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For me, the end of segregation means that I can be part of .
To make i

the community in which I live. i :
_ | o ¢
I can work, study, meet new people and make friends.

I am no longer invisible, = | 4
; v

for the first time people notice me in society.

Now people can understand that | am much more than my / V

disability.

I am Senada Halilcevié, sister, daughter, friend, colleague, athlete, employee.
And every day, | try to show | can achieve everything | want.

Senada Halilcevié, Croatia®

Contents
LAV =Y e (o 1T e 1 == T TSP 7
Actions in support of the right to live independently and to be included ...........ccccccvvveeeiiiiiiciiee s 10
1. Make public services accessible and available. .........cccccvviieiiiiie e, 10
2. Provide housing fOr PEOPIE. ...c...eiiiiiiiii et s 11
3. Restore people’s right to decide about their life.........ccoeeeeiiiiiiiece e, 13
4, Make disability support available to everyone who needs it. ........ccceccvveiieiieriiiiee e, 13
5. Provide tools for people to control disability support themself.........ccceeveievivieeieciee e, 18
6. Close bad disability SEIVICES. .....uuiiii i e e et e e e e e e nbrareeee s 19
7. Don’t wait for “society to change” or for all things to fall in place......cccceceeeeviieeeiecieecen. 20
Move people from harmful places and help them to set up a new life. ......cccevvecceriiciiiccce e, 21
1. Make disability support available to everyone who needs it. .......cccceeveiiiiiiiee e, 21
2. Stop putting people in “care” institutions immediately. ......cccccovviveiieiiiiieec e, 21
3. Find a new home for the person moving out of an institution. ..........ccccceeeveeiicieeeeciiee e, 23
4, Support the person to establish @ New life. .......cccvviiciiieiiiie e 25
5. Close the institution. Redirect its money to disability SUPPOrt. ....ccccceevcvvieieiieiicciee e 28
6. HAVE @ ClEar STrat@EY. «oooeieiiiiiee et e e e e et e e e e s et a e e e e e e sesaetaaaeeeeeennes 29
7. Learn from what you (and others) are doiNg.........cccevevviieieciee e 33
IMONEY, MONBY, MONEY oiiiiieiieieeeee e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e aeeeaeeaaaeeaeenanananas 35

11 am no longer invisible, for the first time people notice me in society - Senada Halil¢evié



https://www.inclusion-europe.eu/ending-segregation-senada-halilcevic-story/

Living in your own place.
Having friends.

Making your own choices.
Being good at something.

Belonging.

That is what the right to live independently and to be included means to us.

Most people take these things for granted, and barely think about them.

But for a lot of people with intellectual disabilities, it's not even a dream.

It is something that was never introduced into their life.

They live constantly overshadowed by someone else’s decisions, dependent on the will
and rules of others. They must prove themselves again and again: That they can do this
or that, that they can work, that they can be good parents, that they are able to make

decisions...

A lot of people with intellectual disabilities are segregated in “care” institutions.

These institutions

e separate people in groups, based on their disability;

e place them away from their families and friends, from others in society;

e rule over the person’s life with the institution’s procedures and rules;

e remove all the daily stuff people would usually do from the person, and replace
it with group activities called therapy or activisation;

e deny the person their opportunity to experience life, to gain social skills and

build relationships, to grow with age —to have a place in this world.




A lot of people with intellectual disabilities live in a situation where they are completely

dependent on their relatives for support and care.

They cannot set up their own home when adult.

They cannot decide about their own things.

This also often means that instead of being a mother, father, sister, or brother, family

member becomes full-time carer, therapists, services coordinator and administrator.

Of course, there are also many people with intellectual disabilities who do live

independently and who are included in their community.

Mostly people whose families have set out to prepare them for independent life in

adulthood. Just as most families would do for their children.

People who have relatives, friends and organisations in their life, where they can rely on

and benefit one another in all kinds of ways. Just as all other humans do.

People who use public services just as anyone else would, as the services are accessible,

and the person has the means to pay for them.

People who have good disability support.

To live this way, to live independently and to be included is the right of every person

with a disability.?

That is the law.

2 Convention on the Rights of Persons with Disabilities | OHCHR



https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities

This law that has been explained many times, often in a very good and clear way.3

Politicians, public authorities, and disability service providers cannot pretend they don’t

know this law, or that they don’t understand it.

Nor can they pretend they don’t know what good disability support looks like.

Still, many politicians, public authorities, and disability service providers act as if they

don’t know the law, or have never heard of good disability support.

They keep forcing people into “care” institutions, giving money to these institutions,

even building new ones.

They often delay the necessary change towards de-segregation with talk about “need
for evidence”, or about “need to find good practice”.
Harmful nature of institutions was described in the 1960s, and countless times since.

There is plenty evidence already.

“Sometimes asking for more evidence is just another way of justifying human

suffering”.*

Some politicians, public authorities, and disability service providers delay this change
saying they must “protect people with disabilities” and inclusion will only be possible

when “society is ready”.

Others still paint this change in such an overcomplicated and unnecessarily complex way

that nobody would even know where to start.

Ill

Sometimes, countries or service provides call “independent living” and

“deinstitutionalisation” actions that have nothing to do with either of them.

3 General comment No.5 on Article 19 - the right to live independently and be included in the community | OHCHR

4 http://revisionisthistory.com/episodes/22-burden-of-proof



https://www.ohchr.org/en/documents/general-comments-and-recommendations/general-comment-no5-article-19-right-live
http://revisionisthistory.com/episodes/22-burden-of-proof

For all these reasons, it is a good idea for the European Commission to write a

“Guidance recommending to Member States improvements on independent living and

inclusion in the community”:

e The document should set out actions in support of the right to live
independently and be included.
e |t should focus on structural reforms, to overcome the limitations of current

approach based on “projects”, “pilots”, and “good practice examples”.

The document does not need to be explaining what the right to live independently and
to be included means; This is clearly stated in the CRPD®, and has been repeatedly
explained and demanded by disability activists.

“Lack of understanding” is not the issue, lack of action is.

I think community-based living is important because we can meet other people
and be part of the regular life of our communities.

We can find work more easily, live independently with the right support,

and play an active role in society.

We need inclusive communities who support us to take part.

LdszI6 Bercse, Hungary®

5 And well clarified in General Comment on article 19 of the CRPD.

6 Living freely and being members of communities like everyone else



https://www.inclusion-europe.eu/living-freely-and-being-members-of-communities-like-everyone-else-laszlo-bercse-for-end-segregation-campaign/

What does it mean?

Inclusion Europe’s view of what some things are (and are not):

Living independently and being included

Living in your own place.

Having friends.

Making your own choices, having control
of the way you live.

Being good at something.

Belonging.

To live independently, we all depend on
others. We have mutually beneficial
relationships. Some people may need
more support in some areas of their lives

than others.

It doesn’t mean everyone is living on their
own, left to their own means and devices,

without any support at all.

It is not subject to person’s skills or
abilities: Nobody can say “this person
cannot live independently”.

This is especially relevant for people with
complex support needs, who are very
frequently considered as “incapable of
living independently” or as “unable to see
any difference in how things are”. These

claims are manifestly not true.”

Independent living service

It can and should be many things.

It should be what every disability support
service aims to achieve and has its
guiding principle. (See dedicated section

below for details.)

Many countries and service providers use
this term to describe some kind of service

for people with disabilities.

7 'Narrowed Lives. Meaning, Moral Value, and Profound Intellectual Disability', discussion with the authors Reetta

Mietola and Simo Vehmas - Inclusion Europe (inclusion-europe.eu)



https://www.inclusion-europe.eu/narrowed-lives-meaning-moral-value-and-profound-intellectual-disability-discussion-with-the-authors-reetta-mietola-and-simo-vehmas/
https://www.inclusion-europe.eu/narrowed-lives-meaning-moral-value-and-profound-intellectual-disability-discussion-with-the-authors-reetta-mietola-and-simo-vehmas/

Often, and despite its name, the service
does not support people to live

independently and to be included.

For example, a residential service for a
large group of people with disabilities is
called “independent living” in some

places.

“Care” institutions

Places where people with disabilities are
segregated from society because of their
disability, where all relationships and
social interactions are restricted to the
staff and other residents, where the
institution’s rules control the person’s
life, and where every usual human
activity has been removed and replaced

with “therapies” and “activisations”.

Despite to what they like to claim, “care”
institutions are not a safe space for the
people living there. Institutionalisation
causes psychological and developmental
harm. A lot of abuse and violence

happens in institutions.

Institutionalisation is a form of violence.

Deinstitutionalisation

Supporting a person to move from “care”
institution, and to set up own home and

life being included in the community.

Changing disability services (including
their laws, funding etc) so they no longer
segregate and subjugate people, but

instead provide them with support they

Taking people from one institution and
placing them in a “nicer”, modern

institution is not deinstitutionalisation.

Placing people with disabilities in a group
of smaller houses in the same location is

not deinstitutionalisation.




need to have their own place to live, to Leaving people without any support at all,
be part of a family, to have friends, to or just sending them back to their family
have a job, to be good at something; To is not deinstitutionalisation.

belong.

Deinstitutionalisation is not an “Eastern
European” issue. There are “care”

institutions all over Europe.

Deinstitutionalisation is not an
“innovation”, nor is it a “pilot project” for
EU funding; It is an obligation.

It has been in practice for decades.

"From this year, | am benefitting from the support of a
personal assistant, and this has changed my life. There are

still hiccups in the system, but | am now living a life.

In these four months, | have had many beautiful moments
which | had never dreamed of.

I never thought how wonderful our lives can be.

I feel lucky that | come from the age bracket when positive changes started
to happen in Malta.

I want others to have a life without any problems too.

Gayle Mugliette, Malta®

8 European Disability Parliament, 23 May 2023



https://www.linkedin.com/feed/update/urn:li:activity:7067481364408725504/

Actions in support of the right to live
independently and to be included

Every country needs to:

1. Make public services accessible and available.

Public services such as schools, health care, employment support, libraries or

community centres, transport etc. must be accessible and available to everyone.

Limiting their accessibility (with physical and cognitive barriers, wrong rules, lack of staff
etc.) prevents people with disabilities from using these services, and contributes to the

creation of segregated disability-specific places and services.

e Make public spaces and buildings accessible, remove barriers in physical
environments, use universal design, and make signage accessible;

e Make information about these services easy to understand so they can be
used by everyone;®

e Support employees to be ready and happy to work with anyone. Provide
good pay and working conditions. Educate all employees for appropriate

attitudes and skills.

9 Easy-to-read - Inclusion Europe; CEACOG. Centro Espafiol de Accesibilidad Cognitiva



https://www.inclusion-europe.eu/easy-to-read/
https://www.plenainclusion.org/l/ceacog/

2. Provide housing for people.

Everyone needs a place to live.

Many people with intellectual disabilities are homeless, either literally or virtually. There
are many homeless people who have intellectual disabilities. And there are many people
with intellectual disabilities who have been living with their parents for ever or placed in

“care” institution as there is no housing available to them.*?

e Build housing.

e Designate a relevant portion of housing (public and private) to people with
intellectual disabilities.! 1213

e Enter people with intellectual disabilities onto the waiting list for public

(social) housing.

Individualized housing arrangements consistently demonstrated favourable human
rights outcomes, specifically for self-determination, choice and autonomy.
Individualized housing options also demonstrated favourable outcomes in regards to
social relationships and participation in domestic tasks.

The review also demonstrated the importance of formal and informal supports for
the success of individualized living arrangements.**

10 I’'ve been on the waiting list for social housing for so long. All my brothers and my cousins have one but being
disabled with two children doesn’t seem to be enough to be prioritised. [...] My son is 12 years old and no longer
concentrates in school. This situation has been going on for 11 years and has affected my whole family.“ Mr. S., on the
waiting list for social housing for 11 years. 7th overview of housing exclusion in Europe (2022), p 33.

11 To be very clear: We mean for a portion of general housing to be made available for people with intellectual
disabilities. We do not mean disability-specific housing (such as a house where only people with intellectual
disabilities would live).

12 Malta: ,,Renovation of 200 properties confiscated from the Mafia to underpin ... social inclusion of homeless people,
victims of violence, elderly people, people with disabilities, the Roma, and young people.” 7th overview of housing
exclusion in Europe (2022), p 13.

13 Unaffordable and inadequate housing in Europe provides many examples of how housing for people with
disabilities is supported in EU countries.

14 The outcomes of individualized housing for people with disability and complex needs: a scoping review
(tandfonline.com): ,There were many significant gaps in the research, including an absence of systematic and
comprehensive evidence of the outcomes associated with individualized housing, particularly for people with
acquired disability and complex needs.”



https://www.feantsa.org/public/user/Resources/reports/2022/Rapport_Europe_GB_2022_V3_Planches_Corrected.pdf
https://www.feantsa.org/public/user/Resources/reports/2022/Rapport_Europe_GB_2022_V3_Planches_Corrected.pdf
https://www.feantsa.org/public/user/Resources/reports/2022/Rapport_Europe_GB_2022_V3_Planches_Corrected.pdf
https://www.eurofound.europa.eu/sites/default/files/ef_publication/field_ef_document/ef22024en.pdf
https://www.tandfonline.com/doi/full/10.1080/09638288.2020.1785023
https://www.tandfonline.com/doi/full/10.1080/09638288.2020.1785023

e Provide support for people with intellectual disabilities to access and retain
housing.
e This includes providing them with sufficient income to cover the costs of

housing and the costs of living. (More on support in next section).

The sheltered housing staff helped me overall along with the carer:
What to expect in the flat, what to look out for. They also helped me
find independent living support services.

Then, sheltered housing made a referral for me when I applied for a

council flat.
It is a little harder now. | have been living in the city’s youth starter home for 3 years.
But my lease is up, and | am looking for another place.

Every now and then my former guardian lets me know that a city apartment is
available. I’'m waiting for the city to get back to me about an apartment becoming
available. It is not easy.

Lukd$ Kudlicka, Czechia®®

e Provide money for accessibility renovations of houses and apartments,
including private ones. Prevent people from having to leave their home just
because they may have reduced mobility and cannot move around the

house, or cannot leave it to go shopping, see a doctor, or visit friends.

e Build public infrastructures serving multiple communities. Avoid building
“centres” just for older people, or just for people with disabilities. Build for

everyone to encourage social inclusion and save public money.®

15 "No institution can replace a proper family"

1616 Space for Community: Strengthening our Social Infrastructure



https://www.inclusion-europe.eu/no-institution-and-nothing-else-can-replace-a-proper-family-europe-in-action-session-on-deinstitutionalisation/
https://www.powertochange.org.uk/wp-content/uploads/2023/01/Space-for-community-strengthening-our-social-infrastructure.pdf

3. Restore people’s right to decide about their life.

Remove all restrictions to person’s right to decide (full or partial guardianship or other

forms of substitute decision making).

Give money and provide structural support to supported decision-making initiatives.

Right to decide resources, practices and more.

4. Make disability support available to everyone
who needs it.

“It is hard to talk about the formal right to live independently and be connected to
the community without talking about the kinds of services needed to make it a
reality.”*’

Disability support can have many different forms. There is not one size that fits all.
Different people have different expectations, and different organisations can have

different approach to how they provide support.

Identify disability support based on the right principles; Scale it.

In disability support, invest in people, not in bricks.

17 Transformation of services for persons with disabilities Report of the Special Rapporteur on the rights of persons
with disabilities, p 5.

13



https://www.inclusion-europe.eu/legal-capacity/
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement

What we think disability support should (and should not) be about:

Disability support

What disability services shouldn’t do

Seeks to find out about the person’s
experience, expectations, and strengths,
and helps them to live their life to the
fullest. providing support and care that
puts the person and their wishes and
needs at the centre of supporting them to
be part of the world around her or him —
to be part of a family, to have friends, to

have a job, to be good at something.

Identify the person’s “limitations” and
“disabilities” and set out to “compensate

for their lack of skills and abilities”.

Is highly focused on helping the person to
have the usual social roles and
interactions, and to make use of typically

available public services.

Replace personal relations and public
services with artificial “therapies” and

“activisations”.

Take over many aspects of the person’s
life, with the excuse of “but this or that
public service does not accept people

with disabilities”.

Is available wherever and whenever the
person needs it. In their home, at work,
when going out or during a trip with

friends.

Force the person to come to a specific

place at a specific time.

At its worst, make the person to move

from their home to a “care” institution.




Is lead by persons with disabilities, who
decide about the purpose, shape and

form of the support.

Reduce the person to a “user” of pre-

defined services.

Is reliable, stable within the terms set by
the person; Stable and secure in its

foundations.

Leave the person to live in uncertainty
about their future because of short-term
funding, sudden or unconsulted provider

changes etc.

Uses easy to understand language to
describe itself to the person and to

everyone else.

Is clear about its purpose, about how it
works and about how the person can

benefit from and influence the support.

Talks in expert language lacking any
meaning outside of the service itself.
Uses difficult language to keep power

over the “service user”.

Operates in a complicated way and puts
barriers in the way of a person trying to
understand what the service is about and

how to influence it.

Every disability service needs to support the person’s independence and inclusion.

e This applies also to day centres, workshops or any kind of disability service.

Politicians, public authorities, and service providers need to ensure that these kinds of

services do not segregate people with disabilities either, and that they do not waste

their lives by meaningless activities designed to keep them occupied and under

supervision for a part of the day.

e Reform all services and centres to support the person to live independently and

be included.




»Inclusion Europe noted that persons with disabilities should not be reduced to their
physical needs, as if impairment was the only thing that defined them. With respect

” o«

to language, it asserted that terms such as “service users”, “clients” or “care
receivers” served to reinforce that stereotype. It asserted that services and support
should not focus on security and protection in a narrow sense. It emphasized that
services tended to be delivered in groups, in a one-size-fits-all-fashion.“*®

The life of a person with intellectual disabilities cannot be left to a “post-code lottery”,
where their rights are impacted and the quality of their life suffers if they have the

misfortune of being born in place where good support is not provided.
In every European country, there are places that provide good disability support.

It is the responsibility of politicians, public authorities, and disability service providers to

scale this support and make it available to everyone.

e Invest in disability support that helps the person to live an ordinary life.?’
e Remove administrative and organisational barriers that prevent people with

intellectual disabilities from benefiting from disability support.

“ENABLE Group provides self-directed health and social care through the PA model.
ENABLE supports individuals in planning and designing the services they want, so
that they can build their own bespoke team of personal assistants.

The main barrier to implementing a personal assistance scheme is the lack of
confidence that individuals and families have when it comes to being a recruiter and
an employer. The organisation runs an internal recruitment agency that facilitates
the recruitment and onboarding processes for PAs.

The agency works to people’s demands and criteria to ensure that the personal
assistants hired are tailored to each individual’s needs.

In parallel, the agency ensures that it attracts the right people into the profession.
Individuals are recruited for their values and experiences, but not necessarily their
social care experience. ENABLE pays PAs more than the Scottish living wage.”?°

18 Transformation of services for persons with disabilities Report of the Special Rapporteur on the rights of persons
with disabilities, p 8.

19 With reservations to some terms and words used, normalisation principles could be helpful in developing aspects of
support to live independently and be included: “Normal rhythm of the day. Normal rhythm of the week. Normal
rhythm of the year.” Normalisation and social role valorisation: Method for human service development

20 “A gloriously ordinary life’



https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement
http://inclusion.melbourne/wp-content/uploads/2011/01/Social_Role_Valorization.pdf
https://publications.parliament.uk/pa/ld5803/ldselect/ldadultsoc/99/9902.htm

e Make support available where people live and need it.
Do not force people to move house, region (or country!??) for disability service.
In some countries, there is a mismatch between where people with intellectual

disabilities live, and where a lot of “disability services’ capacity” is.?

Provide support for families of children with intellectual disabilities. Support families in

being a family, not a care-providing unit.?%24

e Make forms of early diagnostic and early intervention easy to use and available
to all families of children with intellectual disabilities.

e Support families in helping the family member with intellectual disabilities to
grow as a person, get experiences and skills, set up for a life of their own.

e Help families during “transition periods”: Between different stages of schooling;

Between school and a job; Between parents’ home and a place of one’s own.

For us as parents, it was clear that our son Markus would have a life of his own, just
like his older brother and younger sister. We always had the idea of him moving to a
home of his own.

Jyrki Pinomaa, Finland?®

217,500 adults and 1,500 children from France are place in Belgian institutions. guidesocial.be

22 This is a result of “care” institutions being placed in remote, rural, scarcely populated areas. The development of
new disability support must overcome this, increasing access to disability support where it is under-represented and
needed (in heavily populated areas). “For almost 11,000 people with intellectual disabilities who live in cities with
50,000+ inhabitants [in Czechia], there are only 755 places in residential services compatible with social inclusion.”
Vyzkumna zpréva Zit jako ostatni

23 “The use of solely informal care varies from around 30% to around 85% across Member States. However, while
informal care is sometimes a matter of preference, it may often be the only option due to a lack of accessible and
affordable formal care.” Long term care report 2021, p 14.

24 “Many States highlighted the pivotal role that families played in providing informal support. Inclusion Europe
emphasized that formal services ought not to be the ultimate objective and stressed that as much as 80 per cent of all
long-term support was provided by informal carers. It underscored that support policies and provision must take that
fact into account and ensure that families did not bear the brunt of caregiving, including becoming “care managers,

care administrators and service coordinators”.” Transformation of services for persons with disabilities Report of the
Special Rapporteur on the rights of persons with disabilities, p 10.

25 Long Journey to a ‘New New’ Home

17



https://pro.guidesocial.be/articles/actualites/article/handicap-pourquoi-des-francais-choisissent-ils-la-belgique?utm_source=pocket_saves
https://jdicz.eu/vyzkumna-zprava-zit-jako-ostatni/
https://ec.europa.eu/social/BlobServlet?docId=24079&langId=en
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement
https://www.inclusion-europe.eu/long-journey-to-a-new-new-home/

Who cares??®

Figure 1: Estimates of the value of care for adults

5. Provide tools for people to control disability
support themself.

Person with disabilities needs to have control over how disability support is organised

and paid for.

e Atindividual level, this can be done in a form of personal budget that is easy to
understand and administer, and allows the person to pay for whatever disability
support they need to live their life to the fullest.

e At the level where disability support is shaped with national, regional, local
budgets, disabled persons’ organisations must be present and active in making
decisions about this money.

e Provide funding and institutional support for self-advocacy organisations and
groups to organise, strategise, and influence relevant laws and policies. This is
crucial to overcome structural discrimination faced by people with intellectual

disabilities.

26 “In most cases, the family at home and friends in the community: the ‘unpaid carers’. Recent analysis of data from
2001 to 2018 revealed that 65% of adults have provided unpaid care in their adult life, which increases to 70% for
women. The average person now has a 50% chance of becoming an unpaid carer by the time they reach 50.” “A
gloriously ordinary life”’, paragraph 9.

18



https://publications.parliament.uk/pa/ld5803/ldselect/ldadultsoc/99/9902.htm
https://publications.parliament.uk/pa/ld5803/ldselect/ldadultsoc/99/9902.htm

People with disabilities need to have control over how disability support is run and

delivered.

e Being present and active in decision-making bodies of disability support

providers.
Apply thorough controls of disability services. Controls that are:

e Lead by people with disabilities.

e Focused on respect to people’s rights, and on the person’s quality of life.?’

e Done by a body independent from those who pay for or provide the services.
e Performed with reasonable frequency to have impact on the services practice.
e With easy to understand results and findings, easily available to the public.?

e With immediate consequences for the provider, and actions to restore any

wrongdoings.

6. Close bad disability services.

As long as “care” institutions and other bad disability services remain in place, they will

continue to suck up and waste resources, leaving those outside stranded for funding.

All progress towards inclusion goes through closure of “care” institutions and redirecting
of their resources to support people to live independently and be included. (See

following section for more information.)

Institutionalisation is a form of structural violence.?

27 Quality control for social services;
Quality of life standards

28 Care Quality Commission

29 Life after violence study.



https://www.inclusion-europe.eu/quality-of-life-and-services-for-people-with-disabilities-in-conversation-with-julie-beadle-brown-and-jan-siska-on-inclusion-europe-radio/
http://qualitycheckers.org.uk/site/asqc/templates/general.aspx
https://www.cqc.org.uk/
https://www.inclusion-europe.eu/wp-content/uploads/2019/02/LAV-Publication_web.pdf

7. Don’t wait for “society to change”
or for all things to fall in place.

Yes, for people with disabilities to be able to fully enjoy their right to live independently
and to be included, many other rights need to be respected and many policies and

actions need to change.

People need to get good education.3® To have a job.3! To have money to cover the costs
of living with a disability. To have the right to decide (indeed, see above). And many

more.

e Politicians and public authorities as well as everyone else need to work for

improvements in all those areas.

But this cannot be and excuse for inaction on the right to live independently and to be

included!

e No more waiting “for society to become inclusive”, or for “reforms in the area

of... to facilitate inclusion”.

"What you leave behind is not what is engraved in stone monuments,
but what is woven into the lives of others."

Pericles, Ancient Greece

30 Why we care about education.

31 Employment and social inclusion



https://www.inclusion-europe.eu/why-we-care-about-education-new-position-paper/
https://www.inclusion-europe.eu/social-inclusion/

Move people from harmful places
and help them to set up a new life.

Main actions countries should do to end segregation of people with intellectual

disabilities in “care” institutions:

1. Make disability support available to everyone
who needs it.

See above section for more.

2. Stop putting people in “care” institutions
immediately.

Identify “care” institutions in the country.

e Every “care” institution should carry a warning that placing people with
disabilities there is a form of segregation, it is harmful to the person’s wellbeing,
and that it prevents the person from living their full life included in the

community.

There are many ways of defining which kind of place amounts to a “care” institution:

e Some definitions of institutions are based on the culture of institutionalisation,

and do not consider number of residents as the ultimate criteria.3?

32 Neither large-scale institutions with more than a hundred residents nor smaller group homes with five to eight
individuals, nor even individual homes can be called independent living arrangements if they have other defining
elements of institutions or institutionalization.” CRPD General Comment number 5; or EEG Guidelines
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https://documents-dds-ny.un.org/doc/UNDOC/GEN/G17/328/87/PDF/G1732887.pdf?OpenElement
https://deinstitutionalisationdotcom.files.wordpress.com/2017/07/guidelines-final-english.pdf

e Some countries use a maximum number of residents in a household as key
characteristic, usually combined with other requirements.3?
e For the purpose of research on institutional care in the EU, a far too big number

of 30 residents has been used.3*

To stop people with intellectual disabilities being segregated and placed in harmful
environment, it may be useful to adopt some criteria related to a number of people in

one place:

e In every country, there is a statistically typical number of people in one
household. This number can serve as a baseline to establish which residential
care services need to be prioritised for closure and prevented from taking in new
people (services where the number of residents in the household is higher than
the national household average®).

e The bigger the number of people in one “care institution”, the more urgent the
need for closure of such place. Every place with 30+ people3® must be recognised
as an institution and closed as a matter of urgency; All other places segregating
people with intellectual disabilities must be closed too.

e The number of residents in one household must be considered in relation to
other characteristics, especially where the household is, proximity to other

disability services etc. (See below for more.)

33 |In Czechia, the ministry of labour standards define residential social care as community care when the number of
resident is 4 or 6 people in one household. The standards allow for placing as much as 3 such households into close
proximity. Doporuceny postup &. 2/2016

A report by Czech organisations used slightly different approach, labelling residential services as adequate for
community living (maximum 3 persons), acceptable (4-6 persons), not very good (7-12), and unacceptable (12+). Zit

jako ostatni

34 Report on the transition from institutional care to community-based services in 27 EU member states

35 This concept is offered for the purpose of the initial analysis, avoiding clear risk of segregation. In terms of a
disability service being able to support people in inclusion, other principles and characteristics need to be in place; see
through-out this document.

36 Report on the transition from institutional care to community-based services in 27 EU member states



https://www.mpsv.cz/documents/20142/225517/Doporuceny_postup_Materialne_technicky_standard.pdf/cefaea04-4b3d-ed52-e383-4ebbd7609f96
http://jdicz.eu/wp-content/uploads/Zprava_Zit_jako_ostatni_2.v..pdf
http://jdicz.eu/wp-content/uploads/Zprava_Zit_jako_ostatni_2.v..pdf
https://deinstitutionalisationdotcom.files.wordpress.com/2020/05/eeg-di-report-2020-1.pdf
https://deinstitutionalisationdotcom.files.wordpress.com/2020/05/eeg-di-report-2020-1.pdf

"After 27 years in institutions | moved to sheltered housing.
I finally started to live a normal life.
It’s been 8 years, and I’'ve been tempted to go further. I’'m currently looking

for an apartment and it looks like I’'m going to make it and move.”

Petr Lanik, Czechia®

Stop all “care” institutions from taking new people in:

e Announce the decision clearly, with easy to understand explanation about the
harms of institutionalisation.

e To every person who “applies” for a place in “care” institution, offer and
organise person-centred case management intervention to find out about their
expectations and situation, and to help them organise their life independently

and included in the community.

3. Find a new home for the person
moving out of an institution.

Find and secure a place to live for the person out of the institution.

e Use existing housing (apartments, family houses) in residential areas.
e Find out about the person’s preferences.3®

e Make any adaptations needed for people with reduced mobility.

37 Finally my life is what | want it to be

38 Often, service providers argue that the person placed in an institution in a rural area “likes to live in a rural area and
wishes to stay there”. It is important to consider that in most cases this person has not experience any other living
arrangement (at least as an adult), especially not when they would have the support to live independently and be
included, therefore being able to benefit from the things other types of areas offer. Similarly, when answering “I like it
here" the person may be speaking about the things they value in the current situation (some people they like, some
aspect of the disability service they came to appreciate), not about the actual location or not knowing they could have
the same things available in other arrangements. Support to get new experience is crucial.



https://www.inclusion-europe.eu/finally-my-life-is-what-i-want-it-to-be/

There are nearly 1.5 million people in institutions in the EU3° (and countless others living
with their families as adults even when it would be otherwise typical to live on one's
own). To find a new home, it will be necessary to build new housing. When building new

housing for people moving out of institutions, it is important to follow key rules:

e Build “general” housing, and make a portion of it available for people moving out
of institutions. (see 1. in previous chapter)

e Build the housing in residential areas. Never place the new housing in an
industrial area, on the property of another institution (such as hospital, senior
care home etc.).

e Avoid building new homes in remote areas with scarce public infrastructure
(even if they are marked for residential purposes “in the future”). Lack of public
services (transport, medical services etc.) increases the person’s dependence on
the service provider. This contravenes the principle of inclusion, and makes the
service more expensive.

e Do not combine housing function with other functions:

Do not place a “care workers’ room or office” in the same household.

Do not place another disability service in the same building as the household.
(As a rule of thumb: Would the residents be able to walk from their bedroom
into a “day centre” or “workshop” without having to put their coat or shoes on?

“Yes” is the wrong answer.)

“It took me about 3 years to move out and look for a place. n

I got support from two NGOs. One was a group that helped people to get out of v g
institutions and taught people how to manage their own budget. They also allowed ' &fv
you to choose a support person and you choose who you pick.” € é’i}

_— . __

Paul Alford, Ireland*

39 Report on the transition from institutional care to community-based services in 27 EU member states

40 "Live a life of your own, get education and experience, get a job with proper money"



https://deinstitutionalisationdotcom.files.wordpress.com/2020/05/eeg-di-report-2020-1.pdf
https://www.inclusion-europe.eu/live-a-life-of-your-own-get-education-and-experience-get-a-job-with-proper-money-paul-alford/

Separate housing and disability support.

A person with intellectual disabilities should have a place to live that is not tied to using
a disability service. Change to the service cannot be linked in any direct way to a change

in housing arrangements.

e Asa minimum requirement, the person should have separate contracts for

housing, and for disability support.

4. Support the person to establish a new life.

Every person leaving an institution needs support in establishing a new life, and in

overcoming the harm and trauma caused by institutionalisation.

Start with people with complex support needs.*!

e Do not “cherry-pick” people who “are most suitable to live independently”.
e Do not reduce people with complex support needs into indifferent care-

receivers.*?

e Provide support for inclusion of people with complex support needs.*?

Julia was always seen as too disabled to be involved in the community, or even to be
involved within the houses she lived in: Other residents were ‘more able’ than her.
She was destined to a life of drowsing and children’s songs.

When she became too bored with life she would slump in her chair and sleep most of
the time. Her parents saw this as a sign that Julia was unhappy, and decided to move

her into her own home.

41 In many countries... persons with intellectual disabilities and complex needs are most likely to still live in institutional settings”
https://deinstitutionalisationdotcom.files.wordpress.com/2020/05/eeg-di-report-2020-1.pdf

42 Narrowed lives. Stockholm University Press, 20221. The book provides excellent, readable, research-based account
of the social lives of person with severe disabilities.

43 Empowerment of people with complex support needs



https://deinstitutionalisationdotcom.files.wordpress.com/2020/05/eeg-di-report-2020-1.pdf
https://www.stockholmuniversitypress.se/site/books/m/10.16993/bbl/
https://www.inclusion-europe.eu/empowerment-of-people-with-complex-support-needs-report/

“When Julia moved into her own home, we first looked at which support workers she
wanted to take with her. The aim was to create a good life together with Julia.

Julia is always involved with the interviews of potential new staff. There is always
someone whom she trusts from her circle and another team member.

All of us have to think about what a good life for Julia means. And what
responsibilities choices bring with them.

She has come to know many people in her neighbourhood and now has an important

role in connecting neighbours to each other.”*

Find out about the person’s experiences, expectations, and ambitions in life.

e Use person-centred, collaborative approach to find out about the person.

e Broaden the person’s scope of possibilities, experiences and expectations.
If the person didn’t have the opportunity to experience and form views about
many aspects of life (social relations, different types and possibilities of living
arrangements etc.), their expectations of what can come after institution will be
limited by this. The person needs to have a real experience and options, to make
an informed choice about their future life.

e Help the person capture their life story so far, and wishes for the next stage.

¢ Involve many different people (with the person’s permission) who are relevant

to the person’s life.

Focus on restoring and strengthening the person’s capacity for social interactions, for

forming and maintaining social roles and relationships.

e [t seems very valuable to try and establish a supportive relationship with
someone outside of the institution, who provides a connection to the new life,

offers some stability during the transition.

44 "When people meet Julia now, they see someone who is awake and intensely enjoying life"



https://www.inclusion-europe.eu/when-people-meet-julia-now-they-see-someone-who-is-awake-and-intensely-enjoying-life/

This purpose seems to be fulfilled by professionals (social worker, youth worker,

guardians...) as well as by a friend or a volunteer.*®

I know my life and all what I do stand on very fragile legs.
I am always afraid | might have to return to an institution and lose my freedom.

Senada Halilcevic*®

Consider the harm done to the person during their time in an institution (including

potential abuse and violence), and provide appropriate support and restitution. 4’

e Alot of behaviour that people find “weird” or “challenging” is a response to

institutionalisation and the resulting trauma.

Arrange for expert psychological support when appropriate.

“My biggest fear is that | will be put back into an institution. If | feel good about
something I also fear that this good feeling will be taken away from me.”

Mirjam Braspenning, Netherlands*

Compensate people for the harm done to them, and for the work many have done and

are still doing without any pay.

I got money from the government because when | was in the institution, | had to
work in the workshop, and it was slave labour: 50 pence a week working for 10 hours
in a newsagent and doing everything they wanted.

Paul Alford, Ireland®

45 Testimonies by survivors of institutionalisation.

46 Deinstitutionalisation: ensuring people are in full control of their life
47 Life after violence.

48 “My biggest fear is that | will be put back into an institution”

49 "Live a life of your own, get education and experience, get a job with proper money"; More about unpaid work by
people with intellectual disabilities

27



http://www.inclusion-europe.eu/tag/survivors
https://www.inclusion-europe.eu/deinstitutionalisation-means-ensuring-people-are-in-full-control-of-their-life/
https://www.inclusion-europe.eu/wp-content/uploads/2019/02/LAV-Publication_web.pdf
https://www.inclusion-europe.eu/my-biggest-fear-is-that-i-will-be-put-back-into-an-institution/
https://www.inclusion-europe.eu/live-a-life-of-your-own-get-education-and-experience-get-a-job-with-proper-money-paul-alford/
https://www.inclusion-europe.eu/unpaid-work-of-people-with-intellectual-disabilities/
https://www.inclusion-europe.eu/unpaid-work-of-people-with-intellectual-disabilities/

5. Close the institution.
Redirect its money to disability support.

Never take in a new person to replace someone who moved out of the institution.

e Assoon as any person moves out of an institution, reduce the institutions’

,capacity” in the official registration.

As the person moves out of the institution, re-allocate relevant amount from the

institution’s budget towards the person’s support to live independently and be included.

Set a timeframe within which the institution closes.

e From experience, it is perfectly reasonable to expect even large-scale institution
to close within 3-5 years.

e The longer the change takes, the more expensive and demanding on all
involved®°. (Besides exposing people to the harm of institutionalisation for
longer.)

e Let everyone know when the institution closes.

Create a structure to manage the transition, and set a clear plan of action.

e Establish a transition management team, which will represent key people
involved: People who live in the institution; Staff and management; External
organisations cooperating on the change such as different disability support

providers.

50 The institution is there and costs money untill it’s closed. The costs of change (trainings, project management etc.
need to be covered the whole time.




e Plan the key steps during the transition, so that everyone is clear about the

direction of the change and their role in it.

Educate staff for relevant understanding and skills.

e Training and other education methods need to be developed and delivered in
collaboration with people with disabilities, especially those who went (or are
going) through deinstitutionalisation.

e Focus on clarity of purpose and direction (why the change is happening, what its
purpose and desired outcome is). Strengthen the staff’s belief in their role in the
change, their capacity to contribute and the benefits to their professional

development.

6. Have a clear strategy.

Politicians, public authorities, and service providers who run “care” institutions must
recognise their responsibility, and set a clear strategy to end institutionalisation of

people with intellectual disabilities.

Set up a body at the relevant level (eg. national, regional), with representatives of
people with intellectual disabilities, and others involved in the transition (service

providers, public authorities etc.)

e The body needs to work using plain language, and providing reasonable
accommodation for people with intellectual disabilities to be able to take part in
relevant discussions and decisions.

e This body should discuss and formulate strategy for change, evaluate the

changes etc.




There are several strategies that have been put in place to close institutions. They can
be effective in so far as they lead to de-segregation of people with disabilities,

establishing independent life in community. They can combine, strengthen each other.

1. Law-driven change. Rewriting of relevant laws to set a human rights-based
framework for disability services.”! It is a necessary part of the change, it
provides clarity, and it removes room for individual choice (excuses) of those
who run institutions about whether they should do it or not.

The downside: This can take long time to achieve. Even when the law change is
done, it still requires implementation.>?

Don’t wait for the law to change to start deinstitutionalisation.

2. Individual departures. Support for people to move out of the institution is
arranged on individual bases, for example based on finding them a new place to
live or a new job. Given its selective and highly individualised nature, this
approach is very successful in achieving inclusion for those lucky enough to
benefit from it. It should be scaled.

The downside: This takes a lot of time. And often, the person who moved out is

replaced with a new one taken into the institution.>3

Now, I fight for the 16.607 people who are still in institution in Romania.

We took out 11 people with disabilities, and | help support them.

All of them are working. But I also help them in situations when it is hard for them to
get used to the life in the community.

Elisabeta Moldovan, Romania®*

51 Useful overview of this approach is provided in: Narrowed lives, Stockholm University Press, 2021; Development,
Conceptualisation and Implementation of Quality in Disability Support Services, Karolinum Press, 2020.

52 “No amount of positive law reform will be sustainable unless the underlying ecosystem of support and services
changes.” Transformation of services for persons with disabilities.

53 Té7ka cesta z Ustavu domd. Cesko se dosud nedokazalo zbavit v pééi o mentalné postizené dédictvi komunismu

54 "Now | support others to get out of institutions"



https://srdisability.org/thematic-reports/t/
https://archiv.hn.cz/c1-66723080-tezka-cesta-z-ustavu-domu-cesko-se-dosud-nedokazalo-zbavit-v-peci-o-mentalne-postizene-dedictvi-komunismu
https://www.inclusion-europe.eu/now-i-support-others-to-get-out-of-institutions/

3. Institution closure driven by the director. In some cases, the head of the
institution decides (rightly!) it’s their responsibility to close the place down,
despite whatever the relevant authorities may think. It is quite effective in
achieving the change for the people living in that institution, and in
demonstrating to others it can be done.

The downside: It is limited in impact on the overall system of care, and it is very
demanding on all involved as it typically means fighting with the authorities

every step of the way.

4. (EU-)funds driven change. Money is a strong incentive. It makes public
authorities and service providers take actions they would normally not,
sometimes even that they don’t agree with. It is an effective way of kickstarting
the transition at a larger scale.

The downside: Money means bricks. The process will become largely about
building new homes and moving people there. A lot of these homes are a big
improvement compared to where and how people lived before, but they are far
from what needs and can be achieved. Also, it takes a veeery long time: Building
new houses usually does, especially so when done in the highly regulated

environment of EU funds and public administration.

Whichever strategy you chose, build it around people.

e The people moving out of the institution are the focus and the purpose of this,
not the service provider. Make it so in every relevant document.
e Use appropriate language: This is not about “transformation of service”, or

“modernisation service”; Such language puts the service provider in focus.




Do not take forever.
There is no reason why the changes should take decades to materialise.
When well prepared and managed, the transition can be done effectively and relatively

quickly. Save people’s lives and public money by doing exactly that.

What should politicians, public authorities, and service providers avoid when setting

their strategy for deinstitutionalisation:

e Forget about “changing peoples’ minds”. That’s the toughest job, and it rarely
works. People with intellectual disabilities won’t wait for the society to “become
ready”. Inclusion in the community is not a rhetorical exercise: Just do it.>>

e Do not build the transition on the original institution.

People with disabilities need to be in the driving seat, not the service provider.
In many cases, the “service capacity” needs to move from the location where the
institution is to another location (see above). If the change is based solely on the

original institution, this becomes very hard to achieve.

Communicate clearly about the changes.

e Explain in plain language why institutions need to close (how they harm people).
e Describe what the change will look like and what the result of it will be.
e Talk about people and how they lives change for the better (not about processes,

projects, or buildings).

55 Abruptly, our project came to a stop. When the neighbourhood found out about a house for people with
disabilities being planned in their area, they made a complaint against building it. There was no real reason, other
than the fact that when people do not know enough about disability, it tends to create fear. This was more a rule than
an exception when trying to build houses for people with disabilities. Complaints take time away from progress, but
cannot stop strong advocates like us. We continued with our plans. Ultimately, the formal complaint was not
successful, as they seldom are. Finally, the building plot and the house itself started to take shape. We started
perceiving the different apartments there and could “go into” Markus’ and Robin’s new homes.” Long Journey to a
‘New New’ Home



https://www.inclusion-europe.eu/long-journey-to-a-new-new-home/
https://www.inclusion-europe.eu/long-journey-to-a-new-new-home/

e Provide platform (training, support, media exposure) for people directly affected
by institutionalisation to talk about their experience.

e Inspire.
Build a positive picture of the future, in every communication about the change.
Do not confuse people with expert talk and unnecessary complexity.>® >’

Transition from institutions to community-based support is perfectly doable.

7. Learn from what you (and others) are doing.

Listen to people who live(d) in institutions, and who established a new life included in

the community.

Describe the starting position (how many people in institutions, how many institutions,

how expensive the institutions are etc.).

Monitor and evaluate progress.

e How many people have moved out into their new home, what are their new
settings in terms of disability support?

e Set and monitor indicators relevant to the purpose of the changes: How has the
person’s life changed in terms of living independently and being included?
Does the person have their own place to live in?

Does the person have more social roles (family member, friend, colleague etc.)?

56 Discussion on disability rights, social care and change;

57 How to build public support to transform social care



https://www.inclusion-europe.eu/discussion-on-social-care-with-neil-crowther-inclusion-europe-radio/
https://socialcarefuture.org.uk/wp-content/uploads/2021/09/scf-building-support-report-final-april-21.pdf

Does the person have a job, are they attending a training etc?°®

e How much does the new situation cost compared to when people were in

institution? (Caution.>®)

Set up a mechanism for learning from experience.

e It can be a platform for those involved in the changes to meet regularly and
discuss what works and what doesn’t.

e |t can be an analytical body collecting, processing and communication on the
various experience, progress (or lack of), on what strategies are effective.

® The formats can be multiple and various. But it is crucial to establish some

mechanism for this, so that the transition can learn from how it works, become
more effective.

"What you leave behind is not what is engraved in stone monuments,
but what is woven into the lives of others."

Pericles, Ancient Greece

58 “212. Wellbeing is defined as relating to the following: personal dignity; physical and mental health and emotional
wellbeing; protection from abuse and neglect; control by the individual over their day-to-day life, including over the
care and support that is provided to them; participation in work, education, training or recreation; social and
economic wellbeing; domestic, family and personal relationships; suitability of living accommodation; and the
individual’s contribution to society.” “A gloriously ordinary life’

59 |t is important to compare this on a relevant basis. What usually happens is that people who moved out of
institutions and no longer use disability services (or use disability service provided by an organisation without a direct
link to those doing the maths), they are not counted. Only people who remained in the directly connected services
are counted: For many reasons, these services are often more expensive on a person-costs scale. This flawed
calculation is then used to argue against deinstitutionalisation.



https://publications.parliament.uk/pa/ld5803/ldselect/ldadultsoc/99/9902.htm

Money, money, money

What funders need to change and to consider in how they distribute their money.

By funders we mean:

e Countries (including national, regional, local public budgets);
e European Union and its funds;

e Private foundations and philanthropists.

Funders have responsibility for what their money does.

All funders need to respect the rights of people with disabilities. They need to listen to

what people with disabilities are saying about how the money should be used.

“People in institutions do not need renovations.
They need encouragement, and they need to live in the community.”

Elisabeta Moldovan®®

It is not acceptable for funders to continue supporting segregation of people with

intellectual disabilities.

1. No money should be given to (re)build or establish new “care” institutions.
2. No money should be given to the renovation of “care” institutions.
But do not leave the people who live there in bad conditions: Help them move

away from the institution, instead of refurbishing it.

80 During Hear our Voices! self-advocacy conference in 2017.




For more on which actions are desirable to fund, and which aren’t:

EEG guidance on independent living

EEG Checklist to promote independent living and deinstitutionalisation

UN Special Rapporteur: Transformation of services for persons with disabilities®:

Funders should provide money specifically for the changes necessary for people with

intellectual disabilities to live independently and to be included, especially:

1. Funding for self-advocacy organisations and groups to be able to effectively
advocate and influence relevant laws and policies.
2. Funding of costs associated with transition from institutional to community-

based support.

It is crucial to better involve self-advocates in the deinstitutionalisation process.

To hear their ideas, and make sure that their needs are really met.

The whole process should strengthen self-advocacy, so that people moving out from
institutions can learn how to speak up for themselves.

People moving out from institutions need to decide freely about where, with whom
and how they want to live.

LdszI6 Bercse, chair, European Platform of Self-Advocates®

Private initiatives should end their support sustaining segregated “care” institutions,

providing them with volunteers and other support:

e This often serves to hide the institution’s responsibility and inability to support

people in social interactions and inclusion.

61 Summary of the report, by Inclusion Europe

62 |t is crucial to better involve self-advocates in deinstitutionalisation



https://deinstitutionalisationdotcom.files.wordpress.com/2022/12/eu-guidance-on-independent-living-and-inclusion-in-the-community-2-1.pdf
https://deinstitutionalisationdotcom.files.wordpress.com/2021/07/updated-checklist-new-eeg-logo.pdf
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G22/613/79/PDF/G2261379.pdf?OpenElement
https://www.inclusion-europe.eu/transformation-of-services-for-persons-with-disabilities/
https://www.inclusion-europe.eu/it-is-crucial-to-better-involve-self-advocates-in-deinstitutionalisation-laszlo-bercse/

Do not leave the people in institutions alone and abandoned.

e Use the resources to help them reconnect with the world outside, to explore

ways they could set up to live independently.

Volunteers came to the institution where I lived. People who cared about me
and supported me. They took me on trips, and | visited other places. Thanks to
them I got to know the outside world!

It didn’t take long before | knew that | wanted to leave the institution.

I started working in a laundry, doing the laundry and ironing. But I still lived in
the institution, and they were trying to forbid me everything.

That’s when | started to get help from a supported decision-making group. I did not
yet have my full legal capacity, but | could take more decisions on my own.

Barbora Mikulovd, Czechia®

Funders should not distract disability service providers with topics and actions not
relevant to their core function until they change to support people to live independently

and be included.

e Service providers need to focus on the necessary changes they need to make to
properly support people to live independently and be included.

e They should not waste their time and limited resources on side-projects, which
may be otherwise important but are irrelevant in terms of ending segregation of

people with intellectual disabilities.

63 "It didn't take long before | knew that | wanted to leave the institution"
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Stick with it until the problem is solved.

e Do not move to new hot topic with every budget cycle. If the problem persists,

stick with it until it’s resolved.

Support activities that may seem mundane and unsophisticated, but that are the fabric

of communities and actually help to solve segregation.

e Activities for social inclusion may sometimes look banal: A group of people
meeting regularly to have a tea and a chat together. Not hot topics, no

innovations involved. Just people getting on with their lives. We need more of it.

European Union funds need to facilitate structural change in EU countries towards

inclusion and independent living.

e Pilot projects and good practice examples are not enough if not followed by

measures and resources to scale them.

EU funds should be conditioned on real progress in ending segregation of people with

intellectual disabilities in “care” institutions:

e What number of people will be supported to set up a new life.
e How many “care” institutions will close, when.
e How will be the resources of the closed institutions redirected towards support

for living independently and be included.
These indicators could be set out in stages, allowing to check on progress.

e If a country is on its fourth “deinstitutionalisation project” funded with EU

money yet no institution has closed as a result, something is clearly not ok.




EU funds should facilitates structural change:

e For example, for every 1 million EUR from EU funds used for disability services,
the country should be required to move 1 million EUR within its national
disability services budget from institutional care to disability support.
Currently, countries can use EU funds to do “some deinstitutionalisation” and
establish new services, but at the same time can have their entire national
budget for social services untouched by these requirements and continue

funding the segregated institutionalised system.

Monitor the situation and changes. National data needs to be collected and accessed at

regular intervals, comparable across the EU countries.

e Examples how this can be done exist.

Uphold everyone’s human right to live in a home of their choice,
in a community they choose, close to the people they love!

Heather Gilchrist, Scotland, UK®®
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