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Executive Summary

The workshop focused on the lived experiences of people navigating life
transitions, moving from being "cared for" to achieving independence. The
findings highlight a profound shift: while change is often viewed with
apprehension, it serves as a catalyst for building confidence and strength
when supported by the right people. The core message from self-
advocates is that "good support” is not defined by a budget, but by being
listened to, respected, and seen as a person with equal rights.

Key Themes & Insights
1. The Landscape of Personal Evolution

Self Advocates identified a wide range of life-altering changes that have
shaped their current identities.

e Residential Transitions: Moving into supported living, moving out of
family homes, and transitioning from institutional settings.

e Milestones of Independence: Gaining employment, becoming a
parent, getting married, and learning to travel independently.

e Navigating Loss: Dealing with the death of parents and friends.



e The Impact of COVID-19: Recognising the pandemic as a major
historical shift in their lives.

2. The Power of Self-Advocacy Groups

A recurring theme was the transformative role of support and self advocacy
groups.

e From Silence to Speech: Many people said they had moved from
being quiet and shy to speaking up for themselves.

e Breaking Free: Support groups gave people the confidence to seek
independence in their own lives.

e Collective Strength: Making friends within these groups has been
essential for navigating change successfully.

3. Defining Good Support During Change

People were clear about what constitutes effective assistance when their
lives are changing.

e Active Listening: The right people are those who truly listen and
spend time finding out about them.

e Safety and Trust: Feeling safe and respected is the foundation of
any supportive relationship.

e Honesty and Competence: Staff must be honest about their
capabilities and help people understand what works in their own lives
to make them better.

e Holistic Connection: Success is achieved when people stay
connected with a network of staff, family, and friends.

4. Aspirations for the Future

The "what's next" for community members focussed on deepening their
quality of life and autonomy.

e Career and Education: Seeking paid jobs in the NHS, gaining
qualifications, and continued learning.

e Personal Choice in Housing: Moving to better accommodation and
having the power to interview the staff who will work in their homes.



e Life Planning: A desire for help in planning, including for the end of
their life

e Social Inclusion: Attending events like Pride and feeling safe while
doing so, and turning talk of holidays into real experiences.

e Embracing Change and Aspiration: Moving from ‘happy to
happier’. People said that they had aspirations to improve their lives
from good to great. They were concerned the system would not
enable this as it would not be a priority.

5. Barriers and Worries

Significant concerns remain regarding how support is funded and
managed.

e The Money Problem: There is a deep-seated worry that support can
"go wrong because of money," with a sense that budgets are being
prioritised over the person.

e Fear of Speaking Up: Some feel unsafe to voice their desire for
change in supported living environments, fearing that things might get
worse if they complain.

e Quality of Care: Concerns arise because people know they pay for
support but do not receive good quality.

Strategic Recommendations

Theme Recommended Action
Person- See the Person: Shift assessments from disability-
Centred focused to person-focused, ensuring support is built

Planning around what the person wants.




Co- Involve people in Hiring: People should interview and

Production pick their own staff to ensure compatibility and trust
leading to improved wellbeing.

Funding & Outcome-Based Budgeting: Move away from looking

Ethics at budgets in isolation; ensure funding follows the right
support for the person, providing the quality people
expect for their money.

Advocacy Support Self Advocacy Groups: Fund and promote

Investment self-advocacy groups as they are the primary driver for
building confidence and independence.

Life-Stage End-of-Life Support: Provide accessible resources

Planning and support for people to plan for death and

bereavement.

Staff Training

Listen and Enable: Train staff specifically on active
listening and how to help people work out their own
lives rather than making choices for them.
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