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Living as well as I can 
with Dementia



Um, where am I?



Be present when diagnosing 





Do we really 
want all this at 

once?





Levels of participation

• Devolving

• Collaborating

• Involving

• Consulting

• Informing





Risk? 
What risk?



Dementia model for  
Shropshire, Telford and Wrekin 

Living Well

Seven Elements



1 Remaining engaged within 
the community

• Dementia Action Alliances 

• Activity groups that are dementia friendly 

• Transport that us dementia friendly 

• Information about community activities and 
support 

• Dementia Advisers for all who choose, from 
start to end 

• 6 monthly phone contact with all PWDs from 
Dem Adviser 

• Social prescribing by primary care supported 
by voluntary sector 

• Online chat room 

• Reduce stigma and lack of understanding



2 Having a plan and 
preparing for the future

• Shared, co-produced living plan, held 
electronically and shared by PWD as 
they choose 

• All PWDs enabled to plan DNAR, 
advance directives, etc 

• Smart phone apps promoted for 
PWDs, with support 

• IT systems in H&SC which allow easy 
sharing of info and living plans



3 Being connected with resources, 
knowledge and continued learning 

• PWDs encouraged to continue to join 
learning opportunities and research 
projects 

• Information about these opportunities 
easily accessible and held in one 
place far as possible 

• PWDs provided with support and 
training for use of ipads and tablets 

• Information and course details should 
be in dementia friendly, accessible 
form 

• Providers of learning and research 
opportunities should be encouraged 
to me their local DAA



4 Using assistive 
technologies

• Easily accessible catalogue/s of 
available assistive technology (AT) 
available online and on paper 

• All health and care professionals 
should be made aware of these 
devices and aids and should use 
every contact with PWDs and carers 
to promote use 

• An organisation should be 
commissioned to lead on use and 
promotion of AT 

• Dementia advisers should make sure 
all PWDs and carers are provided with 
or have access to details of AT 
available



5 Accessing individualised, dementia 
friendly care and support as and when 

needed 
• All commissioned providers of 

health or care services should be 
dementia friendly, and members 
of the local DAA 

• Staff in commissioned H&C 
services should all receive 
dementia care and awareness  
training 

• Contractual levers should be used 
to achieve this 

• The Roadmap should only list 
dementia friendly providers of 
health and care services



6 Support for Carers
• Carers should be provided with support, 

information and time away when they want it, to 
avoid crisis 

• Telephone support service for carers, including 6 
monthly calls to all, with referral to dementia 
advisers and carer organisations when necessary 

• GP practices should identify and list all carers, and 
train staff to recognise carer stress and make 
every contact count 

• Social prescribing by primary care professionals 
should be given to carers as well as PWDs 

• Carer assessments should be easily accessible 
via single point of access. Barriers should be 
minimised 

• Respite opportunities in many forms should be 
provided for carers when they feel the need, and 
before crisis, and carers should be frequently 
reminded of these and supports to access them



7 Peer groups
• Should be run by peers for 

peers, with facilitation support 

• Training, coordination and  
admin support should be 
commissioned to enable peer 
groups to happen 

• There should be peer groups 
for PWDs and/or carers, within 
local communities and within 
age or interest groups, to suit 
all



www.shropscommunityhealth.nhs.uk

Social Movement to Influence Change 

“Never doubt that a small group of thoughtful 
committed citizens can change the world - indeed it is 

the only thing that ever does"  

Margaret Meade



www.shropscommunityhealth.nhs.uk

What is a social movement?

Social movements are a type of group action. They [may be] large, 
sometimes informal, groupings of individuals or organizations which 

focus on specific political or social issues. In other words, they 
carry out, resist, or undo a social change. 

- Wikipedia

Shropshire Telford and Wrekin Dementia Action Alliance  
Dementia friends 

Animal rights 
No pylons in mid Wales
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"...social movement thinking is about connecting with peoples’ core 
values and motivations and mobilising their own internal energies 

and drivers for change." 

Helen Bevan
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A social movement is NOT...

Controlling
Hierarchical

Dictatorial

Not even "democratic"
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How do we get influence?

90% of influence comes from personal networks 
and contacts

Not from formal or unsolicited invitations 
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Avoid people who are negative and drain your 
energy

Don't waste your time or passion

Surround yourself with people who share your 
values and trust you
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Why do you think there is so little 
real co-production in the NHS?
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The usual responses... 
I've heard all these

But they'll ask for the 
impossible!

But we'll ask 
patients what they 

think at the end

What a palaver...I can 
do this in two weeks 

on my own We'll lose 
control!

Patients don't 
understand...

How can one 
person represent 
everyone else?

It'll 
take too 
long... 

I haven't got 
time
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Michael Ignatieff once said: 

“There are few presumptions in human relations more dangerous 
than the idea that one knows what another human being needs 

better than they do themselves.”



Go forth and... 
Disrupt



Any questions?


