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Co-designing a dementia-specific education and training program for
home care workers: The ‘Promoting Independence Through quality

dementia Care at Home’ Project

Undertaking co-design with the end users of services has rapidly evolved as the
best-practice approach to program design, development and implementation.
Increased interest in using participatory co-design in dementia care has drawn
attention to the need for evidence-informed methods for facilitating the
meaningful involvement of people with dementia and their family carers in co-
design activities. The aim of this paper is to describe the co-design framework
used in the co-design of a dementia specialist training program for home care
workers. The Promoting Independence Through quality dementia Care at Home
(PITCH) program is a successful example of co-design methodology used across
multiple project stages and with various stakeholder groups, including people
living with dementia, family carers, home care workers, managers and
researchers. Co-desigh methods were tailored to each stage, purpose, and
stakeholder group, and to facilitate the involvement of people living with
dementia. Findings provide unique insights into optimising input from co-design
partners, including people living with dementia; the methodology, conditions and
requirements for participants to co-design and implement ideas; and perspectives
on the enablers and challenges of using co-design in this population. In this
paper, we present a comprehensive approach for involving people living with
dementia as active and equal contributors in inclusive and meaningful

participatory co-design.
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Introduction

Co-design is a method of facilitating the meaningful involvement of consumers
and people with lived experience in research and practice (Blomkamp, 2018; Leorin et
al., 2019) and is increasingly being incorporated into research designs when developing
interventions to ensure user needs are adequately addressed (Steen et al., 2011;
Trischler, Pervan et al., 2018). People living with dementia, particularly those with
later stage dementia, have historically been largely excluded from participatory research
(O’Sullivan et al., 2013), however, the use of co-design methods can facilitate the
active, meaningful involvement of people living with dementia in such research,
including in service design and delivery (Swarbrick et al., 2019) . The dementia
advocacy movement in particular has supported this shift, promoting active rather than
passive involvement of people living with dementia in research (Bryden, 2015).

Co-design as a participatory design approach validates lived experience, placing
it on equal footing with professional experience. In co-design, people who use, or are
affected by, a service have a key role in providing expertise based on their lived
experience, and are invited to participate in its design, implementation, review and/or
delivery. As a result, innovations to service design or improvement are more likely to be
useful, effective and sustainable (Trischler, Kristensson & Scott, 2018). A recent co-
design project of an intervention with family carers of people living with dementia
reported ‘experts by experience’ particularly enriched the process of designing an
intervention by ensuring it was clear and engaging and by their knowledge of
overcoming barriers to implementation (Rapaport et al., 2018).

While frameworks for co-design exist for use in general health settings
(Trischler et al., 2019; Bird et al., 2021) and also for specific use with groups with
health conditions (Grant et al., 2021; Jessen et al., 2018) there is little evidence for

which particular frameworks and methodology are most effective for engaging people



living with dementia and their family carers in the co-design process. This is despite
studies suggesting the effectiveness of co-design is dependent on its process, including
which users are involved and how their involvement is facilitated (Trischler, Pervan et
al., 2018). A systematic review investigating the methods used to engage people with
dementia (and their carers) in co-design, and the barriers and facilitators to co-design in
this population is being conducted by the authors to add to the evidence-base

(PROSPERO 2018 CRD42018088748).

Definition of co-design

Variation in the conceptualisation and operationalisation of co-design exists
within the literature, particularly when involving people living with dementia (Wang et
al., 2019), and when discussed in relation to overarching design processes of co-creation
and co-production (Niedderer et al., 2020; Tsekleves et al., 2020). In this study, we
follow the principles of Sanders and Stappers’ (2008) approach to co-design: shared
decision making; equal partnerships and emphasis on creativity and innovation;
engaging end-users in an equal partnership in the idea generation; and development of
products, resources and services intending to address their needs

Most earlier co-design studies involving people living with dementia in
developing interventions are predominately outcome focused (i.e. designing products
orprograms) and typically report the results of these of co-designed outputs (Faucounau
et al., 2009; Robinson et al., 2009), rather than providing guidance on methodology,
such as how co-design activities should be conducted or facilitated with people living
with dementia. Studies have described key considerations for supporting ongoing
involvement of people living with dementia in in co-design processes (Goeman et al.,
2019; Treadaway et al., 2019), and traditional co-design tools, engagement techniques

and processes may require modification in order to use with people living with



cognitive and sensory impairments (Hendriks et al., 2015). The use of personalised
approaches (Branco et al., 2017), art based methods (Tsekleves et al., 2020) and probes
such as visual cards and diaries (Niedderer et al., 2020) have been explored as ways to
engage people living with dementia in co-design processes. More work evaluating
outcomes of involving consumers (including people living with dementia) in co-design
would also be useful and is currently lacking.

One approach used in co-design is the World Café approach, which has been
used successfully in many health-related studies. The World Café methodology
promotes the involvement of consumers and communities in research through
meaningful partnerships (Brown,2005) and is an effective and flexible format for
hosting and fostering constructive large group dialogue. This approach privileges the
involvement of consumers and communities in research by creating meaningful
partnerships through an interactive exchange of insights on issues, utilising a
‘conversational process’ among groups, and thereby accessing collective intelligence
(Fouché & Light 2011). In a World Café, all participants are regarded as experts of their
own lived experience and are supported to contribute experiential knowledge. There is
no pressure to reach consensus, as diverse perspectives are encouraged and valued. The
World Café methodology has been found to be a valuable, participatory, flexible
method that can be used for meaningful research collaboration and prioritisation with
marginalised communities, and aligns with high-quality engagement for research
(MacFarlane et al., 2017). Despite its potential, there is limited evidence in the literature
of the use of World Cafés with people living with dementia and family carers. Swanson
(2014) employed the method with people living with dementia and family carers to

improve dementia services, and Smith & Phillipson (2020) with family members of



people living with dementia to improve care and support people with dementia in
residential aged care facilities.

The aim of this paper is to describe the methodology used in the co-design of a
dementia training package for home care workers, and the approach for supporting the
involvement of people living with dementia, family carers and care workers. It reports
feedback from participants about the co-design experience and discusses the strengths

and challenges of the approach taken.

Methods

Co-design method for the PITCH program

The objective was to co-design an education program to upskill home care
workers by improving their dementia literacy and confidence, improve quality of care
for people with dementia and reduce family carer burden (the program is currently
being formally tested through a randomised controlled trial, ACTRN12619000251123).
The key principles of co-design used in this project include the participation of all
stakeholder groups in the development process, the creation of ownership (collective
leadership) and using outcomes to assess effect (Bradwell & Marr, 2008). The research
team created a culture to uphold the principles of co-design and relationship building
and all activities were centred on a group of people working together as equals. The five
stages in our methodology and how they relate to co-design processes (e.g. Barbera et
al., 2017 and Sanders & Stappers, 2008) are outlined in Table 1.

Table 1. The stages of the PITCH co-design methodology and how they relate to co-

design theory processes.

Co-design process PITCH co-desigh component




Understand and define Stage 1. Establish key partnerships and
Prepare / Develop understanding/ Project Advisory Group
Contextualise / Explore / Define problem

Stage 2. Qualitative interviews and focus

groups The Project
Ideate Stage 3. Co-design workshops/forums Advisory Group
Envision, idea generation, operationalise, was involved at
conceptualise and develop prototype every stage
Test Stage 4. Piloting of program
Feedback, refine, test
Assess and reflect, enact and refine Stage 5. Final development of training

materials

Ethics: This project received ethics approval from the Austin Hospital
(HREC17Austin537). Signed informed consent was obtained for all stages of the
project from all participants or from their nominated proxy, before any co-design
activities took place (i.e. prior to interviews, focus groups, and workshops). The
exception was Project Advisory Group members, who were not required to provide
informed consent.

Stage 1. Establish key partnerships and Project Advisory Group (PAG)

Based in Australia, the PITCH project involved a large international team of
researchers, people living with dementia, family carers, and home care workers, case
managers and service managers from home care service providers. Other collaborators
included international dementia training and education experts, and representatives from
industry, advocacy bodies and healthcare providers.

The research team established a project advisory group (PAG) of 17 members,

including representatives from aged care assessment teams, family carers, advocacy



bodies, government departments, service providers, people living with dementia
(including young onset dementia), and home care workers. This group met quarterly,
chaired by a dementia advocate and family carer of someone living with dementia.
Members attended in-person or via video conference. Terms of Reference were
developed collaboratively with the members, and the PAG provided direction and
guidance to the project team, communicated the status of the study to relevant key
stakeholders, and provided guidance and input into the conduct of all project stages. The
PAG members were also involved in the co-design and development of the PITCH
project and program, and ensured the project was respectful of the experience of the
people living with dementia and their carers.

All consumer representatives were paid SAUDG0 per hour for their time at each
meeting (whether attendance was in person or virtual) via gift cards, and taxi vouchers
were provided for in-person meetings. The chair was paid a yearly honorarium. For the
duration of the project, each member living with dementia was partnered with a
researcher, and this relationship was kept as consistent as possible, with the researcher
providing documents and contacting the person before meetings for any clarifications
and questions, and to organise the logistics of attending the meeting. They also sat next
to each other during in-person meetings, so the researcher could optimise their
participation and privilege their voices (should they need it), by directing them to the
correct documents, checking their comfort and understanding (including the speed and
method of information presentation was appropriate, and if they wished to receive
modified written materials with larger text size on one-sided copies), and by ensuring
they did not feel rushed when engaging with the group. This approach ensured that they
could continue to participate as their symptoms of dementia progressed over the four-

year project.



Stage 2. Qualitative interviews and focus groups

The co-design process included a qualitative study exploring perceptions of
home care delivered by service providers in Victoria, Australia, in 2018, and how it
could be improved. Participants were recruited using purposive sampling from eight
service provider partners, who disseminated advertisements and letters of invitation to
their staff and clients living with dementia. Those interested in participating were asked
to contact the researchers directly for study information provided by telephone or mail.
Forty-three participants were interviewed or took part in focus groups. Four people
living with dementia, 15 family carers, 10 home care workers, and 14 managers (nine
case managers and five service managers) participated. All four people with dementia
had received a diagnosis of later onset Alzheimer’s disease, and were at least seven
years post diagnosis. Participants were interviewed using a semi-structured interview
schedule, designed to better understand the experiences of people living with dementia,
their carers, and home care professionals regarding home care. Individuals living with
dementia were able to participate on their own or with their family carer, and family
carers could choose to participate without the person they were caring for, depending on
their preference, and at the location and time of their choice. Of the four participants
with dementia, three were interviewed on their own, and one was interviewed together
with their carer. The participants living with dementia mostly nominated to be
interviewed in the morning and in their own homes, to maximise comfort and cognitive
ability. Interviewers were experienced in dementia research and in communicating with
people with cognitive impairment (such as using the strategies to promote effective
communication with a person with dementia in Jootun and McGhee (2011). The initial
qualitative themes were reviewed by the PAG, and results have been published

(Polacsek et al., 2019).



Stage 3. Co-design workshops (World Cafes)

Forty-six people with dementia, their family carers, and home care staff
participated in four community-based co-design workshops using the World Café
methodology, where participants came together (in person) in a group format to co-
design the content, length, delivery and setting of the PITCH training program (Fouché
& Light, 2011). Participants were recruited from those who took part in the qualitative
study in Stage 2, and via advertisements and service provider and research institute
newsletters. Recruitment of family carers and people living with dementia was
facilitated via patient and carer advocacy organisations. Five individuals with dementia
participated as co-designers, attending multiple workshops. Four of these individuals
attended with their family carer (n=13 carers who also attended multiple workshops).

The workshops were conducted in accordance with World Café’s seven
integrated principles: (a) set context; (b) create a hospitable space; (c) explore the
questions; (d) encourage everyone’s contribution; (e) connect diverse perspectives; (f)

listen together for patterns; and (g) share collective discoveries (Box 1).

Box 1. World-Café forum methodology.

1. Participants were welcomed to the café and invited to sit in groups of approximately 4-5
participants at separate tables. The facilitator set the context for the event, and introduced the principles
of a World Café and ground rules for participation.

2. Each table had a table host, and participants brainstormed and discussed the table topic. The
tables were covered with white paper ‘tablecloths’ and participants were provided with pens and markers
to take notes, write, and/or illustrate the ideas from the discussions. At the end of the ‘table’ discussion
(which typically lasted about 15 minutes), participants rotated as a group to another table to discuss a

different question.




3. The ‘tablecloths’ with the notes and ideas from each table were put placed on the walls after each
table rotation for further sharing, and participants provided with sticky, coloured paper dots. Participants
were instructed to stick them on the ‘tablecloths’, to indicate their top three priorities or responses to
questions. They were also given blank post-it notes and encouraged to use them to add to the
‘tablecloths’. Researchers were available to scribe if necessary. This method maximised participation in
large group discussions and provided participants with additional and multiple opportunities to have a
voice in the generation of responses to questions as well as in the group priorities.
4. The table host recorded discussions and remained at the table to provide a brief summary to the
incoming group about the discussions of the preceding group to encourage cross-fertilisation of ideas and
knowledge. As succeeding groups responded to the question, a rich set of responses gradually developed.
5. After all groups had responded to each topic, responses from all discussions were shared with the
full group. Key responses for each question were summarised and opportunity provided for participants to
offer any further input and feedback. This also served as a form of member checking before the workshop
concluded. Participants completed evaluation forms on the workshop process.

Data consisted of notes and observations, participants’ tablecloth comments, summary sheets
from the scribe, results of activities, photos, written notes, and drawings. Participants could also record

key insights from the co-design process (in the form of short video recorded ‘vox-pops’).

At the preparation stage, the research team and PAG considered how to
maximise the participation of all participants, particularly of the people living with
dementia. The underpinning philosophy was that optimising the co-design methodology
for people living with dementia also optimised participation for all. The methodology
was designed to ensure participants would feel safe and have their voices heard, with
activities suitable for participants’ cognitive abilities. The cafes were three hours, with
frequent structured breaks. Throughout, the research team encouraged participation,
actively managed group dynamics, and were mindful of transparent and rapid conflict

resolution and negotiation. The following principles were followed:



o Ensure the voices of people with dementia were heard (facilitators specifically
asked, and provided ample time, for people with dementia to ask and respond to
questions);

e Opportunities were given for the persons living with dementia to have a support
person (one-on-one support was offered to the people living with dementia,
either by their family carer or by a member of research staff);

e Ensure peer support for people living with dementia and their carers (there was a
small cohort of people living with dementia and a larger group of family carers);

e Provision of adequate breaks in the program, and the availability of quiet rooms
participants could use at any time for a break;

e People living with dementia and their carers were grouped together for table
discussions, separate from home care workers and their managers;

e Tasks involved a combination of limited choices as well as ‘blue sky’ thinking;

¢ Instructions were repeated and re-iterated, and a range of formats verbal and
written) were provided;

e Language used was respectful and inclusive, and adhered to the language
guidelines from Dementia Australia (2018);

e Handouts and slides were developed using a colour scheme with high contrast
levels, plain backgrounds, and large, clear sans serif font, to improve readability

and assist those with memory or visual impairment.

Table hosts were health-care professionals, research staff, service provider staff
and family carers. Unfortunately, none of our co-designers living with dementia
accepted invitations to host a table. Table hosts were briefed about the above
considerations, the World Café principles and approach, and provided with written

instructions prior to the cafés. All hosts were experienced in interacting with people



with cognitive impairment and were mindful of creating space for those with dementia

to participate and provide input.

World Café workshops 1 and 2: Topic areas and co-design activities

Workshops 1 and 2 focused on further understanding the problem and idea
generation of what the PITCH program should contain. The topic areas were informed
by the qualitative study and refined by the research team and PAG to stimulate
discussion and to explore participants’ needs and concerns about dementia care
delivered by home care workers, dementia literacy and knowledge, attitudes, practices,
and any other determinants that influenced preferences for the PITCH program.

To develop a deeper understanding of the problem in the initial stages of co-
design, we used creative tasks such as developing ‘ideal’ home care worker personas,
narratives and storytelling. Creativity plays an important role for people living with
dementia (Camic et al., 2018), as it is an engaging social activity that can provide a
conversation model for people with dementia, even in more advanced stages (Fels &
Astell, 2011) and has been shown to improve communication and affect in people with
dementia, relationship quality (Vigliotti et al., 2018), communication and mood
(Phillips et al., 2010), and alertness (Fritsch et al., 2009). As mentioned above, people
living with dementia and their carers were grouped together for discussion, but separate
from home care workers and their managers. Additionally, managers were also
separated from the home care workers, to minimise boundary issues or power

inequities. The table topics and activities are listed in Box 2.

Box 2. World-Café table topics and activities for workshops 1 and 2

Table 1. All participants created their ‘ideal’ home care worker. They were provided with nine pre-

printed values cards and 3 blank cards where they could write their own values. The group was




instructed to pick their top five attributes of a home care worker and stick them to a generic figure of
a person, and to draw and decorate this ‘ideal’ home care worker. The values were Knowledge of
dementia, Kindness, Empathy, Flexibility, Compassion, Dependability, Respect, Courtesy,
Communication Skills. These were adapted from the results of the qualitative interviews and the
Personal Values Card Sort (Miller et al. 2001).

After the first table, the people with dementia and family carers were asked the following
questions:

Table 2.

Thinking about the person you just created, what do you think home care workers need (to know) to
do their job well?

What does this home care worker need to know about you?

Table 3.

What knowledge/skills should home care workers be taught in a new training program?

What things do you think home care workers need to know about the best way to support you and

understand you or to respect your needs?

The home care workers and managers were asked the following questions:

Table 2.

What do you think would be good to learn in dementia training?

What information / skills do you think home care workers need to learn to be able to better support
the person living at home with dementia and their family carers?

Table 3.

What format should the new training program take?

What is the preferred setting for delivery of the PITCH program, such as in-person, online, or a mix?
Who should provide the training?

What duration and how often should sessions be?

What would make the information in the program more meaningful and useful to you?

What cost is acceptable for this sort of program?




All groups also moved to Table 4 to discuss stories and scenarios, where the questions were:

Tell a story about giving or receiving home care

Describe a situation where something was challenging

One story per table was shared with the wider participant group (shared by either the Table Host or
the participant, if they were comfortable doing so). Table hosts wrote down all stories discussed at

the table.

At the end of the workshop, the data were transcribed and imported into QSR
International’s NVivo Version 11 software for Windows (2015) for thematic analysis
(Braun & Clarke, 2013) independently by two research team members who were
present at each workshop. The two researchers discussed their initial coding and themes
in order to reach consensus on themes and hierarchy of coding structure. Emerging key
themes were displayed as an explanatory model (Miles et al., 2019). A third researcher
who also attended the workshops reviewed the emerging themes. Any difference of

opinion was discussed among the researchers and PAG until agreement was reached.

World Café workshops 3 and 4: Topic areas and co-design activities

Thirty-four participants who attended the first workshops were invited to this
second round of workshops two weeks afterwards, which focused on ideation and
further refining ideas to co-design a prototype PITCH program with specific modules
and learning objectives. The World Café methodology was used again, which served to
enhance participant checking, as they were able to see and verify how their
contributions in workshops 1 and 2 had been used to co-design the program.

A prioritisation activity was used in workshops 3 and 4, where the top key

priorities and suggestions identified from the previous workshops 1 and 2 were collated



and presented. There were between 9 and 14 priorities from the workshops, and

participants were instructed to select 5 topics of most interest/importance from the list.

They could also list other topics of interest/importance. Brainstorming activities were

also conducted. In this way, participants provided refinement, feedback, adaptation, and

fine-tuning of the content and delivery of the prototype PITCH program. Table topics

and activities are listed in Box 3.

Box 3. World Café table topics and activities for both workshops 3 and 4

CONTENT of PITCH program

All participants in one room
People living with dementia and
family carers at two tables
Home care workers at two
tables

Home care managers at two

tables

10 mins per question, plus time

to rotate

Table 1: What do you think a home care worker should know about
dementia?

Table 2. How does dementia affect the individual person?

Table 3. How could scenarios be used in the PITCH program?

Table 4. How do you communicate effectively with a person living with
dementia?

Table 5. How can the family carer and HCW work together to better
support the person living with dementia?

Table 6. What resources would be most useful for home care workers

providing support to a person living with dementia?

DELIVERY of PITCH program

Split into two rooms:

People living with dementia and
family carers

Home care workers and

managers

Discuss as a group:

Practicality

Face to face training (How long? Format?)
Online training (How long? Format?)
Pre-reading

Delivery by?

Certification




Methods of evaluation

At the end of the co-design workshops (Stage 3), participants completed
(anonymous) evaluation forms regarding the co-design methods and approaches used.
Thirty-seven co-design participants completed evaluation surveys for Workshops 1 and
2, and 27 participants completed evaluation surveys for Workshops 3 and 4. Participants
also completed an evaluation form at the end of each pilot (Stage 4), , containing
questions around presentation content, delivery, organisation and satisfaction with the
training, and included questions regarding application and confidence. These results,
together with the project team’s observations and experiences, wereused by an

education expert and PAG to further develop the training materials.

Findings

Participant feedback on the co-design methodology

The evaluation surveys indicated people involved in the World Cafés were
highly satisfied with the process and felt able to contribute as co-designers. The positive
feedback from all participants supports the co-design approach used in this project (see
Box 4 for examples of feedback, and Figures 1 and 2 for a summary of participants’
evaluations).

Box 4. Examples of (anonymous) feedback received by participants, in response to the
following free text questions on the evaluation form: 1) What are the key things you
have learned? 2) Do you feel the process could be improved in any way? If so, please
explain how; 3) Other comments that may help improve our process? Any other

comments in general?



| wanted to share how wonderful the workshop was, and really felt it captured the gaps in current
training and areas we can really make a difference.

It was great to be part of the workshops and have the opportunity to not only express my opinion,
but also to hear and learn from the views of others.

We felt very welcome and our thoughts respected.

| feel the two workshops have been very well thought out and prepared. There was a relaxed feel and
an inclusive feel with us all.

| loved the way it was organised with the World Café.

** Figures 1 and 2 to be placed around here**

The free-text responses highlighted some areas for further improvement.
Participants in workshops 1 and 2 suggested more workshops for ongoing review and
evaluation, more groups with participants separated depending on experience levels
(e.g. care workers with 1-5 years' experience compared with those with 5-10 years; also
case managers with 1-5 years' or 5-10 years' experience), and more time to exchange
ideas/issues with providers and care workers. Some participants suggested the
workshops should include a mix of both paid and unpaid family carers, but others
suggested these groups have independent co-design workshops, where service providers
and paid carers were not present in the same workshop. Several participants also noted
an outline of content and processes of the workshops should be sent before the sessions
(perhaps via email), to help participants process information prior to the workshops,
which would help them focus on the most important issues.

For workshops 3 and 4, areas for improvement included more time allocated
within the day and longer sessions to allow for greater discussion, additional
workshops, and minimising overlap in questions. Participants also commented that

providing the results of workshop 1 and 2 prior to the workshops (via email) would



have allowed a considered response and for each group to understand the differing
priorities between care providers and care recipients. Other suggestions were to keep the
groups diverse instead of separate to enhance interaction with all groups, and combining

all sectors together to discuss their perspectives and find common ground.

Stage 4: Piloting of program

The prototype of the PITCH program co-designed in Stages 1-3 (and associated
materials such as slides, videos, and workbooks) was piloted in the following groups of
end-users to test whether the co-designed product met their needs: 11 home care
workers and their managers in an experienced dementia specialist home care service
provider (Alzheimers WA); four home care workers and their managers in a non-
dementia specialist home care service provider (Mercy Care); six PAG and research
team members.

The average responses received on anonymous participant evaluation forms
rated the co-designed end product highly. For example, Figure 3 shows the results of the
evaluation forms from the first pilot session with 11 experienced dementia specialist
home care workers.

** Figure 3 to be placed around here**
Stage 5. Final development of training materials
The combined results of co-design stages 1-4 were then shared with national and
international collaborators, education experts and design consultants, in order to refine
the final PITCH training program. In this stage, the co-designed content and materials
were not significantly altered, and the amendments made predominantly related to
shortening content, improving the aesthetics of the materials, and developing the

content into learning packages that complied with adult learning principles.



Discussion

The significance of this paper lies in its description of the process of conducting
co-design with a range of stakeholders, including people living with dementia and their
family carers, as well as home care workers and managers. The process optimised input
from service providers, service managers, case managers, home care workers, people
with dementia, and family carers, and was designed for each group to provide
meaningful contributions as true project partners, so the ultimate PITCH program
genuinely met the needs of end-users. The program is currently being tested through a
randomised controlled trial.

Apart from designing the co-design processes with the person living with
dementia in mind, as described in the methodology, other aspects of the methodology
that facilitated meaningful partnerships and effective co-design (drawn from the

observations of the research team and discussions with the PAG) were:

Team commitment to co-design

Having a team of researchers and advisors who were interested in each other’s
views and the views of the broader participant group was essential in ensuring the end

product achieved the desired outcomes.

Peer support for people with lived experience

Peer support was key to the involvement of people with lived experience in this
project and is known to be critical in engaging people with a disability in research or
advocacy (Repper & Carter, 2011). However, it is less clearly articulated in research
involving people with dementia and their carers. A recent review of patient and public
involvement (PPI) in dementia research in the European Union found a need to

understand the process and the costs of PPI as well as better evaluations, but there was



no mention of the support needs of PPI participants (Miah et al., 2019). The Briefing
Notes for Researchers for public involvement in NHS, public health and social care
research (INVOLVE, 2012) suggest it is important to have more than one person with
lived experience represented in a research project, but their rationale is to generate

diversity of experience, rather than to provide peer support.

Experienced family carer chair of PAG

The Chair of the PAG is an experienced family carer and chairperson, who
ensured the voices of people living with dementia and those in rural areas (who attended
via a video platform) were heard. Strategies introduced by the chairperson included
asking presenters to pause at regular intervals to give time for reflection and comment,
and taking time to question group members and invite their input. The chairperson
worked with the research team to set the agenda and to reduce the number of agenda

items to facilitate inclusive and robust discussion between all participants.

Café style workshops

The World Café methodology is designed to produce a welcoming atmosphere
as well as activities enabling equal contributions from all participants. The café-style
atmosphere was enhanced by environmental design considerations, including a
convenient central location, ensuring comfort with optimal temperature and seating
arrangements, plentiful catering and room decorations (such as flowers and posters). We
were able to hold all our workshops face-to-face, but in the light of the COVID-19
pandemic and the restrictions on face-to-face meetings, future approaches will need to

consider on-line co-design workshops.



The co-design methodology used in this project was effective for our project,
and we plan to use this methodology in future studies. However, in reflecting on our

experience, these are some challenges to address for any future work:

Management of competing views and expectations

Our methodology prioritised the benefits of hearing each other’s points of view
and the opportunity for all groups to work together on a common task. There was
careful management of this in the workshops, where, in this instance, we decided to
group people living with dementia and their carers together for table discussions, with
the other tables comprising of those providing care. This approach was used as a
response to some negativity and service complaints that were detected towards home
care workers in the qualitative interviews held prior. We did not want to expose home
care workers to this directly in the co-design workshops, and did not wish the
workshops to be a forum for complaints (towards the home care workers or towards the
people with dementia or their carers). Although we separated the groups for the table
discussions, we ensured that there was adequate time in the agenda for group discussion
(such as in the lunch period, and in the summary and discussion sessions) so all co-
designers could directly hear and discuss (together) the views of other participant
groups. Other co-design projects may consider combining all groups of co-designers, if
appropriate.

As expected, the co-design process highlighted diverse views and expectations
regarding the training program. For example, family carers preferred that home care
workers attend a full year of weekly evening classes to attain a specialist certificate in
dementia care for home care workers, while case managers mentioned the unfeasibility
of this and suggested training could take place in the 15-minute handover between work

shifts. After refining with the co-design participants in the second series of workshops



(particularly the question of practicality), the research team worked with a learning
designer to incorporate the content into a feasible program, which was two three-hour
workshops, guided by the preferences of the stakeholders and considerations of
feasibility. Whilst we did not go back to the workshop co-design participants after the
final design, we discussed the final structure of the PITCH program with the 17 co-
designers on our PAG, and conducted piloting with three groups of separate co-
designers. Although it was challenging embedding multiple stakeholder groups as co-
design partners, the diverse opinions and viewpoints resulted in an outcome more likely
to meet the needs of all end-users. Participants heard different points of view to inform
their opinions, such as practical and financial constraints, and the resources required to
deliver programs such as PITCH. Overall, there was value in sharing competing

opinions, as participants heard each other’s points of view and rationale.

Co-designing with people living with dementia and family carers

Cognitive impairment can impact meaningful participation in a range of
activities, including participatory co-design. As reflected in this paper, there were
accommodations and modifications made to facilitate the involvement of people with
dementia. These were not challenging to implement, and the benefits of involving the
dementia community far overweighed any efforts made to accommodate them.
Although dementia is a progressive illness, this did not significantly affect the co-design
workshops in this project, which spanned approximately two months for each
participant. However the co-designers living with dementia who were members of the
PAG were involved in the project for approximately four years, and their symptoms did

progress.



Translating ideas into a training program

Another challenge was in translating the ideas developed and collected in the co-
design process into two three-hour workshops that were based on adult learning
principles. The use of adult learning principles meant that the program had to be goal
oriented, time given for participants to share their prior experience, to be interactive,
rather than didactic and to include real life practical examples. This all takes time,
which was initially difficult to estimate. The first pilot test revealed our material was too
extensive to cover in a six- hour training program. Thus, some ideas from the co-design
process had to be excluded. This process also took much longer than expected and
required assistance from the PAG, and additional expertise from a learning designer and
education expert, which had not been anticipated. This expert consolidated the ideas

into learning packages, attending all PAG meetings to liaise with members.

Limitations and future research

We did not conduct a formal evaluation of the co-design process. Future
research is needed to evaluate co-design from the perspectives of all stakeholders, as
well as the outcomes of co-design compared with researcher-led studies. More strategic
purposive sampling would strengthen participant diversity, particularly to reflect the
cultural and linguistic diversity of the aged care workforce in Australia.

One of the more persistent challenges of engaging people living with dementia and their
family carers in research is recruitment of adequate numbers (Bartlett et al., 2019),
which we experienced in this study. There may be barriers such as a lack of awareness
about research participation opportunities, a lack of suitable study partners, and/or the
perception that involvement in a research project can be too difficult. Potential family
carer participants are living with or caring for someone with a disabling and progressive

condition which has many challenging aspects, and may not have the capacity to



become involved in a project. Further, people who are willing and able to become
involved are often called upon regularly and may be involved in a range of projects,
resulting in participation fatigue, and may also become less representative of the
population as they become more familiar with research processes. Other challenges
relate to the overall health of the person with dementia and their carers. Future research
should seek to enhance the authenticity of the principles of co-design by targeted
recruitment of people living with dementia to host tables in the co-design workshops,
and to chair/co-chair the PAG. We hope that recruitment will be facilitated in the future
by more awareness of co-design projects such as the one described here, and co-design
teams using our findings to optimise the experience of co-design with the dementia

community, leading to positive outcomes and experiences for all.

Conclusion

This paper provides insights into the methodology, conditions, and requirements
that enable multiple stakeholders, including people living with dementia and their
family carers, to come together to effectively co-design a shared outcome.. Strategies
are presented for facilitating meaningful participation as partners in the co-design
process, and reflect the lessons learned about the enablers and challenges of co-
designing with this population. Our findings highlight the importance of peer support
for people with lived experience of dementia, having people with lived experience in
leadership roles, designing the process to facilitate active engagement of people living
with dementia, having welcoming, warm and well-catered World Café workshops and a
strong team commitment to the overall process. Together, these elements underpin

effective co-design in dementia research.
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Figure captions list:

Figure 1: Average scores on evaluation of PITCH co-design workshops 1 and 2 from 37

participants
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Figure 2: Average scores on the evaluation of PITCH co-design workshops 3 and 4
from 27 participants, including opinions from participants on the PITCH prototype they

started co-designing in workshops 1 and 2 that they were refining.
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Figure 3. Average scores on the evaluation of PITCH pilot by 11 experienced dementia

specialist home care workers
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