MAKING INVOLVEMENT COUNT




INVOLVEMENT FRAMEWORK

 To work in partnership across health, primary,
social care and third sector (voluntary)
organisations, to strengthen and enable
engagement and involvement with those
living with dementia; individuals, their families
and carers (utilising a range of tools and
techniques).



What are the cards?

* People with dementia may experience
memory loss, confusion, and struggle in
unfamiliar surroundings or have problems
with speech and understanding.

 The resource pack is made up 18 cards each
aimed at giving specific information, advice
and top tips on a range of topics that will help
overcome or prevent this, and support people
with dementia to get involved in activities
whilst recognising their current strengths.
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How can the cards be used?

Strategically — Stakeholder Engagement
and/or Patient and Public Engagement
Strategy

Operationally — reflecting service
iImprovement; training and development

Community — engaging people at events,
workshops, LINks

People with dementia — to live well



Outcomes and Evaluation

Learn and encourage
people to learn from

Utilise recognised evaluation and
dementia tools to integrate
feedback from people with
dementia, volunteers and carers.
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that can be made within the
service.
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the

outh West Area Alzheimer’s
Society to benchmark current
activity, expertise, knowledge, skills
and gap analysis of user
involvement.

Work in partnership with other
regional groups leading on specific
objectives and key areas.



South West Dementia Network of
Involvement Opportunities

e |dentify people with dementia who want to
oe involved within their local community

 Respecting individual preferences, choice of
commitment and activity.

* Engage with seldom heard groups and

increase the opportunities for family and
friends.



How?

* Developing a community engagement model
that meets the engagement requirements of
the strategic Dementia Boards

e Supporting and mentoring people with
dementia who want to take on a more

proactive approach to involvement respecting
their current abilities
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Hospital staff given
insight on dementia

Patients and carers have given
staff at the Royal United Hos-
pital a moving insight into
what it is like living with de-
mentia.

At an event called Seeing it
My Way, people with the con-
dition talked to more than 120
staff at the hospital.

They spoke about living with
dementia, and how the con-
dition affected their everyday
lives as part of an RUH drive to
ensure that services are
tailored to their needs and
those of their families.

Sufferer Alan Ruttley, 86,
said: “I have no discomfort
and there are no obvious signs
that I have this condition, yet I
live with the consequences
every day.

“Ilove travelling by car or by
train, but sadly both pleasures
have been affected by my ill-
ness.

“I cannot travel unescorted
through London as I get
nervous.

Laura Tremelling
Health Reporter
I.tremelling@bathchron.co.uk

“One of my daughters lives
in Plymouth and the other in
Norfolk so it can be difficult
tf'gxl' me, and I get very resent-

Brigid Griffiths who also has
dementia, spoke about the
changes she would like to see
at the RUH to help her.

She said: “I would like hos-
pital signs to be big and bold as
I can’t read very easily now.

“I have to ask people a num-
ber of times to help me.

“Also, I do not want to be
asked to lie down in bed, it is
not that sort of illness.

“When I was finally dia-
gnosed with dementia and told
I couldn’t drive my car I was
very cross. I would like people
to have a deeper appreciation
of dementia and how the per-
son is feeling.”

Tim Mason, a full-time carer
for his 92-year-old mother Es-
ther believes it is vital to in-
volve carers in decisions, as
they can often be neglected.

He said: “I am not here to
kick nursing care but carers
can be so useful.

“I can provide security to my
mother, companionship and
reassurance, I have the time
and patience.

“Let us carers help nurses do
an even better job.”

Around 25 per cent of pa-
tients in the RUH have de-
mentia, and the event also
provided an opportunity to
showcase areas of excellence,
including the RUH Dementia
Charter which was introduced
last year.

RUH consultant geriatri-
cian, Dr Chris Dyer said:
“There is something very
powerful about hearing dir-
ectly from people with demen-
tia and from their carers.

“Coming to hospital can be

TAILORED SERVICES: Theresa Hegarty, head of patient
experience RUH, Alan Ruttley, and Alan's partner Lyn

Juffernholz

frightening and confusing for
a patient with dementia.
“This session helped us de-
velop a greater understanding
of how patients are feeling,
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and their needs.”

For more information on de-
mentia, visit
wwuw.alzheimers.org.uk/re-
membertheperson.




Learning from
experience

Position of Project
*Internally

*SWDP

Enabling localities

Drip feeding the
options to all
settings

Challenge the
status quo
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Informing future work

“Always treat people with dementia and on par
with carers. So often people speak to carer
who may hog a conversation; people with or
without dementia are aware of this and it
ALWAYS makes people (us) feel inferior
useless and sometimes angry.”

(Forget me Not Centre Swindon)






