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Who are we?

We are a non-profit organization that has been supporting

people with intellectual disabilities in Catalonia since

SO

—tundacio

1987, helping them make their own decisions and live

autonomous, fulfilling lives.
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What we do

We provide support services to help people make
decisions about key aspects of their lives — economic,
legal, and social — when they are unable to do so on
their own.

We also offer future support commitments to people
with intellectual disabilities and their families, which are
activated when they choose to do so.
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People we support

550

Familiy

Commitment
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Volunteers
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Laws - Legal Framework
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Civil Code 1983 Spain Reform of the State Civil Code 1983.

 Families asked themselves: who will take care of
my child when we are no longer here?

* |In 1983, the State Civil Code was reformed in the
sense that the guardianship of adults with
disabilities could be exercised both by natural
persons, whether relatives or not, and also by legal
persons, provided that they were non-profit.

 From that moment on, promoted by the
associative movement of families,
Guardianship Foundations were established.

Funded by
the European Union




Empowerin . o
® Familes, #EmpoweringFamilies

® Enablin
‘ Self-determination
Rethinking support at every life stage

Own legislation in Catalonia: Assistance.

« Catalonia has its own civil legislation since
1991, reformed in 2010 by Law 25/2010, Book
Two of the Civil Code of Catalonia.

« This law 25/2010: e

£ ——— —— — =

« Maintains the traditional protective institutions TR e
(guardianship, curatorship, judicial defence, etc.). CATALONIA

* Introduces a new figure: assistance, to respond
to the diverse situations of people with disabilities.
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Own legislation in Catalonia: Assistance.

« Strengthens personal autonomy by promoting more
flexible legal responses and avoiding unnecessary or

disproportionate incapacity proceedings.

S
e

 Establishes that, with the figure of assistance, it is not E
necessary to initiate a judicial incapacity procedure, since EEE———
e Y

the person can directly request from the judicial authority
the appointment of an assistant to help them in the care

of themselves or their property

CATALONIA

 Emphasizes the natural capacity of persons and respect
for their personal and family autonomy.
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Law 8/2021, of June 2, which reforms civil and procedural legislation to support persons with
disabilities in the exercise of their legal capacity.

 After Spain ratified the Convention on the Rights of
Persons with Disabilities in 2007, the legislation
was not adapted to the Convention until 2021.

« With Law 8/2021, the state legislation is adapted,
and in Catalonia with Decree-Law 19/2021, of )
August 31, which adapts the Civil Code of
Catalonia to the reform of the judicial procedure for
the modification of capacity.

* The Catalan law is provisionally adapted while
awaiting the Parliament to modify the law, which is
still in process.

Funded by
the European Union




#EmpoweringFamilies

Main points to highlight in the reform of the State Civil Code
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The guardianship of
adults disappears, and the
principle is applied that
every person has legal
capacity and must be
provided with the necessary
supports to be able to make
decisions so that their
wishes, will and
preferences are
respected, as established
by Article 12 of the

Convention.
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The support measures for the
exercise of the legal capacity of
persons who need them are, in
addition to those of a voluntary
nature, de facto custody, and
notarial nature.

The function of the support
measures shall consist of assisting
the person with a disabllity in the
exercise of their legal capacity in
the areas in which it is necessary,
respecting their will, wishes, and
preferences.

#EmpoweringFamilies

3

Support measures of a
voluntary nature are those
established by the person with a
disability, in which they
designate who should provide
them with support and to what
extent. Any voluntary support
measure may be accompanied
by the necessary safeguards to
guarantee at all times and under
any circumstances the respect
for the will, wishes, and
preferences of the person.
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4

De facto custody is an informal
support measure that may exist
when there are no voluntary or
judicial measures being
effectively applied.

Curatorship is a formal support
measure that shall apply to those
who need continuous support. Its
scope shall be determined in the
corresponding judicial resolution in
accordance with the situation and
circumstances of the person with a
disability and their support needs.

Funded by
the European Union
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The appointment of a judicial
defender as a formal support
measure shall proceed when
the need for support is
occasional, even ifitis
recurrent.

When determining support
measures, efforts shall be
made to avoid situations In
which conflicts of interest or
undue influence may occur.

#EmpoweringFamilies

6

None of the support measures may be
exercised by those who, by virtue of a
contractual relationship, provide care,
residential or similar services to the
person who needs support.

This prohibition has already existed Iin
the Catalan Civil Code since 1998. It
refers to the entities providing support
for legal capacity, to avoid conflicts of
Interest. We can say that if an entity
provides services — labour,
residential, leisure, etc. — it cannot be
the entity that provides support for
decision-making.
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Our Program in Som Fundacio

Som Futur
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Can | share a Secret with all of you?
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Confidences

Intervention

Safety

Trust

Listenings

First Steps
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Som Futur

Som Futur is a future support commitment program
for people with disabilities who want Som -
Fundacio to be there for them when the time
comes.
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Information

We listen to the needs of
people and families, we
explain how our organization
works and the services we

provide to people.

Funded by
the European Union
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Legal advice

We provide specialized legal
advice on decision-making
support for people with
disabilities and assist with legal

procedures.

#EmpoweringFamilies

Commitment

A commitment to future support is
formalized before a notary. From that
moment a specialized team ensures

constant and fluid communication.

17
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Intervention Methodology for Family Counselling and Follow-Up
- Som Futur Programme

Within the Som Futur programme, we apply an
Intervention methodology based on anticipation,
personalised support, and active family participation. The
main goal is to accompany families in the process of
reflection, planning and decision-making regarding the

future of their relative with an intellectual disability—

particularly in situations where informal support is fragile

or where the absence of family carers is foreseen.
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Som Futur_ Family intervention

Key pillars of our intervention
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We begin with an initial contact to understand the

. . family context, current concerns, and needs. A
Personalised initial
assessment and comprehensive social and functional assessment is
welcomin . . .
9 carried out to identify strengths, support networks, and

potential vulnerabillities.

We offer safe spaces for emotional support, especially

Emotional In cases of caregiver burnout or high levels of
support and . 1. . . . .
continuous uncertainty. Families receive clear, tailored information
guidance about existing resources, support alternatives, and

possible future scenarios.

Funded by
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We use participatory tools and approaches to co-

develop a personalised future plan involving the person
Person-Centred with a disabllity, their family and support network. The
Planning (PCP) _

process is adapted to the person’s level of

understanding and autonomy, incorporating strategies

for supported decision-making where needed.

We maintain regular contact with families, adapting the

_ plan as circumstances evolve. We coordinate with
Active follow-up and

inter-agency social services, health care, education, and

coordination community-based resources to ensure an integrated
support network. All steps are documented and

Funded by reviewed regularly to ensure adequacy and

the European Union
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When a progressive move away from the family home
IS required, we support the transition to new living
Planned and supported transitions arrangements (such as shared housing, supported
living, or community networks), ensuring that it is

respectful and non-traumatic for all involved.

P—-
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Key data
5341..

Total commitments

92

New commitments

25

withdrawal
9 due to deaths
16 due to termination of the commitment

50

Commitments have become
assistances in 2024

Evolution

500

438

400

300

200

100

2020

445

2021

450

2022

522

2023

#EmpoweringFamilies

534

2024
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Origin of new commitments

27 AR, 9 8
of families W of Social Services directly people with

Commission for Supported disabilities
BFE 2 5 Decision-Making P - 8
of the Guardianship Commission I I I I I of courts

11

of residences

4 without a disability makes to say
that, if in the future they need
help making decisions, they want
declaration Som - Fundacié to be the one to
support them.

-
@ The advance support declaration
m is a document that a person

advance support

Funded by
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Som Futur

Main contact

g & &4 8 X

34% 28% 28% 8% 5%

both parents mother another relative father No family

Requests for information and advice

94 40 250

first visits second visits Legal Area procedures
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Program activity

Care for individuals and families

403

In-person visits

1.276

Telephone contacts

With Som Futur we have found
support in difficult times and a
voice that defends the dignity
and rights of our children.

Garganté Cortés family
Commitment We Are

the Future

Funded by
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Video Support Decision Making
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Don't Forget: Building the Future with Rights and Trust #=mpoweringramilies

Active Involvement Builds
Future

The future is built through active
participation of Iindividuals and
families, emphasizing

empowerment and collaboration.

Fundamental Role of Trust and
Autonomy

Trust and autonomy are
essential for decision-making.

1

’o
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Empowerment through Guidance
and Access

Personalized advice and accessible
Information empower people with
disabilities and their families to
make informed decisions.

Adapting Models Across
Contexts

Encourages reflection on adapting
Som Futur model elements to other
European contexts through

collective debate.

28



Let's Reflect Together #EmpoweringFamilies

Before moving into the debate, we’d like to invite
you to take part in a quick interactive reflection

Scan the QR code on the screen and share your
views with us through four short questions.

Your answers will help us see how participants from
different contexts perceive key challenges and
priorities for the future of support — beyond
families.
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The Protection of People with Severe Disabilities
«After us»: the Italian Law No. 112/2016

Giuseppe Arconzo, University of
Milan

Giada Ragone, University of Milan
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Background: the «After Us» issue

Why is this Law 112/2016 known as «After Us»?

The challenge for the legislator was «how to protect persons with severe disabilities
when parents or caregivers are no longer there or no longer able to support them»

Funded by
the European Union
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Background: the «After Us» issue

The perspective adopted was not that of the persons with disabilities, but rather that of the
parents —

the “us” in “After Us” referring to parents and caregivers who wonder what will happen
once they are gone.

In this way, the person with disabilities is not perceived as an autonomous subject
capable of making choices, but rather as a passive beneficiary of care and protection.

Funded by
the European Union
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Background: the «After Us» issue

Before 2016:

* Fragmented measures, mainly family-based assistance
* Resort to institutionalisation — hospitalization

* Growing pressure from civil society and disability associations
* Need for a legislative response

Sl Funded by
the European Union
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Legal Framework

Italian Constitution
 Art. 2 - Solidarity and inviolable human rights
* Art. 3 - Equality and inclusion
* Art. 38 - Right to social assistance for citizens unable to work
International context
* UN Convention on the Rights of Persons with Disabilities (CRPD, 2006)
* Art. 26 - EU Charter of Fundamental Rights (Integration of persons with disabilities)

Sl Funded by
the European Union
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Law No. 112/2016

OBJECTIVES BENEFICIARIES

Persons with severe disabilitiesnot arising
from natural ageing or age-related diseases,
who lack family support, either because both
parents are dead or because they are unable
to provide adequate parental assistance.

* Promoting autonomy and social inclusion
« Avoiding institutionalization - hospitalization

* Encouraging trusts, insurance, and funds to

secure future care
(art. 1, 1. 112/2016)
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Law No. 112/2016

FUNCTIONING

The measures envisage the progressive assumption of autonomy for the person with
disabilities during the lifetime of the parents, and must be defined with the involvement of the

persons concerned and, to the extent possible, in accordance with the will of persons with
severe disabilities, their parents, or those acting in their interest.

Note: Personalized
individual plan

Empowerin
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Law No. 112/2016

KEY MEASURES INTRODUCED:

« Establishment of a public fund for the Assistance of Persons with Severe Disabillities
Without Family Support

Regulation of Private trusts, fiduciary arrangements, insurance for long-term support
Tax relief for assets dedicated to this purpose

Priority for independent living initiatives
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Eligible Activities for Public Fund Financing

(a) intervention programmes aimed at promoting pathways toward
deinstitutionalisation and supporting independent living in homes or group
apartments that reproduce the living and relational conditions of a family
household, also taking into account the best opportunities offered by new technologies,
in order to prevent the isolation of persons with severe disabilities

Sl Funded by
the European Union
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Eligible Activities for Public Fund Financing

(b) to carry out, where necessary and, in any case, on a residual basis and in the
best interests of persons with severe disabilities, interventions ensuring temporary
accommodation in non-family residential solutions to address possible
emergency situations, in accordance with the will of the persons with disabilities,

where possible, or of their parents or legal representatives

3 Funded by
. the European Union
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Eligible Activities for Public Fund Financing

(c) to implement innovative residential solutions for persons with severe disabilities,
aimed at creating family-type or co-housing arrangements, which may include
covering the costs of purchase, rent, renovation, and installation of necessary systems
and equipment for the functioning of such housing, also supporting forms of mutual aid
among persons with disabillities

Funded by
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Eligible Activities for Public Fund Financing

(d) to develop programmes aimed at increasing awareness, enabling skills, and
fostering competencies for the management of daily life and for achieving the
highest possible level of autonomy for persons with severe disabilities

«In financing the programmes and implementing the interventions, and in accordance
with the principle of subsidiarity and their respective competences, the Regions, local
authorities, third-sector entities, as well as other private entities with proven
experience in the field of assistance to persons with disabilities, and families,

may participate» (art. 3, co. 2)
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Implementation difficulties

 Inequal implementation across different regions
« Complex bureaucracy and lack of information

 Limited resources and sustainability concerns
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It's time for lunchl

We’'ll see you back in the Vittoria Room at 14:20 for our
final panels.

Don’t forget to check-out our Project Desk and Knowledge
and Innovation Corner during lunch.
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