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0.1 Foreword by the Scottish Dementia Working Group   

The Scottish Dementia Working Group (SDWG) is a national, member led campaigning and 
awareness raising group, for people living with a diagnosis of dementia in Scotland. The 
SDWG was set up in 2001 and has gone from strength to strength since it was established 
and you can find our more about our work here. We are absolutely delighted to have been 
invited to write a Foreword for this national improvement project. 

We began working with the occupational therapists on this national project in 2011, at a 
national self-management workshop and were a speaker at the launch of this project in 
2020 sharing what occupations are important to us to live well with dementia.  We also 
had the opportunity to offer ideas on the Journeying through Dementia postal packs, 
which we have to say we loved opening our resources when they arrived in the post. 

Access to good quality, timely post diagnostic support remains a priority for our group and 
we can see how Journeying through Dementia, delivered by occupational therapists can 
support us, and the importance of peer support in the community. 

We are delighted that occupational therapists have reached out to people living with 
dementia and co-designed peer group self-management intervention with the ultimate aim 
to support us to continue to stay connected to our local communities and the people that 
are important to us. 

This report highlights the importance of collaborative team work. This work, led by 
occupational therapists, can also compliment the work of post diagnostic support offered 
to people living with dementia by a named link worker and clearly demonstrates the 
importance of partnership and collaborative working at an important time for a person and 
their family when diagnosed. 

We now look forward to seeing the next steps of this work, as outlined on page 28 and 
seeing how the three actions noted as the outcome from this improvement project become a 
reality to ensure people living with dementia have access to occupational therapy.  
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Introduction and context

1.1 Introduction

Dementia remains a priority for Scottish Government (2023) with a local delivery plan 
standard that everyone newly diagnosed with dementia will be offered a minimum of one 
year’s post-diagnostic support. This should be co-ordinated by an appropriately trained 
link worker and result in a person-centred support plan (Public Health Scotland 2023).  
Allied Health Professionals (AHPs) are supporting the delivery of Scottish Governments 
Local Delivery Plan Standard and this improvement project demonstrates  one method to 
support this national standard. 

Connecting People Connecting Support (Alzheimer Scotland 2017, 2020) is the national 
framework for transforming the contribution of AHPs to the lives of people living with 
dementia and those who support them. Its aspiration is that people have better access 
to AHPs regardless of age or place of residence, from pre-diagnosis to diagnosis and 
throughout their illness. The four principles and ambitions for change in Connecting 
People Connecting Support (CPCS) drive the transformation of AHP services in providing 
accessible and condition specific signposting to help, advice and rehabilitation for the 
person with dementia and their supporters. The aim is to ensure that each person receives 
the right AHP support, at the right time, and in the right setting.

The developing evidence on the benefits of AHP early interventions, the value of 
supported self-management and rehabilitation in enabling people to live well with 
dementia is overwhelming. It is therefore imperative that AHPs develop and/or adopt 
models of practice based on the evidence. This evidence increasingly emphasises greater 
use of self-management approaches, highlights the contribution of technology and 
recognizes the strength of interventions that have been co-created and in partnership 
with individuals living with the condition. In addition to this, there are obvious benefits to 
obtaining a dementia diagnosis, and it remains our ambition that more people get timely 
access to good quality post-diagnostic support delivered by AHPs utilizing their specialist 
rehabilitation skills.

This report shares the development of an occupational therapist specialist intervention 
engaging with NHS boards to implement and integrate post-diagnostic occupational 
therapy Journeying through Dementia (Mountain and Craig 2012, Craig et al 2023). 
Journeying through Dementia is an occupation-based intervention that aims to support 
people at an early stage of their dementia journey to engage in meaningful activities and 
maintain community connectedness. The programme was developed in partnership with 
people with dementia who spoke of the value they attached to continued participation in 
everyday occupations and in new learning. Throughout all the co-creation activities, people 
with dementia were clear they wanted to have the opportunity to access groups that 
did not just talk about the diagnosis but offered practical advice and support of how to 
continue to live well with dementia. 

The first test of change in 2019 involved two demonstrator sites (see report here) and the 
occupational therapists insights were documented in a recent book chapter (Craig et al 
2023). This current improvement project aimed to retest in a number of demonstrator sites 
to support scale and spread of the occupational therapy post diagnostic intervention.

https://www.alzscot.org/ahpinnovation


01
01 Introduction  
and Context

02 An Occupation 
Focus to Rehabilitation
 
03 A Post Diagnostic  
Improvement Project
 
04 Measuring Impact  
and Outcomes

05 Summary

06 References

07 Appendix

Journeying Through Dementia 2020-2023

6

1.2 Self-Management, Rehabilitation and 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 describing how it is possible to live well in the midst of dementia 
(Weaks et al 2012). 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 focus on early diagnosis and the recognition of the value of 
biopsychosocial 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. 

Dementia policy in the UK has focused on the importance of delivering a timely 
diagnosis. As a consequence, increasing emphasis has been placed on interventions that 
support individuals immediately following diagnosis.  This has coincided with a societal 
movement to promote living well with dementia which recognizes that people with early 
stage dementia can be enabled to self- manage, challenging long-standing perceptions.  
Journeying through Dementia sits within this broader context and is completely congruent 
with a growing body of evidence in relation to self-management and rehabilitation. 

The World Health Organization, define rehabilitation as “a set of measures that assist 
individuals who experience, or are likely to experience, disability to achieve and maintain 
optimal functioning in interaction with their environments” (World Health Organisation, 
2011). The World Health Organization (WHO) recognizes dementia as a public health 
priority and recommends the delivery of rehabilitation for people with dementia in 
providing person centered care that optimizes independence (World Health Organisation, 
2017). In the WHO recent publication, ‘The package of interventions for rehabilitation’,  
further supports the role of rehabilitation in dementia care delivered by occupational 
therapy (World Health Organisation, 2023).

However, research concluded multidisciplinary rehabilitation as relevant to dementia care, 
requires a reframing of practice that both educates emerging health professionals regarding 
the outcomes that may be achievable for people with dementia (Cations, et al., 2020).  

As a group of occupational therapists leading this work, we believed that people living 
with dementia have a right to access rehabilitation and occupational therapists are ideally 
placed to contribute to this, using evidence based interventions such as Journeying 
through Dementia, to support people to continue to live as independently as possible with 
dementia, therefore reducing the demand on health and social care services and increasing 
the person quality of life.
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1.3 The AHP approach in dementia   

The evidence-based AHP approach in dementia that is described in Connecting People, 
Connecting Support (Alzheimer Scotland 2017, 2020) was based on over two years of 
extensive consultation and information-gathering. The policy aims to maximise the AHP 
contribution to high-quality, cost-effective dementia services that are tailored to the 
needs of individuals, reflect the best available evidence and are delivered by a skilled AHP 
workforce. The fundamental understanding driving the approach is that people living with 
dementia can benefit from AHP-led interventions. Early intervention and support to maintain 
independence are critical: they can help minimise the impact of the symptoms of dementia 
and improve quality of life. The AHP approach was integrated into this improvement project, 
providing a foundational underpinning from which all occupational therapists were able to 
use their skills, experience and understanding of the person. We know people with dementia 
and those who support them benefit greatly from a biopsychosocial approach to care that 
acknowledges the interactions of the neurological, psychological, physical, environmental, 
social and emotional elements, so the AHP approach delivers the biopsychosocial approach 
and further supports the principles of this improvement project. 

1.4 Tiered Approach to Access Occupational Therapy

At a time of wide transformational change in health and social care in Scotland, the AHPs 
in Scotland have adapted the Pyramid of Support (Scottish Government 2019 ) and co-
designed a tiered approach to provide access to AHPs. This is outlined in CPCS (Alzheimer 
Scotland 2020) and inclusive of universal with access to a range of evidence based 
self-management resources, targeted where AHPs work collaboratively tailoring advice or 
education and specialist with direct access to AHP-led rehabilitation interventions. It is 
important to be clear about what was meant by ‘enhanced access’ to occupational therapy 
with the ultimate goal of ensuring AHP expertise and knowledge is available every day and 
when people with dementia and those who support them need it. This was central in our 
approach to this national improvement project.

Specialist

Group programme

Book

Website

Targeted

Universal
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2.1 An Occupation Focus   

Tom Kitwood (Kitwood, 1997), saw engagement in occupation as central to being 
connected and engaged in life and a core facet of personhood. This very much reflects 
the central premise of occupational therapy that: people are active beings with abilities 
and the need to participate in activities to express themselves through the things they 
do and that these human activities either sustain or undermine health and wellbeing. The 
role of occupational therapy is to recognize where health conditions prevent participation 
in valued activities and to work with the individual to overcome these challenges 
either through modification in relation to how the activity is performed or through the 
development of compensatory skills and abilities. 

2.2 A Tiered Approach to Journeying Through Dementia    

During this test of change, we took the opportunity to design and apply a tiered approach 
to enable people with dementia and their families to access occupational therapy skills and 
resources at an early point in their dementia journey. The provision of an occupation-based 
pathway of support at Universal, Targeted and Specialist rehabilitation levels is outlined below.

Universal - an interactive website (www.connectingpeopleconnectingsupport.online) 

Early intervention through collaboration at universal is key and an online resource was 
designed and launched in March 2020 to provide information, activities, and support to 
those who needed it in their own home, entitled Connecting People, Connecting Support: 
Occupation Matters. The online resource offers 32 topics full of information and resources, 
to explore ways to live well with dementia. Each topic includes stimuli for conversation 
(chat), activities to try (try), an interactive puzzle (play) and signposts to further resources 
(more). The materials have been tried, tested, and recommended by people living with 
dementia and those who support them. Using film, illustration and photography, the 
website is simple to navigate and information is easy to digest. 

An Occupation Focus to Rehabilitation  
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Targeted - Making Sense Together 

Feedback from people with dementia and occupational therapy facilitators in phase one 
of the improvement project, highlighted a lack of resources aimed at families, friends and 
carers. Supporters fully recognized the value of aiming the group specifically for people 
with dementia but felt that they could play a more active role if they were also equipped 
with understanding and skills. This could also potentially reduce their anxiety. Claire Craig 
and Helen Fisher worked with people living with dementia, facilitators of the programme 
and the wider team to create a resource named ‘Making Sense Together’. This provided a 
booklet version of the Connecting People Connecting Support online resource that could 
be completed at home with friends and family.

Specialist - Journeying through Dementia

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 
programme 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. The importance of this cannot be underestimated. 
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The intervention embodies best practice in relation to the wider evidence base. For 
instance, the menu-led approach which enables the intervention to be customized to the 
needs of the group reflects well the mixed methods study undertaken by Boots, et al., 
(2016) of the value attached by people with dementia and their families to flexible choice 
and the importance of personal contact. 

The inclusion of individual sessions and emphasis on out of venue activities to enable 
individuals to enact and generalize learning outside of the group is supported well by 
Graaf’s research on home based occupational therapy for people with dementia dating 
back to 2006 (Graaf, et al., 2006). Subsequent studies applying Graaf’s work to a UK 
population identified the value that people with dementia place on the opportunity to 
participate in existing hobbies as well as develop new interests. 

The topics explored within Journeying through Dementia reflect well the findings of 
a systematic review of self-management interventions for people with dementia and 
mild cognitive impairment (Quinn, et al, 2015) and concurrent self-management studies 
suggest that the topics people living with dementia particularly value are: engagement 
with favourite activities, maintaining relationships, planning for the future and local 
resources. The study highlighted the importance of interventions that foster independence 
and reciprocity, promote social support and improve self-efficacy and recognized that 
supported self-management interventions can bring additional benefits including creating 
social support networks and facilitating the development of friendships. They were linked 
into the original intervention and also mapped to the AHP approach (Alzheimer Scotland 
2017, 2020) and outlined below.

 

Supporting families 
& carers as

equal partners

Maximising
physical

wellbeing

Maximising
psychological

wellbeing
Adapting everyday

environments

Enhancing
daily living

The AHP
approach
#dementia

• Valuing everyday 
activities

• Enhancing vocational 
and educational 
opportunities 
• AHP-led targeted 
rehabilitation 
interventions

• Keeping physically active 
• Falls reduction and 
fracture prevention 

• Eating well

• Families and carers as equal partners in care
• Maximising families and carers physical health 

and psychological well-being
• Joint working with health and social care 

practitioners

• Enabling environments 
• Using everyday technology 

• Equipment and adaptations to  
 the home.

• Maintain and maximise 
communication 

• Psychological interventions 
• Psychological therapies

Connecting People, Connecting  Support | www.alzscot.org/ahp

Dementia is every allied health professionals business

Arts therapists

OrthoptistDietitian Paramedic

Occupational therapist

Orthotist

Physiotherapist

Podiatrist

Speech and language therapist

Prothestist Radiographer

Tiered approach to access the skills and expertise of 
allied health professionals when living with dementia

 Sleep, relaxation 
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2.3 Journeying through Dementia – Delivered

When integrating Journeying through Dementia in practice in this second test of change, 
there was a need to reconsider how to deliver Journeying through Dementia during a 
pandemic. This included modifying the resource whilst retaining the core principles of 
the evidence based intervention. With this in mind, Claire Craig and design researcher 
Helen Fisher, worked to create a resource pack that could be delivered to participants 
home which would then support engagement in an online group and support 1:1 sessions. 
Much thought and consideration were given to the design and the topics in the original 
work remained but divided into 5 postal packs. These materials reflected well the core 
principles of the Journeying through Dementia Programme, positioning the person living 
with dementia as the expert, a continued focus on the peer-to-peer support group, and 
inclusion of a menu-led approach.

The postal packs afforded greater consideration to the role of the persons family and 
friends,  providing an opportunity for discussion around the topics, and the opportunity 
to work together to complete activities. The online resource of Connecting People, 
Connecting Support online, is also referenced within the booklets and supporters can 
access the resources and activities at a time to suit them. 

Prior to the use of the postal packs, the content was evaluated by the Scottish Dementia 
Working Group and the feedback from this group gave us the confidence to change 
the delivery methods at pace. As a result this opened up options for delivery to include 
a blended or socially distanced approach if the group was held face to face. This agility 
meant that it was possible to respond to the rapidly changing context that occurred as a 
consequence of the COVID-19 pandemic.

Scottish Dementia Working Group Feedback
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Each postal pack that was created maintained design features around whether it was aimed 
at use for face-to-face delivery or for those undertaking a blended approach with the latter 
entitled ‘Journeying through Dementia – Delivered’. The detail of this work can be seen 
in Appendix 1. A website was created www.jtd.org.uk to help the occupational therapy 
group facilitators in preparing and delivering this updated version of Journeying through 
Dementia and included information regarding the resources available, videos from  
previous work, highlighting the impact of the intervention, and video guides for packing  
the postal resources. 



03
01 Introduction  
and Context

02 An Occupation 
Focus to Rehabilitation
 
03 A Post Diagnostic  
Improvement Project
 
04 Measuring Impact  
and Outcomes

05 Summary

06 References

07 Appendix

Journeying Through Dementia 2020-2023

13

3.1 A National Occupational Therapy Improvement Project
 
Implementation and integration of the evidence based Journeying through Dementia 
programme within the demonstrator sites in Scotland was underpinned by an improvement 
approach (Langley 2009) using a variety of improvement tools summarized  below. 

1.	 Community of practice was established with all the demonstrators sites, supported by 
national leadership and design support. Communication with all relevant parties was 
key throughout the development stage to ensure collaborative working and to identify 
a collective and shared workplan.  This included the creation of a twitter account,  
@ScotJtDementia which aimed to share information and relevant updates about the 
project and the establishment of a Microsoft Team channel for the demonstrator 
sites. A vision of change was created with the occupational therapists involved with 
an emphasis on the need to increase early access to occupational therapy for people 
living with dementia and their families.

2.	 Forcefield analysis was used to consider and identify the forces for and against the 
change.  The group worked collaboratively to prioritize these issues and strategies 
were then identified to reduce the impact of the opposing factors and strengthen the 
supporting factors.  The strategies identified included the need to  consider referral 
pathways to the groups, developing national and local action points. From the work 
communication materials were designed to enhance  stakeholder engagement with 
local Post Diagnostic Support leads in local Health and care partnerships.  

3.	 National project charter was created, including a national driver diagram, and each of 
the test sites were encouraged to replicate this within their localities. 

4.	 Family of measures were identified collaboratively to include both qualitative and 
quantitative measures. It remained important to gather information relating to the 
experience of people living with dementia, their supporters and the occupational 
therapists acting as facilitators. It was also critical the measures were applicable to 
the test sites locally, reflected national measurement and only necessary data was 
collated. Sites were encouraged to share their involvement in the work with local 
Quality Improvement departments in order to ensure adherence to local information 
governance policy. The detail of the measures can be seen in Appendix II.

5.	 Framework for planned improvement was used throughout the project, underpinned 
by a ‘rapid cycle change’ (Plan, Do, Study, Act) approach, focused on three key 
questions: What are we trying to accomplish? How will we know that a change is an 
improvement?  What changes can we make that will result in an improvement?

A Post Diagnostic Improvement Project

My vision for Journeying through Dementia is... 
“to reach people in a way that is meaningful and relevant to them”

“to improve the choice of specialist occupational therapy treatment available”

“to be embedded in our service with positive reviews, seen positively by 
referrers and provided as a treatment across our locality”
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The occupational therapy national improvement project was officially launched on the 1st 
October 2020 during self-management week and aimed to provide an opportunity for the 
occupational therapists in the demonstrator sites to discuss the intervention and begin to 
consider how they would integrate this into local service delivery. The event included a 
welcome and introductions from Henry Simmons, Chief Executive, Alzheimer Scotland and 
Alison Keir, Professional Practice Lead, Scotland, Royal College of Occupational Therapy, 
and also feedback from representatives of the Scottish Dementia Working Group who 
spoke openly about what occupations were important to them.  

3.2 Integrating Technology  
 
In recognition that delivering the intervention digitally proposed a change in the way of 
working for both occupational therapy facilitators and potential participants, guidance 
documents were created taking on board advice and suggestions that had been shared 
nationally through publications, resources, and webinars.  

The original occupational therapy facilitator guide was updated, and additional documents 
were created to support online groups, one for participants and one for occupational 
therapy facilitators.  These documents included information and suggestions relating to 
the structure of the sessions as well as handy tips to consider before, during and after the 
online sessions. 

The project team were also mindful that access to technology and inexperience with 
technology could potentially be a barrier to participation in an online based group.  
Support was explored and further information shared with the sites that may have 
assisted with this.  This included information relating to Connecting Scotland – a Scottish 
Government initiative that aimed to support digitally excluded households get online.  
Further information was provided relating to organizations such as Ability Net that  
could  offer IT support. 

“12 months from now I would like to be telling people that  
this is something they can ask to be referred to and have  
folk that have done it to share their experiences, and to  
have data that demonstrates improvement.”

“12 months from now I hope to offer a  group with a new approach 
that is professionally presented. Having the materials adds value 
and will hopefully ensure the group participants feel valued. 
Share the positive results with multi-disciplinary colleagues.”
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The national improvement project, while launched in October 2020, the first cohort of 
groups began in June 2021 due to the ongoing impact of the pandemic. Each of the test 
sites were supported as they worked to balance local challenges and pressures with the 
result that the intervention was delivered at different times and using a mixture of virtual 
and face to face delivery. 

The outcomes shared in this section of the report will focus on general impacts in three 
health and social care partnerships, with 35 participants and 5 occupational therapy 
group facilitators from June 2021 until March 2023. All detailed data was stored locally to 
support evaluation in each of the health and social care partnerships. This section of the 
report offers a general overview of impact and maintain groups participants confidentiality.

 

4.1 Local delivery and leadership
 
During the implementation of this project, two delivery methods were tested. 

1.	 Online and community. In one HSCP, participants were offered the opportunity to 
attend a one hour digital group, as evidence suggested that this was an effective 
length of time to facilitate online engagement.  Participants were also offered a follow 
up 1:1 contact for which all participants chose a telephone call rather than a virtual 
session using Near Me. This 1:1 contact provided participants the opportunity to 
further explore themes covered in the session, discussion and support around personal 
issues raised, and also allowed for reinforcement of the plan for the next group session 
with a reminder given regarding any tools required. The groups had two facilitators 
and 3 participants. This did pose initial challenges to sourcing referrals for the group. 
The second group, in this same HSCP was face to face in a local Alzheimer Scotland 
resource centre with two facilitators and 4 participants. The group facilitators outlined 
the different impact of their delivery methods outlined below.

Measuring Impact and Outcomes

Digital delivery

Face to face delivery

•	 Introduced from the outset to the Alzheimer 
Scotland DRC, with a focus from the 
beginning on community connections.

•	 Participant’s indicated this to be the 
preferred model of delivery.

•	 Real time interaction and responses more in 
the moment than online. 

•	 Afforded the opportunity to open the group 
up to people living across Fife.

•	 Allowed for sharing of experiences and 
knowledge despite covid restrictions.  

•	 Cut out travel time. 
•	 Quick efficient access to online materials 

that could then be screen shared. 

•	 Travel time for some; 1 participant arrived  
30-40 mins early for the group due to her  
daughter’s work commitments. 

•	 The timing of the group was restricted by availability 
of the DRC – did not work well for therapists.

•	 Morning group did also not work well for person  
with depression. 

•	 Difficulties experienced with technology on  
occasion, especially initially. 

•	 2 participants were reliant on spouse to connect them.
•	 Took staff and patients time over the initial sessions  

to become accustomed to the technology.
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2.	 Community. In a further two HSCP, the team offered an 8-12 week face to face 
group intervention for one hour in a local community hub, chosen specifically for its 
design and welcoming atmosphere.  The venue offered the opportunity for participants 
and their supporters to use the café both pre and post group and they also hosted a 
number of community groups already within the space which supported community 
connection. They chose to use the Journeying through dementia delivered postal 
packs, as whilst initially designed with a virtual delivery in mind, they were beneficial in 
supporting face to face delivery whilst maintaining at that time, COVID safe practices. 
Due to the ongoing restrictions of the pandemic cohort numbers initially were small, a 
maximum of 3 participants, this has now increased to 5. To date (September 2023) 9 
cohorts have been completed with recorded outcome measures of 28 participants and 
a 10th group is planned.

 
In all the groups, there was a very high attendance record. Facilitators were encouraged to 
record and review any reasons for non-attendance to allow for any barriers to attendance 
to be addressed as early as possible. Only 1 participant withdrew due to ill health and this 
person was invited to attend a second cohort held later in the year. 

All groups chose to use the postal packs to facilitate the sessions as they were beneficial in 
supporting face to face or on line delivery whilst maintaining COVID safe practices. 

 
	 “The Alzheimer Scotland Dementia Resource Centre was a fantastic  
	 venue for the group; the space was open, bright and spacious and we  
	 had everything we needed included a safe space to leave materials if  
	 required. All the staff in the centre were very approachable as noted  
	 by both the facilitators and the participants, and were welcoming and  
	 helpful. They…joined in our final week (and) … spoke about the  
	 resources that were available locally to the individuals which she had 	
	 specifically tailored.  Holding the group in a community venue  
	 supported the aim of the group from the outset, sparking an  
	 interest in what else the resource centre had to offer.” 
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In the three HSCP, referrals to the groups were mainly from local team members. 
Information was shared with all relevant stakeholders including teams involved in the 
delivery of post diagnostic support with samples of the resource shared for potential 
referrers to understand the potential of this new intervention.  

	 “I have referred a number of people I support into the Journeying 		
	 Through Dementia group I personally have seen the difference the group 	
	 has made to many of them. From when I first refer them, where they are 	
	 nervous shy and apprehensive to when they finish the group where  
	 they have a new lease of life and seem so much more positive.”  
	 (Post diagnostic link worker feedback)

In one HSCP, contribution of occupational therapy has been integrated into their dementia 
care co-ordination programme including Connecting People, Connecting support online 
integral to a local dementia app, and Journey through Dementia positively integrated into 
the local post diagnostic pathway, acknowledging the group enabled people to access peer 
support, engage in meaningful activities and remain connected to their community  
(RSM 2022). 
 
	 “The topics explored at the group were tailored to the individuals  
	 to maximise positive outcomes for the people living with dementia 	
	 involved; ‘the group themselves decide which topics they want to focus 	
	 on. It is part of a post diagnostic approach, and it is about homing in the 	
	 skills that people have, and how they can retain those skills, but it also 	
	 looks at some of the emotional well-being as well’ (thematic interview).” 
	 (RSM 2022:40)

 
In another HSCP, the existing post diagnostic pathway has been enhanced by offering 
a further treatment intervention for individuals to help them in their dementia journey. 
The process to implementing Journey through Dementia into local occupational therapy 
process can be seen on the next page.
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The occupational therapists in this HSCP were recognised as category winner for the 
Innovation of The Year both within their local services and within their Health Board;  

	 “To recognise any individual, team or department responsible for  
	 developing and implementing an innovative service, method,  
	 technology, or process that has made a significant difference to  
	 quality of care, wider population health or care, service delivery or  
	 the wellbeing of our own staff or to efficient use of resources.” 

4.2 Impact for people living with dementia  
 
Building understanding of the impact of the work and the experiences of people with 
dementia is central to this project. A number of data collection tools were therefore 
integrated into this intervention. 

The Quality of Life – Alzheimer’s Disease (QOL-AD) (Logsdon et al 1999) was conducted 
with participants at the outset and repeated at the end of the intervention in order to offer 
a comparison of scorings. Emotional indicators and functional measures demonstrated 
increased knowledge in the condition and development of coping mechanisms. The 
majority of participants measured an improvement in quality of life, for one participant the 
quality of life was maintained and for three there was decline. The decline in quality of life 
was followed up and was attributed to the group participants have a number of other co-
morbidities which affected and impacted on quality of life on a daily basis. 

The Vision

Launch

QoL-AD

Purpose

Risk 
Management

SU 
Feedback

The Ask

Face to 
Face

Carer & 
Referrer 
Voices

Network

Plan B

Celebrate!

2020: Phase 1 Evaluation

2021: Project Initiation

2022: Evaluation and Next Steps
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Participants were invited to create their own goal which was reviewed at the mid-point 
and again at the end of the intervention. All participants reported they had achieved these 
either in part or fully. A selection of personal goals included: 

	 To continue with my garden 

	 Meet new people and chat

	 Attend other groups with people like me and feel wanted and relaxed

	 Share memories and talk in a group

	 Get out of the house and go to more activities

 
Weekly group experience was captured at the end of each group session, when 
participants were invited to offer feedback regarding their experience of the group.  
A summary of the feedback is shared below.

Something I’ve enjoyed...

One thing I would change...

Something I’ve found useful...

One thing I will remember...

•	 Its having the company, it lifts you 
•	 Been fun doing it, which makes 

you do it again
•	 Everybody seems to be relaxed 

and talking about things
•	 Having a routine
•	 I’ve loved every minute of it. 

You’ve brought me from the pits 
today right up

•	 Being out with people.
•	 Speaking about technology and 

communicating more 

•	 No, I’m here for anything that will 
help me to keep going 

•	 No it’s lovely I like seeing you all 
it’s the highlight of my day or my 
week. I don’t feel like I’m stuck 
here on my own. Maybe somebody 
does care about us

•	 Just you being there is great for 
me, knowing that you care 

•	 Sitting with people that 
understand how you’re feeling.  
I can just be myself 

•	 Everything is useful when you are 
speaking to other people 

•	 It’s got my mind moving a bit more
•	 I feel more relaxed and can speak 

to people; able to say what you 
want to say

•	 Ideas for using my mobile phone, 
tips to help my memory

•	 Tell my girls it was lovely to have 
met you and you will be here 
each week

•	 I’ll tell them about the photos 
and about how we spoke about 
their wedding dresses

•	 That I had a laugh
•	 Feel free, can talk, get it off your 

mind and then you feel better
•	 I loved every minute of the 

group, attending each week 
made me happy and content 
knowing I had support
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Within Scotland work has been undertaken at a national level to provide information about 
how helpful post diagnostic support has been for people living with dementia and their 
carers, this is called the post diagnostic single quality question (Focus on Dementia , 2021).  
The test project asked the question upon completion of the group intervention with an 
option to add any comments to support the answer.    

Post diagnostic support single quality question 
 

A final data tool to capture the experience of group participants at the end of the group 
sessions was to ask, “Overall, how helpful has Journeying through Dementia been to you? 
with three options (helpful, neither helpful nor unhelpful, unhelpful) and space for further 
comments. A summary of the comments are highlighted below: 
 

The overall aim of Journeying through Dementia is community connectiveness. Following 
a 10 week group in one of the test sites, course participants voiced an interest in staying 
connected and a new community group was developed. In one of the other groups, 
participants from the community group, 2 of the 4 participants continued attending the 
Alzheimer Scotland dementia resource centre where the group took place. 

Unhelpful Helpful

100%

Neither helpful 
nor unhelpful

“It was a blessing when I got to attend the group,  
I felt relaxed and able to speak about things close to me”

“It’s good to be with people to talk and for support”

“Excellent information…know where to go for more help”

“I feel I have learned things I didn’t think of before to help my memory”

“I have learned more about dementia and feel I  
have had time to digest my diagnosis” 

“I have met others and feel I am not alone”
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4.3 Impact for family carers  

The demonstrator sites in this test of change began to consider the impact for families of 
the participants and while this was not collected as routine practice, positive feedback was 
received  by the occupational therapy facilitators. 

4.4 Impact for the occupational therapy group facilitators 

To review the impact for the occupational therapy group facilitators, weekly reflections 
were integral to the group process with each facilitator being encouraged to complete 
this at the end of every group. This served to support the group facilitator role, was  
beneficial to the development of the work and was personal to each occupational 
therapist. Facilitators were also offered the opportunity to attend weekly support sessions 
with the project lead with the purpose to support one another, offer an open space to 
share reflections and feedback. Following completed delivery of the group intervention, 
facilitators completed a case study and extracts are included below. This enabled 
facilitators to reflect on their role of delivering Journeying through Dementia.

“My husband is brighter after the group, he looks forward  
to going each week.  It gives me a rest and time to talk to  
my family, enjoy coffee knowing my husband is safe and well”

“This is a really nice place to visit, my mum is enjoying the group.   
It’s good to spend time with my mum in the café, we reserve our  
table every week.”

“I think they [postal packs] were one of the plus points. Some of the 
questions you wouldn’t have thought of but they were relevant. We 
filled out parts in the Friends booklet together and she remembered 
our first holiday.”

“Going through [the postal pack] and talking about it when it came 
through, we wouldn’t have done that [ had those conversations] 
without the book” 
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Extract from the occupational therapy case study:  
Test site 1 

What were reasons for you wishing to be part of the  
Journeying Through Dementia demonstrator sites?  
 
To be part of an occupational based intervention to support people experiencing 
dementia. To offer a safe space to people who are experiencing anxiety, isolation 
during covid and to learn coping strategies to maintain their quality of life.

What did you hope Journeying through Dementia was going to achieve?  

For the participants to engage with the journey through dementia group topics 
to improve their knowledge of their conditions and ways in which they can live 
happy and healthily. To offer and support each person to meet others that are 
experiencing the same things. Provide education about dementia to highlight 
and increase knowledge of diagnosis and prognosis of same. To encourage the 
participation of interventions that may help with cognition. To develop a positive 
attitude and demonstrate the benefit of peer support in a group like Journeying 
through Dementia. To maintain a good quality of live through discussion, problems 
solving and most importantly grade and adapt the sessions to suit the needs of the 
individual participants.

What do you think was the impact to your practice?

I was more confident in facilitating an occupational therapy group given the 
restricted over the past 18 Months. I am aware of the significant changes in people 
experiencing dementia and their carers during covid restricts. It has helped me 
reflect, grade and adapt my approach

What do you think the benefit has been to your organisation? 

It has highlighted the need for occupational therapy to be part of a person’s journey 
through dementia and mental health conditions. It has reinforced the need for more 
intervention to be facilitated by occupational therapists. 
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Extract from the occupational therapy case study:  
Test site 2

What was learnt and how could this learning be used in the future? 

The timing of the group needs to be carefully considered; we held the face to face 
group on a Tuesday am largely due to availability of the space.  This was difficult for 
the facilitators who didn’t work a Monday. Existing commitments in the afternoon 
meant we often had to rush off immediately after the group and time to write notes, 
reflect, plan and prepare for the next session was more challenging.  

What were the key elements for success through being  
involved in Journeying Through Dementia?

•	 The resources – having something so professionally presented was so important 
and frequently commented upon. 

•	 The venue – we couldn’t ask for better

•	 The postal packs were imperative to being able to deliver this successfully 
online and also served well as a helpful resource that could be shared within 
face to face groups. Again they were very professionally presented and showed 
investment in the participants with something they could reflect on throughout 
their journey, and share with supporters.  

•	 Facilitation – rooted in occupation this needs to be delivered by occupational 
therapy staff.  Given our experience it is recommended these clinicians should 
be experienced and knowledgeable in facilitating groups and also in working 
with people with dementia to adapt and grade activity.   It is recognized that 
in the existing occupational therapy service there are a number of Band 3 
clinical support workers that could work alongside an experienced occupational 
therapist to deliver the group with the right support and supervision, however 
this would ideally be at a Band 4, Assistant Practitioner level.  

What do you think was achieved for the family/caregiver being  
involved in Journeying through Dementia (if applicable)? 

•	 Support from services – knowing that they were not alone.

•	 Knowledge to help support their spouse/family member through the journey.

•	 Different ideas to support engagement with family.

•	 An activity that they could work on together. 



04
01 Introduction  
and Context

02 An Occupation 
Focus to Rehabilitation
 
03 A Post Diagnostic  
Improvement Project
 
04 Measuring Impact  
and Outcomes

05 Summary

06 References

07 Appendix

Journeying Through Dementia 2020-2023

24

4.5 The impact for design research

A unique element of this work was the involvement of design researchers (Lab4Living). The 
quality of the materials and messages communicated in relation to how individuals were 
valued was integral to the project and were identified as being a critical success factor 
by facilitators of the programme. As noted previously, the intervention was reviewed and 
developed based on the feedback and learning from phase I but also in response to the 
changing delivery of the intervention because of the covid-19 pandemic. It was important 
that participants had a mode for feeding back their thoughts for which a postcard was 
created that could be returned to the designer upon completion.  

The resources were developed through an iterative process, shaped by the experiences of 
people living with dementia. Initial feedback was provided by the Scottish Dementia Working 
Group. As the programme progressed participants and facilitators were encouraged to 
identify potential strengths and limitations. The feedback mechanisms employed meant that 
comments could be responded to immediately and ensured changes were made in a timely 
fashion. In this way people living with dementia were recognized as experts in relation to the 
design of the materials and played a central role in their evolution throughout the project. 
Comments such as the following are representative of the overall feedback that was given: 

Family members and facilitators commented on the value of the physical materials to 
prompt and scaffold conversation and to spark deeper conversation.

“It’s like a meditation you’re going through while looking at all  
these bits – you’re noticing. And I think it’s actually quite good!  
You’re getting the whole range of senses being prodded” 
(person with dementia, Scottish Dementia Working Group)

“It was useful as a sort of therapy, because it did convince me that I  
am still active, I haven’t lost much of my life” (person with dementia)

“The illustrations and design are first class. They’re nice and bright. 
They’re well done and good quality” (person with dementia)
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4.6 The impact of national leadership 

A dedicated one day a week AHP Project Lead role based in Alzheimer Scotland was a  
critical success factor for the national occupational therapy improvement project. The role 
was for 18 months and led the adoption of the project during a pandemic. The impact of 
the role is highlighted in the infographic outlined below.

Website statistics from June 2023

Launch 
event 26 
people 
(2020)

7 blog 
posts

Presentation: 
RCOT 2021

MS 
Teams 

31 users 
(2020)

541 
Twitter 

followers

Presentation: 
WFOT 2022 

40 group 
emails sent

1 podcast

Book 
chapter

14 
national 
meetings

6 films

2 case 
studies

8 local site 
meetings 

Royal 
College of 

Occupational 
Therapy Story 

wall

16 drop in 
sessions 

Presentation: 
Alzheimer 

Europe 2021

Collaborative community

Dissemination impact
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Journeying through Dementia is an occupation-based intervention that enables people 
at an earlier point in their dementia journey to engage in meaningful activities, maintain 
community connectedness and supports independence and wellbeing following a 
diagnosis. It combines self-management and group based peer support to improve quality 
of life. The intervention is a high quality, evidence based intervention that provides 
rehabilitation and self management strategies for people living with dementia, supporting 
them to live as independently as possible, reducing the demand on health and social 
care services. To be most beneficial people living with dementia should have access to 
this intervention early in their journey, and therefore ongoing communication and multi-
disciplinary working with all key stakeholders is imperative. 

This report has provided a summary of phase two of a national occupational therapy 
improvement project to design occupational therapy post-diagnostic support for people 
living with dementia in three HSCP in Scotland, involving 35 people with lived experience 
and 5 occupational therapy group facilitators. 

This work has demonstrated that is has been possible to integrate Journeying through 
Dementia into a local post diagnostic pathway with positive impact for people living with 
dementia and their families. This group based programme facilitated by occupational 
therapists, enabled people to access peer support, engage in meaningful activities and 
remain connected to their local community. It demonstrates the unique contribution of 
occupational therapy in post diagnostic support to enable people with dementia to achieve 
outcomes important to them.  

In spite of the challenges posed by the devastating impact of the pandemic on access 
to services available to people with dementia, the occupational therapy team were able 
to adapt and implement the evidence-based intervention, creating a blended model of 
delivery which could be delivered remotely, face to face or a combination of both. To 
support the implementation, innovations were developed in partnership with people living 
with dementia, service leads and occupational therapists and included: 

•	 An interactive website www.connectingpeopleconnectingsupport.online with 32  
practical resources to support the content of Journeying through Dementia

•	 A web-platform www.jtd.org.uk and group facilitators handbook developed to help 
you as facilitators in preparing and delivering Journeying Through Dementia.

•	 A series of five postal packs to aid in the scaffolding of conversation during online and 
community occupational therapy facilitated group sessions created for people with 
dementia and their supporters (appendix 1)

This extended service model was found to provide people living with dementia with the 
support they required leading to improvements in quality of life and enabling participants 
to achieve their individual goals. Occupational therapists have the specialist knowledge 
and skills to understand the crucial relationship that happens between the individual, their 
environment and their chosen occupations which has ensured the success of this national 
improvement project. 

Summary

http://www.connectingpeopleconnectingsupport.online
http://www.jtd.org.uk
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Keys to the success of this intervention are outlined below: 

Person living with dementia  

•	 Personalised and individualised approach by developing menu led topics for conversation

•	 Groups for peer support to learn and practice new strategies with follow up 1:1 follow up sessions 

•	 Importance of the environment the group takes place, in an accessible community and local venues 

Occupational Therapy Facilitators  

•	 Built in time for reflection and peer support in their role as group facilitators 

•	 Connect with the persons supporters, as appropriate and at the request of person with dementia 

•	 Developed positive therapeutic relationships in the groups and full use of their therapist skills. 

Occupational Therapy contribution to post-diagnostic support  

•	 Build measurement tools into the group process that measure personal outcomes, occupation 
outcomes and quality of life and share the impact locally and nationally. 

•	 Integrate the tiered approach to occupational therapy access in the three levels 

•	 National and local leadership to implement the change in service provision, aligning  
to the post diagnostic pathway, communicating with all key stakeholders

 

It is recommended the delivery of Journeying through Dementia remains a core role for 
Occupational Therapy in Scotland to support the delivery of Scotland’s Dementia Strategy 
(2023) Connecting People, Connecting Support (Alzheimer Scotland 2020) and the vision 
that rehabilitation empowers people to manage their health conditions (WHO 2023).

Summary

www.jtd.org.uk
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We know since writing this report, Journeying through Dementia has already been further 
implemented in three more HSCPs and Inverclyde occupational therapist have started to 
plan cohort 10. Moving forward, we will scale and spread this work, learning from this test 
of change and extending  this programme of activity with additional demonstrator sites 
across Scotland. The next steps are summarised below: 

1.	 Celebrate the success of the work, launching this report, with the film, in Inverclyde 
HSCP November 2023.  The film can be viewed at https://lab4living.org.uk/projects/
journeying-through-dementia/

2.	 Scale and spread this occupational therapy post diagnostic intervention, reviewing and 
refining the measurement framework based on all the feedback from key stakeholders 
and will include data requirements developed from practice.

3.	 Support sustainability of the programme by the occupational therapist in Inverlcyde 
HSCP who were integral to this phase of the improvement programme.

4.	 Connecting People Connecting Support online will be updated with a continued 
emphasis of lifestyle matters and the health benefits of occupation to support brain health.

5.	 Design and develop a whole system occupational therapy Post Diagnostic Support 
pathway to be researched incorporating a tiered rehabilitation pathway incorporating 
brain health (Fullerton et al 2023) occupational therapy home based memory 
rehabilitation (McKean et al 2023) and Journeying through Dementia  
(Craig et al 2023).

6.	 Share the work nationally and internationally, including with local higher education 
institutions who educate our occupational therapy students. 

Summary

https://lab4living.org.uk/projects/journeying-through-dementia/

https://lab4living.org.uk/projects/journeying-through-dementia/
https://lab4living.org.uk/projects/journeying-through-dementia/
https://lab4living.org.uk/projects/journeying-through-dementia/
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The following shows the materials provided to facilitators throughout the trials. These 
materials were co-developed and various iterations made between 2020-2023.

Grab and go fold out information: 

Appendix I
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Appendix I

www.connectingpeople 
connectingsupport.online
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Facilitator guide including the context, aims, approach, how to facilitate sessions, how to 
gather feedback and reflections and the under pinning evidence and philosophy:

Appendix I
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Blogs 
Click on the images to read more:

Appendix II

https://letstalkaboutdementia.wordpress.com/2021/10/12/ahpsdayscot-2021-appreciate/
https://letstalkaboutdementia.wordpress.com/2021/06/02/connecting-people-connecting-support-on-line/
https://letstalkaboutdementia.wordpress.com/2019/10/10/journeying-through-dementia-in-aberdeenshire-selfmanagement/
https://letstalkaboutdementia.wordpress.com/2019/03/14/journeying-through-dementia-designing-post-diagnostic-support-with-people-with-dementia/
https://letstalkaboutdementia.wordpress.com/2021/07/15/journeying-through-dementia-an-update/
https://letstalkaboutdementia.wordpress.com/2020/10/14/connect-on-ahpsdayscot/
https://letstalkaboutdementia.wordpress.com/2019/06/27/journeying-through-the-fellowship/
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Measure for success: measurement & data capture points                                                                                              

Appendix II
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x
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x
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x

Therapist experience
Record the experience of 
the occupational therapists 
in focus groups (Zoom

)

x



Alzheimer Scotland is Scotland’s 
national dementia charity. Our 
aim is to make sure nobody faces 
dementia alone. We provide 
support and information to people 
with dementia, their carers and 
families, we campaign for the 
rights of people with dementia 
and fund vital dementia research.

This work is underpinned by 
research developed by Lab4Living 
at Sheffield Hallam University 
during 2020-2021. Lab4Living is 
an interdisciplinary research group 
based on a collaborative community 
of researchers in design, healthcare 
and creative practice.

Designed with Care  
specialise in developing products 
for those experiencing dementia, 
older generations and their 
families. Each product  
is backed by research and  
has been developed with people 
effected by dementia to make 
sure that they are designed with 
meaning, purpose and care.

@AHPdementia 
www.alzscot.org

@Lab4Living 
www.lab4living.org.uk www.designedwithcare.co.uk

http://www.alzscot.org
http://www.lab4living.org.uk
http://www.designedwithcare.co.uk

