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Review and Reflections, March 2017

1) Background

¢KS 1yIgSuEile 21 3Ky KI-9S 02f1-0201-GSR SliK iKS HTKSIY Sina {20158 21l I- yizY 631 27 &SHias
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
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reworked the programme. The ongoing relationship, at all stages, between the University evaluation
team and AfTKSIY Slita {20158 &l197 &1-4 Oldz0n1- (2 (KS 3020088470zt RSISE2LIY Syt 27 (KS LN23N1-Y Y S

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 (Pathfinde[ 1). Methods for
Pathfinder 2 in Chippenham were moderately Y 2RISR ISl Ria0dzadi2y &liK (KS HTKSY Sina {20508
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
HTKSIY Sing {20180 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. Loclf HIKSIY Slita {20158 55Y Syfill- 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
(K10 GKS LN2301-YY'S 756G 611S Y- Y HF3y1-08SR FN2dL) ShiK Y HiFy1-08SR &l iy 1 Y HiFy1-6aSR
olRIYAN ¢KIA KI-R y2iKly3 (2 R2 K (KS TI-0Mii1-(20& odzli ShiK (KS dzyadil-otS LNSY 1354 1-yR FI-0KiiISa
It lead us to note that the environment for this programme is extremely important and even though
Salisbury facilities were, we considered, ¥32fR ail-yRHIR] IR Y'I-2 y2(i 65 1-6£S (2 6S NSLEHOI-ISRI il &1-4
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their lives, including relationshipa ¢KS& I-04SR 14 Wi2tS Y 2RStAN 121 Y 20S USH0Sy Y SY 6SliE 2F
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.

AAGAE dZiG: How best to involve carers, when and how. Participants were clear that they
wanted the programme to be for them ¢ 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 ¢ 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 ¢ 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
HTKSIY Sing {20158 Iy [2yR2y 2y Mc™ 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 T{TKSIY Sina {2015i@ project team and, in keeping with our action research, collaborative
model of programme development, they invited facilitators from other regions to send their
2033001-12ya (2 200850531 02LISR (2 1KS 1TKSIY Sina {200508¢ ¢KS 1SaLI2YAS Gl-a 3SIe KSHIiSylya 42
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 16™ 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 I-yRI Y LNyl (1KS 2LI5yy/Saa 27 (1KS HTKSIY Sing {20188 L2eS0i iS1-Y Iy Y 1-ly3
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(aypl15 p 6()]TJ1764811A3683228 T(, )9(m)E
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Appendices:

1.

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

OE(SIYI- 9gI-izl-ii2y 27 (KS HTKSIY Sina {20158 Live Well with Dementia programme -
Interim Report. June 2014

Self-management and dementia ¢ updated literature review. January 2015

External Evaluation of the AlzhStY Sita {201Si@ [1¢S =S5t ik Rementia (LWwD)
Programme - user involvement in redesign summary. April 2015

OE{SIyI- 9gI-iz -2y 27 (KS HTKSIY Sina {20lety Live Well with dementia programme -
final report. April 2016

OE{SIYI- 9gI-iz -2y 27 (KS TTKSHY Sina {20158 Live Well with dementia programme ¢

Pathfinder two ¢ Chippenham. February 2017

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

Live Well Evaluation, University of Brighton, March 2017 Page 13



Appendix 1

| Leading the

Self care, self-management and
dementia - a literature review

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.

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
ReS earc h with dementia necessitates working within the -

framework of their broader support, including 1
OCtO ber 2013 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
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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 framewaork for understanding how men cope with their iliness.

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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dHGIYAL TAIZAKZY ZTHSG  inSGWGT € AZP3GH) >§1G 161l 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 1%t December 2013 and will run until 31t March 2016. The
evaluation is being carried out by a team of staff from the School of Applied Social Science under the

02800 IFNSSR BiiK iKS 1TKSHY Sina {2015k80

This document provides an interim report of the evaluation as agreed in the contract t
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227 i LN230-Y'Y'S 02y8Sy (KS iKINR &1-4 |- 02yadfil-iizy aSaai2y Gk Iy SEradlya 1TKSY Sing {20150
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-RS&i3y LIMIlySiia 1yR TTKSIY Sina
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.

| CD 4BDC tMC /P 2.02r1tCID 3-BDC BTu(p)3(e.024 6679.060Hslenti (these)8( 010201c5S )4it4(e)9(m)-4c5S )4it4(e)9l
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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-RS&13y aSa312ya gl (2 ViSal &2Y'S 21 iKS Y 1-iSuil (2 &5S 17
I 1-0ddz1-t8 g201SRY {21 lil-ther 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-RSai3y LIHiiySi Y'I-RS 1i @Si& OfSIHI y (KS tyiSigiSe K I-i ikSe g SuS vI-RILIiy3 I
L23N1-Y'Y' ST y2( RSa13yty3 2ySI K24S3SH GKSIS RIR HILISHI 2 6S 82Y'S 1'Y 01d14Sy0S KSUS 14 KS £I-iSH
reflected:

LOR aliitt &1yl (2 GKhy Y208 162420 (K2aS iyRa 27 things we talked about. Are we inviting
people to adapt something or inviting them to tell us more about what they would like to
4SSK 1yR &S 020 KI9S R2yS Y2US 27 iKI-i 0SHil-y 1yR LR 6118 (2 KIS R2yS Y2US 27 (K-
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 &5ff Y Iy1-35Y Syl SELISI vii2
YIS 10 Y208 1-00Sa816fS (2 LIS2LES K RSY Syl
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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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. SIKo 10gS oSSy iNely3 {2 TIEK(i K24 t2y3 14 1l 3213 (2 6S 120 Y'S {2 IS IyR 0K1-y3SK
XXXXXXX X0 L 1SSL t227ly3 121 2UL2idyMinSa 21 42 S2yS (2 say this or someone to say
that, or even to grade what sort | am even. And if someone tells me something very
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I41SR UKSY &S UyR 27 151l 14 &S GSIS 4lly3 IKSY WY y21 &S LIS2LKS IS 321y3 i2 65 1665 12
I-yag Sl (Kia 1-yR (KSy iKSe 02d:tRyAl IyR Y'1-80S &S 310S SEIFY LIS (2 KSEL

Cli2Y (KS LMoLy
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that you did which was only foll Iy K2dzl) IyR I KIF & 1-ayAii 1Ko 0 ZKiadlyS &R (K10 aKS g20tR 0SNil-yte
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
(K1& FN2dzL) 1-3 WASI@ &d1-0100 I-yR 20K SIE K2 GSIS IyISIAISGSR 02Y Y SylSR alY it 1-624zi (KS I-Y 2dzy/
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

11



Appendix 2

interviewed we found teachers, business people, social workers and service managers and to all of
(KSaS LIS2UES dKS LN20S33Sa 27 02420853 GSIS TI-Y MM YhK 8SEr SALISON-E dKS FIL) OK Mo/ KiadySoe
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 R2yMl (Klyq 824z enjoyed Al &2dz RIRYDI Sye2e (KS aSaai2yl GKSISI-a 2y (KS Tl 0200&S 824z
Sye2eSR il IyR 824z £2215R 1208 MR (2 321y3 ySEi 68511 1 614 12K L0Y 32ly3 (2Y 2026 YR
LY 321y3 (2 (1KS 024:03S 1'yR &2d: 126! GSNS F2y¥1- R2 (Kid 1'yR &S Y1 65 R2ty3 KI-it
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.

/KIS 75t IKSIS @14 -y gt 20 27 LIFISIG 2070 1-yR KSI KdzEolyR DR glHlySR 27 Y- RIyaSi 27
IyI20Y IHil2y 2051t21-RY

V=St | Ky (KSNSIa 0SSy 2 Y dz0K tyF20Y 1-i2y1 IiyR 6SHI y Y IyR ZKlidllyS0a R2yS &2z 1y26!
(KS LNS@I24800024208ST 1yR &SNS Y3 (i2 (Kid 31-Y' ST IyR &SI9S KI-RE LdS KIR (2 aSi-up about
four different files with all the information we get from all the different parties, that there s,
Iy I 18 (KSUSA I- RIFYYASH 2F yi20Y 1Hii2y 20S0E21-R 1yR L R2yAl 1y26 1T (KA 13 1- SISOyl
Li2lylX0

12808 1-yR ¢SINe 620K TSt KS LILISIg210] &1-4 dzaSTit 14 RIR tSiSH odzi i &1-4 2y OfSIH iy ¢Sinend 01-4S
that he had looked at it since the end of the programme. {IHIK 1yS& YRISG KI-RyA £221SR I i
K108 1€ GKS LIFISE20 1yR 1 KI-ayi 038y 2LISySR ay0S KS 01-Y'S K2Y'S iz (KS aSaaiayt kS t-4i
35532y

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
050145 GSIR G-y {2 KIFKETKG {2 LIS2LIKS 7S ViKia 1a 2yLI1-3S SKI-iSaSIn odzi 1KSy iKSIS 14
so much scrabbling around with different bits of paper and then people would be looking for
their acti2y Ufl-ya I-yR 3Silty3 02yfdzaSRX XL &z33S4(SR oi2 LN23N1-Y'Y'S 02-ordinators) that
LISHKI-Ja (KSNS0A ez 2yS 62275l ISIKI-IE 20 iKI-i iKSBMS 02'Y LSS RIFTSISyL 02t2dziial 20
2zl &2Y SiKhy3a 2 YIS 1 iSIHe 2001203 KI-i @200S (1413 I-024zi
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did explain how it linked, you know, whatever the topic was, how that linked in with the
(UAy3ES 16 SIOK HISHT 1yR KSy i 20K SN i1y S A 2z al4R VSELEIMY K26 (Kia Tilia ty” oK iKS
(Y36 1-yR L Sl Ky Uy WI-0dzI-8 L R2yA6 ISIHER 1y26 K24 it fits in with the triangle.

/KiaiiyS0a Kdzaol-yR DI KIR I- dzaStizf 40733Sai2y (2 YIS 1-a KS (1-1SR 1624 I- 35i 2F 54504 KS KIR
used at work for health and safety training and the conversation he and Christine had had about
different ways of getting information;

XS GSIS al-8ly3 g2diRyAl i 6S yI0S tyaiSIR 27 It 1KSaS NSI-Y & 2F LIFLISH K10 S08S 320 I (KS
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
020K alli R26y IyR GI-0K WX 1 g1-a R2yS Iy |- 3SIIe LIi2TSaai2y1€ g1 82 1y2¢ (KSIS Y13Ki
be some really good bullet points that you might think, might stick in your brain more than
wading through this amount of paperwork that gSi0S aizRRSyfe 32(

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: | noticed you used to take notes quite a lot

Joyce: Yes

I: Was that to help you remember?

I, Sa 1yR 11 @SEE L 1Y 1jdnkdS 1203Sitit y2 & odii 109S 118 0SSy I- iitS ol F20aS(tdt 1yR 1321
you ky2gX

v , S& 82000S Hal-24 1Sy y20Sa I'yRX

I 2KSy 10gS 32y (2 tS0ldNSa IyR 1Sy y2iSa I'yR (Khy3a 611S K10 20 1-Sy Kiai2sa 2y
patients and things.

LY {2 iKI-003 I UyR 2F TI-YIEIH GKhy3 120 824z My AiK

Iy, Sar 8Saxologs t221SR I olia IyR LISOSA (of paperwork) yes, and also keep referring to my
0227 I'yR L 42 320 |- 20 27 a7 2 (KS lyiSuySi 1-62dzi HTKSHY Sing

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

they were quite muddled and scribbled and | got the impression that the notes were then
32ly3 2050 GKI-i 82021 iKS SISy tSISia K10 &S 1ISIRE KIR 1'yR L RIRYA Y26 SKSIKSH
Andrew was supposed to take notes or whether he chose to write certain things down when
KS &1yiSR (2 IyR L 02dzRyli @207 GKI-0 24z o MUK

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 ‘02Y'S 2y82i 1y241 Mg navni It iKE &01-014 I-yR ail-07a 1yR
stacks of paper, there should be perhaps a more professional way of doing it, it would be more
STSOMIAS (K I-ina 4KS Y Iy (Khy3r ty 3Sity3 (KS Y'Sadl-3S 10124 IyR (SI-0Khy3 LIS2LSI 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
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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.

| found it really hard because | 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
SIS Y2S 6115t d2 d14] 12 &2d2X00L KIR {2 1Y 240 Lizd Y& 6107 (2 LIS2LKS {2 ai2L) iK1
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.

100S (1€1SR 1-624zi Y hyRTaztySaa oST20S IyR L Ky LFST ly Y@ 26y @2RE L0S 2020 1 1100234
AYLISH 20 Y208 0fSHie iK1y &1 y 1KS a0MLIIXXIKSISIA I-o2dz0 GKISS 20 T2dz0 RIFFSISYA
paragraphs saying things in slightly different ways and | think | could have just said it more
&0z00hy0ite 1yR 320 1 1012331 024 L0Y y20 &S LIS2LIST 824 1y261 1KS8 NSIHte 320 il

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
120 iKSY {2 I1921R RITHOMENSE F21) (KS FI-0MIGI-208 W RIRYA &1y {2 7SSt L grl-a 32ty3 20050 (KS (2L) ddzd
(iKSy'L RIRYA &1yl WSyA/R y2ii {2 KI-GS IyRiKly3 (2 SiS dzLing/KiainySo

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 &l-ayni &S 1-62dzi 4200 27 OKI-ESyny3 At 20 edzaii 20 OK ISy 3yt odzll &2 27 al-8ly3 V2K L 45SY
(i2 NSOIE 1i &1-41 82dz IR 824z RIR (1KS K220Sy30 odzii L RIRYA NSIHEE 1y26 oKSIKSN (2 R2 (KI-i
or not or whether that would make him feel, 2d 1261 L RIRYIi g1y (2 Y-S KIY 755t
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
dzyRSIEl-YR GKI-i iKSe GSIS oSty (2R1 65010zaS 17 1i0d 1- Y 1105 27 Y 1-y1-3ty3 dKSH £FS oSS
then some of them may not be at a sil-3S GKSNS (KS&NS I-6fS (2 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
I-024z0 LIS2LIS0A OdziiSyt 7 SaietS: fighy3 Onddz Y aiil-y0Sa I-yR LIN-0810Sa 65721S I-yR Razlity3 (KS
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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Self-management and dementia
— updated literature review

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

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://
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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[SHW WKHUHEN IDFLLIDILQJ LPSURYHG FRQILGHQFH DQG DVVRFLDIHG SRVULYH EHKDYLRXUVS.
The intervention encourages participants to XQGHUIDNH SHUVRQD) JRDI setting and be
DFILYH LQ WKHLW RZQ SHUVRQDI GHYHIRSPHQIf (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. Itis 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 (UHIDLQ WKHL YDIXHG
identity and independence in the context of relational changes, in which the person
ZUIK GHPHQILD LV FRQVIUXHG DV KDYLQJ D VRPHZKDI GLPLQLVKHG FRQILEXILRQ IR 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

11
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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 iiKH FRKHVLYHQHVV DQG FDPDUDGHUH WKDIl GHYHIRS DV SHRS(H ZLIK
$I]KHLPHUV UHDFK RXIIR DQG VXSSRUI RQH DQRIKHU LV IUXO\ 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 HPRILRQDIN\ IHHILQJ (HVV DIRQH DQG HQKDQFL.QJ XQGHUVIDQGLQJ RI RQHIV RZQ
EHKDYLRXUf (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 |VSRNH FDQGLGI\ DQG GHPRQWIUDIHG UHPDUNDE(H
insights, tremendous depths of emotion, support for each other and resounding
UHVLLHQFHS (p173). At the end of the support group several ongoing programmes
were offered for early-stage }JJUDGXDIHV] to attend.

The article uses a definition of resilience as a JG\QDPLF SUIRFHVV HQFRPSDVVLQJ
SRVLILYH DGDSIDILRQ ZWKLQ IKH FRQIH[W RI VLIQLILFDQIl DGYHUVLIN] (Luthar et al 2000) and
considers that individuals within the groups demonstrated resilience by WHERXQGLQJ
LQ IKHLW 3QHZ QRUPDI{ (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 RIKHUV LQ \KH VDPH ERDI.
The authors conclude that people with early-stage dementia can |QRI RQI\ PDNH QHZ
friends but they also develop a strong sense of community and connection with
IKRVH ZKR VKDUH WKH H[SHUHQFHS (p174). They consider that the development and
maintenance of this ‘community’ is positive in sustaining and fostering resilience.
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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)
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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

3
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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, lllinois, 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 |PDLQIDLQLQJ DZDUHQHVV IR
HYHQIV RI IKH SUHVHQI PRPHQI ZLUIK DFFHSIDQFH( (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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Appendix 3

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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Appendix 4

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



Appendix 4

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
RYHUf 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 JRQFH \RX{UH LQ L (HDGV IR VRPHIKLQJ HIVH]. 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