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Journeying through dementia is the 
first design-led research enquiry 
to explore the role of design in the 
implementation of post-diagnostic 
dementia support. An iterative co-
design research process drew on 
insights from individuals with the 
condition and clinicians to underpin 
the development of a product 
comprising of a set of curated 
creative tools to enable people to 
live well with dementia.
 
It is estimated that 47.5 million 
people have dementia. In the 
absence of a cure, emphasis has 
been placed on the development 
of interventions focusing on quality 
of life. Post-diagnostic support, 
where individuals are supported to 
develop strategies to live well with 
the condition, has formed the basis 
of global health policy.
 
Whilst there has been a growing 
interest in the role that design-led 
interventions can play in promoting 
quality of life of people with 
dementia (e.g. Treadaway, 2018), 
to date no studies have considered 
the role of design in post-diagnostic 
support in health-care services.
 
Building on previous research 
(Craig and Mountain 2012) this 
new enquiry focused on the role 
of design in the operationalisation 
of a supported self-management 
approach for individuals at an early 
stage of their dementia journey.
 

National Education Scotland (2017) 
and The Health and Social Care 
Alliance funded the research. 
Staff from Fife and Aberdeenshire 
participated in 4 iterative co-design 
workshops using a thinking-
through-things methodology. This 
culminated in a research-informed 
product which is the basis of the 
roll-out of the intervention as part of 
the Connecting-People-Connecting-
Support dementia policy document 
for AHPs in Scotland.
 
The materials are hosted on a web-
based platform Connecting-People-
Connecting-Support enabling 
access during this present COVID-
Pandemic.
 
This research has been widely 
disseminated through national 
and international conference 
presentations, workshops and 
webinars. 

Above: Journeying Through Dementia Materials
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Above: Video of Journeying Through Dementia facilitation materials. 

This video demonstrates the contents of the Journeying Through 
Dementia product. All elements have been co-designed and are 
evidence based.

https://youtu.be/bSYfu2HZEuo
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The aim of this element of the 
enquiry was to build understanding 
of the requirements of occupational 
therapists facilitating the Journeying 
through Dementia intervention in 
practice. The design-led research 
sat within a broader improvement 
science test-and-learn methodology. 
Twenty occupational therapists 
from older people’s mental 
health services across Fife and 
Aberdeenshire participated in 
four iterative co-design research 
workshops.  
 
The methodology of exhibition in 
a box’, by Chamberlain and Craig 
(2013) was applied in this study. 
Inspired by Duchamp’s ‘Boîte 
en valise’, it is a form of object 
elicitation and in this research was 
used to curate a series of creative 
activities (quotes, images, objects), 
to scaffold thinking and prompt 
conversation. Exhibition in a box’ 
provides a tool and structure for 
design and health practitioners to 
creatively engage with older people.  
 
Photographs of activities people 
had found meaningful offered an 
opportunity to discuss broader 
needs and perspectives and how 
the facilitators might support their 

needs. A range of objects prompted 
discussion relating to value and 
values. Consent was given to record 
conversations and notes were taken 
throughout the co-design workshops 
with participants encouraged 
to include written comments in 
response to the artefacts that were 
shared. After each workshop this 
data was collated was analysed 
using a simple thematic analysis 
(Braun and Clarke 2006) and 
the next iteration of objects and 
materials were crafted to embody 
and respond to this feedback. 

‘It’s kind of ageless, the design 
is not stigmatising’; ‘The design 
inspires hope and creates 
excitement’ and also for the 
therapists; ‘I feel that it will add to 
the quality of life of my patients 
as well as to my working life’; ‘It’s 
an excellent resource for patients 
and to celebrate the good work 
that OTs do offer.’ (Feedback from 
participants)

Above: Co-design workshop, Aberdeen

Above: Co-design workshop, Fife

Funding was received from National Education 
Scotland in 2017 and two sites were identified in 
Scotland by the Allied Health Professions policy 
lead for dementia.
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This culminated in a research-informed product, the iterations of which 
are illustrated here. 

September 2017 [insert link 4a]

September 2018 [insert link 4b]

February 2018

March 2019

July 2018

September 2019 [insert link 4c]
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Above: Paper [insert link Page 5a]

A full description of this phase of the 
work in the context of the evolution 
of the Journeying through Dementia 
programme is described in the 
following paper: [insert link Page 5a]

Implementation of the Journeying 
Through Dementia programme in 
Scotland was the basis of an impact 
report produced by the AHP lead 
which showed 71% of participants 
who engaged in the programme 
reported improved quality of life.

‘Journeying through Dementia has been a key component in the 
delivery of the dementia strategy for Allied Health Professionals in 
Scotland. Evaluation of its impact in the first 2 demonstrator sites 
in Scotland showed that 71% of participants who engaged in the 
programme reported improved quality of life’ (AHP Policy Lead, 
Scotland)

Above: Impact report [insert link Page 5b]

http://shura.shu.ac.uk/26850/
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Reach of the research has included 
its adoption by services in Wales 
and Scotland. The web platform 
hosting the materials has been 
had over 50,000 page views since 
launch in March 2020 and is the 
basis of service provision for AHP 
services across Scotland including 
staff affiliated with Alzheimer 
Scotland. This is referenced in the 
NHS England response for people 
with dementia in the context of 
Covid-19.

The work has been widely 
disseminated through invited 
national and international keynotes 
and workshops (Canberra 2020, 
Monash 2019, Aukland, 2018 and 
Newcastle-Upon-Tyne, 2017), 
conference presentations (Boston 
University, 2017 Edinburgh, 2018) 
and national webinars (2020, 2021). 
and the research and materials 
have been shared with services in 
Llanelli CMHT, Bryngolau/St Nons, 
Pembrokeshire and Carmarthen and 
in Fife and Aberdeen, Glasgow and 
Lanarkshire. 

Funding through the Royal Society 
Catalyst grant led to dissemination 
in New Zealand and the formation of 
a group inspired by the research. 

Above: Journeying Through Dementia Group, Wales

Above: Connecting people, connecting support website

See websites:
www.jtd.org.uk
www.connectingpeopleconnectingsupport.online

http://www.jtd.org.uk
http://www.connectingpeopleconnectingsupport.online
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April 2017
Design for the Ageing Brain - Symposium - 
AUT New Zealand

December 2019
Co-design event, Edinburgh

October 2020
Launch of pilots during Self Management 
Week 2020 [PDF 7c]

August 2018
Keynote presentation at Dementia Lab, 
Newcastle

February 2018
Alzheimer Scotland Conference,  
Dunfermline

September 2019
Canberra visiting scholar

November 2018
Facilitator training, Fife

December 2018
Keynote Presentation, Melbourne [PDF 7a]

February 2019
Alzheimer Scotland Conference

October 2019
Facilitator Training, Wales

March 2019
Poster presentation for AHP Career  
Followship [PDF 7b]

Our ability to engage in and participate in activities we find meaningful is central to 
wellbeing. Finding ways to continue to engage in and participate in these activities is 

important for everyone and more so for individuals living with long-term conditions 

such as dementia. Indeed, Tom Kitwood said that being connected and engaged in 

valued roles and occupations was at the heart of personhood.

Journeying though dementia is an evidence based programme that has been created 

by occupational therapists and people with dementia. It aims to promote continued 
engagement in meaningful activity through equipping individuals at an early point 

of their dementia journey with the knowledge, skills and understanding of ways to 

continue to do the things they enjoy for as long as possible.

These skills are developed in weekly groups supported by occupational therapists 

where participants have the opportunity to build understanding, share techniques 
and experiences and engage in activities to put these into practice. A facilitation guide 

and kit of resources has been developed to enable interactive sessions (photographed 

to the left); sessions are framed around 5 themes (illustrated below).

Over the next six months, as part of the Connecting People, Connecting Support  
(Alzheimer Scotland 2017) policy document, Journeying through Dementia will be 

implemented in Aberdeen and Fife underpinned by integrating an improvement 

approach to capture the impact of this work for people living with dementia and the 

occupational therapists facilitating the groups. It is hoped that this will be the beginning 

of a much longer journey, one that will be shaped and crafted by people with dementia 

and therapists across Scotland.

www.lab4living.org.uk   @lab4living   |  @AHPDementia   #WithOTuCAN
For more information contact Ashleigh: ashleigh.gray1@nhs.net or Elaine: ehunter@alzscot.org

Supported by

Designing Post Diagnostic Support 
with People with Dementia

Ashleigh Gray, Elaine Hunter, Claire Craig, Helen Fisher

“We are really  
looking forward to 

facilitating Journey through 
Dementia, it will allow us to 

continue to develop and embed early 
intervention into our occupational 

therapy practice while also providing 
individuals with the skills to engage in 

everyday  occupations within their 
own homes and communities”   

     -  Emma & Bridgetta
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@ashleigh_gray1  |  @elaineahpmh  |  @lab4Living  |  @HelenFisher_

Thank you to Susan  
Haynes, Bridgetta Menton, 
Emma Ingram and Iona 
Parkinson for being 
prepared to try something 
new and NHS NES AHP 
Careers Fellowship 
for supporting this 
improvement project.

References: Alzheimer Scotland 2017 Connecting people, connecting 
support. Transforming the contribution of allied health professionals 
in dementia in Scotland 2017-2020 www.alzscot.org/ahp

April 2019
Facilitator training, Dundee
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See video case studies 
of staff and people with 
dementia describing 
their experiences of 
Journeying Through 
Dementia.

Above: Clinical facilitator feedback

Above: Journeying Through Dementia Group feedback

https://youtu.be/ghRHo7VAZN8
https://youtu.be/JTFEYt9x3Ao
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Connecting People, Connecting Support 
Online is cited in the NHS England response 
to COVID-19 (dementia wellbeing in the 
COVID-19 pandemic: https://www.england.
nhs.uk/publication/dementia-wellbeing-in-the-
covid-19-pandemic/ [PDF 9a]

Sheffield strategy: Alzheimer Scotland 
and is endorsed by the Royal College of 
Occupational Therapists: https://www.rcot.
co.uk/practice-resources/occupational-
therapy-topics/digital-first-occupational-
therapy [PDF 9b]

Sheffield Telegraph Article: Sheffield Hallam 
University team help create vital online 
support for people with dementia: https://
www.sheffieldtelegraph.co.uk/health/sheffield-
hallam-university-team-help-create-vital-
online-support-people-dementia-2546945 
[PDF 9c]

The Star Article: Sheffield researchers launch 
online tool to help people with dementia: 
https://www.thestar.co.uk/health/coronavirus/
sheffield-researchers-launch-online-tool-help-
people-dementia-2544531 [PDF 9d]

Sheffield Hallam University article: https://
sheffieldhallam.sharepoint.com/sites/3018/
SitePages/NHS-selects-Hallam-designed-
resource-to-help-in-fight-against-dementia.
aspx [PDF 9e]

Sheffield Hallam University article: https://
sheffieldhallam.sharepoint.com/sites/3018/
SitePages/Summer-success-for-online-
resource-supporting-people-with-dementia-
and-their-families.aspx [PDF 9f]

Hallam News: https://www4.shu.ac.uk/
mediacentre/sheffield-hallam-launches-
online-resource-support-people-dementia 
[PDF 9g]

https://www.england.nhs.uk/publication/dementia-wellbeing-in-the-covid-19-pandemic/
https://www.england.nhs.uk/publication/dementia-wellbeing-in-the-covid-19-pandemic/
https://www.england.nhs.uk/publication/dementia-wellbeing-in-the-covid-19-pandemic/
https://www.rcot.co.uk/practice-resources/occupational-therapy-topics/digital-first-occupational-the
https://www.rcot.co.uk/practice-resources/occupational-therapy-topics/digital-first-occupational-the
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http://www.sheffieldtelegraph.co.uk/health/sheffield-hallam-university-team-help-create-vital-online-suppor
http://www.sheffieldtelegraph.co.uk/health/sheffield-hallam-university-team-help-create-vital-online-suppor
http://www.sheffieldtelegraph.co.uk/health/sheffield-hallam-university-team-help-create-vital-online-suppor
https://www.thestar.co.uk/health/coronavirus/sheffield-researchers-launch-online-tool-help-people-de
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https://www4.shu.ac.uk/mediacentre/sheffield-hallam-launches-online-resource-support-people-dementia
https://www.england.nhs.uk/publication/dementia-wellbeing-in-the-covid-19-pandemic/
http://www.sheffieldtelegraph.co.uk/health/sheffield-hallam-university-team-help-create-vital-online-support-people-dementia-2546945
https://sheffieldhallam.sharepoint.com/sites/3018/SitePages/NHS-selects-Hallam-designed-resource-to-help-in-fight-against-dementia.aspx
https://www.rcot.co.uk/practice-resources/occupational-therapy-topics/digital-first-occupational-therapy
https://www.thestar.co.uk/health/coronavirus/sheffield-researchers-launch-online-tool-help-people-dementia-2544531
https://sheffieldhallam.sharepoint.com/sites/3018/SitePages/Summer-success-for-online-resource-supporting-people-with-dementia-and-their-families.aspx
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Connecting People, 
Connecting Support
Transforming the allied health professionals’ 
contribution to supporting people living with 
dementia in Scotland, 2017-2020

Connecting People, Connecting 
Support policy document: 
https://www.jtd.org.uk/s/AHP_
Report_2017_WEB.pdf [PDF 10a]

The work has formed 
part of curricula in the 
teaching of occupational 
therapy students 
in Switzerland, the 
Netherlands and Malta 
and is the basis of a 
training programme 
which has been delivered 
in Wales and Scotland. 

https://www.jtd.org.uk/s/AHP_Report_2017_WEB.pdf
https://www.jtd.org.uk/s/AHP_Report_2017_WEB.pdf
https://www.jtd.org.uk/s/AHP_Report_2017_WEB.pdf
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The research has lead to further national and international 
opportunities. Funding through the Royal Society Catalyst grant led to 
dissemination in New Zealand and the formation of a group inspired 
by the research. The research has formed the basis of a AHP Career 
Fellowship by the Royal College of OT and Occupational Therapy Staff 
are delivering the research as part of teaching.

Above: OT news publication

Above: AHP Career Fellowship

Above: Journeying Through Dementia Group, NZ Above: Catalyst Report [PDF 11a]
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