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Journeying through dementia

Dementia is a long term neurological condition impacting on the lives of over 850,000
people who have been diagnosed with the condition in the United Kingdom.
The condition is progressive and at present there is no cure. However there are a
growing number of accounts by people living with a diagnosis of dementia describing
how it is possible to live well with the condition (Weaks, Wilkinson, Houston and
McKillop 2012, Bryden 1998, 2005, 2015, Scottish Dementia Working Group 2003) .
Many of these focus on the importance of developing strategies to enable continued
engagement in meaningful activities and life roles.
These qualitative accounts, the on-going policy focus on early diagnosis and the
recognition of the value of psychosocial interventions have led to a realization that
people with early stage dementia can be enabled to draw on their retained skills and
develop strategies to cope with their symptoms so that independence can be retained
for as long as possible. The potential of an approach to support self-management,
particularly in the early stages of the condition is the focus of this current study of
which you are a part.
Journeying through Dementia is an intervention that has been developed in partnership
with people with dementia. The intervention focuses on ways of enabling individuals to
continue to engage in activities that they find meaningful as their condition progresses.
The original research that underpins the work was undertaken in 2010 (Craig and
Mountain). During this research people with dementia were clear that they wanted
to continue to be active, wanted to engage in groups that did not just talk about the
diagnosis but offered practical advice and support of how to continue to live well with
the condition.
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Journeying through dementia

We don’t just
want to sit and talk, we
want action!
I want people to understand that dementia
isn’t an end, it’s a new beginning where you
do things differently. While some things change
forever there is a lot you can still do.
We don’t want to be seen as suffering from
dementia, this is a term we really do not like.
We are living with it and getting on with it with
laughter and love and that makes a difference.
We are being heard and our opinions valued.
(Agnes Houston, Chair Scottish
Dementia Working Group)

Following the initial study a series of pilot projects were undertaken whereby the
content of the intervention was refined in response to feedback from people with
dementia and their families.
The intervention is delivered through a combination of group-work and individual
sessions and this manual describes potential content of these sessions. The manual is
aimed at facilitators of the programme. A separate training course details the research
underpinning the development of the programme, the background and context to its
development and the theoretical framework in which it sits. The training also explores
more of the practicalities of delivery.
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About the programme
Introduction
This manual forms the basis of a self-management programme for people with
dementia and their supporters. This component is aimed at group facilitators and
provides you with the necessary information and tools to run sessions.

The programme aims to enable participants to:
• Recognise the importance of activity and its relationship to health and wellbeing
• Develop strategies to enable on-going engagement in activities individuals with dementia
value and which contribute to health and wellbeing
• Identify a number of techniques that can be used to compensate for some of the ways in
which dementia impacts on everyday life and functioning
• Identify possible resources (internal and external) and support mechanisms that individuals
can draw on including assistive devices and technology
• Have the opportunity to openly share and discuss feelings about living with dementia in a
supportive atmosphere
•
• Experience well-being

How the manual is structured and themes within the programme
The manual comprises of 9 over-arching themes with descriptions of sessions that relate to this
theme. The focus throughout is on inviting participants to revisit existing patterns and lifestyles in the
context of dementia and to develop strategies for continued engagement in meaningful activities.
The overarching themes and sessions that relate to these are as follows:
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About the programme
Themes and sessions
Understanding dementia

of supportive relationships between group members and to provide space where individuals can
Welcome and introduction

p 16

Ways of thinking about dementia

p 19

Dementia as change

p 22

Living with dementia
The theme living with dementia concentrates on practical strategies individuals can use to
environments to help individuals cope with some of the perceptual and sensory problems

Health, wellbeing and activity

p 25

Making the most of routines

p 29

Enabling environments

p 32

Enhancing communication

p 36

Memory-maintenance

p 39

Relationships
The importance of relationships is recognised and addressed. Sessions explore how to build
Building and maintaining friendships

www.journeyingthroughdementia.com

p 43

5

About the programme
Themes and sessions
Keeping physically well
Keeping physically well is an integral part of living well with dementia. Sessions included

customised and adapted to meet the needs of their particular group members.
Keeping physically well

p 49

- Coping with sensory challenges

- Identifying infection
Keeping physically active

p 53

Diet and dementia

p 55

Keeping mentally well
A diagnosis of dementia can frequently result in a whole gamut of emotions. This theme
therefore includes ideas for sessions to help participants recognise and discover techniques to
cope with anxiety and experience wellbeing. The importance of sleep is included as a possible
session.
Experiencing emotional wellbeing

p 58

Sleep

p 61

Dementia and daily living
Sessions here address a number of highly practical issues facing people with dementia. These
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Dining as an activity

p 64

Safety in the home and community

p 67
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About the programme
Themes and sessions
Building and developing skills

and mentally active and at how they can be supported to learn new things including getting to
grips with new technologies such as computers and mobile telephones. Holidays and leisure are
new experiences.
Hobbies and leisure

p 74

Learning something new

p 77

Mastering computers and mobile telephones

p 81

Taking time out: holidays and short breaks

p 84

Keeping connected

most of transport.
Maintaining community connectedness

p 87

Transport

p 91

Planning for the future

plan for the future. These include: tapping into future support in health and social care and ways
Tapping into future support: health and social care

p 94

Moving forward: celebration and endings

p 96

Group Recording Sheet

p 100

Individual Recording Sheet

p 101
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Inside this manual

begins each session. This is followed by:

•
•
•
•
•
•
•

Quotes of what people with dementia have said about the topic
The aims of the session
A brief outline of the types of things you might wish to include in terms of information giving
when describing the session to participants
Introductory activities
Group discussion topics
Group activity ideas
Some sessions include ideas for further activities

People with dementia have shared the importance of beginning and ending rituals as a way of
helping to understand the rhythm of the group and to support orientation. For example in some
for participants to settle into the group atmosphere before beginning the session. In another of
and these were embedded into a PowerPoint that was played at the beginning of the following
simply started the session by welcoming each person by name. This is something that you will

Using the themes

select what some of these themes should be and this might form an element of each group so
There may also be activities that are not included which you may wish to use and develop. All
the activities are intended as starting points; they should then be tailored to meet the needs of
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Inside this manual
Structuring your group
Each session is divided into a series of components:
•
•

•

An element that seeks to provide information and to answer questions that group
members may have
An element that focuses around discussion where participants can share their
experiences, issues that have been raised and to gain support from group members,
drawing on themselves and each other as a resource
An aspect that provides group members with the opportunity to engage in group
problem solving, to develop skills and put these into practice

The group is very much intended to act as its own resource and individuals are positioned as

group members.
Dementia is complex. This programme must cater to individual needs and the large choice of

of not being overwhelmed by too much information. Although the themes are presented in a
recommended length of sessions is two hours.

www.journeyingthroughdementia.com
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Ingredients of the intervention
Group work

hope and developing self-awareness through group cohesion. Shulman (1988) described the

Within the pilot programme participants commented that the group was particularly important to
them because it provided:
•
•
•
•
•

•

A way to reduce the sense of isolation people were experiencing
A place where people could talk openly about the challenges they faced
A sense of validation by the person’s peer group, where views were listened to,
common themes identified and where isolation was broken down
A place where new skills could be rehearsed in a supportive atmosphere Social
support and friendship
The generation of knowledge and ideas, mainly through listening to each other
and engaging in a process of group problem-solving. (On occasion this extended to
participants offering each other practical support.)
Modelling where other group members acted as role models

The group facilitator must be careful to establish a delicate balance between ensuring the safety

own expertise. The facilitator should therefore act as a guide whilst also encouraging participants
to use not only their own resourcefulness but also appreciate the resources of others within
growing insight and self-awareness that is at the heart of change within the programme.
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Ingredients of the intervention
Individual sessions
needs of older people. The group cannot address all of the needs and concerns of individual

•

•
•
•
•

Provide participants with the opportunity to voice their worries, fears and concerns
in the privacy of their home environment and help them to develop strategies to
move beyond these
Explore and address issues of particular pertinence to the individual that have
arisen or been identified during the group sessions
Offer clarification of issues in order to deepen and extend their understanding of
their needs and what they are able to do to bring about positive change
Help the person to identify and to pursue their individual goals
Ensure that the skills, knowledge and techniques shared within the group are
generalized to daily life

Examples of individual sessions include:
•

•
•

Help a person to identify one challenge they currently face in relation to memory
and try some of the strategies that have been discussed. The individual session
could look at ways of providing group members with a concrete plan and a way of
monitoring their progress.
Exploring potential resources in the person’s local community
Identifying a valued activity the person enjoys which they are struggling to
undertake and look at ways of adapting this

The individual sessions are about helping the person to facilitate change. The locus of control
should always remain with the person with dementia. Family dynamics and the way that many
to adopt a passive or dependent role. Individual sessions should give the person the opportunity to
step outside their usual position and enter into a relationship of mutual regard and trust.
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Ingredients of the intervention
Putting ideas into practice: group outings
An important element of the intervention is putting things/ideas/techniques discussed in sessions
into practice. Some of this will occur as part of the group experience and will be the focus of the
individual sessions. However it is also important to include group visits and outings within the

within group sessions into a lived experience. Examples of outings could include a visit to a local
leisure centre/library/community venue to explore the range of opportunities available for the
development of new interests or hobbies.

Role of family members/care supporters and partners
integral role to play. Organizations and groups that support the needs of individuals in a caring

views expressed by people we interviewed:

They may
talk confidentially
among their peers and
share worries but not
repeat them with the carer
So you see
present in a group in
the dilemma. Free
case they upset and
speech, honest dialogue and
distress their
thoughts can be constrained
loved one.
through no fault of anyone.
Each wanting to protect the
other. Do you without dementia
speak differently when your
partner is in the room?
Yes!! Well we are no
different.

People with
dementia will want to
get to know others and
talk on their own terms.
They will have to try and
rebuild their self confidence
and not be looking over
their shoulder at their
carer.
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Ingredients of the intervention

People participating in our research felt that having information they could share with family

a middle session and an end session. People with dementia attending the programme also
and ideas discussed during sessions. Individual sessions are also an excellent place to explore
opportunities for shared activities.

What to expect

tapping into their existing strengths and locating resources that they can draw on in their on-
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Features of the programme
We have consulted extensively with people with dementia in terms of the content of the
programme and also how it should be delivered. People with dementia have made the following
suggestions:

Sessions should be enjoyable. Living with dementia is difficult at times and the
last thing that you want is to go to a meeting that is dull and depressing. It’s
nice to have fun even if the subject is very serious.
Noise can be very distracting and it can be difficult to follow lots of
conversations when they are all happening at once. It’s helpful to talk in small
groups and if everyone is speaking to the whole meeting people should take it in
turns so that others can listen.
There isn’t a need to rush. People with dementia need time to digest
information. Keep the pace steady so that information is easy to follow. One
person we consulted suggested that group members could hold up a small card
or coloured scarf if they hadn’t understood something that had been said.
It can be helpful to make written notes on a flip chart as the meeting
progresses. This can act a visual prompt so that people with poor short-term
memory can follow the information. Facilitators can then type this information up
and give it to group members as a reminder of the content of sessions.
Individuals ‘who are new to the field, especially people with dementia, do not
have a great attention span.’ Include lots of short activities and make sure
that the meeting doesn’t go on longer than an hour without a break
Include food, coffee, tea, cake, biscuits. The best conversations happen when people
are feeling relaxed and a social activity will give group members the opportunity to
talk about what has happened in the group and to build friendships.
Don’t put people on the spot. Offer people the opportunity to speak but don’t
put individuals under pressure. Remember that for some people it is a huge
achievement just to be there.
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Features of the programme
Keeping a record of group and individual sessions
It is valuable for facilitators to maintain a record of both group and individual sessions. Keeping
regular records enables facilitators to:
•
•
•
•

identify possible issues for further exploration within individual sessions.

group members have made. They are also a useful means by which to evaluate the overall
programme.Examples of proformas to record both group and individual sessions developed

Records should be completed immediately after each group meeting to ensure that observations
are as accurate and as detailed as possible. Where there are two facilitators it can be helpful to
separately note any observations or impressions before sharing ideas. In this way a fuller picture

Reflecting upon the progress of the programme
In addition to documenting the group and individual sessions it is also important for group

develop greater insight. It can ultimately act as a catalyst for change and development.

and their responses to this. It is also important for the facilitator to consider their own role and

Final thoughts/reflections

tools and techniques that can be used to help individuals to navigate and cope with living with a
diagnosis and a way to continue to engage in activities that bring meaning and pleasure to life.

www.journeyingthroughdementia.com
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Understanding Dementia
Welcome and Introduction
This session offers participants the opportunity to meet each other and to find out what
the programme is about. There will be some exchange of information as you provide
an overview of the sessions but its focus should be on creating a relaxed atmosphere
where group members can feel at ease with each other. There will be time for
individuals to identify particular topics they want to look at in more detail, exercising
choice and decision making skills and to have space to talk about their hopes and
expectations in relation to what the group might be. This will be revisited throughout
the programme and will form the basis of your future planning.
It is important to remember that people will be at very different points in terms of their
dementia journey and even though the programme is aimed at individuals who have
recently been diagnosed with dementia, many will have been coping with dementia on
their own for some time. Do not underestimate the amount of confidence that it has
taken for some people to even reach this point and to recognise and talk openly about
what a diagnosis of dementia means. Some participants in the group may struggle to
do this and your role is to gently support individuals to engage and share at their own
pace and above all to create a safe space where such discussions can unfold.
What people with dementia have said:

“Once you’ve met
one person with
dementia, you’ve
met one person with
dementia”

“I’m not saying
dementia’s not serious.
But I’m going to say that it’s
a license in a way, a license
to be free, to be me. I think
when I got the diagnosis I got
permission to be more relaxed
into this person and accept
her” (Agnes Houston)

“There is hope
after a diagnosis
of dementia. It is
possible to live
positively.”
(Christine Bryden)

The aim is to enable participants to:
•
• Gain an overview of the programme
• Identify what they hope to achieve from the programme
• Identify possible topics for discussion
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Welcome and Introduction
Session Agenda
Welcome:
Information giving: introduction to Journeying through Dementia.

and point of reference). Sharing of the overall aims of the programme and about the approach

diagnosis.
This is shared with the whole group including individuals with dementia and their supporters.

engage in the planned session outlined below.

Introductory activities

are within the group.

Group discussion topics:
•
•
•

What made you decide to come to this group?
What do you hope to gain from this group?
What will make this a good place to be?

www.journeyingthroughdementia.com
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Welcome and Introduction
Session Agenda
Suggestions of ways to support group members (if required)

members to record their own thoughts.

Examples include:
meeting new people
sharing worries
learning new things
asking questions
confidence
enjoyment
discussion
practical ideas
space to talk

These are produced as written prompts for discussion.

Activity: Designing the programme
Journeying through dementia is a menu-led approach that can be customised to meet the needs
of individual groups. This part of the session invites participants to select possible topics from a

gain a balance of providing enough information without overwhelming group members. As a group

Finally……

shared. Sharing of cake/coffee and closing ritual.

Follow up: your role
•
attending and remind them of the next session. (Resource 1.5)
•
•
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Understanding Dementia
Ways of thinking about dementia
This session considers some of the different ways of thinking about dementia. There
is the opportunity for group members to ask questions about dementia but rather than
seeing dementia purely from a medical model perspective the group is also invited to
think about different ways of seeing dementia in terms of dementia as a disability and
dementia as change. The session is all about providing participants with the space
to ask questions, to get to grips with understanding what dementia is and what a
diagnosis of dementia means. Many group members will have been in shock when they
learned of the diagnosis and will not have had the opportunity to find out or absorb key
information. Individuals may share experiences and through this begin to realise that
they are not on their own. Use the group activity to begin to gently challenge some of
the negative stereotypes surrounding dementia.

“People get
to hear the word
dementia and it is all
lumped together and they
think you are finished. You are
not finished at all... you reinvent
yourself... we are living with
dementia and getting on with it
with laughter and love and
that makes a difference.”
Agnes Houston

I have the
life of Riley; it really
is good. I know I have a
deteriorating illness and it
won’t last but I could have died
ten years ago if I had been given
a diagnosis of terminal cancer, I’m
happy with my life, if I could go
back and change my diagnosis,
no, I wouldn’t, I am quite happy
living with my diagnosis.
(James McKillop)

The aim is to enable participants to:
•
day to day life
•
• Begin to understand that it is possible to develop strategies to help reduce the impact that
•

www.journeyingthroughdementia.com
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Ways of thinking about dementia
Session Agenda
Welcome and introduction

Introductory activity
Series of quotes about what people living with dementia have said about their experience on
word-cards (Resource 1.7). Participants select a card at random and the participant or the
facilitator reads this; the person and the group then respond to the quote that forms the basis of
discussion.

Information sharing

personality + social psychology). Remind the group of the importance of personality in coping
with dementia and the importance of maintaining a sense of self.
So often the press paints a very negative picture of living with dementia. However people
diagnosed with the condition have gone onto do extraordinary things.
as the basis of the following discussion:

Discussion questions
•
•

What did you know/had you heard about dementia/memory problems before receiving your
diagnosis? How did you hear about dementia? Was this information helpful?
What is your response to the information you have just heard? How might thinking about

•
•
•

could this experience help you now?
How does your personality impact on your ability to cope with memory problems/dementia?
If you have questions about dementia where do you go for help? Are there any particular
sources of help that have been particularly helpful/unhelpful?

•
to talk to friends and family are there other places/support mechanisms you can draw on?
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Ways of thinking about dementia
Session Agenda
Tea/coffee break

Possible activities
•
together to develop an information sheet for families and friends based around this. Share

•

Group develop a series of questions that the facilitators answer.

•
challenges of describing what living with dementia means. The group shares ways of sharing

•

•

Create a resource list of helpful information

Finally...

End with coffee and cake/coffee and food/closing ritual.
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Understanding Dementia
Dementia as change
The group has explored some of the emotions they have been experiencing in relation
to the diagnosis of dementia and what this means on a personal level. The programme
now moves to look at ways of coping with the changes that are associated with the
condition. This session focuses on ways of managing transition. It helps group
members to reflect on how they have previously overcome challenging times in their
lives. Consideration is then given to some of the strengths and resources they can draw
on during the present time as they move forward.
What people with dementia have said:

Although
I know that I can’t
change dementia I believe
that I still have a choice over
how I see the disease in my life.
Because of this I am able to work
at making adaptations to how I live.
Some examples of adaptation are:
carefully selecting daily activities
and concentrating extra hard
in conversations.

The aim is to enable participants to:
• Re-frame their experiences
• To help individuals to recognise their strengths and the resources they can draw on
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Dementia as change
Session Agenda
Welcome and Introduction

Introductory activity

house etc.)

Talk: dementia and coping with change

but also emphasise the wealth of personal reserves each person is able to draw on. Consider

Discussion
•
•

you easily adjust to things?
Can you think of any changes you have already been through (it might be helpful to include a

•

What resources have you drawn on in the past to help you to get through these times

•

What personal resources/characteristics do you think you could draw on to help you to meet
some of the changes you face following a diagnosis of dementia

•
•

better?
How does change lead to the development of new roles and new activities?

www.journeyingthroughdementia.com

23

Dementia as change
Session Agenda continued
Group activities

characteristic might help someone to cope with dementia (Resource 1.12) (e.g. Sense of

get through.

Endings:

many other changes we have experienced in the past. However by recognising and drawing on
how we have coped with change in the past we can draw on a strong personal resource.

End with coffee and cake/coffee and food and closing ritual
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Living with dementia
Health, wellbeing and activity
To be occupied means to be involved in the process of life in a way that is personally
significant and which draws on a person’s abilities and powers’
(Dementia Reconsidered: Kitwood)
Journeying through dementia is underpinned by the premise that there is a relationship
between the activities we participate in and health and wellbeing. The aim of the
program is to promote continued engagement in meaningful activity through equipping
individuals with the knowledge, skills and understanding of ways to continue to do the
things they enjoy for as long as possible.
This is a key session. Group members are invited to identify activities they find
meaningful, to consider how these impact on wellbeing and to share and explore ways/
strategies to support ongoing engagement.
What people with dementia have said:

There is
great potential
for re-learning
problem solving
involving a greater
number of simpler
steps.

Let’s keep
up with friends, books,
films, church, whatever gave
us these memories. But let’s also
create new ones. Days out, travel,
gardening, sport, reading, shared time
... as long as we want to do these
Take us
things whatever we want to do. And
at face value as
let’s remember those things too, our
a person first and
more immediate history and life
foremost, not a disease.
story. Keep that camera
Then help us to keep
handy.
achieving to our full
potential

•
The aim is to enable participants to:
•
•
• Explore the impact that dementia has on the types of activities that individuals participate in

www.journeyingthroughdementia.com
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Health, Wellbeing and Activity
Session Agenda
Welcome and introduction

Introductory activity

provide a series of images for group members to choose from. (Resource 2.1)

Information sharing:
The relationship between health, wellbeing and meaningful activity

and mental and emotional well-being as well as in stimulating cognitive function.

Discussion questions
•

26

•

something you used to do but you no longer take part in?
What do you enjoy doing? What is the relationship between activity and wellbeing? Do the

•

Can you think of a way that you have changed how you have performed an activity in the

•

Are there activities you would like to do but don’t? What prevents you? Can you identify

www.journeyingthroughdementia.com

Health, Wellbeing and Activity
Session Agenda
•

some of the barriers?
Can you share ways that you have adapted activities so that you can continue participating
in things you enjoy?

Possible group activities
•

participants discuss:
- possible challenges
- ways to overcome these
•
•

Consider the tips for ongoing participation in meaningful activity described by people with dementia
(Resource 2.4). Decide on the helpfulness or unhelpfulness of what is described. As a group
develop your own ideas.

•

challenges were and to explore possible techniques they could try in the future. The importance is
•
one hour. You could also identify possible activities and use these as the basis of a practical session

Endings:

adapt/change how you perform activities in order to continue to maximise participation.

End with coffee and cake/coffee and food and closing ritual
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Health, Wellbeing and Activity
Session Agenda
Extension activities (could form a subsequent session)
•
well-being and can be a useful way to exercise memory
•
promote well-being
•
being
•

Ideas for possible outings
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Living with dementia
Making the most of routines
This session continues the theme of maximising skills in order to move forwards.
One of the challenges people with dementia face is around the issue orientation.
Poor orientation is not only a consequence of dementia but can also be the result of
retirement where structures and routines once provided by employment are no longer
there. This session looks at ways of re-establishing structures and routines to help
individuals to manage their time, to structure the day and to reduce anxiety both for
the person with dementia, their family and their carer.
What people with dementia have said:

You may have
noticed that the person
you care for has become
increasingly unsettled by any
change in their normal routine. This
is not usually because they have
suddenly become awkward or inflexible,
rather it is likely to be because
routine acts as an important backup to memory and contributes
towards helping us feel safe
and secure.

•

By mid-day, I
nosedive ...
I’m okay in the morning
but I sink in the afternoon,
sometimes you don’t get any
warning of it, the shutters
just come down. Agnes would
say, “This is like a fog”,
and it can happen
any time.

The aim is to enable participants to:
•
• Consider how having a routine may support in the structuring of time
• To examine how activities may contribute to roles and routines

www.journeyingthroughdementia.com
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Making the most of routines
Session Agenda
Welcome and introduction

Introductory activity
•

Sharing information: using routine to support orientation and reduce anxiety
Describe how routine can play a role in maximising functioning and promoting wellbeing. Cover
the following areas:
•
•
•

How dementia impacts on orientation (time and place)
Identifying when you are disorientated
Ways to reduce disorientation

Discussion topics
•
•
•
•
•
•

30

How do you distinguish one day from another?
Do you have any particular routines at present?
How do certain routines give you clues about time of year or day of week?
Do you have a set routine when you do particular activities or do you wait to see how you
feel on a particular day?
How can following a routine make you feel less stressed?
How can following a routine make you feel more stressed?
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Making the most of routines
Session Agenda
Group activities
•

•
Explore routines around sleep
Explore routines around food and eating

•

Endings:

support orientation.

End with coffee and cake/coffee and food and closing ritual
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Living with dementia
Enabling environments
This element of the programme focuses on the environment and looks at how design
can promote as well as limit activity. The session offers participants ideas of ways to
make simple changes to the physical environment in order to compensate for some of
the challenges associated with dementia.
What people with dementia have said:

I can’t
cope with noise.
Background music in
supermarkets completely
wipes out my brain
of what I need to
remember to buy.

The
environment plays a
major role in determining
our independence. A good
environment can help me
to keep attached to the
world by keeping my
surroundings familiar
and comfortable.

Whereas
a person with
a physical disability
needs modifications to
gain physical access to
their environment I need
modifications to help
me understand my
environment.

The aim is to enable participants to:
•
individuals participate in
•
some of the perceptual challenges individuals face
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Enabling environments
Session Agenda
Welcome and Introduction

Introductory activity

complex layouts) (Resource 2.7)
or
or

a little about the place and why it is important.

Information sharing: enabling environments

promoting wellbeing. Describe some of the features of good design for people with dementia
and how the environment can compensate for some of the symptoms of dementia.
Examples of assistive technology (there is the option of dedicating a further session around this)

Discussion questions
•

How has the appearance of your home changed as you have grown older (height of chairs/

•
•

What is it about home that makes it home?
environment than you do in other places? Why is this?

•
•
•

anything to change how you feel about these?
What are the features of good environmental design for someone with memory problems?
environment and to engage in meaningful activities?

www.journeyingthroughdementia.com
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Enabling Environments
Session Agenda continued
Possible group activities
•

to dementia but to other conditions that participants might be living with (e.g. tap-turners for
arthritis etc.) (Resource 2.9)
•

•

•

•
group to decide the strengths and limitations of this (include examples of every- day technology

Endings:

End with coffee and cake/coffee and food and closing ritual

34
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Enabling environments
Session Agenda continued
Extension activities
•

technology can be of value.
•
environment (see examples of dementia-friendly design)
•
•
products:

www.journeyingthroughdementia.com
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Living with dementia
Enhancing communication
Dementia can significantly impact on a person’s ability to verbally communicate. An
individual may have problems following a conversation, struggle when trying to find
the right word for something or say words that we don’t understand. They may repeat
words or phrases. This can be extremely isolating and can lead to frustration, distress
and sometimes anger. It can be a factor that places stress on close relationships with
family and friends.
This session explores how dementia impacts on written and verbal skills and explores a
range of tools and strategies that can be used to facilitate communication considering
ways of communicating that go beyond words.
What people with dementia have said:

My
sentences come
out very scrambled
and I come out with odd
things like saying, ‘You’ll
need some more cereal
water’ instead of
‘milk’.

We know
what we want but
we can’t say it. In
my view we are not
cognitively impaired
but communication
impaired

Communication
is challenging when
I cannot find the right
words. My vocabulary gets
lost and my mind goes blank.
My sentences ‘derail’, I have
difficulty projecting my
voice, and sometimes I
stutter.

The aim is to enable participants to:
• To explore strategies that individuals can use to promote communication
• To consider the importance of non-verbal communication and body language

36
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Enhancing communication
Session Agenda
Welcome and Introduction

Introductory activity

(Resource 2.11) or Do you have any sayings or actions that you use to communicate with family
love you)

Information sharing: enhancing communication
Describe how dementia impacts on communication including some of the challenges individuals

can be used as a medium for communication.

Discussion questions
•
•
•

Do you face challenges in communicating with others? What are some of the challenges you
experience?
What communication strategies do you use?

•
•

www.journeyingthroughdementia.com
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Enhancing communication
Session Agenda continued
Group activity
•
into a personal guide to share with friends and family.
•
(Resource 2.12)
•

Create a list of communication strategies

•
example poems written by people living with dementia and read these together (Resource
2.13) or try writing around a structure i.e. these I have loved) (Resource 2.14)
•

Read/share a series of poems. Invite participants to share what emotion is being
feelings/emotions.

Endings

of ways. Strategies exist that can support communication and these will need to be continually

End with coffee and cake/coffee and food and closing ritual

Extension activity

38
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Living with dementia
Memory maintenance
Journeying through dementia focuses on helping participants to find ways to continue
to engage with the activities they enjoy in the face of increasing cognitive impairment.
This session looks at the relationship between activity and memory. It explores some of
the tools and techniques that can support memory function and offers potential ways
individuals can keep mentally active.
What people with dementia have said:

Looking after
your memory means
learning to think, see and
feel better about yourself.
It means that you can change
the things you do and the way
you do them ... both in these
daily exercises and in
everything you do.

•

You can help
me to retrieve the
memory by finding a word,
a description of the event... I
need you to find keys to these
boxes with a word or a phrase
to unlock the treasures of
memory that have been
locked away.

We are like
the ‘hummingbird
syndrome where we flit
from object to object. Being
involved in exercises that help
us with our concentration is
beneficial and extremely
helpful for our day-today living.

The aim is to enable participants to:
•
memory
•
ideas how to overcome some of these challenges
• Have the opportunity to explore activities to support memory and memory recall
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Memory maintenance
Session Agenda
Welcome and introduction

Information giving
Relationship between activity and memory. How activities can stimulate memory and strategies
for recalling important information.

Introductory activity

or
calendar)
or

Discussion
•
•
•

•
•
•
•
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What strategies have you used in the past to help you to remember things?
Are you someone who remembers things by looking at visual/picture cues or through
listening to things/repeating things or by writing information down?
Have you noticed any changes to your memory recently? How do changes in memory
impact on daily activities? What is the most frustrating thing about experiencing memory
problems?
Are there things you think it might be ok to forget? What do you worry most about forgetting?
What strategies do you use at the moment to support memory? What is helpful? What is
unhelpful?
Have you found any strategies surprising?
What activities do you take part in to help you to keep mentally active?
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Memory maintenance
Session Agenda continued
Activity ideas
•

•
these out at a subsequent session.
•

Create a memory board/calendar/wallet (see template: (Resource 2.15)

•

•
(Resource 2.17)
•

•
moving to a quieter environment)

www.journeyingthroughdementia.com
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Memory maintenance
Session Agenda
Extension activity/individual session
•
•

Group members identify one challenge they currently face in relation to memory and try some
members with a concrete plan and a way of monitoring their progress. Emphasise that this will
a person has always used a family calendar or a diary then encourage the person to continue to

Endings

support memory.

End with a drink and a healthy snack and a closing ritual
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Relationships
Building and maintaining friendships
‘Don’t walk behind me: I may not lead. Don’t walk in front of me: I may not follow. Just
walk beside me and be my friend.’ (Albert Camus)
Almost every person, during their lifetime will develop and maintain a network of social
contacts, friendships and relationships. These networks help to sustain and support us.
As people grow older such friendships can assume a greater importance but frequently
individuals face greater challenges in maintaining these as a result of physical and
sensory changes that make it more difficult to travel, use the telephone and keep in
touch through letter writing and e-mail. People with dementia may face additional
challenges associated with memory and communication and the stigma that having a
diagnosis of dementia brings. This session provides the opportunity for participants
to explore existing friendships and consider some of the strategies they might use to
develop new friendships and keep in touch with existing friends.
What people with dementia have said:

My friends
are still good
friends. And if I am
going out with a friend
or one calls me, I get
undepressed.

You must
find a buddy
you can trust, a
good listener; you
will need to talk

What people
want is friendship, we
all have different dementias
and we are all in the same boat,
but we could all talk about it and
we could all laugh about it and that’s
what you need, you need something
where you can have people around you
with similar needs, and you can talk
to them and they can talk to you
and the partners can talk to
each other, and it works
wonders.

The aim is to enable participants to:
•
•
• Recognize that maintaining friendships and relationships is an active process
• Consider the range of possibilities that activities can present in terms of meeting new people
and developing friendships
•
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Building and maintaining friendships
Session Agenda
Welcome and introduction

Introductory activity

for group members to have brought a photograph of a good friend along with them)
or

Information giving

friendships as a source of support for care-partners as well as for the person with dementia.

Discussion questions
•
•
•
•
•

44

What do you gain from the friendships you have?
What do your friends gain from your friendship?
What are some of the challenges of maintaining friendships?
What opportunities might dementia present in terms of developing new friendships?
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Building and maintaining friendships
Session Agenda continued
Activity ideas
•

•

•

Telling friends about dementia: what do you wish you could say to family and friends

•

•

•

Endings

End with coffee and cake/coffee and food and closing ritual

Extension activities
These all relate to providing an opportunity for an activity that can be shared with family and
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Relationships
Managing conflict
Some degree of disagreement is an inevitable part of being close to someone. Coping
with a diagnosis of dementia can often bring additional pressures of its own and
the potential for disagreement or conflict increases as the person with dementia,
their partner and wider family members are attempting to adjust to new roles and
circumstances. This part of the programme helps individuals to predict potential
danger spots and triggers and to offer group members the opportunity to begin to
understand where this might originate from and strategies to how to manage these
feelings.
What people with dementia have said:

Emotions and
reactions are all part
of the grieving process.
Grief associated with dementia
is often ignored or misunderstood
because it does not follow the
accepted pattern of grief. Stigma
[and misunderstanding] associated
with the diagnosis of dementia
and its consequences
intensify these emotions
I am
angry and so
resentful about
this damned
disease.

The aim is to enable participants to:
•
dementia brings
•

46
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Managing conflict
Session Agenda
Welcome and introduction

Introductory activity

Talk: Include discussion of the following

Discussion
•

How do you express your emotions? Are you someone who wears their heart on their sleeve
or do you bottle things up?

•
•

•
•
•

Who can you talk to openly and honestly about your feelings?
How can/do others support you?
How can you support others as they work through their emotions?
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Managing conflict
Session Agenda
Activity ideas
•
frustration etc.). Spend time trying to understand what might be happening. Then as a group

Include the following situations:
If you feel that someone is ignoring you
If you feel rushed and not included in plans

Losing things
•

•
opportunity to visit the leisure centre)
•
dementia and their families. Individual group members could research these and as a group
you could put a list together.
•
relationships

Endings

End with coffee and cake/coffee and food and closing ritual
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Keeping physically well
When thinking about dementia it is easy to shift the focus and to concentrate purely
on cognitive functioning and neglect the importance of keeping physically healthy.
However increasingly research is highlighting that physical health, mental wellbeing
and cognitive functioning are integrally related to each other ‘and that individuals are
better able to tolerate changes experienced when diagnosed with dementia if they
eat a diet rich in antioxidants, control or manage cholesterol, exercise regularly, keep
mentally active and have supportive social networks’ (By Us for Us Guide)
Here we begin by exploring what this relationship is and some of the potential
difficulties that may arise if physical needs are not addressed. Focusing on physical
health, consideration is given to some of the challenges that living with a diagnosis of
dementia can bring and strategies and techniques that can be used to help to overcome
these. This session links closely to diet and dementia and these themes could easily be
combined.
What people with dementia have said:

How we
live our lives or the
lifestyle choices we make
can play an important role
in maintaining good health and
preventing illness. When diagnosed
with an illness causing dementia
a healthy lifestyle also becomes
important in maintaining function,
coping with stress and living
well with the disease.
(DASNI)

Health-wise,
I get very tired, so it
does cost me a wee bit in
extra tiredness, but as long as I
get a clear day without a meeting
the next day and I can relax, but
it does take it out of me in terms
of strength, and again, we are
getting that wee bit older. I think
the benefits to myself of being
invigorated by the involvement
outweigh the fatigue.

The aim is to enable participants to:
•
• Recognise how physical health can impact on cognitive functioning
• Identify strategies to embed health promoting activities into daily routines in order to optimise
physical functioning
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Keeping physically well
Session Agenda
Welcome and introduction

Introductory activity

pauper) Resource 4.1

Or share following quote from person with dementia and invite participants to respond to this in
the context of their own experience

good health and preventing illness. When diagnosed with an illness causing dementia a healthy
the disease. (DASNI) Resource 4.2

Information giving:

Discussion questions
•
and dementia?
•
•
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What are some of the challenges to keeping physically well? What stops you? Can you
share some of the ways you have tried to overcome these challenges (for example in one of
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Keeping physically well
Session Agenda
Example activities
There are a number of opportunities here and much will depend on the priorities of the group:

Coping with sensory challenges

conversation). Dementia can also lead to individuals experiencing increased sensory changes.
sensory changes may be and ways of coping with them. If you choose to focus on coping with

•

As a group explore how sensory problems (poor eye-sight and hearing) can impact on the
experience of living with dementia.

•

Develop strategies that can help to overcome some of the challenges e.g. always putting
identifying opportunities for further support.

•
•
to develop a list of their own questions to form the basis of the discussion.

Managing medication
Once a person receives a diagnosis of dementia it is important for the person to review with

and interactions with diet and to explore some of the equipment that and reminders that can
help individuals to manage their medication.
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Keeping physically well
Session Agenda
Identifying infection

spot these early and also how to access help. If you choose to focus on identifying infection as

•

•
participants to develop their own guide. (Resource 4.3)
•

Discuss how infection can impact on dementia. Share a list of ‘signs and symptoms of
families and friends. (Resource 4.4)

Endings

with the condition.

End with coffee and cake/coffee and food and closing ritual
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Keeping physically well
Keeping physically active
Engaging in physical activity can positively impact on the wellbeing of people with
dementia. An active lifestyle has been shown to reduce the risk of falls, to maintain
independence in functional activities of daily living and can contribute towards positive
mental health improving confidence and self-esteem. Active living often promotes
social contacts, providing the opportunity for social interaction and reducing feelings of
isolation.
Physical activity may take a number of different forms including engaging in physical
exercise as part of hobbies and leisure for instance, walking and attending a gym or as
part of everyday routines such as gardening and house-work.
This session offers an opportunity for group members to explore the relationship
between physical activity and well-being and to try a range of activities that could
increase activity levels and be meaningful to individuals.
Physical activity is not regarded as something separate and distinct, but as part of what
we do on a day-to-day basis. Individuals are helped to consider ways of making small,
sustainable adjustments and changes to their lifestyle so that when viewed as a whole
over time they can positively affect levels of general physical health and fitness.
*Group members who have not taken part in any regular exercise for some time
or those with certain health issues should consider seeking medical advice before
engaging in a sustained programme of physical activity.

The aim is to enable participants to:
•
• Recognise opportunities where physical exercise could be incorporated into daily routines
•
these
• Participate in a range of leisure activities which are based on physical activity

Introductory exercises
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Keeping physically active
Session Agenda
Group discussion topics
•
•
•
•
•
•

What physical activities do individuals currently engage in/enjoy?
How does dementia impact on the ability to participate in physical activities?
What are the barriers to keeping physically active/well?

Activity ideas
•
these exercises at home
•
groups). The group could identify potential venues that are dementia friendly
•
•

ways to access these. These could form a focus of an outing
This element of the programme lends itself very well to a series of practical taster sessions

•

Organise a visit to a leisure centre where group members can try a range of activities for

•

•

Invite group members to go ten-pin bowling. The strength of this activity is that most bowling alleys

•
provide a real impetus.

Endings

and mental health. Engaging in physical activity as part of everyday routines can support well-being.
End with coffee and cake/coffee and food and closing ritual
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Keeping physically well
Diet and dementia
A balanced, healthy diet is key to preventing problems that can arise from missing out
on important nutrients and to keeping physically, cognitively and mentally well. This
is particularly true for some types of dementia (vascular dementia), where unhealthy
lifestyle choices can raise blood pressure and increase the risk of cerebrovascular
disease. Poor diet may be the consequence of making poor food choices, experiencing
cravings (as a consequence of damage to areas of brain responsible for registering
satiety and appetite control), under-nutrition as a result of using utensils to eat
or prepare meals. Other difficulties can include problems in asking for food or
communicating hunger, forgetting to eat or drink and olfactory dysfunction, which can
reduce appetite. Diet and dementia is a theme could be included within the overall
topic of keeping physically well or you may as a group decide to hold this as a session
in its own right.
What people with dementia have said:

My tastes
have changed.
I used to eat
potatoes and mine for
breakfast, dinner and
tea [laughs] but it’s
not the same

I can’t
describe exactly
what it is, but it’s
the tongue. I can’t
clean it. I can’t get
rid of it.

I rarely
feel hungry...
I don’t drink
enough - I keep
forgetting

The aim is to enable participants to:
•
• Recognise how physical health can impact on cognitive functioning
• Identify strategies to embed health promoting activities into daily routines in order to optimise
physical functioning
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Diet and dementia
Session Agenda
Welcome and introduction

Introductory activity

Information giving

Discussion
•
•

How do eating and drinking patterns change with age? Have you noticed any changes in
your eating and drinking patterns since developing dementia?

•

•
•
•

Have you noticed any changes to food preferences/the taste of food or drink since
developing dementia?
How can maintaining a healthy diet become an activity in its own right?

Activity
•

Exploring healthy alternatives. The group participates in a food tasting session focusing
on trying healthy alternatives to high fat foods; for example crème fraiche instead of

to guess which is which. If participants have a sweet tooth (for example craving chocolate)

56
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Diet and dementia
Session Agenda
•

Quote to the group some of the ideas of ways to maintain a good described by people with
.
sheets to share with family and friends (for example techniques that can act as prompts to

•
photographs or illustrations of favourite dishes. It might be that each of the pages is devoted

the opportunities available in the community for healthy eating socially.

Extension activities
•
balanced diet and ways to maintain healthy bladder and bowel habits.
•
opportunities available in the community for eating socially.
•
•
demonstrate techniques of remembering how to follow a recipe (e.g. wipe-able recipe cards

Endings

End with a drink and a healthy snack and a closing ritual
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Keeping mentally well
Experiencing emotional well-being
When a person is diagnosed with a long term condition the initial response of shock and
denial may be closely followed by feelings of low mood and depression as the person
comes to terms with what is happening to them. This session offers participants the
opportunity to talk about some of these feelings, how they impact on daily living and to
consider a range of restorative activities, coping mechanisms and sources of support. It
focuses particularly on ways of identifying and coping with anxiety, and approaches to
expressing and managing difficult feelings.
What people with dementia have said:

Be careful
not to put yourself in
situations where you will
encounter stress and keep your
emotions in check. This will help
in maintaining a level existence. If
you cannot avoid stress, try to
When I was
keep it short term if possible
I try to
given
my diagnosis,
and learn coping strategies
keep myself in a
it was truly more than
to help you manage the
positive frame of mind,
a
shock. My mental and
stress in your life.
although at the time of
emotional world fell apart
diagnosis I felt as if I
and I slipped into a very,
lost my sense of self
very dark and painful
and purpose
place. SDWG

The aim is to enable participants to:
• Recognise how dementia impacts on mental well-being and how anxiety and depression
impact on the symptoms of dementia
• Explore a range of coping mechanisms and identify potential restorative activities and
sources of support
• Practise a range of anxiety management techniques
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Experiencing emotional well-being
Session Agenda
Welcome and introduction

Introductory activity

what the most unusual relaxation activity is or activities that people describe as being particularly

Information giving
•
•
•

How anxiety impacts on memory

Questions to reflect on, to think about and to share
•
•
•
•

How do you express yourself when you feel stressed?

Activities
•
psychological impact.
•
important to allow myself time to grieve)
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Experiencing emotional well-being
Session Agenda
•
technique.
•

•
coping mechanisms that can help individuals to cope with some of the emotions they may
experience
•

As a group create a relaxation tape

•

•

Endings

End with a drink and a healthy snack and a closing ritual
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Keeping mentally well
Sleep
Sleep is an important and very necessary part of everyday life. Insomnia and sleep
disturbances significantly affect concentration levels, mood, cognition and actual and
perceived coping ability. Insomnia can be both a symptom and cause of anxiety affecting
health and wellbeing (Pandi Perunal et al 2002). The quality of sleep people experience
will directly affect their lifestyle and tiredness and fatigue will make participation in
activity during waking hours far less satisfying (Royal College of Psychiatrists 2005).
Sleep disturbance is common for people living with dementia with research suggesting
that it affects approximately 50% of individuals (Sleep Health Foundation). Causes
include disorientation due to the inability to separate dreams from reality when sleeping,
disruptions in the sleep/wake cycle, reduced lighting and increased shadows causing people
with dementia to misinterpret what they see and become confused. These problems can be
compounded by factors not relating to dementia such as pain, nocturnal incontinence, and
lifestyle. Indeed, low levels of activity and a sedentary lifestyle may reduce the amount of
sleep a person requires which in turn can make sleep difficult to achieve.
Sleep disturbances do not only impact on the person with dementia but also on those
living and caring for the person so this is an important topic to consider.
What people with dementia have said:

Our reality
can become caught
between dreams and
daily life. Our dreams
are so real it is difficult
to recall what is
dream and what
is not

Dreams can
be elusive while we
toss and turn waiting for
sleep. Dementia disturbs the
circadian rhythm of our bodies
so it feels like permanent jet lag.
We cannot find the switch to
turn off our brain. Warm milk,
a hot bath or relaxing
music may help.

The aim is to enable participants to:
•
•
•
• Recognize the factors that help or hinder a good nights rest
• Where necessary develop strategies to improve sleep
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Sleep
Session Agenda
Welcome and introduction

Introductory activities

Information giving

sundowning…..

Group discussion questions
•
•
•
•
•
•
•

On average how many hours do you sleep each night?
Have you noticed any changes to your sleep patterns?

•

Is there anything you would like to change about your sleeping pattern?

What prevents you from having a good night’s rest?

Activity ideas
•

•
use the session to create their own relaxation tape. Resource 5.5

62

www.journeyingthroughdementia.com

Sleep
Session Agenda
•
group create your own hand-out.
•

Endings

disturbance but a number of techniques exist to help overcome some of the ways that dementia

Extension activities
•

•

to give their own bedrooms a score based on how relaxing they are.
•

www.journeyingthroughdementia.com

63

Dementia and daily living
Dining as an activity
Food and mealtimes are about more than just nutrition. The act of preparing and sharing
a meal with others offers the opportunity to connect with others, to socialise to give and
receive support and to build relationships. Mealtimes can provide a structure and a rhythm
to the day and when made into a social experience can increase enjoyment of food.
For the person with dementia mealtimes offer individuals the space to continue with
important roles; for example, preparing food, setting the table, making the tea or coffee,
clearing away. Increasingly the evidence suggests that food choices can be influenced
in the context in which meals are eaten. For people with dementia in particular there is
strong evidence that dining in an informal, relaxed atmosphere increases the amount of
food eaten.
This component of the programme enables the group members to explore their present
eating habits and consider how preparing and sharing a meal can help to develop and
strengthen social relationships and break down isolation. This need not be complex or
time-consuming but could be something as simple as meeting with friends on a regular
basis to have tea and biscuits, eating a packed lunch together or joining a luncheon club.
Within this session there is also the opportunity to plan, prepare, cook and share a meal.
This will naturally be dependent on the resources available within the venue where the
group is held. Throughout this element you will need to adopt good food hygiene and to
check for any food intolerances or allergies that group members might have.
What people with dementia have said:

I just enjoy
their company so
much... even just to
go for a coffee, so it
isn’t even the idea
of just the food’

64

Would it be
easier if they just did
the shopping? Sure, but they
know how much I still like to be able
to do it and so I only go once a month
like to do a large amount of shopping
but I still keep my hands in that way
and having [family] go with me now
alleviates all of the problems of... not
buying something that I should be
buying and buying too much of
something that I’ve already
got at home.
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Dining as an activity
Session Agenda
The aim is to enable participants to:
•
•
• Consider how dining can promote social contact and support routine
•
at ways to overcome these

Welcome and introduction

Introductory activities
•
•

Talk: Cover the following elements.

for people with dementia.

Group discussion topics
•

•
•

How has dementia impacted on your dining routine? What strategies are you using/could
you use to continue to make dining into a pleasurable activity?
What opportunities do you have for sharing meals with others or for making dining into

•

How could you make eating a meal into a special activity?
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Dining as an activity
Session Agenda
Group activity ideas
•

•

Devote a session to exploring favourite eating-places in the local community. Group

factors relating to the design of the restaurant).
•
•

•
opportunities available in the community for eating socially.
•

Endings

Further activities and opportunities for outings
•

•
an outing. Alternatively have a group picnic or barbecue. Eating outdoors can add a

66

www.journeyingthroughdementia.com

Dementia and daily living
Safety in the home and in the community
The living environment has a significant impact upon independence. Dementia can result
in a number of changes that can affect a person’s ability to safely carry out activities
in the home environment (for example forgetting how to use household appliances,
experiencing problems with balance, loss of depth perception). Moreover, many people
are not only living or learning to cope with a diagnosis of dementia but area also living
with a number of additional health conditions associated with ageing. For example loss of
visual acuity associated with ageing is a common risk factor for falls. If a person is living
in a poorly lit environment or one beset with environmental hazards, risk is significantly
increased. In addition to environmental hazards, factors such as reduced mobility, lower
body weakness and increased reliance on a range of medication also greatly increase the
risk of falls.
This session also recognises that fears relating to safety outdoors (including fear of
crime) can severely limit perceived choices of individuals and, in turn have a negative
effect on quality of life.
Journeying through dementia offers the opportunity to look at two potential areas;
firstly how participants can take positive steps to keep themselves safe in the home
environment.
Second the group members look at wider security concerns including ways of keeping the
home safe and steps to increase personal safety when out and about in the community.
What people with dementia have said:

I have left
the electric heating
plates on the cooker
switched on several times and
am worried about causing a fire
or people hurting themselves. Next
week, I’m getting a new cooker,
which automatically switches off
when it is not being used
and glows red when
it’s on.
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It’s easy to
get lost ... everyone has
done it. We can get turned
around and get distracted or
confused in a large crowd or busy
traffic. Anyone can be fooled by a
faulty memory or streetscapes that
only seem familiar. Persons living
with dementia are like everyone
else but with extra challenges.
Memory loss or reduced
ability to solve
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Safety in the home and in the community
Session Agenda
The aim is to enable participants to:
• Increase awareness of safety in the immediate and wider environment
• Develop strategies to reduce potential hazards
•
• Consider the range of equipment which can be used to increase both home security and
personal safety

Welcome and introduction

Introductory activity

or

Information giving: managing risk

of short-term memory or perceptual problems). Emphasise that there are steps individuals can

Group discussion topics
•
•
•
•
•
•
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Are there any activities that you do at home which are potentially unsafe?
What activities help or hinder home safety?
How do you decide when a certain level of risk is reasonable?
Does fear of falling ever limit the activities you take part in?
Do you take any measures to reduce your risk of falling at home?
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Safety in the home and in the community
Session Agenda
Group activity ideas
•
•

•
etc.)
•

Demonstrate how to move from lying to standing after a fall.

•
pictures of a series of environments.

Safety around the home and community

Introductory activities

Group discussion topics
•

When considering personal safety are there things that you could do when you were younger that

•

Are there activities that you don’t take part in or only do at certain times because you are worried
about your personal safety?

•
•
out and about?
•

www.journeyingthroughdementia.com
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Safety in the home and in the community
Session Agenda
Group activity ideas
•
adverts that might be suspicious!
•
their homes. Participants can generate a series of questions prior to this. If it is not possible

•
and advertising.
•

•
conditions such as diabetes.
•

Endings

help increase safety in the home and community.

End with coffee and cake/coffee and food and closing ritual
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Dementia and daily living
Managing finances
The programme recognises that finances can be a source of anxiety and tension for
many people with dementia and their care partners. Coping with any change in financial
circumstances can be challenging. However these may be compounded if a care
partner is trying to assume control over monies and budgeting or if expensive specialist
equipment is required, particularly if group members are living on a retirement pension.
Sessions can be tailored to meet a range of needs but the focus is on how to help people
with dementia make their own decisions in terms of who will look after their financial
needs in the future when they arrive at a point when they can no longer manage these.
What people with dementia have said:

Calculating
has become another
hurdle... we struggle to
write numbers, line them up
and so simple arithmetic... But
I keep practising, keep trying
to check our bank statements,
and using a calculator, to
keep some level of
skill.

The aim is to enable participants to:
•
•
•
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Managing finances
Session Agenda
Welcome and introductory activities

Talk: managing finances

Discussion
•
•
•

Are there things that you enjoy that don’t cost very much?
What are the main challenges of managing money in today’s society?

Are there techniques/tips that can help with this?
•
•

Group activities
•
managing money and potential sources of support to help with this.
•
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Managing finances
Session Agenda
•
day transactions (for example having the correct change in your purse/wallet to pay for a

•
•
enduring power of attorney.

Endings

End with coffee and cake/coffee and food and closing ritual
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Building and developing skills
Hobbies and leisure
Interests and pastimes include meaningful activities stimulated by skills, interests
and aspirations. These are not directly essential for the maintenance of independence,
but are essential if quality of life and a sense of personhood is to be maintained
(Csikszentmihalyi,1993). Dementia may impact on a person’s ability to engage in interests
and past-times. However individuals living with dementia have spoken of the value of
continued involvement through adaptation to how and where the activity is performed. This
session very much focuses on the grading of activity.
What people with dementia have said:

Our
experiences during
leisure mean something
important to each of us.
Leisure allows us to continue to
express who we are and what
we value about ourselves by
using our unique skills and
abilities gained over our
lifetimes.

The aim is to enable participants to:
•
•
•
•
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Connect with past interests
pastimes and explore ways of overcoming these
Develop strategies to help to re-engage with these where appropriate and to explore the
range of equipment which exists that might enable a person to do so
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Hobbies and leisure
Session Agenda
Information sharing
Discuss the value of continued engagement in hobbies and past-times.

Introductory activity

Group discussion topics
•
•
•
•

Are there particular hobbies that individuals enjoy and still engage in?
What are the challenges of continuing to engage in hobbies? How does dementia impact on
a person’s ability to continue to take part in valued activities?
What strategies have people found helpful in enabling continued engagement in hobbies and
leisure interests?

•
rather than trying to master existing/previous hobbies?

Group activity ideas
•

•
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Hobbies and leisure
Session Agenda
•

for engaging in this activity in the community.
•

Explore the range of equipment available to help older people to continue hobbies or
interests. This could be combined with a visit to a craft outlet.

Endings

well-being and support a sense of personhood. There are ways to adapt activities to enable
continued engagement.

End with coffee and cake/coffee and food and closing ritual
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Building and developing skills
Learning something new
Within this element of the programme participants look at ways of keeping mentally
active and explore how the process of learning something new can affect their health
and well-being. People often make the assumption that having a diagnosis of dementia
means that it is impossible to learn new things. Increasingly we know from accounts
written by people living with the condition that this is untrue. Dementia can cause people
to lose confidence and as a result the idea of taking the risk to try something new may
feel difficult and scary, especially if there is the possibility that it may result in some
kind of failure. Also it may take longer to learn new things and memory problems may
mean that a different or new approach to learning needs to be used. However people
with dementia have described how they have learned how to use a computer from
scratch or mastered the art of the digital camera and as a result of this have been able
to access incredible opportunities. If such skills can be learned early enough there is a
good possibility that they may offer increased stimulation and that such skills can be
generalized into everyday functioning.
What people with dementia have said:

Being told I
had dementia led to
a door re-opening after a
difficult time in my life: new
challenges, new friendships. I
wanted to raise awareness about
dementia and show that people
with dementia can re-learn
forgotten skills as well as
learn new ones.

The most
exciting possibility is
that a person challenged by
dementia might actually for a period
of years become more intelligent in
verbal and non-verbal problem solving
given that normal problem solving strategies
are quite inefficient. It is possible that a
person who is forced to slow down and
simplify may develop new creative and
intuitive strengths which are not only
valuable in themselves but can
be adapted for problem
solving.

The aim is to enable participants to:
•
•
•
and to consider ways to overcome these
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Learning something new
Session Agenda
Welcome and introduction

Introductory activities
Participants describe a time when they learned something new: you could frame this around:

As facilitator record examples of things people have learned and start to draw out from the

Information giving

Discussion questions
•
•
•
•
•
•
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What are the advantages and drawbacks of learning new things rather than trying to master
an activity that you already know?
What do you think you could gain through learning a new activity?
How might dementia stop you from learning new things? How could you overcome these
challenges?
What resources are available if you wanted to learn something new?
What skills/talents do people in the group have that they could share?
What activities do you share with friends and family?
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Learning something new
Session Agenda
Group activities
•

Share inspirational case studies/personas/descriptions of what people with dementia have
gained through new learning. Consider the resources that have enabled this to happen.
Identify similar opportunities in the local community.

•

•

•
•

Create a list of dementia friendly community-organisations where people can access and learn

•

Endings

End with coffee and cake/coffee and food and closing ritual

www.journeyingthroughdementia.com

79

Learning something new
Session Agenda
Extension activity
•

Organise a visit from or to a local college or arrange for the group to attend a taster session.
opportunities. Explore ways to access these.

•

Focus a session around learning new technology. Again a number of colleges or libraries

dedicate an entire follow up session (see outline of learning something new: mastering
computers and mobile telephones)
•
•
disabilities/dementia
•
member. Explore things individuals could share together.
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Building and developing skills
Mastering computers and mobile telephones
Over the last ten years technological advances have moved apace to the point that
mobile telephones, digital cameras, DVDs have become part of everyday life. During
this time there has been a growing recognition that technology can help people living
with dementia to compensate for some of the difficulties that the condition brings. For
instance, individuals have spoken of the number of opportunities that being able to use
the Internet and e-mail have provided in terms of communication and in performing
simple practical timesaving tasks such as ordering shopping and on-line banking. This
session enables participants to explore the potential of a range of technologies and offers
individuals the opportunity to master skills in using the computer and digital media. This
element of the programme builds on the session ‘learning something new’.
What people with dementia have said:
I work on
E-mail a lot. For
those of us with memory
problems, that thread of
replies... the Re: Re: Re:...
becomes our memory. We can
scroll up to the start to
remember where we’ve been
and what other people
have said.

The computer
is great assistive
technology. Often, I couldn’t
find my mouse cursor on the
screen. But Windows lets me
make it bigger and add a tail, so
it’s easy to find. I use the Outlook
Calendar to keep track of all my
appointments, setting one reminder
It was
a full day in advance and
wonderful to get
another just a few hours
e-mails regularly from
before.
friends in the USA and
in Canada who also had a
diagnosis of dementia and
yet like me were still
able to communicate.

The aim is to enable participants to:
•
• To explore approaches to learning new things
•
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Mastering computers and mobile telephones
Session Agenda
Introductory activities

grips with this technology.

Talk

Potential discussion questions
•
•
•

How could a computer act as an aid to memory?
What strategies and resources have people used/could people use to learn the computer?

Group activity
•

The group activity provides the opportunity for a practical session or a series of practical
explore community resources either accessing a local college or library.

•

Group members should be given simple step-by-step diagrams and instructions to follow.
Ideas for sessions could include:
- Sending an e-mail
- Finding information using the Internet (use the Internet information hunt)
- Sending a text message
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Mastering computers and mobile telephones
Session Agenda
•

- Powerpoint as a tool for building your family tree

Endings

of everyday life. During this time there has been a growing recognition that technology can help

End with coffee and cake/coffee and food and closing ritual
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Building and developing skills
Taking time out: holidays and short breaks
This part of the programme recognises the importance of building in planned breaks both
for the person with dementia and their supporter/family/friends. It looks at the range of
opportunities that are available in this country and abroad and considers the advantages
and drawbacks of the person with dementia and their care partner taking separate or
joint holidays in terms of their present circumstances and possible future circumstances
as dementia progresses. Group members take a joint problem solving approach to look
at strategies to overcome some of the barriers that dementia poses in terms of taking
holidays. The group is provided with information regarding the range of organisations that
offer specific breaks and support for people with dementia and their carers.
What people with dementia have said about holidays?

Being away
from a familiar
environment and routine
can feel challenging but
I like to push myself
and it is good to get
away together
sometimes.

Travelling
alone can be difficult
even for people with early
stage dementia, who may
be worried about getting lost
in unfamiliar places, or coping
if there is a problem such as
a cancelled train or plane.
However, many people with
dementia do travel alone
successfully.

The aim is to enable participants to:
•
•
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Identify some of the resources available for people with dementia and their families
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Taking time out: holidays and short breaks
Session Agenda
Welcome and introduction

Introductory activities

or

Talk

holidays for older people and people with dementia.

Discussion
•

Have you noticed any changes in the type of holidays you take and the destinations you go
to over the last few years?

•
•

•
•
•

What opportunities do holidays provide in terms of developing new interests/hobbies/
activities and building new friendships?
How does/will dementia impact on your choice of holiday and holiday destination?

•
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Taking time out: holidays and short breaks
Session Agenda
Group activities
•
holidaying alone
•
basis of discussion (resource 7.1)
•

Watch the following video of dementia adventure

•

and use this as the basis of discussion regarding the strengths and limitations of holidays

•

and their community

Endings

space for families to spend quality time together.

End with coffee and cake/coffee and food and closing ritual
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Keeping connected
Transport
Dementia will ultimately impact on a person’s ability to drive safely and ultimately this
will necessitate the person using other methods of transport. Effective transport systems
are essential for minimizing social isolation and for fostering engagement of people with
dementia with their community. Previous studies have linked difficulties in accessing
public transport with barriers to taking part in activities in the local community, meeting
with friends, going on holiday and seeing family.
It is therefore important that the programme addresses this issue, explaining barriers
to accessing transport and how individuals might overcome these if they so choose.
Challenges can exist on a number of levels and may not simply relate to issues arising as
a consequence of dementia. Mobility, for instance may be an issue, or have difficulties in
reading and understanding a timetable or simply may never have used public transport
before and as a consequence lack confidence. In the Lifestyle Matters study undertaken
by Craig and Mountain (2004) participants cited problems travelling to the group as
being the single largest obstacle in attendance.
What people with dementia have said:

It is a bitter
blow losing your
license and you have no
idea just how crippling it is
until it happens to you. Your
mobility is turned upside down.
Your freedom to get up and
go at a moment’s notice
is gone. You lose your
independence.

www.journeyingthroughdementia.com

At this
stage the GPS
solves my problems.
When I can no longer drive
I will use buses and I can
ask the bus driver if I
can’t understand the
bus stop signs.

I use the
same roads most
of the time and
only go from place
A to place B.
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Transport
Session Agenda
The aim is to enable participants to:
• To consider how dementia impacts on driving
• To understand the relationship between activity and transport
•
•
•
•
•

Identify barriers which prevent this from happening
Consider ways to overcome these barriers
Recognize that travel can be a leisure activity

Welcome and introduction

Introductory activities

group to describe the most unusual mode of transport participants have used (this is a good way
to draw on their experience)

Information giving

transport in order to access meaningful activity

Discussion questions
•
•
•

How has dementia impacted on your transport choices?

•
dementia?
•
•
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How can travel be a form of activity or a leisure pursuit?
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Transport
Session Agenda
Activities
•
•
•
•

of developing a guide to transport for people living with dementia.
Discuss the strengths and limitations of a range of transport choices in the locality
overcome these
Invite participants to identify creative problem solving techniques when overcoming barriers
right amount of money for the bus/train fare)

•

•

Endings

exists to support individuals in managing transport.

End with a drink and a healthy snack and a closing ritual

www.journeyingthroughdementia.com

89

Transport
Session Agenda
Extension activities
•
alert drivers to the fact the person may need more time or support to access the vehicle
•

•

The theme of transportation provides the opportunity to explore the range of transport
options available in the local community. Depending on the needs of the group you could

•

Within individual sessions use a graded approach to using public transport. If a person

•
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Keeping connected
Maintaining community connectedness
Community connectedness is the product of fostering the engagement of older people in
their community. This part of the programme invites group members to consider how the
community can provide a source of support and also how it might offer opportunities for
people with dementia and their families to develop new roles and interests by accessing
local groups and resources or through volunteering.
What people with dementia have said:

Make sure
we retain social
networks. It is very
hard for us to be who we
once were so let us be who
we are now...Include us in
activities of community
organisations

Being
socially active is
fun, it keeps you active,
provides mental stimulation,
maintains language skills,
connects you with people with
similar interests and provides
companionship and a sense
of accomplishment.

The aim is to enable participants to:
• Identify the range of community organizations that exist in the locality and to build
•
overcome these.
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Maintaining community connectedness
Session Agenda
Welcome and introduction

Introductory activity

to access in the future
or

Information giving

Discussion questions
•

What do you understand by the term community? What communities are you already part

•

What community groups/organisations have you come into contact with in the past?

•

Do you think that people in general are aware of dementia or is it still very much a hidden
condition? What steps do you think the community could take to make it more dementia friendly?

•
living with dementia?
•
•
•

sector? What factors would support you?
How might you play an active role in contributing to some of these services? What do you
How can community and voluntary sector organisations help to support you in developing
new roles and new activities?

•
people with dementia and their carers?
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Maintaining community connectedness
Session Agenda
Group activity

wider community as a way of celebrating the range of local community facilities

Endings

both to receive support but also for developing new roles as a volunteer.

End with coffee and cake/coffee and food and closing ritual

Extension activities
•
•
•

•
•

•

of dementia in the community.
Arrange for a visit to a dementia cafe

could hold a session at a local college or place which has access to the web and dedicate a
session to explore the web-site.
Watch the following video and use this as the basis for discussion: https://www.youtube.
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Planning for the future:
Tapping into future support: health and social care
This session needs to be handled with great sensitivity. If person can be part of the
decision making process then this is certainly the preferred approach as joint decisions can
be made and discussed openly in a warm and supportive atmosphere. However if at any
point you feel that group members are not ready for such a discussion then you may wish
to consider ways of adapting this and possibly offering it as one of the separate sessions.

Welcome and introduction

Introductory activity

each as a group. These will form the main focus of the discussion.

Discussion
•
•
•

What have been your experiences of receiving outside help and support? Are there things
you wouldn’t want support with?
What will help you to feel in control of future decisions?
Have you spoken about what you would like to happen in the future and have you written this

Group activity
•
•
might be available.
•
9.3 as a starting point:
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Tapping into future support: health and social care

Session Agenda
- equipment and adaptations
- meals on wheels
- home care
- respite care
- day care
- care in a care home
•
•
individuals may meet in the future. It would be a good opportunity to invite a number of
prepare questions relating to any concerns they have. For example you could:

an opportunity to discuss direct payments. This may require a separate session.

Endings

decisions in the future less stressful.

End with coffee and cake/coffee and food and closing ritual
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Planning for the future:
Moving forward: celebration and endings
The programme represents a journey, a bridge at a point of huge transition. However, its
aim is not to create a culture of dependency. The final sessions provide participants with the
opportunity to celebrate their achievements, the relationships they have formed and consider
the key learning they will take from the group as they continue forwards. The final session
includes participants’ supporters/care partners.
This programme will for many have occurred at a key time in the person’s life. The prospect
of it coming to an end will therefore be extremely emotional. Indeed, over time the group will
have provided members with a safe environment for the discussion of personal issues. This
may have led to the challenging of deeply held ideas about who they are and what having
dementia means. It could have been a place where they received social support and possibly
developed new skills. It is therefore inevitable that many individuals will view the ending of
the group with a range of emotions.
As James McKillop states;
Perhaps encourage them to meet up outside the planned meetings, to go for a coffee or
explore the countryside, go to the theatre/pictures of local museums. Train them to depend
and rely on themselves more and more. While it would be good to go on seeing them ad
infinitum remember there is another body of people waiting in the wings to start their
course. And when they finish, more will be waiting and so on.
The final sessions aim to support each person in negotiating and managing this time of
transition. You will need to consider how you will prepare group members for the ending of
the programme and to look towards sources of support on which they can draw in the future.
You will have been preparing the group for this final session for some time. People will need
space to talk about how it feels to come to the end of the programme and time to allow
individuals to celebrate and reflect on their achievements. It can be useful to dedicate time
in the sessions over the final weeks to allow the group to decide how they would like to
spend their final meetings and how to involve family in this. This is important as it gives the
group a sense of ownership and control over the process. It also provides an excellent model
if the group members decide that they wish to continue to meet independently without input
from group leaders. This final session includes family members or supporters.

The aim is to enable participants to:
•
•
• To provide individuals with the space to say goodbye to each other and to move forward to
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Moving forward: celebration and endings
Session Agenda
Welcome and introduction

What people with dementia have said:

Any
dangers? Yes. People
will form relationships
with themselves and with
the facilitators. You love
someone who gives their best
to help you. It can be a
wrench stopping the
group...

Introductory activity
Individuals share one memorable moment/one thing they have appreciated about being part of

Information giving … together

Discussion questions
•
•
•

What would you tell someone who is thinking about coming to a group like this?
What do you think you have learned over the last 12 weeks?
How do you think you can keep putting into practice what you have learned?
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Moving forward: celebration and endings
Session Agenda
Possible activities
•
help this process.
•
•
•
symbols of transition.

End with a shared meal with participants and their families and supporters.
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Thank you for reading.
For more information please visit
www.journeyingthroughdementia.com
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Journeying through dementia
Group Recording Sheet

Date

Time

Venue

Facilitators
Group Participants

Session Outline and resources required

Description of session

Theme of next session – resources required

Key Learning Points/Reflections

100

www.journeyingthroughdementia.com

Journeying through dementia
Individual recording sheet

Date

Time

Name of participant

Venue

Name of facilitator

Identified aim/goal of session

Description of session

Date/time of next session – resources required

Key learning points/reflections
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