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1. |IDENTITY OF THE RESPONDENT

Please identify yourself and the organisation on behalf of which you are replying to this consultation

Name

Autisme-Europe

Organisation
(including a short
description of its mission
and membership)

Autism-Europe (AE) ensures effective liaison amange
than 80 member associations of parents of persidhs w
autism in 30 European countries, including 20 Mengiates
of the European Union, governments and European and
international institutions. It cooperates with atbd)
networks striving to promote anti-discrimination.

AE strives to allow people with autism to enjoy Hane
rights than the rest of the European populatiors€trights
should be enhanced and protected. They are anchmtieel
declaration for the rights of People with autisrectpum
disorders (ASD) presented during the 4th AE Corgyies
1992 and adopted as a written declaration on 9t 1886
by the European Parliament. AE also fully endoteedJN
Convention for the Rights of Persons with Disaiaitratified
in 2007 and has been involved in its preparation.

Its main activities include:




1. Represent persons with ASD towards all EU instihs
2. Promote the rights and dignity of persons wiSDA

3. Promote awareness on the appropriate care, teslucand
well-being of persons with ASD

4. Liaise with other Non-Governmental Organizatieharing
similar objectives

5. Promote the exchange of information, good prastand
experience

AE is one of the key EU network in the field of alility
supported by the Programme PROGRESS of DG EMPL to
fight against discrimination.

Expertise gleaseprecise
the ared

Disability rights/ Specific needs of persons wAtlitism.

Expertise regarding positive actions needed aeoto allow
persons with ASD to have access to proper sereicds
facilities ensuring early, life-long, effective edhiion,
vocational training, and habilitation programmes.

Contact details
(notably e-mail address)

Aurélie Baranger - Director

Autism-Europe

Rue Montoyer, 39 — bte 11

1000 Bruxelles

Tel : #4322 6757505 - Fax : +322 6757270
secretariat@autismeurope.org

www.autismeurope.org

2. THREATS AND OPPORTUNITIES OF AGEING IN RELATION TO INTERGENERATIONAL

SOLIDARITY

Please explain briefly how your organisation perceives the challenges and opportunities in relation
to intergenerational solidarity in a context of accelerating demographic ageing.

Autism-Europe would like to stress the fact thatalbthe population is living longer and
healthier lives. Studies have shown that life exgexy of people with mental disabilities
Is significantly shorter than the rest of the pepioin.

Nevertheless, ageing of general population affeetgple with ASD also, and implies the
need to provide a proper support after their fagildeath or breakdown. Most provision
for adults with ASD comes from families, as a nrattefact, but when family care is not
available any more an alternative support mustroeigeed. The provisions for elderly
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persons with ASD should not be simply a “parkingiit ensure them to be respected
citizens and participate in community activitiesaagone else.

ASD features do not necessarily improve with againiy if they did not have access to
proper education and habilitation programmes. Gn dbntrary, elderly persons with
ASD can show more complex needs in terms of heedtte and support. As a
consequence, ageing of persons with ASD impliesamy the need for a life-long
qualified support, but also enhanced intensityhefdare in their elderly age.

In contrast, many elderly persons with ASD or otltemplex dependency needs
disabilities are placed in large, segregating tastins, as well as young adults with ASD
or other complex dependency needs disabilities,setiamilies are not likely to be able
to ensure fundamental rights to life-long, effeeteducation, habilitation and inclusion.
To their detriment, neither the community nor tlodigy makers in many cases are ready
to accept to support adequately long-term deperydand to provide the financial and
professional resources needed. The issue of agégrsons with ASD open therefore a
wider debate on the de-institutionalisation pro@ss its meaning for persons with ASD.

The needs of ageing people with autism are the smsmose of other ageing people:
economic, social, residential and affective, butgragated by the neurological,
physiological and psychological factors linkedheit specific condition.

Additional problems they face are the following:

. Health problems due to associated diseases, dagoeffects of medical drugs;
. Communication and interaction problems that el lto isolation;
. Behaviour problems that may arise or be aggravég communication and

interaction problems.
. Residential problems:

Living at home — no longer possible without a cérecause of the ageing parents
of persons with autism.

Staying in the same day centres or workskhoggeing persons with autism must
sometimes leave their day centres and go to inadeqplaces such as hospitals or
ordinary residences for older people not specificdapted to people with autism.

. Lack of a lifelong learning environment - Persovith autism have considerable
learning disabilities and in most cases are vayw searners. Often they must leave their
usual structured learning environment, therefosenp the visual cues they need.

. Lack of trained staff for ageing persons withismtor with complex dependency
needs

. Lack of realistic and appropriate financial sugpe most European countries



3. PoLIcY MEASURES REQUIRED TO AVERT SUCH THREATS OR EXPLOIT THE
OPPORTUNITIES AND HENCE PROMOTE INTERGENERATIONAL SOLIDARITY

What policy measures would your organisation recommend to preserve or promote intergenerational
solidarity? What obstacles need to be overcome to implement such policies; in particular, isthere a
lack of awareness and resistance to change?

In order to promote intergenerational solidarityl dackle the specific needs of persons
with ASD, the following rights should be enforcedhtably through the implementation
of the UN Convention on the rights of persons wiittability:

-The right to an independent life and self deteation

Persons with autism and other complex dependenegsner their representatives have
the right to decide their future and to ask forithplementation of the rights stated in the
UN Convention on the rights of persons with diséibg

- The right to realistic and adequate financialpurp

Persons with autism and other populations with mlemn dependency needs
should be able to live independently in the couwntirfeurope where they were born or
reside and have the same rights to realistic aptbppate funding:

. To have access to a good quality of life in teohphysical, emotional, social and
material wellbeing

. To have an environment that fosters communicaton is adapted to the
problems of behaviour faced by persons with autism

. To live a healthy and inclusive life in the commity

. To choose a way of living either at home or iresidential setting with adequate
support from health and education services

Closing institutions is easy if one has little cent for what happens to residents. The
challenge is to build good community care servicespecting human rights and ensuring
quality of life by meeting the individual needs thie users. The great deal of support
needed by people with ASD in community based livéegvices is not always available.
However, in a good care system, the costs of stipgodependent people are usually
high, wherever those people live. Policy makers trmgt expect costs to be low in
community settings, even if the institutional seed they are intended to replace appear
to be inexpensive. Low-cost institutional serviGae almost always delivering low-
quality care.

* Living at home:

Provision of special help (medical, technical teses, house keeping, adaptation
of the environment, etc)

Support for the ageing members of the family.

* Living in small apartments with the permanergissgnce of carers.



* Living in residential services: keep people watiitism in the same residential services
they are used to living in with no age limit. Oapé them in a nearby structure.

Provide complementary medical and health suppuntses, other support staff,
hospital care, technical aids, accessibility, etc

* Living in an institution while maintaining familgontacts with their ageing relatives:

Staff can take an active role in preserving retetiops by enabling persons with autism
to visit their parents at home or by making arrangets for the parents to visit
residences.

* Living in a special structure for ageing peopleghndisabilities

New types of special residences with medical careafeing persons with disabilities,
complex dependency needs and serious need of rhedieamust be built.

- The right to have services to provide a goodityuaf life

Services should be the result of a dialogue. Biterof choice of accredited
services must be available.

This will enable family and staff members to idnthe individual needs of the
person with disabilities. It will also be a way oéducing the risk of isolation and
consequently exclusion.

- The right to maintain or improve the quality afdith

. Prevention of health problems related with ageing

. Accurate diagnosis and accurate information eir tfpecific health condition
. Prevention of problems related to specific heatthditions

. Treatment of specific health conditions

- The right to maintain and improve communication gocial interaction
. Access to alternative means of commatioq, visual information
. If possible, foster inter-generational dialogye b

- Involving young people through their participetiin cultural events and other
games or sports activities with persons with aufistme community

- Facilitating contacts between schools, youtlanigations and institutions.
- The right to appropriate intervention

Multidisciplinary assessment and co-ordination oteiventions while taking into
account:

. The functional abilities of the person.



. The interests and wishes of the person and hifahaly
Design and put into practice an individualised supplan with the main objective of:
. Improving and maintaining autonomy skills in th@me or residence
. Improving and maintaining social skills in comnityractivities
- The right to education and lifelong learning
Services must provide a learning environment ahutation facilities
- The right to employment for persons with disiiles and their families

Employment must be adapted to persons with autisththeir families so they
will not risk exclusion. Professional training mis& provided.

- The right to housing facilities

Persons with autism must remain in their own howedong as they can, like
other ageing people, or go to places where theg weed to living before retiring from
"active life”. Preparation for the changes in plaest and ways of living must be careful
planned. New environments must be adapted to theifspneeds of the persons with
autism.

- Training of professional staff

On taking into account research results, compaexrgeriences in developed
countries and considering the needs of Northerntt&on and East European countries,
it is urgent to implement:

. Staff training, co-ordinated and prepared acemydo a systematic plan and with
an holistic approach.

. Programmes for home assistance for ageing persoiis autism and their
families.

4. ROLE OF THE EU IN PROMOTING THE RIGHT POLICY RESPONSES

Is there a specific role for the EU in relation to intergenerational solidarity? What measures could
be taken at the level of the EU in addition to the existing EU policies? In particular, is a European
Year an appropriate instrument?

The EU can play a significant role in raising awess of the specific issues faced by
persons with ASD and with other kind of complex dweelisabilities requiring a high
level of support when getting older.

The EU should promote the existence of adaptedicgsrvfor the ageing population
within the community, in order to enhance intergatienal solidarity.

It would also be important to encourage and promaoigiatives that foster
intergenerational contacts.



5. TOPICS AND ACTIVITIES FOR A EUROPEAN YEAR

Given the limited resources available for a European Year, what topics and types of intervention
should it focus on? How could it achieve the greatest possible mobilisation of stakeholders at all
levels (EU, national, regional, local, company, sector) and thus maximise the impact of the
European Year?

In the last decade several conferences and sentaaesbeen devoted to the problems of
ageing persons but few have approached the probiemeing persons who also happen
to be disabled for different reasons than thosaltieg from ageing.

Persons with disabilities have:
. Problems resulting from ageing
. Problems resulting from their disabilities

Ageing parents who act as carers for their childmenalso very much concerned by the
issue of active ageing and face a lot of diffi@gtand anxiety as regard the future of their
children.

These particular topics should also be consideveithgl the European Year.

6. YOUR ORGANISATION 'S CONTRIBUTION TO A EUROPEAN YEAR

How could your organisation contribute to the success of a European Year? What activities could it
develop?

Autism-Europe could contribute through an awaremassng campaign on the situation
and needs of elderly persons with ASD.

On the occasion of the European Day of Autism 2@&E2 conference could focus on the
needs of ageing people with ASD. It would be anaofymity to exchange views and best
practices between various stakeholders (represesgabf persons with ASD, services
providers, public authorities) at the EU level.

AE could also encourage its members to hold semiaamational/local level on this
issue, as well as to develop activities fosteringgrigenerational contacts (as already
done by some of them.)

A compendium of best practices to allow for a beqigality of life of persons with ASD
could be published. It could be done through eraging our network of members to
reflect on this issue and share experiences.



7. WHAT SUPPORT WOULD YOUR ORGANISATION REQUIRE TO PLAY A MAJOR PART IN
A EUROPEAN YEAR?

Please explain what support your organisation would require from public authorities to make a
significant contribution to the success of a European Year.

We would need financial support to organiselkl&/el conference and publish a
compendium of best practices.



