
Dr Catherine Gibb, Northumbria University 
 

Professor Charlotte Clarke, University of Edinburgh 



 Charlotte Clarke, Northumbria University (now at 
University of Edinburgh) 

 Catherine Gibb, Northumbria University 
 Andrew Fairbairn, formerly NTW NHS Trust  
 Ian James, NTW NHS Trust 
 John Swain, Northumbria University 
 With Margaret Cook, Jo Alexjuk and Lorraine Udell 

 
 30 month multi-disciplinary project funded by NIHR 

Research for Patient Benefit Programme 
 The Research Team acknowledges the support of the 

National Institute for Health Research, through 
DeNDRoN. 



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

2007) 

 
 Policy imperative of early diagnosis (DoH 2009; 

National Audit Office 2007) but poor post-diagnostic 
support 
 

 DH National Dementia Strategy 2009 



 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: 

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

 

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

 

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

 

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



A socio-
critical study 
drawing on 

post-
structuralism 

Strand 2 – 
development and 

evaluation of a 
personal 

development / 
self-management 

programme 

Strand 1 – 
narratives of 20 

people with 
dementia and 

their nominated 
carer, each person 

with dementia 
being interviewed 

3 times 



Interviews 



 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) 

 



 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. 



Identity 

Making the 
most of life 

Difficulty 
with GPs 

Information 
giving and 
receiving 

Practical 
strategies 

Family 
carer issues 



 Adjusting to life with a diagnosis of dementia   
 

 Trying to maintain a “façade”  
 

 Telling about the diagnosis 
 
 Role reversal / taking on different roles 

 
 Losing confidence in social skills / abilities 
ĄLoss of previous social life 
 
 
 



 Keeping physically / mentally active 
 

 Taking up new activities 
 

 Taking more holidays 
 
 



 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   
 
 
 



 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. 
 



 People with dementia used many strategies 
to help with memory problems – e.g.  

ÁLists,  

Ádiaries,  

Á“crib sheets” 

 



 Family carers were struggling with 
uncertainty about the future.   
 

 Own health needs often neglected.  
 

 Financial implications of the dementia 
diagnosis 



Personal Development Course 



 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. 
 



Using a 
supported 
cognitive 
approach   

Providing 
information 

in a variety of 
formats  

Encouraging 
participation 

and 
interaction 

Raising 
awareness of 

local and 
national 
support 

available 

Encouraging 
participants 
to recognise 

positive 
aspects of 
their lives 

Presenting 
positive role 

models 



 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.   

 



 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. 



Positive 
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Identity  

An example of the Identity 
exercise 



Examples of the 
Weekly Handouts 

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



 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. 
 



“Excellent content.  Came to course feeling 
ȬÄÏ×ÎȭȢ  #ÏÕÒÓÅ ÈÅÌÐÅÄ ÔÏ ÓÈÏ× ÈÏ× ÔÏ 
overcome problems / issues.  No longer feel 
isolated.  Everyone on course shared 
experiences and helped each other.  Tutors very 
friendly.  Made us look forward to going each 
×ÅÅËȢ  .ÏÔ Á ȬÃÌÉÎÉÃÁÌȭ ÁÐÐÒÏÁÃÈȢ  (ÅÌÐÆÕÌ ÔÏ 
have a group of people in same situation.  
&ÒÉÅÎÄÌÙȟ ÃÏÎÆÉÄÅÎÔÉÁÌȟ ÅÎÊÏÙÁÂÌÅȦȱ 



 “When we left we felt upbeat” 
 

 “It just makes you feel a lot better in yourself, 
ÅÓÐÅÃÉÁÌÌÙ ×ÉÔÈ ×ÈÁÔ ×ÅȭÖÅ ÇÏÎÅ ÔÈÒÏÕÇÈ ×ÉÔÈ 
ɍÈÕÓÂÁÎÄɎ ÁÎÄ ÔÈÅ ÄÏÃÔÏÒ ȢȢȢ )ÔȭÓ ÎÏÔ ÁÌÌ ÄÏÏÍ 
and gloom, and the best way to deal with it is 
to be positive.  And to just get on and live your 
life the best you can while you can.”  
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