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Partners in the SKILLS Project
ANFfaS

dal 1958 la persona al centro

ASSOCIAZIONE NAZIONALE
FAMIGLIE DI PERSONE CON DISABILITA
INTELLETTIVA E/O RELAZIONALE

L4

" SERVICE FOUNDATION

FOR PEOPLE WITH
AN INTELLECTUAL DISABILIT

EASPD

IMPROVING SERVICES
IMPROVING LIVES

!;..;: itizen Network in %& contro®l

i"sr FOR A WORLD WHERE EVERYONE MATTERS
Scotland
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ere is over 50 years of experience of doing self-directed support all around the world -
od progress - and shared difficulties
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Self-Directed Support

[FIT'S SO 6GOOD THEN WHY IS IT SO HARD?

by Simon Dty * There is good evidence that self-directed
support brings benefits

o It is @ matter of human rights

* But it needs a change in how systems work
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1. What is SDS?



Article 1 of the UN Declaration of Human Rights states:

All human beings are born free and equal in dignity and
rights. They are endowed with reason and conscience and
should act towards one another in a spirit of brotherhood.

The first principle defined by the UN Convention on the Rights
of Persons with Disabilities (UNCRPD) is:

Respect for inherent dignity, individual autonomy including the
freedom to make one’s own choices, and independence of
persons.
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Old model of Professional Gift Model of service delivery:
1. Community funds the state

2. State funds professionals

3. Professionals decide what people need

4. Person receives support as a gift, not a right
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Self-Directed Support is based on the Citizenship Model:
1. Citizens are in control of their own lives

2. Citizens live as part of a community

3. Citizen have entitlements to support

4. Citizen shape the support they need
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® Independent Living Movement - Ed Roberts in Berkely California in
1960s

® Family Movement - Canadian brokerage movement in 1970s

® Deinstitutionalisation - social role valorisation and the movement for
inclusion in 1980s

® Human Rights - UN Convention on Rights of Disabled People - 2006

® AND - Public service reform - BUT competing goals
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2. How does it work?
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1. People find out if they are entitled to support and if they
are entitled to a budget - Rights

2. People make plans, with help from family, friends and
sometimes professionals to decide what they want to do,
using their real wealth (which includes, but is not limited
to their budget) - Freedom

3. People live their life, getting the mixture of paid and
unpaid support that works for them - Participation

4. People meet their needs, but in a way that is consistent
with their goals, and they share what they’ve learned with
the community - Citizenship
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But It Is not easy...

1. People lack knowledge of what they are entitled to
2. People are not free to plan and set their own goals
3. People are not allowed to use resources creatively

4. People are not seen as equal citizens
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3. What's the impact?
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® Good News I - Research shows self-directed support helps
people lead better lives

® Good News II - Research sometimes shows people can
lead better lives and it doesn’t cost more

® Bad News I - Research rarely helps us understand what
elements of SDS help the most

® Bad News II - Research is rarely focused on citizenship,
rights or inclusion - i.e. studying the wrong thing
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4. Why does it work?
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What the research suggests is that Self-Directed Support
works because:

1.

2.

People can focus on things they really want to do
People can stop doing things they don't value
People can select professional support they really value

People can use budget to enhance their community life

S

It is NOT about markets or competition

P e
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5. Why is it different?



. People would be told their personal budget as early as possible so that they knew whether they were
entitled to support and if so, how much.

. People could make their own plans, with the people they wanted to.
. People would finalise and agree their plan with the social worker who worked for the local authority.

. People could take this budget as cash or ask for it to be managed for them by the local authority or by
a third party.

. People can use their budget flexibly and either organise their own support or pay someone else to
organise their support for them.

. The objective is to enable the person to get on to live their own life as a full citizen, actively involved
in their community.

. The review process should be human and should focus on whether the person is safe, living well and
able to follow their own goals.



T










1ES
. A




e

.l’.
 — = 1y,
| *\T )

n«s.

BA« .\vﬂwﬂ =













SPa3uU |ENPIAIPUI 133W 0] AJUON

Pasn104-53W021nQ fuunwwo) ul yoddng 1ay1abo] ueld JU3WI)IIIUT 1e3])

:19bpng
AW

ERIVELS ueld a.e) JUBWISSISSY

MIINDY

S92IAI9S pauyap-aid ojul pay2o0] ASUON



101euIpJo0D) poddng Ayunwiwon

YERIVREL YN HYONS
® 0 0 O O C

Aliwe] uszin




+ L L 4 y
" Anffas 60 anni di futuro ™ s W ¥
~ Le nuove frontiere delle disabilita intellettive e
%" disturbi del neurosviluppo v» "Wy W v

6. How is it going?
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People with physical disabilities may need much less help
around decision-making and may want to employ their own
personal assistants. Hence Self-Directed Support or independent
living often focuses on employment of your own staff team.

People with intellectual disabilities may need more help with
decision-making and this has led to a greater focus on advocacy
or brokerage systems.

Older people may be much less likely to employ staff and may
be more willing to purchase services from existing community
organisations.

People with mental health problems may be focused on
solutions that include counselling and peer support to provide
support while making decisions.
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/. How should you do it?
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. Independent living - we have the right to be a citizen with full access to ordinary lives - I have a right
to live my life in a way that makes sense to me.

. Entitlement - we are each entitled to enough support to achieve citizenship - I have a right to
enough support and also the right not to be over-supported.

. Freedom - we should be in control of our own lives - I have a right to make decisions about how I
live my life and, if needed, I have a right to be supported by people who know me and love me to
make those decisions with me.

. Openness - we should be clear about any rules or systems - I have a right to be told clearly and
simply how the system of entitlement works and how the rules affect me; including how much
money I am entitled to for my support.

. Flexibility - we should be free to use our own entitlements as we see fit - I have a right to use my
money in any way that helps me to live my life; including the freedom to take risks, make mistakes
and learn from them.

. Learning - we should share what we are learning to help everyone - I have a responsibility to share
with others what I have learnt, what works for me and what doesn’t work for me.

. Contribution - we have a responsibility to contribute and to build stronger communities - I have a
right and a responsibility to use my skills, talents and knowledge to play a full part as a citizen in my
community.



Things that help

Permissive legislation and guidance
Positive national policy

Examples of creative innovation
Examples of good leadership

Learning from each other



Things that don't help

® | ow level of public knowledge, people only experience
these problems when disability or illness affects their own
family

® Fears and resistance from many professionals

® Unequal access to Self-Directed Support, where some
groups are seen as lacking capacity or as too difficult to be
able to achieve greater control

® Administrative complexity at a local level



. Support pioneers - Encourage practical change in the real world or identify existing
innovations and help people seem them as part of the new wave of change. Unless
change seems real most people will not be persuaded.

. Build understanding - Share stories, research and accessible materials that make the new
ideas seem exciting and positive.

. Keep innovating - Develop a pro-innovation approach to change, instead of fixating on
one model encourage people to share good examples and learn from each other.
Welcome new ideas and help people to see how different ideas can fit together.

. Work from the inside - Build alliances with frontline workers and managers who want to
make changes and ensure that solutions also help solve problems within existing
systems. Create legitimacy for making these changes within the systems that need to
change.

. Go public - Develop a social movement for change which encourages people to see these
ideas as relevant to their lives. The Australian campaign Every Australian Counts is a
good example of creating an inclusive campaign for change with a positive message.
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Who to trust

1. People with disabilities

2. Families

3. Frontline workers & social workers

4. People who've done it already



