compensation, s attacher a compenser
les conséguences - et notamment les surcodts- qu’implique le handicap.

Personnaliser, ¢’ est simplifier considérablement lesaides, regrouper lesdispositifs
actuels, sansrien perdre deleurs avantages, maisen lesrendant plus accessibles et
donc plus efficaces. Personnaliser, ¢’ est enfin prendre en compte I’ évolution du
handicap tout aulong delavieet celad abord évidemment en reconnaissant qu’ une
personne handicapée ne cesse pas de I’ étre au-dela de 60 ans et doit continuer &
bénéficier d’ aides spécifiques.

Lasolidarité nationale doit permettre aux personnes handicapées et aleur famille
de construire un véritable projet d’ intégration et de réussite personnel.

Pour parvenir a cet objectif, plusieurs actions peuvent étre envisagées. Toutes
devront étre examinées. les personnes handicapées pourraient s adresser a un
interlocuteur unique pour définir les réponses adaptées aleurs besoins. Un réseau
de maisons des personnes handicapées pourrait ainsi étre implanté sur tout le
territoire. Elles pourraient étre coordonnées par une agence national e des handi-

caps.

Cesmaisons mettraient aladisposition des personnes handicapées et deleur famille
touteslesinformations nécessaires. Ellespourraient auss établir, aveclespersonnes
handicapées, leur famille et gréce aune équipe pluridisciplinairede professionnels,
un projet personnalisé, couvrant tous les aspects de lavie quotidienne : scolarité,
formation, logement, vie professionnelle, aides humaines, techniques ou animales.
L es aides apportées aux personnes handicapées seront au service delaréalisation
deleur projet. Elles devront évidemment tenir compte des capacités contributives
des personnes.

Celasupposeauss quedes|’ enseignement, et notamment pour tout ce qui concerne
lestechniciensdelasociété: lesarchitectes, lesingénieurs, on explique et on donne
conscience aux étudiantsdel’ exigence des adaptations qu’ ilsdoivent spontanément
mettre dans leur projet pour qu’il s applique atout le monde.

Il faut aussi renforcer la professionnalisation des fonctions d’ accompagnement
comme celles qu’ assurent les auxiliaires de vie, dont le métier doit étre mieux
reconnu et reposer sur des formations qualifiantes.

transforming DIS[ABILITY] into ABILITY
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Enfin, les aides techniques restent encore trop difficiles a obtenir et afinancer. I
faut faire évoluer cette situation qui est le premier obstacle a I’ autonomie. En
élargissant la gamme des équipements dont le colt peut étre pris en charge par la
collectivité. En permettant aussi aux personnes handi capées de mieux accéder aLix
aides que leur offre aujourd’ hui e progres technologique qui ne cessera de se
développer..

A coté de cette personnalisation de notre systéme d’aides, |a réforme devrait
poursuivre, un deuxiéme objectif : donner aux personnes handicapées|es moyens
deconstruire un véritable parcours professionnel. C' est anotre société de s adapter
aleurs besoins.

Cela commence par I’ enseignement et la formation, indispensables pour trouver
sa place dans la société. Le principe de non-discrimination fait obligation a
I”Education nationale d’ accueillir en son sein tous les enfants handicapés qui
peuvent |’ ére et de nouer avec I’ éducation spécialisée, dont le réle est également
fondamental, les liens qui s'imposent. Cette obligation doit étre respectée,
scrupuleusement respectée. Nous devons nous en donner lesmoyensen dével oppant
I’ accueil despersonnes handicapées, delacréchejusgu’ al’ université, en mobilisant
lesenseignantsqui y sont préts, enlesformant et en recourant davantage aux aides
humaines et techniques.

Il faut faciliter ensuite I’insertion professionnelle en renforgant les dispositifs
existants, que ce soit en milieu ordinaire ou en milieu protégé.

Lespouvoirspublicsdoivent, ¢’ est unepriorité, créer davantage de placesen struc-
tures protégées, consolider I’ activité de ces établissements, conforter lesdroitsdes
personnesenleur sein et favoriser lesprojetsinnovants. Celapermettrade construire
de véritables parcours professionnels. Il faut avoir I’ambition humaine de faire
évoluer celles et ceux qui le peuvent des centres d’ aide par letravail versles atel-
iers protégés ou vers les entreprises, tout en veillant aleur conserver un droit au
retour.

S agissant maintenant del’ insertion professionnelleen milieu ordinaire, I’ obj ectif
fixé par laloi de 1987 est, chacun le sait, trésloin d’ étre atteint, notamment dans
Iadministration. Latransposition deladirective emploi permettraaux partenaires
sociaux de négocier les voies et moyens d’ un meilleur accueil des personnes
handicapées dans |I’entreprise. Les possibilités de cumul entre des revenus
professionnels et des allocations soient éargies pour favoriser |’ accés au travail.
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Les fonctions publiques devraient étre exemplaires. Dans ce domaine prioritaire,
I" Etat et lesemployeurs publicsdoivent respecter leursobligations. Personnalisation
des aides, acces au monde du travail : ces deux axes de réforme paraissent
prioritaires.

Au-dela de la nécessité de faire évoluer nos lois et nos pratiques, nous devons
toujours étre particuliérement attentifs au respect des droits des plus vulnérables.
Ellessont encore beaucoup trop souvent lesvictimes, desdifficultésqu’ elles peuvent
aussi rencontrer pour simplement fairevaloir leursdroits. Enfin, nousdevronsétre
particuliérement vigilants pour quelarecherche soit miseau servicedelaprévention,
du dépistage et de la prise en charge précoce du handicap et, chaquefoisque c’ est
possible, de la guérison des maladies qui en sont la cause.
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Introduction:
Main Findings and Conclusions
of the OECD Report
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Transforming Disability into Ability — Results
and Conclusions from the OECD Study of
Disability Policies for the Working-age
Population in 20 Member Countries

Berglind Asgeirsdottir

The paper presents the main results and conclusions of the first comprehensive
analysis of disability policies for the working-age population in the OECD. The
first part includes some interesting facts and numbers about disability in OECD
countries. The second part includes the policy conclusions and proposes a radi-
cally new approach to disability, which places employment, rather than income
support, at the heart of disability policy.

The results of the OECD study suggests that disability benefits systems and their
rulesstrongly influencethe number of people on disability benefits. In other words,
policy matters — there is no “natural” rate of disability. It matters how countries
define and assessdisability, how they define entitlement to benefits, how they award
benefits and, especially, how generous disability benefits are. The availability of
other social benefits also has an impact on disability benefit rates. The less acces-
sible other out-of-work programmes are, the more heavily disability programmes
are used. In the United States and the United Kingdom, for example, disability
benefit ratesincreased asentry to unemployment and early retirement programmes
became more restricted.

The OECD study showsthat different policy approachesby different countrieshad
little or no effect on outcomes. The most striking commonality wasthat thereisno
outflow from disability programmes to jobs.

A new policy approach that emphasises the economic and social integration of
persons with disabilitiesis proposed. It hasfive key features:

transforming DIS[ABILITY] into ABILITY
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e itrecognisesthestatusof disability independent of thework andincomesitu-
ation;

* it emphasises activation;

e it proposesanew structure for benefit systems;

. it introduces a culture of mutual obligations; and

* it givesamoreimportant role to employers.

Disahility policies must be seen primarily as activation programmes rather than
passive income support programmes. Many countries are already moving in this
direction but much remainsto be done. The OECD would like to support this proc-
ess by conducting in-depth country reviews of disability policy from this perspec-
tive.
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Transforming Disability into Ability.
A Commentary Based on Recent
European Research

Deborah Mabbett*

The OECD report makes amajor contribution to the cross-national policy debate
on promoting employment among people with disabilities. The report provides a
comprehensive overview of dataon receipt of income maintenance disability ben-
efits, including analyses of inflow and outflow rates and theincidence of recipiency
by age and gender. These data are accompanied by concise and insightful explana-
tions of the great variety of institutional and administrative factors that can influ-
enceincome maintenance disability benefit receipt, including availability of other
benefits, linkages between sickness and disability benefits, partial awards, rules
on severity of disablement and theimpact of contribution requirements and means
tests.

The report aso contains a number of policy recommendations, particularly about
measures which might be adopted to promote empl oyment among people receiv-
ing disability income maintenance benefits. In chapter 2, the report defineswhat it
sees as aconsensus around the desirability of promoting paid employment among
peoplewith disabilities, invoking devel opmentsin OECD countries (paragraph 39)
aswell as supra-national agreements (40) in support of this position.

Policy and Evidence

When there is broad agreement on policy goals, the task of the social scientist is
straightforward: it isto explore the empirical evidence in order to map out the re-
lationships between different policies and the outcomes or goals that have been
agreed. Of course it is always difficult to come up with firm resultsin social sci-
ence. The difficulty that the OECD study faces, and to its credit acknowledges, is
that the datado not permit any strong conclusionsto be drawn about the effective-
ness of particular policies to promote employment among disabled people. Some
of the policies favoured in some countries are evidently felt to be successful by
national policy-makers, but comparative dataon employment rates do not provide
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evidence for the success of these policies. The basic reason is that the contextual
factorsare extremely varied and complex. A particular problemisthat disability is
defined and assessed differently in different contexts, making comparative statis-
tical analysis very difficult.

The absence of empirical evidencefor the effectiveness of particular policiesdoes
not diminish the valua of the report. On the contrary, the report hel ps us to under-
stand why the evidence cannot be found, by explaining the multitude of factors
which impinge on benefit recipiency and employment rates. However, the lack of
empirical evidence means that the policy recommendations, of which there are a
number, must be based on something else, and it is quite difficult to identify their
basis. For astart, it iseasy to be misled by the abundance of datainto thinking that
the recommendations are based on the data, even though thetext of thereport makes
it clear that thisis not so.

The Independence Axiom

The policy recommendations are derived deductively, on the basis of axiomswhich
are not clearly stated, but can be inferred. A key axiom is asfollows:

There exists a group of truly disabled people. True disability is a state of affairs
which is independent of a person’s employment, income, insurance and benefit
status (384).

This'‘independence axiom’ providesabasisfor the proposition that disability cat-
egorisation and income maintenance benefit recel pt could be‘ unbundled’ . In other
words, atruly disabled person could be recognised as such independently of the
process of seeking access to particular benefits and services. Furthermore, given
the agreed policy goal of promoting paid employment, it is possible to argue that
unbundling not only could but should be done. Unbundling is advocated in order
to provide a basis for wider access to employment measures for disabled people
and to allow benefitsto be structured more flexibly for those moving into and out
of employment.

The report recognises that unbundling would involve a substantial change in the
way disability is currently assessed. Thereis no single common idea of what dis-
ability is, or what it entails, embodied in thelegislation of devel oped welfare states.
Understandings of what constitutes disability, and methods of assessment, vary
according to aperson’s employment, insurance (and work history) and benefit sta-
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tus, as well as being affected by other factors such as age. Different assessments
are done for different social policy purposes. Furthermore, some commentators
have argued that this diversity isdesirableif social policy categories areto berel-
evant to their purposes (see e.g. Mashaw and Reno, 1996). In our research for the
European Commission, we made relevance acentral criterion for evaluating defi-
nitions of disability, and argued that relevant definitions would be different for
different purposes. This argument was based on a detailed study of how disability
was assessed for various purposesin the EU states, but the general reasonsfor our
conclusion can be briefly stated. The fundamental problem isthat the environment
affects a person’s degree of disability. Impairment may be seen as an inherent or
person-level attribute, but the extent to which people are disabled by their impair-
ments depends on the environments in which they endeavour to participate.

True Disability

The OECD report acknowledges the difficulty of identifying who is disabled and
who is not, and the heterogeneity of the group (394). However, this does not lead
to reconsideration of the independence axiom, even though two rather different
views aretaken about the nature of thetrue group. First, in chapter 3, survey meas-
ures of disability are reported. Right at the start, it is noted that it would be desir-
able to use objective measures rather than self-reported disability. The definition
of disability is of those reporting a health problem which limits general activities
of daily life, and thisis used because it is available from surveys in a number of
countries. It seemsthat the OECD does not propose the survey measure asthetrue
measure of disability. However, the dataare still used to establish certain key propo-
sitions about employment and welfare among disabled people. More problemati-
cally, the data on surveyed disability are contrasted with dataon disability benefit
receipt, and discrepancies are found which are described as ‘ quite alarming’ (84).
Disability benefit schemes are characterised as suffering from both inclusion and
exclusion error, and much of the commentary assumes that surveys have less er-
ror: they might not capture the group of truly disabled people perfectly, but they
are assumed to give atruer picture than the administrative data.

The second main set of ideas about true disability are most clearly stated in chap-
ter 8, whereit isargued that disability assessment should be doneintwo stepswhich
clearly differentiate biological difference (impairment and functional limitations)
from limitationsin activities and participation (401). Thefirst step, assessing bio-
logical difference, should be done by medical specialists and based on medical
grounds. The second step should determine the extent to which the disabling con-
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dition affects aperson’s ability to work (402). Disability status determined in this
way would be unaffected by the person’s employment status, unless the medical
condition changes (403). In this sense, the medical step is seen as the fundamental
and stable component of the disability assessment.

The OECD report notes that there are some examples of disability assessments
which are independent of employment status and income maintenance benefit re-
ceipt. For example, anumber of countries use impairment rubrics for administer-
ing their employment quota systems. As the report notes, these systems generally
create aregistered disability statuswhich iskept irrespective of work status (406).
However, registered disability status does not bring with it entitlement to income
maintenance benefits: it does not provide a unified disability category which is
referred to both for employment service provision and for benefit administration.
The OECD suggests that it could be extended in this way (fn 66).

The EC study showsthat there are some important reasons why the use of impair-
ment-based assessmentsisrestricted, and why statesimpose further and/or differ-
ent disability tests in their income maintenance systems. The ol dest-established
impairment rubrics assess the degree of disability directly from the description of
aperson'smedical condition in terms of impairment. For example, degrees of loss
of sight or hearing, measured using accepted technical equipment, may be trans-
lated directly into a degree of disability. This ‘direct measurement’ approach is
appealingly smple, but it ishard to sustain because of the difficulty of explaining
why oneimpairment is more severe than another without referring to its disabling
effects. As aresult, the ratings in these impairment rubrics can seem rather arbi-
trary. The ratings are not widely used for benefit administration because they are
not seen as relevant to the purposes of benefit provision.

Thisexample suggeststhat the OECD-proposed approach to disability assessment
may also fail the test of relevance. Social policy categories which are not suffi-
ciently relevant are unsustainable. Irrelevant exclusions may mean that there will
be a group of people whose needs and circumstances are suitable for the policy
(e.g. theincome maintenance benefit) who are denied access. I rrelevant inclusions
may mean that people are offered empl oyment-rel ated services (for example) which
they do not want and cannot utilise.

These criticisms do not mean that the OECD is wrong to advocate some form of
unbundling of disability statusfrom benefit receipt. To the extent that existing rules
and benefit structures make transitions into work difficult for disabled people, it
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would be desirable to reform them. Few would dissent from the ideathat * disabil -
ity should not be equated with inability to work’, although they might question
whether thisdesignationis, initself, an explanation for low outflows from disabil-
ity benefits (131). However, the report does not explain why a medically-based
assessment of work capacity should be determinative, or why asingle definitionis
necessary. (One might argue for a single definition to reduce administrative costs
and intrusion, but this argument is not made by the OECD, which advocates more
frequent reassessment than is currently done.)

Employment neutrality and employment promotion

Thereport notesthat benefitsto compensate for extracosts of care or mobility may
be paid independently of employment status and income maintenance benefit re-
ceipt (408). However, it ispuzzlingly dismissive of the potential role of extracosts
benefits in providing a structure for the types of reforms it envisages, asserting
that these benefits are ‘ often not adequately integrated with any other policy com-
ponent’. Whilethediscussionisrather brief, | think that the point isthat extracosts
assessments do not involve any work capacity assessment or evaluation of the
potential for vocational rehabilitation or other employment measures. In other
words, extracosts benefitsare (broadly) neutral with respect to a person’semploy-
ment status, but they are not employment-promoting in the way that vocational
assessments might be.

Benefits to compensate for extra costs may be paid to disabled people without
designating them as unable to work. There are two different implications which
might follow from this. Oneimplicationisthat non-working disabled people might
be able or unableto work but the social security administration would not endeav-
our to determinethis question. The other isthat aperson who isnot unable to work
would be seen as ableto work. Theformer implication isemployment-neutral ; the
latter is employment-promating. The OECD report chooses the | atter.

Thereport argues against the use of a disability category to exempt certain people
from labour market participation requirements (such as requirements to seek and
be available for work) which are applied to unemployed people. However, it rec-
ognises that it would be pernicious to impose participation requirements on all
disabled people, and theref ore advocates adiscretionary approach to theserequire-
ments rather than the use of a categorical criterion. Administrators should have
flexibility in assembling benefit packages and devel oping return-to-work plansfor
disabled people (410).
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The rejection of a categorical approach to participation could be explained logi-
cally as follows. From the independence axiom, we can deduce that a group of
truly disabled peopleexists, and the true meaning of disability doesnot equate with
inability to work. If it isfurther assumed that the disability categories used in so-
cial policy should correspond to the true meaning of disability, it followsthat there
is no valid disability category which could be used to exempt a group of people
from labour market participation requirements. Therefore a discretionary rather
than a categorical approach to these requirements should be adopted.

Clearly it is possible to avoid this conclusion by rejecting the postulate that the
disahility categories used in social policy should correspond to the true meaning
of disability, in favour of the relevance criterion. This suggestsinstead that social
policy categoriesare constructed for particular purposes: in particular, to facilitate
the efficient allocation of resources while avoiding intrusive and burdensome ad-
ministrative enquiries. We can note that one of the purposes for which disability
categories have been constructed in social policy isto exempt certain people from
labour market participation requirements. It is arguable that the notion of disabil-
ity has, in the past, given legitimacy to this exemption. However, the use of the
exemption has, in practice, raised alot of issues about the meaning of disability: in
particular, the extent to which age, labour market conditions and other social fac-
torsshould be taken into account in exempting peoplefrom participation. Itisclear
that governments have manipul ated the disability category for political and finan-
cial reasons, seeking sometimes to allow more exemptions and, at other times,
wanting to extend participation.

It would be possibleto detach disability from its problematic connection with par-
ticipation exemptionsin several ways, of which the OECD proposal (expectation
of participation with discretion) isone. Another approach would beto base partici-
pation exemptions on other grounds. An obvious candidate is age: people over the
old age pension age are already exempt from participation, and many states do not
impose participation requirements on ol der unemployed workerslong before they
reach pension age.

Oneobjection to thisisthat states are generally trying to raise retirement ages, not
lower them. The OECD report notes that contestation over disability classifica-
tionsin social security isliableto increaserather than diminish as early retirement
provisionsare eliminated and accessto old age pensionsisdelayed (448). Thereport
argues that the appropriate policy response is to adopt employment-promoting
policiesand participation requirements, backed by the clear delineation of thedis-
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ability category on medical grounds. Clearly, it is possible to draw the opposite
implication: that disability classification will become even more of aminefield in
the future than it istoday, and that other approaches which do not rely on conten-
tious distinctions need to be found.

One approach isto try to promote employment through choice rather than through
administrative intervention. The report points out that benefit structures often de-
ter employment, whether because of the difficulty of earning morethan the out-of -
work benefit entitlement, or because of high in-work costs, or because of the risk
of losing future entitlement by giving up ahard-won disability classification. These
deterrents could be removed by changing benefit structures: in particular, by al-
lowing the income maintenance component of benefitsfor older workersto oper-
ate like abasic income. For people with disabilities that impose extra costs, addi-
tional benefits to meet these costs could be paid regardless of employment status
(as noted above).

A number of states have old age pensionswhich, with the easing of retirement (la-
bour force exit) conditions, provide something very like abasic income to people
over pension age. It would be possible to de-link policies on the pension age and
theretirement age, allowing the age of accessto abasicincometo belowered while
also promoting extension of working lives by allowing work and benefit receipt to
be combined.

One possible objection to paying unconditional income maintenanceto ol der peo-
pleisthat it is desirable to establish an expectation of participation in order to
motivate the search for effective employment-promoting policies and to encour-
age governments to provide adequate resources for them. The problem with this
argument is that there is arisk that the expectation of participation could have
adverse consequencesfor thefair and consistent treatment of social policy clients.
In particular, hard-pressed administrators may develop their own low-level cat-
egories of disability based on clients' employment prospects, without these cat-
egories being subject to explicit definition and public and political scrutiny.

Conclusion

Implicit in the OECD policy recommendationsis aview that thereisa‘true’ co-
hort of disabled people who should rightly be the target of social security and
employment policy, while current measures have constructed a partially ‘false’
cohort whose presence on the benefit rolls is due to the adverse labour market
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conditionsfacing ol der workersand to policy decisionsto promoteexit among those
workers. This discussion has shown that there are considerable problemsin char-
acterising the ‘true’ disabled. The OECD proposes a medical and work capacity-
oriented approach to disability. The findings of research done for the European
Commission raise gquestions about whether this approach is consistent with the
criterion of relevance which, in our view, should guide the construction of social
policy categories.

Zola(1989) famously put forward the case for a* necessary universalising’ of dis-
ability policy. He argued that the different disabling effects of different environ-
ments resulted in contingent and ever-changing experiences of disability. While
hisanalysis did not rule out using disability categoriesin social policy to identify
particular groups with relevant needs, it highlighted a number of possible prob-
lems. Many disabling conditions have complex patterns of progression and remis-
sion, implying frequent reassessment and adjustment of provision. Zolaadvocated
moreflexibleuniversal policies. These might include not only changesto building
and transport design, but also workplace policies allowing flexibility in hours and
productivity, provision of benefits which would function as a non-categorical ba-
sicincome, and so on. The OECD has advocated an approach which isflexiblein
the sense of being favourable to employment, but the policies it proposes leave
little to individual choice and envisage ahigh level of administrative engagement
which could be both costly and intrusive.

Note

* Brunel University recently hosted a research project on Definitions of Disability, funded by
the European Commission and involving national reporters from all the EU member states
except Luxembourg, along with Norway. The project report will shortly be published by the
European Commission. Information about the project is available from its website: http://
www.brunel.ac.uk/depts/govn/research/disability.htm.
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OECD Key Issues and Policy Conclusions

Theme 1.
What Do We Mean by
“Being Disabled” ?

Key issues

Whether apersonisdisabled or not can mean variousthings. Assessments, involv-
ing both medical and vocational judgements, have several different but related
objectives. to define needs, to determine eligibility for services, and to regulate
access to transfer payments.

Assessment problems and cross-country differencesin assessment proceduresand
eligibility criteriaare reflected in often high and dissimilar benefit rejection rates.

Thereisastriking lack of permeability between being disabled and not being disa-
bled, which fosters benefit dependence. People avoid risking the loss of their ben-
efit through attempting to work, which contributesto very low outflow ratesfrom
disability benefits. Not being entitled to disability benefits can exclude peoplefrom
receipt of necessary services.

To distinguish full from partial and permanent from temporary disability is noto-
riously difficult, and there is no uniform response to these two problems across
countries.

Different procedures, medical and occupational requirementsare applied to assess
shorter-term sickness and longer-term disability. The result can be confusion and
injustice. There are also different responsible authorities in most countries.
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OECD policy conclusions

“Disabled” can refer to amedical condition, labour market prospects or benefit
receipt. These should be determined independently.

The term “disabled” should no longer be automatically equated with “unable to
work”. Disability should be recognised asacondition but it should bedistinct from
eligibility for and receipt of benefits, just asit should not automatically mean an
obstacle to work.

This approach would allow beneficiariesto “risk” taking up work even if they are
not sureto befit for work. The disability statusitself should bethebasisfor certain
benefitsthat are designed to compensate the extra costs of the disabling condition,
e.g. for medication, care, or mobility. Benefits for these purposes should not be
related to the work status of the disabled person, should not be means-tested, and
should be paid as long as the costs arise.

Thedisability assessment should be repeated at regular intervals. If areview finds
considerable health improvement or if the vocational outcome of a stable health
condition is judged differently, intervention strategies should be re-adapted.

This “unbundling” of disability and benefit receipt would help to ensure that the
full range of disability-related benefits and services is available to every person
with a disability, according to individual needs but regardless of the work situa-
tion, the insurance status or benefit receipt.
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Ability Assessment in Pre-pension
and Flex Job Schemes

Seen Bengtsson

The reformation of the Danish system of pre-pension (disability pension) origi-
nated in the research on disability pension (with the 1984 reform called pre-pen-
sion) that took place on the Institute of Social Research in Copenhagen from the
sixties. In this decade the labour market participation of physically disabled per-
sons was surveyed and the results used as basis for alegislation of vocational re-
habilitation. In the seventies the problem of a growing number of disability pen-
sioners inspired to aresearch on this pension. In the eighties areform had united
disability pension with some social pensions under the name of pre-pension.

The research on regional differences in the award of pre-pension discovered by
pure incidence that the municipal administration of pre-pensions and other provi-
sional benefits had a significance for how many pensionsthere were awarded. By
then such a result was anything than expected, because a number of state boards
had the authority of awarding these pensions and the municipalities had no influ-
ence in that connection. Disability was widely considered a fact that should be
evaluated by medical experts. How could it be then that the municipal casework
had an influence on people’s disability?

The discovery of the significance of the municipality and its casework and atti-
tudeslead to aquite new politics on the area. In the nineties the municipalities|it-
tle by little got the responsibility for awarding pre-pensions, and in return had to
pay asteadily greater share of them. In 1992 they cameto pay 50% of pre-pension
and all other maintenance benefitsaswell, so that the municipalitiesno longer had
any gain of placing people on pre-pension. In 1998 they cameto pay 65% of these
pensions, whereas provisional maintenance benefitswere paid with 50% and wage
support to the new flex jobs by 35%. So the system had become active-oriented
with incentives for the municipalities to chose the most active possibility.

At the same time the municipalities acquired more instruments for vocational re-
habilitation and activation of their clients on sick pay, unemployment benefit, re-
habilitation benefit and social assistance. In 1990 rehabilitation benefit was re-
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formed, in 1994 unemployment benefit and during the nineties social assistance
was gradually replaced more or less by activation. The flex job scheme from 1998
has already been mentioned, and the same year the possibilities of comingin job
for disabled people was enhanced by aspecia law including a supported entrance
injoband possibility to get personal assistance. So the municipalitiesgot anumber
of new instruments to administer the casesin a more active direction.

With the 1998 legid ation the new ability assessment was introduced, not yet di-
rectly formulated in law texts but in an indirect way. This was effected by making
the application of pre-pension something that could not simply be done by the citi-
zen himself or herself, but should be decided by the municipality and only soif all
possibilities of vocational rehabilitation or flex jobs had been exhausted. So the
person who could be rehabilitated to ajob or aflex job could not cometo apply for
apre-pension, even if he or she should be medically “bad enough” to get it. With
the pre-pension reform of 2003 the new principleis made official, and its applica-
tion had been prepared by courses for caseworkers all over the country.

We do not yet know for sureif thisis the background for the decline of awards of
prepension during the nineties. | am preparing a project to throw light over this.
Another possibility is that the persons who would earlier have got a pre-pension
now are“parked” on social assistance. But, anyhow, the number of awards of pre-
pension has declined drastically in the period 1994-2000, from around 28.000 in
the beginning of this period to 13-15.000 in the end. So there has been a decline of
about 50%. If thisisagenuine activation policy it so far (2003 included) has saved
the country for some 200.000 pension years, which issome 4 hillion euro. Even if
activation is costly too, one can at least conclude that we get more value for the
money in this way because we know from research that nearly all persons prefer
flex jobs or other supported employment for pre-pension. If the persons are just
parked on social assistance, however, there has not been any gain of this policy.

It istoo early to say if the 2003 reform of pre-pension making ability assessment
official and explicit will change anything. It ispossiblethat we have already gained
what can be gained by this new principle becauseit in fact has been applied for the
last five yearsin thisindirect way as | have mentioned. It is furthermore possible
that the reform makes casework more bureaucratic because a certain formal pro-
cedure is demanded by the new law. This procedure is described in amanual and
has been taught to all caseworkers. Our latest research shows that municipalities
who administer inarule-oriented and formal way are awarding more pre-pensions,
whereas municipalities that administer in a concrete way and are using networks
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to employers, education places and medical doctors are awarding less pensions.
Perhaps the reform will install a bureaucracy which draws in passive direction.

The Danish pre-pension reform with its orientation towards integration on local
level and aless medical disability concept israther uniquein Europe. Other coun-
trieswho try to limit awarding of disability pensions often will centralise the con-
trol and restrict the pensions to strict medical diagnosis. Here the local and near
authority has been developed into an organisation who works through local part-
nershipsto integrate peopleif possiblein employment. Especially deserve the so-
called local coordination committees to be mentioned. They were established in
1999 in every municipality, and include representatives from municipality, employ-
ment office, the social partners, local medical doctors and organisations of disa-
bled people. Research has shown that some of the is making a great difference
whereas others are achieving less.

Municipalitiestoo are different. Quite anumber are pensioning the double amount
of what should be expected from popul ation composition, unempl oyment and other
relevant background variables, and quite anumber are pensioning half the expected
number. Evenif the expected numbers have been calculated onthe basisof research
and published since 1995, the municipalities have not used this statistics to be-
comemoresimilar. Thedevelopment goesin fact inthe oppositedirection. It seems
that local differences—for thetime being at |east —isthe price for decentralisation
of the authority of awarding pre-pensions.
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What Do We Mean by Being Disabled?

Adele Furrie

What do we mean by the phrase “being disabled”? For the last 18 years, my pri-
mary research has revolved around this phrase so that | could design questions or
assist with the design of questionsthat operationalize the phrase and that could be
used to collect statistics on disability. For 18 years, | have listened to people de-
scribing what “being disabled” means to them, and what | heard depends on the
perspective of who was speaking. Let me describe some of what | have heard and
then we can move on to how | think my experience can inform your work.

I’ ve listened to persons with disabilities enumerate what being disabled meansto
them. To them, it means limitations imposed by their community in the form of
barriersthat prevent or impedetheir full participation. It meansphysical barriers—
not being ableto get into the building to seejob postings becauseyou' rein awheel -
chair and there are steps into the building and no ramps. It means attitudinal bar-
riers — your opinion is ignored because you use awalker — and your speech pat-
terns are different — and saliva may gather in the corner of your mouth. It means
barriersto working becauseyou can’t afford to take alow-paying job or short-term
employment because the supportsthat you need to live independently and that you
have struggled to get out of the bureaucracy will be withdrawn if you go to work.
It means listening as politicians receive accolades for their progressive disability
policy but seeing no real change to your everyday life as aresult of that policy.

When pushed to respond to the question “but how do | first identify who you are
sothat | can then ask about barriers’, | have consistently received reluctant agree-
ment that the functional model of disability could be used - provided that those
guestions are followed by the nature and severity of the barriers encountered.

I’ ve listened to organizations representing persons with disabilitiesasaresult of a
particular condition or health problem — the Arthritis Society is interested in the
issuesfacing peoplewith disabilitieswho report arthritis; the Mental Health Asso-
ciationisinterested in theissuesfacing peoplewith disabilitieswho report amen-
tal health condition.
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So, when asked the question “how do | identify your population”, the response for
these types of organizationsis " ask about the condition, then ask about barriers’.
When pushed to acknowledge that not everyone who has a particular health prob-
lem hasadisability, thereusually isreluctant agreement to use the functional model
of disability followed by aquestion on underlying health problem or condition that
causes the limitation in activity.

I’ ve listened to employers who have legislation imposed on them. The Canadian
Employment Equity Act, for example, statesthat employersmust have representa-
tion intheir labour force of persons with disabilities at least equal to or morethan
their representation in the population. So, to employers, being disabled means
compliance with legislation and with the definition that isimbedded in that legis-
lation. That definition includesareferenceto limitationin theworkplace. So, from
an employer’sperspective, it'satwo-edged sword. Firstly, thereisthe concern that
additional expenseswill haveto beincurred to accommodate personswith disabili-
ties aesuch as widening doorways to accommodate wheelchairs and providing
technical devices to accommodate persons with low vision or who are blind and
signlanguageinterpretersfor personswho are deaf. And, the other side of the coin
is that accommodated persons will no longer identify as having a disability in
employer surveysbecausethey no longer experience any limitation intheworkplace
aethus the resulting counts of employees with disabilities will be lower than they
should be.

Finally, I’ velistened to bureaucratswho have responsibility for particular program
or services. To each one of them, the phrase* being disabled” meansoperationalizing
the definition that isimbedded in the particular program or service. In my experi-
ence, each program has a different definition aethe differences may take the form
of inclusions based on a particular health condition or health problem aeit may
include exclusions based on location or age but, in most instances, the definitionis
functional in nature. However, in most instances, there is also arequirement that a
member of the medical profession certifies that the individual meets the defini-
tion.

So, with all of these perspectives, | had thetask of designing aset of questionsthat
operationalized all of the various perspectiveson * being disabled”. What was con-
sistent across most perspectives was the use of the functional model of disability.
Thank goodnessfor thework of the OECD intheearly 80s! A working group devel-
oped and tested a set of questionsthat operationalized the functional model of dis-
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ability. And thank goodnessthat my initial task was made simpler by the choice of
the survey vehicle that would be used to collect the data. For the two disability
surveysin Canada and the onein New Zealand, | had the opportunity to use a set
of 28 questionsto identify the population with disabilitiesaethe original questions
developed by the OECD augmented by questions to identify persons with limita-
tions in activity as aresult of alearning disability, a menta health condition or
discrimination because of a mental health problem. These 28 questions encom-
passed all functional limitations as aresult of a health problem or condition. With
the use of follow-up questions, we were able to identify personswho had particu-
lar health problems and we include a number of barriers and accommodations
guestions as well. Because the survey vehicle was a specially designed disability
survey, there was no constraint with respect to the number of questions used.

Life was easy then; it’'s not so easy today. Today, I’ m working with ateam of bu-
reaucratsin the United Statesto providetechnical advicewith respect to establish-
ing asmall set of questions aethe emphasis on small sethat can be used in their
monthly labour force survey aethe Current Population Survey aeto identify the
employment characteristics of American adults with disabilities. Space on the
Current Population Survey is limited because it is important to maintain a high
response rate and to achieve this means a limitation in the number of questions
that can be asked. However, the task is easier because the questions have to
operationalize only an interpretation of the phrase “being disabled”. The Ameri-
can with Disabilities Act provides the definition and the task is to find a set of
guestions that operationalizes that definition. Their population of interest is any-
one aged 15 and older sedlightly different from your population of interest, but it
poses asimilar challenge. My background paper describes the steps that we have
and are undertaking to achieve this goal. Of particular interest to meisthe use of
the Del phi methodol ogy that utilizesthe expert opinion of individualswho are active
in the disability movement aeacademics, program administrators, disability advo-
cates and most importantly, persons with disabilities themselves. The goal of this
exercise isto have this panel of expertsindependently provide their opinion asto
the disability status of a sample of individuals who has answered a longer set of
disahility screening questions. Based on their opinions ae and assuming that we
can achieve a convergence in their opinions aewe will conduct an analysis of the
larger database to determine the minimum set of questionsthat would identify the
population with disabilities.

Employment is the primary focus for my American work. The impact of lack of
employment and the disincentivesto employment imbedded in many of theincome
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support programs in Canada was also a primary focus of the 1991 Health and
Activity Limitation Survey.

Inthe US, thefocusis on getting numbers aethe number of adults with disabilities
and the number who are employed, unemployed and no longer in thelabour force.
Thesethree numberswerevery important in the 1991 Canadian survey aswell since
they formed the basis for the avail ability data that were used to monitor employ-
er's compliance with the relatively new Employment Equity Act.

Asimportant wasthe in-depth questioning that we included about disincentivesto
employment. In 1986, the participation rate for personswith disabilitiesaged 15—
64 was47.5, ascompared to 77.9 for the non-disabled popul ation. What was miss-
ing from the 1986 survey was an answer to why so many persons with disabilities
had opted out of the labour force. Through consultations with disability organiza-
tions, service providers and adultswith disabilities, we devel oped a series of ques-
tionsthat examined the barriers encountered when empl oyment was being sought.
Wealsoincluded questionson the nature and extent of accommaodationsthat would
be required that would enable adults with disabilities to obtain employment. Ex-
amples of the barriers questionsincluded aYes or No response to a series of state-
ments such as “you would lose some or al of your current income if you went to
work” and “youwould lose some or al of your current additional supportssuch as
your drug plan or housing if you went to work”. These same questions were re-
peated in the 2001 Participation and Activity Limitation Survey.

So, what does the phrase “being disabled” mean to me after these 18 years of lis-
tening? A consistent message received from persons with disabilities, organiza-
tions of and for persons with disabilities, employers, and bureaucratsis support ae
albeit reluctant on the part of persons with disabilities aefor the functional model
of disahility. Operationalizing the definition for surveys was made easier by the
work done by an OECD working group in the 1980s. Identifying a small set of
guestionsis atask that remains to be done.

How can my experiencefacilitate the objectivesof thisgathering? |’ velearned that
measuring the population with disabilitiesis not an easy task. It can only be done
effectively if one hasthe support of the popul ation with disabilitiesand their advo-
cates. It can only be done effectively if one has a thorough understanding of the
definitionsthat areimbedded inthe disability policy of the country and the various
programs and services provided for persons with disabilities. And, in hindsight, |

believethat it isaworthwhile exercise to contemplate only if changeisviewed as
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apossibility. Persons with disabilities aeto quote a disability activist from the US
aehave been surveyed to death. Persons with disabilities have been consulted and
consulted. They havelistened to politicians announcing new and exciting changes
to disability policiesand disability programs and personswith disabilitieshave seen
no change to their social and economic position with their community.

And here we aretoday aelooking at policiesto promote work and income security
for disabled people. The goal iscommendable, but theway inwhichit isexpressed
causes me some concern. Quoting directly from the report: “ The report concludes
that apromising new disability policy approach should move closer to the philoso-
phy of unemployment programs by emphasi zing activation, promoting tailored early
intervention, removing disincentives to work, introducing a culture of mutual ob-
ligations, and involving employers.”

I’m now going to step outside the position that | have had to take when | am facili-
tating the development of questions for disability surveys. As you can probably
recognize through the way that | have presented the facts, | am very much an ad-
vocate for disability rights. So — based on my experience, | believe that the new
disability policy approach should have two distinct parts: employment programs
for those who are ableto work that include income support programsto cover out-
of-pocket expenses related to supports — be they technical or personal, and the
second part, income security for those who are unable to work. The employment
programs and related income support programs would include incentives to work
through personalized interventions that accommodate the heterogeneity of the
population with disabilitiesand involveAL L three partnersinitsdevelopment: the
government, the employers and persons with disabilities. The income security
programswould include personalized interventions that accommodate the hetero-
geneity of the population with disabilities and involve two partnersin its devel op-
ment: the government and persons with disabilities.

And only when these new disability policiesarein place and only when all of the
other barriers to full participation are removed, then and only then will persons
with disabilities be on alevel playing field with their peers and the phrase “being
disabled” will no longer have any relevance —and I'll no longer have to be con-
cerned with how to operationalize the definition.
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What Do We Mean By Being Disabled?

Irene Hoskins

The theme of this conference is how can we transform “disability” into “ ability”
and, very rightly, thefirst question that is asked within this context is“What do we
mean by being disabled?’ In response to this question, | would like to give abrief
overview of how disability isbeing viewed, defined and measured at WHO. More
specifically, within the context of looking at how “disability” can be turned into
“ability”, this means:

*  Viewing disability from a“health” rather than a*“ disease” perspective

*  Regecting the view that disability isadefining feature of a separate minority
of people

»  Beingableto measurethe different components of disability and their conse-
guences

»  Creating an enabling environment based on the principle of inclusion rather
than exclusion, derived from the diagnosis of amedical condition

*  Analysingtheprimary reasonsfor disability at variousstagesof thelife course
and how they can be prevented.

Further, | would liketo expand thisdiscussion by adding two additional pointswhich
are important to the discussion on the future occurrence of disability in our socie-
ties:

»  Beyond the focus on policies for the management of disabilities and the ad-
ministration of disability benefits, we need to determine the risk factors and
primary causes that contribute to disease and disabilities. More specifically,
what policies are necessary to prevent disabilities or the worsening of dis-
abilities? In this connection, the question needs to be raised: Isit possible to
link disability policiesto the larger efforts of health promotion and preven-
tion?

« What are the linkages between population ageing and disability? As
populations age, chronic diseases are significant and costly causes of disabil-
ity. Societiesin OECD countries continue to age rapidly. How can this chal-
lenge be met?
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Defining and M easuring Disabilities

According to the Preamble of WHO's Constitution adopted in 1946, “health” is
defined as* astate of complete physical, mental and social well-being and not merely
the absence of disease or infirmity.” Based on this broad understanding of health,
itisvital to recognise that disablement is not simply a defining attribute of ami-
nority of people but rather a universal feature of humanity, manifested for every-
onein different levels of functioning and at different stages of life.

Quoting WHO's Director General, Dr Gro Harlem Brundtland, “improving the
health of an individual, or the population as awhole, is not merely a matter of re-
ducing premature death dueto disease and injury. Healthisal so about human func-
tioning, the capacity of individualstoliveafull lifeasanindividual and asamem-
ber of society.”

It was not until the 1990s that WHO tried to capture thisimportant paradigm shift
which eventually led to abiopsychosocial understanding of human functioning and
disablement. It hasresulted in several revisionsof the ICIDH (International Clas-
sification of Impairments, Disabilities and Handicaps), a classification of human
functioning at the physical, personal, and societal levelsthat goes beyond a mere
medical diagnosis and takes into account the social and environmental context
withinwhich peoplelive. Finaly, thisled to the publication in 2001 of anew inter-
national standard that describes and measures health and disability, the ICF (the
International Classification of Functioning , Health and Disability). The | CF pro-
vides, notably, operational tools for both measurement and comparison.

I CF describes disahility as an overarching term covering the experience of func-
tional limitation at the level of the body or organ system aswell as the personin
society. Disability isthe outcome of theinteraction between aperson’s health con-
dition and the context within which he or she finds him or herself. The “ context”
is made up of personal factors (e.g age, sex, race and education) and external en-
vironmental factors (e.g attitudes, physical environment, assistive technology,
policies, services, environmental and personal support).

Disahility is described from three different perspectives or levels:

e Body functions and structures where the experience of adisability istermed
an impairment, e.g. the lack of muscle tone, lack of speech or intellectual
impairment;
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»  Personal activities where the experience of a disability is called an activity
limitation (e.g. inability to walk, to communicate or to care for oneself)

»  Societa (or personwithin society) where an experience of adisability iscalled
aparticipation restriction (e.g not working because the work environment is
inaccessi ble or not communicating because peopl e do not engage in commu-
nications with the individual concerned). In other words, a person may be
unable to do certain things but can still participate because the environment
facilitates participation. On the other hand, he or she may have the ability to
do something but be prevented from doing it because of alack of opportuni-
ties, an enabling environment or negative attitudes towards disabilities.

Currently, common clinical usage of the word disability refersto something close
to activity limitation and tends to also include some elements of participation re-
striction.

These measurements are extremely important not only for documenting the preva-
lence of chronic disability but also for forecasting current and future needs for
long-term care and health system planning.

Global Increasein Chronic Diseases

WHO regularly undertakes studies on what is called the Global Burden of Disease
to determine the age and sex-specific prevalences of alarge number of disease
diagnoses by geographic regions or country groupings. For example, the Global
Burden of Disease projections have clearly demonstrated the so-called “ epidemio-
logical transition”, that isthe move from infectiousto non-communicabl e diseases
which is currently underway in the developing world — a world where chronic
illnesses, such as heart disease, cancer and depression, are quickly becoming the
leading causes of morbidity and disability. For example, in 1990, 51 percent of the
global burden of disease in developing and newly industrialised countries was
caused by non-communicable diseases, mental health disorders and injuries. By
2020, the burden of the non-communicabl e diseasesin theses countrieswill riseto
approximately 78 percent.

Established market economies, i.e. OECD countries, have aready undergone the
epidemiological transition and chronic non-communicable diseases and injuries
continue to be significant and costly causes of disability.
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This leads to the urgent question of how policy makers can transform disability
into ability, i.e how can they address and eliminate some of the risk factors con-
tributing to disability and morbidity in the first instance? These risk factorsrelate
to environmental risks, such as sanitation, hygiene and air pollution; occupational
hazards, such as industrial accidents, ergonomic stressors causing, for example,
lower-back pain, amajor cause of absence from work; work-related noise, one of
the most common occupational hazards causing hearing loss; and finally the be-
havioural risk factors.

With regard to the latter, behavioural risk factors, WHO estimates that in the de-
veloped countries of North America, Europe and AsiaPecific, at |east one-third of
the disease burden is attributabl e to the following five risk factors: tobacco, al co-
hol, blood pressure, cholesterol, and obesity. Thetobacco epidemic alonekillsabout
2.4 million people every year in industrialised countries and disables many more
through respiratory diseases. The risks arising from high blood pressure and cho-
lesteral, strongly linked to heart attacks and strokes, each cause millions of deaths
annually and are closely related to the excessive consumption of fatty, sugary and
salty foods. They become even more dangerous when combined with tobacco and
excessive alcohol consumption.

Thelack of physical activity, agrowing phenomenon in the age of the automobile
and the computer, isinitself aserious health risk. Whileitiseasy to blame behav-
iour on theindividual it would in most cases be more appropriate and effective to
promote population-wide prevention strategies aimed at reducing these risks to
health. Governments should seek amore joined-up approach, including concerted
action by many different agencies across society, for policiesthat promote health
and prevent disability.

Disability —a Challenge for Ageing Societies

Last, but certainly not least, when discussing disabilities, we need to refer to the
ageing of populations which brings with it an increased risk of developing dis-
abilities, including mobility and cognitive impairments that often occur at older
ages. An older person’sindependenceisthreatened when physical or mental dis-
abilities make it difficult to carry out the activities of daily living. Furthermore,
people with disabilities, as they grow older, are likely to encounter new and addi-
tional barriersrelated to the ageing process. But, in fact, the disabilitiesrelated to
the wear and tear of the ageing process could in many instances have been pre-
vented in the first place.
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Thegood newsisthat, aslongevity increasesin OECD countries, thereisevidence
of adeclinein severedisability among the older population. Biotechnologies offer
earlier diagnoses and new treatments, including the replacement of lost functions.
Among such promising developments has been the actual decline in disabilities
among older Americans between 1982 and 1999, compared to the projected rates
if disabilities had remained stable over the same time period. England, Sweden
and some other countries have shown similar trends. The critical questionisthere-
fore not only whether these trendswill continue, in spite of increasing numbers of
nonagenarians and centarians, but al so whether theincreasing numbers of persons
60 plus will remain active and whether, at the same time, working life can be ex-
tended and age discrimination can be attenuated. Clearly, age discrimination and
discrimination against the disabled remain powerful deterrentsto participation and
inclusion and thus continue to contribute to the rising social cost of disability.

To counter such negative devel opments, WHO advocates the life course perspec-
tive on ageing and the decline in functional capacity. The life course approach
underpinsall multi-sectoral actionson active ageing . Functional capacity (such as
ventilatory capacity, muscular strength and cardiovascular output) increases in
childhood, peaksin early adulthood and is eventually followed by a decline. The
rate of decline, however, is largely determined by factors related to lifestyle —
such as smoking, alcohol consumption, levels of physical activity and nutrition —
as well as external and environmental factors. The gradient of the decline may
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become so steep as to result in premature disability. However, the rate of the de-
cline can be influenced and may even be reversible through individual or public
policy measures at critical junctures of thelife course. Moreover, it hasto bereal-
ised that the disability threshold is not stationary but rather moves up or down
depending on the interaction of the individual with hisher environment. Thus,
making the environment more friendly and manageabl e for ol der persons and per-
sonswith disabilitieswill inevitably decrease the number of disabled persons and
increase personal and societal well-being.
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What Do We Mean by Being Disabled?

Vladimir Kosic

InApril last year, in Trieste, Italy, the World Health Organization (WHO), in con-
junction with the Ministry of Health of Italy and the Regional Government of the
Regione Autonoma Friuli-Venezia Giulia, held the International Conference on
Health and Disahility. | quote this event not for geographical reasons but, accord-
ing to me, because during the Trieste Conference amilestone was marked on how
disahility should be considered. Let's try to understand why.

A scientific approach

During the Trieste Conference, which | asted fromthe 17ttill the 20" of April 2002,
anew World Health Organization publication was presented to classify the func-
tioning, health and disability of people across the world which challenges main-
stream ideas on how we consider health and disability. ICF (International Classi-
fication of Functioning, Disability and Health) isthe name given to thisclassifica-
tion, and it changes our understanding of disability for many reasons. The most
important are:

1) Whiletraditional healthindicatorsarebased onthe mortality (i.e. death) rates
of populations, the |CF shiftsfocusto “life”, i.e., how people live with their
health conditions and how these can be improved to achieve a productive,
fulfillinglife. It hasimplicationsfor medical practice; for law and socia policy
to improve access and treatment; and for the protection of the rights of indi-
viduals and groups.

2) Disability isnot presented as a problem of aminority group, nor just of peo-
plewith avisibleimpairment or in awheel chair. For example, apersonliving
with HIV/AIDS could be disabled in terms of his/her ability to participate
actively in aprofession. In that case, the ICF provides different perspectives
asto how measures can betargeted to optimizethat person’ sability toremain
in the workforce and live afull life in the community.
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3)

4)

The ICF takes into account the social aspects of disability and provides a
mechanism to document the impact of the social and physical environment
on aperson’sfunctioning. For instance, when aperson with a serious disabil -
ity finds it difficult to work in a particular building because it does not pro-
vide ramps or elevators, the | CF identifies the needed focus of an interven-
tion, i.e. that the building should include those facilities and not that the per-
son be forced out of the job because of an inability to work.

ICF putsall disease and health conditions on an equal footing irrespective of
their cause. A person may not be able to attend work because of a cold or
angina, but al so because of depression. Thisneutral approach putsmental dis-
orders on a par with physical illness and has contributed to the recognition
and documentation of the world-wide burden of depressive disorders, which
iscurrently the leading cause, world-wide, of lifeyearslost dueto disability.

In other words, for the person involved, disability is conceptualised as amulti-di-
mensional experience that can be related to organs or body parts, such asimpair-
ment of the mability of joints or bones, or the function of muscles. There may be
effects on certain activities, for instance lifting or gripping objects with the hand.
There may be consequences for a person’s participation in aspects of life, such as
education, work or leisure. Participation can be facilitated in various ways; for
instance, by the provision of assistivetechnology or environmental modifications.
What must be stressed is the fact that physical and social environmental factors
play asignificant rolein the “creation” of disability.

Put in this way, the word disability is used as an umbrella term which includes:

Impairments;
Activity limitations;
Participation restrictions.

In order to understand better what should change by adopting the | CF to classify
disahility and which are the new fields and topics involved | think a comparison
with the traditional way of considering disability might help.
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DISABILITY

Old paradigma

New paradigma

Definition

A personal problem caused by
functional limitations due to
psychical or physical
impairments.

The result of psychical or physical
impairments and of the social and
cultural obstacles which hinder the
process of integration and which
may concern any citizen.

Strategies for
intervention

Limit or eliminate the functional
deficit by active intervention on
the individual.

Remove barriers, facilitate the access
to services, promote the well-being
and health of citizens

Methodology
for intervention

Take care that there are medical
services, rehabilitation, school,
work and psychogical support
for disabled people.

Overcome a sectorial vision of the
needs and support both the persons
involved and their families by
offering different instruments and
services, promoting, at the same
time, processes of social change.

Subjects involved

Doctors, rehabilitation and
social professionals.

The participation of professionals
involved both in social and health
fields is a component which must
be added to the participation of
other disabled people, other
consultants who can offer
information, and new subjects
we are able to involve.

Reasons to act

The disabled citizen benefits
grants and services in order to
the seriousness and to the cause
of his/her impairment.

Services and grants are justified as
the necessary condition for the
disabled person in order to benefit
of the complete rights of his
citizenship.

Role of the disabled
person

Object of intervention, patient,
a person who benefits of
something, object of research.

A liable and active subject in taking
decision involved in research, client.

The choice to consider disability as one of the main problemsin social policy, in
medical practice and in law, in order to improve accessto services and treatment,
and for the protection of the rights of individuals and groups, means that we both
recognize the extent of the consequences due to disability and the required atten-
tion we must pay to face it properly. We are not anymore interested neither with
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the cause nor with the type of disability or the cycles of life. To act in order to
overcome the consequences of disability so that the disabled person might benefit
of his/her citizenship rights, as we have shown in the table above, implies an idea
of planning the society which involves al, or nearly all, the fields in which the
public administration acts. But the value of a unitary approach towards disability
gives usthe possibility to propose shared models of intervention, to develop serv-
ices and invest shared resources, trying to improve the whole organization of the
society we live in, stressing the fact that we are not dealing with a problem of a
minority group but that we are pursuing ageneral interest. For the future devel op-
ment of health and social services to evaluate properly the consequences of dis-
ability isfundamental asthe “burden of disease” is much more linked to the disa-
bling consequences than to its treatment in the acute phase. Thisway of consider-
ing the problem implies, aswe like to stress again, amulti dimensional vision, as
the answers to disability cannot be given only by the health-social-system, but
housing, transport and even leisure might assume, sometimes, even agreater rel-
evance not only to improve the quality of life but even to spend the financial re-
sources properly.

The Regional Consulting Committee of the Associations of Disabled people
of Friuli-Venzia Giulia

It might be useful, at this point, to explain therole and the activities of the Steering
Committee | am heading. It has been founded in 1985 but it was legally recog-
nized asthe representative of all disabled people of the region, with aspecific law,
in 2001. We can say that it expresses akind of athird level of democracy, asin our
region, which isdivided in four provinces, in each province there is a Committee
which includes the associations of that area. The four Committees choose two
delegates each who are the components of the Regiona Steering Committee, so
we have eight members plus the president.

What we aretrying to ensure to the disabl ed people of our region are the so-called
four rights:

1) Theright to have an autonomous life;:

2) Theright to ahedthy life (prevention, treatment and rehabilitation for each
specific disability);

3) Theright to education;

4) Theright to work.
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We are trying to ensure the same standard of services on the whole regional area,
whichisnot so simple, though theregion hasthe samelawsand financial resources.
An important role is played by the local committees and the most active associa-
tionswhich are able to check the situations more directly. For this reason we have
about ten meetings each year of our Steering Committee. Every local Committee
expresses the problems of the area and we try to support the most difficult situa-
tions. One of themain goalsisto link and to strengthen the collaboration and com-
parison among the four committees so that the Steering committee is ableto make
shared proposalsto the Councillor who plansthe health and social policies. Weare
also trying to affirm that every disabled person should have alife-project, asitis
provided by aregional law already approved in 1996.

Our office-headquarters is in the same building where the Councillor for health
and social policy of our region resides, better to say, my office is next to his. We
collaborate with the Councillor trying to plan the regional health and social policy
most of all. We have succeeded to realize some of the goals we had planned even
in other fields. The collaboration with the public and private institutions dealing
with disability, including problems of housing, school, work et alia, is daily rou-
tine and we have to face new challenges quite often. We are consulted when new
bills are proposed and discussed at the regional parliament and | must say that our
proposals are always considered and often accepted. We have succeeded in con-
vincing our politicians that if we want to face the problems of disabled persons
wisely we must invest both financial resources and intelligence. It is not worth-
whileto keep people closed in hospitalsor in old folk’s homes, asit would cost us
more with no satisfaction for the people. | am surethat if wetry to remove disabil-
ity from the society, from our life, we waste money, time and happiness. Disability
means being alive with some problems we have to share with the community we
live in, because by giving the proper answers to disabled people we improve the
standard of the society and we give values for aworthy existence. Disability can
be accepted if weadleviateit, if it is shared by the community and if we succeed to
giveit ameaning .
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What Do WWe Mean by ‘Being Disabled’ ?

Bruno Nydegger Lory

| wasinvited to make ashort presentation about anew element in the system of the
federal invalidity insurance — as the disability insurance is called in Switzerland.
ThelIntroduction of thiselement (anew protagonist providing aservice) isplanned
for the beginning of next year. For better understanding of the considerations and
expected improvements of this reform I'll explain in just some words the actual
situation and related problems.

Entitlementsto benefitsfrom theinvalidity insurance presuppose three conditions:

1) amedicaly judged permanent or lasting health problem

2) alimitation of earning capacity / ability (in fact, the Swiss invalidity insur-
ance not only insureseconomically active but theinactive population aswell.
Therefore aso alimitation in the usual field of activity, i.e. in the household
or going to school/university is assessed.)

3) acausd link between the two above mentioned conditions: the health prob-
lem and the limitation.

Because of this specification the insurance uses the term ‘invalidity’ instead of
‘disability’. I'll come back to this point later.

The Swissinvalidity insuranceisenforced by 26 cantonal offices. In consequence
there are 26 divided territories implementing and executing a nationwide system.
Looking at the experience registered in the statistics, we see that the prevalence of
various categories of benefits differs strongly between the cantons. This may be
explained through different external determinants as e.g. the socio-demographic
structure of the population or the economic environment (i.e. in respect of thein-
dustrial sectors). The roles of these and other external determinants have been or
are currently analysed in several studies. Already accomplished studies— but also
various experiences — come to the conclusion that with a high probability the ac-
torsinvolved in the assessment processapply their degreesof freedom—which are
inherent in thistopic —in different ways.
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One of the most delicate challenges in the assessment processisto be seenin the
third condition mentioned above—the causal link between health problem and limi-
tation, and in particular in the quantification of the limitation.

Until now treating doctors— mostly general practitioners— still take an important
rolein the process of medical assessment. The medical servicesin cantonal offices
have to decide about the health problem related limitation of earning capacity on
the basis of written reports on diagnostics of the health problem including also
judgements or opinions about the limitation of functioning in the (professional)
activity done so far.

In addition to this during the last decade the diagnosis by treating doctors got in-
creasingly multiple and therefore more complex and difficult to decide upon. Fur-
thermoreit hasto be said that medical servicesinthe cantonal officesare until now
not allowed to examine the applicant themselves. If they find necessary to carry
out further or specific medical examinations, they may commission external ex-
perts.

The government now proposes so-called regional medical services under the su-
pervision of the federal authority. Each of these services should provide support
for several cantonal offices, and these services will be allowed to examine the
applicants.

With this new service acritical size would be achieved which ensures a constant
supply of pluridisciplinary medical know-how (i.e. different specialised knowl-
edge including industrial medicine and (social) insurance medicine) for better
handling of multiple diagnoses and provide better answers to the problem of dis-
ability caused limitation. This should lead to a better harmonization or standardi-
zation of the medical assessment —and in consequence have preventive effects on
potential legal inequality.

Increasing multiple diagnoses raise the probability of an appeal against anegative
decision with arguments of lack of taking in consideration one (or several)
element(s) of the diagnosis. As a consequence often time intensive legal proce-
dureswith risk of aggravation of the (remaining) earning capacity are caused. So,
as an additional goal the new services should accel erate the assessment and keep
the chance of re-integration as high as possible. The acceleration is expected be-
cause of time winning through pluridisciplinarity and direct examination on the
one side, but also through more comprehensive assessments.
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Finally the staff of these regional medical services will explicitly be assigned to
network with general practitionersin order to spread specific medical knowledge
required for the assessment of disability caused limitation. This (goal) focuses on
a“unité de doctrine” (which finally leads to “unité de pratique”).

So far my presentation and comments on the performance goal s and the improve-
ments expected by implementing the new regional medical servicesin the Swiss
invalidity insurance.

For thetimeleft I'd like to discuss this new element in the light of the policy con-
clusions formulated in the OECD report.

The Swissinvalidity insurance requiresacausal link between health problemsand
limitation in earning capacity. This reflects the purpose of this social insurance:
Theinvalidity insurance protectsfrom the economic consequences of health prob-
lems.

Aswe know an insurance does not protect against the risk in the true sense of the
word, but grantsbenefitsin casetherisk isoccurred. Theinvaidity insurancegrants
individual benefits for working aged insured on the principle of ‘integration be-
fore benefit payments'. Therefore the assessment starts by deciding about meas-
ures for medical, educational or vocational rehabilitation and handing over aid or
remedy for (re-)integration. During the time this measures take place the insured
person gets daily allowance. Only if (re-)integration isfruitless, hasfailed or was
only partly successful a claim for benefit payments will be justified.

»  Being disabled means not automatically being invalid, and the status of be-
ing invalid doesn't primarily mean to have a claim for benefit payments.

»  Claimfor benefit (re-integration measures or payments) requiresacasual link
of disability and limitation.

The Swissinvalidity insuranceisfocused upon economic consequences of health
problems and not on the problems themselves. That's why the term ‘invalidity’
instead of ‘ disability’ isused (being dependent on awheelchair doesn’t lead to the
sameearning limitationsfor alawyer asfor aconstruction worker; the consequences
of loosing a finger differ for a professional violinist and a professional football
player; the last-named will surely get no benefit from the invalidity insurance).
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Thisis no argument against the necessity of further legally legitimized accounts
for other benefits or non-discrimination of disabled in other spheresor subsystems
of the society. But ‘ being disabled’ doesn't serve asadiagnosis or term per. Espe-
cialy inthe context of —social or not social —insuranceswe aways haveto decide
about claims being justified or not. Whenever we define and apply the notion ‘ be-
ing disabled’ for limitation of entitlementswetalk about adistribution strugglefor
scarce resources.

At the sametime one should be carefully by labelling people ‘ being disabled’ asa
notionwithout purposeor god. Thisinvolvessevera risks. Somearee.g. profoundly
described by Erving Goffman, when he discusses stigmati sation and self-identifi-
cation; others could be seen by fostering the tendency of standardizing the Homo
sapiens sapiens, which is already to be observed in several political — sometimes
ethical — discourses.

| hope it was understandabl e that — at least in my opinion —the Swiss system tries
to prevent the equation between * health conditions/ health problems’ and “ ability
towork”. But as the experience — especially in the last decade — shows, the diag-
nostics of the health problems considered more and more various aspects; mainly
socia aspects. Reacting to this devel opment with apluridisciplinary medical serv-
iceisprobably not enough; there must also be a (permanent) discussion about the
changing understanding of health problems.

Onemight arguethat with the I nternational Classification of Functioning, Disabil-
ity and Health (ICF) an instrument exists that treats ‘disability’ in a comprehen-
siveway and does not only focus on the physical subject. But doesn’t thisjust shift
the problem to the question, what |CF components are relevant according to dif-
ferent benefits or rights? What kind of improvements can we expect from |CF?
Aren’'t thecentral pointsfor judgmentson claimstill left open?What degree, what
kind of disability must be fulfilled? Interpretation processes seems still needed in
which the interpreters still have degrees of freedom.
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OECD Key Issues and Policy Conclusions

Theme 2:

What Rights and Responsibilities
for Society and for Persons

with Disabilities?

Key issues

Most societies accept their responsibility to offer special support to persons with
disabilities. But too little effort is made to (re)integrate or keep disabled workers,
in particular older disabled workers, in thelabour market. I nstead, income-replac-
ing cash benefits are deemed sufficient.

Not everybody who isfully and permanently disabled receives adequate disability
benefits. Many of those who have never been integrated into the labour market or
who have been out of thelabour market for too long are not entitled to any (or only
to arelatively low minimum) benefit, or maybe to ahousehold means-tested non-
contributory disability benefit.

Disabled peoplearetreated asif they were unableto work. Hence, littleisexpected
from them in terms of contributing to their successful labour market integration.
In some countries, certain groups of (insured) disabled people are obliged to go
through vocational rehabilitation or training before any benefit could be awarded.
However, age-specific data on programme participants suggest that this obliga-
tionisonly applied for people below age 45.

While disabled peopletend to have few obligations, they also have few rightse.g.
to get their workplace accommodated. Anti-discrimination legislation, which is
spreading quickly, has yet to prove its effectivenessin this context.
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Too often, disability benefit programmes have becomea*“ catch-all” benefit replac-
ing long-term unemployment, social assistance, or early retirement payments.
Governments have tightened eligibility criteria, introduced “mutual obligations”
and sometimes reduced benefit levels for these other benefits.

OECD policy conclusions

The focus of policy should not in the first place be on granting entitlement to in-
come-replacing benefits but on providing individually-tailored assistance aiming
at reintegration into the labour market.

Income support should be provided to the extent necessary while these efforts are
underway, unless integration measures are inappropriate due to the severity of the
disability.

If society obliges authorities to make efforts to reintegrate people, so should co-
operation be expected from the disabled person. Failure to make an effort to par-
ticipate in the (re)employment process should result in sanctionsin the same way
that failure of society to provide work should result in an obligation to pay the
disabled person acash transfer. Such “mutual obligations” should be handled sen-
sitively; there should be no question of people being forced to accept inappropri-
ate work.

Introducing the notion of mutual obligations of both society and the disabled per-
son would move disability policy closer to the philosophy of unemployment pro-
grammes, which also expect an active contribution and effort from beneficiaries.
L essons should be drawn from recent changesin unemployment and social assist-
ance programmes.

In means-tested disability schemes the method of household income testing may
have to be reconsidered if such an approach of mutual obligations is applied. A
disabled person not entitled to any transfer payment because of other household
income sources cannot easily be obliged to participate in integration programmes.
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Panel on Rights and Responsibilities

Kenneth S. Apfel

| want to commend OECD for its continued efforts over the years to focus atten-
tion on the need for enhanced policies to promote work for persons with disabili-
ties. This new OECD report provides valuable new information on thisissue, and
| deeply appreciate the opportunity to comment on OECD’s policy conclusions. |

agree strongly with the central OECD conclusion that far too littleisbeing doneto
(re)integrate or keep disabled workersin the labor market. | also agree that efforts
in particular fall short for older workers and that disability assistance programs
haveto some extent replaced other socia assistanceand early retirement programs.

The key question before us is not whether we need to expand efforts to promote
work but how to expand efforts, and in particular, what are the responsibilities of
government, employers, and persons with disabilitiesin this process.

The central OECD policy recommendation isto promote work through the estab-
lishment of asystem of “mutual obligations” for both society and for person with
disabilities-somewhat similar to systems established for persons receiving unem-
ployment or social assistance payments. Whilethe report makes acompelling case
in this area and while | have been a longstanding supporter of many efforts to
strengthen “mutual obligations’, | have serious reservations about establishing
stronger sanctions mechanisms on individuals with disabilities. Until assistance
has first been vastly strengthened and shown to produce solid and sustained re-
sults, a system of “mutual obligations’ is— at best — premature.

Personswith disabilitiesin the United States still face enormous obstaclesin their
effortsto work. My deep fear isthat a“ mutual obligations” strategy that includes
individual sanctionsin practice would end up combining (1) modest government
effortsto reduce barriersand/or encouragework, (2) minimal effortsto expand the
responsibilities of employers and (3) tough sanctions on persons with disabilities
who too often cannot overcome the barriers and return to work. Such a strategy
sets the stage for a set of unacceptable outcomes: a reduction in government in-
come support for thedisabled, ashift to moreindividual responsibility to meet work
and income needs and anew paradigm that blames personswith disabilitiesfor the
absence of work.
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US Experience With Welfare Reform

The US experience with welfarereform provides some useful lessonsand givesus
reasonsto be both somewhat optimistic aswell asvery cautious about a system of
“mutual obligations’. What areour “ mutual obligations’ inthisareaof social policy?

The US has established very tough work requirements and sanctions for the vast
majority of welfarebeneficiaries, and the culture of welfare officeshas significantly
changed to promote work rather than welfare. The majority of states (37) have
established “full family” sanctions, meaning that the entire cash assistance grant
can beeliminated for failureto work. Casel oads have dropped by half, food stamps
participation by almost athird, and about 5% of familiesarereceiving sanctionsin
any given month.

What about employers? Theuseof “employer obligations’ inthe USto assist former
welfare beneficiariesisvirtually non-existent. There are no requirementsand only
very modest incentivesto providejobs, and working poor familiesand peopleleav-
ing welfare to work receive vastly less employer provided health coverage, pen-
sion benefits, and other worker benefits than the general population. For example,
three-quarters of the working poor do not have access to employer provided sick
leave, compared to only 40% of workerswith income above 200% of poverty. Large
proportions of working poor familieswho leave welfare and government provided
health insurance do not receive employer-provided health insurance.

What about “government obligations’? Government support for work support
programs has been vastly increased in recent years. Work supports amounted to
only $6 billion per year in the late 1980s and now amount to about $50 billion a
year. The key expansions arein the earned incometax credit, child-care assistance
and health insurance coverage for families losing welfare and returning to work.
While major gaps still exist for many, many families, itisclear that US policy has
taken substantial steps to try to “make work pay”. If it wasn't for this dramatic
increase in support that mostly predated welfare reform, | would have been very
opposed to the imposition of the work requirements and individual sanctionsin
this area.

But even with this significant increase in support, the case for tough sanctionsis
debatable. On the positive side, the moveto a system of tough work requirements,
sanctions and added government support for work has greatly increased work, and
modestly reduced poverty (by about 10%) for single parent mothers. However, even
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with these new levels of work support, some very needy families have been hurt
by the sanctions policiesand work regquirements. Studies show that athird to ahalf
of welfare “leavers’ found no work, and only afifth to ahalf of sanctioned fami-
lies found work. Many sanctioned families still face multiple barriers to work,
including health difficulties. | should point out that these sanction policies cover
many persons with some level of disabilities, since over 40% of TANF recipients
report having some level of physical or mental impairment, a proportion almost
three timesthe level of the general population.

A Similar System for Disability?

The OECD report concludes that a sanctions system makes sense within the con-
text of a much stronger societal support system. What do these support systems
look like now in the USA and what is the potential for change?

Employers — The centerpiece of employer responsibilities in this area revolves
around the Americans With DisabilitiesAct of 1990. The ADA, avery important
civil rights law, has broadened access in a variety of ways. The remediesin the
ADA banning discrimination and requiring reasonable accommodation in the
workforce have been somewhat effective for higher skilled workers, particularly
those connected to employers; but employers by and large have avoided employ-
ment for lower skilled personswith disabilities, which arethevast mgjority of federa
disability beneficiaries. Currently, employers receive very modest tax incentives
to help them comply with ADA barriers and avery modest tax credit to help sub-
sidize the wages of individuals on disability insurance or persons referred from
vocational rehabilitation agencies.

What would asystem of mutual obligations mean for US employers?Asisthecase
with welfare, | believe the answer would end up being “very little”. Discrimina-
tion-based enforcement hasyet to show major results, and agovernment system of
numerical targetsfor hiring the disabled would have no chance of enactment inthe
US. Employerswill continueto resist hiring disabled personsfor avariety of rea-
sons. While it's possible that a much greater regime of tax incentives would help
somewhat, | fear that pervasive discrimination against hiring the disabled will be
hard to overcome. And without broad accessto jobs, | question themoral basisfor
imposing a sanctions system on persons with disabilities.

Government —What about added government responsibilitiesin this area? L ater
inthisconference, my colleaguesfrom the US Socia Security Administration will
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discuss the progress being made in expanding the government’s commitment to
assist the disabled in returning to work. | will not take time here to review these
initiatives except to say that these very important actions quite frankly will take
yearsto fully materialize. And even after implementation of these important ini-
tiatives, substantially more comprehensive steps are needed in at least four areas-
creating a “culture” of work, establishing comprehensive assessment measures,
developing major expansions in early intervention strategies, and vastly expand-
ing effortsto “ makework pay* for personswith disabilities. All need considerable
increasesin gover nment commitmentsif wewant a systemthat transforms disabil -
ity into ability.

1) Organization Culture—Theprimary work of Social Security officesintheUS
isto determine eligibility for benefits; up until recent years, this was also the pri-
mary work of local welfare offices. In the case of welfare, the shift to work neces-
sitated a shift of rolesin the local offices-in effect, the “culture” of local welfare
offices had to change. As part of a comprehensive effort to shift more focus on
work and reintegration for personswith disabilities, the culture of Social Security
offices must also change somewhat. As afirst step, substantial numbers of work
incentive specialists are needed to work with persons with disabilities and with
other public and private organizations to encourage integration activities.

2) Assessment — The OECD Report makes abundantly clear the difficultiesin as-
sessing what constitutes disability and work incapacity. In practice, we all know
that it isexceedingly difficult to distinguish those who are able to work from those
who are not. Virtually everyonein the disability field believesthat more disability
beneficiaries can and should work. While medical and technol ogical advancesgive
usasomewhat better understanding of how medical conditions affect the ability to
work, we don’t possess the supreme knowledge to be able to say who can or can't
work. And no consensus exists on the overall proportions of personswith disabili-
ties who should or can work or be subject to sanctions. Better assessment meas-
ures are clearly essentia in this area.

We are quite aways away from having these measures. And without much more
comprehensive assessment measures, what moral basis would we have to estab-
lish a system of individual sanctions? Which persons, for example, with schizo-
phreniawould we sanction-and who would be exempt? Which persons with sub-
stantial mobility impairments? Until we establish a much more comprehensive
assessment system, | strongly question the moral basis for imposing a sanctions
system on persons with disabilities.
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3) Early Intervention — The OECD Report also makes abundantly clear the im-
portance of expanding early intervention initiatives, even before people become
eligiblefor disability benefits. Thiswill require new government resources, but is
well worth the outlay of resources. And as we move forward with efforts to
strengthen the government rolein early intervention and (re)integration, | recom-
mend that extra efforts be targeted towards two groups-older teenagers and ol der
workers. Both are at very high risk of alifetime of income assistance if targeted
efforts are not instituted.

There are currently 1 million children on the disability rollsin the USA. Asthese
youth move from childhood to early adulthood, their expectations of themselves-
and their futurelinksto thelabor market-are being formed. Unlessweinvest heav-
ily inintegration activitiesat thisstage, those expectationswill likely solidify around
alife of income assistance and little or no work. We let these young people down
if we do not dramatically increase government responsibilitiesin this area.

The second group is made up of older disabled workers. | believe we let thesein-
dividualsdown in two ways. First, many older personswho are not on the disabil-
ity rolls should be ontherolls, and those who are on therollsreceive no real assist-
ance to return to work. There are real unmet needs. About 10% of early retirees
would likely qualify for larger disability benefits if they applied, and many more
individual swith major disabilitiesare screened out because they either do not meet
current rigid disability eligibility guidelines or have no recent work experience.
We need policiesto help moreof theseindividual sreceiveincome support. Moreo-
ver, asthe OECD Report makes painfully clear, thereisastriking age biasin inte-
gration programs. We need to vastly step up assistancein thisarea or most of these
individuals will never work again.

4) MakeWork Pay —While we have made some progressin “making work pay”
for welfare families, only smaller steps have been instituted for disabled benefici-
aries, particularly older individuals. We need substantially greater effortsto make
work pay through acombination of partial benefitswhen coupled with somework,
the establishment of a sizeable disabled workers tax credit similar to the earned
income tax credit and possibly immediate access to health insurance for disabled
individuals who work and are nearing the retirement age.
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Role of Disability Insurancein Income Support

Onefinal reason for caution in the areaof individual sanctionsrelatesthe growing
importance of the disability system — and thediminishing role of avariety of other
assistance programs —in providing income support for the working age popul a-
tion, particularly workerswith less education and lower skills. The US unemploy-
ment insurance system, which provides only short-term (6-9 months) assistance,
provides benefits to adwindling share of unemployed workers. During the 1990s,
only athird of unemployed workersactually received unemployment benefits, down
about 20% from the levelsin the 1960s and early 1970s. Currently, only one-third
of less skilled men and only 15% of less skilled women separated from their jobs
qualify for unemployment assistance. In addition, the proportion of families eligi-
ble for traditional US cash welfare assistance and food stamps has declined by a
third to a half in recent years. Disability beneficiaries face numerous obstacles to
securing jobs- obstacles above and beyond their disabling conditions. Indeed, about
two-thirds of disability beneficiaries have no more than ahigh school degree and
will find diminishing opportunitiesin the US labor market. Disability benefitsare
often the only potentia source of support for relatively low skilled working age
individualswithimpairments, and thisis especially truefor older workers. Weneed
to be very careful before we impose benefit reductionsin the disability programs.

Conclusion

Some day, asystem of strong individual sanctions may make sense for the United
States— but not today, and not for sometimeinto thefuture. First, let ustake down
more of the barriers and encourage work. And | et us create some real incentivesto
make work pay for personswith disabilities. And | et us create rea job opportuni-
tiesby at least reducing the barriersfor employersto hire personswith disabilities.
And let us see some real success for our efforts. We should not even consider es-
tablishing a framework of “mutual obligations’ through a system of individual
sanctionsfor personswith disabilitiesuntil we havetruly changed government and
employer responsibilitiesin thisarea. Without the establishment of strong and vi-
able societal systems, | believe that we would be establishing anew paradigm-one
that blames persons with disabilities for the absence of work. That would be very,
very wrong for society and for persons with disabilities.
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Disability, the Organization of \ork,
and the Need for Change

Colin Barnes

Thereisconsiderable historical and anthropological evidencethat impairmentisa
human constant and that cultural responsesto perceived abnormalities of the body
and mind vary across time, culture and place.

Itisequally evident too that throughout recorded history western society has sys-
tematically discriminated against or excluded variousgroups of peopleonthebasis
of perceived biological inferiority, and that this exclusion became systematic fol-
lowing thematerial andideological changesassociated with capitalist development.

The combination of industrialisation, urbanisation, and associate ideol ogies, such
as liberal utilitarianism, Social Darwinism, and Eugenics, provided ‘scientific’
legitimacy to ancient myths, fears and prejudices, and the gradual but intensifying
commodification of every day life. .

Asaresult ‘work’ becameamost exclusively associated with wage labour and paid
employment. This precipitated the development of an employment infrastructure
geared to the needs of those deemed ‘ capable’ of this type of labour.

Hence, those considered incapabl e of work, and labelled * disabled’ were, apart from
times of war, excluded from the workplace. This legacy remains with us today.
Discrimination against disabled people is institutionalised in the very fabric of
western society; consequently, disabled people encounter a whole range of mate-
rial, political and cultural barriersto meaningful mai nstream employment and social
activity.

Moreover, despite the introduction of a range of measures said to address this
unfortunate and unacceptabl e situation, including in some states such asthe USA
and Britain, anti-discrimination legidation, these barriersremain largely unchecked.
Hence, unemployment and underemployment are a constant feature of the over-
whelming majority of disabled people’slives.
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Thishas obviousand well-documented negative economic, social and psychological
implicationsfor disable people themselves, their families and, indeed, society asa
whole.

Thisis especially important given that the more technically and society sophisti-
cated a society becomes the more impairment and disability it creates. There are
more disabled people today than there ever were in the past, and the numbers are
likely to increase substantially over the coming decades dueto avariety of factors
including medial advances and ageing populations.

The barriers remain because, hitherto, legislation has been weak and piecemeal
and, without exception, is founded in, one way or another, on an individualistic
rather then a holistic approach to the problem of disability.

Furthermore, to-date, the overwhelming bulk of the policiesintroduced to address
the problems encountered by disabled workersin the workplace have, inthe main
centred on the supply side of labour: disabled workers. In the form of training
schemes, subsidised wages and so on. All of which, to varying degrees, reinforce
rather than undermine, the traditional assumption that disabled workers are some-
how not equal to non-disabled peers.

It is evident therefore that if Governments are serious about addressing the em-
ployment prablems experienced by disabled people then anti-discrimination poli-
cies must adopt a more holistic approach and be strengthened and rigorously en-
forced.

Barrier removal in the workplace is only possible by the development and adop-
tion of policies with aclear and unambiguous focus on the demand side of labour
- the social organisation of work - and the economic and social infrastructures that
support it. This will inevitably mean deep-rooted structural and cultural change
involving the systematic redistribution and allocation of resources, and the gen-
eration of aculture that celebrates rather rejects human diversity in al itsforms..

Aswemovefurther into thetwenty first century thereality of thisinsight becomes
ever more obvious.
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What Rights and Responsibilities for Society
and for Persons with Disabilities

Peter Scherer

Introduction

The OECD Report Transforming Disability into Ability took its current form be-
cause its authors were confronted with afundamental paradox in policiesin many
member countries:

«  Disability support is awarded on the basis of demonstrated inability to work
»  Disabled people want to be enabled to participate in society, which includes
in particular access to work.

Thisimpliesthat income support is granted provided disabled people demonstrate
they cannot work. That is, they are given support for demonstrating they cannot
work, not for finding out how they can. The Report documents at length the result
of these policies: very small rates of outflow from disability benefit, despite wide-
ranging programmes to encourage it.

In looking for away out of this dilemma, we have drawn on the growing experi-
ence with policies directed at other groups, and particularly at the unemployed.

Unemployment Policies

Historically, policy for the unemployed was based on asimilar (but different) di-
lemma. Unemployed people were seen as victims of the labour market, and poli-
cieswhichrequired action on their part were condemned as* blaming thevictims”.
Yet the whole basis of unemployment insurance wasthat it was there to subsidise
job search: that is, actions to find a new place in the labour market.

The persistence of unemployment at times when overall employment rates have
grown hasledto arevision of policy in most countries—arevision which the OECD
encouraged in its “job strategy” published in 1996. The unemployed are now in-
creasingly required to make “active” stepsto find work as a condition for receiv-
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ing income support. This applies whether they are receiving such support on the
basis on unemployment insurance, and also if they have become reliant on means
tested social assistance.

No one claims such polices are a panacea. Our own anaysis shows that some “ac-
tive” palicies — such as classroom training of unemployed people for particular
vocations—do not help muchin actually getting into thelabour market. Sometypes
of employment — such as fixed term public sector jobs — can isolate participants
from looking for more permanent jobs in the “regular” labour market , so those
emerging form such work can be worse off — in terms of employment access—
than those who were searching more widely during the same period.

Whileit is sometimes all eged that these new policies amount to ‘ blaming the vic-
tims” of malfunctioning labour markets, this need not be the case. Some countries
which have been most fervent in implementing such policies — such asAustralia
and the UK — base most income support on assistance principles, and put no time
limit on recei pt. However, thisincome support, while potentially unlimited in time,
is not unconditional. It is based on the obligation to take up opportunities as they
arise, and not to wait until the “perfect” job is on offer.

Disabled People and Employment

Disabled peoplewho try tofind aplacein modern labour marketsoperate at adouble
disadvantage. They face the same challenges of structural change and job insecu-
rity asother labour market participants. And their disability makesit more difficult
to find aplace.

Hence it isimportant to admit at the start that it would be foolish to pretend that
thereamagic formulawhichwill enable disabled peopleto havejust the sameaccess
to the labour market as others. But thisis not the same a saying that there is noth-
ing that works. On the contrary, the Report we are discussing contains some very
strong cluesin this regard.

In particular, a number of countries have succeeded in achieving an relative em-
ployment rate of over 80% on the part of those under age 50 who identify them-
selves as having a disability which hampers their daily activities. (Table 3.4) In
general, these are European countries (such as Germany) which require applicants
for disability benefits to participate in rehabilitation efforts, and only allow them
to access once disability benefits (which assume that they cannot work) if those
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efforts have failed. Quotas for employers to employ a certain percentage of disa-
bled people seemto contribute Thereis, then, animplicit mutual obligationinthese
cases. society will provide income support for those who cannot work, but will
require those who apply for such help to test stringently whether this inability is
really the case. And it works: relative employment rates are not perfect, but they
aremuch higher than would happenif disability benefitswere awarded on thebasis
of nothing but “objective: medical evidence.

In the overall picture, however, many of these countries do poorly by disabled
people. Thisisbecause of the other feature of their policy which isdocumented at
length in the report: above age 50, the disability benefit programme has been con-
verted into an early retirement route, and all efforts to rehabilitate are abandoned.
Thisis apart of abroader attitude to older people under which, in return for in-
come support, they are encouraged to regard themsel ves as obsol escent and to get
out of the way of labour market. Income support systems underwrite this attitude,
but they do not causeit: similar attitudesto older workers can be observedin coun-
tries (such as the UK and Australia) with much more meagre levels of public in-
come support in retirement. A counter example is Sweden, where income support
is generous, but has resisted (while not completely avoiding) this drift to treating
older workers as expendable. It would be better to explicitly put in place explicit
early retirement programmes and recognise their cost than to use disability pro-
grammesfor thispurpose, asit can easily result in al disability beneficiariesbeing
treated as people who have premature aged.

But thispoor performance overall should not be allowed to hide the lesson that the
experience of these countries shows: that apolicy of mutual obligations can work,
and is effective improving employment rates of disabled people.

ThelnsurancePrinciple

When this principle was first proposed by the OECD, a number of countries re-
acted by sayingthat it viol ated the basi ¢ principle on which socid insuranceis based:
in return for paying a premium, those covered by social insurance are entitled to
unconditional recompenseif the condition against which they are socially insured
occurs. Making receipt of disability benefits conditional on fulfilling further mu-
tual obligationsis, it was argued, a violation of this contract. It isfair to say that
this attitude is not confined to countries which rely on contribution-based social
insurance models (“Bismarckian” systems — though | am not sure that is univer-
sally accepted label, at leastin Austrial) People with adisability are recognised as

transforming DIS[ABILITY] into ABILITY

Dissemination Conference | 6/7 March 2003 UNOV-VIC Vienna



Summaries of Presentations 71

requiring protection even where there has been no opportunity to contribute, or
where (asin Australia) socia protection does not rely on contribution records.

Onthispoint | would argue that the analogy that isimplied with an ordinary insur-
ance contract is not valid. Social insuranceis of its nature compulsory, and so the
design of the system has to take account of the social and economic externalities
which the system design involves. An individual or even group contract with an
insurance company for (for example) compensation in the case of certain defined
accidents does not need to be subject to such scrutiny. But social insurance cannot

escapeit.

Theissuel havein mind hereisthe social consequence of signalling that disabled
people are not expected (unlike the unemployed) to make a contribution to soci-
ety. Theimplicationisthat they havelittle of economic valueto contribute, and so
society needisbetter off without their services. Butitisnot their fault, so we should
compensate them.

It issometime agued that thisissue can best be addressed by making opportunities
available to disabled people, forbidding discrimination against them by employ-
ers, but in neither case imposing compulsion. By such an approach, it is argued,
the insurance principle can be honoured and opportunitiesfor disabled people can
still be created.

The basic problem with this approach isthat isfail s to recognise the basic facts of
labour market economics. Most jobs are not particularly enjoyable. Individuals
undertake them in return for the compensation they receive. If disabled peopleare
to beintegrated into society, they face the same challenge. On this understanding,
the income support disabled peoplereceiveisnot a“compensation’ for their con-
dition. It is their wage for social participation. Their participation in integration
activities is therefore the counterpart for that compensation, just as work is the
counterpart of awage.

The Mutuality of the Obligation

| passnow to the other side of the bargain. The“integration” principle discussedin
Chapter 6 (alongsidethe compensation principle) is (with the exceptions mentioned
above) islargely observed in the breach. AlImost nothing is doneto integrate ol der
disabled peopleinto the labour market, and even for younger peoplethe offersare
often few and inadequate.
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Clearly disabled people only have an “obligation” to participate if an activity is
offered to which they can realistically respond: one which builds on their talents
and adjustsfor their disability. Failure to offer such an opportunity isnot aground
for denying theincome support which is necessary. Unemployment insurance pro-
grammes do use the time limited nature of income support as an incentive to push
recipients into taking their job search obligations seriously. In the case of severe
disability, athreat that such support iswithheld is clearly unacceptable.

Of course, many disability benefit schemes do include compensation for “partial
“disability, or include partial disability in an overall guarantee. It is clear that in
such cases, providing participation opportunities will be less costly — and requir-
ing beneficiariesto takethem up will be even more appropriate. In practical terms,
thisis clearly the place to start.

For thosewho are severely disabled, voluntary participation will awaysbetheonly
real option: compulsion will be counter-productive. But here the mutual obliga-
tion principle operates on the side of the beneficiary. Proper implementation of
this proposal would require alarge expansion of support resources beyond those
currently on offer. If there are some people for whom it isindeed the case that the
cost of support completely outweighs the contribution they could make, it will be
necessary to formulate clear criteriafor making that judgement.

Transforming Disability into Ability

It followsfrom these considerationsthat the transformation of disability programs
into labour market programmes will require afundamental changein their nature,
and often in the legislation on which they are based. It will be necessary to aban-
dontheideathat only those who “cannot work” are entitled to compensation. This
approach, common to many countries, is self defeating, sinceit essentialy sends
signalsto medical practitioners and to potentia applicants that they should com-
mit labour market euthanasia and suicide (respectively) to get the compensation
they need.

Instead, the object of the screening must become the determination of the degree
and nature of integration support and compensation each client needs. Society may
then decide that someintegration support istoo expensive, and rely on compensa-
tionaone. But unlesswe change direction, thetendency will continueto beto make
thisjudgement for all disabled people.
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Outline of the OECD Panel Presentation

Philip de Jong

The OECD study advocates‘ mutual obligations' asacritical elementinthedesign
of disability policy. This concept should guide the design of the relationship be-
tween disabled citizens and the state as well as between employers and disabled
employees.

Both rel ationshi ps have been the subject of recent changesin Dutch disability policy.
These changes have reinforced the responsibility of both the state and employers
to promote (re)-employment of disabled workers. Since 1996 employersbear alarge
financial responsibility when their employeesfall ill. The effect wasa 15 per cent
reduction in sickness absenteeism. Since 1998 premium rates for disability insur-
ancediffer according to the disability risk at thelevel of theindividual firm. These
employers' incentives were not matched by equally strong incentives for employ-
ees. In that sense ‘mutuality’ was, until recently, absent.

Stressing the responsibilities of the disabled is a new concept in Dutch disability
legidlation, which used to be biased towards income security as opposed to job
security. InApril 2002 anew regimewasintroduced defining the actionsto betaken
by employers and employees during the first months of sickness. These actions
aim at early intervention, and prevention of avoidable disability benefit depend-
ency. The adequacy and sufficiency of the actions are tested by the Social Insur-
ance Institute, when adisability claimisfiled. If the actionsarejudged i nsufficient
the claim will not be processed. Employees who refuse to cooperate with reason-
able efforts of employersto help them back to work, can be fired.

This policy direction is underscored by the so-called Donner proposals for a new
disability insurance scheme. The proposed scheme puts even more emphasis on
the mutual obligations of employers and employees with respect to each other.

Inmy presentation I’ ll placethese (proposed and enacted) changesagainst thelong-
standing disability probleminthe Netherlands, whereten percent of thelabor force
ison disability benefits. A background paper will be available at the conference.
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What Rights and Responsibilities for Society
and for Persons with Disabilities

Sanislawa Golinowska

1) Theserious problem of the state social policy pertaining to disability and
the reaction of society in thisrespect in the transformation countriesis a phenom-
enon of the so called “ escapeto disability”, which is especially observed in diffi-
cult life situations and intensification of social changes. Analyzed from the time
perspective, the problem in question has two different causes. First cause is the
heritage of the past and the second oneisthe transformation of labour market dur-
ing the transition period.

The post-communist countriesare still bearing the consequences of socio-economi-
cal policy from the previous system. The policy of full employment or even “

compulsory labour” or perhaps stating it more delicately “ compulsion to a deter-
mined kind of labour often resulted in areverse reaction- looking for the possibil-
ity of avoiding this pressure, at the same time assuring oneself another source of
income, different from regular work salary. Such a possibility has been created by
the system of disability pensions. Escape into disability instead of undertaking a
job or remaining inthelabour market is atypical for Poland phenomenon, which
has lasted for over aquarter of acentury ( 70ies, 80ies and half of the 90ies dec-
ade).

What elements of the socio-economical system contributed to this situation?

*  Low and poorly differentiated remuneration system, limiting motivation to
work.

»  Control of labour relations by political authorities.

«  Limited possibilities of changing the career path in case of life problems.

*  Underdevelopment of educational care and nursing institutions (for children
and the elderly) motivating women to take advantage of disability pensions
faced with necessity to provide nursing and educational care in family.
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What elements of the social security system contributed to the easy accessto dis-
ability pension?

e  Liberal medical certification (medical assessment) of adisability level, us-
ing only medical definition of disability — health impairment (instead of in-
ability to work) faced with the lack of disability standards and any account-
ability (medical, financial, social) of acommission (collective) body respon-
sible for the medical certification for the effects of undertaken decisions.

e Similar level of disability pension to work remunerations and the old-age
pension.

* Insufficient system of control and verification of the ability state of people
who get the disability pension.

Ontheother hand the pressing on the system of disability pensionsduring thetrans-
formation period was mainly connected with abad labour market situation:

. Outbreak of transition unemployment, related to the introduction of market
economy and the changes of economical system confronted with the changes
of trends and principles of international collaboration and modernization of
industry ( decline of old industriesand dynamicincrease of labour productiv-
ity in brunches using modern technologies).

*  Underdevelopment of educational and adaptation programs allowing for the
change of profession or additional training.

»  Barrierstothemobility, allowing for the change of workplace such as: under-
devel opment of contractor, housing market and transport and communication
infrastructure.

At the same time social insurance system was still in place offering the disability
pensions allowing for easy access to the system ( reform of the pension system
was carried out in 1996). What elements of the disability pension system during
transformation period contributed to the pressure of entering the system?

* Introduction of automatic indexing of long-term socia benefits (in highin-
flation conditions) with a sharp decrease remunerations level.

»  Separating the social security institution for farmers under the supervision of
the Ministry of Agriculture with the internal disability certification system,
allowing for easing adifficult socia situation in the country by the system of
disability pensions.
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e Lack of control of the farm work safety system with the high accident ratein
the agriculture sector.

*  Noundertaking of the reform of social insurance system, in which disability
pensions played the role of earlier old-age pensions, what allowed the older
workers go through the change of the system and introduction of market
economy in aless shocking way.

2)  Intheconditions of introducing the market mechanism, promotion of com-
petition ands effectiveness and the existence of alarge scale unemployment rate,
work for the disabled treated as an aternative solution for pension benefit is not
sufficiently understood in thetransition countries. Thedisabled arenot ableto find
vacancies in open market, despite the introduction of motivation instruments for
employers. Onthe other hand the devel opment of disability protection work places
isvery expensive and requires reimbursement from public funds. It resultsin the
approach which is limited only to income support.

3)  Althoughdisability pension benefitsare more attractive than unemployment
or pre-old-age pension benefits they loose in relation to wages due to the changes
in the indexing rules introduced in the second half of the 90's (price indexing in-
stead of wage indexing). Such a situation is conducive to undertaking work in the
so called gray sphere by some pensionerswhich does not result in the decrease of
benefit due to undertaking of job. The employer is also interested in employing a
pensioner because he/she does not need the social insurance and agrees to be un-
officially employed. In view of this fact a number of pensionersis de facto em-
ployed and such a phenomenon is socially tolerated.

4)  Thesocia policy with respect to the disabled hasthe el ementsof policy which
has problemsto leave the “magic circle” of difficulties. Its next stepswill include:

»  Limiting the easy access to the system of disability pensions by changesin
themedical certification system (one-person certification instead of commis-
sion, change of the definition — giving up the medical definition and intro-
ducing the definition which reflects the fact of ability/disability to work).

e Introducing the system of pre-pension prevention system ( compul sory medical
rehabilitation, occupational rehabilitation together with granting thetraining
before getting a decision on disability pension).

»  Deveoping different forms of activities for the disabled, which supportsthe
professional and social rehabilitation processand especially the so called shel-
tered workshops and rehabilitation groupings.
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*  Anayzingtheeffectivenessof the current employment solutionsfor the disa-
bled ontheopenlabour market and looking for the possibilities of increasing
of this kind of employment.

* Introducing the changes in the in the employment system of the disabled in
the“ sheltered” institutionsby supporting different formsof such employment
(the legislature on social employment is being developed in Poland).

5)  Theintroduction of socia policy changes pertaining to disability is carried
out on the basis of the dialogue with the organizations of the disabled, which has
the following characterigtics:

e Putting high priority to securing the income for the disabled who are outside
the socia insurance system (the born disabled, disabled from childhood and
early adolescence) and subsidizing their familiesin the system of social as-
sistance.

*  Avoiding the problem of employing the disabled by the employers organisa-
tions owing to a great number of problems connected with restructuring of
economy and strong social pressure on the job creation in general and even
more for the young than any “special” participants of labour market (if
prioritizing).

e  Strong defense of protected (sheltered) work places by thelobby of the disa-
bled organizations even if only monitoring of functioning such firmsisin-
volved for the better transparency connected with the flow of public funds.

6)  The subject of mutual obligation of society and the disabled has a lot of
aspects. One of them isthe scale of redistribution of incomefor the social benefits
for the disabled, another oneisthe relationship between benefitsin cash and serv-
ices and subsidies for education and ingtitutions to facilitate the employment of
the disabled (the policy of active and passive support analogicaly, asit isin case
of supporting the unemployed).

*  Theopinion pollsin Poland show the social acceptance for the redistribution
of incomefor the benefitsfor the disabled under the condition of limiting the
access to the pension system.

»  The change of social policy with respect to employing the disabled in the
direction of differentiated and individually tailored programs of social inclu-
sion requires some promotional and educational work. That iswhy not only
bigger public sources are needed but also openness of the disabled to the
changes. Since a strong attachment to the existent sol utions can be observed.
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OECD Key Issues and Policy Conclusions

Theme 3:
\Who Needs Activation,
How, and When?

Key issues

Expenditure on activation programmesfor disabled peopleisontherisebut isstill
very low as a proportion of total expenditure on disability-related programmes.

Vocational rehabilitation and training is often used too little and initiated too late.
Average costs for such interventions are low compared to average costs of adis-
ability benefit.

While segregation of disabled peoplein special forms of employment isincreas-
ingly seen as inappropriate and in need of being replaced by initiatives aimed at
integration into the open labour market, empirically the protected sector remains
asimportant as ever. Tailored and individualised programmes spread only slowly
—oftendueto alack of qualified personnel. Average public costs of usually perma-
nent jobs in special, sheltered employment often exceed those of an average dis-
ability benefit.

Thereis astriking age biasin all types of integration programmes. Thisis espe-
cially truefor vocational rehabilitation and training programmes for which people
seem to be selected primarily on the basis of age.

Several countries use different eligibility criteria for access to different types of
integration programmes, and lack coherent administration and co-ordination of
those services.
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OECD policy conclusions

Each disabled person should be entitled to an “individual participation package’,
depending on needs and capacities. This package could contain various work and
rehabilitation € ements, and also cash and in kind benefits.

Tailoring integration packages will only be possible with small-scale, focussed
programmes. M ore permanent on-the-job support, such asindividual job coaches
or persona help for work-related and social activities, appearsto have strong po-
tential.

This individual approach will place a wide range of new demands on disability
gate-keepers. Case workers will need extensive knowledge of the range of avail-
ableinstruments. Doctors must be enabled to fulfil their role as medical assessors.
A one-stop philosophy can promote equality of access to all programmes for all
people, and would help gate-keepers to manage the full menu of available inter-
ventions.

Thetiming of activation playsanimportant role. Thelonger adisabled person stays
out of work, the lower the chances of reintegration will be. An effective measure
against long-term benefit dependence appears to be afocus on early intervention.
In many countriesthe period of sickness absenceis“lost”, because vocational in-
tervention starts only when aperson is potentially entitled to or already paid adis-
ability benefit.

As all these measures are potentially expensive, adequate longer-term evaluation
of new programmes will be required.
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Building New Pathways to Work.
The Background to Change

Rebecca Endean

Since 1997 the UK Government has helped deliver a strong and stable economy
and created the Department for Work and Pensions, Jobcentre Plus, the New Deals
(for the unemployed, lone parents and people with disabilities) and given better
in-work support through tax credits. The significant reductions in the numbers of
unemployed and lone parents on benefit, and the fact that well over 1 millionmore
people are now in work, are atestimony to the success of this strategy.

However there are currently 2.7 million people of working age receiving incapac-
ity benefits because of ahealth condition or disability. Thisis 7.5% of theworking
age population (rising to 15%inthe most affected local authority areasinthe North
West and South Wales). This number has more than trebled since the 1970s, de-
spite improvementsin most objective measures of health since that time, and has
continued to increase [albeit at a slower rate] since the mid 1990s.

People do not haveto beincapable of all forms of work in order to get an incapac-
ity benefit. Instead entitlement isbased on whether aperson hasalevel of incapac-
ity at which it is felt unreasonable to require them to seek work. It is not set at a
level of incapacity at which doing any form of work isimpossible. The clear evi-
denceisthat the vast mgjority of people who start aclaim to an incapacity benefit
expect to get back to work and that, for most, areturn should be areal possibility
if theright help is offered at the right time. For example:

*  Around three quarters of new claimants have more manageable medical con-
ditions such as back pain, depression and mild circulatory disorders rather
than a severe disability such as Parkinson’s disease, schizophrenia or severe
learning difficulties

»  Bestmedica evidence suggeststhat for the main conditionsreported by claim-
ants, areturn to normal activity including work islikely to enhance well be-
ing and improvelong term recovery® . The outlook for areturn to work should
also be positive.
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e Surprisingly high numbers (upto 40%) of claimantsintheearly stage of their
claim do not see their health as a key obstacle to them finding work at all.

»  People coming ontoincapacity benefitsdo report awide range of obstaclesto
work that are unrelated to health. These include low confidence about find-
ing ajob, poor skills, little or no financial incentive to get a job, employer
discrimination and abelief that they cannot work with their health condition.

Yet the longer claimants remain on incapacity benefits the more likely that they
will find it difficult to make a successful return to work. So later work-focused
interventions risk being less effective because of declining health, compounded
by a declining attachment to the labour, and worsening skills. Out of every hun-
dred people claiming anincapacity benefit, over 40 will till bethereoneyear later.
By this point their prospectsfor getting back to work are very poor, whatever con-
dition they report. Once people have been on incapacity benefits for a year, the
average duration of their claim will be eight years.

So What Should We Do ?

In order for the Government to achieve its overall welfare to work objectivesitis
imperative that we attempt to find an integrated package or measures that helps
people remain in contact with the labour market and move back into work. How-
ever, hard evaluation evidence on “what works” interms of anintegrated package,
both in the UK and acrossthe world, islimited. Therefore the UK is proposing to
pilot a package of measures for people coming onto incapacity benefits much in
roughly 8 per cent of the country. The pilots will be subject to an extensive pro-
gramme of evaluation and it will bethefindingsfrom thisthat will determinewhat
should berolled out nationaly.

Detailed Proposals Offered in the Recent UK Green Paper

1) Providing a better framework of support

We intend to engage individuals and provide effective support through:

»  Ensuring new incapacity benefits claimants maintain contact with skilled

personal advisersthroughout thecrucial early stagesof aclaimthrough aseries
of mandatory work-focused interviews

transforming DIS[ABILITY] into ABILITY

Dissemination Conference | 6/7 March 2003 UNOV-VIC Vienna



Summaries of Presentations 83

e Ensuring new claimants draw up an action plan with their personal advisers
to helpthem focuson their long-term goal sand set out the stepsthey arewilling
to take to prepare for areturn to work

»  Developing anew team of specialist personal advisers equipped with amuch
broader set of skills.

*  Closelinking of the incapacity benefit medical assessment process and the
new work-focused interviews.

2) Direct accessto awider range of help

People claiming incapacity benefits can aready access a range of disability and
mainstream employment programmes such as the New Deal for Disabled People,
Work-Based Learning for Adults and basic skills provision. In addition the Paper
recommends filling a critical gap in the provision of services at present through:

»  The establishment of new joint programmes combining support to find jobs
delivered by Jobcentre Plus personal adviserswith health-focused rehabilita-
tion delivered in collaboration with the NHS.

3) Offering improved, visible financial incentives

TheWorking Tax Credit will, from April 2003, improveincentivesfor many claim-
ants. However there is still room to improve incentives further — many of those
currently out of work would be worse off in work if they took ajob of 16 hours a
week paying the national minimum wage. To encourage people to look for jobs
and improve the certainty that they will be better off moving into work the Paper
recommends:

* asimpleReturnto Work credit, paid through Jobcentre Plus, to help al those
moving off an incapacity benefit back to employment. It will be paid at £40
aweek for 52 weekswhere personal incomeinwork will belessthan £15,000
ayear. Thiswill significantly improve financial incentives for those return-
ing to work.

*  Providemorefinancia support to enable claimantsto compete effectively in
the job markets by enabling advisers to make discretionary awards of up to
£300to spend on anything that will help their client obtain ajob (for example
new clothesfor aninterview or work equipment) through widening accessto
the Advisers Discretion Fund

transforming DIS[ABILITY] into ABILITY

Dissemination Conference 6/7 March 2003 | UNOV-VIC Vienna



84 Summaries of Presentations

By offering this support we will have created a‘ Choices Package' for incapacity
benefit claimants—balancing improved opportunities with greater responsibilities
to actively consider areturn to work.

The full and summary versions of the Green paper are on the DWP website at:
www.dwp.gov.uk/consultations/consul t/2002/pathways

Note

1 Waddell G and BurtonAK — Occupational Health Guidelines for the management of low back
pain — Evidence Review — Faculty of Occupational Medicine, London; Jones D and West R —
Cardiac Rehabilitation—BMJPublishing Group; Acheson D (Chairman). Report. Independent
Inquiry into Inequalitiesin Health. London. TSO 1998
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Activation through Sheltered Work?
Not |F but HOW

Erik Samoy

Sheltered work became an important instrument of rehabilitation policy somefifty
yearsago. Fromthe start it had adoubleroleto play. It had to provide atemporary
solution for those who were not yet ready to enter or re-enter the regular labour
market but it was al so a permanent resort for those people who were unable to get
or hold aregular job. In the course of the years the latter function became domi-
nant, and because few people left the workshops the total number of sheltered
workers kept on growing. Once in awhile there have been attemptsto remind the
workshops of their role as atransition-institution but the outflow to aregular job
remained low. Thelargest transition numbers occurred in periodswhen the economy
was going well, probably because in those timesworkshop-employeeshad faithin
their chances to make more money or find more interesting jobs on the regular
market. Paradoxically, in the same periods there was alarge growth in the number
of workers in sheltered employment. Thisis explained by the fact that when the
economy is at ahigh, regular firms have alot of sub-contracting work that is ten-
dered to the sheltered workshops.

Over theyears sheltered workshops have become animportant business. In astudy
for the Council of Europe, inthe mid-nineties, wefound that they employed nearly
500.000 workersin 17 European countries.! The federation ‘ Workability Interna-
tional’ says on its web-site (www.workability-international .org) that more than a
million people are employed by the workshopsin 28 countries all over the world.
Table 5.3 of the OECD-report ‘ Transforming Disability into Ability’ illustrates how
countries attach a different importance to sheltered employment within their em-
ployment programmes for the disabled. The table compares the number of people
per 1000 of the population, in subsidised, supported or sheltered employment. The
range for the total number of peoplein al three types of programs together goes
from 0.2 (Portugal) to 16.0 (Sweden). The range for sheltered employment goes
from 0.1 (Portugal) to 10.1 (Poland). The top 5 countries for all employment pro-
grammes are : Sweden (16.0), Poland (12.1), France (9.5), The Netherlands (9.2)
and Norway (7.2). The top 5 for sheltered employment are : Poland (10.1), The
Netherlands(9.2), Switzerland (5.6), Sweden (5.2) and Germany (3.3). Three coun-
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tries, Poland, Sweden and the Netherlands appear in both lists, which means that
in those countries, which al three have a high overall number of people in em-
ployment programmes, sheltered employment playsavery important role. But there
are also other countries, such as Belgium, where sheltered employment hasalarge
share, athough the overall number people in programmesis no that high.

However, the diversity between the workshopsis so great that it’s very hazardous
to talk about sheltered employment in general. What they have in common isthat
they all create special employment conditionsto activate people with disabilities,
and sometimes also other target groups. But the type of activities, the status of the
employees and the position of the workshops in the economy and in the field of
servicesfor the disabled differsalot.

The question therefore is not | F sheltered employment contributes to the activa-
tion of people with disabilities but HOW.

Oneisinclined to think that the answer is obvious:peoplein sheltered workshops
are at work and are being paid for it, so they are no longer inactive and dependent
on benefits. There is no doubt about their being at work, although the pace and
intensity is very different, but they are not always regular workers with a normal
wage. In some countriesthe workshop employees’ incomeisanincomefromwork
much below a minimum-wage level, but topped up with allowances and benefits.
But there are other countries where the wages paid in sheltered employment com-
pare favourably with open-market wages. The difference in pay-levels somehow
reflectsthe productivity of the workers, but also the amount of State-subsidiesfor
sheltered employment.

Activationisnot alwaysexclusively activation through what wenormally consider
aswork. There are workshops (or parts of workshops) where people spend some
of their time on occupational activitiesand social-skillstraining. These workshops
resembl e some daycenters where occupational activities and social-skillstraining
are dominant, but part of the time is spent on productive work. Another important
activity in some workshops, is vocational training. The aim of the training is pri-
marily to produce better workers for the workshop itself, but it may also benefit
the person to find aregular job. When people enter a workshop there may be an
assessment and training period which ismeant to find out which employment option
issuitable for the person (regular work or permanent sheltered work or referral to
aday-centre). In some countriesvocational training and sheltered work areintensely
interwoven whereas in other countries they are institutionally quite separated.
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Although in many cases the sheltered work environment provides good opportu-
nities for the activation of people with disabilities, many people want to see it
abolished on the grounds that it is a segregated form of employment which does
not really lead to integration in the labour market in the sense of not only having a
paid job but also of being at work amongst non-disabled people. A new type of
program, called supported employment, is preferred. Supported employment con-
tains al the same elements as sheltered work (awage subsidy - adaptationsto the
workplace - personal support on theworkplace), but it realisesthese elementsina
regular work-environment, where disabled people are working with non-disabled
people. Many countriesdo not have such programsyet, in othersthey are still rela-
tively small, compared to the workshops. Sometimesthey exist mainly for people,
often with a mental disability, who are performing unpaid work.

The challengefor thefutureisto find amodel of sheltered work (some people will
prefer to use the term *adapted work’) that fits the needs of every single person.
We are dealing with a set of components which piled onto one another produce a
continuum of employment supports. The weakest form of intervention is subsi-
dised employment, which may be limited to awage-subsidy, but there may aso be
material or immaterial adaptations to the workplace. When we add personal sup-
port we end up with supported employment. And when all thisis organised in a
collective way, we have the traditional model of a sheltered workshop. To offer
tailor-made solutions to people we may need to break barriers between organisa-
tions, administrations and regulations. In some countries we see this happening,
but it's only a start and there remains a lot of resistance to change.

Note

1 Samoy, E., L. Waterplas (1997) Sheltered employment in five member states of the Council of
Europe : Austria, Finland, Norway, Sweden and Switzerland. Council of Europe, Strasbourg.
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Who Needs Supported Employment and How

Charlotte Srumpel

What is Supported Employment?

Supported Employment is a perspective which involves supporting people with a
severe disability to find and maintain ajob on the ordinary labor market. It offers
individual, tailor-made support in the job finding phase and on-the-job with the
help of job coaches.

Whois Supported Employment for?

The key idea of Supported Employment is to support people with a substantial
disability who otherwise would not work in an ordinary work setting. It was con-
ceived for atarget group who wastraditionally non-employed or employed only in
sheltered work settings.

Supported Employment thus challenges a phrase which is heard often in discus-
sions on employment of people with a disability: , those people not able to work
on the ordinary labor market". There are many examples of people were not seen
asabletowork ontheordinary labour market by their environment, and who through
Supported Employment have succeeded in finding and maintaining such ajob.

However, policy in many countries has been about defining the success of Sup-
ported Employment through the number of placements made. This can lead to the
effect knownas,, creaming", where Supported Employment providers choose people
with less severe disabilities as clients in order to more easily fulfill quantitative
placement criteria. Especialy in cases where the overall labor market situationis
difficult, this can lead to excluding those from Supported Employment services
that they are actually meant for.

Recommendation 1. Supported Employment must maintain its aims to cater to
people in need of a vast amount of support to work on the ordinary labor market.
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What istherelationship between Supported Employment and Sheltered
Work?

The relationship between Sheltered Work and Supported Employment is much
discussed and is also subject of other statements of this conference. In his contri-
bution Erik Samoy states that Supported Employment and Sheltered Work is a
continuum and that very much the same elements are involved in both these pro-
visions, such as wage subsidies, adaptation to the work place and personal sup-
port. Many people active in Supported Employment would not see this as a con-
tinuum, but rather see Sheltered Work as a symbol for a segregated work setting
and ajob on the ordinary labor market as a symbol of an integrated work setting.

The objectiveof Supported Employment isto find ajob onthe ordinary labor market
which fulfillscertain criteria. These are: avalid contract of employment, adequate
wages and a stable job. This also means a job that matches the employees skills
and abilitiesincluding apositive atmosphere at theworkpl ace, asatisfied employer
as well as a good relationship with and support from co-workers (see also

WWW.Quip.at).

Erik Samoy mentions big differences in sheltered workshops in terms of wages,
working conditions, amount of support offered and level of segregation. Thusitis
hard to make overall judgements on sheltered work. However, the ultimate aim of
all activation measures — no matter what they are called — should be full employ-
ment in work settings that fulfill the above mentioned criteria. It should be about
offering high quality jobs for people with a disability. However, in reality, people
with a disability — whether in sheltered or integrated settings — are till found in
low paying, low status, odd jobs that are not permanent.

Sheltered work settings should continue to develop in such away that they fulfill
aspects of the ,,ordinary labor market” and the so-called ,, ordinary labor market*
should continue to develop in such away asto accommodate and offer support to
people with different needs. This is the idea which underlies the discussion on
mainstreaming. | n thewhole mainstreaming debate thereis of coursetheissuethat
targeted support can be missing for people with vast support needs.

“1 would like to find areal and interesting job” (Job seeker, Austria)
»1 want to find the job | want to do, and not just any old one" (Job seeker, UK)
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Recommendation 2: When designing activation measures to support the integra-
tion of people with disabilitiesinto the labor market, the main focus should be on
the characteristics and the quality of the job.

What makes Supported Employment wor k?
Tailor-made approach

The key to the success of Supported Employment is in the tailor-made individual
approach. Thisinvolves individual planning, individual support for job seekers,
supported employees and employers, as well as flexible help when needed. The
methods used in Supported Employment can be an impulse for other activation
measures.

»| likethat you are not only a number* (Job seeker, Austria)

»As SE isan individual approach, the problem is never the same"
(Job coach, Norway)

» They always come when we need them" (Employer, Spain)

Recommendation 3: Activation measures should take into account Supported
Employments’ tailor-made, flexible approach that encompasses the needs of the
individual person with a disability and those of the employer.

Including stakeholders as partners

A further key issue with respect to activation measures like Supported Employ-
ment, is how to involve the many actorsin the provision of the service. Whiletra-
ditionally, the job seekers or employeeswith adisability, the employersaswell as
policy makers are seen as customers, that are offered aservice by the SE provider,
astronger focus be put on involving these stakehol ders as partners and co-produc-
ers and not as passive recipients of a service in the future.

A crucial roleisthat of the job seekers/ supported employeewith adisability. One
of the main objectives of Supported Employment istoinvolvejob seekersactively
in the Supported Employment process, support them to make their own decisions
and generally support their empowerment. However, thisis an aspect which is not
yet systematically implemented in practice. Here socia service attitudes where
things are done for and not by the job seekers or supported employeeswith adis-
ability are still predominant in practice. There are also big differences between
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different countriesin self advocacy and user involvement in serviceprovision. There
isalarge scope for improvement in thisfield.

“It is based on clients expectations and abilities, on dialogue with the client”
(Policy maker, Czech Rep.)

“We (my job coach and |) are agood team, we work together as equals’
(Job seeker, UK)

Recommendation 4: Supported employees and job seekers should be actively in-
volved in all levels of the Supported Employment process and user involvement in
service provision should be encouraged.

Therole of the employers and co-workersin Supported Employment is one of the
most difficult issuesasisalso in general the case when looking at the employment
of people with adisability. It is a challenge to involve employers actively in pro-
moting the employment of people with adisability. Another issueisinvolving and
informing co-workers and supporting them to support the employees with a dis-
ability. Thisis aso afield where improvements are necessary.

“Thejob coach was here, but we preferred to use a colleague to teach the employee the
work” (Employer, Norway)

“There were no troubles with the colleagues, on the contrary they facilitated his
integration” (Employer, Spain)

Recommendation 5: Employers should be seen more as co-producer s and encour-
aged to contribute actively to the success of Supported Employment.

Thejob coaches job

The job coach has a pivotal role in Supported Employment is the job coach. The
job coach is a broker and a go-between between al other stakeholdersin the SE
process. Thejob is characterized by very high expectations towards the job coach
and awide variety of key skills that the job coach is said to need. Within many
Supported Employment organi sationsthereisahigh turnover among job coaches,
which is especially problematic because of the importance of the personal rela-
tionship between job coach and supported employee, and job coach and employ-
ers. Onereason for this can be the difficulty in negotiating and moving in the ‘two
worlds of social servicelogic and business logic. Also in most countriesthereis
no systematic training for job coaches and peoplefrom many different backgrounds
work as job coaches.
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“It isthe variation and diversity of competence that countsin SE work”
(Job coach, Norway)
“Job coaches need fearlessness in dealing with employers’ (Job seeker, Czech rep.)

Recommendation 6: Working conditions, as well as training of job coaches need
to be reviewed and improved.

One service of many

Another crucia point that is also mentioned in the OECD report “ Transforming
disahility into ability” is how Supported Employment relatesto other services. It
has to work closely with other servicesto be able to refer people who need differ-
ent kinds of support. Networking and referral between the vast variety of services
to promote the integration of peoplewith adisability needsto beimproved. Thisis
connected with the question of how peoplearereferredto different activation serv-
ices. It is still the case that access to Supported Employment is based on chance
encounters or referrals rather than being the result of a systematic approach.

“Developing the process of learning from each other between different providers of
services for people with a disability” (Employer, Hungary)
“1 don't like agency tennis: being hit from side to side” (Job seeker, UK)

Recommendation 7: Thereis the need to improve the cooperation between labor
market services, social services and providers of SE.

Which role should policy have?

We find in many countries that employment and disability policies actively pro-
mote Supported Employment measures. In some countries there is a clear legal
background for Supported Employment, in othersthereisnot. Asmentioned above,
there is a strong focus on quantitative placement measures to determine the suc-
cess of Supported Employment providers by policy makers. This can lead to for-
getting important aspects of Supported Employment like the quality of the job,
opportunitiesfor career development, targeting those people that need the service
most or long-term job retention and jeopardize the main aimsaswell asthe quality
of Supported Employment.
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Recommendation 8: Supported Employment needs to be firmly embedded in na-
tional employment policiesfor peoplewith adisability. Criteriafor successshould
not only focus on quantitative placement measures but on providing good, long-
termjobs for people with a disability.

Note

1 This statement is based on the project ,, QUIP- Quality in practice: Stakeholders' view of
Supported Employment* whichwascarried out in theframework of the European Commissions
L EONARDO-programme between from 2001-2002. It was coordinated by the European Centre
for Welfare Policy and Research and involved partnersfrom Austria, Czech Republic, Hungary,
Norway, Spain and UK. For more information see www.quip.at.
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Comments by the Director General of STAKES,
Finland, on the Policy Conclusions

Vappu Taipale

Some background issues: societal challenges

There are many societal phenomenaand challenges of the OECD countrieswhich
have to be met when speaking about transforming disability into ability.

The development of information societies

All the OECD countrieswill face the rapid societal development into information
societies. The sudden leap into the information society isamost intrinsic process
inall our societies. The significance of the information society is measured by the
relevance of the contentsit is producing through its means. Information is acom-
modity whoseimportance growswhenit isbeing distributed. Educationisameans
for producing well-being and control of life. The development opportunities are
tremendous. The societies can implement theidea of life-long learning; nobody is
too young, too disabled or too old to learn. Technol ogies are available which allow
us to overcome the obstacles of distance, time and disability. Through satellite
connections, the most remote health centre in the midst of mountains or rain for-
ests can get the most modern information on treatment. There exist technologies
which allow peoplewith grave disabilitiesto live with autonomy and dignity. The
technological innovations made mostly to serve warlike conditions can be con-
verted to be used in everyday life.

But, the challenges are even greater: to make an information society a society for
al. Inaninformation society, learning and skills become amajor asset, and people
with learning disorders and poor learning environments will easily face
marginalisation and exclusion.

The need for integrated policies

Socia policy programmes are the best way to enhance social protection and to
reduce vulnerability. The present economic, environmental and social situationin
theworld challengesnational policies; international cooperation isneeded. Within
national social policies astage has been reached where there is agrowing need to
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replace vertical policy-making by horizontal activities and connections. The vari-
ous sectorsof politics have become moreinterdependent: agricultural policy bears
an effect on health, equality policiesinfluence competitive capabilities, transport
policiesinfluenceindustria policies, employment policiesaffect pension schemes,
and regional policiesinvolve socio-political responsibilities. Theissuesof disabil-
ity and ability should be consistently tackled by multisectoral, integrated policies.

The importance of the civil society

Socia capital is based on inclusion, participation and promotion of an enabling
environment. There are studies to show that the existence of a civil society is not
only the precursor and guarantor of good governance, but also the key to sustained
socioeconomic development. Socia capital brings into daylight the networks be-
tween peopl e, the confidence peoplefed intheir transactions, and the stability and
reliability of functioning in municipalities and localities. The concept addresses
the economy from the social point of view and shows that important pre-condi-
tions of economic life are social. But, everywhere the civil society needs to be
strengthened. The challenges of empowering the people are the same were the
societies rich or poor, developing or developed.

The ageing of the population

Ageing is a natural phenomenon, but it often brings with it multiple minor dis-
abilities. All OECD countries are being faced with demographic, structural, socia
and technological changes of major importance. The ageing process will not only
change the population structure of countries profoundly. The process will be
intersectoral, part of everything. It will cover all policy areas. We have to develop
aperspective, which enables al societiesto see the population changes as positive
opportunities for societies and economies. The opportunity liesin innovative so-
cial, organisational and technological responses to the rising challenges.

From disability to ability
There are two points of departure

The current magnitude of the issue

Internationally, the magnitude of theissue of disability isremarkable, and theworld
isstill rather producing disabilitiesthan preventing their emergence. Poverty, hun-
ger, malnutrition, warsand conflicts, infectious diseases, traffic and work accidents
cause traumas, disabilities, and disease which could be prevented.
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It has also to be kept in mind that neither people with disabilities nor older people
are a homogeneous group, a grey mass of people. They differ greatly from each
other; hard of hearing people do need different policies and aids than mentaly ill
people, a child with CP has different needs from an adult with diabetes.

In the Finnish context we are speaking about a population of five million people.
Thereisno single source of valid and reliable statistics on the labor force status of
peoplewith disabilities. According to theregistersof them Ministry for Labor, there
are 85 000 people with disabilitiesin the open labor market Finland. Out of these,
67 000 are unemployed and 16 000 employed. Additionally there are 11 000 peo-
plewith disabilitiesengaged in sheltered jobs. If weassumethat there are 5% people
with disabilitiesinthe potential labor force, thesefiguresindicatethat at |east every
second person, rather two thirds, of the potential labor force with disabilities are
not working and most of these are officially unemployed. The challenge is thus
enormous. On the other hand this issue cannot be solved by sheltered jobs, either.

The agreed international standard of nondiscrimination and inclusion of
people with disabilities

TheUnited Standard Rulesaswell asthe premisesof current European legal frame-

worksimply that people who have disabilities should not be discriminated and each

individual sector isresponsible to manage disability issuesin aninclusive manner.

As of the labor market there is also the new ILO Code of Practice to that effect.

Policy conclusions
Solutions need to be sought primarily from the open labor market but the chal-
lengeishuge. Thus, in respect of the policy conclusions, thefollowingissuesarise:

1) Dueto the magnitude of the issue, to “roll out” i.e. expand the idea of indi-
vidual participation packagesarerealistic only if integrated to the basic reha-
bilitation process of each individual with disabilities. Thisis not yet a stand-
ard practice due to sector boundaries. There is a need for designing a cross-
sectoral and integrated concept of seamless services and system of rehabili-
tation services.

2) Similarly, individual case by case coaching is difficult to expand. Rather a
“resource centre’ type of job accommodation servicesin collaboration with
e.g. the organizations of the people with disabilities may be more feasible.

3) Thereisaserious challenge to raise the awareness of the gate-keepers and
theintervention needsto beintensein the basic training aswell asretraining
of staff involved in gate keeping.
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4) Asof early intervention, thereisaneedtoreviewlegisation to allow flexibil-
ity between benefit eligibility and work related income.

5) Systematic evaluations of the impact of alternative interventions are indeed
scarce and should be baked in to any new programme.

Community Based Rehabilitation

Itisobviousthat significant increasein theinclusion of peoplewith disabilitiesin
the open labor market will not be possible by focusing on activating people with
disabilities or excluded people, themselves only. Experiments should be initiated
to try out the ideas known as Community Based Rehabilitation (CBR) to activate
and involvethe private and public actorsin the community to take partin the reha-
bilitation and inclusion process of its memberswith disabilities. Thiswould foster
shared responsibility and ownership by the community of the outcome of inclu-
sion efforts.

Design for All

Thereis also a need aso to elicit demand for the productive potential of people
with disabilities. This implies changes in the policies as well as the knowledge,
attitudes and practices of all stakeholders: the employers, the legislators and or-
ganizations of people with disabilities. At al levelsthe “Design for All” principle
needs to be internalized and applied.

Corporate Social Responsibility

Inclusionisapublic good that doesnot seem to be catered properly for by the market.
There is a case for stronger public intervention to ensure that business needs to
bear its social responsibilities for the cohesion of their communities and the soci-
ety asawhole. Corporate Social Responsibility refersto manifold activities of the
enterprises and allows innovative ways to meet the needs of people with disabili-
ties.

Empowerment!

Furthermore, there isaneed to reorient disability related services and socia secu-
rity from the traditional safety- net approach towards becoming empowering
“springboards’ aiming clearly towardsinclusion and active participation rather than
serving as passivating harbor for the already excluded.
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OECD Key Issues and Policy Conclusions

Theme 4:
How Should Disability
Benefits Be Sructured?

Key issues

Different disabilities |ead to different degrees of work capacity. Half of the coun-
tries offer at least some type of benefit for partial disability, and onein four have
partial disability benefits at several gradations. In the latter group, one in three
awardsisfor partial disability.

At the sametime, partial benefits may become an easy bridge into benefit depend-
ence, because outflow from such benefitsis also low. Paradoxically, some coun-
triesaimtointroduce or broaden the scale of partial benefitswhileothersareinthe
process of abolishing them.

Many disability benefit schemes take the applicant’s age and/or the length of the
insurance record into account to determine the benefit level. This may systemati-
cally discriminate against certain groups of disabled people.

Flat-rate disability benefits avoid such discrimination but will often fail to secure
a disabled person’s current standard of living. And household means-testing of
disability benefits, that i stargeting of availableresources, can also be problematic.

Often, disability benefit schemes provide little incentives to work.
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OECD policy conclusions

Disability cash benefits should be available with sufficient flexibility to take ac-
count of both different cases of remaining work capacity and of the evolution of an
individual’s disability and work status over time.

Many disability schemes are centred on income-replacing benefits and tie other
benefits and services to eligibility for such cash transfers, thereby discouraging
disabled persons from trying to return to work. Such systems need to be disman-
tled so that benefits and services can be awarded independently.

Benefit entitlements should be designed in a way that the disabled person is not
penalised for taking up work. After-tax income including all transfers should be
higher in work than the income the person received while out of work.

Take-up of work may need to be encouraged through financial incentives. In-work
top-up payments are likely to be most effective. Such top-up payments would be
strictly work-related for compensation of low pay or reduced working hours.

Wage subsidies paid to the employers would play alessimportant role under this
new approach, since beneficiarieswould receivedirect in-work benefits. Theremay,
however, be acasefor compensating the employersfor the extracosts of workplace
accommodation.
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How Should Disability Benefits Be Structured?

Emily S Andrews

Theideal structure of disability benefits depends upon society’s core values with
regard to the position of persons with disabilitiesin the society. Over the past 100
years, these values have been changing. A key ingredient for modern disability
policy in the 21% century is the concept of inclusion, with the objective of inde-
pendent living and fulfilling one’s potential. Disability policiesbased oninclusion
may be quite different from those based on older concepts of assistance, which
often contained an implicit assumption that personswith disabilities could only be
assisted outside the community, either for their ‘ own good’ or because society was
embarrassed by their presence (for undoubtedly along list of cultural reasons be-
yond our purview today). | still remember my work in Bosnia when representa-
tives of disabled veteran’s associations kept repeating that they were not ‘ social
cases,’ suggesting that other persons with disabilities were or should be.

Income support programs, such associal insurance, can still be consistent with the
concept of inclusion, as are programs focused on focused on poverty alleviation,
particularly for persons without work history and those disabled from childhood.
However, these benefits should be asafety net that hopefully isprovided to asmall
proportion of the disabled population. Above and beyond cash benefits, one of the
best ways to develop inclusion is through labor force participation, as work chal-
lenges individuals and provides independence.

But, | should start off by defining the term * persons with disabilities.’ | am using
the disability to mean work disability (or activity disability) not medical condition
or impairment; that is, the effect of impairment on one’'s ability to do tasks related
to daily living, study or work. We should also remember that to some extent, we
areall disabled, as none of us can do al the jobsthat are available because of lack
of strength, agility, or mental ability. Further, the likelihood is strong that any one
of us may become disabled as we age. So disability is an issue that affects us all
personaly and directly.

The onset of disability may come at different times during alifetime, and, as such
may require different types of interventions to promote inclusion, independence,
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and thefull use of abilities. Some personswith disabilities are disabled from child-
hood, with assistance needed in the area of education, possibly supplemented by
other interventions throughout adult life. In this case, education, care giving, and
even income support may be important. Second, and more frequently, individuals
may become disabled during their working lives. Here disability benefits, physi-
cal, psychological and vocational rehabilitation are appropriateinterventions. Others
may become disabled through an occupational illness or injury. Many countries
provide separate occupational insurance, in part, as a means to improve working
conditions, particularly if payroll tax ratesreflect firm-specificincidence of injury
or disease. Occupational insuranceisalso useful to restrict litigation on the part of
employees, replacing individual lawsuits with a system of insurance. Other adults
may become disabled before they have ajob record, either becausethey areyoung
or becausethey haveworked at homeraising afamily. Theseindividualsalso need
rehabilitation opportunities and, if necessary, cash assistance.

No one program is suitable for each type of disability or for each and every coun-
try. One size cannot fit all. Age, age of onset, type of disabling condition are all
part of the set of individual characteristicsthat requireindividual solutions—or at
|east, solutions that are sensitive to the different circumstances of the individuals
affected. Similarly, different countries may select different options either because
of atradition of benefit design or other cultural differences. For example, cash
benefits come in a variety of colors — flat benefits, income-related socia insur-
ance, means-tested benefits, low benefits, high replacement rates, universal public
benefits, private sector insurance or some combination of the above. Thereis no
one good solution.

Program parametersfor cash benefit programsal so vary widely in both OECD and
transition economies. Some countries provide benefitsfor full disability only, while
in others cash benefits are provided for partial disability aswell. Partial disability
pensions can help workers with disabilities enter into the workplace, or provide
serious disincentives for work, depending upon the country and the level of ben-
efits provided. Each case needs to be evaluated independently.

The disability determination process can also influence whether a disability pro-
gramwill besuccessful or not. Certainly, the disability determination processshould
be designed to be consistent with international standards. Further, the processshould
beefficient and impartial. However, we do not necessarily know what the best mix
of professionals should be. Probably, apanel of physicians, asis seen in anumber
of transition economies, is too many. Probably consideration should be given to
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physical, psychological and rehabilitation. But what to doinacountry suchasRussia
wherethereisacurrent undersupply of vocational and occupationa experts, which
hinders the implementation of forward-looking legislation?

In terms of impartiality, disability determination personnel should be independ-
ent. This meansthat decisions should not be left to the applicant’s own doctor —as
moral hazard could be great. Disability determination panels should be paid ap-
propriately so that doctors do not look for bribes and can refuse those that are of -
fered. In Hungary, many thought that doctors were bribed to certify persons as
disabled who did not meet disability criteria. However, it could also have been the
case that doctors accepted bribes to make a disability determination that was cor-
rect, just asmedical servicesoften require additiona payments! Some OECD coun-
tries have experienced yet another problem. While the disability determination
processis not subject to bribes, it may be subject to political demands. For exam-
ple, in the Netherlands and the United States, disability determination decisions
have been more or less strict, depending upon the political climate of the day

While it would be ideal if every country could establish an extensive system of
proven policiesto assist all categories of disabled persons with individual assist-
ancethat ensuresinclusion and independence, thefinancial resourcesto do so must
also be considered. Thisisyet another areain which programs must be designed to
meet the possibilities of the country in question. For example, payroll tax ratesin
both the Netherlands and Poland have been higher than in many other countries.
But the Netherlands is better able to sustain such a strain on its resources than is
Poland, where economic growth is essential, particularly as an upcoming member
of the EU. Thus, inefficiency and overprotection in the Netherlands can better be
afforded than in Poland. Too often disability programs are designed with little or
no concern for budgetary constraints. Programs that promise more than they can
deliver are probably worse than limited programs as they can only operate in a
climate of favoritism and will not serve the population well. One of my favorite
examples of an unfunded mandate is the promise in more than one transition
economy of personal transportation (cars) for persons who are 100 percent disa-
bled, a promise that is primarily honored in the breech.

Independent living may be highly dependent on finding work, which providesthe
resources for financial self-sufficiency. One method that does not appear to work
is the imposition of quotas on employers to hire the disabled. Employers tend to
prefer to pay taxes than to tax their workforces with individual s they do not want
to hire. The use of sheltered workshops also has serious problems either for finan-
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cial abuse or because persons with disabilities are placed outside the community.
Polandisone of the most problematic cases as sheltered workshops have basically
sheltered employers from competition. But, sheltered workshops may be helpful
in some cases, even for persons without serious mental retardation —the disability
most often suggested for thistype of program. For example, in countriesin which
transportation ispoor, acommunity of personswith disabilitiesat aworkplace may
lead to greater independence than other alternatives. This argument was made to
mein one case in Bosnia, and | cannot say it was wrong.

Another lesson | have learned by talking to personswith disabilitiesin Poland and
Bosnia is that policies other than cash benefits are as important, and even more
important than money. For example, accessis crucial —accessto buildings, access
to transportation, and accessto the workplace. Similarly, accessto personal assist-
ance devices, such aswheel chairs(comfortable ones), hearing aids, seeing-eyedogs,
and many others aids that are not necessarily expensive but vital to independent
living is also needed. | believe that we have far to go to determine what public
funding is necessary and efficient to promote access. Similarly, we need to think
outside the box in other areas. For example, a caregiver’s allowances could be a
better use of public fundsif it allows a person to work, than poverty benefits that
do not provide work incentives.

Inall countries, the public still needs more education to understand that inclusion,
independent living, and the development of abilities should be the goals of public
policy. Personswith disabilities, themselves, may also need the same publicinfor-
mation. | wasamazed in Bosniato find astark differencein attitude between disa-
bled persons who had become acquainted with examples of independent living in
the United States and disabled war veterans who though that work was not neces-
sary but benefit eligibility was. What awaste of ayoung manwho isnot interested
in achieving as much as he can. Attitudes can change through public information,
through educational systemsthat are asinclusive, and through anti-di scrimination
laws such as the Americans with Disability Act in the United State.

While thereis no ‘ideal’ disability policy, better methods of program evaluation
are needed inthefutureto determine how effective programsarewith regardto the
underlying goals of disability policy. For example, a system with a high social
insurance replacement rate, such as those in place in transition economies at the
beginning of the 1990s, could not be considered successful measured against modern
criteria of inclusion, independence, and the development of abilities. Pre-transi-
tion policieswarehoused peoplein institutions and sheltered workshops, removed
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them from the labor force and/or provided meaningless jobs within an enterprise.
We should consider setting millennium development goalsin the area of disability
policy to promote inclusion, independent living and the maximization of abilities.
L abor force participation could be one measure. The devel opment of others should
be our challenge for the future.
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How Should Disability Benefits Be Sructured?

David Kalisch

The Australian Benefits System

TheAustralian income support system differs from those of most other devel oped
countries, with payments funded from general revenue rather than from direct
contributions by individuals, are generally not timelimited, and benefits provide a
basic flat rate income support payment. Payments in Australia are made under
specific social security legislation, which can be subject to change depending on
support from both the community and Parliament.

Disability Payments

Some form of disability pension has existed in Australiafor around 100 years, the
same time as our Age Pension. The Disability Support Pension (DSP) is a non-
contributory, means tested (except for blind applicants) income support payment
equivalent to 25% of male average weekly earnings for single people and is non-
taxable income. It is funded by the Federa Government and administered by
Centrelink. Non-cash benefits and concessions are also available.

Current eligibility criteriafor DSP is asfollows:

*  Applicants must be aged over 16 and under Age Pension age.

e Applicants must have a medical impairment that attracts at least 20 points
under the DSP impairment tables (this does not necessarily correspond with
a20 percent impairment) and acontinuing inability to work 30 hoursor more
per week at award wages, or inability to be re-trained (through mainstream
training) for such work, within two years. For those over 55, the avail ability
of work in the local labour market can be considered.

e Specid dligibility provisions apply for blind applicants who only need dem-
onstrate that they meet required medical tests for permanent blindness.

Sickness benefits and workers' compensation

Disahility pensionsare complemented by other arrangementsfor sickness benefits
and workers' compensation:
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e SicknessbenefitsinAustraliaare provided largely by employers. Peoplewho
are not covered by their employers or private insurance (such as casual em-
ployees), those who have exhausted their private cover, or those seeking
employment, may beeligiblefor income assi stance from the Commonwealth
Government.

» Assistanceto peopleinjured or killed as aresult of workplace or traffic acci-
dentsisaresponsibility of State/Territory Governments. The Commonwealth
Government managesworkers' compensation arrangements only for itsown
employees. People who are not covered by any of these options may be eli-
giblefor asafety net Commonweal th Government income support payment.

Some of therecent trendsin Australian disability benefits

The number receiving DSP has been growing strongly, and few leave for
work

The number of people receiving DSP has been doubled over the last decade, and
still growing at an average rate of around 4 % per annum over the past four years.
Just under 40% of new entrants to DSP transfer from unemployment payments,
suggesting that a significant proportion have experienced long-term labour mar-
ket disadvantage. Almost half of all people granted DSP are aged 50 years or ove,
providing an early retirement option for many recipients. Around 1 in 19 people of
workforce age in Australia are now receiving DSP, more than in receipt of unem-
ployment benefits.

Few DSP recipients have any contact with the labour market, despite relatively
generous (by Australian standards) meanstesting provisionsand asignificant part-
time employment sector that could accommodate those unable to work full-time.
There has been a gradual increase in percentage of DSP customers with earnings
since the DSPreformsin 1991 from 6% in 1992 to the current level of 9.7%. The
majority of those who exit DSP payments do so because they have transferred to
Age Pension on reaching the qualifying age or have died.

Certain conditions dominate

Muscul o-skeletal and connective tissue conditions are the most common medical
condition for DSP customers (al so the case for the last decade), representing ap-
proximately 33% of thetotal DSP popul ation. Psychol ogical/psychiatric conditions
represent 24% and intellectual learning disabilities represent 10%. Younger DSP
customers are more likely to have an intellectual or learning disability, and have
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more earnings from employment. Older DSP customers are more likely to have
muscul o-skeletal conditions and less likely to have earnings.

Somekey issuesfor design and administration of disability benefits

Administration makes a difference — Design of disability benefits can be either
undermined or supported by tight, consistent, appropriate administration. The prac-
tice of benefit delivery agencies can influencerates of claim for disability benefits
and they play a critical role in accurately assessing claims, undertaking regular
reviews of conditions, and facilitating access to assistance that can help people
undertake or expand participation in work. Where medical impairment is part of
the qualifying test for disability pension, expert review isimportant.

Early intervention and greater focus on work capacity holds prospects for im-
provement — In Australia, too many people come onto DSPlong after their condi-
tion has deteriorated, either while they have been unemployed, sick, or receiving
worker’s compensation from State/Territory based schemes. New arrangements
in Australia have a greater focus on the assessment of work capacity, to establish
what people applying for DSP can do in relation to workforce participation and to
identify what services and supports may help people back into work or to continue
to work. These changes are part of efforts to build an integrated and responsive
social support system that effectively combines income support and services for
people with disabilities. We are encouraging workers' compensation schemes to
expand effortson early rehabilitation, rather than thelower cost approach (for these
schemes) of providing cash support. We are looking to mainstream employment
services to assist more people with disabilities, and desirably help achieve better
outcomes for them.

Among the DSP population, there is awide range of work capacities yet too few
work. Some with very extreme medical impairments desperately want to work,
yet others with milder conditions just want to be left alone now that they have
achieved the goal of receiving a disability pension. The system needs to take a
bal anced approach towards enabling and encouraging people to fulfil their poten-
tial, especidly if flexible employment such aspart-timework ismorereadily avail-
able.

Theageing of thepopulation presentsadditional challenges- InAustralia, around
half of the inflow to disability benefits over the past decade has been people aged
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over 50 years. This could increase further over coming years, as our baby boom
generation (born between 1945 and 1960) moves through the critical “pre-retire-
ment” years. Relevant issues here include the extent to which early retirement is
desired by the workforce, the extent to which older people are treated more gener-
ously in claimsfor disability benefits, and the broader dimension of the extent to
which there are successful complementary policies and programs that assist ol der
workersto stay and re-enter the labour market.

Consider interplay between disability and other benefits: may need a system
solution —In Australia, disability benefits that provide more generous assistance
than unemployment benefits and expanded work requirements for unemployed
people acts to encourage claims for disability benefits by those who arein agrey
area and could potentially qualify for either. Some possible solutions include re-
ducing thefinancial disparity between disability benefits and unemployment ben-
efitsif they exist, and considering activity requirementsfor thosein receipt of dis-
ability benefits where they have an assessed capacity to work.

Recent experience suggests that more effective solutions may liein broadly based
reform of income support acrossthe working age population rather than morelim-
ited reform of disability pensions. TheAustralian government iscurrently engaged
in acommunity consultation on the future structure of income support payments
for people of working age. Many issues affecting people with disabilities will be
considered as part of this process, including eligibility and coverage, structure of
assistance, incometestsand incentivesfor paid work and participation requirements.
The consultation paper is available at www.facs.gov.au/welfare_reform.

I mportance of community support - Any reform of the benefit system will be
challenging. Community attitudes and expectations of benefits vary considerably
and changes to the benefit system for people with a disability are often controver-
sial, evenif they are packaged with positive elements. In the 2002-03 Budget, new
measures to change the qualification criteria for DSP were announced. These
changeswould havelimited DSPto peoplewith morerestricted work capacity (not
ableto work morethan 15 hours aweek at award wages), allowed abroader range
of interventionsto betakeninto accountin ng the possibility of moving back
into the workforce within two years, and those aged 55 years and over would no
longer have their local labour market conditions taken into account. These meas-
ures to reform DSP dligibility were not well received at the time of their release
and to date have not successfully progressed through the Australian Parliament.
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Report on a Programme for Better Health
in Working Life in Sveden

Jan Rydh

Background

During thelatest 5 years, Sweden has seen anincredibleincreasein peopleon sick
leave. The increase is more than 20% a year meaning that the figures have been
doubled in less than five years. With very few exceptions, all people working in
Sweden are insured through the Swedish general sickness insurance scheme, fi-
nanced over the state budget. For 2003, the total cost for the state (disability pen-
sionsand sickness compensation) is cal culated to about 125 billion Swedish Crowns
(about 13 billions Euros). This sum occupies more than 15 per cent of the total
budget and ismorethan twicethe cost of the Swedish defence system or threetimes
the cost of the Swedish educational system. In November 1999, | was appointed
by the Swedish Government to lead an Official Inquiry into the Swedish Insurance
System in order to analyse this development and, based on that analysis, recom-
mend proper actions.

Basic facts of thereport

At present, some 120000 people have been on sick leave for a period exceeding
one year. About athird of them have been on sick leave for more than two years.

Total sickness absence, including short and long-term absence, corresponds to
400000 person years and the numbers of peoplefinanced by disability pension add
another 400000 person years. Absence from work duetoill health corresponds to
some 800000 person years or 14 per cent of the working-age population.

The short-term absence has not increased — today there are not more persons on
short-term sick leave than five years ago.

Wobmen count for two thirds of theincrease. However, thereisno medical explana-
tion to this overrepresentation in sick absences of women.
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The proportion of people on sick leave differs between various sectors of the la-
bour market. IlInessrelated absenceisextremely high among municipal and county
council employees, while central government employees are at the average and
the private sector employees about 20 per cent lower than the average. In towns
and cities and at county councilsresponsiblefor health carein Sweden the major-
ity of the employeesarewomen. Therearea so surprisingly differencesinrelative
sick leave figures between towns and cities, which cannot be explained by demo-
graphic factors such as age or other factors as education etc. Also between similar
organisational units within atown or acity, there are differencesin sick absence.
These differences cannot be explained by individual differencesin health status of
the people employed.

Looking into the private sector you will find the same kind of distribution. The 25
per cent of companies (working places) with the lowest sick absence have an ab-
sencerate of only 1.72 per cent compared to the 25 per cent at top with an absence
rate of 9.2 per cent as an average.

Another remarkabl e finding was that the rate of sick |eave absence increased with
the size of a company. Small and medium sized companies had a much lower rate
compared to big companies and organisations.

Conclusions and suggestions

The most important conclusion of the study isthat there is no significant support
for the generally accepted assumption that theincreasein sick leave absence mainly
is due to differences in individuals employed may it be medical, psychological,
socia or “moral” factors. With “moral” factor | mean for example willingness to
work or, its opposite, willingness to “cheat” the system. Nor has there been any
change during the period studied in the compensation level. To clarify, Sweden
has not amore favourable compensation system than other European countrieswith
much lower figures of people on sick leave.

The Commission presented itsfinal report in January 2002 with a number of pro-
posalsto the Swedish Government. On amore general level, the Commission sug-
gested that the insurance system should be changed and based on more marked
oriented principles. The period during which the employer paysthe sick pay should
be extended to 60 days. The health insurance charge (financed as a social “tax”
paid by the employers) should be reduced corresponding to the increase of sick
pay costs. This suggestion created a big debate and was opposed by both employ-
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ers’ organisations and trade unions. However, the Government, especially the Fi-
nance Ministry, has not turned down the idea of giving the employer amore direct
financial responsibility. The Government considers even “harder” alternatives. In
apaper presented by the Finance Ministry, it isargued that the current system does
not give enough economicincentives. Itisproposed that all employersstarting with
the public sector should pay aconsiderable part (about 25 %) of the sick pay up to
one year. It has been announced that a Government bill will be presented to the
Swedish Parliament in March 2003.

The Commission further recommended that admini strative changes should be made,
stressing the importance of the employer taking thefirst action in order to givethe
employee possibilities to go back to work as soon as possible. It is extremely im-
portant that the employer adapts the working conditions in such a way that the
employee could work even if he or she cannot work effectively for a shorter or
longer period. The employee should of course have an appropriate medical or/and
social rehabilitation but there is always a possibility to “rehabilitate” the working
place, the tasks and the organisation. If the employer does what is needed thereis
of course a corresponding obligation for the employee to go back to work. For
companies and authoritiesthiswould in the end be a“ cheaper” solution compared
to the current system, which creates abnormal sick |leave figuresand a correspond-
ing high socia tax level. For the state budget, such a system would take away a
substantial burden.

The doctor plays an important role when meeting his client. The doctor certifies
that his client needs to rest from work. It is a widespread assumption among the
public, doctorsaswell astheir clients, that an illness or disease certified by adoc-
tor should be accompanied by asick-pay period. However, current regul ation says
that the doctor should rather certify what type of work that could be done during a
shorter or longer period of illness. Studiesin Sweden show that along passivesick
leave period in the majority of cases rather prolongstheillness and makesit even
more difficult to go back to work. The Commission recommended t that the edu-
cation of doctors should include those findings and that more regul arly use of part
time sick leave is a better way of rehabilitation. However, it isimportant that this
changein attitudes and routines should be accompanied with abetter accommoda-
tion of the working place.

It was also recommended that all authorities, companies or organisations should
present their relative figures on sick absence in their annual reports. The Swedish
Parliament has already adopted this proposal and a new law will take effect from
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1 July 2003. Accordingly, in 2004, media will publish comparisons, listing for
example the sick leave figures of the 10 top companies noted on The Stockholm
Stock Exchange, or the ten top big cities etc. This benchmarking is expected to
give interesting incentives to employers with high figures to do better in the com-
ing years.

It would go far beyond the time frame for this presentation to comment on all pro-
posals of the report. | have tried to concentrate on the basic facts and principles,
which | hope could serve as abasis for discussions and changes of experiences at
this conference.

Sweden will strengthen the emphasis on work-oriented rehabilitation. Sick ben-
efits and disability pensions are not regarded to be part of the benefit system. It is
an insurance system to cover loss of income. Personally, | agree with the policy
conclusion presented for theme 5. “Existing employer-employee relationships
should be utilised asmuch as possibl e, both through positiveincentivesand through
mandated obligations.” The figures of sick leave in Sweden could serve aswarn-
ing. It will take some hard years for Sweden to return to a 50 per cent lower level
—agoal set by the Swedish Government.
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The New Benefit Strategy Being
|mplemented in Luxembourg

Raymond Wagener

1) Whyareform?

In 1987 the Luxembourg Pension legislation of blue- and white-collar wage earn-
ersand self-employed workers were unified into a General Pension Scheme. Only
civil servants and workers assimilated to civil servants belong to other pension
schemes. The reform introduced the following common definition of a disabled
person:

“An insured person who, as a result of prolonged sickness or disability, has lost the
working capacity to such adegreethat he/ sheisunableto carry on the occupation of the
last post or another occupation suited to his/her capacity.”

During the first years after the 1987 unification law the disability definition was
interpreted broadly as giving aright to a disability benefit to workers unable to
keep their last job because of alengthy sickness or adisability, without referringto
the global situation on the labour market. As a consequence the number of benefi-
ciariesof adisability pensionincreased substantially. But over theyearsuntil 1996
several court rulings determined firmly that disability hasto be defined by taking
into account simultaneously thetwo criteriastated in thelaw: isthe concerned person
unable to go on working at his or her last job and is he or she able to work at an-
other job? Due to these rulings the number of new beneficiaries of a disability
pension decreased considerably, but at the same time some persons became ex-
posed to therisk of falling out of the social security safety net. Thesewereworkers
who wereno longer ableto returntotheir last job, who lost theright to the sickness
benefit that is limited to a maximum of one year, and who were unable to find a
new job, or who managed only to find ajob with avery low wage compared to the
one they had at their previous job.

In afirst approach the Government proposed to introduce a two level disability
pension system with a general disability pension benefit and a professional dis-
ability pension benefit reduced to 50% of the general disability benefit. But the
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main trade unions categorically refused this proposal, becausethey were afraid that
such atwo level disability benefit system would not avoid the poverty trap for
workers only entitled to a professional disability pension benefit. Thereupon the
Government abandoned its proposal and convened in 1999 a tripartite working
group of representatives of the ministries of labour and social security, of thetrade
unions and the employers. The group worked out a new proposal introducing a
reinsertion grant instead of the professional disability pension benefit, combined
with rehabilitation and reinsertion procedures. Unfortunately theworking party did
not reach acommon agreement among its members. Neverthel essthe Government
worked out anew proposal based on the discussions of the working group that was
finally voted by Parliament in 2002 and is applicable since October 2002.

2) Description of the procedure

Thenew law onwork disability and professional reintegration ismeant toimprove
the social protection of the workers who have been become unable to continue
working at their last job and who nevertheless are still not entitled to a disability
pension, becausethey are not disabled according to the disability definition of 1987
which defines disability with respect to the entire labour market. Thereformintro-
duced two complementary measuresto improve the social welfare of these work-
ers:

*  Redeployment measures within the firm or on the general labour market so
that these workers may continue participating in the labour market;

* A compensatory allowance in the case where the new wage is less high than
the former one, and for workerswho are no longer entitled to the unemploy-
ment benefit and who have not been redeployed to a new job, awaiting al-
lowance.

It is of course important to start the redeployment procedure as soon as possible
and not to wait until the end of the sickness leave. Therefore every worker on a
prolonged sickness leave is examined within the first four month of the leave to
determine if he or she is still unable to work because of his or her illness. If the
worker isfound ableto return to work, sickness benefit payments are stopped (and
administrative procedures in case of contest are accelerated). If the examination
shows that the sicknessis likely to continue, another examination is scheduled at
alater date. If theworker appliesfor adisability pension benefit, amedical exami-
nation will determine if he or sheis disabled according to the 1987 definition. If
thisisthe case, the work contract is dissolved and the worker is entitled to the dis-
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ability pension benefit. If thisisnot the case, the occupational medical servicewill
determineif he or sheisable or not to continue working at the samejob. Therede-
ployment procedure is started in the case the occupational medicine examination
concludes that the worker is no longer able to keep his or her job.

The redeployment of aworker may be:

*  Internal redeployment within the samefirm but at adifferent job or on differ-
ent work conditions, or
e External redeployment on the general labour market.

The redeployment of aworker is decided by the Joint Commission composed of
representatives of the insured persons, the employers, the Medical Control of So-
cial Security, the Occupational Medicine Department of the Health Ministry, the
Labour and Employment Ministry and the Employment Administration.

Internal redeployment of aworker iscompulsory for companieswith morethan 25
workers and which have not yet fulfilled the legal measures concerning the em-
ployment of disabled persons. The employer is entitled to special support aswell
asspecial tax deductions. On the other hand sanctions (half of the social minimum
wage during amaximum period of 24 months) may beimposed on employerswho
fail to comply with their obligation to internally reclassify their disabled workers.
If thewage at the new job islessthan the previous one, the Employment Fund pays
a compensatory allowance to make up for the difference (up to five times the so-
cial minimum wage). In addition, the redeployed worker enjoys special protection
from dismissal during one year.

If theinternal redeployment of aworker is not possible, he or sheis registered at
the new Department for workers with reduced work capacity of the Employment
Administration asajob seeker. If this department can find a suitable job, disabled
workers and their employers are entitled to the same benefits asin the case of in-
ternally reclassified workers. Compensatory benefits are calculated according to
the previouswage and regardless of thelevel of unemployment benefitstheworker
received in the interim.

A worker who could not be redeployed to an aternative employment during the
legal duration of unemployment benefit payments is entitled to awaiting allow-
ance, which correspondsto the level of adisability pension. The disabled worker,
however, has to remain available for any job placement attempts and the waiting
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allowance will be stopped once a suitable occupation isfound. The waiting allow-
anceisnot paid by the Labour Fund, but by the pension insurance scheme.

3) Onwhat dependsthe successor thefailure of thereform?

The implementation of the reform on work disability and professional reintegra-
tion started only in October 2002, so that it is far too early to make an evaluation
of its success or failure. Nevertheless from the description of the redeployment
procedure it seems obvious that it is an ambitious reform, which depends on the
active collaboration of the concerned workers, the employers and various admin-
istrations. Some of the conditions of the success of the reform are the following
ones:

*  Theroleof the Joint Commission isabsolutely essential for organising reha-
bilitation and reintegration measures and for deciding a successful redeploy-
ment of workers to new jobs adapted to their capacities.

»  Of coursejobs have to be available and adapted to the capacities of the con-
cerned workers: thisisonly possibleif it isanimportant social concern of the
employersto foster the employment of disabled persons.

*  Redeployment of workersto new jobs needs an efficient system of rehabili-
tation, retraining and reintegration measures.

e Occupational medical services and the Employment Administration have to
play an important role in helping disabled workers to find a suitable work
place.

* And of course nothing is possible without the active commitment of the
workersto find asuitable job, and to prepare themselvesto it through an ac-
tive participation in rehabilitation and reintegration measures.
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Reflections on Disability Based on

my Comparison of 19 Countries —
Rich Democracies. Political Economy,
Public Policy, and Performance

Harold L. Wilensky

1) Workoriented rehabilitation vs. passive income replacements (treating the
disabled asif they are unableto work). Passive benefits are abad ideanot only for
disability policies but for unemployment insurance (vs. an active labor market
policy) [ALMP]) and public assistance (vs. auniversal family policy including child
care, parental leave, housing and transportation help and earned-income supple-
ments). Heavy means-testing in all these programs creates political resistance to
funding them at an adequate level . The distinction between divisive means-testing
and simple, quiet income testing is important. By “means-testing” | mean (1)
noncategorical benefits targeted to the poor via a stiff income- and/or assets-test,
(2) applied by welfare administrators with substantial discretion, (3) with ahigh
probability of stigma. “Incometesting” isthe opposite. It is categorical asasocia
right with co-payments graded by income bracket and, because it is private and
invisible, has no stigma. Although the disabled are certainly not as unpopular as
the nonworking, nondisabled, nonaged poor, the principle holds: Highly visible,
highly targeted benefits for any handicapped population will be less adequately
funded than either universal benefits or quietly income-tested work-oriented ben-
efits. The political effects of means-testing (tax-welfare backlash) are reinforced
if the visible benefits are seen as lavish or result in too many inequities asis the
case for some of the disabled.

“Partial benefits may become an easy bridge into benefit dependence” (OECD
themes, p. 5) only if you require nothing in rehabilitation, training/education,
therapy, etc. | would not “ usethe philosophy of unemployment programs’ (OECD,
p. 3) asamodel. With only afew exceptions, rich democraciesare quite passivein
these programs, not active; they cannot successfully tie benefitsto participationin
activelabor-market programs because the | atter are non-existent or poorly funded
or poorly organized.
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The problem of reintegration in the labor force and workpl ace, applying sanctions
without forcing the disabled into inappropriate work or into poverty. Solving this
problem of the right to cash and services vs. the obligation to work highlights the
interdependence of separate clusters of public policies. Successin that balancefor
the disabled, asfor other vulnerable popul ations, depends on the existence of seri-
ous support for ALMPB, including job creation; and a wage structure that does not
impoverish low-paid workers (e.g., ensuring a high minimum wage vialaws, ex-
ecutive enforcement, collective bargaining, and subsidiesto low-paid or short-hours
workers); and fiscal and especially monetary policiesthat are pro-growth. Finaly,
without universally effective schools on which to build, no program designed to
rehabilitate, train, and place the disadvantaged in amodern economy - - the chroni-
cally unemployed, the disabled - - will be very effective. Policy linkages directly
affecting the disabled can best be achieved with a centralized “one-stop” service
coordination agency (OECD Theme 3). If there is a strong labor-market board
(Sweden, Germany) thisagency can belodged there, so maximuminformation about
work can be readily tapped and awork orientation emphasized.

3) “Unbundling” disability status and benefits of medication, care, or trans-
portation, another good OECD idea (p. 1), depends on the avoidance of means
testing for both cash benefits and service delivery. Both cost containment and “in-
dividual participation packages’ (fitting the highly diverse needs of varioustypes
and degrees of disability) are best accomplished by combining universal rightsand
light income tests, the simpler the better. The model might be another population
that has proved popular - - working parents. The leading nationsin publicly subsi-
dized childcare generally provide childcare services categorically asasocial right
with graded co-paymentsto constrain costs and make the spending politically ac-
ceptable. The principle might be applied to the disabled: Everyonein the category
should be assured of a minimum income that increases with increments of impair-
ment. If thetotal cash income of the household isquite high, anincometest should
beapplied, aswith theuniversal right of working parentsto costly daycarefor their
children. Theincometest, if any, should be applied to the household income of the
disabled, not to all nonresident ascendant and descendent relatives. The package
of servicesrelevant to the condition of the recipient, however, should be separate
from any income test and adminstered without an elaborate investigatory and sur-
veillance apparatus. Periodic review should not degenerate into sustained
harrassment. (Incidentally | see no solution to the notoriously slippery definitions
of “disabled”. Theinvalidity of clinical diagnosesis apparent everywhere - - one
reason the growth in these programs seems unrelated to the incidence of real dis-
abilities.)
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4)  Country Variations Four countries illustrate these themes of active work
orientation, balancing rights and obligations, the interdependence of social, eco-
nomic, and labor-market policies, and “unbundling” - - The Netherlands, Sweden,
Germany, and the USA. For the cost conscious, The Netherlands until the mid-
1990s was the symbol of what not to do: the combination of wildly loose defini-
tions of disability, indulgent administration, and an almost exclusive focus on pas-
sivecash benefitsmadeit topsintotal disability claimsand spending, with thelowest
average age of first-time claimants (42 yrs. old), and the lowest labor-force par-
ticipation rate of 55-64 year-old males. A high unemployment rate did not help.
Sweden isthe opposite extreme: Although it does not run up the total bill asmuch
as the Netherlands, it is tops in interrel ated work-oriented rehabilitation, ALMP,
and family policiesdesigned tofacilitatework; theresult isthe highest rate of |abor
force participation for all adults - - and three times the Dutch rate for age 60-64.
The Germans are in the middle: they combine the Swedish accent on rehabilita-
tion for work with cost control. However, offsetting their incentives for work and
rehab, they encourage early retirement by giving unemployed workersover 60 full
disahility. So their disability recipients/1000 60-64 year oldsin 1990 was almost
twice the Swedish rate. The USA, for various structural reasons, keeps marginally
productive workers, including the disabled, at low wages in a market-driven sys-
tem. Thereislittle connection between clinical disability evaluation and job find-
ing services (meager effort at ALMP). Periodic and erratic efforts to crack down
on rising costs bring loud protests, much judicial action (adversary legalism), and
arisein spending but little rehab and job creation for the disabled.
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OECD Key Issues and Policy Conclusions

Theme 5:
What Should and What
Can Employers Do?

Key issues

Often systems make it too easy for employersto use the disability benefit scheme
asaworkforcemanagement tool. Theresult of thisisalarge number of older workers
permanently leaving the labour market through such benefits.

Employers are usualy not sufficiently involved in the (re)integration process of
their own and other (potential) employees. In few countries are employers given
any role in the process of vocational rehabilitation and training, and mandates to
accommodate work or the workplace are also exceptional. Where they exist, they
arerarely effectively enforced.

Obligationsto pay sick leave or continue (full) wage payment during acertain period
of sickness absence are more widespread, and are meant to encourage employers
toinvest in preventive measures.

Different employment promotion policy approaches have similar effects. Whether
policy isrights-based (anti-discrimination legislation), obligations-based (employ-
ment quota) or incentives-based (voluntary action), it is predominantly current
employees who receive protection, not those seeking work.

Regulations which oblige the employer to make an effort for disabled employees
aredifficult to enforce, despite sanctions. Most regulations contain wording that is
open to interpretation, and it has to be determined from case to case what consti-
tutes undue hardship on the employer or whether it isimpossible to accommodate
aperson’sdisabling condition in the company. Finesare often so low that employ-
ers may find it easier to pay than make any effort.
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OECD policy conclusions

Existing empl oyer-empl oyee rel ationships should be utilised as much as possible,
both through positive incentives and through mandated obligations. Involving the
employersis crucial for the (re)integration of disabled persons.

The effectiveness of any measure will depend on the willingness of employersto
help disabled persons stay in or enter work, and on possibilities of circumventing
legislation. Proper sanctions for employers not fulfilling their obligations and ad-
equate instruments to implement these sanctions are important. It isthe existence
of these two elements which could guarantee that either anti-discrimination laws
or mandatory employment quotas are effective in requiring employers to satisfy
their responsibilities.

To strike the bal ance between promotion of employment and imposing undue hard-
ship on employersisamajor policy challenge. Special attention needsto be given
to the fact that retention measures can lead to discrimination of those disabled
persons seeking work.

Therefore, it isessential to recognise that employers need help to fulfil their obli-
gations. Workplace and job adjustments generally require small financial invest-
ments. More crucial aretechnical assistance and guidance, assessment of the prob-
lem and development of an intervention strategy for the participation plan.

Employers who make an effort to (re)employ disabled persons should not be pe-
nalised financially vis-a-vis employers who fail to make an effort.
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Transforming Disability into Ability —
What Can Employers Do? Adapting
Modern Work Organizations?

Philippe Askenazy

The outflow from disability benefits remains extremely low. In the same time,
despite the reforms affecting benefit access, the inflow rate was stable in the last
decade; in addition, the proportions of mental disability and of ex-working recipi-
ents, and the number of early retirements have increased. This evolution is con-
sistent with trends shown by theworking condition surveys(e.g. European survey,
Dublin Foundation): workersreport higher mental strainand also increasing physi-
cal constraints on their workplace; In European countries, the number of cumula-
tive trauma disorders (CTD) has dramatically jumped. However, these phenom-
ena can seem puzzling because jobs are more and more concentrated in tertiary
activities and mainly because the development modern workplace practices —
multitask jobs, job rotation, quality management...- should improve quality of work.

In fact, existing literature in sociology or ergonomics have stressed that these
workplace changes are not necessary virtuous and can lead to an intensification of
work. There are also statistical evidences.

The Frenchworking conditionssurvey 1998 providesuniqueinformationfor alarge
(20,000) and representative sample of labor force: workplaces practices, working
conditions, mental strain (receive contradictory orders, isolation, tensions with
colleagues, hierarchy, customers, timepressure...), occupational injuries, plusage,
sex, nationally, education, seniority, family etc.... It enables usto perform robust
statistical treatment. Even after corrections of selection bias, innovative practices
such as job rotation, quality norms, and working time flexibility are each associ-
ated with about 20% additional mental strain and occupational benign injuries.

These results on France confirm finding on specific industries (e.g. car manufac-
turing in Canada), or using establishment data. They suggest that it would beworth-
whileto focus more on health and saf ety when implementing innovative organiza-
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tionin order to not discourage some disability benefit recipients and to reduce the
flow from work to disability.

Actually, connections between organi sation and damage on saf ety or health should
not be a fatality. First, the French survey also proves that “net” technology can
improvewell-being at work by facilitating communication and reducing i sol ation.
Second, because of the pressure of insurance companies, of trade unionsor of public
stigmatisation, firms can be aware of this issue; the recent US experience shows
rates of occupationa injuriesor CTD have dropped.
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The Decline in the Employment of People
with Disabilities: A Policy Puzzle

Richard Burkhauser

1) Whilethe onset of aimpairment or aserious health condition will haveasignifi-
cant impact on the employment of those with disabilities, the social environment
the person with a disability faces at the time of onset will also significantly influ-
ence his’her subsequent employment or disability program participation.

2) Inthe United States the employment rates of working age men and women with
disahbilities, like those without disabilities, were pro-cyclical during the 1980s
business cycle, falling during the yearsleading to the recession of 1982 and rising
over the next seven years until the business cycle peak of 1989. During the 1990s
the employment rates of men and women with disabilities fell between 1989 and
1992 along with the rest of the working age population. But over the next eight
years of economic growth they continued to fall in contrast to the rest of the work-
ing age population and their previous experience in the 1980s. By 2000, the em-
ployment of men with disabilitieswas 25 percent below its business cycle high of
1989 and 20 percent below itslevel during the business cycletrough year of 1992,

3) Based on evidencein our book, | believeit isunlikely that this dramatic change
in the employment patterns of men and women with disabilities was caused by
increased severity in their impairments or health conditions. Rather it was caused
by changes in the social environment they faced, most especially by changesin
social policies. The main two changes in social policy were the passage of the
Americanswith DisabilitiesAct of 1990 (ADA) and the increased generosity and
ease of entry onto to the Social Security Disability Insurance (SSDI) and Supple-
mentary Security Income (SSI) programs.

4) Employers demand for al workersincluding those with disabilitiesis effected
by general economic condition. Hence the employment of those with and without
disabilitiesissensitiveto trendsin economic growth and inthe business cycle. But
the relative level of employment of those with and without disabilities are also
sensitive to how public policy impacts on their relative returns from working ver-
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sustheir returns from amovement onto the disability rolls and by the rules of em-
ployment under which firms hire workers including those with disabilities.

5) The Americans with Disabilities Act of 1990 which was first implemented in
1992 required firmsto provide accommaodationsto workerswith disabilitiesaslong
as they did not put an undue burden on the firm. Work | have done with several
colleagues shows that before the passage of theADA about 30 percent of workers
who experienced adisability were accommodated by their employersand that these
workers on average stayed longer on the job and delayed their movement onto the
disability rolls. Hence any increasesin accommodation by employers should have
increased employment in the 1990s. But others have argued that an “unintended
consequence” of this protective legislation is that employerswill belesslikely to
hire those with disabilities to avoid the requirements to accommodate them. The
evidence of the overall impact of this law on employment since its enactment is
mixed. What is clear isthat the ease of entry onto the disability rolls hasincreased
(the acceptance rates of those who applied for SSDI and SSI benefits increased
dramatically after 1989) and that islikely to have discouraged workers with dis-
abilities, especialy those who were unemployed from staying in the labor force.

6) Employerswill voluntarily hireworkersonly if they believeitisintheir interest
to do so. Inthe United States, programs like the Earned Income Tax Credit which
subsidize work both encourage workers with low skillswho livein poor families
to work and make them more competitive in the private labour market by not re-
quiring firmsto pay them more than the value of their work. Thisisacreative way
to usethevoluntary mechanismsof the private market to increase the employment
of low skilled workers. Expanding thistype of program tolow skilled workerswith
disahilities is likely to increase the employment of such workers and is both an
alternativefor the segregated supported work of sheltered workshops (it subsidizes
the worker and not the workplace) and provides an income alternative to needs
tested programs like SSI that provide full benefits on the condition that those with
disabilities do not work.

7) Programsthat rely on employer cooperation to increase the empl oyment of those
with disability are likely to be more effective in gaining that cooperation if they
use government funds to offset the additional cost to employers of employing
workerswith disabilities rather than imposing those costs on employers viaregu-
lation.
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What Can Employers Do?

Hartmut Haines

Newly introduced or strengthened obligationsand incentivesfor employerstowards
disabled employeesin Germany

*  integration servicesin every district to support employers and employment
servicesin , problem cases"

*  benefits for necessary workplace assistance

e part timework for those who need it because of their disability

»  easier administration of integration benefits

*  moreinfluence for shop floor representatives of severely disabled persons

*  reduction of the quotafor the employment of severely disabled personsfrom
6 %t0 5 % if the number of unemployed severely disabled persons could be
cut by 25 %

o (different compensatory levy rates according to quota fulfilment

e campaign, 50,000 jobs for severely disabled persons'

First experiences with those regulations

» 150,000 new jobsfor severely disabled personswithin 3 years, 55,000 of them
with financia support

* unemployment of severely disabled persons cut by 45,305 (from 189,766,
October 1999, to 144,461, October 2002)

»  development of unemployment rate for severely disabled persons better than
for other groups
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How to Get Employersto Take on Greater
Responsibility for the Inclusion of People
with Disabilities in Working Life?

Bjarn Hvinden

Briefly, the situation in Norway seems paradoxical in the sense that available evi-
dence (e.g. the coming OECD report on Transforming Disability into Ability and
OECD statistics on the labour market participation of people 55+ years) suggests
that acomparatively high percentage of disabled people arein employment, while
therate of people of working agein receipt of disability pensionisalso higher than
in most other countries. Moreover, detailed studies of the use of available policy
instruments and the experiences of people with disabilitiesindicate that thereisa
substantial scope for improving employment opportunities and prospects. | think
there are three important preconditionsthat need to be fulfilled in order to achieve
this improvement.

1) Meeting the challenge of designing, implementing and enforcing appropriate
measures to make employers take on greater responsibility for workers with dis-
abilities. Since 1978 there have been legal provisions in Norway that appear to
give the employer quite strong obligations for the practical adjustment or accom-
modation of working conditions for employees that have become disabled while
working for this employer. On closer examination the obligations turn out to be
less clear and straightforward, using formulations giving wide scope for discre-
tionary judgments. More significantly, successive governments of different politi-
cal colourshave been hesitant or rel uctant to provide binding regul ationsthat stipu-
lated more explicitly under what circumstances (e.g. in terms of financial costs
involved) employersare supposed to undertake on-the-job accommodations. Given
this, it is not too surprising that the body responsible for supervising on the prac-
tical follow-up of the legal provision, the Directorate of Labour Inspection, has
not made very strong attempts to enforce employers’ obligations in practice. To
put it crudely, one may question whether this part of the act was ever implemented
or enforced. Relatively few cases have been taken to court, litigants have rarely
been successful, and the organizations of disabled people have generally advised
membersnot tofile complaintsbecause of therisksfor losing their case. Itispossible
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to draw various lessons from this situation. One is that Norwegian political au-
thorities have not really wished to challenge the steering prerogatives of employ-
ersregarding issuesinternal to thefirm, asthese prerogatives have become under-
stood within the Norwegian system of corporatist industrial relations and collec-
tive agreements between employers and trade unions. In other words, one is not
likely to make progress unless one acknowledges that there may be conflicts of
interestsin this area, not only between potential or actual employers and the indi-
vidual with disabilities, but also between the latter and the majority of “able-bod-
ied” workersinthefirm. If thereisnot will to acknowledge this conflict and adopt
the appropriate legal instruments to handle it, the two remaining types of policy
instruments, economic support like wage subsidies and communicative meanslike
guidance, information and persuasion, will only be partially successful.

2) Finding arrangements for the sharing of costs related to on-the-job accommo-
dation between theindividual employer and the government (“ society” ) Under the
main social security scheme in Norway there have been legal provisions to pro-
vide financial support to finance or reimburse a part of the costs involved in on-
the-job accommodation for workers with disabilities. The rules are designed to
complement the other legal provisions referred just a minute ago, giving the em-
ployer an obligation to accommodate the workplace to the requirements of an
employee with disabilities. However, on closer examination it appears that there
has clearly been an underuse of the financial support available under the national
insurance scheme. Thisseemspartly to have caused by an overzealouseffort within
local offices of the National Insurance Administration to prevent abuse of public
funds. Partly there seemsto have been alack of co-ordination between the Direc-
torate of Labour Inspection and the National Insurance Administration on how to
promote an appropriate use of available resources, that is, facilitate on-the-job
accommodation in circumstances where the full costs involved would represent
an unreasonable burden for the employer. As aresult, local level staff within the
Labour Inspectorate appeared to lack basis knowledge about this possibility. Fi-
nally, there are reasons to assume that the weak legal obligations enforced on
employers have weakened their incentive to pursue the possibility of obtaining
public support that could have facilitated areturn to work for employeeswho had
become disabled.

3) To develop our under standing of what on-the-job accommodation will imply in
aworking life moving towards more highly qualified serviceswork and “ greedy”
work organizations. On the basis of our study of the unsuccessful implementation
of thetwo legal provisionsoutlined above we have seen aneed to question theway
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inwhich accommaodation intheworkplaceisdescribed andillustrated in the exist-
ing guidance from the responsible agencies. There is a very strong emphasis on
physical accessto buildings, physical or ergonomic adjustmentsin the work situ-
ation, the adoption of adjusted technical equipment, possibilities to regulate your
work speed, take breaks, working shorter hours, etc. Obviously thereistill alotto
dointhisareabefore one has achieved a satisfactory situation. Yet, agrowing pro-
portion of the jobs available in the emerging working life are of a nature where
these factors just mentions are not the main barrier for alowing people with dis-
abilitiesto work there. Rather, the jobs are less well-defined than traditional jobs,
there are not clear boundaries within what you have to do and what you could do,
while others may be depend on the results of your work, before they can get on
their tasks, etc. Inthefuture devel opment of disability policy weneed to give more
attention to what reasonabl e on-the-job accommaodation may imply in the emerg-
ing new working life, if we areto avoid that people with disabilitieswill befurther
marginalized in employment.
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Role of Employersin Transforming Disability
into Ability — The Dutch Experience:

Rick van der Ploeg

The Netherlands has a relatively large number of people on disability benefits
(‘wao’). Inthe eighties there were 16.6 per 1000 insured entering the ranks of the
disabled (only 8.8 in Belgium and 9.5 in Germany) and in the early nineties 5% of
GDP was spent on disability benefits (2.2% of GDP average for the EU). Thein-
activity ratio for the population under 65 (persons on various kinds of benefit and
without work divided by employment) is 0.8; average in Europe due to the rela
tively low unemployment rates. However, the share of sick and disabled peoplein
total benefit yearsisat 61% extremely high (16% for Belgium, 30% for Germany,
26% for Great Britain, 27% for France).? The Netherlands has an excellent health
system, so it seemsunlikely that it is much more sick and disabled than the rest of
Europe. The same comment applies to Norway, Sweden and to a lesser extent
Denmark.

Many have argued that disability in the Netherlands is often disguised unempl oy-
ment as a large proportion leaves the labour market permanently through such
benefits. Workers prefer the higher and longer-lasting disability benefit to the un-
employment benefit and firms find it an easy and cheap workforce management
tool to get rid of less productive and ol der workers. The two most prevalent causes
of disability are psychiatric and back problems, which are more difficult to diag-
nose and thus more open to manipulation the critics argue. Rather than slashing
the duration and level of disability benefits (70% of wage but often raised though
collective bargaining) attention should be focused on having and tough and just
eligibility requirements and on encouraging investment in (re)integration of per-
sons with awork handicap without imposing undue hardship on employers.

Since high incidence of sickness implies a high incidence of disablity, policy to
transform disability into ability must focuson preventing and reducing sickness as
well. The following policies are designed to stimulate employers to take their re-
sponsibility in transforming disability into ability in the Netherlands:
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A. Avoiding freeriders

Bargaining at a central level between employers, employees and government can
play acrucial role both in preventing disability and in reintegration of disabled
workers. Agreementsto avoid sickness among employees and to get sick employ-
ees back to work again (‘ arbo-convenanten’) are crucia in preventing sick people
diding into disability. Also, agreements to not under all circumstances pay sick
employees the full 100% of the wage they last earned seem to help.

Extending coverage of collective bargaining outcomes between employers’ fed-
erations and trade unions so far only played amarginal role, since there were few
and non-measured collective agreements about reserving jobsfor disabled persons,
stimul ating reintegration, etc. From 2003 onwards the employer isresponsiblefor
reintegration, including vocational rehabilitation and training, with other employ-
ersaswell aswithin the own company. Extending coverage can apply to the dura-
tion of the reintegration track with other employers and contents of contractswith
reintegration companies, albeit that an employers must always have a choice of
reintegration company.

B. Sticks

Differentiation of disability insurance premiums(‘ pemba’) punishesemployerswho
have alot of employees becoming disabled. Firms have to pay for a period of 5
years a substantial part of the costs of the disability arising in their firm, so firms
have a strong financial incentive to prevent disability and to re-employ disabled
workers. Of course, there is an offsetting effect as firms may be more hesitant to
hire job applicants who are more likely to become disabled. Thispolicy isonly in
full operation from 2003 onwards, but signals so far suggest that this policy en-
courages firmsto transform disability into ability.

Employers normally have an incentive to invest in measures preventing sickness,
because they have to pay sick workers full pay for a maximum of ayear. If em-
ployersdo too little to reduce sickness among their employees, they can get sanc-
tioned by having to pay the wage of sick employees for longer than ayear with a
maximum of two years (* Wet verbetering poortwachter’). There are stiff fines, but
itistoo early totell whether thispolicy will be properly enforced, | et alonewhether
it helps.
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Sick employees who try to get reintegrated cannot be fired for two years. If they
become fully disabled after ayear, they get a disability benefit and leave the firm.
Making it more difficult to fire partially disabled people encourages employersto
find suitable work for them, but also makes them more hesitant in hiring new
employeeswith ahigher chance of becoming sick and disabled. To avoid thistype
of adverse selection, employers do not incur any financial risk if they hireregis-
tered peoplewho are handicapped for work (registered disabled and othersthat are
designated as such).

C. Carrots

Employerswho keep employees (or hire applicants) with awork handicap in serv-
ice can receive a one-off reduction of 2.042 euro (or at most three yearly reduc-
tions of 2.042 euro) on their sickness and disability insurance premiums. If the
adjustment costs for such employees (schooling, training, coaching, help of such
employees, making theworkplace suitable, etc.) are higher, they areeligiblefor an
extrasubsidy. Employersalso receive half of the costs of areintegration trajectory
to another employer and the other half when the employee with awork handicap
getsajob of at least half ayear. Employerswho take on aperson with awork handi-
cap receive ano-risk insurance contract, i.e., when such a person becomes sick or
disabled during thefirst five yearsthe employers does not have to continue paying
their salary or to pay higher disability insurance premiums, respectively.

Employeeswith awork handicap are entitled to facilitiesto keep or return them to
work (e.g., transport, communication, workplace alterations which can be moved
to another employer).

Conclusion

A large part of the costs of transforming disability into ability are reimbursed for
employers, freerider behaviour is punished, and the coverage of collective agree-
mentsthat help are extended. Policy seemsto beincentive-based (anti-discrimina-
tion legidation) and incentive-based (encouraging voluntary actions) rather than
obligations-based (quota). Protection seemsto cover existing employeesrather than
those disabled seeking work. Such protection may, in fact, be counterproductive
as firms become more hesitant in taking on persons with awork handicap. How-
ever, employers who are effective in transforming disability into ability have a
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competitive advantage over other employers as they are entitled to various gov-
ernment subsidies (for training, coaching, workpl ace adjustments, etc.), facelower
costs (lesssickness pay, lower disability premiums) and enjoy better work morale.
Enforcement of actionsannounced in collective agreements seem difficult to moni-
tor and enforce, also as they are often imprecisely worded. Nevertheless, the role
of employersand tri-partite bargaining is crucial for the (re)integration of persons
with awork handicap.

Notes

1 | am extremely grateful for thehel p and advicel have had from Michel Roversand hiscolleagues
of the Ministry of Socia Affairs and Employment in preparing this intervention.

2 There is some evidence, however, that some disability is disguised as pre-pension in France,
unemployment in Belgium and welfare in Great Britain.
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Soecial Theme:
Barriersto Participation
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Le changement de mentalité nécessaire dela
société vers les possibilités d’ emploi des
personnes handicapeés

Luis Cayo Pérez Bueno

» L'emploi est un des facteurs preferents de socialisation et participation
ordinaire dans la vie communautaire. Pour les personnes handicapées,
I”importance de I’ accés au marché de travail est redoublée par rapport aux
autres, puisque emploi signifie vie privilégiée de participation sociale. Sans
avoir un postedetravail il s avéretrésdifficile devivre unevie autonome et
dedécider par soi méme. Sansemploi, les personnes handi capées se sont mises
dans une situation de dépendance, a I’ arbitre de la famille ou des pouvoirs
publics et toujours en permanent péril demarginalisation et exclusion sociale.

* Lasituation del’emploi des personnes handicapées en Europe est loin d’ étre
satisfaisant et indique clairement qu’il s agit d’ un groupe avec un certainris-
gqued exclusion. L' accésal’ emploi des personnes handicapé est plusbasque
celui des non-handicapés (taux d’ activité moins importants) et ils souffrent
desniveaux de chdmage beaucoup plusélevés. Laqualification et les niveaux
salariaux des encoretrés peux nombreuses personnes qui aboutirent al’ accés
aun poste de travail sont trés inférieures &la moyenne des travailleurs non
handicapés.

e L'incorporation des personnes handicapées au marché de |I'emploi exige la
volontédécidé et I’ action énergique des pouvoirs publics, les agents sociaux,
la société en général, ainsi que, et trés spécialement, des personnes
handicapées, qui doivent convertire en les acteurs principaux, les agents de
sa propre insertion.

»  Danscet état des choses, qui empéche I’ écartement injustifié de presgue un
10% delapopulation delasociétéalaguelleilssont | égitime pour faire partie,
en égalitédedevoirset obligations, il s averenécessairel’ adoption desmesures
actives pour promouvoir le rapprochement de ce groupe de population au
marchédel’ emploi, leur permettant de contribuer avec son effort alarichesse
desespaiset au dével oppement delacommunauté alaquelleilsappartiennent.

*  L’ensembledelasociétédoit surmonter et mettre al’ écart définitivement les
préjudices existants sur le handicap. La personne handicapée est aussi un
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citoyen de la société, avec ses particularités, et son importance ne doit étre
que celle de se voir compensées quand ils représentent un désavantage,
inégalité ou mangue d’ opportunités.

Les employeurs doivent avoir pleine conscience des capacités de travail, et
offrir des opportunités d’emploi aux personnes handicapées. En outre, ils
doivent les encourager a avoir comme exemple aux entreprises qui ont déja
essayé ces mesures d'insertion au marché d’ emploi avec des résultats posi-
tives. Il faut voir alapersonne handicapée comme étant un étre humain avec
capacités et habilités, et non une personne limitée.

L'inégalité de traitement, ou plus directement les actions de discrimination
qui souffrent ou puissent souffrir les personnes handicapées dans le proces-
susd’intégration dansle marché de!’ emploi ou pendant sa permanence dans
celui-ci doit étre interdite, poursuites et punies par la Loi et le Droit, étant
donnéqu’ilsconstituent desviolations desdroits reconnus atout le monde. 11
est urgent que tousles paysdel’ Union Européen conforment salégislation a
la Directive du 27 novembre 2002 sur |’ égalité de traitement en matiére
d’ emploi et detravail, qui doit encore étre mise en oeuvre dansassez d’ Etats.
De cette facon que des personnes handicapées et ses organisations
représentatives puissent avoir des mécanismeseffectifsde défenseet y tutelle
contre les actions discriminatoires dans le champ de I’emploi, I’ occupation
et laformation.

Il faut faire une appelle aux personnes handicapés et aux organisations
représentatives pour qu’elles prétent une attention spéciale aleur formation,
provenante des pouvoirs publics, a fin d”obtenir une bonne qualification et
avoir des possibilités d'intégration laborale comme les autres citoyens.

En ce qui concerneles personnes handicapés qui ne puissent pastravailler ou
ont une capacité sociaelimité, les pouvoirs publiquesdoivent garantir lapro-
tection sociale ou desformules sociolaborales (emploi protégé) adaptés ases
circonstances.

Lacé ébration, en 2003, del” Année Européenne des Personnes Handi cappéss,
répresente une opportunité formidable pour adopter des mésures ambitieuses
en faveur del intégration au marché du travail des personnes handicappées.
Les organisations denteprenneurs et les syndicats, effectuant le réle
foundamental qui ont comme agents sociauz danslarégulation du marché de
travail atraversles negotiations collectives, doivent s’engager serieusement
asurveiller I"accomplissemt delalegidation laboral e et sociale pour améliorer
|"accés al emploi des personnes handicappées..
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 L'emploi protégé est une formule d’ accés et insertion sociale pleinement
valide, que s occupe de la demande d’emploi de beaucoup des personnes
handicapées souffrant de difficultés spéciales.

e  Lasituation sociale desfemmes handicapées, souffrant destaux de participa-
tion au marché d’emploi, ainsi que de chdmage beaucoup plus négatives que
ceux des hommes handicapés demande |’ adoption des mesures d’ action
spécifiquesdefagon aque ce group soit un objective préférent despolitiques
actives d emploi adévelopper al’ avenir.

*  Enoutre, les politiques actives d' emploi développes les prochaines années
doivent mettrel’ accent danslapromotion del’ accésal’ emploi despersonnes
handicapésqui setrouvent dansunesituation plusgrave d’ exclusion du marché
de I'emploi, telles que les handicapés intellectuels, les personnes tres
gravement handicapées, |es maladies mentaux, les personnes avec une para-
lyse cérébrale, etc.

»  Lesnouvellestechnologies, utiliséesd’ une maniéreintelligente, sontunallié
naturel del’ intégration social e des personnes handicapées. || faut absolument
lutter pour empécher gue les nouvelles technologies non accessibles ou
dessinées sur |la base des critéres d’ exclusion en deviennent une bréche qui
écarte encore plus aux personnes handicapées de |’ emploi et des possibilités
vitales et existentielles que celui-ci offre.
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Mental Barriersin General
Labour Market Policy

Mikael Klein

The topic of this conference “transforming disability into ability”, puts the focus
on an exciting challenge. From alabour market point of view, the challenge con-
sistsin creating opportunities for persons with disabilities, to change from being
objects(targetsfor socia welfare) to become subjects (citizensempowered by their
own support).

Two years ago, the Swedish parliament adopted a national action plan for the dis-
ability policy, expressing the same ambition. This national plan is meant to influ-
enceall policy fieldsfor the next decade, andisentitled “ From Patient to Citizen”,
which by its name catches the same idea as the topic of this conference.

However | would like to change focus for amoment, and instead apply the ques-
tion on the labour market itself. We could start by asking ourselves about the con-
dition of working life of today:

In Sweden we have along political tradition of aiming for ahigh level of employ-
ment. Enforcing the possibility for every citizen to have a job and thereby their
own support, has been apriority for all. Looking at the conditions of today, we can
verify that unemployment rates of 4,3 % are quite low. Anyhow, alarge number of
the workforce of almost 6 million people is not participating in the job market.

For example, we have aimost half a million people who are provided with early
retirement pension. They are not in the labour market and do not have any impact
on the unemployment rates.

In the last couple of years, we have had a rapidly increasing number of people
suffering from long-term iliness, which has lead to dramatically increased costs
for the governmental finances. A large part of those being on sick-leave for long
time, suffer fromillnessesrelated to stress, mainly caused by their situation at work.

At the sametime, we still have groups of people that are not fully allowed into the
labour market, for example immigrants and persons with disabilities. Asin other
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parts of Europe, Sweden hasthe problem of an ageing population, which in anear
future will create an urgent lack of labour force.

So, to sum up the analysis of the Swedish labour market of today:

We have a situation where different groups are excluded from the labour market,
an increasing number of the working population getting ill because of their jobs,
and at the same time a lack of working force entering the job market. From the
Swedish Disability movement’s point of view, we draw the conclusion that we
actually have a“ disabled” working life. Or at least we have alabour market that is
unable to economise with the labour force.

With the challenge of transforming disability to ability, we can apply the question
not only to persons with disabilities, but to the labour market itself:

How do wetransform the labour market from the recent low ability into aworking
life capable of a healthy administration of the working force, including the ability
to benefit from every single citizen’s working ability?

Such a challenge demands essential changesin variousfields of the working life.
Our traditional understanding of working hours, working places and work organi-
sation hasto beredefined. If thelabour market shall be ableto safeguard theworking
capacity of every citizen, it hasto focus on the varying conditions for individuals
to carry out work. In that sense, we need aworking life much more adaptable to
different conditions within the manpower than today. Roughly speaking, we have
had the same structure within our working life since the start of industrialisation.
Even today the main ideais to get the manpower adapted to the conditions of the
|abour market in a much wider extent, than conversed.

Approaching the issue in such a different matter raises many questions: Is this
approach redlly redlistic or isit like reaching for Utopia? Who shall carry the re-
sponsibility for such adevelopment? And above al, doesevery citizenreally have
a capacity to work that could be of use for society?

The last of these three questions is perhaps the most interesting, at least from an
ideological point of view. The question puts our own view on peoplein focus.
Do wereally believe that every person in our society, to some extent can carry out
ajob that is useful for others? If we are talking about the labour market of today,
the definite answer to that question must of course be“No”. Today there are many
peoplewho cannot manage ajob, dueto variousreasons. It ishard to imagine how
that would be possible for al, even with great measures of support to those who
need it.
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However, our belief within the Swedish Disability Movement isthat each and every
person actually has a capacity (and also awish) to contribute to the benefit for the
whole society, if given the chance and the right circumstances.

If we want to enclose every citizen of our society in an equal citizenship, we must
guarantee equal rights for him. But not less important, every citizen must be pre-
pared to contribute to society aswell. Many people with disabilities are presently
denied both their rights and duties that follow with complete citizenship. These
incongruities arein the long run untenable for the prosperity and stableness of our
society. Amongst the obligations for every citizen, thereisthe duty to work. This
means that the society is obligated to create conditionsfor every citizento be able
to actually participate in the working life.

The United Nations Declaration of Human Rights is including the right to work
besides other fundamental rights. To fulfil our obligations of the declaration, we
cannot continue to create separate solutions in the labour market for people with
disahilities. Neither can we do so in other fields of our society. A much better way
to proceed is by trying to make the labour market itself adapted to all our citizens.
In that way, we can be sure of amuch more sustai nable devel opment of our work-
ing life and of society at large.

WEell then, whose responsibility is it to ensure a sustainable development of the
labour market? An easy answer to that would be that the responsibility lies on the
employers. Of causethey haveanimportant rolein the processasthey arein charge
of the conditions of each workplace.

But asweall carry similar cultural valuesand have similar views of the conditions
of working life and the working capacity of people, we all have to beinvolved in
a change of thinking. How often do we for example think about people with dis-
abilities mainly as an asset to the workforce?

Themain responsibility however lieson the power of the state. Despite everything,
the state has through legislation and through the power of its authorities, the pos-
sibility to start a process of change. Our cultural values and how we look upon
peoplewith disabilities, hasanimpact on how policiesare being designed. Weshall
not be naive and believe otherwise. Our common opinions, our prejudice etcetera,
are shared by both politicians and employees of the governmental authorities
working inthisfield. Our traditions and cultural values give us many benefits, but
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are also creating mental barriers, both in disability policies and in labour market
policies (which are of more concern in the context of this conference).

In the big political context, for example when the objectives for national or inter-
national labour market policies are being discussed, you very seldom find repre-
sentatives of rare experiences involved in the process. Mainly the discussion in-
cludes different experts of that political field but lacks the variety of experiences
needed to get a good result.

| would liketo give you ahighly topical example of this: Right now we are having
adebatein Sweden about theincreasing ill-health within the working life, and the
government isfumbling for solutionsthat will straighten up the growing deficit of
the national finances. They have put pressure on the parties of thelabour market to
find ways to prevent further increase of the problem. Unfortunately there haven't
been any successes in that matter yet.

The Disability Movement haven’t yet been invited into the discussion, and is prob-
ably not seen as having suggestions for feasible solutions.

And maybe we don’t have the necessary solutions? We certainly don’t have any
hidden trump card, but the point is that our experience is not even asked for.
Theissue of ill-health in the working life has now been a growing problem for the
Swedish government during the past three or four years. | guess the Disahility
Movements experience of dealing with theissues of ill-health and working lifefor
at least sixty years now, is considered too short atime to be worth asking for...

To end thisintervention in amore positive tone | would like to conclude our point
of view likethis: We all have good intentions of solving different problems, but we
easily focus on the matters that are different from the main stream. In matters of
labour market issues, we try to find solutions for those who do not fit in. Instead
weshould try to find ways of broadening the labour market, making it possiblefor
more peopleto actually fit in. If we could find ways to benefit from every citizens
individual ability, we would get access to new experiences that we lack today.
Amongst them the unique experiences that people with disabilities possess.

So, isthispossible or isit like reaching for Utopia?

| think thereisno objective answer to that question; we must al give ourselvesthe
answer to that. Instead | would like to raise a counter question:

Can our society in the long run afford to abandon the diversity of knowledge and
experience represented by our fellow citizens, might it be within thefield of work-
ing life or in the matter of policymaking?
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Moving towards Equality
for Disabled Londoners

David Morris

In 1981 | was contemplating why | was having such difficulty in getting ajob and
somewhereto live over abeer having just graduated and, probably embol dened by
all thepublicity around “thedisabled”, somebody decided to engage mein conver-
sation with my favourite chat up line of al time: “I’ve got afriend likeyou. Heis
a vegetable!” Two weeks ago probably emboldened by al the publicity around
European year, while | was contemplating firefighting procedures, over a beer,
somebody decided to ask whether they could borrow the ashtray on my table and
then returned to the party sitting on the table behind me and loudly announced:
“I’ve never talked to a cripple before. It wasn't as scary as | thought!”

Itisonthese occasionswhen | realise that for some people | still continue to exist
on another planet. The fact iswhen this attitude is linked into power; the amusing
anecdote becomes a dangerous experience. When we move beyond the arts and
access and being special and brave; When we ask questions and protest; when we
want to be in control of our lives, when we start to affect other people's* normal-
ity” theveneer startsto crack. Thefact isthat the experience of living asadisabled
person in 2003 is still too often the experience of exclusion; the experience of
humiliation; the experience of prejudice; the experience of discrimination.
Disablism is alive and well and just as pernicious and damaging as racism and
sexism and homophobia.

(David Morrisextract froma speech to launch GLA's Disability Capital initiative)

The Greater London Authority-what isit and what doesit do?

e TheGreater LondonAuthority (GLA) was created asanew form of strategic
citywidegovernment, consisting of an el ected Mayor and aseparately el ected
Assembly in 2000. The GLA stands apart from the London boroughs, look-
ing at the needs of London as awhole and representing the city on a national
and an international level.
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*  TheMayor is elected by the people of London every four years. The current
Mayor isKen Livingstone, who waselectedin May 2000. The Mayor’s pow-
ersand responsibilities are set out in the Greater London Authority Act 1999.
the Act imposes on the Authority a duty to promote equality of opportunity
for all persons irrespective of their race, sex, disability, age, sexua orienta-
tion or religion, to eliminate unlawful discrimination and to promote good
relations between persons of different racial groups, religious beliefs and
sexual orientation.

*  The Mayor sets the budget for the Metropolitan Police Service (under the
oversight of the Metropolitan Police Authority), Transport for London, the
L ondon Development Agency, the London Fire Brigade (under the oversight
of The London Fire & Emergency Planning Authority) and the GLA.

 Heisresponsible for setting policies on transport, buildings and land use,
economic development and regeneration, culture and the environment. He
has a duty to promote the health of Londoners. He must ensure that all of the
policies work together and that they benefit all Londoners.

»  ThelLondonAssembly acts as a check and balance on the Mayor. Elected by
the people of London, theAssembly consists of 25 members. Fourteen of the
members are elected to represent particular areasof London. Theother 11 are
elected by a system of proportional representation and are known as
L ondonwide members. They examinethe Mayor’sactivities, questioning him
about his decisions and scrutinising his policies. They are also able to inves-
tigate other issues of importance to Londoners.

TheMayor’s equality Vision

To create afair city, promoting social inclusion and tackling deprivation and dis-
crimination

We will be an equalities champion and leader in:

*  Promoting equality

e Chalenging and eradicating discrimination

*  Providing responsive and accessible services for Londoners

»  Ensuring our workforce reflects the diverse population of London
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The Social M odel of Disability —a tool for under standing disability equality
The GLA rejects the medical model of disability and accepts

*  that disability isasocia phenomenon

e that while many individuals have physical or sensory impairments or learn-
ing difficulties or are living with mental health needs, it is the way society
responds to these which creates disability and not the impairment

» that disablismisaform of oppression in the sameway asisfor examplerac-
ism, sexism and homophobia.

The medical model of disability encourages explanations for the discrimination
and disadvantage experienced by disabled people in terms of the features of an
individual’s body. The social model, however, encourages explanations in terms
of characteristics of socia organisation. The social model of disability makesthe
important distinction between ‘impairment’ and ‘ disability’ and isthe response of
the disabled peopl€e's civil rights movement to the oppression of disabled people.
Disability is caused by ‘barriers’ or elements of social organisation that take no or
little account of people who have impairments. It follows that if disabled people
are to be able to join in mainstream society, which is their human right, the way
soci ety isorganised must be changed. Removing the barriersthat exclude (disabl€)
people who have impairments will bring about this change.

Disabled Londoner s-some facts

*  Disabled Londoners are twice as likely to be unemployed than non-disabled
people. 11% of disabled Londoners are unemployed compared with 6% of
non-disabled Londoners. Young disabled people (26%) and black disabled
people (19%) are more likely to be unemployed.

»  Disabled workersliving in London are much more likely to be doing routine
and elementary jobs. Only 38% of disabled workerswere employed in mana-
gerial, professional and technical occupations compared with 53% of non-
disabled workers.

»  Disabled workers earn considerably less than non-disabled workers. The
average hourly wage for disabled Londonerswas £10.25. Thisis 20% lower
than the average for non-disabled Londoners.

e InLondon, 28% of disabled people want to work but do not have ajob, com-
pared to 11% of non-disabled people
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»  88% of white malenon-disabled people of working agewere employed, com-
pared with 30% of ethnic minority disabled women.!

»  Disabled peoplearelesslikely to have accessto education. Only 39% of disa-
bled 16-24 year-olds participate in some form of education compared with
50% of young non-disabled Londoners.

» Disabled people are generally less well qualified than non-disabled people.
Only 18% of disabled people have higher-level qualifications compared with
34% of non-disabled people.

* 11 %of disabled people have degreelevel qualifications compared with 22%
of non-disabled people.?

*  39% of disabled peoplehave no educational qualificationscompared with 19%
of non-Disabled people.

Putting disability equality on the agenda

Disability capital 2003 isamajor initiative to make sure that London takes alead
in promoting equal rightsfor disabled people. In order to take the disability rights
agenda forward during 2003

*  Wewill be undertaking a major consultation exercise in direct partnership
with all communities of disabled peopleto find out what are the major barri-
ersto equality and how these can be overcome.

*  Wewill belooking to use new and existing research to establish how far disa-
bled people are excluded from mainstream life in London focusing on pov-
erty, health, employment, education, housing, transport, crime and support
services.

*  Wewill bepublishing areport to bring together the results of the consultation
and research

*  Wewill be organising a magjor conference in December 2003 to launch the
report and provide aform for moving forwards towards equality.

*  Wewill be developing a disability equality scheme to ensure that disability
equality is mainstreamed into all aspects of the Authority’s work and raise
awareness of disability equality within the core GLA and functional bodies

Notes

1 Disabled people and the labour market: an analysis of the Labour Force Survey 2001/2002
GLA (2003)
2 London Household Survey
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L’ emploi des personnes handicapees en France

Agnes Roche de la Porte des Vaux

Dans un premier temps, je voudrai vous livrer un réflexion sur les conséquences
du contexte législatif francais concernant les personnes reconnues travailleurs
handicapés puis dans un deuxiéme temps vous faire partager notre expérience de
médiateur sur le marché de I’emploi.

Ladiscrimination positive contribue-t-elle a dépasser lesbarriéeres
psychologiques?

Laloi du 10juillet 1987 ainstitué en France |’ obligation d’ emploi destravailleurs
handi capés ( quotas de 6%) pour |es établissements de 20 salariés et plus. On parle
alors de « discrimination positive » en faveur des travailleurs handicapés.

Discriminer, ¢’ est defait, reconnaitrelesdifférences de nature des publics concernés.

Dansle domaine du handicap, ¢’ est considérer quele handicap est constitutif dela
personne: étre handicapé, ¢’ est ne pas étre comme les autres, non pasau niveau de

ladifficulté avivre dans la société mais dans ce qui fait I’ essence méme de I’ étre
humain, ¢’ est-a-dire sa qualité de sujet.

Ladiscrimination, méme positive, est antinomique de |’ égalisation des chances;
dans un premier temps, elle met a part et le mal est fait. Elle améme un effet plus
pervers, sur la personne elle-méme, qui va se persuader qu’ elle peut «exiger» un
emploi car elleest handicapée; d’ oulediscours de certaines personnes handi capées
«vousdevez m embalicher , vousavez desemploisréservés» et laviennent al’ esprit
des images de «réserves» ou encore la signification du qualificatif «réservé»:
bien sage dans mon coin, un petit emploi qui ne génera personne, sans exigence.

Ledroit autravail n’est pasun droit agéométrie variable selon |es caractéristiques
deI'individu. Et faire croire a la personne que son handicap peut lui donner une
identité professionnelle, ¢'est laleurrer et |lafaire aller aux devants de difficultés
d intégration dans le collectif de travail.
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Le stigmate devient I’ embléme: «mon handicap vous oblige a m’ embaucher et
alors la personne handicapée peut se dispenser des obligations de tout salarié.

D’ autre part, dans un contexte économique ou hombre de personnes sont exclues
du marché du travail, ce «passe-droit» isole les travailleurs handicapés de la
communauté des chercheurs d’ emploi.

Le développement important en France des dispositifs spécialisés a contribué a
cette mise a I’ écart; les établissements de reclassement professionnel n’ont pas

toujours bénéficié des avancées du réseau de droit commun et ne sont souvent plus
en prise avec le milieu économique d’ ou la nécessité, aujourd’ hui, de dével opper
une énergie considérable pour désenclaver les acteurs du champ du handicap.

Et pourtant, notre Iégislation, en braquant les projecteurs sur les personnes
handicapées, apermisde mettre en place desdispositifsqui ont largement contribué
adémystifier le handicap, a modifier |a représentation collective, a mobiliser des
ressources pour compenser la déficience et a contraindre les entreprises a une
politique volontariste.

Méme si la France reste encore largement ancrée dans |’ obligation d’ emploi, les
loisdu 12 juillet 1990 relative ala protection des personnes contre la discrimina-
tion en raison de leur état de santé ou de leur handicap et du 16 novembre 2001
relative a la lutte contre toute forme de discrimination devraient nous obliger &
proscrire ceterme de discrimination positive. Nous pourrions certainement, méme,
aler plusloin: cesdistinctionsjustifiées qui se sont traduites par lamise en place
de politiques volontaristes et de traitements différentiels doivent étre considérées
comme des entorses temporaires au principe d' égalité et nous permettre,
aujourd’ hui, de construire une réelle politique de non-discrimination basée sur
I’ engagement contractuel, un enrichissement des compétences et une protection
contre toute forme de discrimination.

Adecco: I’accés al’emploi des per sonnes handicapées par le travail
temporaire.

Depuis 17 ans, I’ entreprise Adecco S est investie pour développer I’ insertion des
personnes handicapées.

Elle a fait le choix stratégique de ne pas créer d agences spécialisées pour les
personnes handicapées mais de développer des moyens d’ accompagnement, de
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formation et d’'expertise pour que dans ses 1000 agences en France, ses
professionnel s soient en capacité d’ accueillir, d’ évaluer, de déléguer des personnes
handicapées mais aussi de sensibiliser nos clients a |’accueil de personnes
handicapées. Dans cet abjectif, elle amis en place un pdle national «Handicap et
Compétences» qui anime, forme et accompagne 20 chargés de missions régionaux.

Le travail temporaire est un excellent moyen de faire passer le message de la
compétence des personnes handicapées; rien nevaut I’ expérience dansun contexte

qui ne soit pastrop contraignant pour I’ entreprise. Laclef d’ entrée est laqualifica-
tion demandée par notre client: si nous déléguons chez lui une personne

correspondant acette demande, il nousest facile, lorsdu bilan defindemission de
lui faire reconnaitre que le handicap delapersonne n’ apas été un obstacle et delui

permettre d' avoir un autre regard sur les personnes handicapées.

Aujourd’ hui, lesbarriéres psychol ogiques sont bien souvent davantage du cté des
personnes handicapées qui N’ osent pas pousser la porte d’ une agence de travail
temporaire ou qui ont une fausse image du monde professionnel. De cefait, elles
ont des difficultés a s adapter au contexte de plus en plus mouvant et exigeant de
I’ entreprise. Mais plusencore que ces barriéres psychol ogiques ce sont desbarriéres
deniveau de qualification qui sont bien souvent rédhibitoires. En France, 75% des
personnesreconnuestravailleurshandicapésont unniveauV ouinférieura V (CAP/
BEP). Il y aaussi un certain nombre de personnes handicapées qui ont uneformar
tion incompatible avec leurs capacités réelles: un technicien réseau informatique
qui est sourd et ne peut donc pas utiliser le téléphone, par exemple.

Je pense égal ement quel es personnes handi capées et | es associ ations doivent mettre
en avant les réussites ( |I'exemplarité est un trés bon moyen de faire passer des
messages) et ne pas sans cesse montrer du doigt lesentreprisesqui ont fait beaucoup
évoluer lamentalité de leur encadrement.

Il reste certainement beaucoup afaire mais nous avons la volonté de mettre notre
conviction et notre professionnalisme au service des personnes handicapées et de
nos entreprises clientes.
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Andrews, Emily S. is aLead Economist at the World Bank. She specializesin
social protection issues in transition economies, including old age and disability
pensions, labor market developments, and social assistance. Her work has taken
her to over a dozen countries in Europe and Asia. Earlier in her career, Ms. An-
drews worked for the US government, academia, and the private sector. Immedi-
ately prior tojoining the Bank, she was Senior Economist at Mathematica Policy
Research, Inc. and, before that, Research Director for the Employee Benefits Re-
search Institute. Her government work included positions at the Department of
Labor and the Socia Security Administration. Shereceived her Ph.D. in Econom-
icsfrom the University of Pennsylvania.

Apfel, Kenneth holds the Sid Richardson Chair at the LBJ School of Public Af-
fairsat the University of Texas at Austin. From 1997-2001, he served as Commis-
sioner of the Social Security Administration. Before 1997, he served in senior ca-
pacities at the Office of Management and Budget in the Executive Office of the
President and at the U.S. Department of Health and Human Services. From 1980
to 1993, Apfel worked on Capitol Hill for Senator Bill Bradley and for the U.S.
Senate Budget Committee. From 1978 to 1980, he held a Presidential Manage-
ment Internship at the U.S. Department of Labor.

Asgeirsdéttir, Berglind an I celandic national, is one of the four Deputy Secretar-
ies-General of the Organisation for Economic Co-operation and Development
(OECD) based in Paris. Within OECD, sheis, among other things, responsiblefor
overseeing work on the environment, education, health, labour and social policy
aswell as for the multidisciplinary projects on Health and on Sustainable Devel-
opment which involves most OECD Directorates. Before taking her current ap-

pointment in September 2002, Ms. Asgeirsdéttir was Secretary-General in the
Ministry of Social Affairsin Iceland most recently since 1999 and between 1988
to 1996. In this capacity , Ms. Asgeirsdéttir was responsible for the leadership of
theMinistry of Social Affairsinitsresponsihilitiesin theareaof employment, state/
municipalities relations, socia services, housing, gender equality, child welfare,
migration and refugee issues. Ms. Asgeirsdottir was Secretary-General of the

Nordic Council in Copenhagen from 1996 to 1999, which is the forum for inter-
parliamentary co-operation.
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Askenazy, Philippe Researcher at CNRS and CEPREMAP (Paris, France), and
Assistant Professor at the Ecole Nationale d’ Administration. Published worksin,
e.g. Economic and Industrial Democracy or Journal of Economic Theory, dealing
with the consequences of innovative workplace organi zation and information and
communication technology on working conditions and firm performance; growth
in open economy; and dynamical optimisation. Thirty-one years old, Philippe
Askenazy is the youngest economist to have received a Great Prize from the
Académie des Sciences Morales et Politiques.

Barnes, Colin isadisability activist, writer and researcher with an international
reputation in thefield of disability studies and disability research. Heisamember
of several organisations controlled and run by disabled people and research direc-
tor for the British Council of Disabled People (BCODP). He teaches disability
studies and is the founder and Director of the Centre for Disability Studies, an
independent publisher: The Disability Press, and the electronic Disability Archive
UK. Heisan executive editor, reviews editor and regular contributor to the inter-
national journal Disability and Society - formerly Disability, Handicap and Soci-
ety. Hismost recent publicationsinclude Disabled Peoplein Britain and Discrimi-
nation (1991 reprinted in 1994 and 2000); Disabled Peopleand Social Policy (1998)
with Mike Oliver; and Exploring Disability: aSociological Introduction with Geof
Mercer and Tom Shakespeare.

Bengtsson, Steen is Senior Researcher at the Social Research Ingtitute in Copen-
hagen and A ssociate Professor at the University of Roskilde, Denmark. Inthe 1980s
he conducted research on disability pensions inspiring the reform of the 1990s
building on decentralisation and active orientation. From 1991-92 hewason leave
tofunction associal policy consultant with the Danish Council of Organisations of
Disabled People. He has also done research on living conditions for people with
disabilities. In later years hisresearch has mostly been concerned with the quality
of social services and the relation between citizens and authoritiesin this connec-
tion, and recently he has also returned to his work on disability pensions.

Burkhauser, Richard V. isthe Sarah Gibson Blanding Professor of Policy Analy-
sis and Chair of the Department of Policy Analysis and Management at Cornell
University. Heisamember of the Technical Committee on Assumptions Panel for
the Socia Security Advisory Board and aformer member of the TTWWIA Advi-
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sory Board to SSA. He is the co-editor of the forthcoming book: The Declinein
Employment of Working Age People with Disabilities: A Policy Puzzle. He has
published widely on the behavioural and distributional consequences of disability

policy

Castellano, Carlo is Chairman and Managing Director of Esaote S.p.A., one of
the world’s leading producers of medical diagnostic systems. Formely Associate
Professor at the University of Genoa, heisVice-President of the Health Commit-
tee BIAC; member of the Economic Affairs Committee Cocir, the Eurpean Caoor-
dination Committee of the Radiological and Electromedical Industries; member
of INFN, the Italian National Institute for Nuclear Research as well as holds a
number of other positions in international bodies and societies.

Durand, Martineis Deputy Director of the Directorate for Employment, Labour
and Social Affairs at the OECD. Prior to her appointment to this post in 2002 Ms
Durand worked as the Deputy Head of OECD Secretary General’s Private Office,
dealing with all substantive and administrative matters requiring the Secretary
General’s attention aswell asthe preparation of the Secretary General’s speeches.
From 1997-2001 she was the counsellor for economic paliciesin the office of the
OECD’schief economist. Prior to this, she occupied various positionsin the OECD
Economics Department. An economist and statistician by training, Ms Durand is
the author and co-author of several OECD articles and publicationsin the area of
international competitiveness, foreign trade and investment, public finances in
saving and investment and analysis of macroeconomic development and policies
in OECD member countries.

Endean, Rebeccaisa Senior Economic Adviser intheWorking Ageand Children
Strategy Directorate of the Department of Work and Pensions.

She heads adivision which isresponsible for analysis and evaluation of pro-
grammesto help disabled and incapacitated people engage with the labour market
and find work and state benefits for disabled people. Work is currently being un-
dertaken on the evaluation of the New Deal for Disabled People and the recently
announced pilotsaimed at providing an integrated package of help for incapcitated
people. She has previously worked within Government on a range of social and
labour market policy aress.
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Feldes, Wer ner is Senior Manager at the Department of Disability Politics, Reha-
bilitation and Older Employees of the IGMetall Workers Union, Germany. Heis
responsiblefor policy-making, consultation, project management, organisation and
team development, as well as afacilitator.

Furrie, AdeleisPresident of Adele Furrie Consulting Inc., aprivate company that
provides research and analytical servicesto governmental and non-governmental
organizations. The company’sfoundationisthe extensive experiencethat Ms. Furrie
gained from her national work in disability, human rights and Aboriginal issues at
Statistics Canada aswell as her international work through consultancies with the
United Nations Statistical Division. Sinceforming her company in 1995, Ms. Furrie
has worked with government officials and researchers in Canada, New Zealand
and the United Statesto provideinformation that informssocia and economic policy
development to address disability issues.

Golinowska, Stanislawa Professor of Economics at the Jagiellonian University
in Cracow. 2002 Director of the Institute of Public Health at the Jagiellonian Uni-
versity, former Director of the governmental research Ingtitutefor Labour and Social
Studies (IPiSS) at the Ministry of Labour and Social Policy. Since 1996 member
of the Rada Strategii Spoceczno-Gospodarczej (Council of Economic and Social
Strategy) as an advisor for the Polish government.

As a co-founder and vice-chairperson of the Foundation Council from 1992
she closely co-operates with CASE (Centre for Social and Economic Research),
an independent Polish think tank organisation oriented towards countriesin tran-
sition. Author of numerous articles and books on social aspects of economics and
socia policy reformsin Poland and other Central and Eastern European Countries.

Grizzard, W. Roy was nominated by President Bush to be the first Assistant Sec-
retary for Disability Employment Policy and was confirmed by the Senate on July
26, 2002. Dr. Grizzard isresponsible for advising the Secretary of Labor onissues
related to the employment of people with disabilities. He works with all agencies
within the U.S. Department of Labor to provide leadership in the Department’s
efforts to increase employment opportunities for adults and youth with disabili-
ties.

Prior to joining the Department of Labor, Dr. Grizzard served for six yearsas
Commissioner for the VirginiaDepartment for the Blind and Vision Impaired. This
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state agency provides comprehensive servicestoVirginia'scitizenswho areblind,
visually impaired and deaf blind. Prior to his appointment as Commissioner, Dr.
Grizzard was ateacher and administrator in Henrico County Schools.

Haines, Hartmut, studiesin laws, economics, psychology; experience in indus-
trial financing. Since 1971 working with the German Federal Ministry of Labour
and Social Affairs (since 2002: Health and Social Security), since 1982 as senior
ministerial expert in the field of rehabilitation, integration, and participation of
disabled persons. Preparation of German legislation and of political reports; or-
ganization of rehabilitation research and the database REHADAT,; international
activities, e.g. inthe ILO, Council of Europe, European Union, and OECD; coun-
sellinginthisfield, e.g. during the German unification process, in Western, Cen-
tral and Eastern Europe, and overseas; publicationsin the field.

Hocquet, Jean-Yves is Deputy Director General of the Department for Social
Welfare at the French Ministry of Social Affairs, Labour and Welfare. Before that
he was Regiona Delegate for Saint Gobin Development (1996-2001), Deputy
Director for Professional Training and Deputy Director for Labour Relationships
at the French Ministry of Labour (1991-1996), and Deputy Director of the French
National Agency for the Improvement of Working Conditions (1988-1991). He
studied Political Sciences, Law and Economical Sciences.

Hoskins, | renehasserved as Senior Technical OfficerintheAgeingand Life Course
programme of WHO since 1998. Prior to joining WHO, she served as Senior Pro-
gramme Specialist and International Representative of AARP (American Asso-
ciation of Retired Persons) to the United Nations and its specialised agencies. Her
career spans over 20 years of professional activities devoted to international age-
ing issues, including policy development, publications, management of research
projects and advocacy. She was educated in Germany (University of Heidel berg),
Switzerland (University of Geneva) and the United States (George Washington
University).

Hvinden, Bjarn is Professor of Sociology at the Norwegian University of Sci-
ence and Technology and Scientific Advisor to the Welfare Research Programme
of the Research Council of Norway. He has written and lectured about disability,
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activation and employment policies, comparativewelfare, sl f-organi sation among
marginal groups and the situation of Romany peopleintheNordic countries. Heis
currently leading aNordic project on Active Citizenship and Marginality in aEu-
ropean Context. He is the author of Divided against Itself. Integration in Welfare
Bureaucracy (1994), and has co-edited and co-authored Nordic Social Policy (1999),
Nordic Welfare States in the European Context (2001) and Disability Policiesin
Europe (2001).

deJong, Philip ispartner in APE, aresearch and consultancy bureau focussing on
the public sector, and De Kruyff Professor of Economics of Social Security at the
University of Amsterdam. Before his involvement in APE he worked at the De-
partment of Economics of the University of Leiden (from 1977 until 1998), and
was De Kruyff Professor of Economics of Social Security at Erasmus University
Rotterdam (1992-1999). De Jong has published extensively (in English and in
Dutch) on the micro-economic and public policy aspects of social welfare pro-
grammes. He regularly serves as a consultant to Dutch and foreign governments
and international organisations (World Bank, OECD, ILO).

Kalisch, David isan economist, with an interest in labour markets, socia policy
and public policy. He has been an Executive Director in the Department of Family
and Community Services, first looking after Economic and Social Participation
policiesand programs (including managing income support and employment serv-
icesfor peoplewith adisability) and then to co-ordinate the Welfare Reform agenda.
He hasjust moved to the position of Executive Director, Family and Children. In
1997-98, he worked at the OECD in the socia policy division and was then with
theAustralian Permanent Del egation to the OECD in Paris between 1998 and 1999.
Hewas Chief of Staff to aformer Australian Minister for Social Security in 1996-
97.

Klein, Mikae hasthe position of policy officer, responsiblefor [abour market issues
at the Swedish Disability Federation, an umbrellaorganisation for the main part of
Disability Associationsin Sweden. The main task during 2002 has been to elabo-
rateajoint policy programmefor the disability associations, targeting working life
and labour market policy. His professional background isin various assignments
within the Disability Movement of Sweden, mainly the youth organisations.
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Kosic, Vladimir Head of Regional NGOs for disabled people since 2000. He has
taught English literature and language until 1998. Quadriplegic since 1964 after a
diving accident. In 1975 (Naples) he founded the FRI (Radical Front of Invalids),
in 1977 (Caserta) the LpH (League of Handicapped People Problems), in 1978
(Rome) the League for the Right to Work of Handicapped People. Since 1985,
leading rolesin regional NGOs. Recently, one of the main organizers of the Inter-
national Conference on Health and Disability, Trieste (17-20 April, 2002), held by
WHO, the Italian Ministry of Health, and the Regional Government of Friuli-
VeneziaGiulia.

M abbett, Debor ah is an academic who has worked on a number of social policy
research projects for the UK and New Zealand governments, the European Com-
mission and the World Bank. Most recently she was project manager for the EC's
“Definitions of Disability” project (www.brunel.ac.uk/depts/govn/research/
disability.htm). She has a PhD in Economics from Oxford. Her publications in-
clude Trade, Employment and Welfare (Oxford University Press, 1995), and aca-
demic papers on multi-level governance, socia insurance, free movement in the
European Union and the comparative analysis of welfare states.

Marin, Bernd is Executive Director of the European Centre for Social Welfare
Policy and Research, formerly Professor of Comparative Political and Social Re-
search at the European University Ingtitute (EUI) in Florence. He is expert and
policy advisor on pension reforms, and international rapporteur to United Nations
ministerial conferences on social affairs and ageing 1993-2002. His recent publi-
cationsinclude Facts and Figures on Disability Welfare (2003, with C. Prinz); the
Introduction to European Disability Pension Policies (2003, ed. C. Prinz); Innova
tive Employment Initiatives (2000, with D. Meulders and D. Snower); Pensions-
reformen (1999, with C. Prinz); Managing AIDS (1997, with P. Kenis).

Morris, David works as Senior Coordinator Disability for the Greater London
Authority (GLA). He is responsible for coordinating and developing disability
equality initiatives, particularly adisability equality schemedesigned to ensurethat
the GLA isproactivein developing adisability rights based agenda. He hasworked
in the disability rights movement in the UK over a number of years and has spe-
cific experience and expertise of advocacy, employment, independent living and
personal assistance.
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Nydegger Lory, Brunosince 1998 is Scientific Collaborator at the Federal Office
for Social Affairs, Research and Development Unit, with the main topic of “dis-
ability”. From 1994-1998 he did research and evaluationin thefield of drug policy
at the Addiction Research Institute in Zurich, Switzerland.

Palme, Joakim is Director of the Institute for Futures Studies in Stockholm and
an associate of the Swedish Institute for Social Research at Stockholm University.
Hisresearch focuseson the development of welfare state ingtitutions, and the causes
and conseguences of thisdevel opment. He has published on the pension rightsand
pension reform, the public-private mix in social protection, as well as on health
and socia insurance. Recently, he chaired the Welfare Commission, alarge survey
of the state of welfare in Sweden. He is currently involved in research on recent
welfare state transformations in a comparative perspective.

Pearson, Mark is Head of the Socia Policy Division at the OECD, responsible
for work on policy advice to governments on how best to integrate income trans-
ferswith social and employment servicesin order to help individual sto fulfil their
potential and to support adynamic economy. Previously, hewashead of aunit which
worked on employment-oriented socia policy at the OECD, where he oversaw work
on reform of thetax and benefit system; work incentives and policiesto makework
pay; social indicators; social expenditure statistics; social assistance systems; fam-
ily-friendly policies; sustainable devel opment and links between social protection,
inequality and economic growth. Prior to thisjob, heworked at the Fiscal Affairs
division of the OECD ontax policy analysisand statistics. Beforemoving to Paris,
he was employed by the Ingtitute for Fiscal Studiesin London, looking inter alia
at the taxation of multinational enterprises, the move by transition economies to
market-based tax systems, European tax harmonisation and environmental taxes.
He has been a consultant for the World Bank, the IMF and the European Commis-
sion. He was editor of the journal Fiscal Studies and is on a number of editorial
boards, including that of OECD Economic Studies and the European Journal of
Social Security.

Pérez Bueno, L uis Cayo is Director of the Spanish National Council of Disabled
Representatives, CERMI. He holdsaDegreein Law and has specialised in Juridi-
cal Philosophy. He has professional experienceinthesocial field of disability since
1994 and held several positions in SERVIMEDIA, the ONCE Foundation and
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ONCE. A publisher, writer, poet and translator, he has published alarge number of
works and tranglations, not only of literary creation but also concerning disability

aspects.

Prinz, Christopher isthe main author of the OECD report “ Transforming Dis-
ability into Ability”. Degrees in statistics and demography; 1989-1994 Research
Scholar inthe Population Project at the International Institutefor Applied Systems
Analysisin Laxenburg, Austria; 1995-2000 Head of the Social Policy Modelling
Unit at the European Centre for Social Welfare Policy and Research in Vienna,
Austria; sinceApril 2000 Administrator in the Social Policy Division at the OECD
inParis, France. He planned and directed several international comparativeresearch
projectsin the area of demography (population ageing, family change) and social
policy (pension reform, family policy, disability policy) and isthe author or editor
of several books on these subjects.

Queisser, Monika is Principal Administrator in the Social Policy Division at the
OECD. She works on retirement systems, disability policies, income distribution
and other social policy issues. Prior to joining the OECD, sheworked in the Finan-
cial Sector Development Department of the World Bank, in the pensions and in-
surance group. She has worked with governments in Latin America, Eastern Eu-
rope, Asia, and Africa and has published severa articles and studies on pension
reform issues.

Rochedela PortedesVaux, Agnés1999-2003 Responsable National e Péle Handi-
cap et Compétences — ADECCO, 1992-1999 Directrice adjointe d’ un organisme
de placement pour travailleurs handicapés— Ohé Prométhée Finistere, 1985-1992
Responsable d’ un organisme de formation — Atelier Pédagogique Personnalisé

Rydh, JanisChairman of various Governmental Committees, e.g. from 1999-2002
of the official Inquiry into The Swedish Insurance Scheme. Before that, he was
Governor of the Swedish Province of Vastmanland (1991-1999) and President of
The Swedish Savings Banks Association (1979-1991).
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Samoy, Erik since 2000 Director of the research department of the Flemish Fund
for People with disabilities. PhD in sociology and PhD on Employment Policies
for Peoplewith Disabilitiesin Belgium at the University of Leuven, Belgiumwhere
he worked for 25 years as aresearcher in the field of social care and disability at
the Department of Sociology and at the Higher Institute of Labour Studies.

Saraceno, Chiaraisfull Professor of Sociology of the Family at the Faculty of
Political Sciences of the University of Turin, Italy, where she also teaches com-
parative social systems. From 1991-1998 she was Head of the Department of So-
cia Sciences, presently she is head of the Inter-department Center for Women's
Studies. From 1999-2001 she was Chair of the Italian Povery Commission at the
Office of the Prime Minister and from 1995-2001 Consultant to the Minister of
Social Affairs on issues concerning poverty, social exclusion and family policies.
Her current research interests include socia policies and poverty; comparative

family patterns and policies; patterns of local welfare regimes; gender inequali-

ties and differences.

Sarfati, Hedvaisapolitical scientist and analyst of comparative employment, social
protection and labour relations policies and practice. She is a consultant for the
Geneva-based International Social Security Association (ISSA), for whom she
directed an international research project on the labour market and social protec-
tion reformslinkagesin the OECD and CEEC countries, the results of which were
published in 2002. During her career at the International Labour Office (ILO), she
was Director of the Industrial Relations and Labour Administration Department;
Chief of the Salaried Employees and Professional Workers Branch; Chief Editor
of the ILO quarterly Social and Labour Bulletin.

Her two latest books are Labour Market and Social Protection Reforms in
International Perspective: Parallel or Converging Tracks?, with Giuliano Bonoli
(2002); Flexibilité et création d’ emplois: un défi pour le dialogue social en Europe
(1999).

Scherer, Peter isthe Counsellor to the Director of the Employment, Labour and
Socia Affairs Directorate at the OECD, Paris. After studying at the Monash Uni-
versity, the Australian National University and Cornell University in the US, he
lectured at Sydney University and wasaresearch fellow at theAustralian National
University. Hethenworked invarious Australian Government Departments, even-
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tually becoming Acting Director of the Bureau of Labour Market Research. When
that Bureau was abolished in 1986, he came to the OECD, initially heading the
Division responsible for the annual OECD Employment Outlook. From 1981 to
June 2002 he was Head of the Social Policies Division. He has published in the
fields of labour economics, industria relations, comparative social expenditures
and social policy trends.

Schmidt, Christoph M. Since October 2002 President of the RWI (Rheinisch-
Westfalisches Institut fir Wirtschaftsforschung). From 1995 until 2002 he was
Professor of Econometricsand L abour Economicsat the University of Heidelberg.
Schmidt was awarded a Princeton University Fellowship, 1987-1990, the Alfred
P. Sloan Doctoral Dissertation Fellowship, 1990-1991, and was a fellow of the
Deutsche Forschungsgemeinschaft (DFG) 1992-1995. Since 1992, he has been a
Research Affiliate of the Centre for Economic Policy Research (CEPR), London,
since 1996 a CEPR Research Fellow, and since 1998 heis also a Research Fellow
at the Institute for the Study of Labour (IZA), Bonn. From 1996 to 2002 he was
Editor of the Journal of Population Economics.

Snower, DennisJ. is Professor of Economics at Birkbeck College, University of
London; Director of the Welfare State Program at |ZA; and Fellow of the CEPR,
London. Heoriginated the“insider-outsider” theory of employment and unemploy-
ment withAssar Lindbeck, thetheory of “high-low search” with SteveAlpern, and
the “chain reaction” theory of unemployment with Marika Karanassou. Hewas a
seminal contributor to the macroeconomics of imperfect competition, and has
published extensively onlabour economics, macroeconomic theory and policy, and
the design of welfare systems.

He is the architect of the Benefit Transfer Programme for the unemployed,
versions of which have been adopted in various OECD countries. He was a core
member of the UK Treasury Academic Panel on Labour Markets and advises the
governments of several continental European countries on employment policy.

Strimpel, Charlotte has been a researcher at the European Centre for Welfare
Policy and Research since 1993 and Programme Coordinator of the Programme
Area“Ageing, Care policies and Social Services’ since 2000. Her research inter-
ests and publications include vocational integration of people with a disability,
integrating health and social servicesin the care of the elderly, volunteering aswell
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as political participation of older people. Most recently she was the European co-
ordinator for the project “ QUIP-Quality in Practice: Stakeholders' Views on Sup-
ported Employment” (www.quip.at) and Austrian project coordinator of the” Defi-
nitionsof Disability” project that wasled by Brunel University (www.brunel .ac.uk/
depts/govn/ research/ disability.htm).

Taipale, Vappu has been the Director General of the National Research and De-
velopment Centrefor Welfare and Health (STAKES) since 1992. Shewas Profes-
sor in Child Psychiatry at the University of Kuopio from 1980to 1982, Minister of
Health from 1982 to 1983 and Minister of Social Affairsfrom 1983 to 1984. She
has acted as advisor and chairperson to a number of Finnish state committees on
socia and health affairs. 1998-2002 Expert to the EU on Ageing and chairperson
of the Fifth Framework Programme External Advisory Group on Key Action“The
Ageing Population”. Membership of the Council of the United Nations University
(2001-2006).

Tromel, Stefan is Director of the European Disability Forum. Before that, he
worked for ten years with the Spanish Fundacion ONCE where he was in charge
of the promotion and development of disabled people.

van der Ploeg, Rick isProfessor of Economic Policy at the Robert Schuman Cen-
tre, European University Institute, Florence and Research Fellow of CES-Ifo,
Munich. Former State Secretary for Education, Culture and Science (1998-2002)
and Chief Financial Spokespersonin Parliament for the Dutch Labour Party (1994-
1998). Also, previously Professor of Economicsat Tilburg University (1985-1991)
and the University of Amsterdam (1991-1998). Before that at the University of
Cambridge (1977-1983) and the London School of Economics (1983-1988). His
research interests are in the twilight zones between international macroeconom-
ics, public finance, the welfare state, the environment, and political economy.

Wagener, Raymond PhD in Mathematics. Head of the Statistical, Actuarial and
Socia Programming Department of the I nspection générale de la sécurité sociale
in Luxembourg. Teaches at the Master Programmein Social Protection Finance of
the University of Maastricht, Netherlands.
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Wilensky, Harold L. is Professor Emeritus of Political Science. HeisaFellow of
theAmerican Academy of Artsand Sciences and the author of 13 books, including
“Rich Democracies. Political Economy, Public Policy, and Performance” (2002),
“The Welfare State and Equality” (1975). His publications deal with four main
problems: theinterplay of knowledge and power, therole of the expert; the ascend-
ance of the mass media in politics and culture; the fate of minority groups; the
politics of taxing and spending and the welfare state. Beforejoining the University
of Californiaat Berkeley in 1962, he taught at the University of Michigan and the
University of Chicago
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