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About the UK
Young Dementia Network

Tessa Gutteridge, Chair
Programme Director for Young Onset Dementia,
Dementia UK

youngdementianetwork.org



What is the purpose of
the Network?

To improve the lives of people with young onset dementia
and their families now and bring about significant changes
that will have a lasting benefit for the future




What i1s the Network?

Whatis the
= YoungDementia
.  Network?

Online influencing community
Collaboration of like-minded people

First and only national 'entity’' for
young onset dementia

Focal point to drive change



Membership

¥

 Over 5,600 members
- Who are our members?

- Range of experience
and expertise vital

B People with young onset dementia - 11%
B Family members and friends - 30%
B Professionals - 53%

Other - 6%



Why set up the Network?

Over 70,000 people with young onset dementia and families
Challenges in diagnosis experience

Inequitable support, information and care

Disabled by inequality, stigma and ignorance

Harness passion and expertise
Galvanise individuals and organisations to act

Identify evidence - identify leverage
Create change - embed improvements



Setting up the Network

- Identified experts active in the field
« Activists/involvement networks
- Senior academic researchers and clinicians
- Media/professional journalist

- Charitable trust funding
- Collaboration code
- Developed distinct brand and comms channels

- Confirmed needs and working out solutions
- Identified initial projects to get us active



How does it work?

- Steering group/working groups
» Collaboration agreement
- Dedicated staff
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Hosted by
Dementia UK

Growing the Network and strengthening its impact
- Increased membership/activities/campaigning

Benefits of Dementia UK hosting

- Increased dedicated capacity and access to expertise
- Secure funding

« Investment in communications/website



Mutual benefits

- Dementia UK provides specialist
nursing support and advice

« Consultant Admiral Nurse for
Young Onset Dementia

«  Consultant Admiral Nurse for
Children and Young People
« Centre of expertise
- Campaigning together
- Practical benefits — developing a
professionals list and service map




Share your
experiences
to help
others

Awareness

* Young onset dementia exists!

* Young onset dementia is different from
late onset and is not ‘early onset’

- Experts by experience have a voice

- Non-specialist professionals aware



Impact

Join the Network Contactus Find support

— Understanding

Aboutus v About young onset dementia v Getinvolved v Resources v Newsandwebinars v Research v

The Young \ A 2y - Website

Dementia

Network

An online community of people living / & 4 PY M
with young onset dementia, their y 3 e I n a rs
family and friends, as well as ‘

professionals working in the health
and social care and voluntary sector

« Resources

What is the Young Dementia Network? About young onset dementia

The Network is an online influencing community working Dementia is described as ‘young onset” when symptoms develop [ ] N e W S I e tte rS

collaboratively to improve lives. People living with young onset before the age of 65. There are over 70,800 people estimated to be

dementia and their families are at its heart. living with the condition in the UK.




Involvement

- Research
- Conferences and webinars

 National and local consultations

voluntary and dementia research sectors.

- Shaping our work



Policy and Public
Affairs

- In parliament
National Health Service
Memory Services

Local area - influencing




Impact
Research and evidence

* Young onset dementia prevalence data
- The Angela Project
/ u - Collaboration with the Dutch Young
onset dementia Knowledge Centre



who are affected by young onset dementia,

“"The sense of connection between service
providers, people with young onset and
researchers, provides a powerful vision
of putting together knowledge

and influence.”
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SO we can connect W|th each other

“"The Network gives me a voice.

Instead of a voice in the wilderness, I'm now part of
a choir singing in unison. It gives me

comradeship of others on the same

journey. The Network has got my back.”




Finally ...
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For more
information

voungdementianetwork.org



