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programme  
 
Review and Reflections, March 2017 
 
1) Background 
 
¢ƘŜ ¦ƴƛǾŜǊǎƛǘȅ ƻŦ .ǊƛƎƘǘƻƴ ƘŀǾŜ ŎƻƭƭŀōƻǊŀǘŜŘ ǿƛǘƘ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ ŦƻǊ ŀ ƴǳƳōŜǊ ƻŦ ȅŜŀǊǎΦ  
The external evaluation of the Live Well with dementia programme (formerly known as the Self Care 
Programme for People with Dementia) builds on previous work carried out by the University 
evaluation team.  This included the External Evaluation of the Alzheim㜀
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reworked the programme. The ongoing relationship, at all stages, between the University evaluation 
team and AƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ ǎǘŀŦŦ ǿŀǎ ŎǊǳŎƛŀƭ ǘƻ ǘƘŜ ǎǳŎŎŜǎǎŦǳƭ ŘŜǾŜƭƻǇƳŜƴǘ ƻŦ ǘƘŜ ǇǊƻƎǊŀƳƳŜΦ 
 
3.1) Evaluation of the co-design process 
 
In evaluating the co-design process the evaluation team set out to answer the following questions: 
 
1. What has been the experience of people with dementia and staff working with them in the co-

design of the Live Well with dementia programme? 
2. What has facilitated the process and what barriers have there been?  

 
The original methodology designed for this part of the evaluation was as follows: 
 


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 Interviews with facilitators (2) 
 

This methodology was successfully used in Hastings (pilot) and Salisbury (Pathfinder 1).  Methods for 
Pathfinder 2 in Chippenham were moderately ƳƻŘƛŦƛŜŘ ŀŦǘŜǊ ŘƛǎŎǳǎǎƛƻƴ ǿƛǘƘ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ 
and facilitators to better fit the revised programme (see Appendix 6). 
 
The University of Brighton ethics approval complied with the ethical research requirements of the 
!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅΦ Throughout the external evaluation process, a fully informed, ongoing and 
detailed consent process, sensitive to the needs of people with dementia, was implemented and 
worked well in practice.  Locŀƭ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ 5ŜƳŜƴǘƛŀ Support staff were available  to offer 
support to participants 
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4.1.2 Pilot assessment/suitability of participants 
 
From the observation and interview findings it appeared that there was one group of participants 
who had been able to benefit directly from the pilot. A second group had some memory of the 
process but little of the detailed content.  For a third group it was not clear that the programme had 
much impact other than in the benefits of being part of a group and enjoying the social process. All 
the participants valued being in contact with others with the same condition and most had a sense 
of feeling supporte
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following week (such as tidying the garden, doing some cooking).  Sometimes this part of the 
programme was neglected due to lack of time. 
 
There seemed to be far too much content requiring participants (and facilitators) to make rapid 
shifts in the way that they received the information and gave no time for processing of important 
psychological issues, let alone 
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user groups between January and March 2015 which was observed by the evaluators where possible 
and followed up with interviews with all the facilitators of the consultation meetings, including in 
those areas not observed.  
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was easy access to a range of leaflets and importantly access to a laptop and projector which made 

for a more professional feel (than in the pilot where people were struggling to see a flip chart and 

shuffling papers on their knees).  A member of staff was on hand to serve drinks and provided tea, 

coffee and biscuits in the break which helped the facilitators to take a break themselves and remain 

focussed on the group.  This was a major difference from the pilot where one of us had remarked 

ǘƘŀǘ ǘƘŜ ǇǊƻƎǊŀƳƳŜ ŦŜƭǘ ƭƛƪŜ Ψŀ ƳŀǊƎƛƴŀƭƛǎŜŘ ƎǊƻǳǇΣ ǿƛǘƘ ƳŀǊƎƛƴŀƭƛǎŜŘ ǎǘŀŦŦΣ ƛƴ ŀ ƳŀǊƎƛƴŀƭƛǎŜŘ 

ōǳƛƭŘƛƴƎΩΦ  ¢Ƙƛǎ ƘŀŘ ƴƻǘƘƛƴƎ ǘƻ Řƻ ǿƛǘƘ ǘƘŜ ŦŀŎƛƭƛǘŀǘƻǊǎ ōǳǘ ǿƛǘƘ ǘƘŜ ǳƴǎǳƛǘŀōƭŜ ǇǊŜƳƛǎŜǎ ŀƴŘ ŦŀŎƛƭƛǘƛŜǎΦ  

It lead us to note that the environment for this programme is extremely important and even though 

Salisbury facilities were, we considered, ΨƎƻƭŘ ǎǘŀƴŘŀǊŘΩ ŀƴŘ Ƴŀȅ ƴƻǘ ōŜ ŀōƭŜ ǘƻ ōŜ ǊŜǇƭƛŎŀǘŜŘΣ ƛǘ ǿŀǎ 
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their lives, including relationshipǎΦ ¢ƘŜȅ ŀŎǘŜŘ ŀǎ ΨǊƻƭŜ ƳƻŘŜƭǎΩ ŦƻǊ ƳƻǊŜ ǊŜǘƛŎŜƴǘ ƳŜƳōŜǊǎ ƻŦ 
the group. 

 Venue: The benefits of the venue for Pathfinder 1 have been outlined above and we 
recommend they should be replicated as far as possible when selecting venues for future 
delivery of the programme. A fully supported learning environment adds gravitas and dignity 
to the whole process. 

 Peer Support: Noted by everyone as a main positive resource on the programme.  Knowing 
that you are not alone with your situation and can be helped by, and help others. 

 �ĂƌĞƌƐ͛�ƌŽůĞ:  How best to involve carers, when and how. Participants were clear that they 
wanted the programme to be for them ς i.e. not attended by carers, but obviously carers 
have an essential role and need to be aware of what to expect and not to be alarmed by 
behavioural changes that may result from the programme (such as wanting to be more 
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man, who did not want lunch, spoke to us while waiting for his carer to pick him up, expressing 

similar sentiments. The remaining participant, who had missed the session due to attending a 

funeral, had been the most active in the group and agreed to a telephone conversation with one of 

us ς which worked out very well as he remembered many aspects of the programme and, like the 

others, had found it helpful.   

 

Our evaluation of Pathfinder 2 confirmed our earlier recommendations and reinforced several of 

them (see Appendix 6).  To summarize, we felt it essential to take into account the following issues 

in future programmes: 

 

 Building in a three month recruitment phase, having a pool of possible candidates, design a 

trial group activity as sometimes people who are able to participate on a one-to-one basis 

find group work hard (and vice versa), actively engaging with carers to ensure they 

understand the nature of the programme, and to respond to their queries. 

 

 Having low level contact with carers throughout the programme for mutual support and to 

avoid participants leaving the group because of carer anxiety. 

 

 Provide additional training for facilitators on group facilitation skills (including an element of 
therapeutic group facilitation) 

 

 Consider a budget - for transport and appropriate venues; to look into services such as 
community transport where people cannot access public transport. 

 

 Provide for an allowance of 7 hours for facilitators to debrief and plan to enable tailoring of 
content to the particular needs of the participants. 

 

 Consider timing of delivery ς avoid winter / Christmas if at all possible as travel and illness 

tend to be worse at that time. Check to see if people using public transport can use their bus 

pass to get to the sessions on time. 

 

4.3.1  Post Pathfinder 2 

We delivered our report on the evaluation of Pathfinder 2 (Appendix 6) and agreed to present some 

of our observations on the whole period of the Live Well programme at an event organised by the 

!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ ƛƴ [ƻƴŘƻƴ ƻƴ мсth March 2017 for the project team and other staff from the 

Society, plus facilitators and participants.  While considering our presentation, it occurred to us that 

we had plenty of anecdotal evidence arising from feedback from all three locations, particularly from 

the interviews we had conducted with participants and facilitators, but we did not have much 

information concerning the impact of this programme from other parts of the UK.  We discussed this 

with the !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ project team and, in keeping with our action research, collaborative 

model of programme development, they invited facilitators from other regions to send their 

ƻōǎŜǊǾŀǘƛƻƴǎ ǘƻ ƻǳǊǎŜƭǾŜǎΣ ŎƻǇƛŜŘ ǘƻ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅΦ  ¢ƘŜ ǊŜǎǇƻƴǎŜ ǿŀǎ ǾŜǊȅ ƘŜŀǊǘŜƴƛƴƎ ǎƻ 

we were able to incorporate this into our presentation at the London event (See Appendix 7 for 

some examples).   

5.  Final reflections 
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It was important, at the event on 16th March, to be able to share our experiences of the evaluation 

process from start to finish and to hear how others had responded to the recommendations and to 

subsequent changes from both internal and external evaluations; and to hear how it had impacted 

on the lives of all concerned.  The programme, as it stands, has changed from having a rigidly 

structured and scripted delivery, being far too content heavy and missing out on important peer 

group possibilities, to becoming a much more flexible, person-centred, group-based intervention 

that is sensitive to the needs of people with dementia, which takes into consideration the need for 

careful assessment and recruitment of participants and which requires specific training in group 

facilitation.  We all agreed that the pilot had indeed been a useful starting point on the Live Well 

with dementia programme, and that the extensive involvement and commitment of all concerned in 

its development ŀƴŘΣ ƛƳǇƻǊǘŀƴǘƭȅΣ ǘƘŜ ƻǇŜƴƴŜǎǎ ƻŦ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ ǇǊƻƧŜŎǘ ǘŜŀƳ ƛƴ ƳŀƪƛƴƎ 

changes, has produced a potentially valuable service to offer to commissioners.  In particular, we 

considered that general practitioners who rarely have options other than memory clinics to which to 

refer their patients newly diagnosed with dementia, may13.228 T(, )9(m)6(ayp15 p 6( )] TJ
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Appendices: 

 

  
1.  Self-care, self-management and dementia literature review.  October 2013 

 
2. 9ȄǘŜǊƴŀƭ 9Ǿŀƭǳŀǘƛƻƴ ƻŦ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ Live Well with Dementia programme - 

Interim Report. June 2014 
 

3. Self-management and dementia ς updated literature review. January 2015 

 

4.  External Evaluation of the AlzhŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ [ƛǾŜ ²Ŝƭƭ ǿƛǘƘ Řementia (LWwD) 
Programme - user involvement in redesign summary. April 2015 
 

5. 9ȄǘŜǊƴŀƭ 9Ǿŀƭǳŀǘƛƻƴ ƻŦ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛety Live Well with dementia programme - 
final report. April 2016 

 

6. 9ȄǘŜǊƴŀƭ 9Ǿŀƭǳŀǘƛƻƴ ƻŦ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ Live Well with dementia programme ς 
Pathfinder two ς Chippenham.  February 2017 
 

7. Example post-delivery feedback from Live Well with dementia programme 
facilitators.  University of Brighton presentation, March 2017. 
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Research  

Findings 

 

In the last two years the Alzheimer’s Society has been successfully 

delivering the Carers Information and Support Programme(CrISP), a group 

based intervention for carers of people with dementia, across England. In 

development is a partner programme for people with early stage dementia 

and this literature review forms part of that development process.   

The review focuses on group interventions with people in early stage 

dementia, taking a broad definition of self-management, from information 

sharing approaches to more active behavioural change interventions and 

covering those delivered by both lay people and professionals. It is 

international in scope covering research conducted in the last 20 years, 

English language papers only, and includes a summary of the current 

United Kingdom national policy position. In addition the review considers 

relevant literature on self-management in comparable long-term conditions.  

Self care, self-management and 

dementia - a literature review 

   Research 
  October 2013 
 

Key issues from the review; 

 There is a significant amount of literature available 

on self-management of chronic long term 

conditions but much less that directly relates to 

people with early stage dementia. 

 Studies included on work with people with 

dementia indicate that programmes are generally 

not lay, or peer, led although people with dementia 

are involved in design and delivery in some cases. 

 Facilitators come from a wide range of expertise 

and professional background. Most studies 

indicate that group work with people with dementia 

will have two tutors and relatively small groups of 

participants. 

 Whilst there is no indication that content of generic 

programmes is not relevant to people with 

dementia, cognitive challenges require adaptations 

to content and delivery methods. 

 The literature recognises that to work with people 

with dementia necessitates working within the 

framework of their broader support, including 

family, carers. health providers and community 

networks.  
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advocated developing their skills and knowledge to manage their condition in a way 
that enabled them to participate fully in society. Within the context of the 
development of condition specific education, the provision of more information for 
patients and more advice and support about medications, self-management 
programmes were to be delivered by the Expert Patient Programme (EPP). Primary 
Care Trusts (PCTs) and local authorities were encouraged to work in partnership 
with voluntary and community sectors to develop joint training programmes to 
support the care of people with long term conditions. By 2005 self-
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needs of this group, many of whom are still living in the community, has become 
more urgent. National reports and research on how well people are living with 
dementia (AS 2012, 2013) and their views of what quality of life means to them 

http://www.alzscot.org/campaigning/national_dementia_strategy
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 Internet searches through Google Scholar were carried out alongside the more 
detailed database searches, enabling the location of some of the international 
studies and acting as a check mechanism to ensure coverage on the main 
searches.  

 Specialist sources of research were searched including the Social Care Institute 
for Excellence (SCIE), the National Institute for Health and Clinical Excellence 
(NIHCE), and relevant work from The Mental Health Foundation, The Kings Fund 
and The Health Foundation was considered. The work of academics from the 
Universities of Stirling, Bradford, Sheffield, Northumbria, Worcester, 
Bournemouth, Manchester and Bangor in the UK was also reviewed as was the 
work of key academics from the USA and Canada. 

 Department of Health publications and Scottish, Welsh and Northern Irish policy 
reports were searched to provide detail on the current United Kingdom policy 
position.   

Search parameters 

 There were two main initial searches. The first covered “self care” “self-
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 The literature also uses different ways to describe subjects and participants. 
American literature in particular will refer to carers generally as “care-givers” and 
a number of studies refer to “patients”. The reviewer has not changed that 
language where it occurs unless there is a need for clarification but will more 
generally refer throughout to “people with dementia” and “carers”. 

Exclusions 

 No literature is included on individual interventions. 

 There are related bodies of work which offer perspectives that could be useful to 
those developing self-management programmes for people with dementia 
including the use of technology as a self management support mechanism and 
the 
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interaction (Allen 2001). The sessions were highly participative and each time the 
group met there was space for orientation, support and reflection. Facilitators 
delivered short information giving sessions after which group work explored the 
issues and coping strategies.  
 
The final list of proposed topics for inclusion in a self-management programme were 
understanding dementia, rethinking dementia, living with dementia, relationships, 
keeping mentally well, experiencing wellbeing, dementia and daily living, keeping 
physically well, building and developing skills, keeping connected, maintaining a 
sense of self, and planning for the future. All of these topics were broken down into 
more detailed dimensions.  
 
The numbers involved in this study were small 10, (5 people with dementia and 5 
carers) in the first stage and 15, (7 people with dementia and 8 carers) in the second 
stage. However the recruitment of two separate groups for the two stages, through 
voluntary rather than statutory services, and the participatory and developmental 
methods used achieved a high level of detail and feedback from participants. The 
findings provide detail on both content and delivery of a draft programme as well as 
strong perceptions from both people with dementia and carers of the benefits of 
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Qualitative evaluation of a self-management intervention for people in the early 
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dementia will attend each group and their caregivers will be invited to attend the first 
and final sessions. Caregivers will also be able to join the group at the end of each 
session to hear an overview of what theme has been covered. A group manual will 
cover the content of each session and allow space for additional notes and 
comments. The group is based on a self-management approach and draws on 
Social Cognitive Theory and self-regulation models. A flexible approach will be used 
and the sessions will each cover a particular theme within which participants will be 
able to focus on aspects that are meaningful to group members. After an orientation 
session themes will include: practical memory strategies, managing and coping with 
difficult emotions, managing relationships, planning ahead, how to find and access 
additional help and staying well.  
 
Based on the findings from Phase One of the SMART study which involved 
designing an intervention on self-management with people with dementia and family 
care
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highlights the fact that despite both chronic diseases and dementia getting worse 
over time, in terms of self-management the role of the person with dementia will 
change more over time and this makes programmes for people with dementia more 
complex and more difficult to create and manage.  
The research team at CERAH were awarded an operating grant from the Canadian 
Institute of Health Research (CIHR) in 2012 to develop their work further in 
partnership with health service providers and people with dementia and their carers. 
http://dementiaselfmanagement.wordpress.com/developing-a-self-management-
program-for-dementia/ website accessed 14.10.13.  
Chronic Disease Self-management Programs: Relevance for Persons with 
Dementia - Executive Summary (Silverstein & Gottlieb 2011). The study set out 
to explore the extent to which people with Alzheimer’s Disease were served in 
CDSMP workshops. A survey was sent to 2000 master trainers of CDSMP programs 
and the 253 responses covered trainers from across the USA, the District of 
Columbia and five other countries. Overwhelmingly respondents thought CDSMP 
could be h

http://dementiaselfmanagement.wordpress.com/developing-a-self-management-program-for-dementia/
http://dementiaselfmanagement.wordpress.com/developing-a-self-management-program-for-dementia/
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involvement in the groups at different levels and there is only one where the group 
was solely for people with dementia.  
 
The work of Robyn Yale (1995) is cited by many studies on support group work and 
the model she developed of closed groups run over an eight week period combining 
education, emotional support and practical help is used by many.  
 
Group intervention studies 
 
Supportive Seminar groups: An Intervention for Early Stage Dementia Patients 
(Snyder, Quayhagen, Shepherd & Bower 1995). The study based in California, 
USA developed the format for a “Supportive Seminar Group” which was structured 
as eight weekly sessions of one and a half hours duration. After a joint introductory 
session people with dementia and their carers met separately for the first hour of 
each session and came together for the final half hour. Groups were small, 8-10 
participants in total (4-5 pairs), and facilitated by a social worker and nurse team 
each of whom took one group. Topics covered included coping with memory 
problems, daily living, self-esteem, social and family relationships, legal and financial 
concerns and health maintenance.  
 
The project was part of a larger study evaluating four non-pharmacological 
interventions and participants were required to meet the inclusion criteria for the 
bigger study. As a general measure the authors suggest that a score of 20 or above 
on the Mini-Mental State Examination (MMSE) or a score of 100 or above on the 
Dementia Rating Scale can be useful measures for group inclusion criteria.  
 
Evaluative statements made by participants with dementia were content-analysed for 
recurring themes. There were four positive themes of purposefulness, gratification, 
belonging and surviving and three negative themes of helplessness, devaluation and 
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brain and behaviour, energy conservation, reminiscence, coping with loss and 
strategies to improve memory. Recruitment was through a broad base of community 
professionals and voluntary dementia organisations. All potential participants were 
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which researchers felt might have influence
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and that women comprise a high percentage of the health and social care workforce 
Manthorpe and Moniz–Cook (2009) consider the development of support groups for 
men with early dementia in Hull. Pearce, Clare & Pistrang (2002) in an interview 
study also explore the appraisal and coping processes of men with early stage 
dementia and offer a framework for understanding how men cope with their illness.   
 
Whilst not covered here there are useful reviews that cover the broader field of 
individual and group psychological interventions Kasl-
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The programme uses Personal Health Plans (DoH 2011), works in modular form, 
including a module with carers, and is delivered by a multidisciplinary team. The 
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http://www.northumbria.ac.uk/static/5007/hces/giveandtake.pdf%20website%20accessed%2010.10.2013
http://www.northumbria.ac.uk/static/5007/hces/giveandtake.pdf%20website%20accessed%2010.10.2013


https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215946/dh_124048.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215946/dh_124048.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215946/dh_124048.pdf


                                                                                                 

http://www.controlled-trials.com/ISRCTN02023181/02023181
http://www.controlled-trials.com/ISRCTN02023181/02023181
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�ǆƚĞƌŶĂů��ǀĂůƵĂƚŝŽŶ�ŽĨ�ƚŚĞ��ůǌŚĞŝŵĞƌ͛Ɛ�^ŽĐŝĞƚǇ�>ŝǀĞ�tĞll with Dementia 
programme - Interim Report  
 

1. Background 
 
The external evaluation of the Live Well with Dementia programme commissioned from the 
University of Brighton commenced on 1st December 2013 and will run until 31st March 2016.  The 
evaluation is being carried out by a team of staff from the School of Applied Social Science under the 
ŎƻƴǘǊŀŎǘ ŀƎǊŜŜŘ ǿƛǘƘ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅΦ   
 
This document provides an interim report of the evaluation as agreed in the contract t
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ƭƻƻƪ ŀǘ ǇǊƻƎǊŀƳƳŜ ŎƻƴǘŜƴǘ ǘƘŜ ǘƘƛǊŘ ǿŀǎ ŀ Ŏƻƴǎǳƭǘŀǘƛƻƴ ǎŜǎǎƛƻƴ ǿƛǘƘ ŀƴ ŜȄƛǎǘƛƴƎ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ 
User Reference Group. 
  
The original plan for the evaluation had been to observe these co-design consultation meetings, 
interview those who participated (both people with dementia, co-ŘŜǎƛƎƴ ǇŀǊǘƴŜǊǎ ŀƴŘ !ƭȊƘŜƛƳŜǊΩǎ 
Society staff) and then, on the basis of an analysis of these data, provide a short feedback summary 
to the AS on what appeared to work more or less well and where there was room for further 
improvement, in terms of the process of co-design itself.  
 
I CD 4>> BDC tMC  /P <<2.02r1tCID 3>> BDC BTu(p)3(e.024 6679.060Hslenti (these)8( 010201c5S )4it4(e)9(m)-4c5S )4it4(e)9(m,tC24 )-7( C035B43.1724 638.74 Tm
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cs )10(o)-5(n)3(sul)5(t)9(atio)-4(n)3( )9(m)-4(e)9(et)-3(in)5(g)45( 0Hss npro)2(t )-p(d)12(o)-5(s)1sibinlss t th 

  -
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with two of these individuals with their carers and two interviews with facilitators. We were unable 
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were also clear that the purpose of the co-ŘŜǎƛƎƴ ǎŜǎǎƛƻƴǎ ǿŀǎ ǘƻ ΨǘŜǎǘ ǎƻƳŜ ƻŦ ǘƘŜ ƳŀǘŜǊƛŀƭ ǘƻ ǎŜŜ ƛŦ 
ƛǘ ŀŎǘǳŀƭƭȅ ǿƻǊƪŜŘΩΦ {ƻΣ Ǌŀther than being asked a series of open questions about what a self 
management  programme for people with dementia might look like, participants were asked to 
evaluate the suitability, for people with dementia, of an already largely defined self-management 
programme. The AS co-ŘŜǎƛƎƴ ǇŀǊǘƴŜǊ ƳŀŘŜ ƛǘ ǾŜǊȅ ŎƭŜŀǊ ƛƴ ǘƘŜ ƛƴǘŜǊǾƛŜǿ ǘƘŀǘ ǘƘŜȅ ǿŜǊŜ ΨŀŘŀǇǘƛƴƎ ŀ 
ǇǊƻƎǊŀƳƳŜΣ ƴƻǘ ŘŜǎƛƎƴƛƴƎ ƻƴŜΩΣ ƘƻǿŜǾŜǊ ǘƘŜǊŜ ŘƛŘ ŀǇǇŜŀǊ ǘƻ ōŜ ǎƻƳŜ ŀƳōƛǾŀƭŜƴŎŜ ƘŜǊŜ ŀǎ ƘŜ ƭŀǘŜǊ 
reflected: 
 

LΩŘ ǎǘƛƭƭ ǿŀƴǘ ǘƻ ǘƘƛƴƪ ƳƻǊŜ ŀōƻǳǘ ǘƘƻǎŜ ƪƛƴŘǎ ƻŦ things we talked about. Are we inviting 
people to adapt something or inviting them to tell us more about what they would like to 
ǎŜŜΚ !ƴŘ ǿŜ ŎƻǳƭŘ ƘŀǾŜ ŘƻƴŜ ƳƻǊŜ ƻŦ ǘƘŀǘ ŎŜǊǘŀƛƴƭȅ ŀƴŘ LΩŘ ƭƛƪŜ ǘƻ ƘŀǾŜ ŘƻƴŜ ƳƻǊŜ ƻŦ ǘƘŀǘ 
at an early stage than we did. 

 
In terms of the process of consultation in these meetings, the AS co-design partner reflected that 
expertise in working with people with dementia was very important to the successful facilitation of 
discussions and commented on how he had needed to support the ǎŜƭŦ ƳŀƴŀƎŜƳŜƴǘ ŜȄǇŜǊǘ Ψǘƻ 
ƳŀƪŜ ƛǘ ƳƻǊŜ ŀŎŎŜǎǎƛōƭŜ ǘƻ ǇŜƻǇƭŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀΩΦ  
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communication that resulted. He sought help with these issues during the programme and actively 
tried out different ways to assist himself and his wife in dealing with his memory problems.  
 
From the observation and interview findings it appeared that there was one group of participants 
who had been able to take things away from the programme and make use of them (Christine, Terry, 
Peter, Frank). A second group had some memory of the process of the programme but little of the 
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¸ŜŀƘΦ LΩǾŜ ōŜŜƴ ǘǊȅƛƴƎ ǘƻ ŦƛƎƘǘΣ Ƙƻǿ ƭƻƴƎ ƛǎ ƛǘ ƎƻƛƴƎ ǘƻ ōŜ ŦƻǊ ƳŜ ǘƻ ŀƭǘŜǊ ŀƴŘ ŎƘŀƴƎŜΚ 
ΧΧΧΧΧΧΧΧΦΦ L ƪŜŜǇ ƭƻƻƪƛƴƎ ŦƻǊ ƻǇǇƻǊǘǳƴƛǘƛŜǎ ƻǊ ǎƻƳŜƻƴŜ ǘƻ say this or someone to say 
that, or even to grade what sort I am even.  And if someone tells me something very 
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ŀǎƪŜŘ ǘƘŜƳ ǿŜ ƪƛƴŘ ƻŦ ŦŜƭǘ ŀǎ ǿŜ ǿŜǊŜ ŀǎƪƛƴƎ ǘƘŜƳ ΨLΩƳ ƴƻǘ ǎǳǊŜ ǇŜƻǇƭŜ ŀǊŜ ƎƻƛƴƎ ǘƻ ōŜ ŀōƭŜ ǘƻ 
ŀƴǎǿŜǊ ǘƘƛǎΩ ŀƴŘ ǘƘŜƴ ǘƘŜȅ ŎƻǳƭŘƴΩǘ ŀƴŘ ƳŀȅōŜ ǿŜ ƎŀǾŜ ŜȄŀƳǇƭŜǎ ǘƻ ƘŜƭǇΦΦΩ  
 
CǊƻƳ ǘƘŜ ǇŀǊǘƛŎƛǇŀƴǘǎΩ 
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that you did which was only foǊ ŀƴ ƘƻǳǊ ŀƴŘ ŀ ƘŀƭŦ ǿŀǎƴΩǘ ƛǘΚΩ Φ /ƘǊƛǎǘƛƴŜ ǎŀƛŘ ǘƘŀǘ ǎƘŜ ǿƻǳƭŘ ŎŜǊǘŀƛƴƭȅ 
not have wanted it to be any longer.  
 
What participants commented on more than the length of the sessions was the lack of any moving 
around within the sessions and the impact of that. In comparison with the CSG Christine described 
ǘƘƛǎ ƎǊƻǳǇ ŀǎ ΨǾŜǊȅ ǎǘŀǘƛŎΩ ŀƴŘ ƻǘƘŜǊǎ ǿƘƻ ǿŜǊŜ ƛƴǘŜǊǾƛŜǿŜŘ ŎƻƳƳŜƴǘŜŘ ǎƛƳƛƭŀǊƭȅ ŀōƻǳǘ ǘƘŜ ŀƳƻǳƴǘ 
of different things and activities they did as part of the CSG group. By habit people generally sat next 
to the same people and in a similar part of the room. The manual suggested working in smaller 
groups for the action planning and other sessions but this was not followed with this group except in 
the first session There were issues in terms of use of additional space on a couple of occasions which 
limited the choice the facilitators had to break the group up however we would suggest that the 
time pressure to complete everything was also a major factor in restricting how the facilitators were 
able to work. 
 
From observation it was clear that there were times when the energy and concentration in the 
group was very low and breaking up the format of the larger group would have helped with this. A 
very good energiser was done in one session that really helped and this technique should have been 
used more. The group did not appear to need a long mid-session break but they could also have 
been encouraged at that point to move around. Looking at ways in which the programme could 
provide more opportunities for participants to move around would we think be most useful in 
helping with energy and concentration levels. The programme contained a number of sessions on 
issues like relaxation and meditation and the timing of these in relation to breaks and what sessions 
were programmed to follow them should be carefully considered to give participants the best 
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interviewed we found teachers, business people, social workers and service managers and to all of 
ǘƘŜǎŜ ǇŜƻǇƭŜ ǘƘŜ ǇǊƻŎŜǎǎŜǎ ƻŦ ŎƻǳǊǎŜǎ ǿŜǊŜ ŦŀƳƛƭƛŀǊΦ ΨhƘ ȅŜǎΣ ŜǎǇŜŎƛŀƭƭȅ ǘƘŜ ŦƭƛǇ ŎƘŀǊǘΗΩό/ƘǊƛǎǘƛƴŜύΦ 
There were times when the level of the language and materials could have been too simplistic for 
them and others where the concepts were clearly already understood i.e. distractions. In general the 
group were compliant and very respectful of the facilitators but in interviews a number of them 
compared this programme with the CSG which they had found much more exciting and enlivening.  
Carers also made this comparison. 
 

L ŘƻƴΩǘ ǘƘƛƴƪ ȅƻǳ enjoyed ƛǘΣ ȅƻǳ ŘƛŘƴΩǘ ŜƴƧƻȅ ǘƘŜ ǎŜǎǎƛƻƴΣ ǿƘŜǊŜŀǎ ƻƴ ǘƘŜ ŦƛǊǎǘ ŎƻǳǊǎŜ ȅƻǳ 
ŜƴƧƻȅŜŘ ƛǘ ŀƴŘ ȅƻǳ ƭƻƻƪŜŘ ŦƻǊǿŀǊŘ ǘƻ ƎƻƛƴƎ ƴŜȄǘ ǿŜŜƪΣ ƛǘ ǿŀǎ ΨƻƘ LΩƳ ƎƻƛƴƎ ǘƻƳƻǊǊƻǿ ŀƴŘ 
LΩƳ ƎƻƛƴƎ ǘƻ ǘƘŜ ŎƻǳǊǎŜ ŀƴŘ ȅƻǳ ƪƴƻǿΣ ǿŜΩǊŜ Ǝƻƴƴŀ Řƻ ǘƘƛǎ ŀƴŘ ǿŜ Ƴŀȅ ōŜ ŘƻƛƴƎ ǘƘŀǘΩ 
because it was more interactive  (Sarah when discussing if Andrew had been bored by the 
course) 
 

Paperwork 
 
The programme contained a lot of paperwork which from our observations the participants did not 
always find easy to find or to follow. Throughout the programme facilitators had to help some 
participants to locate the right paperwork. We questioned whether it was the amount or the 
presentation as most of the paperwork was in the form of A4 pages or booklets.  
  
/ƘǊƛǎǘƛƴŜ ŦŜƭǘ ǘƘŜǊŜ ǿŀǎ Ψŀƴ ŀǿŦǳƭ ƭƻǘ ƻŦ ǇŀǇŜǊǿƻǊƪΩ ŀƴŘ ƘŜǊ ƘǳǎōŀƴŘ DŀǊȅ ǿŀǊƴŜŘ ƻŦ Ψŀ ŘŀƴƎŜǊ ƻŦ 
ƛƴŦƻǊƳŀǘƛƻƴ ƻǾŜǊƭƻŀŘΩΦ   
 

Ψ²Ŝƭƭ L ǘƘƛƴƪ ǘƘŜǊŜΩǎ ōŜŜƴ ǎƻ ƳǳŎƘ ƛƴŦƻǊƳŀǘƛƻƴΣ ŀƴŘ ōŜŀǊ ƛƴ ƳƛƴŘ /ƘǊƛǎǘƛƴŜΩǎ ŘƻƴŜ ȅƻǳ ƪƴƻǿΣ 
ǘƘŜ ǇǊŜǾƛƻǳǎΦΦŎƻǳǊǎŜΣ ŀƴŘ ǿŜΩǊŜ ƴŜǿ ǘƻ ǘƘƛǎ ƎŀƳŜΣ ŀƴŘ ǿŜΩǾŜ ƘŀŘΣ LΩǾŜ ƘŀŘ ǘƻ ǎŜǘ-up about 
four different files with all the information we get from all the different parties, that there is, 
ƛƴ ŀ ǿŀȅ ǘƘŜǊŜΩǎ ŀ ŘŀƴƎŜǊ ƻŦ ƛƴŦƻǊƳŀǘƛƻƴ ƻǾŜǊƭƻŀŘ ŀƴŘ L ŘƻƴΩǘ ƪƴƻǿ ƛŦ ǘƘƛǎ ƛǎ ŀ ǊŜƭŜǾŀƴǘ 
ǇƻƛƴǘΧΩ 

 
WƻȅŎŜ ŀƴŘ ¢ŜǊǊȅ ōƻǘƘ ŦŜƭǘ ǘƘŜ ǇŀǇŜǊǿƻǊƪ ǿŀǎ ǳǎŜŦǳƭ ŀǎ ŘƛŘ tŜǘŜǊ ōǳǘ ƛǘ ǿŀǎ ƻƴƭȅ ŎƭŜŀǊ ƛƴ ¢ŜǊǊȅΩǎ ŎŀǎŜ 
that he had looked at it since the end of the programme. {ŀǊŀƘ ƪƴŜǿ !ƴŘǊŜǿ ƘŀŘƴΩǘ ƭƻƻƪŜŘ ŀǘ ƛǘ 
ΨǘƘŀǘΩǎ ŀƭƭ ǘƘŜ ǇŀǇŜǊǿƻǊƪ ŀƴŘ ƛǘ ƘŀǎƴΩǘ ōŜŜƴ ƻǇŜƴŜŘ ǎƛƴŎŜ ƘŜ ŎŀƳŜ ƘƻƳŜ ŦǊƻƳ ǘƘŜ ǎŜǎǎƛƻƴΣ ǘƘŜ ƭŀǎǘ 
ǎŜǎǎƛƻƴΩΦ 
 
Sally (one of the facilitators) had also felt the paperwork was causing problems  
 

We found the Useful Things booklet to be really confusing to people within the session 
ōŜŎŀǳǎŜ ǿŜΩŘ ǿŀƴǘ ǘƻ ƘƛƎƘƭƛƎƘǘ ǘƻ ǇŜƻǇƭŜ ƭƛƪŜ ΨǘƘƛǎ ƛǎ ƻƴ ǇŀƎŜ ǿƘŀǘŜǾŜǊΩ ōǳǘ ǘƘŜƴ ǘƘŜǊŜ ǿŀǎ 
so much scrabbling around with different bits of paper and then people would be looking for 
their actiƻƴ Ǉƭŀƴǎ ŀƴŘ ƎŜǘǘƛƴƎ ŎƻƴŦǳǎŜŘΧΧL ǎǳƎƎŜǎǘŜŘ όǘƻ ǇǊƻƎǊŀƳƳŜ Ŏƻ-ordinators) that 
ǇŜǊƘŀǇǎ ǘƘŜǊŜΩǎ Ƨǳǎǘ ƻƴŜ ōƻƻƪƭŜǘ ǇŜǊƘŀǇǎΣ ƻǊ ǘƘŀǘ ǘƘŜȅΩǊŜ ŎƻƳǇƭŜǘŜƭȅ ŘƛŦŦŜǊŜƴǘ ŎƻƭƻǳǊǎΣ ƻǊ 
Ƨǳǎǘ ǎƻƳŜǘƘƛƴƎ ǘƻ ƳŀƪŜ ƛǘ ǊŜŀƭƭȅ ƻōǾƛƻǳǎ ǿƘŀǘ ȅƻǳΩǊŜ ǘŀƭƪƛƴƎ ŀōƻǳǘ   
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did explain how it linked, you know, whatever the topic was, how that linked in with the 
ǘǊƛŀƴƎƭŜ ŀǘ ŜŀŎƘ ŀǊŜŀΣ ŀƴŘ ǘƘŜƴ ŀǘ ƻǘƘŜǊ ǘƛƳŜǎ ƛǘ Ƨǳǎǘ ǎŀƛŘ ΨŜȄǇƭŀƛƴ Ƙƻǿ ǘƘƛǎ Ŧƛǘǎ ƛƴ ǿƛǘƘ ǘƘŜ 
ǘǊƛŀƴƎƭŜΩΣ ŀƴŘ L ǿŀǎ ǘƘƛƴƪƛƴƎ ΨŀŎǘǳŀƭƭȅ L ŘƻƴΩǘ ǊŜŀƭƭȅ ƪƴƻǿ Ƙƻǿ it fits in with the triangle. 

 
/ƘǊƛǎǘƛƴŜΩǎ ƘǳǎōŀƴŘ DŀǊȅ ƘŀŘ ŀ ǳǎŜŦǳƭ ǎǳƎƎŜǎǘƛƻƴ ǘƻ ƳŀƪŜ ŀǎ ƘŜ ǘŀƭƪŜŘ ŀōƻǳǘ ŀ ǎŜǘ ƻŦ 5±5Ωǎ ƘŜ ƘŀŘ 
used at work for health and safety training and the conversation he and Christine had had about 
different ways of getting information;  

 
ΧǿŜ ǿŜǊŜ ǎŀȅƛƴƎ ǿƻǳƭŘƴΩǘ ƛǘ ōŜ ƴƛŎŜ ƛƴǎǘŜŀŘ ƻŦ ŀƭƭ ǘƘŜǎŜ ǊŜŀƳǎ ƻŦ ǇŀǇŜǊ ǘƘŀǘ ǿŜΩǾŜ Ǝƻǘ ƛŦ ǘƘŜ 
funding was available to have a DVD that would, it would have to hold your attention of 
course, but you could both sit down, the carer and the person suffering from dementia could 
ōƻǘƘ ǎƛǘ Řƻǿƴ ŀƴŘ ǿŀǘŎƘ ƛǘΧΦƛŦ ƛǘ ǿŀǎ ŘƻƴŜ ƛƴ ŀ ǾŜǊȅ ǇǊƻŦŜǎǎƛƻƴŀƭ ǿŀȅ ȅƻǳ ƪƴƻǿ ǘƘŜǊŜ ƳƛƎƘǘ 
be some really good bullet points that you might think, might stick in your brain more than 
wading through this amount of paperwork that ǿŜΩǾŜ ǎǳŘŘŜƴƭȅ ƎƻǘΦ  

 
Many of the group actively took notes.  In some cases it appeared that this note taking was perhaps 
an automatic and habitual response based on previous attendance at courses or from work 
processes people had done earlier in their lives as was seen in the interview with Joyce.   
 

Interviewer:  I noticed you used to take notes quite a lot 
Joyce: Yes 
I: Was that to help you remember? 
WΥ ¸ŜǎΦ !ƴŘ LΣ ǿŜƭƭ L ŀƳ ǉǳƛǘŜ ŦƻǊƎŜǘŦǳƭ ƴƻǿ ōǳǘ LΩǾŜ ŀƭǿŀȅǎ ōŜŜƴ ŀ ƭƛǘǘƭŜ ōƛǘ ŦƻǊƎŜǘŦǳƭ ŀƴŘ ŀƭǎƻΣ 
you kƴƻǿΧ 
LΥ ¸Ŝǎ ȅƻǳΩǾŜ ŀƭǿŀȅǎ ǘŀƪŜƴ ƴƻǘŜǎ ŀƴŘΧ 
WΥ ²ƘŜƴ LΩǾŜ ƎƻƴŜ ǘƻ ƭŜŎǘǳǊŜǎ ŀƴŘ ǘŀƪŜƴ ƴƻǘŜǎ ŀƴŘ ǘƘƛƴƎǎ ƭƛƪŜ ǘƘŀǘ ƻǊ ǘŀƪŜƴ ƘƛǎǘƻǊƛŜǎ ŦǊƻƳ 
patients and things. 
LΥ {ƻ ǘƘŀǘΩǎ ŀ ƪƛƴŘ ƻŦ ŦŀƳƛƭƛŀǊ ǘƘƛƴƎ ŦƻǊ ȅƻǳ ƛǎƴΩǘ ƛǘΚ 
WΥ ¸ŜǎΣ ȅŜǎΧΦLΩǾŜ ƭƻƻƪŜŘ ŀǘ ōƛǘǎ ŀƴŘ ǇƛŜŎŜǎ (of paperwork) yes, and also keep referring to my 
ōƻƻƪ ŀƴŘ L ŀƭǎƻ Ǝƻǘ ŀ ƭƻǘ ƻŦ ǎǘǳŦŦ ƻŦŦ ǘƘŜ ƛƴǘŜǊƴŜǘ ŀōƻǳǘ !ƭȊƘŜƛƳŜǊΩǎΦ 

 
but feedback from one carer challenged the usefulness of this process, 
 

they were quite muddled and scribbled and I got the impression that the notes were then 
ƎƻƛƴƎ ƻǾŜǊ ǿƘŀǘ ȅƻǳΣ ǘƘŜ ǿǊƛǘǘŜƴ ƭŜŀŦƭŜǘǎ ǘƘŀǘ ǿŜ ŀƭǊŜŀŘȅ ƘŀŘ ŀƴŘ L ŘƛŘƴΩǘ ƪƴƻǿ ǿƘŜǘƘŜǊ 
Andrew was supposed to take notes or whether he chose to write certain things down when 
ƘŜ ǿŀƴǘŜŘ ǘƻ ŀƴŘ L ŎƻǳƭŘƴΩǘ ǿƻǊƪ ǘƘŀǘ ƻǳǘΦ ό{ŀǊŀƘύ 

 
Our observations and feedback from interviews led us to question whether a paper based course is 
the right way for people with dementia? We suggest it may be useful to consider different 
information storage and dissemination methods as paperwork cannot be shared in the same way as 
audio or visual resources.  As Gary put it ‘ŎƻƳŜ ƻƴ ȅƻǳ ƪƴƻǿΣ ƛǘΩǎ нлмпΣ ŀƭƭ ǘƘƛǎ ǎǘŀŎƪǎ ŀƴŘ ǎǘŀŎƪǎ ŀƴŘ 
stacks of paper, there should be perhaps a more professional way of doing it, it would be more 
ŜŦŦŜŎǘƛǾŜΣ ǘƘŀǘΩǎ ǘƘŜ Ƴŀƛƴ ǘƘƛƴƎΣ ƛƴ ƎŜǘǘƛƴƎ ǘƘŜ ƳŜǎǎŀƎŜ ŀŎǊƻǎǎ ŀƴŘ ǘŜŀŎƘƛƴƎ ǇŜƻǇƭŜΩ We also note 
that within the Literature Review there were examples where audio and visual resources had been 
found effective for people with conditions like Multiple Sclerosis and Acquired Brain Injury where 
memory and concentration were factors.  
 
Use of the facilitators as a resource 
 



                                                                                                Appendix 2 

14 

 

As mentioned earlier the programme was heavily scripted and we observed that this meant there 
was little room for the facilitators to develop their own language, to input their own knowledge or to 
make best use of their existing skills and understanding of working with people with dementia, 
which were significant.   
 
Whilst facilitators acknowledged the usefulness of the manual they also commented on times when 
they felt restricted by how they were asked to use it or the language it provided them with. Whilst 
the manual encouraged them to paraphrase on occasions they also felt that it was difficult within 
the time frame to become familiar enough with the detailed text to be able to do this.  They also felt 
that on occasions the language of the manual lacked clarity and that sometimes questions seemed 
to be repetitive.  
 
To Sally the way they were asked to do the questions process felt unfamiliar and she commented on 
how having to be the one just writing things on the flip chart but not commenting was hard for her.  
 

I found it really hard because I think my natural instinct is, was to look at the group and sort 
of give eye contact or nod or whatever, but actually as soon as you did that then people 
ǿŜǊŜ ƳƻǊŜ ƭƛƪŜƭȅ ǘƻ ǘŀƭƪ ǘƻ ȅƻǳΧΦΦL ƘŀŘ ǘƻ ŀƭƳƻǎǘ Ǉǳǘ Ƴȅ ōŀŎƪ ǘƻ ǇŜƻǇƭŜ ǘƻ ǎǘƻǇ ǘƘŀǘ 
temptation 

 
Sally also commented how the mindfulness exercise stood out for her as being too wordy and where 
her own experience could have been better used.  
 

LΩǾŜ ǘŀƭƪŜŘ ŀōƻǳǘ ƳƛƴŘŦǳƭƴŜǎǎ ōŜŦƻǊŜ ŀƴŘ L ǘƘƛƴƪ LΩǾŜΣ ƛƴ Ƴȅ ƻǿƴ ǿƻǊŘǎ LΩǾŜ ƻǳǘ ƛǘ ŀŎǊƻǎǎ 
ǎƛƳǇƭŜǊ ƻǊ ƳƻǊŜ ŎƭŜŀǊƭȅ ǘƘŀƴ ǿŀǎ ƛƴ ǘƘŜ ǎŎǊƛǇǘΧΧǘƘŜǊŜΩǎ ŀōƻǳǘ ǘƘǊŜŜ ƻǊ ŦƻǳǊ ŘƛŦŦŜǊŜƴǘ 
paragraphs saying things in slightly different ways and I think I could have just said it more 
ǎǳŎŎƛƴŎǘƭȅ ŀƴŘ Ǝƻǘ ƛǘ ŀŎǊƻǎǎΣ Ŏƻǎ LΩƳ ƴƻǘ ǎǳǊŜ ǇŜƻǇƭŜΣ ȅƻǳ ƪƴƻǿΣ ǘƘŜȅ ǊŜŀƭƭȅ Ǝƻǘ ƛǘ 

 
The facilitators had excellent skills in relating to the participants, they were attentive, supportive and 
humorous doing their best to make the materials work for the participants.  The participants were 
very aware of how hard they were working and clearly liked and respected them. They regularly 
expressed gratitude and gave them positive personal feedback. Whilst we made it clear that we 
were not observing or judging the facilitators either in the sessions or the interviews all participants 
spoke of how good they were and did not wish to appear critical of them at all. Two of the 
participants spoke particularly of speaking up in the group more than what might have been usual 
ŦƻǊ ǘƘŜƳ ǘƻ ŀǾƻƛŘ ŘƛŦŦƛŎǳƭǘƛŜǎ ŦƻǊ ǘƘŜ ŦŀŎƛƭƛǘŀǘƻǊǎ ΨL ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ ŦŜŜƭ L ǿŀǎ ƎƻƛƴƎ ƻǾŜǊ ǘƘŜ ǘƻǇ ōǳǘ 
ǘƘŜƴ L ŘƛŘƴΩǘ ǿŀƴǘ WŜƴƴȅ ƴƻǘ ǘƻ ƘŀǾŜ ŀƴȅǘƘƛƴƎ ǘƻ ǿǊƛǘŜ ǳǇΩό/ƘǊƛǎǘƛƴŜύ  
 
One area of concern expressed by one facilitator was about whether/how to challenge either what 
participants were saying or their understanding. The example given was of action plans where the 
facilitators could clearly see that what the person had written down the previous week to do was 
not what they said they had done.  
 

L ǿŀǎƴΩǘ ǎǳǊŜ ŀōƻǳǘ ǎƻǊǘ ƻŦ ŎƘŀƭƭŜƴƎƛƴƎ ƛǘΣ ƻǊ Ƨǳǎǘ ƴƻǘ ŎƘŀƭƭŜƴƎƛƴƎΣ ōǳǘ ǎƻǊǘ ƻŦ ǎŀȅƛƴƎ ΨƻƘ L ǎŜŜƳ 
ǘƻ ǊŜŎŀƭƭ ƛǘ ǿŀǎΣ ȅƻǳ ǎŀƛŘ ȅƻǳ ŘƛŘ ǘƘŜ ƘƻƻǾŜǊƛƴƎΩΣ ōǳǘ L ŘƛŘƴΩǘ ǊŜŀƭƭȅ ƪƴƻǿ ǿƘŜǘƘŜǊ ǘƻ Řƻ ǘƘŀǘ 
or not or whether that would make him feel, ȅƻǳ ƪƴƻǿΣ L ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ ƳŀƪŜ ƘƛƳ ŦŜŜƭ 
embarrassed or anything like that 

 
In observation we did not know that the facilitator had noticed this and it raised for us a question 
about how best to check and confirm understanding during the programme in general. Given the 
points made elsewhere about note taking it would not be safe for example to assume note taking 
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implied understanding of the issue. Clearly having fewer issues to cover in sessions would allow time 
for facilitators to check what is being taken in and whether participants are able to use the materials 
of the programme in the way intended. 
 
Carers 
 
Carers gave feedback on a number of issues and the feedback on paperwork is included in that 
section. A number of carers commented on not knowing what had happened in sessions and 
therefore not being able to support in taking issues forward. Sarah for example felt  
 

it would be better for partners, for carers to be on the course with the person and to 
ǳƴŘŜǊǎǘŀƴŘ ǿƘŀǘ ǘƘŜȅ ǿŜǊŜ ōŜƛƴƎ ǘƻƭŘΣ ōŜŎŀǳǎŜ ƛŦ ƛǘΩǎ ŀ ƳŀǘǘŜǊ ƻŦ ƳŀƴŀƎƛƴƎ ǘƘŜƛǊ ƭƛŦŜ ōŜǘǘŜǊ 
then some of them may not be at a sǘŀƎŜ ǿƘŜǊŜ ǘƘŜȅΩǊŜ ŀōƭŜ ǘƻ do that or to be able to 
impart that information to somebody else 
 

In his individual interview Andrew had also said he would have preferred a course that included his 
wife as he considered her so central to his care. 
 
Two carers were specifically part of joint interviews but the evaluation team did speak to a number 
of other carers during the process of arranging interviews and they were keen to talk. Feedback from 
the interviews and these informal conversations illustrated the potential value in bringing carers on 
board for at least part of the programme and also in the assessment process. Understanding more 
ŀōƻǳǘ ǇŜƻǇƭŜΩǎ ŎǳǊǊŜƴǘ ƭƛŦŜǎǘȅƭŜΣ ƭƛǾƛƴƎ ŎƛǊŎǳƳǎǘŀƴŎŜǎ ŀƴŘ ǇǊŀŎǘƛŎŜǎ ōŜŦƻǊŜ ŀƴŘ ŘǳǊƛƴƎ ǘƘŜ 
programme would be use
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course. This did seem to give participants permission to be more critical and some useful feedback 
was gained as a result.  

 
We noted that for one participant his feedback most weeks was to do with his problems with 
hearing. In conversation after the programme he raised that issue again with the evaluation team 
and said that he would have liked to have been given more support perhaps with a hearing loop. We 
would suggest that in considering a better way of checking out what is really working for people on 
this programme that issues of hearing loss and other disabilities should be carefully considered to 
provide the best possible access and experience for participants. 
 
 
In summary, in terms of our evaluation questions in relation to pilot delivery 
 

1. To what extent is the Live Well with Dementia Programme successful in providing 
knowledge, skills and practical tools in ways that can support people with dementia to be 
more actively involved in their own self care?  
 

2. To what extent does the timeliness of the Live Well with Dementia Programme to the 
individual situations of the participants (i.e. length of time since diagnosis/onset) impact on 
their overall experience and their ability to benefit/or not from participation?  
 

3. Are there ways in which the delivery content and/or style could be improved or made more 
appropriate?  

 
We summarise our main points for consideration as follows; 
 

 The pilot was not delivered in isolation but as part of a broader package of group activities 
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 We found it difficult to see the pilot sessions we observed as part of the co-design process as 
the scripted nature of the delivery gave no room for the programme to be designed with the 
participants or for there to be realistic input into the design.  

 
Research Team - Flis Henwood, Naomi Smith, Diane Waller, June 2014 
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Research  

Findings 

 

The original self care, self-management and dementia 
literature review, completed in October 2013, informed the 
development of the Alzheimer’s Society Live Well with 
Dementia Pilot Programme delivered in 2014.  
 
This update focuses on research on self-management and 
dementia and reviews both new research and the 
development of studies included in the original review. It 
includes a short appendix reviewing research on 
mindfulness with people with dementia.  
 
As it develops rather than duplicates the original review it 
should be considered in conjunction with that document. 
review. 
 

Self-management and dementia 

– updated literature review   

   Research 
  January 2015  

Key issues from the update; 

 There is a noticeable development in the body 
of robust research evidence since the original 
review. 
 

 Both academics and practitioners involved in 
developing the work come from different 
theoretical and practice backgrounds and there 
is variation in how interventions are being 
developed. 
 

 
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and taking action. The key characteristic that distinguishes self-management from more 
traditional health promotion and patient education is how participants are encouraged to 
tailor self-management skills and knowledge to their own situation and needs (Lorig and 
Holman 2003). The concept of self-efficacy, which refers to an individual’s belief in their 
capabilities to organise and carry out a course of action to attain a goal (Bandura 1977), is a 
key component of most self-management models. Teaching processes for self-
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Search parameters 
 

 The main search term used for this update was (“self-management” and 
“dementia” or “Alzheimer’s”). Other searches have again looked at (“group 
interventions” and “people with early-stage dementia”), and separately at 
(“mindfulness” and “people with dementia”).  
 

Scope 
 

 The original review was international in scope covering research conducted in the 
years 1993 - 2013 and English Language papers only. This revision has covered 
the period 2013 - 2014. The International references retrieved in this search are 
from Finland, Canada and the USA.   

Exclusions 

 No literature is included on interventions with individuals. 

 Work on the broader spectrum of cognitive early intervention support for people 
with dementia, including cognitive rehabilitation 
http://great.bangor.ac.uk/about.php (website accessed 6.1.2015) and 
psychotherapeutic interventions is not covered here although the developing 
work in these areas does have relevance to the capacity of people with dementia 
for relearning and adaptation. 
 

 There are a number of large scale, long running studies recently funded through 
the ESRC and the NIHR around the subject of living well with dementia. The 
studies are not specific to self-management and are therefore not included here. 
They are however useful to be aware of in the context of developing work with 
people in early-stage dementia. Two of those studies are referenced here for 
information. 
  
The PRIDE (Promoting Independence in Dementia) study led by Martin Orrell 
from UCL will be considering and evaluating an effective social intervention to 
support independence and quality of life for people with early-stage dementia and 
their carers. http://www.ucl.ac.uk/psychiatry/pride (website accessed 6.1.2015) 
 
The IDEAL study led by Linda Clare at Bangor aims to identify what helps people 
to live well, or makes it difficult to live well in the context of having dementia or 
caring for a person with dementia. http://

http://great.bangor.ac.uk/about.php
http://www.ucl.ac.uk/psychiatry/pride
http://www.idealproject.org.uk/
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General 
 

 Detailed studies on mindfulness with people with dementia are limited but the 
area is clearly of developing interest. 

 
Layout of the update 
 
The update is written in two sections with an appendix. The first section updates the 
key academic studies on self-management group interventions with people with 
dementia detailed in the original review and includes additional studies and 
publications. The second section covers group work with people with dementia not 
specifically referred to as self-management interventions. The studies in this section 
of the original review still stand as relevant and whilst they are not repeated here 
some of the issues covered are summarised for reference. In addition this section 
also covers recent publications on resilience and peer support. There is an appendix 
covering research on mindfulness and dementia. 
 
Section One  
 
Self-management and dementia 
 
At the time of writing the original review this section considered 10 studies. There 
were five articles, two Randomised Controlled Trials (RCTs) registered but without 
published protocols and three reports.  All considered the development of specific 
self-management interventions and provided conceptualisations of what self-
management programmes for people with dementia could look like. 
 
This section follows the same format, updating those studies and discussing new 
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The Lifestyle Matters Programme is funded under the Lifelong Health and Wellbeing 
programme led by the Medical Research Council on behalf of five UK Research 
Councils and is running for four years from 2011. Lifestyle Matters is an occupational 
therapy based intervention for people aged 65 or older living in the community, the 
main purpose of which is to develop and maintain wellbeing through taking part in 
meaningful activities and occupations as part of everyday life. The study protocol for 
a Randomised Controlled Trial of the Lifestyle Matters intervention was published in 
2013 (Sprang et al 2013). The study, which is being conducted by the Universities of 
Sheffield and Bangor, has been recruited to and is currently running. The success of 
the intervention is considered to be ‘based on positioning the older person as the 
H[SHUW��WKHUHE\�IDFLOLWDWLQJ�LPSURYHG�FRQILGHQFH��DQG�DVVRFLDWHG�SRVLWLYH�EHKDYLRXUV¶. 
The intervention encourages participants to µXQGHUWDNH�SHUVRQDO�JRDO�setting and be 
DFWLYH�LQ�WKHLU�RZQ�SHUVRQDO�GHYHORSPHQW¶ (Sprang et al 2013 p2).  
 
In the original review some more detail is given on the delivery style of the Lifestyle 
Matters programme which was mirrored in Mountain and Craig’s 2012 study looking 
at what should be in a self-management programme for people with early-stage 
dementia. As part of the Lifestyle Matters programme, the authors are also looking at 
whether the programme can be adapted for people with dementia. A pilot study, 
Journeying through Dementia which is based on the work of the 2012 study, has 
been completed and is currently being written up with a view to developing a full 
Randomised Controlled Trial.   
 
 
The original review included three studies led by Faith Martin from Coventry 
University, UK. These studies continue to feature highly in any searches on the 
subject. They are summarised as follows; 
 
Perceived barriers to self-management for people with dementia in the early 
stages 

https://hopeprogramme.coventry.ac.uk/
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The article reports on the RCT mentioned above which recruited 136 people with 
dementia and their carers, who were randomised half to the self-management 
intervention and half to control groups. 67 couples participated in the self-
management groups which ran for four hours weekly for 8 weeks. People with 
dementia and their carers met in separate but concurrent groups with 10 participants 
in each group. Sessions were discursive and the content varied according to 
participants preferences. Prior visits to participants had helped establish topic 
preferences. The groups aimed to enhance participants’ self efficacy, problem 
solving skills and peer support. 72% were at a mild stage of dementia. The groups 
worked on the basis of a psychosocial group rehabilitation model and on self-
management supporting principles based on constructive learning theory and a 
reflective learning model building self-management skills little by little during the 
intervention. Different kinds of active learning methods were used including working 
in pairs and brainstorming sessions and the tutors, who were trained professionals, 
had received group facilitation training and were tutored throughout. Group 
intervention was goal orientated and took advantage of group dynamics and peer 
support. 
 
Findings indicated that participants were very committed with a 93% participation 
rate and no drop out. The intervention was tailored to the wishes and proposals of 
participants providing knowledge (about dementia, active lifestyle, nutrition and 
exercise) and skills (problem-solving and control of everyday life, goal setting). The 
atmosphere in the groups was positive and hopeful and there were high levels of 
satisfaction. Participants in all groups requested information about dementia and 
expert staff were brought in to provide this. The study sought to promote a patient-
centred approach and participants’ active agency and by giving space for 
participant’s initiatives in the content the authors felt this was achieved.  
 
This is one of few studies working with people with dementia and their caregivers 
separately but concurrently and they noted how willing all participants were to meet 
and be with their peers, this particularly applying to the people with dementia. The 
authors acknowledge that their model has similar elements to that developed by 
Mountain 
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cost-effectiveness of a self-management group intervention (the SMART 
Study) (Quinn et al 2014) 
 
The study is currently underway and was due to complete in December 2014. It is a 
pilot single-site single-blind randomised controlled trial following the intervention as 
outlined in the original review. 42 participants and caregiver pairs were recruited. 
The intervention of eight, 90-minute weekly sessions was led by two members of the 
clinical team. Seven people with dementia will attend each group and their 
caregivers will be invited to attend the first and final sessions. Caregivers will also be 
able to join the group at the end of each session to hear an overview of what theme 
has been covered. A group manual will cover the content of each session and allow 
space for additional notes and comments. The group is based on a self-management 
approach and draws on Social Cognitive Theory and self-regulation models. A 
flexible approach will be used and the sessions will each cover a particular theme 
within which participants will be able to focus on aspects that are meaningful to 
group members. After an orientation session themes will include: practical memory 
strategies, managing and coping with difficult emotions, managing relationships, 
planning ahead, how to find and access additional help and staying well.  
 
Participants will be assessed at 3 and 6 months post randomisation and the primary 
objective is to evaluate the effectiveness of the self-management intervention in 
improving self-efficacy in people with dementia.  
  
In the background section of the protocol the authors consider the current work on 
self-management in the field and comment that there have been limited studies that 
specifically put forward the views of people with dementia and their carers separately 
to health professionals in a way that would help to formulate a dementia-specific 
approach to self-management which could then be evaluated for feasibility, 
acceptability and clinical efficacy. This is what they hope to address with this pilot 
study which would lead to a full RCT of the intervention.   
 
Publications from the study 
Two publications have been developed from the first phase of the study since the 
original literature review was written. The first, a Cochrane Review, Self-
management group interventions for people with MCI or dementia: A 
systematic review (Quinn) is pending publication but is not available yet.  
 
The other is available. The article 
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dementia themselves were more inclined to want to try and do more and to keep 
engaged and active.  
 
Participants with dementia considered that keeping their minds working, keeping 
busy, adopting a positive and stoic attitude and humour all assisted them to self-
manage and it was clear that they were actively looking for support to manage the 
early-stage symptoms of memory and language difficulties. People with dementia 
were also positive about the opportunity to be with a peer group, to learn from them 
and to be able to contribute and share in a way that enabled reciprocal relationships 
to develop.   
 
The authors stress the importance of recognising that self-management for people 
with dementia happens within a relational context and those caring relationships 
change and come under pressure with a dementia diagnosis. They suggest therefore 
that interventions need to provide time to sensitively reflect on the impact of changes 
to relationships and explore how people with dementia can µUHWDLQ�WKHLU�YDOXHG�
identity and independence in the context of relational changes, in which the person 
ZLWK�GHPHQWLD�LV�FRQVWUXHG�DV�KDYLQJ�D�VRPHZKDW�GLPLQLVKHG�FRQWULEXWLRQ�WR�PDNH¶. 
Integrating self-management groups into a system of ongoing support is also seen 
as important.  
 
Whilst the article is based on a relatively small number of interviews, it provides 
useful insights into the potential benefits and challenges of self-management 
interventions by considering the differences in how people with dementia and their 
carers may see the process of managing their lives together. The authors conclude 
that the development of interventions designed to help people with dementia develop 
their self-management skills could enhance the techniques they currently use and 
these findings inform the Phase Two RCT discussed above. 
 
Reports 
 
This section of the original review contained three reports. 
 
The first was the Give and Take Study: Information Use and Self-management 
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The research team at CERAH were awarded an operating grant from the Canadian 
Institute of Health Research (CIHR) in 2012 to develop their work further in 
partnership with health service providers and people with dementia and their carers 
and this work is now underway.  
 
Developing a self-management program for dementia: integrating research, 
care practices and client experiences (Wiersma 2012 ongoing) 
http://cerah.lakeheadu.ca/uploads/docs/CIHR%20Announcement%20-%20EW.pdf 
website accessed 6.1.2015 
Building on the previous work of this team, this study is developing a self-
management programme for people living with dementia but at the same time 
examining the process for involving people with dementia and other knowledge 
providers in the development process. The study is using a Participatory Action 
Research (PAR) approach to look at how researchers and knowledge users 
(particularly people living with dementia) work together in the development, how the 
needs and voices of people with dementia are heard, respected and incorporated 
into a collaborative planning process, the barriers and facilitators to the process, the 
best structures for delivery of a programme and the experience of all the knowledge 
users in the PAR process. This study is different to both the British and Finnish 
studies in that it involves health service providers in the development process 
alongside people with dementia and carers.   
 
The third report 

http://cerah.lakeheadu.ca/uploads/docs/CIHR%20Announcement%20-%20EW.pdf
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recovery model whilst acknowledging that there would need to be adaptation for 
people with dementia. The article references work by Daley et al in 2013 seeking to 
evaluate whether a conceptual framework of recovery developed for working-age 
adults holds value for older people with mental health problems, including those with 
dementia.  
 
Whilst this article does not report on an empirical study, it does develop the debate 
about interventions for people with early-stage dementia and is indicative of the 
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 the use of assessment criteria for inclusion in the group to ensure that 
participants have similar levels of capability and interest.    

 
Given that the usefulness of these studies still stands, it seemed relevant for this 
update to consider two more recent articles that make particular reference to the 
importance of peer relationships and communication in group working with people 
with early-stage dementia.  
 
As an introduction it is worth making reference to the work of Robyn Yale who 
pioneered the development of support groups for people in early-stage dementia 
from 1995 onwards. The model she developed - of closed groups run over an eight 
week period combining education, emotional support and practical help - continues 
to be used as the basis for many interventions. In an article from 1999 on her work 
she writes that µWKH�FRKHVLYHQHVV�DQG�FDPDUDGHULH�WKDW�GHYHORS�DV�SHRSOH�ZLWK�
$O]KHLPHU¶V�UHDFK�RXW�WR�DQG�VXSSRUW�RQH�DQRWKHU�LV�WUXO\�SURIRXQG�DQG�PRYLQJ�DQG�
incorporates sensitivity, humour and tolerance. The research showed that, according 
to the individuals and their families, benefits of the group included becoming more 
RSHQ�HPRWLRQDOO\��IHHOLQJ�OHVV�DORQH��DQG�HQKDQFLQJ�XQGHUVWDQGLQJ�RI�RQH¶V�RZQ�
EHKDYLRXU¶�(Yale 1999 p59) 
 
Resilience in early-stage dementia – lessons learned from early-stage 
Alzheimer education and support groups (Matchar & Gwyther 2014) 
 
This article describes a support group programme run in 2012/13 for people with 
early-stage dementia in North Carolina, USA. The model used was a structured, 
closed group which ran weekly for 8 weeks for 3 hours each time. Each session 
started with an update and sharing time, with people with dementia, carers and 
facilitators all contributing. In the second half of the session, people with dementia 
and their carers met separately in breakout groups. Two facilitators worked with the 
group of people with dementia and the article reports on how, within these breakout 
groups, people with dementia µVSRNH�FDQGLGO\�DQG�GHPRQVWUDWHG�UHPDUNDEOH�
insights, tremendous depths of emotion, support for each other and resounding 
UHVLOLHQFH¶�(p173). At the end of the support group several ongoing programmes 
were offered for early-stage µJUDGXDWHV¶ to attend.  
 
The article uses a definition of resilience as a µG\QDPLF�SURFHVV�HQFRPSDVVLQJ�
SRVLWLYH�DGDSWDWLRQ�ZLWKLQ�WKH�FRQWH[W�RI�VLJQLILFDQW�DGYHUVLW\¶ (Luthar et al 2000) and 
considers that individuals within the groups demonstrated resilience by µUHERXQGLQJ�
LQ�WKHLU�³QHZ�QRUPDO´¶ (p170) focusing (with support from family and friends) less on 
what was lost than on what they could still do. The article suggests how important it 
is to people with dementia to still be able to contribute to others and how they 
appreciate the understanding that comes from being with µRWKHUV�LQ�WKH�VDPH�ERDW¶. 
The authors conclude that people with early-stage dementia can µQRW�RQO\�PDNH�QHZ�
friends but they also develop a strong sense of community and connection with 
WKRVH�ZKR�VKDUH�WKH�H[SHULHQFH¶�(p174). They consider that the development and 
maintenance of this ‘community’ is positive in sustaining and fostering resilience.    
 
 
 
 



                                                                                                Appendix 3 



                                                                                                Appendix 3 

15 

 



                                                                                                Appendix 3 

16 

 

Facilitation  
 
It continues to be the case that none of the studies included are lay or peer led and 
only the HOPE programme specifically uses peer facilitators as co-deliverers. 
Tutors/facilitators come from a broad range of expertise and professional 
backgrounds including psychologists, occupational therapists, social workers, other 
health professionals and staff from Alzheimer’s organisations. Groups are usually 
facilitated by at least two people and as well as their individual professional expertise 
it is clear that facilitators are also being trained in group work and in some cases are 
tutored within the process for support (Laakkonen et al 2013).  
 
Content design 
 
A number of the completed studies stress the importance of designing content 
around the issues that are important to people with dementia and of having flexibility 
in delivery to allow other aspects or issues to arise. In the Finnish study (Laakkonen 
et al), prior visits to participants were undertaken to help establish preferences. This 
study also reported on clear requests for information about dementia which was 
provided through bringing in expert staff. The SMART study RCT (Quinn et al 2014) 



http://www.northumbria.ac.uk/static/5007/hces/giveandtake.pdf%20website%20accessed%2010.10.2013
http://www.northumbria.ac.uk/static/5007/hces/giveandtake.pdf%20website%20accessed%2010.10.2013
http://www.northumbria.ac.uk/static/5007/hces/giveandtake.pdf%20website%20accessed%2010.10.2013
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Appendix - Mindfulness and people with dementia 
 
Introduction  
 
Background 
 
The practice of mindfulness is rooted in the contemplative traditions of Buddhist 
Meditation but is now becoming widely used as a therapeutic technique within 
western medicine. This cross over is largely credited to the work of Jon Kabat-Zinn, 
from the University of Massachusetts Medical Centre in the USA who, in 1979, 
developed Mindfulness Based Stress Reduction (MBSR) for dealing with chronic 
pain (Kabat-Zinn 1990). 
 
Use of mindfulness within a health context has been pioneered in the UK by Mark 
Williams, Emeritus Professor of Clinical Psychiatry at Oxford University and co-
founder of the Oxford Mindfulness Centre, established in 2008. With colleagues from 
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Key studies 
 
Mindfulness meditation: can it make a difference (Litherland and Robertson 
2014) and Mindfulness and Dementia: Report of a pilot study (Leader et al 
2013) 
 
The article (Litherland and Robertson 2014) reports on a pilot study undertaken in 
2013 (Leader et al 2013), which set out to test the proposal that mindfulness 
meditation training has the potential to improve quality of life for people with 
dementia. The study had two research questions – firstly whether it was possible to 
teach mindfulness to people with dementia and secondly whether they derive any 
improvement to their quality of life from it. In developing the project the researchers 
considered, amongst other things, the possibility that mindfulness could help deal 
with the distress of the illness and, by helping people focus on the current moment, 
reduce confusion. It was also considered that the technique could be useful to 
carers.  
 
The project was delivered in three locations and worked with 12 people with 
dementia and 8 carers. The course offered a standard version of the eight-week 
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Benefits of Mindfulness Training for Patients with Progressive Cognitive 
Decline and Their Caregivers (Paller et al 2014)   
 
This study led by Ken Paller from Northwestern University, Illinois, USA describes a 
programme of mindfulness training tailored to be applicable to the needs and abilities 
of both patients with early-stage cognitive difficulties and their caregivers. The 
programme worked with a meaning of mindfulness as µPDLQWDLQLQJ�DZDUHQHVV�WR�
HYHQWV�RI�WKH�SUHVHQW�PRPHQW�ZLWK�DFFHSWDQFH¶ (p2). The study considers the impact 
of an eight-week course on a sample of 37 people (17 people with dementia and 20 
of their caregivers). The course, 8 weekly sessions of 90 minutes each, was 
delivered to four separate groups of between 7-12 participants, with people with 
dementia and their caregivers attending together.  
 
The design of the sessions was specifically orientated towards the needs of people 
with memory loss – pace of instruction was slow, physical exertion requirements 
minimal and the leader was constantly attentive to participants’ levels of 
understanding. The content included a progression of mindfulness practices like 
attending to breathing, attending to bodily sensations, attending to movement and 
attending to thoughts with acceptance. Generally the intervention resembled that of a 
typical MBSR programme but there were elements also drawn from behaviour 
therapy and acceptance and commitment therapy.  
 
Participants completed a battery of assessment in the early stage and after the 
course the main focus of which was to look at depression and quality of life. The 
authors give extensive detail of the results of the various assessment tools 
concluding that a mindfulness intervention of this sort could be run effectively with 
mixed groups of people with dementia and their carers and provided an additional 
way to cope. Results indicated improvements in well-being and mood and the 
researchers considered these findings provided sufficient groundwork to justify a 
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Mindfulness – based group for people with dementia in Care Homes : a 
feasibility pilot study (Spector) 
 
There is notification of this pilot study from a researcher at University College, 
London but as yet no clinical trial details could be found. This study also plans to 
look at the use of MSBR for people with mild to moderate dementia in care homes 
developing an intervention based on the Wellness Group model (Lantz et al 1997).   
 
 
 
Summary 
 
Of the five studies detailed here only three have actually completed with two being, 
notified but not yet active, RCTs. 
 
Four of the studies have worked or are planning to work with interventions similar to 
or based on the Mindfulness Based Stress Reduction (MBSR) model developed by 
Kabat-Zinn. The RCT led by Michel Bedard, not yet recruiting, aims to work with the 
Mindfulness Based Cognitive Therapy model developed by Williams (Oxford 
Mindfulness Centre)  
 
The completed studies all indicate benefits for people with dementia although 
acknowledging that the standard programmes do need some adaptation to be 
accessible. 
 
Where information was available it was clear that programmes were delivered by 
qualified mindfulness practitioners.  
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External Evaluation of the Alzheimer’s Society Live Well with 
Dementia (LWwD) Programme - user involvement in redesign 
summary  
 
1. Background 
 
This summary document is based on data gathered during the user involvement in 
redesign consultation period between January and March 2015. It forms the second 
stage of evaluation of the co-design process (renamed user involvement in redesign 
in this stage) and covers key feedback points.  
 
2. Methodology 
 
The same method
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 Three key themes were explored across all the consultations; information; peer 
support and involvement of carers.  As part of the exploration of these themes 
other issues arose which are also included.  

 
3. Feedback from participants on key themes  
 
The points in this section are taken from the notes of meetings supplied by 
facilitators and the observation reports of the research team and cover the 
substantive feedback given by participants on the key consultation themes. 
 
Information about dementia 
 

 In all the consultations participants were extremely positive about having more 
information about the causes of dementia and a better understanding of the 
disease and how it affected them. One group thought it would be useful to have a 
medical person to explain it to them and others were keen to have a better 
understanding of the particular symptoms they had. Others felt that having more 
information at diagnosis could help to deal with the shock of ‘thinking it was all 
RYHU¶ when in fact they were now doing more than they had before. There was an 
interest in hearing about new research on dementia and having some help to 
know what to trust in the media. As part of this some would welcome the 
opportunity to check out what they could do to help themselves and what to 
avoid.  
 

 Those involved in one of the Service User Reference Groups felt they had a right 
to know more about their condition as the ones most affected by it and also felt 
that if they knew more they could help to raise awareness of early symptoms in 
the community. In another area participants were involved in a new project 
developing the skills of future medical practitioners.  
 

Local information 
 

 The two groups observed talked particularly about the value of staying active and 
connected and the programme sessions were considered a good way to find out 
what was going on in the local area and how to access it. One participant 
described it as µRQFH�\RX¶UH�LQ�LW�OHDGV�WR�VRPHWKLQJ�HOVH¶. There were clearly 
differences in what people could access depending on geographic area and 
whether what was available met what they were looking for. For example one 
participant in particular was looking for more intellectual stimulation than he was 
finding at a lunch club where people rarely talked. Others were very clear about 
the value of things they and their carers could enjoy togr7-6(  2(s p7(a)-3(t )6(th)-5(e)-3(y)10( w)] TJ
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Peer support 
 

 The value of having a space where they could be together with others with 
dementia was seen as significant by all participants. This space gave them the 
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group ‘kHSW�JHWWLQJ�ORVW�LQ�SDSHUZRUN¶
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to understand and participate in. Particularly in the smaller observed group the 
consultation had a more ‘conversational’ feel to it which was clearly enjoyed by 
those present and which they found easy to be involved in.  

 It was noted across all the observations and interviews with facilitators that there 
are geographical differences in memory support services offered after diagnosis. 
Being aware of what people have already been offered would be useful in the 
pre-course assessment stage. 

 It was noted that the discussions on carers’ involvement prompted some strong 
feedback. In all the discussions a key factor that surfaced was about how difficult 
it is for people with dementia to deal with losing roles and identities within 
relationships with carers and other family members. There appeared to be 
gender differences in how participants saw these changes, how challenged they 
were by them and how they spoke (or joked) about them. In the light of these 
issues careful and detailed thought should be given to the overall purpose, timing 
and nature of carers involvement in the redeveloped programme and how this is 
negotiated on both sides. 

 Across the observations and in discussion with facilitators there was clear 
evidence of the desire of people with dementia to be involved in developing 
understanding on dementia and improving the situation for other people in the 
same situation. Being involved in Service User Reference Groups, working in 
projects with medical students, having the knowledge themselves to raise 
awareness in the community all seemed to give people a purpose and were 
making them feel valued. 

 Feedback also indicated that there was great value to people with dementia of 
being asked their opinion. The one interview that was undertaken with a member 
of one of the Service User Reference Groups indicated that whilst he could not 
remember the detail of the meeting he did value being asked for an opinion. 
Although he could not remember he had also been observed giving thoughtful 
and useful feedback on the issues discussed during the consultation session.  

 What self-management might mean to the people who took part in the 
consultation clearly varied but what was common to all those who took part was 
an evident desire to be more active in deciding how to live their lives with 
dementia. Two facilitators observed that for some people with dementia the 
experience of being part of Service User Reference Groups had ‘developed their 
capacity to GR¶.  They both noted that they had also seen this increase in 
confidence in participants at the end of the LWwD pilots and felt that giving 
people with dementia an opportunity to realise what they could do on their own 
and a space where they could be really honest gave them a sense of µYDOLGDWLRQ’ 
of who they are and what they are capable of. 

 
 
External Evaluation Team  
University of Brighton

mailto:nms4@brighton.ac.uk
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External Evaluation of the Alzheimer’s Society Live Well with 
dementia programme - final report  
 
Section One: Background and methodology 
 

1. Introduction 
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which they felt they could be more active in their own self-care as a result of participation in 

this programme. Participants were also asked about the experience of peer learning and 

support and whether they had been able to share experiences of the programme with other 

people involved in their lives. Participants were asked what had been most useful to them 

and if and how the structure, content and delivery of the sessions helped them.  

For those who were willing, paired interviews (people with dementia and their carers) were 

undertaken with a subset of participants. These interviews considered the extent to which 

the participants have been able to share the experience of the programme with their carer 
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 ¢ƘŜǊŜ ǿŀǎ ǎǘǊƻƴƎ ŦŜŜŘōŀŎƪ ƻƴ ǘƘŜ ƛǎǎǳŜ ƻŦ ŎŀǊŜǊǎΩ ƛƴǾƻƭǾŜƳŜƴǘ ƛƴ ŀƴȅ ǇǊƻƎǊŀƳƳŜΦ 
Feedback confirmed how difficult it is for people with dementia to deal with losing roles 
and identities within relationships with carers and other family members. Careful and 
ŘŜǘŀƛƭŜŘ ǘƘƻǳƎƘǘ ǎƘƻǳƭŘ ōŜ ƎƛǾŜƴ ǘƻ ǘƘŜ ƻǾŜǊŀƭƭ ǇǳǊǇƻǎŜΣ ǘƛƳƛƴƎ ŀƴŘ ƴŀǘǳǊŜ ƻŦ ŎŀǊŜǊǎΩ 
involvement in the redeveloped programme and how this is negotiated on both sides. 

 People with dementia were keen to be involved in developing their understanding of 
dementia and improving the situation for other people in the same situation. Feedback 
also indicated that being asked their opinion made them feel valued.  

 What self-management might mean to the people who took part in the consultation 
clearly varied but what was common to all those who took part was an evident desire to 
be more active in deciding how to live their lives with dementia.  

 
5. Pathfinder delivery 
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‘I used to be very sharp having been in the army’ (Peter) 

 

d) 5ƛŦŦƛŎǳƭǘƛŜǎ ǿƛǘƘ ŀǘǘŜƴǘƛƻƴ ŀƴŘ ŎƻƴŎŜƴǘǊŀǘƛƻƴΦ ¢Ƙƛǎ ŎŀǳǎŜŘ Ƴŀƴȅ ƻŦ ǘƘŜƳ ǘƻ Ψrush 

around, do this and do that’ (Andrew). Andrew also reflected:  

 

‘I suppose it must be concentration, but you’re not thinking quickly ahead, as one 

should do’.  

 

IŜ ŜȄǇƭŀƛƴŜŘ Ƙƻǿ ƛŦ ȅƻǳ ƳƛǎǎŜŘ ǘƘŜ ǎǘŀǊǘ ƻŦ ǿƘŀǘ ǎƻƳŜƻƴŜ ǎŀƛŘ ǿƘƛŎƘ ǿƻǳƭŘ Ψclick you 

into action’ you would not necessarily pick up what was being said and would have to 

ask for it to be repeated.  

 

Others also spoke of not being able to focus on or follow television programmes or to 

read a book in the way they used to.

d) 



                                                                                                Appendix 5 

11 

 

“Oh, I remember so and so happening” ....during the week it will come out, and then 
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sitting whilst not ‘onerous’ was unusual for him.  Some of the others in the group had more 
of an issue with tiredness and also with cramp and George in particular would have liked 
more and shorter sessions  
 

‘I think you might have got a bit more from it because if you go through too much 
you just don’t remember it’  

 
In observation we noted a level of tiredness, discomfort and lack of concentration on 
occasions that indicated a shorter session or at least more breaks to move around would 
have been helpful physically, and might have added to the energy and concentration within 
the group. The facilitators were also aware of levels of tiredness: 
 

‘we have to remember that dementia is not just about memory it’s about attentional 
ability – if I have nerve cell damage I have to concentrate that much harder than 
you.....I’m going to feel fatigue quicker.................I personally felt bad about that, 
because there was nothing I could do to change that in what we’d committed to 
achieve’ (Kate). 

 

Participants were not specifically asked about the timing of sessions. Most seemed positive 

about it being in the morning as they then went on to lunch with family or friends.  George 

felt it was particularly good for those who got a bit tired later in the day:  

 

‘The other thing was I was pleased it was in the mornings and not in the afternoon, I 

think that is very important, you’re much more lively in the mornings’. 

 

tŜƻǇƭŜ ƭƛƪŜŘ ǘƘŜ ǊŜƎǳƭŀǊƛǘȅ ŀƴŘ Ŏƻƴǘƛƴǳƛǘȅ ōŜŎŀǳǎŜ ƛǘ ǿŀǎ Ψsomething you can look forward 

to’ (Andrew).  

 

The men were always on time but the women regularly arrived late. In the case of Rosemary 

and Molly, who came together, there seemed to be an issue with how early they could use 

their bus passes which made a 10.00am start too early for them. Ellen always arrived late 

and in one session arrived nearly at the end, to her mortification. It was noticeable that 

everyone arrived on time for session five when carers accompanied them and most of them 

arrived on time for the final session.  It prompted us to wonder whether the session might 

have been better starting a bit later and whether some people might benefit from a 

reminder call to help them with timing.  

 
As a result of late arrivals, the sessions nearly always started late, while waiting for people 
to arrive, and always ran over time as a result. Most of the group did not mind this but for 
Robert it was an annoyance and he felt the ‘timing was too loose’. He explained: 
 

‘it didn’t seem to matter as long as somebody came, it didn’t matter if they came in 
at ten or a quarter past ten or wander in when they like’. 
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The use of flipcharts was extensive and effective. All significant sheets were put up around 
the room so people could be reminded of them. Liz confessed to being worried whether 
people would want flipcharts but found that they proved useful: 
 

‘so they like to see someone write it so they can read it over, whilst you’re talking 
about it they can see you write it and I think it helps them when it is still there, that 
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ƻŦ ΨǎŜƭŦ-ƳŀƴŀƎŜƳŜƴǘΩ ǿƛǘƘ ΨƭƛǾŜ ǿŜƭƭΩ ŀǎ ǘƘŜ ƭŀǘǘŜǊ ǎŜŜƳŜŘ ƳƻǊŜ ǇƻǎƛǘƛǾŜ ŀƴŘ ƳŀŘŜ ƳƻǊŜ 
sense to participants:  
 

‘Can we change the word self-
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‘Yeah, find out how people get on what they’ve been doing and when they sort of 
start telling you, you think, oh yeah, you said that and that, it brings some things 
back, yeah (George).   
 
‘Well yeah, yeah, they’re coming up with tips and things.... brilliant, yeah, that’s a 
good ideaΩόDŜƻǊƎŜύΦ 

 
They shared how they currently helped themselves by writing things down as they 
thought of them or making day lists: 
 

‘I can think about it first thing in the morning and I quite often get in bed and think 
about it and if I’m quick enough I write it down’ (George). 

 
George also used photos to record a process like building a shed so he could remember 
the stages. Rosemary wrote all her personal details down before she made important 
phone calls and others, like George, had someone with them who could take over if 
necessary:  
 

‘she will always be there to step in if it goes wrong’ (George). 
 

The group were all very well mannered and good at the ground rules. Some spoke more 
than others, especially where everyone was interested in what they had to say, no one 
meandered and they did not seem to have to control or manage each other. There was a 
strong sense of mutual respect between the group members and, even though some 
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good as he was so felt he was letting his partner down. He had not told anyone yet about his 
dementia but sometimes felt his friends there would ’have a go at me’. 
 
George spoke about an experience with a school friend: 
 

‘Yes it happened to a couple of friends and (name) for instance I’ve known her since I 
was at school, we were at school together and she very distanced herself but she’s 
come back around now’. 
 

He understood why: ‘I think it’s more difficult for them because it’s just sprung on them’. 
 
Rosemary understood both sides and commented that, as ŘŜƳŜƴǘƛŀ ŘƻŜǎƴΩǘ ‘show’, she felt 
‘people don’t know how to act’. Even though she understood, she also said that her view 
about friends who ‘drop you’ was ‘sod em!’  {ƘŜ ǿŜƴǘ ƻƴ ǘƻ ǎŀȅ ǘƻ ǘƘŜ ƎǊƻǳǇ ΨI think of 
people like us (motions to the group) as my friends’.  
 
The formation of bonds of friendship and support was evident in the group and there is a 
real opportunity to encourage and support this as part of future programmes.  Andrew felt 
that the experience of ‘sharing has helped me get ideas’ and Rosemary spoke about how 
ǿƘŜƴ ȅƻǳ ƘŀǾŜ ŘŜƳŜƴǘƛŀ ƛǘΩǎ ƭƛƪŜ ‘another world you go into’. It was clear that, in this other 
world, they valued the people who shared their experience and who they viewed as their 
friends. As Rosemary commented:  

  
‘it feels like we have been coming here for years – something I look forward to 
coming to’ . 

  
Session 6 was a more unfocused and difficult session for the group. Two participants in 
particular, for different reasons, needed more focussed attention from the facilitators. 
Participants seemed to need time to re orientate themselves back to being a group without 
their chosen supporters present. The facilitators were also aware of this: 
 

‘We did wonder if having the ‘marketplace’ (session 5) in the middle made session 6 
less effective because they’d had their carers/supporters with them...whether that 
had a knock-on effect on their ability to stay focused because it had been a much 
more informal session’ (Kate). 

 
The group up to this point had operated very well together, and with the facilitators, and 
that strong dynamic was fractured a little in this session. Both facilitators were aware of the 
challenges for them in this session, recognising that on occasions it had been difficult to 
balance attention given to individuals with attention given to the group. Whilst session 5 
ƎŀǾŜ ǇŀǊǘƛŎƛǇŀƴǘǎ ŀƴ ƛƴǎƛƎƘǘ ƛƴǘƻ ǘƘŜƛǊ ŎƻƳǇŀƴƛƻƴǎΩ ōǊƻŀŘŜǊ ƭƛǾŜǎ ŀƴŘ ǇŜƻǇƭŜ ƘŀŘ ŜƴƧƻȅŜŘ 
ƳŜŜǘƛƴƎ ŜŀŎƘ ƻǘƘŜǊΩǎ ŦŀƳƛƭƛŜǎ ŀƴŘ ŦǊƛŜƴŘǎΣ ƻǳǊ ǎŜƴǎŜ ǿŀǎ ǘƘŀǘ ǘƘƛǎ ǎŜǎǎƛon  would have been 
more appropriately placed as the concluding session of the course as the impact it had on 
the group was unsettling.   
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Use of the facilitators as a resource 
 
Despite changes since the pilot, the pathfinder programme still felt too scripted and this led 
to some problems for the facilitators. It was clear that there were times when they would 
have preferred to have been able to use their own ways of presenting and talking about 
issues to better fit the needs of the group. There were occasions where they did need to go 
ΨƻŦŦ ǎŎǊƛǇǘΩ ƛƴ ƻǊŘŜǊ ǘƻ ǊŜǎǇƻƴŘ ǘƻ ǿƘŀǘ ǿŀǎ ŎƻƳƛƴƎ ǳǇ ƛƴ ǘƘŜ ƎǊƻǳǇ ŀƴŘ ǘƘŜƛǊ ŀŎǘƛƻƴǎ ƛƴ ǘƘŜǎŜ 
situations seemed appropriate as they managed to bring the group back to the content of 
the session as soon as they could. There were parts of the script where free discussion by 
participants was encouraged but other times when participants wanted to talk freely in 
ways that did not always fit with the timetable. This resulted in facilitators having to take 
decisions on the spot about whether to let sessions run over time or to truncate content.  
 
The facilitators had particular skills, awareness and knowledge:  
 
a) Their facilitation skills were excellent, prioritising contribution and engagement from 

participants. They noticed who wanted to contribute and encouraged everyone to take 
part.  
 
‘Remembering not to say too much...sitting back and allowing people to speak and not 
butting in....not wanting to cut in too quickly to move on to the next bit’ (Kate). 
 
hƴƭȅ ƻƴŜ ǇŀǊǘƛŎƛǇŀƴǘ ŎƻƳƳŜƴǘŜŘ ƴŜƎŀǘƛǾŜƭȅ ƻƴ ōŜƛƴƎ ŜƴŎƻǳǊŀƎŜŘ ǘƻ ǎǇŜŀƪ ǎŀȅƛƴƎ Ψshe 
was putting a certain amount of pressure on and I felt it’ (Robert). The more common 
sentiment was expressed by Andrew: 

 
‘I felt it got us talking together and we were not afraid to talk about ourselves which 
some people might be reticent’ (Andrew). 

 
b) They showed skill in handling situations where participants expressed individual upset or 

difficulty and in facilitating other members of the group to offer support and 
encouragement, thus solidifying the group dynamic. The level of honesty with which 
participants spoke meant that some very difficult personal situations were shared early 
on in the sessions. The facilitators supported this in a calm and encouraging way and 
were not overtly surprised or in any way reactive, other than supportively, to anything 
anyone said.   

 
c) Their style of delivery was appreciated: 
 

‘marvellous, yes, I mean I, you know, it probably sounds silly but I just think the whole 
thing was just brilliant’(Ellen).   
 
‘I found it nice that it was very chatty, the course was very chatty and I think that was 
very nice’ (George).
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d) They had a good sense of when it was appropriate to share personal information about 
themselves or to use their own situation as an example and participants responded very 
positively to what they saw as a mutual level of trust.   

 
e) The two facilitators worked well together, having complementary skills and a keen 

shared interest in finding the best way to present the content of the course to the 
participants. They both had an interest in props and had lots of ideas, recognising the 
need to find ways to engage the parts of the brain that were still active. One had a 
particular flare for physical demonstration of how dementia could affect people which 
made her presentations very engaging. Both were very knowledgeable about dementia 
and the local services available.  
 

f) Kate, in particular, had a level of detailed knowledge of how dementia affected the 
brain, and the processes of diagnosis and medication that provided answers to some 
quite technical questions from participants. Detailed answers were often backed up with 
information leaflets. George found this particularly helpful: 
 

‘I thought (she) was very understanding of my condition and probably everyone else’s 
condition as well. She understood it exactly and I thought that was very good’ . 
 

g) There was evidence that the facilitators had an excellent shared planning and reflection 
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‘the biggest thing we’ve probably acted on is through (solicitor name), we’ve had a 
consultation with her (Deborah). 
 
‘I thought we were all done and dusted because we did our wills in 2003, she’s said 
the power of attorney we had wasn’t wonderful....we found her very helpful’ (Sheila). 

 
Two participants took part in joint interviews with their carers and a couple of issues came 

up relevant to the role and impact of carers in the programme.  Both carers talked about 

how the person they cared for could not tell them much detail about the course: 

 

‘I don’t know a lot, the relaxing and things, which people talk a lot and which don’t – 

he’s more or less forgotten when he comes out, it’s just the odd thing’....I keep trying 

to get him to have a sheet of paper and write the day and what he wants to do 

during the day, which is on one of your sheets isn’t it?’ (Sheila). 

 

‘I don’t think you’ve (Ellen) really talked to me
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‘…and the thing that we both feel is how friendly and nice everybody is here. You 

don’t feel inhibited about coming, you know that if you’ve got a problem, you could 

come and say, you know “Can I see somebody?” Or.....everybody is very open and 

helpful, and that’s good, to feel that you’ve got somewhere to come isn’t it?’. 

 

Overall impact – two stories 
 
There were two participants who, in interviews, were able to explain the overall impact they 
felt the programme had for them.  
 
9ƭƭŜƴΩǎ ǎǘƻǊȅ - acceptance and positivity  
 
Ellen was in her early 70s and had been living with dementia for a year or so.  She still lived 
alone and independently with her beloved dogs and she walked with them every day. She 
was still driving, which she loved, but this was something she had to give up during the time 
she was on the course and she had found this very difficult.  She spoke sometimes about 
problems in her marriage which she had now left and she had come to the course at a time 
when she was feeling very low. She understood the nature of the course although her 
memory was poor and she particularly enjoyed the group experience. Ellen was unfailingly 
polite and grateful throughout the course but was sometimes tearful and upset by her 
dementia diagnosis and the limitations it was putting on her now. She was supported by her 
children and in particular her daughter Deborah who attended session five and also did a 
joint interview with Ellen.  
 
In her interview, Ellen talked about her early life and how she had been confident and very 
independent. She had found her diagnosis difficult to accept but the course had helped: 
   

 ‘I was absolutely devastated when I got the, you know, what was going on and I’m 
sort of getting used to it now and feeling I’ve got to accept it, you know’ . 
 

She also found the course had made her feel better and more like her old self: 
 
‘it’s made me much, much, stronger......I think I’m more determined now’. 
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motor skills and now they don’t......we didn’t feel this was correct because you would 
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 Lǘ ǿŀǎ ƳƻǊŜ ŘƛŦŦƛŎǳƭǘ ŦƻǊ ǇŜƻǇƭŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ǘƻ ŎƻƴǎƛŘŜǊ ǘƘŜ ΨŀōǎǘǊŀŎǘΩ ƛŘŜŀ ƻŦ ŀ 
ΨǇƻǘŜƴǘƛŀƭΩ ŎƻǳǊǎŜ ŀƴŘ ŜŀǎƛŜǊ ŦƻǊ ǘƘŜƳ ǘƻ ǊŜǎǇƻƴŘ ŀōƻǳǘ ƛǎ
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ƛƴ ǘƛƳŜ ǘƻ ŜƴŀōƭŜ ƻǊƛŜƴǘŀǘƛƻƴ ŀƴŘ ŎŀǘŎƘ ǳǇ ǘƻ ǘŀƪŜ ǇƭŀŎŜ ŀƴŘ ƳƻǊŜ ΨǇŀǳǎŜǎΩ ŘǳǊƛƴƎ 
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 Language and terminology. The programme would also benefit from further 
ŎƻƴǎƛŘŜǊŀǘƛƻƴ ƻŦ ǘƘŜ ΨƭŀƴƎǳŀƎŜΩ ŀƴŘ ǘŜǊƳƛƴƻƭƻƎȅ ǳǎŜŘ ŀƴŘ ǿhether it is the most 
appropriate for people with dementia.  

 Pace and timing. More space for reflection and recap is required within the delivery 
schedules, both to allow facilitators the time to respond to issues arising from 
participants and for participants to have the time they need to process and consider 
what they are learning and discussing.  

 Scheduling. The evaluators observed a morning and an afternoon programme and 
overall considered the morning a better time of day for the participants. 

 Visual content. We recommend the development of more 3D props and other ways of 
visually or physically demonstrating key issues. 

 Peer support. Participants are a resource for themselves when they come together in a 
group.  Future development of the programme should consider how this aspect of the 
programme can be more explicitly developed and supported.  

 �ĂƌĞƌƐ͛�ƌŽůĞ. Further consideration is required concerning when and how to involve 
carers in the Live Well with dementia programme, carefully balancing the support this 
can offer people with dementia against the disruption to group dynamics it can cause.  
Consideration should also be given to how best  carers can support their loved ones with 
recording and reflecting on what they are learning,  with attention being paid to what 
ƳƛƎƘǘ ǿƻǊƪ ōŜǘǘŜǊ ǘƘŀƴ ǘƘŜ ŜȄƛǎǘƛƴƎ   Ψ¦ǎŜŦǳƭ ¢ƘƛƴƎǎΩ .ƻƻƪƭŜǘΦ  

 Continuous feedback and adaptation. Further consideration should be given to how 
participants can be involved in co-design as the programme continues to develop. A 
form of continuous feedback and adaptation during programme delivery itself seems to 
be a very fruitful way of ensuring relevant participant input, drawing on their 
ŜȄǇŜǊƛŜƴŎŜǎ ƛƴ ǘƘŜ ΨƘŜǊŜ ŀƴŘ ƴƻǿΩΦ ¢ƘŜǎŜ ǊŜŦƭŜŎǘƛƻƴǎΣ ǊŜŀŎǘƛƻƴǎ ŀƴŘ ƛƴǎƛƎƘǘǎ Ŏŀƴ ōŜ 
captured and built on both during and after the course, depending on their precise 
focus. People with dementia are less likely to be able to engage fully in more formal 
consultations about future programmes or in written feedback at the end of 
ǇǊƻƎǊŀƳƳŜǎ ǘƘŜȅΩǾŜ ǇŀǊǘƛŎƛǇŀǘŜŘ ƛƴ but these options should not be ruled out 
altogether, where they might be appropriate.   

 
Research Team ς Flis Henwood, Naomi Smith, Diane Waller, April 2016 
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Week 5 - 2 participants 
Week 6 - 4 participants (no observation)  
Week 7 ς 3 participants  
 
3.  Aims 
 
In-keeping with the action research approach, this extension sought to explore how the 
changes that had been implemented following the evaluation of Pathfinder 1 had been 
implemented. The evaluation aimed to explore the extent to which the Live Well with 
dementia programme was successful in providing the knowledge, skills and practical tools 
that can support people to live well with dementia, based on the principles and desired 
outcomes of self-care. tŀǊǘƛŎƛǇŀƴǘǎΩ όǇŜƻǇƭŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ǿƘƻ ŀǘǘŜƴŘŜŘ ǘƘŜ ŎƻǳǊǎŜύ ǾƛŜǿǎ 
of the content, style of delivery and impact of the programme were explored as well as the 
timeliness of the course to their individual situations.   
 
4.   Evaluation design 
 
As with the evaluation of Pathfinder 1, we set out to answer the following questions; 
 
1. To what extent is the 
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 Individual post course interviews with both facilitators 
 

 
5.  Data collection   
 

Data were collected using the following methods ς written observational notes of 
programme sessions, notes from a focus group with people with dementia and recorded pre 
and post course face- to- face interviews with both facilitators. 
 
Observation of programme sessions focussed on how the content of the workshops was 
delivered and how information, knowledge, and support were generated and shared 
amongst participants. Attention was given to the interactions between participants as well 
as between facilitators and participants. Attention was also paid to how interactions 
changed over time and with different participants, with the aim of identifying particularly 
effective ways of communicating knowledge and information and supporting the 
development of skills and practical tools with people with dementia.  
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between recruiting enough participants to render the cour       
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As in pathfinder 1, visual aids proved very useful in demonstrating concepts.  Participants 

clearly found them helpful and referred to them when engaging on topics.  Alongside use of 
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The sessions were well planned and the environment was consistent, warm and welcoming.  
Volunteers added greatly to the experience ensuring all participants received close attention 
whilst also stepping back appropriately to encourage participants to engage with each 
other. 
 
There was one session that stood out to both researchers and facilitators as being less 

successful than the others.  It was the second week and a new participant, Stuart, attended 

which changed the dynamic of the group.  One issue was that Stuart was keen to cover 
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The training focussed on familiarisation with the content of the course, adaptations that had 

been made since pathfinder 1 and methods of delivery.  Fiona, who had delivered the 

ŎƻǳǊǎŜ ǇǊŜǾƛƻǳǎƭȅΣ ǿŀǎ ƎǊŀǘƛŦƛŜŘ ǘƻ ƻōǎŜǊǾŜ ǘƘŀǘ ŎƘŀƴƎŜǎ ǘƻ ǘƘŜ ŎƻƴǘŜƴǘ ǊŜŦƭŜŎǘŜŘ ŦŀŎƛƭƛǘŀǘƻǊǎΩ  

input to the programme: 

 ΨI thought it was really good so I feel very positive about this because I see all the 
changes that have been implemented and I see it is a work in progress but we’re 
close, it’s so much better than it wasΩΦ  

 
In addition to the training, facilitators commented that they felt very well supported and 
that trainers continued to be accessible if needed.  
 
The welcomed refinements to the programme and subsequent reduction in content opened 

up opportunities for reflection on modes of delivery and skill development.  The facilitators 

were very aware that encouraging greater interaction among participants was a 

recommendation resulting from the evaluation of pathfinder 1 and were working towards 

this.  However, our observations of pathfinder 2 at the Chippenham site suggest that there 

continued to be missed opportunities for encouraging participant contributions particularly 

in relation to picking up on what had been said and building on it with the group. Facilitating 

this kind of group is a highly skilled process, often operating at the boundary between a 

ƭŜŀǊƴƛƴƎ ƎǊƻǳǇ ŀƴŘ ŀ ǘƘŜǊŀǇŜǳǘƛŎ ƎǊƻǳǇΦ  LŦ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ ǿƛǎƘ ǘƻ ǇǊƻƎǊŜǎǎ ǘƘŜ 

therapeutic element, some training in group dynamics for facilitators might support them in 

their work as well as enabling participants to feel more secure.   

CŀŎƛƭƛǘŀǘƻǊǎΩ ƴƻǘŜŘ ǘƘŜ ƴŜŜŘ ŦƻǊ ǎǳŎƘ ǘǊŀƛƴƛƴƎΥ  Cƛƻƴŀ ǎŀƛŘΥ 

 ΨǘƘŜ facilitator would have more confidence … it doesn't matter what the content 

is that you're delivering but you need to be a person who can keep the group 

together and keep them going in the right direction’  

aƛƪŜ ŎƻƳƳŜƴǘŜŘΥ Ψthere is potential for a lot to go wrong, so you actually do 

need somebody who people can connect with real quickly, feel safe with’ 

Notwithstanding training issues, the attitude and approach of facilitators is key, as noted by 

wƻƎŜǊΣ ƻƴŜ ƻŦ ǘƘŜ ǇŀǊǘƛŎƛǇŀƴǘǎ ǿƘƻ ǘŀƭƪŜŘ ǇƻǎƛǘƛǾŜƭȅ ŀōƻǳǘ ǘƘŜƳ ƛƴ ǘŜǊƳǎ ƻŦ ΨǇŜǊǎƻƴŀƭƛǘȅΩΦ   

The committed and respectful attitude of the facilitators stood out.  They emphasised the 
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Involvement of carers 
 

Ψwhat we don’t realise is that for a lot of people who have got the diagnosis they 
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4. To what extent is the Live Well with dementia programme successful in providing 
knowledge, skills and practical tools in ways that can support people with dementia to 
be more actively involved in their own self care?   

 
The greater flexibility of this course confirmed that dementia affects individuals in different 
ǿŀȅǎ ŀƴŘ ǘƘŀǘ ōȅ ǘŀƛƭƻǊƛƴƎ ǘƘŜ ŎƻǳǊǎŜ ǘƻ ǘƘŜ ǇŀǊǘƛŎƛǇŀƴǘǎΩ ƴŜŜŘǎ ǘƘŜǊŜ Ƴŀȅ ōŜ Ƴŀƴȅ ŘƛŦŦŜǊŜƴǘ 
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importance of giving time and space.  With a smaller group this was perhaps easier but 

overall we feel flexibility is a most important element.  We thought the increased use of 

props, including 3D ones, to be excellent and was much appreciated by the participants.  

Using power point was also important, lending a professional air to the proceedings. 

Lƴ ƻǊŘŜǊ ǘƻ ƛƴŎǊŜŀǎŜ ŦŀŎƛƭƛǘŀǘƻǊǎΩ ŎƻƴŦƛŘŜƴŎŜ ŀƴŘ ǎƪƛƭƭǎΣ ŦǳǊǘƘŜǊ ǘraining related to group 

facilitation and group dynamics would be beneficial.  Facilitation of this programme, which 

includes some elements of a therapeutic group, requires particular skills which would 

enable the facilitators and participants to feel secure. 

 

Section four ʹ Recommendations 
 
It was evident that changes and improvements had been made between the pathfinder 1 
course delivered in Salisbury and Chippenham pathfinder 2, with those involved in 
development and delivery taking and using feedback from the external evaluation as well as 
through their internal feedback processes.  This is to be welcomed. The Evaluator team 
found significant and effective changes were made, building upon the adaptations already 
implemented at the first pathfinder (Salisbury). 
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