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Welcome Back!

It's time to bid adieu to our beloved project DISTINCT. We've been on quite the journey, delving
deep into the intricacies of social health, dementia and technology; and we've had a blast doing it.!

From sleepless nights analyzing data to heated debates over which color scheme to use for our
posters and presentations (spoiler alert: it was blue), our team has been through it all. In this
newsletter we reflect on the past years, go over the most important events where DISTINCT was
represented and have a look at our latest findings.

So grab your favorite beverage and get ready to be dazzled by the final newsletter of DISTINCT!
The Editors of the DISTINCT newsletter #4 - Beliz (ESR15) and Fanny (ESR3) - Welcome You!
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It’'s a wrap!

As DISTINCT comes to an end, the ESRs reflect
over the past three years... But not to worry, things
are far from over! Projects keep going and horizons
are expanding!

Simone Anna
Felding

Gianna Kohl

Mauricio Molinari
Ulate



DISTINCT Newsletter #4 June 2023

The experiences | made as a DISTINCT ESR have first and foremost
taught me the value of resilience and the strength of positive thinking,
as well as flexibility and pragmatism. Of course, the ITN has provided
me with useful skills within research, writing and publishing, but when
the initial plan fails or an unexpected obstacle shows up, one has to be
able to pull together and try again. Although, | don't think | would have
managed without the wonderful individuals | had with me: my ever-
optimistic supervisor, Prof. Karin Wolf-Ostermann, great friends and a
supportive partner were my lifelines over the last three years. Same
goes for the DISTINCT Consortium and the rest of the ESRs - working
together with such a group of eminent researchers has made PhD life
more meaningful and fun in every way possible, and | feel so privileged
for being a part of this network.

Next for me is defending my dissertation and getting my PhD this
spring, and thereby concluding my chapter as a DISTICT ESR. In the
meanwhile, | am currently working in Kristiansand municipality, in the
department of Public Health, with my main responsibilities revolving
around the Norwegian system of general practitioners. Although |
stepped out of academia for now, | might return to pure research one
day, as these past three years have been some of the most interesting
and educational years of my life.

Being ESR was an important episode in my career. The educational
program boosted my knowledge within dementia care, nursing and
healthy ageing. Being part of researcher network, especially the ESR
group, was inspiring and encouraging privilege. Working at my home
institution deepened my multidisciplinary expertise e.g. design of
electronic devices, Smart Home loT, ambient assisted living,
programming, new technologies and methods in assistive technologies,
data analysis, research methodology etc.

| pursue my academic career, | just passed the PhD state exam. Now
comes the experimental work with PetBot, followed by publishing
results and getting closer towards PhD thesis. | will continue promoting
the gerontechnology, as a multidisciplinary effort towards using a
current affordable technology to cope with dementia- and aging-related
challenges, e.g. home safety, loneliness, social health, lack of mobility,
forgetfulness etc. My long-term goal is to contribute towards improving
the care and quality of life of PwD using the latest assisted living
technologies and thus reduce the burden of caregivers and relatives,
i.e. by me means of research, public engagement and start-up
entrepreneurship. My focus is on the middle/eastern Europe regions
since it has specific challenges e.g. overload nursing staff, stigma,
limited public engagement and awareness.
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| am really grateful for the opportunity to work with such helpful and
supportive academics and executive team members, as well as the
wonderful early-stage researchers who have become lifelong friends
and from whom | have learned a great deal. The training opportunities
should be acknowledged as well; the courses and schools provided an
excellent opportunity to learn and get inspired concerning dementia
research and practice. My next step plan is to submit my thesis and
become a Ph.D. holder :) Following that, | will explore career
opportunities where | can be most helpful to a dementia-friendly world.

To this day, | still cannot believe how fortunate | have been to be
chosen as one of the 15 DISTINCT ESR’s! | love being a part of our
very fun, quirky, and amazingly talented group. | am so proud of all the
work that my fellow ESR’s have accomplished in the last three years,
especially during the time of COVID! The bond we formed (which
started online) is truly a genuine one, and hopefully this is a network
that can only benefit the research world in the future!

As a DISTINCT ESR working during the pandemic, | learned to be quite
flexible in how | work, to step out of my comfort zone, and to really
value working in a team. My experience highlighted for me how as a
researcher, you are never really alone, and that together, you can make
great things possible! | am thankful for all the networking experience
that DISTINCT offered us, for the creative online workshops and
conferences, to the memorable in person DISTINCT Schools. This
experience is truly an experience of a lifetime for me, both academically
and personally!

| recently had my son Luuk in November 2022, so for me, my project
continues after my maternity leave, up until mid-2023. After | finish my
project with DISTINCT, and my PhD with Amsterdam UMC, | am open
to returning to work as a practicing psychologist, or to continue in
research (or maybe both), whether in the Netherlands, or back in our
home country of New Zealand.

It was an intense three years full of new challenges and new friends.
Felt like it was never going to end but here we are. Despite challenges
of moving to another country, starting a new life, | am very happy that |
took this path. It led me to a whole new world with a thousand different
lifestyles. Distinct helped me find my purpose in my profession and set
my priorities straight. | am grateful of this opportunity and all the good
people that | met through Distinct.

| don’t have so many plans for the future yet, but hope it will clear out

soon @)
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I’'ve thought long and hard about what to write to contribute to this last
DISTINCT newsletter. About what was suggested as useful to update
the DISTINCT newsletter readers on our three years as ESRs (Early
Stage Researchers). About the highs and lows of being a mature, okay,
the oldest of this program’s cohort, a 57-year-old PhD student. About
would be appropriate to share. About what I've learned having gone
through this programme in this place in time. October 2019 to October
2022, you were not for the faint of heart! But here we are. First of all, |
want to express my immense gratitude for the opportunity to have been
selected to be part of this training network. | have met some wonderful
people in the roles of researchers, academics, clinicians and most
importantly people affected by dementia.

In terms of scientific deliverables, I've been lucky enough to present
some of my research and/or chair at several conferences. It has been
a pleasure working with the development team at MPowerMe, the
technology company based in the USA, that I've been fortunate to
collaborate with on my project. With their and my supervisors’ support,
we wrote a successful proof-of-concept grant at the University of
Nottingham funded by the Medical Research Council, UK. This will
assist in furthering the development of the digital ROAD MAP
(Recovery-oriented Approach to Dementia through Meaningful Activity
Participation) tool and training manuals that | am working on.

Secondly, and most especially, | want to thank my supervisors at
Nottingham, the central team, and my secondment supervisors (at Vrije
Universiteit Brussels- and the World Federation of Occupational
Therapists) for their time, effort and especially their patience in
supporting me through a variety of situations as an ESR. Goodness
knows it was not a straightforward process with me for a number of
reasons. | had project-related, women’s health, and mental health-
related challenges on top of my Covid-imposed, Brexit-protracted exile
for 22 months. These difficulties threatened to defeat me many times.
However, with the help of many people, I've learned to view the
challenges in a productive and transformative light. With a long-held
interest in the scholarship of teaching and learning, now intertwined
with what I've learned from the people affected by dementia who have
shunned stigma, and bravely share their personal experiences, | hope
to apply my DISTINCT experiences to my future work.

Finally, I'm super grateful to have been among the cohort of the
loveliest 15 ESRs I've gotten to know over the past three and a half
years. We went through a lot of emotional upheavals, shared
successes, and faced challenges together and alongside each other. |
wish you all the very best in completing this stage, and then carrying on
to the next stage of your journeys. | know you will all go on to do
wonderful things - in dementia, in research or elsewhere - and
contribute to the good in the world.
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| have learned a lot in the last three years. A lot in terms of research
skills and knowledge. How do | set up a feasibility trial? What do | have
to pay attention to when writing an application to an ethics committee?
What are the characteristics and advantages of different types of
qualitative analysis? etc. However, | have learned the most about
myself. | enjoy having critical discussions with colleagues about the
research | am doing. Collaborating with other PhD and senior
researchers inspires me. | enjoy getting in contact with people with
dementia and feeling that | can make a difference in their everyday
lives. | don’t at all like sitting alone in front of my laptop all day during
COVID-19 times. And most importantly - | like what | do. That’s why, in
the future, | would like to stay in academia and find a postdoc position,
preferably in the field of dementia and technology, so that | can build on
the knowledge and skills | have acquired within DISTINCT.

Working as an ESR has involved carrying out my own research,
exchanging expertise in an international and multidisciplinary network,
and understanding development and implementation of technology in
general. My research topic has been fulfilling and whilst the work has
been challenging because of the COVID pandemic, the sense of
purpose in validating technology that can make a difference for people
with dementia and their caregivers was a strong motivator that has
seen me through successfully. Similarly, I've learned a lot from my
international colleagues and found in them a wonderful source of
psychological support through tough times, and, | hope made some life-
long friends. I've only scratched the surface of what there is to learn
about implementation and (dare | say it) commercialization of
technology and that’s something | will be looking to explore more in the
next step in my career.

Looking back after 3 amazing, challenging, and fruitful years, | can truly
say that, being a DISTINCT ESR has been an incredible adventure.
Despite the challenges that life threw at me (moving to a new country,
going on lockdown only a couple months later ...), | feel that | have
learned so much and have grown as a researcher and as a person. |
have enjoyed all the opportunities that being part of DISTINCT has
given me: being part of an amazing research team here in Brussels,
attending training and networking events, taking part in secondments
(both online and in person), traveling to international conferences, and
collaborating with so many outstanding researchers with different areas
of expertise and perspectives. Through DISTINCT, | have made great
connections, built a professional network, and above all made life-long
friendships. At the moment | am still working on finishing my PhD.
Eventually | hope to go back to my home country in Switzerland and
keep working in the field of dementia.
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Being a DISTINCT ESR been an amazing and challenging experience.
| have really enjoyed the training and networking opportunities, and the
opportunities to attending international conferences. They have been
enriching and fun. One of the things that | am most grateful for, is the
research collaboration with colleagues and supervisors from different
life experiences, working styles and disciplinary expertise. These
experiences have opened my eyes about multidisciplinary synergy.
Another highlight of this journey is DISTINCT schools (especially the in-
person schools and mini-school in Prague) that were organized by the
wonderful training team and ESR reps. | can still remember how surreal
it was to meet the other ESRs, supervisors and second level partners in
person. The friendships and relationships that were forged in the last
three years will remain close to my heart, and | look forward to keeping
in touch/having future collaborations with these wonderful researchers.
Being a DISTINCT ESR also has its challenges - | was often pressured
by the ambiguity about whether there would be funding to support my
PhD after the 3-year funding period.

All'in all, I loved being ESR12. It has been a joy being a part of
DISTINCT. Moving forward, | will be taking on a position as an
occupational therapy lecturer. | am excited to return to my professional
roots and continue to develop my research in the field of dementia.

| think | had a fruitful experience, and | think three factors made this
happen (i) my fellow ESRs: it was inspiring that we didn't let any
challenging situation (even COVID-19 pandemic) affect our growth. We
chose to support and cheer for each other on good and bad days. The
positive attitude and collaborative spirit among us made the learning
environment fulfilling, (ii) multidisciplinary collaborations: the
opportunity to collaborate with outstanding scientists with diverse
expertise and perspectives enriched my understanding of the field, (iii)
training: attending summer schools, courses, workshops,
secondments, and conferences provided a wonderful opportunity for
skill (and career) development, networking, and personal growth.
Looking back at the past 3 years, | am proud of Distinct Network and
how far we have come.

| am currently focusing on my PhD. | enjoyed the secondments so
much that | applied for extra funding to shape another one. | will be
wrapping up my PhD project (focusing on theory-guided e-health) in
collaboration with the University of Autbnoma and the University of Rey
Juan Carlos in Madrid.
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The last three years have been years of enormous growth for me, and
a big part of that is because | had the privilege of being part of the
wonderful DISTINCT network. | enjoyed all the opportunities to learn
from fellow early career researchers from all over the world with many
different academic and professional backgrounds. Doing a PhD can be
a lonely experience sometimes, especially when doing so during a
pandemic, away from home, family and friends. So | want to say that
I’m especially grateful for the support and friendship. No one could
understand better what it was like than my fellow DISTINCT ESRs, who
showed me first-hand how valuable and important peer support is.
Thank you for the learning opportunities, conversations, and all the fun
we’ve had over the last three years. And a big thank you to the entire
DISTINCT network! Thank you to the other supervisors for supporting
me even though | was not part of their ESR team, thank you to the
Maastricht team for organizing such interesting and valuable Schools,
and finally, thank you Prof Rose-Marie Droes for all your work on the
Best Practice Guidance.

The latest update on my PhD is that | passed my viva with minor
corrections! Since January this year | also started a post-doc position at
the University of Nottingham, where | will still be working on Young
Onset Dementia and technology, together with my DISTINCT
supervisors Prof Martin Orrell and Dr. Orii McDermott. I’'m so happy |
get to be involved in this new project and to stay in Nottingham with this

wonderful team!




DISTINCT Newsletter #4 June 2023

DISTINCT participates at

the 32"d Alzheimer Europe
Conference

Sharing our research with the academic community and beyond

During the last Alzheimer Europe Conference in Bucharest, the ESRs of DISTINCT hosted their
invited symposium (by being the most influential tweeter of #31AEC) on the main findings on
technology to promote social health. 13 out of the 15 ESRs presenting their projects. They had 3
minutes each, which is quite a challenge! But, moderated by Research Coordinator Rose-Marie
Droés and Project Manager Orii McDermott, they managed to give a nice overview of all their
projects, recommendations and insights.

For many of the ESRS, this was their first in-person conference! Fanny Monnet (ESR3) shares her
experience at the Alzheimer Europe conference in Bucharest!

Experiencing the Alzheimer Europe
conference in-person has been very enriching.
It was 3 days full of new insights, fruitful
discussions, and great opportunities for
networking.

| got to present my work on the development of
an advance care planning website for people
with dementia and their family caregivers, first
in a parallel session on the topic of technology
and then within the DISTINCT symposium with
my fellow ESRs. | was truly impressed to see
how far we have gotten with our projects
despite the COVID-19 crisis.

My stand out sessions from the conference were those hosted by the European Working Group
of People with Dementia. | felt inspired by their testimonies and really appreciated the
opportunity to gain more insights into the lived experiences of people with dementia. Overall, |
left Bucharest feeling motivated and grateful for the work that | do and the network | started to
build throughout my PhD trajectory!
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ESRs explain their research

on the Dementia Researcher
Podcast

DISTINCT joined the Dementia Researcher podcast and shared our research experiences. For some
of us it was the first time that we were interviewed like an expert.
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Then Simone (ESR 4) joined the podcast with European Working Group of People with Dementia
(EWGPWD) with Chris Roberts, the chair of the EWGPWD, and Jayne Goodrick, Charléss Dupont
and Dr. Joni Gilissen, during Alzheimer Europe conference. You can listen the recording here.

ALZHEIMER EUROPE 2022

CONFERENCE

dementiaresearcher.nihr.ac.uk

Hosted by Adam Smith
Guests

Dr Joni Gilissen
Charléss Dupont
Simone Felding

Chris Roberts
Jayne Goodrick



https://www.dementiaresearcher.nihr.ac.uk/podcast-alzheimer-europe-conference-roundup/
https://www.dementiaresearcher.nihr.ac.uk/category/tech-week/
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Best Practice Guidance

Update Alert!

The long awaited best practice guidelines are finally out! The main recommendations can be seen in
a website together with INDUCT’s recommendations. Combined results will be presented under the
title Best Practice Guidance on Human Interaction with Technology in Dementia at the IPA 2023
congress. The INDUCT/DISTINCT Best Practice Guidance informs on how to improve the
development, usage and implementation of technology for people with dementia in various
technology areas. Although DISTINCT is not finalized, some ESRs were able to submit their
recommendations. Here are some examples of their contributions:

People with Young Onset Dementia can
experience difficulties using technology or
particular platforms for online peer support.
Facilitators of video meetings and moderators of
text-based platforms (such as Facebook groups
or discussion forums) should provide clear
guidance on how to use the platform and be
available to offer technological assistance where
needed.

Esther Gerritzen

More high quality, ecologically valid, controlled
studies must be planned, funded and executed
in order to properly evaluate the effectiveness of
technologies designed to be used by people with
dementia and to improve social participation and
self-management.

David Peter Neal

The design of some existing pet robots for
people with dementia do not sufficiently consider
their preferences. For example, while some pet
robots are designed to resemble unfamiliar
animals such as a dinosaur or seal, people with
dementia seem to prefer more familiarly
designed pets, such as domestic animals like
cats and dogs. As little research has been done
into pet robot design preferences of people with
dementia further investigation is needed.

Wei Qi Koh

Understanding how social robots positively
impact nursing home residents as well as
analyzing practical challenges are important
when implementing robotic assistive technology
in nursing homes.

Simone Anna Felding

Curious? Click here to read the full recommendations!



https://www.dementiainduct.eu/guidance/
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ESRs’ last secondments
were completed!

My secondment in Nottingham was a wonderful experience.
MindTech had a very professional yet friendly environment. |
learned more about qualitative research and was involved in
scientific papers in collaboration with MindTech, Maastricht and
Nottingham universities.

We explored almost all the restaurants in Nottinghamshire with
Fanny (our secondment was at the same time), and had lots of
fun with Lesley and Esther during weekends.

While Lesley moved to Brussels for her secondment, Esther,
Fanny, and | were proud of our hiking skills in Peak District
National Park.
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DISTINCT represented at the Alzheimer’s Association
Academy

- Simone Anna Felding

Impact of involving people with dementia

* Rephrasing interviews/ Redesigning survey
* Improving methods and communication

*  Deeper understanding of engaging people
* The importance of feedback

* Preparation for future career

*  More Plin current and future projects

* Increased confidence

* How to spot and avoid ‘tick the box’

(dws

On December 12th 2022, | had the privilege of presenting about the Public Involvement Activities in
DISTINCT. Alzheimer Europe was hosting one of their Alzheimer’s Association Academies, where
representatives from their member organization are invited - this time to learn about public
involvement in dementia research.

Chris Roberts from the European Working Group of People with Dementia (EWGPWD) and Dianne
Gove from Alzheimer Europe opened the session, followed by presentations by Casper de Boer,
Anna Rosenberg and myself. | presented how all the ESR’s had worked with public involvement (PI)
in meetings with the EWGWPD discussing our research and focusing on topics ranging from
interview methods, concrete feedback on interview guidelines and survey design, how to engage
people with dementia in testing technologies and doing public involvement, to questions on
implementation of technologies for people with dementia.

Besides this session with the EWGPWD, | also presented examples of other PI activities carried out
by ESR’s as well as some of the challenges we experienced along the way. | believe, that the PI
work we have done in DISTINCT has impacted both our individual projects as well as us as early
stage researchers. We have gained experiences in how to do PI, how to work closely with people
with dementia and we have improved our knowledge on methods, communication and
implementation.

It was great to present how Pl impacted us in DISTINCT and hear how other projects approached
this important tasks. | look forward to seeing how we will use these experiences in future projects
and employment.
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Memories of our last DISTINCT school
The 5th DISTINCT School in Zamora/Spain (16 - 20 May 2022)

We had the fifth and final DISTINCT school in Zamora, where all of us ESRs were present at the
first and last time. Despite our packed agenda, we were made comfortable by our local team and
lush surroundings. Sunscreen was a highly valued commodity and two hour lunchbreaks were the
new normal. And food... How is it possible that you are never disappointed no matter where you eat
in that city?

Next to our learning opportunities, it was great to network with the local team and enjoy what
Zamora has to offer. It was food. Delicious, delicious food. Have | mentioned the wine? A drink
that consists of local wines and Sprite was favored among our troop. Unfortunately, | forgot the
name immediately. A big thank you for the organizing team for their hospitality. Hope it stays as

that time you had the best fun in Spain.
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Publications, conferences and

other dissemination activities

Let’s have a look at how the ESRs have
shared their research findings with others
over the last year!

Lesley Garcia (ESR1)

Publications:

1.

Koh, W., Pascale Heins, P. Aisling Flynn, P., Aysan Mahmoudi A., Garcia, L.,
Malinowsky, C. & Brorsson, B. (2022), Bridging gaps in the design and
implementation of socially assistive technologies for dementia care: the role of
occupational therapy, Disability and Rehabilitation: Assistive Technology, DOI:
10.1080/17483107.2022.2111610

Presentations:

1.

Garcia, L., Schneider, J., & Orrell, M. (2022, November), It's the Journey not the
Destination: Development of a Telehealth Intervention for People with Dementia:
ROAD MAP (Recovery-Oriented Approach to Dementia through Meaningful
Activity Participation, DISTINCT Symposium, Alzheimer Europe Conference,
Bucharest, Romania: 17-19 Nov 2022

Garcia, L., Schneider, J, & Orrell M. (2022, July), Development of a Telehealth
Intervention for People with Dementia: ROAD MAP (Recovery-Oriented Approach
to Dementia through Meaningful Activity Participation) (virtual), Alzheimer’'s
Association International Conference, San Diego, USA.

Koh, W., Pascale Heins, P. Aisling Flynn, P., Aysan Mahmoudi A., & Garcia, L.
(2022, August), An occupational therapy perspective on the use of novel
technology with people with dementia. 18th World Federation of Occupational
Therapists Congress, Paris, France.

Other dissemination activities:

1.

Garcia, L., Schneider, J, & Orrell M. (2022, September), Personal Stories:
Development of a Telehealth Intervention for People with Dementia: ROAD MAP
(Recovery-Oriented Approach to Dementia through Meaningful Activity
Participation) (virtual), Dementia Lab Conference, Leuven, Belgium.

2. Heins, P. Garcia, L. & Molinari, M. (2022, November), Introducing DISTINCT and
the importance of Tech Interventions, University College London Dementia
Researcher Podcast https://soundcloud.com/dementia-researcherCo-Editor of
DISTINCT newsletter #1 (2020, August).

Grant awarded:

1. Garcia, L., Schneider, J, & Orrell M. (2022, June), Consolidating

academic/industry partnership with a view to commercializing ROAD MAP: a web-
based application for people affected by dementia. A proposal to the Medical
Research Council Academic-Industry Engagement Award. £20,000.00.
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- a Publications:

e 1,

Esther Gerritzen (ESR2)

Gerritzen, E.V., McDermott, O., & Orrell, M. (2022). Development of Best Practice
Guidance on Online Peer Support for People With Young Onset Dementia:
Protocol for a Mixed Methods Study. JM/R Research Protocols, 11(7).
10.2196/38379

Gerritzen, E.V., Lee, A.R., McDermott, O., Coulson, N., & Orrell, M. (2022).
Online peer support for people with Parkinson’s Disease: a narrative synthesis
systematic review. JM/R Aging, 53). 10.2196/35425

Gerritzen, E.V., Lee, A.R., McDermott, O., Coulson, N., & Orrell, M. (2022).
Online peer support for people with Multiple Sclerosis: a narrative synthesis
systematic review. /nternational Journal of MS Care, 24(6). 10.7224/1537-
2073.2022-040

Gerritzen, E.V., Kohl, G., Orrell, M., & McDermott, O. (2023). Peer support
through video meetings: experiences of people with Young Onset Dementia.
Dementia, 221). 10.1177/14713012221140468

Gerritzen, E.V., McDermott, O., & Orrell, M. (2023). Online peer support: views
and experiences of people with Young Onset Dementia. Aging and Mental Health
(in press).

Stevens-Neck, R., Walton, J., Alterkawi, S., Brotherhood, E., Camic, P., Crutch,
S., Gerritzen, E.V., Harding, E., McKee-Jackson, R., Rossi-Harries, S., Street,
R.E., van der Byl Williams, M., Waddington, C., Wood, O., & Moore, K. (2023). A
mixed methods evaluation of a program exploring predeath grief and loss for
carers of people with rarer dementias. International Psychogeriatrics, 1-12.
doi:10.1017/S1041610223000236

Harding, E., Rossi-Harries, S., Gerritzen, E.V., Zimmerman, N., Hoare, Z.,
Proctor, D., Brotherhood, E., & Suarez-Gonzalez, A. (2023). "l felt like | had been
put on the self and forgotten about" - lasting lessons from the COVID-19 on
people affected by rarer dementias. BMC Geriatrics (in press)

Presentations:

1.

Gerritzen, E.V., McDermott, O., & Orrell, M. (2022, 17-19 October). Online peer
support for people with Young Onset Dementia: best practices and
recommendations. [DISTINCT special symposium]. 32" Alzheimer Europe
Conference. Bucharest, Romania.

Gerritzen, E.V., McDermott, O., & Orrell, M. (2022, 9-11 June). Benefits and
challenges of online peer support: experiences of people with Young Onset
Dementia. [Poster presentation]. 35" Global Conference of Alzheimer’s Disease
International. London, United Kingdom.

Fanny Monnet (ESR3) 3.

Publications:
1.

Monnet, F., Pivodic, L., Dupont, C., Drées, R.-M., & Van den Block, L. (2022).
Information on advance care planning on websites of dementia associations in
Europe: A content analysis. Aging & Mental Health, 1-11.
https://doi.org/10.1080/13607863.2022.2146051

Dupont, C., Smets, T., Monnet, F., Eneslatt, M., Tishelman, C., & Van den Block,
L. (2022). The cultural adaptation of the go wish card game for use in Flanders,
Belgium: a public health tool to identify and discuss end-of-life preferences. BMC
Public Health, 22(1), 2110. https://doi.org/10.1186/s12889-022-14523-9

Dupont, C., Smets, T., Monnet, F., Pivodic, L., de Vleminck, A., van Audenhove,
C., & Van den Block, L. (2022). Publicly Available, Interactive Web-Based Tools
to Support Advance Care Planning: Systematic Review. Journal of Medical
Internet Research, 24(4), e33320. https://doi.org/10.2196/33320



https://doi.org/10.2196/38379
https://doi.org/10.2196/35425
https://doi.org/10.7224/1537-2073.2022-040
https://doi.org/10.7224/1537-2073.2022-040
https://doi.org/10.1177/14713012221140468
https://doi.org/10.2196/33320
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Presentations:

1.

Monnet F., Pivodic L., Dupont C., Smets T., De Vleminck A., Van Audenhove C.,
& Van den Block L. (2022, 17 - 19 October). Developing an advance care
planning website for dementia: Integrating a user-centred approach and patient
and public involvement. (Oral presentation). 31st Alzheimer Europe Conference.
Bucharest, Romania.

Monnet F., Pivodic L., Dupont C., Smets T., De Vleminck A., Van Audenhove C.,
& Van den Block L. (2022, 20 - 23 September). Developing an advance care
planning website for dementia: Integrating a user-centred approach and patient
and public involvement. (Poster presentation). 7th Public Health Palliative Care
International Conference, Bruges, Belgium.

Dupont C, Smets T, Monnet F., Eneslatt M, Tishelman C, Van den Block L. The
cultural adaptation of the GoWish cards for use in Flanders, Belgium: a game to
identify and discuss end-of-life preferences. 7th Public Health Palliative Care
International Conference, Bruges, Belgium.

Monnet F., Pivodic L., Dupont C., Diaz A., Gove D., & Van den Block L. (2022, 31
July - 4 August). Defining advance care planning from the perspective of people
with dementia: focus groups with the European Working Group of People with
Dementia. (Poster presentation). Alzheimer’s Association International
Conference. Virtual, San Diego, USA.Other dissemination activities

Monnet F. (2022, May 11). Development of an advance care planning website for

and with people with dementia and their family carers. (webinar presentation).
Centre for Dementia seminars (online), Institute of Mental Health, University of
Nottingham, UK.

Other dissemination:

Dementia Researcher Podcast “Design & development of Tech Interventions”,
hosted by Dr. Anna Volkmer with Fanny Monnet, Josephine Rose Tan, and
Gianna Kohl. Available online from:
https://www.dementiaresearcher.nihr.ac.uk/podcast-design-development-of-tech-
interventions

Simone Anna Felding
(ESR4)

Publications:
1.

Felding, Simone Anna, Wei Qi Koh, Sonja Teupen, Kiibra Beliz Budak, Franziska
Laporte Uribe & Martina Roes. 2023. A scoping review using the Almere model to
understand factors facilitating and hindering the acceptance of social robots in
nursing homes. International Journal of Social Robotics. Accepted, In Press.

Kibra Beliz Budak, Golnaz Atefi, Viktoria Hoel, Franziska Laporte Uribe, Franka
Meiland, Sonja Teupen, Simone Anna Felding & Martina Roes (2021) Can
technology impact loneliness in dementia? A scoping review on the role of assistive
technologies in delivering psychosocial interventions in long-term care, Disability
and Rehabilitation: Assistive Technology, DOI: 10.1080/17483107.2021.1984594

Presentations:

1.

Presented ethnographic insights at the American Anthropological Association’s
(AAA) Annual meeting in Seattle in October 2022: “Caring for care robots in a
nursing home for people with dementia” as part of the AAGE-sponsored
symposium “Caring for Varied Aging Populations In Senior Housings And Facilities
As Cultural Spaces”

Presented ethnographic insights at the European Association for Social
Anthropologists (EASA) biannual conference in Belfast in July 2022: “The woman
with the dog: Robots, ethnographer and care in a Danish nursing home for people
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with dementia” as part of the panel “Digital Transformations and Social Life”,
sponsored by the Future Anthropologies Network

Presented at DISTINCT symposium at the 32nd Alzheimer Europe Conference in
Bucharest together with other DISTINCT ESR’s in October 2022.Presented at
“Cognitive Difference, Kinship and the State” at VIVE in Copenhagen, May 2022:
“The woman with the dog: weird relationships between pet robots and other
critters”.

CO-author on poster presentation at 30th Alzheimer Europe conference in
collaboration with ESR Wei Qi Koh. PO1.20 “Understanding the Barriers and
Facilitators Affecting the Implementation of Social Robots for Older Adults including
People with Dementia: A Scoping Review”.

Other dissemination activities:

1.

Co-author of the Alzheimer Europe guideline “Sex, Gender and Sexuality in the
Context of Dementia - A guide to raise awareness amongst health and social care
workers” published in January 2023.

2. Presented at Alzheimer Europe’s Alzheimer’'s Association Academy on Public
Involvement in dementia research, presenting about Public Involvement Activities
in DISTINCT, December 2012.

3. Dementia Researcher podcast about evaluation and implementation of technology
together with ESR’s Beliz Budak and David Neal, November 2022.

4. Dementia Researcher podcast with highlights from the 32nd Alzheimer Europe
conference, October 2022.

5. Facilitated a workshop for health and social care professionals at the UK Durham
and Darlington Care Home Liaison Hub (CHL) Forum in collaboration with ESR Wei
Qi Koh, July 2022, “Pet robots for residents with dementia in long-term care
settings”.

6. Article in Magazine for German nurses in dementia care: Felding, Simone Anna.
(2022). Wie akzeptiert sind Soziale Roboter in der stationdren Pflege? Eine
Literaturstudie zu férderlichen und hinderlichen Faktoren. Pflegen: Demenz
62(1):24-28.

7. Recommendation based on scoping review published in the INDUCT/DISTINCT
Best Practice guideline December 2021

8. Diverse presentations at Health and Life Conditions Research Group as well as the
Department Research Day, Department of Anthropology, University of
Copenhagen; Cognitive Disability in Anthropology network, etc.

Publications:

1. The use of Acceptance and Commitment Therapy (ACT) in informal caregivers of
people with dementia and other long-term or chronic conditions: A systematic
review and conceptual integration. Atefi, G.L, De Vugt, M.E, Van Knippenberg,
R.J.M,, Levin, M.E., Verhey, F.R.J., & Bartels, S.L. Under revision: Clinical
Psychology Review

2. Feasibility, acceptability, and preliminary effectiveness of a blended intervention
based on Acceptance and Commitment Therapy for Informal Caregivers of people
with dementia (ACT-IC): Protocol of a mixed-methods study. Atefi, G.L, Van

Golnaz Atefi (ESR5) Knippenberg, R.J.M., Bartels, S.L, Verhey, F.R.J., & De Vugt, M.E. Under
revision: BMJ Open

3. EmPress: an eHealth Implementation Readiness checklist for dementia

developed through an interview study of stakeholder needs Hannah L. Christie,
Golnaz L. Atefi, Michael Craven, Jennifer Martin, Martin Orrell, and Marjolein E.
de Vugt. Under revision: Internet Interventions
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4. Close to the Comfort Zone: Stakeholders’ Perspectives on Implementing
Boardgames in Dementia Care. Golnaz L Atefi, Hannah L. Christie, , Marjolein E.
de Vugt and Michael Craven. JMIR Ageing, to be submitted by June 2023

5. A theory-guided online intervention based on Acceptance and Commitment
Therapy for informal caregivers of people with dementia (ACT-IC): a mixed-
methods feasibility study. Atefi, G., Van Knippenberg, R.J.M., Bartels, S.L,
Marquez-Gonzalez, M., Verhey, F.R.J., Losada, A. & De Vugt, M.E. The Journal
of Contextual Behavioral Science (JCBS), to be submitted by July 2023

6. Association between emotional inertia and future course of depressive symptoms
in informal caregivers of people with dementia: an experience sampling study.
Golnaz Atefi, Sara Laureen Bartels, Joran Geeraerts, Rosalia J.M. Van
Knippenberg1, Wolfgang Viechtbauer, Frans R.J. Verhey, Lieve van den Block &
Marjolein E. de Vugt. Ageing and Mental Health, to be submitted by October 2023

7. Preliminary efficacy of a pilot online intervention based on Acceptance and
Commitment Therapy for informal caregivers of people with dementia (ACT-IC).
Atefi, G., Van Knippenberg, R.J.M., Bartels, S.L, Marquez-Gonzalez, M., Verhey,
F.R.J., Losada, A. & De Vugt, M.E. The Journal of Contextual Behavioral Science
(JCBS). Data collection is currently ongoing.

8. A meta-analysis of dropout rates in online self-help intervention for informal
caregivers of people with dementia: Is human contact necessary?

9. Work in progress in collaboration with some of my fellow ESRs and other PhD
colleagues (we hope to submit to Clinical Psychology Review by autumn 2023).

Presentations:

1. Atefi, G., Van Knippenberg, R.J.M., Bartels, S.L, Verhey, F.R.J., & De Vugt, M.E.
Blended web-based Acceptance and Commitment Therapy for Informal
Caregivers of people with dementia (ACT-IC study): A mixed methods study [Oral
presentation]. ACBS World Conference 2023 Nicosia, Cyprus.

2. Atefi, G., Van Knippenberg, R.J.M., Bartels, S.L, Verhey, F.R.J., & De Vugt, M.E.
The use of Acceptance and Commitment Therapy (ACT) in informal caregivers of
adults with long-term or chronic conditions: A systematic review [Oral
presentation]. ACBS World Conference 2023 Nicosia, Cyprus.

3. Atefi, G., Bartels, S.1., van Knippenberg, R.J.M., Levin, Verhey, F.R.J., & de Vugt,
M.E. (2022, 17-19 October). Main findings of the DISTINCT projects on
technology to promote social health [Symposium presentation]. 32nd Alzheimer
Europe Conference. Bucharest, Romania.Atefi, G., Bartels, S.L., Van
Knippenberg, R.J.M., Levin, M.E., Kilkens, T.O.C., Verhey, F.R.J., & De Vugt,
M.E. (2021, June 20-22). How do Acceptance and Commitment Therapy
interventions work for informal caregivers? preliminary result of a Systematic
Review [Poster presentation]. association for contextual behavioural science
(ACBS) world conference (2021, June 24-27). Virtual, Poznan, Poland.

Other dissemination activities:

1. Skating fundraising: Rolling for Dementia campaign, raising funds and awareness
for dementia research:
https://www.actiealzheimeronderzoekfonds.nl/project/skaten-voor-dementie

2. Hiking fundraising: Samen vooruit met dementia campaign, raising funds and
awareness for dementia research:
https://www.actiealzheimeronderzoekfonds.nl/teams/alzheimer-centrum-limburg

3. Newspaper interview: De Limburger newspaper, about our fundraising campaign
in Alzheimer Centre Limburg. Title: “Iraanse houdt skatemarathon vanuit
Maastricht voor haar opa die overleed aan dementie”.
https://www.limburger.nl/cnt/dmf20200824_00172769
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4.

Magazine interview together with my supervisor: Nummer 1 magazine, about our
fundraising campaign in Alzheimer Centre Limburg.
https://www.alzheimercentrumlimburg.nl/actueel/nieuws/skaten-voor-dementie-
interview-met-golnaz-en-prof-verhey

TV interview: about our fundraising campaign in Alzheimer Centre Limburg,
channel L1 the Netherlands, RTL the Netherlands, Maastricht MUMC.
https://www.youtube.com/watch?v=7VeLvjNXimQ&t=6s

David Neal (ESR6)

Publications:

1.

Read and accepted? Scoping the cognitive accessibility of privacy policies of health
apps and websites in three European countries Neal, D., Gaber, S., Joddrell, P.,
Brorsson, A., Dijkstra, K. & Droes, R-M., 1 Jan 2023, In: Digital Health. 9
Development and evaluation of FindMyApps: Fulfilling the needs and wishes of
people with dementia to maintain Social Health Beentjes, K., Kerkhof, Y., Neal, D.,
Kohl, G., Course, S., Vroemen, L., Graff, M. J. L. & Drées, R-M., 30 Nov 2022,
Improving the Lives of People with Dementia through Technology: Interdisciplinary
Network for Dementia Utilising Current Technology. Taylor and Francis, p. 137-149
(Improving the Lives of People with Dementia through Technology: Interdisciplinary
Network for Dementia Utilising Current Technology).

Limitations of the new ISO standard for health and wellness apps Neal, D.,
Engelsma, T., Tan, J., Craven, M. P., Marcilly, R., Peute, L., Dening, T., Jaspers,
M. & Droes, R-M., 1 Feb 2022, In: The Lancet Digital Health. 4, 2, p. e80-e82
Overcoming Challenges to Inclusive User-based Testing of Health Information
Technology with Vulnerable Older Adults: Recommendations from a Human
Factors Engineering Expert Inquiry Peute, L., Wildenbos, G-A., Engelsma, T.,
Lesselroth, B., Lichtner, V., Monkman, H., Neal, D. P., van Velsen, L., Jaspers, M.
W. M. & Marcilly, R., 1 Aug 2022, In: Yearbook of Medical Informatics. 31, 1, p. 74-
818 p.

Participatory development and evaluation of FindMyApps: Fulfilling the needs and
wishes of people with dementia to maintain Social Health Beentjes, KM., Kerkhof,
YJF., Neal, D. P., Kohl, G., Graff, M. & Drées, RM., 18 Jan 2022, (Accepted/In
press) Improving the lives of people with dementia through technology: :
Interdisciplinary network for dementia utilising current technology . Orrell, M.,
d'Oliveira, D., McDermott, O., Verhey, F., Dassen, F. & Droes, R-M. (eds.).
Routledge Taylor & Francis Group

Neal D, Kuiper L, Pistone D, Osinga C, Nijland S, Ettema T, Dijkstra K, Muller M,
Drées RM. FindMyApps eHealth intervention improves quality, not quantity, of
home tablet use by people with dementia. In press. DOI:
10.3389/fmed.2023.1152077
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Publications:

1.

Mauricio Molnari Ulate
(ESR7)

w

Molinari Ulate, M., Mahmoudi Asl, A., Franco Martin, M., & van der Roest, H.
(2022). Psychometric Characteristics of Comprehensive Geriatric Assessments
(CGAs) for long-term care facilities and community care: A Systematic Review.
Ageing Research Reviews, 81. doi: https://doi.org/10.1016/j.arr.2022.101742
Molinari-Ulate, M., Woodcock, R., Smith, I. et al. Insights on conducting digital
patient and public involvement in dementia research during the COVID-19
pandemic: supporting the development of an “E-nabling digital co-production”
framework. Res Involv Engagem 8, 33 (2022). https://doi.org/10.1186/s40900-022-
00371-9

Mahmoudi Asl, A., Molinari Ulate, M., Franco Martin, M., & van der Roest, H.
(2022). Methodologies Used to Study the Feasibility, Usability, Efficacy, and
Effectiveness of Social Robots For Elderly Adults: Scoping Review. J Med Internet
Res, 24(8), e37434. doi:10.2196/37434

Presentations:

1.

Molinari Ulate, M. (2022, October 17 - October 19). Technology for health and
wellness coaching for PLwD and carers in rural areas [oral presentation]. 32nd
Alzheimer Europe Conference. Bucharest, Romania.

Molinari Ulate, M., Vallejos Ledn, C. P., Alvarado Rodas, A., Franco Martin, M. &
Drées, R. M. (2022, September 29 - October 1). Implementacién adaptada del
Meeting Centre Support Programme en paises de habla hispana. Facilitadores y
barreras en Espafia y Ecuador. Proyecto piloto en Espana [poster presentation].
XIX Congreso de la Sociedad Espafiola de Psicogeriatria. Valladolid, Espana.
Molinari Ulate, M. (2022, September 29 - October 1). Use and Usefulness of
Comprehensive Geriatric Assessments (CGAs) for long-term and community care
settings: Cognition and Behavior Assessment [oral presentation]. XIX Congreso
de la Sociedad Espariola de Psicogeriatria. Valladolid, Spain.

Molinari Ulate, M., Woodcock, R., Smith, I., van der Roest, H.G., Franco Martin, M.,
& Craven, M.P., (2022, July 31 - August 4). Experiencing the Digital Working
Transition in Patient and Public Involvement in Dementia Research During the
COVID-19 Pandemic [poster presentation]. 2022 Alzheimer's Association
International Conference. Virtual, California, USA.

Molinari Ulate, M., Woodcock, R., & Smith, I. (2022, May 13). Enabling Digital Co-
production: a framework to assess the differing impacts of digital PPI [oral
presentation]. Advancing PPIE in the Midlands: Sharing Best Practice. Virtual,
Midlands Health Alliance.

Molinari Ulate, M., Vallejos Leédn, C. P., Franco Martin, M.A., & Drées, R. M. (2022,
April 25-26). Adaptative Implementation of the Meeting Centre Support Programme
in Spanish Speaking Countries. Facilitators and Barriers in Ecuador and Spain
[poster presentation]. 3rd Latinos and Alzheimer's Symposium. Virtual, Bonita
Springs, Florida, USA.

Molinari Ulate, M. & Franco Martin, M. A. (2022, February 10). iSupport Program
for caregivers of PLwD, Spanish adaptation and implementation plan [oral
presentation]. International iSupport Research Meeting. Virtual, World Health
Organization.
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Jaroslav Cibulka (ESRS8)

Publications:

1.

Ozdemir, D.; Cibulka, J.; Stepankova, O.; Holmerova, |, Design and
implementation framework of social assistive robotics for people with dementia - a
scoping review, Health and Technology. 2021, 11(2), 367-378. ISSN 2190-7188,
doi: https://doi.org/10.1007/s12553-021-00522-0

Presentations:

1.

Ozdemir, D.; Cibulka, J.; Stepankova, O.; Holmerova, ., Design and
Implementation Framework of Pet-like Companion Robot Technology for Care of
Older People: A Scoping Review, In: Proceedings of the 18th International
Symposium on Health Information Management Research. LnuOpen, 2021. ISBN
978-91-89081-09-3.

b) McDermott, O. et al., Main findings of the DISTINCT projects on technology to
promote social health, The 32nd Alzheimer Europe conference,17-19. October
2022 in Bucharest, Romania.

c) Cibulka, J.; Hrdlicka, F.; Bartova, A.; Stepankova, O.; Holmerova, I., Acceptability
and usability test of a PetBot, an affordable care system for people with dementia,
grounding an original robotic pet through loT data, The 32nd Alzheimer Europe
conference, 17-19. October 2022 in Bucharest, Romania.

Viktoria Hoel (ESR9)

Publications:

1.

Hoel, V., Seibert, K., Domhoff, D., Preul3, B., Heinze, F., Rothgang, H., Wolf-
Ostermann, K. Social Health among German Nursing Home Residents with
Dementia during the COVID-19 Pandemic, and the Role of Technology to
Promote Social Participation. International Journal of Environmental Research
and Public Health, 2022. 19(4): p. 1956

Hoel, V., K. Wolf-Ostermann, and E.A. Ambugo, Social Isolation and the Use of

Technology in Caregiving Dyads Living With Dementia During COVID-19
Restrictions. Frontiers in Public Health, 2022. 10

Hoel, V., Ambugo, E.A. and Wolf-Ostermann, K. Sustaining Our Relationship:
Dyadic Interactions Supported by Technology for People with Dementia and Their
Informal Caregivers. International Journal of Environmental Research and Public
Health, 2022. 19(17): p. 10956

Hoel V., Koh, W.Q. and Sezgin, D. Enrichment of dementia caregiving relationships
through psychosocial interventions: A scoping review. Frontiers in Medicine, 2023.
9:1069846

Koh, W.Q., Casey, D., Hoel, V., Toomey, E. Strategies to Implement Pet Robots in
Long-Term Care Facilities for Dementia Care: A Modified Delphi Study. Journal of
the American Medical Directors Association, 2022.

Koh, WQ., Casey, D., Hoel., V., and Toomey, E. Strategies for implementing pet
robots in care homes and nursing homes for residents with dementia: protocol for
a modified Delphi study. Implement Sci Commun, 2022. 3(1): p. 58.

Hoel, V., von Zweck, C., and Ledgerd, R. Was a global pandemic needed to adopt
the use of telehealth in occupational therapy? Work, 20

Presentations:

1.

Hoel, V., Seibert, K., Domhoff, D., Preul3, B., Heinze, F., Rothgang, H., Wolf-
Ostermann, K. (June 2022) Social health in nursing home residents with dementia
during COVID-19, and the role of technology to promote social participation. Part
of the symposium “Lessons learned from the COVID-19 Pandemic in Long-Term
Care - An International Perspective. 26th Nordic Congress of Gerontology. Odense,
Denmark.”Hoel, V., Steinert, L., Wolf-Ostermann, K., Schultz, T., Ambugo, EA.
(September 2021). “Social isolation and the use of technology in caregiving dyads
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living with dementia during COVID-19 restrictions.” Part of the symposia “Hausliche
Pflege und Versorgung wahrend einer Pandemie - Ergebnisse quantitativer und
qualitativer Forschung.” Gemeinsame Fachtagung der der Deutschen Gesellschaft
fur Gerontologie und Geriatrie (DGGQG). Virtual and Berlin, Germany

Publications:

1.

Gianna Kohl (ESR10)

w

Bhatt, J.*, Kohl, G.*, Scior, K., & Charlesworth, G. (2023). Comparing the Stigma
Experiences and Comfort with Disclosure in Dutch and English Populations of
People Living with Dementia. Manuscript submitted to Dementia (*joint first
authors).

Gerritzen, E., Kohl, G., Orrell, M., & McDermott, O. (2023). Peer support through
video meetings: Experiences of people with young onset dementia. Dementia,
22(1), 218-234.

Kohl, G., Bhatt, J., Scior, K., & Charlesworth, G. (2022). Development and Co-
Design of a Digital Intervention for People Affected by Dementia Who are Fearful
of Disclosing the Diagnosis to Their Social Networks. Alzheimer's & Dementia,
18(S8), e067833.

Beentjes, K., Kerkhof, Y., Neal, D., Kohl, G., Course, S., Vroemen, L., Graff, M.J.L.,
& Droes, R.M. (2022). Development and evaluation of FindMyApps. In M. Orrell, D.
Oliveira, O. McDermott, F.R.J. Verhey, F.C.M. Dassen & R.M. Drées (Eds.),
Improving the Lives of People with Dementia through Technology. Routledge

Presentations:

1.

Kohl, G., Scior, K., & Charlesworth, G. (2022, October 17-19). Online support for
people affected by dementia who are fearful of sharing the diagnosis. Talk
presented at the 32nd Alzheimer Europe Conference, Bucharest, Romania.

Kohl, G., Scior, K., & Charlesworth, G. (2022, October 17-19). Patterns and
predictors of disclosure of a diagnosis of dementia by people affected by dementia
to social networks. Talk presented at the 32nd Alzheimer Europe Conference,
Bucharest, Romania.

Heins, P.*, Kohl, G., Boots, L.M.M., Neven, A., Verhey, F.R.J., & De Vugt, M. E.
(2022, October 17-19). Social participation in the community: Experiences of
people living with dementia. Talk presented at the 32nd Alzheimer Europe
Conference, Bucharest, Romania (*presenting author).

Heins, P.*, Kohl, G., Boots, L.M.M., Neven, A., Verhey, F.R.J., & De Vugt, M. E.
(2022, August 18-20). Social participation in community-based occupations:
Experiences of people living with dementia. Talk presented at the 2022 World
Occupational Science Conference, Vancouver, Canada.

Kohl, G., Bhatt, J., Scior, K., & Charlesworth, G. (2022, July 31 - August 4).
Development and Co-Design of a Digital Intervention for People Affected by
Dementia who are Fearful of Disclosing the Diagnosis to Their Social Networks.
Poster presented at the Alzheimer's Association International Conference (San
Diego, CA).

Kohl, G., Bhatt, J., Scior, K., & Charlesworth, G. (2022, June 9-11). The
development and co-creation of a digital empowerment intervention for people with
dementia and their supporters who are fearful of disclosing the diagnosis to others.
Poster presented at the 35th Global Conference of Alzheimer's Disease
International, London.

Gerritzen, E.*, Kohl, G., McDermott, O., & Orrell, M. (2021, November 29-
December 1). Peer support through Zoom: experiences of people with Young
Onset Dementia [Oral presentation]. Talk presented at 31st Alzheimer Europe
Conference (virtual, *presenting author).
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7.

Kohl, G., Molinari Ulate, M., Bhatt, J., Lynch, J., Scior, K., & Charlesworth, G. (2021,
November 10-13). Individuals’ decision to disclose a diagnosis of dementia and the
development of an online empowerment intervention [Oral presentation]. In K.
Wollf-Ostermann (Chair), Strategies to design technology promoting social
participation of people with dementia and their caregivers [Symposium]. The
Gerontological Society of America Annual Meeting, Phoenix, AZ, United States.
Kohl, G., Molinari Ulate, M., Bhatt, J., Scior, K., & Charlesworth, G. (2021, July 26-
30). Factors associated with disclosing a diagnosis of dementia to one’s social
network: A systematic review. Poster presented at Alzheimer's Association
International Conference, Denver, CO, United States (virtual).

Neal, D.P.*, Kerkhof, Y.J.F., Beentjes, K., Kohl, G., Bergsma, A., Muller, M., Zwan,
M., Graff, M., & Drées, R.M. (2020, October 20-22). Proven feasibility of the
FindMyApps tablet-based intervention to promote social health in dementia. Talk
presented at 30th Alzheimer Europe Conference, Bucharest, Romania (virtual,
*presenting author)

Other dissemination activities:

1.

Invited speaker, UCL Unit for Stigma Research 5th anniversary - Digital adaptation
of ‘Who to tell, how and when’: Supporting empowered disclosure of a dementia
diagnosis, 17 February 2023

Invited speaker, Dementia Researcher podcast - Design and development of tech
interventions, 9 November 2022

Invited speaker, UCL Unit for Stigma Research lunch seminar - Use of technology
in disclosure of dementia by diagnosed individuals to their social networks, 14
October 2020

Invited speaker, 2nd DISTINCT School, German Center for Neurodegenerative
Diseases, Witten, Germany - Involving people with dementia in technological
developments, 18 September 2020

Editor of 3rd DISTINCT newsletter, February 2022

Two meetings with PPl groups consisting of people with dementia and carers to
discuss findings of the systematic review at the University of Hertfordshire (April &
May 2021)

Manager of DISTINCT social media account and website, May-December 2020

Pascale Heins (ESR11)

Publications:
1.

Koh, W.Q., Heins, P., Flynn, A., Mahmoudi Asl, A., Garcia, L., Malinowsky, C., &
Brorsson, A. (2022). Bridging gaps in the design and implementation of socially
assistive technologies for dementia care: The role of occupational therapy.
Disability and Rehabilitation: Assistive Technology.
https://doi.org/10.1080/17483107.2022.2111610

Koh, W. Q., Whelan, S., Heins, P., Casey, D., Toomey, E., & Drées, R. M. (2022).
The Usability and Impact of a Low-Cost Pet Robot for Older Adults and People With
Dementia: Qualitative Content Analysis of User Experiences and Perceptions on
Consumer Websites. JMIR Aging, 5(1), €29224. https://doi.org/10.2196/29224

Heins, P., Boots, L.M.M., Koh, W.Q., Neven, A., Verhey, F.R.J., & de Vugt, M.E.
(2021). The Effects of Technological Interventions on Social Participation of
Community-Dwelling Older Adults with and without Dementia: A Systematic
Review. Journal of Clinical Medicine, 10, 2308.
https://doi.org/10.3390/jcm10112308

Presentations:
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Heins, P., Kohl, G., Boots, L.M.M., Neven, A., Verhey, F.R.J., & de Vugt, M.E.
(2022, October). Social participation in the community: Experiences of people
living with dementia. Paper presented at the 32nd Alzheimer Europe Conference,
Bucharest, Romania.

Heins, P., Malinowsky, C., Boots, L.M.M., de Vugt, M.E., & Brorsson, A. (2022,
October). Social participation outside home: What are older adults with dementia
concerned about? Paper presented at the 32nd Alzheimer Europe Conference,
Bucharest, Romania.

Heins, P., Boots, L.M.M., Neven, A., Verhey, F.R.J., & de Vugt, M.E. (2022,
October). Viamigo. In O. Mc Dermott & R.M. Drées (Chairs). Main findings of the
DISTINCT projects on technology to promote social health. [Symposium]. 32nd
Alzheimer Europe Conference. Bucharest, Romania.

Dassen, F., Dupont, C., Gilissen, J., Bartels, S.L., Heffernan, E., Wallcook, S.,
Heins, P., & Maldonado Branco, R. (2022, October). Early career researcher
seminar by INTERDEM Academy and ISTAART PEERs: Sharing best practices to
support early career dementia researchers: A World Café. [Symposium]. Alzheimer
Europe Conference 2022, Bucharest, Romania.

Heins, P., & Koh, W.Q. (2022, August). Social participation in community-based
occupations: Experiences of people living with dementia. [Panel session].
Inaugural World Occupational Science Conference. Vancouver, Canada.

Heins, P., & Koh, W.Q. (2022, August). Experiences of being in a multidisciplinary
Innovative Training Network: Technology and Dementia. Poster presented at the
Inaugural World Occupational Science Conference, Vancouver, Canada.

Heins, P., Boots, L.M.M., Koh, W.Q., Neven, A., Verhey, F.R.J., & de Vugt, M.E.
(2022, June). Can technology enhance the social participation of older adults with
dementia living in the community? Poster presented at the Alzheimer’s Disease
International (ADI) 35th Global Conference. London, UK.

Heins, P., Malinowsky, C., Boots, L.M.M., & Brorsson, A. (2022, June). What
factors can influence the social participation of older adults with dementia outside
home? Poster presented at the Alzheimer’s Disease International (ADI) 35th Global
Conference. London, UK.

Other dissemination activities:

1.

DISTINCT & Tech Interventions (2022). In Dementia Researcher UK podcast.
NHIR. Available online from: https://podcasts.apple.com/be/podcast/distinct-tech-
interventions/id13502585957i=1000585289528

What attracts Early Stage Researchers to the dementia field? Dementia in Europe
magazine, 2021, issue 35. Available online from https://www.alzheimer-
europe.org/reports-publication/dementia-europe-magazine-issue-35
Participatiekompas (2022). Mensen met dementie betrekken bij onderzoek en
ontwikkeling [English translation: Involving people with dementia in research and
development]. Available online from: https://participatiekompas.nl/mensen-met-
dementie-betrekken-bij-onderzoek-en-ontwikkeling

Hoe blijf je samen actief en gezond [English translation: How to stay active and
healthy together], Alzheimertrefpunt Heuvelland, Gulper Hoes (February 2023)
Die Umwelt wahrnehmen mit Demenz [English translation: Perception of the
environment in demential, Tag der Sinne, Uniklinikk RWTH Aachen (September
2022)

Erop uit met dementie [English translation: out and about with dementia], Dementie
dialoog, Maastricht University Medical Center+ (June 2022)
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Wei Qi Koh (ESR12)

Publications:
1.

Koh, W. Q., Hoel, V., Casey, D., & Toomey, E. (2022). Strategies to implement
pet robots in long-term care facilities for dementia care: a modified Delphi study.
Journal of the American Medlical Directors Association.
https://doi.org/10.1016/j.jamda.2022.09.010

Koh, W. Q., Vandemeulebroucke, T., Gastmans, C., Miranda, R., & Van den
Block, L. (2023). The ethics of pet robots in dementia care settings: Care
professionals’ and organisational leaders’ ethical intuitions. Frontiers in
Psychiatry. https://doi.org/10.3389/fpsyt.2023.1052889

Koh, W. Q., Heins, P., Flynn, A., Mahmoudi, A., Garcia, L., Malinowsjy, C., &
Brorsson, A. (2022). Bridging gaps in the design and implementation of socially
assistive technologies for dementia care: The role of occupational therapy.
Disability and Rehabilitation. Assistive Technology, 17(6), 1-9.
https://doi.org/10.1080/17483107.2022.2111610

Koh, W. Q., Casey, D., Hoel, V., & Toomey, E. (2022). Strategies for
implementing pet robots in care homes and nursing homes for residents with
dementia: protocol for a modified Delphi study. /mplementation Science
Communications, 3(1), 58, 1-10. https://doi.org/10.1186/s43058-022-00308-z
Koh, W.Q., Toomey, E., Flynn, A. & Casey, D. (2022). Determinants of
implementing pet robots in nursing homes for dementia care. BMC Geriatrics,
22(1), 457, 1-12. https://doi.org/10.1186/s12877-022-03150-z

Hoel, V., Koh, W. Q., & Szegin, D. (2023). Enrichment of dementia caregiving
relationships through psychosocial interventions: A scoping review. Frontiers in
Medicine, 9:1069846. https://doi.org/10.3389/fmed.2022.1069846

Flynn, A., Barry, M., Koh, W. Q., Reilly, G., Brennan, A., Redfern, S., & Casey, D.
(2022). Introducing and familiarizing older adults living with dementia and their
support persons to virtual reality. /nternational Journal of Environmental Research
and Public Health, 1-22. https://doi.org/10.3390/ijerph192316343

Armeni, K., Brinkman, L., Carlsson, R., Eerland, A., Fijten, R., Fondberg, R., ... &
Zurita-Milla, R. (2021). Towards wide-scale adoption of open science practices:
The role of open science communities. Science and Public Policy, 48(5), 605, 1-7.
https://doi.org/10.1093/scipol/scab039

Heins, P., & Koh, W. Q. (2022). Experiences of being in a multidisciplinary
innovative training network: technology and dementia. Journal of Occupational
Science. 29(Suppl 1), https://doi.org/10.1080/14427591.2022.2111002

Presentations

1.

Koh, W. Q., Gastmans, C., Miranda, R., Vandemeulebroucke, T., & Van den
Block, L. (2022, October 17-19). Ethical considerations for implementing pet
robots in long-term care facilities for residents with dementia [Oral presentation].
Alzheimer Europe Conference 2022, Bucharest, Romania.

Koh, W. Q., Casey, D., & Toomey, E. (2022, July 31-August 4). How Can Pet
Robots Be Embedded Into Nursing Homes as Part of Routine Dementia Care?
[Oral presentation]. Alzheimer’s Association International Conference 2022, San
Diego, United States.

Koh, W. Q., Toomey, E., Flynn, A., & Casey, D. (2022, July 31-August 4).
Determinants of implementation: Embedding pet robots in nursing homes for
dementia care [Poster presentation]. Alzheimer’s Association International
Conference 2022, San Diego, United States.

Koh, W. Q., Toomey, E., Flynn, A, & Casey, D. (2022, August 9-11). A qualitative
study to explore barriers and facilitators to the implementation of pet robots in
nursing homes for residents with dementia [Poster presentation]. Alzheimer
Disease International Conference 2022, London, United Kingdom.

Flynn, A., Koh, W. Q., & Casey, D. (2022, August 9-11). 7he show must go on.
Early Career Researchers’ reflections on recruitment & data collection during



https://doi.org/10.1016/j.jamda.2022.09.010
https://doi.org/10.3389/fpsyt.2023.1052889
https://doi.org/10.1080/17483107.2022.2111610
https://doi.org/10.1186/s43058-022-00308-z
https://doi.org/10.1186/s12877-022-03150-z
https://doi.org/10.3389/fmed.2022.1069846
https://doi.org/10.3390/ijerph192316343
https://doi.org/10.1093/scipol/scab039
https://doi.org/10.1080/14427591.2022.2111002
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COVID-19[Poster presentation]. Alzheimer Disease International Conference
2022, London, United Kingdom.

Heins, P., Boots, L., Koh, W. Q., Neven, A., Verhey, F., & de Vugt, M. (2022).
Technology can reduce isolation and loneliness, and enhance social support for
older adults [Poster presentation]. Alzheimer Disease International Conference
2022, London, United Kingdom.

Dolan, O., Flynn, A., & Koh, W. Q. (2022, August 28-31). Can cognitive
stimulation therapy be integrated into daily occupations by occupational
therapists? [Poster presentation]. World Federation of Occupational Therapy
Conference 2022, Paris, France.

Koh, W. Q., Heins, P., Flynn, A., Mahmoudi, A., Garcia, L (2022, August 28-31).
Using novel technology for people living with dementia: An occupational therapy
perspective [Oral presentation]. World Federation of Occupational Therapy
Conference 2022, Paris, France.

Heins, P. & Koh, W. Q. (2022, August 8-10). Experiences of being in a
multidisciplinary Innovative Training Network: Technology and Dementia [poster
presentation]. Inaugural World Occupational Science Conference 2022,
Vancouver, Canada.

Other dissemination activities:

1.

McCauley, R. (Host). (2022, September 15). Dementia in older adults, and the
novel ways in which the social health of these adults is being addressed and
improved [Audio podcast]. In 7The Palliative Hub Professional. https://pnc.st/s/ecrf-
palliative-care-podcast/005882d2/episode-09-wei-qgi-koh-pet-robots-a-new-path-
for-dementia-care

2. Koh, W. Q. (2022, September 20). Pet robots in dementia care: Evidence and
considerations (blog), The Palliative Hub Professional.
http://www.professionalpalliativehub.com/research/research-
webinarblog/enhancingdementia-care-using-pet-robots-moving-research-real-
world

3. Malmborg, S. M. (2022, June 17). Kuscheln mit Batterien. Am Rand Online
Magazine. https://www.amrand.at/post/kuscheln-mit-batterien

4. The Palliative Hub Professional. (2022, June 2). Pet robots and dementia care;
achieving implementation within long-term care facilities.
http://www.professionalpalliativehub.com/research/pet-robots-and-dementia-care-
achievingimplementation-within-long-term-care-facilities

Publications:

1. Mahmoudi, A., Toribio-Guzman, J. M., van der Roest, H., Castro-Gonzalez, A.,
Malfaz, M., Salichs, M. A., & Martin, M. F. (2022). The usability and feasibility
validation of the social robot MINI in people with dementia and mild cognitive
impairment; a study protocol. BMC Psychiatry, 22(1), 760. doi:10.1186/ s12888-
022-04418-9

2. Mahmoudi, A., D. R., Franco Martin M, Henriétte van der Roest H, Castro-
Gonzalez, Kouters S. (2023). Potential facilitators and barriers to implementing the
MINI robot in community-based meeting centres in the Netherlands and Spain.
JMIR Preprints. doi:https://doi.org/10.2196/preprints.44125

3. Mahmoudi, A., Molinari Ulate, M., Franco Martin, M., & van der Roest, H. (2022).

Aysan Mahamoudi Methodologies Used to Study the Feasibility, Usability, Efficacy, and Effectiveness
(ESR13) of Social Robots For Elderly Adults: Scoping Review. J Med Internet Res, 24(8),
e37434. doi:10.2196/37434

4. Diaz Baquero, A. A., Franco-Martin, M. A., Parra Vidales, E., Toribio-Guzman, J.

M., Bueno-Aguado, Y., Martinez Abad, F., Mahmoudi, A., van der Roest, H. G.
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(2022). The Effectiveness of GRADIOR: A Neuropsychological Rehabilitation
Program for People with Mild Cognitive Impairment and Mild Dementia. Results of
a Randomized Controlled Trial After 4 and 12 Months of Treatment. Journal of
Alzheimer's Disease, 86, 711-727. doi:10.3233/JAD-215350

Koh, W. Q., Heins, P., Flynn, A., Mahmoudi, A., Garcia, L., Malinowsky, C., &
Brorsson, A. (2022). Bridging gaps in the design and implementation of socially
assistive technologies for dementia care: the role of occupational therapy. Disability
and Rehabilitation: Assistive Technology, 1-9.
doi:10.1080/17483107.2022.2111610

Molinari-Ulate, M., Mahmoudi, A., Franco-Martin, M. A., & van der Roest, H. G.
(2022). Psychometric characteristics of comprehensive geriatric assessments
(CGAs) for long-term care facilities and community care: A systematic review.
Ageing Research Reviews, 81, 101742.
doi:https://doi.org/10.1016/j.arr.2022.101742

Presentations:

1.

Potential facilitators and barriers of implementing the MINI social robot in meeting
centers for people with dementia and carers in the Netherlands and Spain. Oral
presentation. 32nd Alzheimer Europe Conference. Bucharest, Romania.

Social robots in dementia care and methodologies to study them. Oral presentation.
Congress of the Spanish Society of Psychogeriatrics. Valladolid, Spain.

An occupational therapy perspective on the use of novel technology with people
with dementia. Oral presentation. 18th WFOT Congress. Paris, France.
Methodologies used to study the effectiveness of social robots in long-term and
community care settings. Poster presentation. 21st Alzheimer's Association
International Conference. Denver, USA.

Methodologies used to study the effectiveness of social robots in long-term and
community care settings. Poster presentation. 2021 IPA Virtual Congress.

Other dissemination activities:

1.

University of Salamanca Master class teaching on various topics regarding
dementia and technology.

2. The use of social robots in dementia care [video clip]. SIDECAR project.

3. The use of social robots in dementia care and mental health [Oral presentation].
Community care course, Provincial Hospital of Zamora, Spain.

4. Project presentation at Trimbos-Instituut, the Netherlands.

5. Interactive workshop on activity analysis and activity gradation. DISTINCT school
(Zamora).

Publications:

1. Tan, J.R.O., Boersma, P., Ettema, T.P. et al. (2022). Known in the Nursing home:
development and evaluatin of a digital person-centered artistic photo-activity
intervention to promote social interaction between residents with dementia,
and their formal and informal carers. BMC Geriatrics 22, 25
https://doi.org/10.1186/s12877-021-02632-w

Presentations:

1. Tan, J.R., Boersma, P., Aégerter, L., Ettema, T., Stek, M., Gobbens, R., & Droes,
R.M. (2022, 17-19 October). Main findings of the DISTINCT projects on
technology to promote social health [Symposium presentation]. 32nd Alzheimer
Europe Conference. Bucharest, Romania.

Josephine Rose Tan 2. Tan Josephine, with Garcia, Lesley (2022). Stories from DISTINCT: Developing

(ESR14)

the Fotoscope; The Journey and Development of Road Map. Dementia Lab 2022.
Leuven, Belgium.
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Other dissemination activities

1.

Dementia Researcher Podcast “Design & development of Tech Interventions”,
hosted by Dr. Anna Volkmer with Fanny Monnet, Josephine Rose Tan, and
Gianna Kohl. Available online from:
https://www.dementiaresearcher.nihr.ac.uk/podcast-design-development-of-tech-
interventions

Beliz Budak (ESR15)

Publications:

1.

Felding, Simone Anna, Wei Qi Koh, Sonja Teupen, Kiibra Beliz Budak, Franziska
Laporte Uribe & Martina Roes. 2023. A scoping review using the Alimere model to
understand factors facilitating and hindering the acceptance of social robots in
nursing homes. International Journal of Social Robotics. Accepted, In Press.

Koh, W.Q., Felding, S.A., Budak, K.B. et al. Barriers and facilitators to the
implementation of social robots for older adults and people with dementia: a
scoping review. BMC Geriatr 21, 351 (2021). https://doi.org/10.1186/s12877-021-
02277-9

Budak KB, Laporte Uribe F, Meiland F, Felding SA, Teupen S, Bergmann JM,
Muller-Widmer R, Roes M. Implementing active assisted living technology in long-
term care of People Living with Dementia (PIwD) to address loneliness: A
European survey. JMIR Aging 2023;0:e0. doi: 10.2196/45231

Presentations:

1.

Kibra Beliz Budak, Franziska Laporte Uribe, Martina Roes (2023) Main findings
of the DISTINCT projects on technology to promote social health. 32nd Alzheimer
Europe Conference. Bucharest, Romania.

Other dissemination activities:
Dementia Researcher podcast about evaluation and implementation of technology
together with ESR’s Simone Felding and David Neal, November 2022.
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ESRs getting their
PhDs

Wei’s story

22 September 2022 marked a
special day, where | bade
goodbye to my PhD thesis
(implementing pet robots for
people with dementia in long-
term care settings) with an
overwhelming feeling of relief. My
viva took place 8-weeks later, on
18 November. The examiners
and the chairperson were
incredibly welcoming, which put
my initial nerves to ease. The
' questions and exchanges were
stimulating and thought-
provoking, and the next 2 hours
15 mins passed in a wink. My 3-
year PhD journey finally came to
" an end. After the viva, my partner
and | celebrated by having the best pizza and wings in Galway, saying goodbye to friends in Galway,
and spending the next weeks in Singapore with my loved ones.

The research from this journey has been widely disseminated - together with all my wonderful co-
authors and other supporters, we have published ten papers, presented at several conferences, and
through other platforms such as a podcast, dedicated project website and blogpost. There are so
many wonderful people whom | have to thank (that’'s why the acknowledgements section is the
favorite part of my thesis). Here’s my attempt at a condensed version just for this newsletter - | must
thank my supervisors, Professor Dympna Casey and Dr Elaine Toomey, for believing in me and for
their never ending support and patience. | am proud to be a part of DISTINCT, and for all the
opportunities that | have been afforded. | am grateful to my secondment supervisors, Prof dr. Rose
Marie Droes and Prof dr. Lieve van den Block, for warmly welcoming me into their research group and
sharing their expertise. Last (but definitely not least), | am grateful to forge friendships with all my
wonderful fellow ESRs. A special shout out to dear Viktoria Hoel, Simone Felding, Beliz Budak,
Pascale Heins, Aysan Mahmoudi and Lesley Garcia - it was a joy to work with you.

After one chapter comes the next, and | look forward to moving onwards to the next chapter.
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Exciting news to finish off!

We wish the very best for
Josephine and Louis who had
their first baby Luuk!
Welcome Luuk the second
DISTINCT baby!

X www.dementiadistinct.com

o @DTdementia

We would like to thank Fania Dassen and the whole team in

Maastricht for organising the DISTINCT schools and the

training activities. Thank you to Rose-Marie Droes for

coordinating the Best Practice Guidance. A special thanks

also to Martin Orrell, Orii McDermott and Ann Gibbons for

leading the DISTINCT project and their continuing support.
Thank you!
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