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The Challenge of Dementia

Prevalence expected to rise by 38% in 15
years (to 950,000 people in UK) (alzheimer Society

2007)

Policy imperative of early diagnosis (oot 200;
National Audit Office 2007) but POOr p05t-diagnostic
support

DH National Dementia Strategy 2009



Aims

This study focuses on the ways in which people manage information and will
develop and evaluate an intervention to support self-management that draws
on a social model of disability.

It aims:

To analyse the impact of information management on representations
of self in people with dementia and their families.

To analyse the impact of information management on partnerships
between people with dementia and care providers.

To develop a personal development programme, informed by these
analyses.

To evaluate the impact of the pilot implementation of this programme
on the well being of people with dementia and their families.
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Strand 1

Interviews




Strand 1

The stories of 17 people with dementia and
their nominated family members
Collected by interview on three occasions
over a 9-month period

Total of 73 interviews (some people
interviewed together)



Interview focus

The mechanisms used to access and disseminate knowledge,
in particular during the early stages of dementia and around
the time of diagnosis.

The content of knowledge assimilated and disseminated by
people with dementia.

How the narrative of self is influenced by the content and
form of such knowledge.

The influence of knowledge management on partnership
with service providers and self-care management.

Ways in which information is used to support their day-to-
day life.



Strand 1 interviews




ldentity

Adjusting to life with a diagnosis of dementia
Trying to maintain a -
Telling about the diagnosis

Role reversal / taking on different roles

Losing confidence in social skills / abilities
A Loss of previous social life



Making the most of life

Keeping physically /f mentally active
Taking up new activities

Taking more holidays



Difficulty with GPs

Difficulties convincing the GP that they did
have a problem with their memory

Having to be very assertive to ensure referral
to memory clinic

For some, the process of diagnosis had taken
a number of months



Information: receiving and giving

People with dementia struggled to remember
whether they had been given any information.

Family members felt the information was not
timed right.

Often told to contact professionals if they
needed more information = problematic for
family members.

Very little opportunity to give information about
themselves to practitioners.



Practical strategies

People with dementia used many strategies
to help with memory problems —e.q.

Lists,

diaries,

“cri b sheets”



Family carer issues

Family carers were struggling with
uncertainty about the future.

Own health needs often neglected.

Financial implications of the dementia
diagnosis



Strand 2

Personal Development Course




Aim of the group programme

The group aims to give participants tools and
support to empower them to retain / regain
some control of their lives following a
diagnosis of dementia.



This was achieved by:




Personal Development Course

Once a week for seven weeks.

Each session lasted 1.5 hrs (first pilot course)
or 2 hours (second pilot course).

Provision was made for the partner/a close
family member to attend as well.

Held on University premises - providing a
friendly, relaxed, accessible, non-clinical
environment.




Facilitation of the course

A co-leadership model was used with two
facilitators to present and support.

For the second pilot of the programme a third

co-facilitator, who has a diagnosis of dementia
(and who was a participant on the first pilot of
the programme), joined the team.

There were two additional facilitators for the
relatives group when they met separately.



The sessions focused on:




ldentity

An example of the Identity
exercise
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Examples of the
Weekly Handouts

These acted as
memory prompts for
the participants when
talking about the
course to family and
friends...

Friday 22nd October 2010 N

>

WEEK P
’northumbria
A‘f’ 8ITY

UNIVER

Give and Take -

Personal Development

Communicating with confidence
This week we have looked at different
ways of communicating — passively,
aggressively and assertively. We have explored
different ways to get the best out of our communi-
cation, and how to be more confident in what we
are asking. Please see separate handout for
more information.
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Tips for good communscation with your

doctor

» Be prepared Take a hst of queshons
you want answered

+  Know what the most impaortant issues
are for you, and what might be able
1o wait unfil next ime

. Take a pen and paper, or a Dicta-

phone with you, S0 you can write

dowry record the answers

Koep sentences clear and short

Don't ask lots of questions in one

sentence

Ask “What's the next step? What do |

neead to do nax!?”

Don't be apologetic—1thes IS your 5

minutes of their time

Ask for repetition if you don't

understand
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\ Strategies to cope with memory problems
) In the session loday, we looked al deffer ent sirategees we
™ can use to help with memaorcy problems
Haro are some of the practical suggestions wa discussed:;
' Label cupboards snd drawers
. Large calendar showing (ay month and year
«  Use anotice board or magnetic board for dally messages
«  Put onentation signs around the house 6.9. Signs on doors
. Fasten Keys to clothes with curty chaan key fob
+  Colour coge keys and locks
«  Usea calendar or diary 1o record daily routme and events
+  Write thangs down
+  Azk others who help to write remanders down
. Have your enportant phono numbars on fast del
Personal Things The Alzheimer's Society National
¢ Den't be too proud 10 ask for help Dementia Helplme 0845 300 0336 cax
~ 1, Keep & sense of humeur prov -dv‘ information, support, guadance and
o If comcentration ix o problem ruferrals to other sppropriate

organisations. All calls are confidential

keep stimudation levels low (e with callers not needing to give their name

television of f when talking)

. If you con. talk te your searest
and deorest—friends, relatives—a
problem chared is a problem
halved

8T landline calls to 0845 numbers cost no
mors than 4 pence per minute. The
helpline 12 ussally open from 8.30am to
6.30pen Mossday to Friday
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Pilot Evaluation

First pilot course, n=8; second pilot course,
n=6.

Assessment of well-being of the person with
dementia, using the Geriatric Depression
Scale (GDP) and the General Perceived Self-
Efficacy scale (GPSES).

Assessment of the learning environment and
process, through interview and evaluation

form.



Evaluation

“Excellent content. Came to course feeling
OAT x1 68 #1 OOOA EAI b/
overcome problems / issues. No longer feel
Isolated. Everyone on course shared
experiences and helped each other. Tutors ve
friendly. Made us look forward to gomg each
x AAES .10 A OAI EI EA,
have a group of people in same situation.
&OEAT Al uh AT 1T ZEAAT OE.



Evaluation (2)

“When we | eft we f el i

“It jJust makes you feel a lot better in yourself,
AOPAAEAI 1T U xEOE xEAO
f EOOAAT AY AT A OEA ATl .
and gloom, and the best way to deal with it is
to be positive. And to just get on and live you

life the best you can while you can.
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