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Emotional level 81

Joy 20 25
Anticipation of the advisory board 4
Through participation in the form of the advisory board 16
Wellbeing 17 21
Sense of belonging and integration 12 15
Pride 12 15
Emotional relief 7 9
Feeling supported 6 7
Security 3 4
Sadness 2 2
Insecurity 2 2
Cognitive level 104
Competence experience 24 23
Making a positive contribution 19 18
For oneself 4

For others 15
Satisfaction with advisory board activity 15 14
Cognitive stimulation 14 13
Reflection on one’s own needs 13 13
Reflection on one’s own dementia disease 11 11
Dementia as part of the self 5
Perception of deficits within the advisory board 6
Confidence 5 5
Curiosity 3 3
Behavioral level 61

Social communication 26 43
Within the advisory board 20

About the advisory board 6

Social contacts 12 20
Contributing resources 8 13
Other activities 6 10
Being authentic 6 10
Social participation 3 5

N = 246 text units.
*Subcategories are right aligned.
**The proportion of main categories and subcategories within the respective dimension.
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ction and topic Item

1. Aim/s The aim of personal and public Involvement (PPI) in the study was to co-design a person-centered stated preference (SP) survey
that was acceptable to, and accessible for, people with dementia with Lewy bodies (DLB) and their care partners.

2. Methods Involvement of the Northern Ireland Lewy Body Dementia Research Advisory Group (LBD RAG), which comprises individuals
with LBD and their care partners, took place as a half-day event in September 2023. RAG contributors were recruited through
advertisements in local Psychiatry of Old Age services, including a LBD clinic, and social media networks. Ten RAG contributors,
comprising four individuals diagnosed with LBD and six care partners, attended the involvement event.

A focus group with breakout interviews was carried out. The focus group involved improving the content and clarity of key study
documentation. The interviews involved RAG contributors completing example choice tasks and providing feedback on how the
accessibility of the tasks could be improved for potential participants. Modifications arising from RAG recommendations were
categorized post-hoc. Feedback from the contributors on their experience of involvement was collected informally through phone
calls conducted by the study coordinator (PSD). Guidelines set forth by the National Institute for Health Research (NIHR) were
adhered to regarding the remuneration of individuals’ time and reimbursement of expenses. One care partner from the RAG is a
co-author on this paper (EW) having made valuable contributions to paper edits.

3. Results RAG contributors contributed significantly to the evolution of the survey instrument. The ways in which contributors informed
the study included:

Providing recommendations aimed at enhancing the clarity of the discrete choice experiment (DCE) attribute descriptions.
Suggesting improvements to make the presentation of the DCE and best-best scaling (BBS) choice tasks more user-friendly.
Sharing their preferences regarding the presentation of information.

Offering advice on enhancing the survey’s clarity and usability.

Providing suggestions for new questions or items that are relevant to the research question.

Advising on mitigating potential ethical issues.

Recommending ways to reduce sources of unnecessary burden within the survey.

Suggesting suitable ways to explain the study to potential participants.

4. Discussion Involvement of the RAG at this stage of the study was very effective and influenced the evolution of the survey instrument, based
on the impacts in Section 3. The RAG suggested changes to and highlighted issues within the survey, leading to a more person-
centered SP survey that better met the needs of people with DLB. Given that the reliability of findings from preference studies is
reliant on the quality of the choice methods, partnership with the RAG will ultimately lead to more accurate preference findings.
Improving the acceptability and accessibility of the design will also ultimately benefit recruitment to the study.

RAG contributors were informed about the research methods used in the study which likely positively contributed to the quality of
the feedback they provided. In addition, possible power imbalances were managed by offering contributors reimbursement for their
expenses and remuneration for their time. At the outset of the involvement event, the research team emphasized that the nature
of the partnership would be shaped through communication between the researchers and lay members. This helped to create a
positive environment which may also have ensured contributors felt confident and supported in sharing their views.

However, there were limitations. Challenges with conducting PPI in the design of preference studies has been acknowledged,
including the need for adequate training in preference research methods (Goodswin et al., 20185 Al-Janabi et al,, 2021). In the
current study, RAG contributors were introduced to the concept of DCEs and BBS, but they were not provided with structured
training on these methods. It is therefore possible that this limited the input from contributors. Additionally, some care partners
reported reluctance to express or elaborate on their opinions in the presence of the individual with DLB. Future studies may
consider utilizing individual interviews or focus groups to overcome this.

5. Reflections. The RAG partnership played a critical role in informing the design of the SP survey. Partnership was sought during the end-user
engagement and pretesting phase of the study, but ideally, RAG contributors would have contributed toward the design of the DCE
attributes or earlier in the formulation of the research question. However, due to the extensive range of possible DLB symptoms and
the resulting complexity it would impose on the DCE design ifall possible symptoms were included as attributes, this approach was
deemed impractical. Consequently, advisory input was sought at a subsequent stage, and the DCE design was informed by clinical
experts with a focus on the key diagnostic symptoms of DLB. Nonetheless, the RAG contributors in this study contributed to the
evolution of the study design and influenced its progression, thereby contributing meaningfully to the study. We will continue to
collaborate with the LBD RAG throughout the research study.

Although all RAG contributors shared positive reflections on the involvement process, some contributors reported feeling
fatigued during the event. We are aware that this might have limited the extent to which some contributors were able to engage.
Some individuals with more advanced cognitive impairment may have also found it more challenging to contribute fully to the
focus group discussions. However, we felt that the breakout interviews helped to ensure that those wanting to share their views
had an opportunity to do so. This therefore facilitated more inclusive opportunities for people at different stages of DLB to express
their views and contribute to the survey evolution.
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PEIRS domains Comments

Procedural requirements The partners praised the research team for the level of attention, engagement and communication:

“Organizers are efficient and send organized information.” However, some partners voiced out that there needed to be an
external source of communication besides team meetings as they might include too much information. The team moved some
information in the email. After that, the team found a more innovative way than emailing, which was sharing information
through our team newsletters. The team received encouraging comments:

“Fabulous newsletter! Very engaging design and succinct messaging. As mentioned above, the newsletter really provided a
great opportunity to get to know one another through photos and feature stories.”

Convenience In the beginning, some partners voiced that “I did not have an opportunity to discuss my role in the project... participants
should be asked if they feel that they are useful in the project.” Some partners found the research team’s information concerning
task assignments unclear. With this feedback, the research team created task subgroups and described the options of tasks that
patient and family partners could join. Some partners found their involvement with the project convenient and manageable:

“The team lead would always provide an option to talk over the phone at a time that was mutually convenient; also, we were
welcome to email additional thoughts. The atmosphere was very friendly and forthcoming.”

“The tasks don’t take a lot of time. The tasks are very doable.”

“Deadline flexibility is always appreciated.”

Contributions The partners contributed their knowledge and perspectives and felt their contributions were well received:

“The voices of participants are important, and mine was included.”

“Being given the opportunity to share my lived-experience perspective in a constructive, forward-looking way is really why
I continue to be part of this.”

Team environment The partners felt there was trust and respectful partnership within the team:

“The friendliness of the research team goes a long way to foster a good environment of trust.”

“I'm treated with respect. We can say our view without judgement.”

“Everybody is very respectful. They respect the silence; there is no expectation to have something to say all the time.”

Support The partners felt well supported in their tasks and roles for the (Telepresence Robot) project:
“Dr. Hamilton came in to explain the PEIRS (orientation), plus the newsletter and articles the team sends.”
“Whether by email or by phone (or in-person), I was always able to reach the team leader.”

Feel valued The partners felt their contributions were appreciated well and recognized through honoraria gifts, inclusion in events (e.g.,
conferences), and co-authorship in publications.

“The Save-On and Amazon gift cards (vs. an honorarium check honorarium) are an excellent idea, although authorship is
the gold standard of recognition.”

“My name will be mentioned along with the author, and I get gift cards. I was invited to the Christmas party and the picnic
(I appreciated that I was included in these).”

Benefits The partners found their involvement beneficial to others as well as themselves.

“Itis a major and much-needed confidence boost! Personally, I think it really made a huge psychological difference going
forward. Thanks so much!”

“[ feel it's a worthwhile project for community use.”

“Lalways left the meetings with a sense of optimism and “can do” spirit.”

“I believe it keeps me active, and it helps my cognition.”

“Being involved in this project was also “therapeutic” for me in the sense that my experiences, both positive and negative,
didn’t just stay with me to be forgotten. Knowing that my lived experience and practical knowledge have a place to go with the
potential to contribute to something positive in a field of healthcare that is often portrayed (and experienced) as negative offers
hope for a better future. Society at large seems to falter in knowledge transmission, and these kinds of patient/family
partnerships offer the opportunity to ensure that intergenerational, interprofessional, and other neglected interstitial
connections are built up, maintained and can flourish.”
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Level Domain Markers examples

The concept of Capacities Reciprocity
SoERIheSl Independence Autonomy
INDIVIDUAL
Social Participation, Social Engagement, Social Leisure, Activities, Social
Social participation
Isolation
Structure Frequency of Contact, Social Network, Living Alone, Martial Status
SOCIAL ENVIRONMENT Function Inability to help, Exchanging support
Appraisal Loneliness

Bold font indicates areas implemented in the Razem przed sicbie campaign. Adapted from: Vernooij-Dassen et al. (21).
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Variable Number (n

Disciplines

Patient partner living with dementia 3
Family partner 4
Nurse 2
Undergraduate student trainee 6
Graduate student trainee 6
Academic professors 2
Community partner 1

Recreation staff 2
Social worker 1

Gender

Female 17
Male 10
Research experience in general

Yes 27
Experience in patient-oriented research

Yes 1
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Event/audience

CCNA PFSD conference
(2022)/Primarily
researchers, including
trainees

(= 80 responses)

Evaluati

“This session featured a member from
CCNA’ Engagement of People with
Lived Experience of Dementia (EPLED)
Advisory Group. How helpful was it to
hear their perspective?”

Mean score

Opening (Session 1): 4.8 out of 5
Stress & Dementia (Session 5): 4.6 out
of 5

Closing (Session 18): 4.8 out of 5

Feedback

It was powerful to hear from someone affected by
dementia who has worked in the field and is now
passionate about patient engagement in research
(Session 1).

It was very helpful and moving to hear from
someone with lived experience. It made the issue
more real and not just an academic exercise
(Session 2).

Extremely helpful as it reminds us researchers of the
importance not only to do research, publish studies
and present them to conferences, but also to share
the knowledge to the general public, to engage more
with local groups and colleagues from other fields so
that those living with dementia (and their
caregivers) are never left alone and are offered all
the help they deserve (Session 18).

SPA conference
(2022)/Trainees
(1= 16 responses)

“SPA 2022 increased my awareness of
the benefits of involving those with lived
experience in research on age-related
conditions associated with impaired
cognition”

4.6 outof 5
Tied for highest rating with 9/16
saying they strongly agreed

The most important and meaningful takeaways
were the many lessons and discussions with people
with lived experience.

The primary motivation to do research on
neurodegeneration is to help real people with real
problems, not just articles for our own career’s sake.

CCNA Public Event
(2022)/General public
(= 58 responses)

CCNA Public Event
(2023)/General public
(n = 54 responses)

“One of the panel members, Linda, was
a caregiver who shared her experience
caring for her husband with dementia.
Was it helpful to include a caregiver on
the panel? Please explain.”

“This webinar featured speakers with
lived experience of dementia (a
care-partner and a person with
dementia). How helpful was it to hear
their perspective?”

o N/A

e 4.7outof 5

This was the most useful part of the presentation.
Her lived experience made me feel less alone. She
had excellent suggestions for advocacy and for
caregiving.

We can learn more from personal experience than a
textbook.

Oh my goodness - 1 learned the most from her!

It the first time I heard a person with dementia
speak about it from their perspective.

Hearing first hand from a patient with dementia,
speaking so eloquently and clearly, broke down all
my prejudices and fears about dementia.

“Lived experience” is the strongest way to express
truth, to share truth, and to live truth.

VAST conference
(2023)/Researchers and
trainees

(n = 17 responses)

“The involvement of people with lived
experience was meaningful to me”

“What were your favorite and least
favorite sessions?”

© 99 out of 100

© 10/17 respondents mentioned the
EPLED panel specifically as
their favorite

We can't forget the real people our research will
benefit, not just in the future, but now!

Working with PWLE advances not just clinical
practice, but also scientific discovery.

[1] [gained] [a] better understanding of how to
explain my work to people outside of academia.
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Itis an enjoyable and fun
process

The evaluation enhances patient engagement experiences but not adds an extra burden on patient and family partners. It
should also be beneficial and enjoyable. Adopting elements like emojis can make the evaluation process fun and more
comfortable.

Never impose

Get prepared early

The team needs to acknowledge that people are heterogeneous and have different preferences. The evaluation methods
and process should be flexible and a shared decision among the team. Nothing should be imposed on team members.

The preparation should involve the whole team from the beginning of the project, e.g., the aim and process of the
evaluation, anonymity, the evaluation tool and the timing of evaluations. Gentle reminders from time to time on the
important evaluation components (why and how) help keep people living with dementia informed and prepared.

Adapt to the team’s
needs

Give people options

Different research teams may involve diverse groups of people with lived experiences who have specific needs, e.g.,
language barriers due to cultural backgrounds, education backgrounds and cognitive and physical challenges. For
example, in our team, it was easier and fun for people living with dementia and older adults to answer the rating scale with
emojis.

Giving evaluation respondents options shows respect by the research teams. Individuals in the team can enjoy autonomy
in deciding for themselves their preferences, e.g, being anonymous and choosing the evaluation format. This enables a
person-centered approach in the evaluation process.

Evaluate and reflect

Teamwork and self-reflection on the engagement evaluation process are necessary to ensure that the use of the evaluation
tool is meaningful and helpful in enhancing engagement experiences. Without reflection, the evaluation process of
engagement experiences may become a “routine” and “wasted” task for the project team.
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Surveys

Age (years)
People with Dementia 0 N=0 N/A
Family & Friends 25 (45%) Female N=19 Mean - 46 (S
Male N=5
Non-binary N=1
HSCP 30(55%) Female N=22 Mean - 38
Male N=8 (SD=16)
Interviews
Living Time since the
Arrangements diagnosis of
dementia (years)
People with Dementia 14 Female Mean - 79 Mean - 25
N=8
Male
N=6
Carers 9 Female Mean - 64 Mean -7
With family
N=7
HSCP 8 Mean - 41 NA N/A

HSCP, Health and Social Care Professional; N, number; N/A, not applicable.
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Activity Reach (at the end of the campaign)

Website visitors

Me

8 printed publicat

Distributed printed materials

Social media channels
Facebook

Instagram
‘Webinars (on YouTube channel)
Five mobile screening points

Music final concert

release (91 internet publications,

ns, 1 TV coverage)

1,282 vi

s

reach 1,503,000, 00

900 leaflets
100 posters
1,150 gadgets

reach 1,622,034, 00
387 likes
61 followers

873 views (the most popular webinar on social health watched by 273 people)
300 people examined

350 participants
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Prompts for considering project results:

- Which results are particularly important to you? Why?

- Who do you think needs to know about the results?

- Can you think of a person who - knowing the result - would change how they
act or care for PLWD?

Prompts for considering the dissemination strategy:

- Where should we publish the results?

- Which media could we use to disseminate the results?

- How could we use informal channels to distribute the findings?

- Who in the group is in contact with diverse stakeholder groups?

- Who would like to collaborate to make the results more accessible for everyone?
- Whom, do you think, could you present the results? Who should listen to us?
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Roles (n) PPIE Workshop Survey
group (n=22**) (n = 24%*)

(n = 40%)
Person living with 2 1 1
dementia
Family member 10 6 7
Nurses
Community care 10 6 5
Acute care (geriatrics) 5 2 3
Geriatric/dementia 3 2 3
counselling
District nurse union 1 1 1
Support group manager 2 - e
Social counselling 1 - E

NPOs for dementia, geriatric associations

Managing director 1 1 1
NPO
Senior citizens 1 = 1
organisation
Church community 1 1 1
Public relations 1 1 -
(journalist)
Alzheimers 1 - 1
Association
Cultural club 1 1 1
Gerontological 1 1 1
association
Politician 1 - -
Community 1 1 1

administration
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