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Abstract Dementia is a major challenge for health and
social care services. People living with dementia in the
earlier stages experience a “care-gap”. Although they may
address this gap in care, self-management interventions
have not been provided to people with dementia. It is
unclear how to conceptualise self-management for this
group and few published papers address intervention
design. Initial focusing work used a logic mapping
approach, interviews with key stakeholders, including
people with dementia and their family members. An initial
set of self-management targets were identified for potential
intervention. Self-management for people living with
dementia was conceptualised as covering five targets: (1)
relationship with family, (2) maintaining an active lifestyle,
(3) psychological wellbeing, (4) techniques to cope with
memory changes, and (5) information about dementia.
These targets were used to focus literature reviewing to
explore an evidence base for the conceptualisation. We
discuss the utility of the Corbin and Strauss (Unending
work and care: managing chronic illness at home. Jossey-
Bass, Oxford, 1988) model of self-management, specifi-
cally that self-management for people living with dementia
should be conceptualised as emphasising the importance of
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“everyday life work” (targets 1 and 2) and “biographical
work” (target 3), with inclusion of but less emphasis on
specific “illness work” (targets 4, 5). We argue that self-
management is possible for people with dementia, with a
strengths focus and emphasis on quality of life, which can
be achieved despite cognitive impairments. Further devel-
opment and testing of such interventions is required to
provide much needed support for people in early stages of
dementia.
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Introduction

In early 2010 an estimated 821,884 people were living with
dementia (around 1.3 % of the population) in the UK
(Luengo-Fernandez et al. 2010), which is estimated to rise
to 1,735,087 by 2051 (Alzheimer’s Society 2007).
Dementia costs the UK economy over £17 billion per
annum (Department of Health 2009), set to rise to
£50 billion by 2031 (Comas-Herrera et al. 2007), and
accounts for 11 % of total NHS costs for mental health
(National Audit Office 2007). Dementia has extensive
personal consequences, owing to losses in independence,
decreased social activities and ability to initiate activities,
co-morbid depression and reduced quality of life (Alzhei-
mer’s Society 2007). Dementia can impact on multiple
areas of life, including work, personal relationships, and
psychological health through fear and emotional conse-
quences of the diagnosis and changes to functioning
(Mountain 2006). Healthy diet and exercise are potentially
beneficial (Brodaty et al. 2003; Riviere et al. 2001). These
behaviours require self-management.
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People with dementia live on average 11-12 years after
diagnosis, making it a chronic illness (National Audit Office
2007). Self-management interventions have been widely
developed for people living with chronic illness. The
National Dementia Strategy for England sets out 17 objec-
tives to improve care for people with dementia and their
family/carers, including early diagnosis and intervention for
all, with the development of structured peer support and
community support (Department of Health 2009). There is
currently a “care-gap” as there is little care available in the
early stages of dementia but services available for people
with more advanced dementia (National Audit Office 2007).

Self-management may go some way to meet this care-gap
for people living with early stage dementia. Early stage
dementia is a descriptive term for the less advanced stages of
dementia, where some cognitive processes remain relatively
unaffected (Morris et al. 2001), experiencing mild impair-
ment but able to maintain some level of independence (Kuhn
2007). Little research has addressed the applicability of self-
management to people living with early stage dementia. It
may be assumed that owing to even mild cognitive impair-
ment, self-management skills are not learnable or feasible to
enact, which further disempowers people with dementia in
the early stages (Mountain 2006). First, it is shown that
interventions have been useful for people with dementia,
despite them placing some demands on cognitive capacity.
Second, it is shown that not all aspects of self-management
require the learning or use of specific skills. Indeed, self-
management may be more widely conceptualised.

Self-management can be defined as a person’s ability to
manage the symptoms, treatment, physical, psychological,
social and lifestyle changes, and consequences of chronic
illness (Department of Health 2005). Self-management is
defined broadly as activities which help people to live well
with their condition, maintain meaningful or pleasurable
activity and achieve a good quality of life (Barlow et al.
2002; Corbin and Strauss 1988; Kitwood 1997). The aim of
self-management is to live as well as possible with the
chronic illness, achieving a good quality of life by shaping
one’s life and reactions to illness (Corbin and Strauss
1992). Self-management interventions have been shown to
be useful for a range of chronic conditions, improving
wellbeing, health status, and reducing health service util-
isation (Lorig and Holman 2003; Lorig et al. 1999).

There is a lack of interventions for people living with
dementia and little research into their self-management
(Mountain 2006). There is evidence for some cognitive,
occupational therapy and psychotherapy approaches, for
example (Brenske et al. 2008; Joosten-Weyn Banningh et al.
2008; Angevaren et al. 2008), support groups (Snyder et al.
2007), relaxation, and memory training (Rapp et al. 2002).
The limited research suggests that self-management pro-
grammes could be beneficial to people with dementia for
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developing physical and emotional self-management strat-
egies (Mountain 2006). The evidence also highlights that
approaches which place demands on cognitive capacities
have had some success with people with dementia.

Broadly, self-management can be conceptualised as
encompassing different types of work that the person must
do to live well. According to Corbin and Strauss (1988,
1992) there are three overlapping types of “work”: illness
work of medical management; everyday life work to sus-
tain a meaningful life; and biographical work to manage
emotional impacts. In many widely used self-management
interventions, illness work such as medication adherence
and exercise is focused on (Lorig et al. 1999). Goal
scheduling and action planning are often included (Lorig
and Holman 2003), supporting the maintenance of an
active lifestyle, relating to everyday work. Biographical
work may be supported by activities around acceptance
and depression (Wilson et al. 2007). Dominant models of
self-management have been criticised for neglecting the
importance of everyday life and biographical work (Wilson
et al. 2007), which may be important in dementia.

For different conditions, there are different foci for self-
management (Lau-Walker and Thompson 2009), for exam-
ple for diabetes there may be clear medical procedures or diet
regimens, emphasising illness work and medical manage-
ment (Warsi et al. 2004). Conversely, finding meaning in life
and managing the psychological impacts may be more rel-
evant in other conditions. For dementia, literature suggests
that self-management tasks may include adherence to med-
ication, engaging in activities to maintain cognitive function,
emotional expression, and adjustment to illness to maintain a
positive perspective (Clare et al. 2003). However, it is nec-
essary to understand how self-management should be con-
ceptualised for people with early dementia in order to design
interventions, particularly as interventions fail if they are out
of line with participants’ needs (Lawn and Schoo 2010). It
is currently unclear which types of the work require more
or less emphasis in an intervention for people with early
dementia. Recently, Mountain and Craig (2012) published
a suggested content for self-management intervention
for people with dementia, based on a series of interviews,
however, further work is necessary as they provided
little reference back to the existing literature and theory.
It remains necessary to create consensus and regarding
necessary intervention content and focus.

This paper aims to conceptualise what self-management
is for this group. First, we briefly describe data collection
used to derive potential intervention targets. Second, we
use these identified targets to focus literature searching to
provide evidence for our conceptualisation of self-man-
agement for people with dementia in the early stages. This
leads us to specify recommendations for intervention
design and evaluation.
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Focusing the literature review: initial conceptualisation
of self-management targets

Owing to a paucity of literature around self-management
for people with dementia, our study aimed to derive a
conceptualisation. To do this, we used the “Coventry
Intervention Development Process” (CIDP), (Martin et al.
2009, in press). The process first uses a logic-modelling
approach through interviews with stakeholders to generate
initial conceptualisation (Renger and Hurley 2006). In the
second part of this process, the initial conceptualisation is
used to target literature reviewing to explore evidence base
for the conceptualisation and recommend potential inter-
vention components and evaluation frameworks.

To begin, we interviewed a range of participants to
provide reasons for why “People with dementia are not
encouraged to take an active part in their care”, in the form
of a logic map (reasons linked to one-another based on the
participants’ perceived causal pathways). Seven people
with dementia (one female), two family members (both
female), and two charity representatives (one female) were
recruited through the Alzheimer’s Society and were inter-
viewed individually or in small groups. Eight health care
professionals working in dementia services were inter-
viewed individually. These were two Clinical Psychologists
(one female), two Community Psychiatric Nurses (both
female), two GPs (one female), and two Psychiatrists
working in Older Adults services. [This process is described
in full in (Martin et al. 2012)]. The reasons were integrated
into a summary logic map, eliminating duplicated reasons,
or those out with the remit of self-management (e.g., rea-
sons relating to lack of government funding). Participants
were then invited to complete an online survey to score the
reasons for importance to good self-management and
changeability through self-management intervention. Two
clinical psychologists, two community psychiatric nurses,
and two voluntary sector experts who had participated in
step one and one psychiatrist working with older people,
one person living with dementia and one self-management
expert completed the questionnaire. Responses from the
nine participants were analysed together. Antecedents with
a mean rating greater than “moderately” important and
changeable were selected as intervention targets. The evi-
dence base linking these antecedents to self-management
and outcomes was checked (any unsupported antecedents
were removed). This gave rise to the initial conceptualisa-
tion of self-management for people with early dementia.

This first part of the process led to sixteen reasons why
“People with dementia are not encouraged to take an active
part in their care” that were at least moderately important
and changeable. These reasons provided the initial
conceptualisation and were grouped into five targets with
two guiding overarching principles. Table 1 outlines targets

which are: (1) support to seek information about dementia;
(2) greater support to maintain an active life; (3) issues
around relationship with family/friends/carers; (4) educa-
tion/sharing of practical memory tips and techniques; and
(5) support with psychological wellbeing, including low
self-efficacy and perceived low self-worth.

Reviewing the literature to conceptualise
self-management for people with dementia

Our initial focusing work identified five potential inter-
vention targets. PsycInfo, Medline, and CINAHL were
searched to explore the relevance of the target to wellbeing
in dementia, the evidence base for related interventions,
and potential components for a self-management inter-
vention. Searching concentrated first on dementia-specific
research and was then broaden out to include self-man-
agement literature for other chronic conditions.

Target 1: relationship with family/friends/“carer”

In our focusing work, both people with dementia and family
discussed the importance of this relationship and the chal-
lenges for both parties to ensure it is supportive. It is possible
that family may take on the responsibility for activities that
the person with dementia may still want to or feel able to
continue to do. Conversely, appropriate social support
facilitates goal achievement, which in turn affects wellbeing
(Bandura 2004). Berg and Upchurch (2007) found that
negotiation and positive validation in the dyad (person with
dementia and family/friend/carer) are associated to better
coping with chronic illness. Family/friends/carers who
assume control, aiming to be supportive, may actually be
tapping into the person’s greatest fears of dependency
(Frazier et al. 2003). Maintaining involvement in everyday
life is important for the dyad (Ablitt et al. 2009). In our
conceptualisation of self-management intervention for
dementia, the aim is for this relationship to be positively
supportive, but not to return all decisions to the person with
early dementia as this may be neither feasible nor beneficial.

Interventions addressing personal relationships for peo-
ple living with dementia are scarce (Ablitt et al. 2009). An
intervention for people with dementia and their caregivers
used joint-problem solving together and communication
tasks, reporting better interaction in the intervention group
and caregivers were more satisfied with the interaction,
although the person with dementia’s satisfaction was not
reported (Corbeil et al. 1999). In-depth qualitative research
has revealed the importance of couple relationships, spe-
cifically of sharing affection and enjoyment and maintain-
ing involvement (Hellstrom et al. 2007). Negotiating tasks
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Table 1 Five intervention targets and the overarching principle

Targets Antecedents

1. Relationship
with carer

Carer might just do things for people with
dementia (no chance to self-manage)

Carer has to encourage people with
dementia to self manage

Need to do activities as a couple

Activity might not get done by people
with dementia

Care roles are not always clear

2. Maintaining an
active lifestyle

Not encouraged to stay active

People with dementia want to be able to
take basic care of themselves
People with dementia have no access to
activities
3. Psychological
wellbeing

Insecurity, low self-efficacy and low self-
esteem

People with dementia and carers might be
in denial (or might not know)

4. Memory
techniques

Memory techniques are not routinely
taught

5. Information Lack of information for people with

dementia
People with dementia don’t know much
about their condition

People with dementia don’t know what
treatments or resources there are
(e.g., Finance)
Overarching
principles

Services and systems do not address
individual needs of people with
dementia

Individual differences are not taken into
account

whilst facilitating the person with dementia to play an active
part in everyday activity was a key part of dynamics of a
couple relationships in dementia. Dividing up tasks and
working together patiently was important. As dementia
progressed, people did let go and a slow transition was
evidenced.

Given the lack of available evidence or recommenda-
tions around this issue, conceptualisation of this target was
discussed with expert input from Clinical Psychologists.
Two sequential discussion sessions are suggested, whereby
participants were encouraged to think about and discuss
issues shown above to be related to wellbeing, including
the impact of dementia on their personal relationships
for both themselves and their significant other(s). This
should be followed by a discussion of ways in which roles
and activities could be negotiated and communication
improved. The self-management task here is to discuss and
adjust to the impact of dementia on relationships.

@ Springer

Target 2: maintaining an active lifestyle

This second intervention target addresses the perception
that people with dementia are not encouraged to stay active
or engage in meaningful or pleasurable activities. Main-
taining an active lifestyle is important to wellbeing (Heyn
et al. 2004) and is a key issue drawn out in the NICE
clinical guideline for dementia (National Institute for
Health and Clinical Excellence developed in conjunction
with SCIE 2006). Self-efficacy, goal setting and pursuit are
associated with wellbeing (Steverink et al. 2005). Main-
taining an active life allows participants to experience
pleasurable and meaningful activities, shown in positive
psychology to improve quality of life (Seligman et al.
2005). Outdoor activities have been shown to provide a
sense of meaning, enjoyment, and counter the experience
that some people with dementia have that there world is
shrinking (Duggan et al. 2008).

Groups for people with dementia which have ran
activities suggested by the group members have found
enjoyment of activities and increased subsequent house-
keeping activities, although this did not increase quality of
life (Carek 2004; Higgins et al. 2005). Goal-oriented
rehabilitation with an educational component, memory
strategies, mind-mapping and goal planning, led to better
occupational performance and quality of life (Londos et al.
2008).

Common elements of many self-management courses
are goal setting and activity planning, in addition to pre-
sentations and discussion of the benefits of staying active
and healthy (Barlow et al. 2002; Lorig and Holman 2003).
These should be used in a self-management programme for
people with early dementia. Goal setting should be sim-
plified to emphasise that doing something active is the key,
rather than the standard more cognitively complex plan-
ning of implementation intentions (Gollwitzer 1999). The
self-management task here is to maintain activity and
through this maintain quality of life.

Target 3: psychological wellbeing

The psychological wellbeing target as identified from
participants’ logic maps and prioritisation of issues
includes insecurity, low self-efficacy, and low self-esteem,
in addition to issues around acceptance. Self-acceptance is
a coping strategy used by people with dementia, particu-
larly in the early stages, to improve psychological well-
being (Harris 2002). Psychological wellbeing is evidenced
as important to dementia, not least as negative affect may
inhibit concentration and exacerbate cognitive impairment
(Carek 2005). Psychological coping is important to people
with dementia for adjusting to diagnosis (Alzheimer’s
Society and Mental Health Foundation 2008). Improving or
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maintaining psychological wellbeing is therefore important
to self-management for dementia to improve quality of life
but also to aid adjustment and attenuate negative impacts
of affect on cognitive processes.

In previous research, the opportunity to express feelings
and socialise at a memory support group was rated as useful
by people with early stage dementia and the self-guided
nature of the group increased perceptions of control (Carek
2004). Group processes were highly important in a quali-
tative exploration of a memory group (Scarboro 2000).
Group-based discussion of emotions improve depression,
anxiety and coping with people living with dementia
(Cheston et al. 2003; Snyder et al. 2007). Group processes
are found to be generally curative, with experiences of
“universality” (spending time with others experiencing
similar problems) being a major group factor in improving
self-esteem and self-efficacy (Yalom and Leszcz 2005).
This underlies the rationale for a group support intervention
format. Self-management research interventions have
included a range of activities addressing psychological
wellbeing (Barlow et al. 2002; Lorig and Holman 2003),
which are detailed in relation to our intervention below.

Breathing and relaxation is commonly used in self-
management interventions to decrease stress in response to
symptoms of chronic illnesses (Barlow et al. 2005). Grat-
itude activities have been identified as beneficial to
acceptance and self-perceptions within positive psychology
research (Seligman 2002). Identifying personal strengths
can help improve one’s evaluation of self-esteem (Selig-
man et al. 2005). Identifying pleasurable activities, here
named “techniques to increase happiness”, is a drawn from
wider cognitive-behavioural therapy interventions, as first
identifying and then engaging in such activities can
improve mood, view of self and self-efficacy (Ryan and
Deci 2001; Moniz-Cook et al. 2009). Goal setting and
achievement, as in target 2, is relevant here as this is
beneficial to psychological wellbeing, improving self-effi-
cacy, and perceived self-worth (Frazier et al. 2003) and
sharing goal successes can improve perceived self-efficacy
(Bandura and Jourden 1991). Self-acceptance exercises
have been developed to emphasis that we all have positive
and negative characteristics (Dryden 1998). Self-accep-
tance has been improved by self-management interventions
(Abraham and Gardner 2008). These activities are all
suggested as these would facilitate the self-management
task of pursuing and maintain wellbeing.

Target 4: techniques to cope with memory change

The fourth target addresses tips and techniques for living
with an impaired memory, a key issue in the experience of
living with dementia which causes distress and frustration
(Alzheimer’s Society and Mental Health Foundation 2008).

In memory support groups, group processes and support
from others were found to be more helpful than the actual
sharing of memory tips (Scarboro 2000) and most memory
retaining interventions have had poor results (Burns 2005).
A complex intervention for mild cognitive impairment
using external aids and coping techniques found increased
use of techniques at 2 weeks after the intervention, but not
at 4 months follow-up (Kinsella et al. 2009). Memory
enhancement training, with education on dementia, mem-
ory performance, and memory skills training such as
chunking and cueing, has been tested. This revealed no
objective improvement in memory but improved perceived
memory (Rapp et al. 2002) and wellbeing, owing to
decrease distress around memory (Schmitter-Edgecombe
et al. 2008). Accepting changes owing to chronic illness is
an important part of self-management: “letting go” of
one’s previous identity may promote adjustment (Aujoulat
et al. 2008).

We concluded that components to provide supportive
tips and techniques may not improve memory but may
improve coping with memory loss, fitting into our inter-
vention logic. The conceptualisation of self-management
for dementia is highly focused on improving the subjective
experience of living with dementia. The opportunity for
people to share strategies is seen as important by people
with dementia and can be empowering (LaBarge and Trtanj
1995; Nomura et al. 2009). We suggest a sharing memory
tips session, focusing on decreasing distress around mem-
ory by providing some practical tips to aid perceptions of
manageability of memory loss and to introduce the idea of
accepting changes to memory. It could be said there is an
apparent tension between strategies to control memory and
discussion around accepting memory changes, however,
accepting loss does not mean no longer trying to use
memory or perceive it as potentially controllable and
useful. The session should encourage the acceptance of
changes, whilst also decreasing distress by providing
strategies which make this loss feel more manageable. In
addition, memory box activities were suggested during
consultation with Alzheimer’s Society representatives,
which covered how to create a memory box which contains
photographs and mementoes. This can be both an enjoyable
activity to create in the early stages of dementia as well as a
helpful resource as dementia progresses.

Target 5: information

Information needs covers a wide range of different topics
including what dementia is as a disease, features of disease
progression, what losses in functioning to expect, what
medical and psychological interventions exist, resources
such as financial benefits. Evidence supports the relevance
of this target: receiving information was reported as very
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important to adjusting to diagnosis by people with
dementia (Alzheimer’s Society and Mental Health Foun-
dation 2008).

A recent meta-synthesis of information provision in self-
management generally found this is most useful at an early
stage in illness and when information is tailored (Protheroe
etal. 2008). Provision of information to people with dementia
specifically has been found to be useful, for example, pro-
viding and sharing information, with self-guided information
seeking in a memory group (Carek 2004) and an 8 week day
care program (Higgins et al. 2005). Specific strategies used
with people with early dementia to address information needs
include information sessions where topics were discussed
with handouts with information and opportunities to ask
questions and provide answers, which was evaluated quali-
tatively as very useful (Carek 2004). Social cognitive theory
suggests that information is important to what participants
expect to experience and therefore how they behave (Bandura
2004), providing instruction also.

Based on these recommendations, our conceptualisation
of self-management intervention here includes self-guided
information, achieved through a specific “Q&A Open
Space” session where participants are able to ask questions
about dementia and an emphasis throughout on asking
questions of one-another and the tutors. Throughout the
intervention, participants should be signposted to infor-
mation sources and empowered to access and share infor-
mation (after Rice and Warner 1994). In addition, an
activity around successful working with health and social
care professionals should be included, as seen in many
other self-management interventions (Lorig and Holman
2003), as this enables participants to better use their rela-
tionship with health and social professionals to access
information specific to them.

Evaluating self-management intervention for dementia

An evaluation framework was designed to explore the
impact of the intervention on the targets. There are a limited
number of outcome measures validated for completion by
people in the early stages of dementia, rather than comple-
tion by a carer. An initial list of potential measures was
drafted from the literature search and the expert panel
commented via email. These measures have items address-
ing intervention aims 1-4. Expert consultation suggested
that the best way to explore whether information provision
had been achieved was through interviews, as tests of
knowledge were not suitable with this group. The recom-
mended primary outcome measure is the Bath Assessment of
Quality of Life in Dementia (Trigg et al. 2007) with sec-
ondary outcome measuring Patient Activation Measure
(Hibbard et al. 2004), Hospital Anxiety and Depression Scale
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(Zigmond and Snaith 1983) and Memory Controllability
Inventory (Lachman et al. 1995). These are shown in Fig. 1,
which illustrates the conceptualised intervention targets,
based on the logic maps derived from initial focusing work.

Proposed self-management intervention content

The literature reviewed above provides some insight into
potential intervention structure and components. Based on
the literature review, a list of potential components was
compiled and sent to clinical psychologists working with
people with dementia, representatives of the Alzheimer’s
society, a person living with dementia and their spouse, an
experience lay-self-management tutor and expert research-
ers in dementia and chronic disease management. Their
comments and suggestions were collated. From this, the
intervention content was derived. An intervention manual
was produced which details the suggested components
(available on request from authors). The intervention ses-
sions are outlined in Table 2. Sessions were structured to
have consistent first and final activities, creating a sense of
routine and familiarity. Table 2 also highlights the link
between each suggested component and the conceptuali-
sation of self-management for people with dementia. This
facilitates evaluation of the intervention: each intervention
target has a selection of components and if the target out-
come is not changed, it is possible to easily identify the
components which may require further work. Intervention
piloting is now possible.

Discussion

We present a conceptualisation of self-management for
people with early stage dementia, based on initial focusing
work and targeted reviews of the literature. Suggested
outcome measures and intervention content further illus-
trate our conceptualisation and provide a pilot intervention
structure to be tested.

Self-management for dementia was conceptualised as
focusing on (1) relationship with family/friend/carer, (2)
maintaining an active lifestyle, (3) psychological wellbeing,
(4) techniques to cope with memory change, and (5) infor-
mation about dementia. This relates to Corbin and Strauss’
(1988) model of self-management work, with relationship
with family and maintaining an active lifestyle relating to
“everyday life work”, psychological wellbeing relating to
“biographical work” and techniques to cope with memory
change and information about dementia being “illness
work”. The conceptualisation then emphases everyday life
work and biographical work, over illness work. This is
summarised in Fig. 2.
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Measures  Targets with components Antecedents

Covered in the Bath H = = = Care roles not always Unclear who should be

Assessment of Subjective 1) RelatlonShlp WIth Fam!ly clear L1 encouraging SM

Quality of Life in Dementia Intervention components: |

(BASQID, Trigg, Skevington -Thinking about relationships Nead to do activities as

& Janes, 2007). Overlaps -Negotiation in relationships a couple (PWD & The carer must

with “Maintaining an active carer) encourage PWD to SM

lifestyle®, .*’ ale _

Also assessed through =

qualitative questions Activity might not get For SO:;”G things carer Carer might just do

around relationship and done by PWD mustdo it to protect 1~ things for PWD (no

roles health chance to self-manage)

Patient Activation Measure

(Hibbard, Stockard, H a1 H H Mot encouraged to stay

e e ooy || 2) Maintaining an active lifestyle oo

Covered by some items in .4 Intervention components:

the Bath Assessment of - Goal setting activity PWD wart to be able PWD have no access

Subjective Quality of Lifein _Staying active and healthy to take basic care of o o activities

Dementia (BASQID, Trigg, themselves

Skevington & Jones, 2007).

Hospital Anxiety and 3) PSVChC"OglCEl' We"belng PWD and carers might PWD may give up on o

Depression Scale (Zigmond Intervention components: be in denial, or might themselves PWD* are

& Snaith, 1983) - Breathing and Relaxation not know Ee——y Some PWD havd prcciich

S - Identifying personal strengths efficacy & low self- grea"ler dlfhculté?s to ) topiayan
-man n

Subjective Quality of Lifein || ~ :;iha_t rr:jakes s happy £eleem = gmz?: d active part in

Dementia (BASQID, Trigg, - Gratitude activity _ managing

Skevington & lones, 2007) - Sharing our successes LEETER o] 8 SR their

condition

Mem ory Controllability
Inventory {Lachman,
Bandura, Weaver & Elliot)

Intervention components:
- Sharing memory tips and strategies
- Memory box activity

4) Techniques to cope with memory changes

Memary techniques are
not routinely taught

5) Information about dementia

Intervention components:

-Open discussion on living with dementia
(Question and Answer oppor tunity)

-Working with health care and other professionals

Cualitative question about
satisfaction with ability to
access information

—_——

Mo information about
dementia given at
diagnosis

PWD don't know much
about their condition
Lack of information for D don't knove whet II
treatments are resources

there are (e.g. finance)

*Person with dementia abbreviated to PWD for diagram presentation

Greyed out boxes show antecedents that were not rated as important or changeable enough to be targets but are shown to illustrate links made between antecedents by participants

Fig. 1 Intervention logic with components and outcome measures

Tasks such as learning new health information, remem-
bering to take medications and remembering to schedule
health care appointments may be perceived as beyond the
ability of the person with dementia, owing to cognitive
impairment. This may explain the dearth of research into
self-management for people with dementia. However, this
represents a narrow view of self-management. Self-man-
agement extends beyond such tasks and includes aims to
improve personal resilience, quality of life, and increase
levels of activity (Jones 2010). Here self-management is
more emotion than problem focused (Davies and Batehup
2010) and more focused on managing one’s life with the
condition than managing the condition itself. Our concep-
tualization of self-management for dementia challenges
medically dominated ideas of self-management as per-
forming illness work such as medication adherence and
differs from many other self-management interventions
(Wilson et al. 2007), partly as there is currently a lack
of commonly prescribed, effective treatments for demen-
tia. Some interventions run the risk of “medicalising”
self-management (Wilson et al. 2007), de-emphasising

emotional experiences and enjoyment. Kitwood empha-
sized the importance in dementia care of attending to the
person, treating people as individuals with interests and
desires and worries of their own, valuing people, and their
strengths and providing a positive environment (Kitwood
1997). Our conceptualisation of self-management for peo-
ple with dementia echoes these elements of person centred
care and re-emphasises the “self” within “self management
of long-term conditions”.

A strong emphasis is placed on maintaining activities
and working with one’s strengths. Maintaining an active
life is thought to be important to dementia, and is specified
in clinical guidelines (National Institute for Health and
Clinical Excellence developed in conjunction with SCIE
2006). The emphasis on these activities is also related to
the aim of self-management to improve or maintain quality
of life. The experience of positive events and emotions are
known to remain with people with dementia and have a
positive impact on their quality of life (Trigg et al. 2007).
Wellbeing for people with dementia includes self-esteem,
positive affect and behaviours, reduced negative affect and
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Table 2 Course objectives and

activities for each session

@ Springer

Overall course objectives:

(1) Participants feel more able to communicate their feelings and needs to their family and friends

(2) Participants feel more able to maintain an active lifestyle through goal setting and scheduling of

pleasurable activities and events

(3) Participants experience an improved quality of life and psychological wellbeing

(4) Participants are more aware of strategies for coping with changing memory and have the opportunity to

share their strategies

(5) Participants feel more able to access relevant information

Session

Brief description

Target addressed

Session 1

1.1 Opening and introduction

1.2 Course overview: what is
self-management

1.3 Gratitude activity

Break
1.4 Practice better breathing

1.5 Prepare for change and goal
setting

Session 2

2.1 Feedback from goal setting
and gratitude activity

2.2 Relaxation

2.3 Open Space discussion on
living with dementia

Break
2.4 Staying active and healthy

2.5 Goal setting
Session 3

3.1 Feedback from goal setting
and gratitude activity

3.2 Relaxation

Introductions, outline of
participants’ responsibilities

Outline of course structure, content
and aims

Identifying and sharing
experiences to be thankful for.
Generating and sharing positive
emotions

Introduction to diaphragmatic
breathing

Identifying goals that are
pleasurable and meaningful.
Noting down and sharing goals.
(Participants to share written
copy of goal with family/friend
and receive mid-week reminder
phone call)

Discuss outcome from 1.5,
difficulties and successes.
Discussing and sharing of
completed gratitude activities
from session 1.3

Practicing diaphragmatic breathing

Discuss the information
participants have used, what is
more or less useful, remaining
questions and explore ways to
seek out information

Discuss the importance of staying
active and healthy, including diet
and exercise. Problem solving
around how to stay active and
healthy

As in 1.5

As in 2.1

Practise diaphragmatic breathing
focusing on one word associated
with relaxation

(Introductory material)
(Introductory material)

Psychological wellbeing

Psychological wellbeing

Maintaining an active
lifestyle

Maintaining an active
lifestyle,
psychological
wellbeing

Psychological wellbeing

Information

Maintaining an active

lifestyle

As in 1.5

As in 2.1

Psychological wellbeing
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Table 2 continued

Session

Brief description

Target addressed

3.3 Identifying personal
strengths

Break

3.4 Sharing memory tips and
strategies

3.5 Goal setting
Session 4

4.1 Feedback from goal setting
and gratitude activity

4.2 Relaxation

4.3 Memory box

Break

4.4 Techniques to increase
happiness

4.5 Goal setting

Session 5

5.1 Feedback from goal setting
and memory box

5.2 Relaxation

5.3 Thinking about
relationships

Based on Seligman’s (2002)
suggested activity, present
participants with list of strengths
then discuss which strength they
identify with most

Express emotions around dealing
with memory loss and share
these experiences. Share
strategies participants use which
help reduce negative emotions
around memory loss

As in 1.5

As in 2.1

Sensory relaxation activity with
imagery of, e.g., walking through
a garden on a summer’s day (or,
if participants request more
practice, return to activity 3.2)

Share the idea of a memory box
and how to make one (box of
personal mementoes and photos
important to the individual, often
accompanied with brief written
description). Encourage to again
share emotions associated with
memory loss and positive past
memories

Building on personal strengths
activity (3.3), discuss idea that
doing activities we are good at
can increase happiness. Discuss
continued importance of
enjoyment in life. Encourage
participants to focus on strengths
and set goals around this

Asin 1.5

As in 2.1

As in 4.2

Discuss changes in personal
relationships and emotions
associated to this. Guide
consideration of reasons for this.
Consider importance of
maintaining activity and how this
may impact on relationships.
(May illustrate with a story of a
couple or family taken from
tutor’s experience or
Alzheimer’s Society online
resources)

Psychological wellbeing

Techniques to cope with
memory change

As in 1.5

As in 2.1

Psychological wellbeing

Techniques to cope with
memory change

Psychological wellbeing

As in 1.5

As in 2.1

Relationships with
family/friends/“carer”
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Table 2 continued R
Session

Brief description Target addressed

Break

5.4 Negotiation in relationships

5.5 Goal setting

Session 6

6.1 Feedback from goal setting
6.2 Relaxation

6.3 Working with health and
social care professionals

Break

6.4 Self-acceptance

6.5 Sharing our successes

6.6 Course close and
completion of feedback

Consider the advantages and
disadvantages of talking about
emotions and difficulties with
family/friends/carer, for example
negotiation required around who
does household chores
Encourage participants to discuss
any difficulties openly and plan
how communication could be

Relationships with
family/friends/*carer”

improved
Asin 1.5 Asin 1.5
Asin 2.1 As in 2.1
As in 4.2 Psychological wellbeing

Explore aspects of relationships Information
with health and social care that

work and do not work so well.

Present and discuss list of

commonly used improvement

strategies including, e.g.,

booking double appointments

and ensuring ask questions when

information provided is too

complex

Tutor first models and then asks
participants to think of some
negative characteristics, then
some of their positive
characteristics. Review idea that
we are all a mixture of positive
and negative

Psychological wellbeing

Share recent successes, including
attending the course, enjoying
the sessions, being more active
and achieving goals for example

Psychological wellbeing

Review course material. Collect Course end

feedback. Thank participants

a feeling of belonging (Brod et al. 1999), which can be
fostered through self-management intervention.

We have presented suggested intervention components
(see Table 2) to address the targets from our conceptuali-
zation of dementia. Evidence was found to support the
importance of the different intervention targets. It must be
stated, however, that owing to a lack of research on
interventions with people with early stage dementia, some
suggested components cannot be said to be evidence-based
and require further investigation. It is suggested that this is
achieved by further developing and testing of our outline
self-management intervention. This is particularly true for
the components around relationship with family/friends
and carers, where there was a paucity of research.

Our initial focusing work specified targets for our inter-
vention conceptualisation. The process engaged service users

@ Springer

and their families, in addition to representatives from chari-
ties and health care professionals, ensuring patient and public
involvement to guide how we conceptualise self-manage-
ment for this group. The logic map provides hypothesised
relationships between antecedents that cause the problem:
here antecedents that underlie why people with dementia are
not encouraged to play an active part in their care. These
antecedents provide intervention targets, for which evidence-
based intervention components can be designed. The initial
focusing work lead to “logic maps”. We found that as par-
ticipants go through the process of providing a logic chain,
details are built up which provide not only “why” the
problem exists, but also start to suggest “what” may be
needed and “how” improvements may come about. These
data may be accessible by semi-structured interviewing,
however, maintaining focus on the problem and its causes
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Illness Work
- Information about
dementia

- Memory tips and
techniques
Management /
e

-hiographical work

Self-

Everyday life work

- Maintaining an active life - Managing
- Relationships with carer / psychological
family health

N

Fig. 2 Illustrating the conceptualisation of self-management for
people living with early dementia, after Corbin and Strauss (1985)

may be challenging and more time-consuming (logic mapping
interviews typically take less than 45 min). Furthermore,
participants may be strategy focused, suggesting ways to deal
with the problem without considering the underlying logic of
this (Renger and Hurley 2006) typifying many of the diffi-
culties with the early stages of intervention development,
where the risk is that intervention components are included
without a clear underlying rationale (Webb et al. 2010). Our
research concentrates on people in the early stages of dementia,
for whom logical thinking and working memory remain lar-
gely unimpaired (Pasquier 1999; Braver et al. 2005) and visual
cognition is generally preserved (Morris et al. 2001), sup-
porting the use of this type of logic mapping method. Guidance
on conducting research with people with dementia suggests a
non-judgmental stance, accepting what participants say,
building rapport and working to make the participant feel
valued (Hellstrom et al. 2007); this guidance was followed.
The active involvement of people with dementia in our
focusing work increases the validity of our conceptualisation.

This study is limited by a relatively small sample used
for the initial focusing of self-management. The nature of
participants’ cognitive impairment and socio-demographic
data are not known in detail, which may limit the degree to
which the results are representative of other people living
with dementia. The comments are inherently subjective,
however, support was found in the research literature for
each target for intervention which formed the overall
conceptualisation. Further research, perhaps using more in-
depth qualitative interviews, may be required to ensure that
the targets captured by our conceptualisation are more
widely endorsed. However, it must be stated that the more
indepth qualitative research (rather than our mixed
approach using literature reviewing) used by Mountain and

Craig (2012) led to a similar conceptualisation, supporting
the validity of the conceptualisations. For the proposed
intervention components and design, there were some areas
where there was a lack of research specific to dementia.
This was particularly true for components dealing with
relationship with carer/family/friends. Further research in
how to address these targets is required to better inform
intervention content.

One key advantage of our initial focusing work using
logic mapping is the clear conceptualisation where sug-
gested intervention components are clearly and specifically
linked to both outcomes and underlying needs, thus pro-
viding a clear intervention logic. The next stage is to test
intervention feasibility, re-assess the value of the compo-
nents, re-test and trial for efficacy. We recommend that
future research should also concentrate on creating a
greater evidence base for the intervention targets, in par-
ticular how best to improve relationships with family/
friends and carers. The intervention components can then
be modified to incorporate relevant additions to the evi-
dence. In addition, research exploring the degree to which
these targets capture all important and changeable elements
of self-management for people with dementia is suggested.
Semi-structured interviews exploring the relevance of the
suggested targets to a wider range of people living with
dementia may be a good starting point. Further consider-
ation is required of the level of preserved cognitive func-
tioning required to engage in these elements of self-
management and how the emphasis of self-management
may alter as the disease progresses. The pilot intervention
is outlined and further research is required to understand
not only its potential acceptability, feasibility, efficacy, and
effectiveness but also to explore the best time to deliver
this in terms of time since diagnosis and the characteristics
of participants who may benefit most in terms of types of
impairments and support needs.

In conclusion, we recommend that self-management for
people with early stage dementia be conceptualised as
emphasising maintenance of activity and personal rela-
tionships in everyday life and management of psycholog-
ical wellbeing, with additional components specific to the
“illness work” of coping with memory change and
accessing information (Corbin and Strauss 1988). The
evidence base for potential intervention components to
address these tasks of self-management provides insight
into how interventions can be developed and tested. We
argue that self-management is possible with dementia and
further development and testing of such interventions is
required to provide much needed support for people in the
early stages of dementia.
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