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Developing technology to enhance independence in dementia:
Lived experience shaping priorities for action

Background

CONSOLIDATE is a network focused on supporting people living with dementia and their
families to remain independent at home through the meaningful use of technology. Funded
by UK Research and Innovation’s Engineering and Physical Sciences Research Council, the
National Institute for Health and Care Research and the Alzheimer's Society,
CONSOLIDATE is led by Heriot-Watt University, the University of Strathclyde and Age
Scotland, in partnership with Alzheimer Scotland, Meeting Centres Scotland, Carers
Scotland, Community Renewal Trust, Edinburgh College, Life Sciences Scotland, NHS
Borders, NHS Forth Valley, NHS Grampian, NHS Lothian and NHS Shetland.

CONSOLIDATE brings together researchers, health and social care professionals, industry,
third sector organisations, and-most importantly-people with lived experience of dementia
and unpaid carers to co-develop solutions that address community needs across Scotland.

CONSOLIDATE is referred to by the funders as a NetworkPlus: the “network” aspect refers
to the diverse group pf people and organisations CONSOLIDATE brings together; the “plus’
means that as well as bringing people together, CONSOLIDATE will distribute funding to
support the development of new technologies that can enable and support independence in
dementia. This Community Engagement report provides an overview of how people have
shaped what that funding should address.

Purpose of the Community Engagement

Community Engagement was designed to ensure that the CONSOLIDATE funding call is
directly informed by the lived experiences of people living with dementia, unpaid carers and
professionals. Rather than starting with predefined assumptions, this phase prioritised
listening and gathering insight into what matters most in daily life, including both positive and
challenging experiences of technology, independence and care.

The graphic below illustrates the co-developed framework which underpins
CONSOLIDATE’s approach across current and future work. The Community Engagement
detailed in this report represents a first “listening” phase, enabling progression to the next
phase--proposing solutions based on community-defined challenges--while continuing to
support co-design and sustained involvement throughout.

Listening Solutions
Conversations with people A call out to research Solving problems through
with lived expertise and the partners based on the list of the use of new and adapted
community challenges technology

Setting the challenges Co-designing solutions
Challenges defined by your Combining lived expertise and
needs and experiences research to design something that

meets your needs
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Role of lived experience

"Nothing about us, without us" is a well-known phrase within the space of co-production’. As
experts in their own experience, people living with dementia and those who care for them
are best placed to understand and express what would support them to live well. By starting
CONSOLIDATE’s activities visiting and listening to people affected by dementia, the network
ensured this ethos was embedded from the outset; ensuring that the goals and solutions
developed by the network are created with and for people living with dementia and their care
partners.

CONSOLIDATE focused most of its first year building relationships and listening to the
needs of people with lived experience of dementia including a range of communities and
organisations who support people living with dementia around the country. This Community
Engagement extended over a 7-month period and then analysed to produce
CONSOLIDATE’s Grand Challenges, the basis for the funding calls.

Embedding People’s Voice and recruitment

While the role of lived experiences within the dementia community was given priority through
our Community Engagement, CONSOLIDATE simultaneously established a lived experience
panel to support and guide the network on a strategic level. Recruitment for what is now
known as the People's Voice panel started in November 2025 and panel members sat in
post for the first time at the start of January 2026. The panel is made up of people living with
dementia and unpaid carers who provide feedback and collaborate on resources and
procedures developed by CONSOLIDATE. Panel members actively take part in facilitating
workshops, represent the network at events and share their own lived experience through
engagement workshops and co-design events.

Method

Partnership within CONSOLIDATE

The partnership between Heriot-Watt University, the University of Strathclyde and Age
Scotland underpinned the overall design and delivery of the CONSOLIDATE Community
Engagement. Bringing together academic expertise and strong community insight, this
collaboration ensured that the approach to engagement was thoughtfully developed and
grounded in principles of meaningful involvement from the outset. While specific
engagement methods are outlined in later sections, this partnership provided the foundation
for how and why these approaches were implemented. To support safe and respectful
participation, particularly in online settings, community guidelines were developed, outlining
clear expectations around communication, confidentiality and emotional safety. This ensured
a consistent, values-led approach across all engagement activity. The Community
Engagement included in-person and online workshops, in-person and online individual
interviews, and a national survey.

Recruitment

Recruitment to participate in the Community Engagement utilised existing relationships, new
connections from initial CONSOLIDATE membership, and Age Scotland's networks, primarily
from the Dementia Community Network and Community Development base. In addition,
significant outreach was enabled from strategic partners within CONSOLIDATE including
Alzheimer Scotland, Meeting Centres Scotland, Carers Scotland, NHS Shetland, NHS
Borders, NHS Grampian and Community Renewal Trust. This resulted in a breadth and
depth of engagement throughout Scotland and enabled the team to connect with different
community bases. Significant time was invested in building and strengthening relationships
with identified communities. The core team took time to understand group needs and what

" Bryden C. Nothing about us, without us! 20 years of dementia advocacy. UK: Jessica Kingsley
Publishers; 2015.
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activities worked best to encourage attendees to feel at ease and gain enjoyment out of
engagement.

Age Scotland's Storytelling Resource and adaption

Developed in collaboration with the Village Storytelling Centre?, Age Scotland's Storytelling
Resource? is a tool used to support engaging and thoughtful conversations within the
community. Storytelling methods enable participants to explore issues without the pressure
of being directly asked for their personal experience. Techniques used throughout the
sessions offer alternative methods to engage so that the reliance is not just on verbal
communication. The techniques further reduce the pressure of fact recall and feeling that
questions must be answered "correctly" for people affected by a cognitive impairment by the
reassurance that there is no wrong way to answer.

In its totality, the Storytelling Resource compromises of 6 separate sessions, each with its
own activities and discussion points covering a range of topics such as policy engagement
and human rights. For the CONSOLIDATE workshops, specific activities from this resource
were selected and adapted to enable discussions around technology use and the needs of
people living with dementia.

Warmup Activity

A warmup activity using voting paddles (coloured red on one side and green on the other)
was adapted by changing the topics asked to yes or no questions based around technology
use and perspectives on data sharing. This was to orientate the group to the discussion
ahead and to gauge overall group perspectives on how comfortable they were with
technology. The questions asked are written out below with participants being asked to
answer agree, disagree or abstain:

1. | feel comfortable using technology in my day-to-day life.

2. | rely on my family members / friends to help me use technology regularly.

3. | am comfortable using a smart phone.

4. | would be happy to share my health data with my family if needed for my wellbeing.

5. 1 would be happy to try new technology.

6. | would be happy to share my phone health data (such as step count, sleep quality)
with my GP for my health care.

7. | currently use a voice assistant at home (such as Alexa or Google Assistant).

8. 1don’t have internet connection at home.

9. |1 still use my landline as my main telephone.

After the warmup activity, it was common for discussion to continue based on group answers
before heading into the main activity.

Sarah's Story

A fictional persona called Sarah was created and communicated through two letters asking
the group for support and advice on living well after a diagnosis of dementia and the role of
technology within that. This method is known within storytelling as "one-step-removed"* and
offers distance and objectivity to allow for conversations to be explored and solutions to be
suggested without feeling too personal. Through Sarah's letters, participants were
encouraged to explore challenges and issues which may or may not affect them directly
without putting too much pressure on each participant to share their own experiences. For

2 The Village Storytelling Centre. About us. www.villagestorytelling.org.uk/about-us/

3 https://www.agescotland.org.uk/how-we-help/dementia/publications-and-resources/storytelling-
resource

4 https://www.agescotland.org.uk/assets/000/001/149/Storytelling_user-
guide_DPS_original.pdf?1726657368
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the main activity, Sarah's letter would be read aloud to the group, which would conclude with
Sarah asking the group for advice. After Sarah's questions were discussed, Sarah's follow
up letter would be read aloud to the group with subsequent questions for more advice. The
questions asked following each letter are listed below:

Sarah Letter 1:
1. What helps to keep you independent?
2. What would you love to do just now, but feel that you can’t?
3. What are the issues or tasks that you do regularly that you worry will change in the
future?

Sarah Letter 2:
1. What gadgets or device do you already use that you would recommend?
2. What features make a device easy or hard to use?
3. What has stopped you from using technology in the past?
4. If you had a magic wand, what technology device would you create and why?

Alternative workshops and feedback changes

A detailed description of the workshop was provided to community group leaders beforehand
including sharing the questions that would be asked during the activity. This allowed group
leaders and regular group attendees to decide what would work best for them. Some groups
were keen for the storytelling workshop style and other groups, in particular carer only peer
groups, preferred a more informal discussion. For the latter, the same questions were asked
regardless of whether the storytelling method was used for consistency purposes.

Feedback was incorporated as the workshops progressed. For instance, the warmup activity
used physical voting paddles that were coloured red and green, however, it was discovered
that some people could find these paddles confusing as they saw the opposite colour to
which they were intending to vote for. A simple adaption was added following a suggestion
from a previous participant group to allow attendees to use thumbs up or thumbs down if
they would prefer not to use the paddle and enable them to fully participate in the warmup
activity. This was implemented for the remainder of the workshops allowing the engagement
to remain dynamically adaptable throughout.

Designing accessible and inclusive workshops

A key principle of the CONSOLIDATE engagement approach was designing workshops that
could be adapted to meet the needs of different groups. Rather than expecting participants
to engage in unfamiliar environments, community groups were offered the opportunity for the
team to come into their own spaces; places that were already familiar, trusted and
comfortable. This approach emphasised respect for existing group dynamics and recognised
that participants are the experts in their own experiences, with the role of the research team
being to facilitate meaningful contribution.

Several important considerations informed the development of the workshops:

Ethical approval

Ethical approval was secured prior to delivery, recognising that the engagement involved
working with potentially vulnerable groups. This ensured that all activities were conducted in
a way that was appropriate, respectful and safeguarded participant wellbeing.

Participant information and consent

A range of supporting documents were developed to ensure participants were fully informed.
These included an overview of CONSOLIDATE, the purpose of the activities, how
contributions would be used, and clear information on data protection and participant rights.
Participants were also informed at the outset that if any topics felt uncomfortable or
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distressing, they could choose not to engage, take a break, or step out of the session at any
time, with support available from the CONSOLIDATE core team and community leads. All
contributions were anonymised to protect privacy, with no identifiable information linked to
individual responses. Participants were asked to complete a consent form, confirming their
understanding and agreement to take part. This process was a key step in supporting
informed and voluntary participation.

Accessibility and inclusion

Workshops were designed to be flexible and responsive to individual needs. This included
offering different ways to participate, providing additional support where required, and
actively working to remove barriers to engagement for both people living with dementia and
unpaid carers. Efforts were also made to ensure sessions were welcoming and inclusive in
practical ways, such as providing dietary options to accommodate different needs.

Reimbursement and recognition

Workshop participants were offered a £25 voucher of their choice as a gesture of
appreciation for their time and expertise. This recognised the value of lived experience and
acknowledged the important contribution participants made in shaping the direction of the
project. Throughout all workshops, the facilitation approach focused on providing support
with completing materials where needed and clearly explaining the workshop process. Time
was taken to create open and supportive environments through all sessions with an
emphasis on bridging the gap between academic research and lived experience. This
approach ensured that workshops were not only accessible, but enabled participants to
engage confidently and meaningfully in sharing their experiences.

Debrief and follow-up support
At the end of each workshop, participants were
provided with a debrief sheet containing relevant

support information for people living with dementia and Sullomjvoes
their families. Contact details for CONSOLIDATE were AL

also included, offering opportunities for further
involvement.

Overview of our community engagement activities
The Community Engagement used multiple,
complementary methods to capture a wide range of
perspectives including community workshops across
Scotland (in-person and online), one-to-one interviews,
community champion led sessions and an online
national survey.

The map illustrates locations across Scotland included
in the Community Engagement activities.
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Community Workshops

Starting in September 2025 in the Shetland Isles and
finishing in Currie, Edinburgh, in January 2026, our
team travelled throughout Scotland visiting different
community-based organisations and grassroot peer
support groups with the purpose of finding out what
matters most to people living with dementia to support
their independence and their experiences of using
technology in their day to day living. Overall, the team  _NORTHERN

visited 9 locations in Scotland, with particular focus on 'RJELA'"D
i

~Kingdom

Newcastle
uponjlyne
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building relationships in rural and socioeconomically disadvantaged areas, including
Shetland, Aberdeenshire, Perth and Kinross, Angus, Forth Valley, Lothian, Glasgow City,
Lanarkshire, and Fife.

Where we identified individuals who wished to contribute but were not associated with a
specific community group, one-to-one interviews were offered, in person or online. This
allowed us to include conversations from individuals in a way that worked for them.

In total, 61 people living with dementia, 100 unpaid carers of people living with dementia,
and 19 professionals working within dementia care were included through the community
workshops and interviews.

Community Champions

Community Champions played a vital role in extending the reach of CONSOLIDATE’s
engagement activities, enabling conversations to take place within trusted, familiar
community settings. Champions- typically local group leaders or facilitator-were supported to
deliver structured sessions within their own groups, helping to capture insights from
individuals who may not otherwise engage with formal research activities. This also enabled
CONSOLIDATE to reach community groups that could not be accessed in person, providing
them with an opportunity to be involved and ensuring their experiences were included.

To support this, a comprehensive Community Champion Pack was developed, providing
step-by-step guidance on how to plan and facilitate sessions, alongside accessible
resources such as discussion prompts, storytelling activities (e.g. “Sarah’s Letters”), and
clear instructions for capturing and reporting feedback. The pack was designed to be flexible
and easy to use, allowing Champions to adapt sessions to the needs of their groups while
maintaining consistency across data collection. Ongoing support was also provided by the
CONSOLIDATE team, including briefing sessions, responsive communication, and guidance
on safeguarding and creating inclusive, supportive environments. This approach ensured
that insights were gathered in a way that was both structured and genuinely rooted in
community contexts.

Online National Survey

The online national survey provided an additional route for individuals across Scotland to
contribute their experiences, complementing community-led engagement activities.
Designed to be accessible and easy to complete, the survey captured perspectives from
people living with dementia, unpaid carers, and professionals, enabling participation from
those who were unable or less comfortable attending workshops or group sessions.

The survey reached a high proportion of professionals working within the sector, for whom
this format was particularly beneficial, offering the flexibility to engage alongside formal
responsibilities. However, it was less effective in reaching people living with dementia
directly, highlighting the continued importance of in-person, relationship-based and
supported approaches for meaningful inclusion.

The survey explored key topics including daily life, independence, experiences of
technology, and perceived barriers and support needs. Responses were analysed alongside
workshop, interview and Community Champion data to strengthen and validate emerging
findings. This approach ensured a broader and more diverse evidence base, demonstrating
that the challenges identified are not isolated, but widely experienced across Scotland.

The survey was completed by 11 people with dementia, 69 unpaid carers and 52
professionals working within dementia care. The table below summarises the overall reach
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and engagement from both the community-based workshops and interviews and online
national survey:

Community Survey Total
People living with dementia 61 11 72
Unpaid carers 100 69 169
Care professionals 19 52 71
Total 180 132 312

Results
Data Analysis
The data represented 1,197 lived experience comments across all seven workshop
questions. Each comment was descriptively coded using a three-tier framework:
o Descriptive Code 1: High-Level Themes
o Descriptive Code 2: Outcome-Level Needs
e Descriptive Code 3: Detailed Contextual Details

Frequencies captured references to the emerging themes and used to identify patterns of
recurring concern. While frequency counts indicate the topics most commonly discussed,
lower-frequency themes often reflected issues of equal importance to participants and were
considered alongside the context and experiences shared.

High-Level Themes

Frequencies on the High-level themes demonstrated a strong emphasis on maintaining
independence, usability of technology, barriers to engagement and anxieties about future
decline.

Theme Frequency
Usability Factors 217
Independence Enablers 215
Current Technology Used 185
Restricted/Lost Activities 137
Technology Barriers 133
Future Concerns 100
Desired Technology 80
Usability Factors

Usability Factors was the most frequently referenced theme, highlighting the importance of
technology being simple, intuitive and adaptable to the needs of people living with dementia
and their carers. Participants described frustrations with devices that required multiple steps,
regular updates, password management or complex interfaces. Familiarity was consistently
valued, with participants preferring technologies that build on existing routines and skills
rather than requiring entirely new ways of working. These findings suggest that participants
placed greater value on technologies that felt familiar, accessible and supportive of
independence than on technologies offering increasingly complex features or functions.

Independence Enablers

Maintaining independence was a central priority throughout the Community Engagement.
Participants described a range of factors that helped them remain autonomous, including
supportive relationships, accessible technology, community connections and opportunities to
continue meaningful activities. Independence was often discussed as more than completing
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tasks, with participants emphasising the importance of maintaining confidence, choice,
identity and control over daily life. Technology was viewed more positively when it enabled
existing abilities rather than replacing them.

Current Technology Used

Participants reported using a broad range of technologies to support daily life, including
mobile phones, tablets, voice assistants, reminder systems, GPS devices and adapted
household technologies. Experiences varied considerably depending on individual
confidence, needs and circumstances. Voice-activated technologies were frequently
discussed as helpful tools for reducing the reliance on memory and supporting routines.
However, participants also highlighted that there is no universal solution and that individual
preferences and abilities must be considered when designing technology-based support.

Restricted / Lost Activities

Participants frequently reflected on activities that had become more difficult or could no
longer be undertaken independently. Common examples included driving, travelling alone,
accessing community activities, managing household tasks and engaging in social
opportunities. These restrictions were often associated with reduced confidence, increased
anxiety and concerns about losing independence. Importantly, participants highlighted that
the impact extended beyond the activity itself, often affecting social connection, wellbeing
and overall quality of life.

Technology Barriers

Technology Barriers reflected the wider challenges that can prevent people from accessing
or benefiting from technology. Participants described concerns about scams, privacy and the
security of personal information, alongside frustrations with limited access to training and
ongoing support. Barriers were also linked to environmental factors such as unreliable
internet connectivity, power outages and geographical inequalities, particularly within rural
communities. These findings highlight that enabling meaningful technology use requires not
only suitable devices, but also the infrastructure, support and confidence needed to use
them successfully.

Future Concerns

Participants expressed concerns about how their needs may change over time and whether
appropriate support would be available in the future. Many worried about declining abilities,
increasing dependence on others and the loss of activities that currently provide meaning
and enjoyment. Unpaid carers similarly expressed concerns about their future capacity to
continue in caring roles while managing their own health and wellbeing. These discussions
highlighted the importance of proactive, adaptable and long-term approaches that can
respond to changing needs across the dementia journey.

Desired Technology

When asked about technology they would like to see developed, participants rarely focused
on highly complex or futuristic innovations. Instead, they prioritised technologies that were
practical, reliable, accessible and supportive of everyday life. Desired features included
assistance with daily routines, navigation, communication, memory support and maintaining
independence. Across discussions there was a consistent message that technology should
complement, rather than replace, human support and social connection. Participants valued
solutions that promote autonomy while recognising the importance of relationships, trust and
individual choice.

Outcome-level needs
The most frequently referenced outcomes indicated that independence is shaped by a
combination of social, technological and system-level factors including social connection,
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accessibility and usability, trust in systems and availability of support. These outcomes
provide additional insight into the specific factors that influence independence and wellbeing
for people living with dementia and their carers.

Outcome Description Frequency

Support Crucial Participants frequently highlighted the 43
importance of support from family members,
friends, professionals and community
networks in helping them maintain
independence and engage with technology.

Social Interaction Maintaining social connections, relationships 24
and opportunities to engage with others was
identified as an important factor in supporting
wellbeing and quality of life.

Voice Assistants (e.g. Voice-activated technologies were commonly 20
Alexa) discussed as helpful tools for supporting
routines, reminders and everyday tasks while
reducing the need to navigate complex
interfaces.

Mobile Phone Use Mobile phones were often referenced as 13
important tools for communication, accessing
information and supporting independence
when out in the community.

Driving and Mobility Loss | Loss of driving ability and reduced mobility 11
were commonly associated with challenges
accessing services, maintaining routines and
staying connected to communities.

Scams and trust concerns | Participants expressed concerns about 10
scams, fraud and trust in digital systems,
highlighting the importance of feeling
confident and secure when using technology.

Cost and affordability The cost of technology and related services 9
was identified as a potential barrier, with
participants emphasising the importance of
affordable and accessible solutions.

Survey Integration
Survey responses were reviewed alongside workshop findings to assess alignment and
strengthen overall evidence base. Several key themes emerged through respondents.

Daily Functioning and Independence

Survey respondents reported difficulty with tasks such as meal preparation, medication
management and maintaining routines. Challenges around driving and navigating public
transport were mentioned throughout. Feelings of loneliness and reduced social
engagement were widely reported throughout the survey.

Technology usability and barriers

Respondents highlighted difficulties learning to use technology and the confusion that can
arise when a device is more complex to use. Respondents mentioned concerns around
increased scams, data and privacy protections and their own fears about making mistakes
using devices.
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Carer Responsibilities

Carers described fatigue and high responsibilities impacting their wellbeing. Frequent
mentions around importance of informal support networks were highlighted through
respondents. For technology use, carers reported the need for reassurance and monitoring
of their cared for person.

Additional Survey insights

Survey reflections highlighted that participants prioritised technology that is easy to set up
and simplicity. There was a strong preference for devices that operate in the background
with minimum input from the intended user. Where it was suitable, voice-activated and
integrated systems were a top choice for respondents allowing individuals to speak
commands. Respondents indicated that technology is often accepted as a practical solution
because human support has become limited rather than being accepted because the
technology is the preferred choice.

The survey findings provided confidence that the challenges identified through the workshop
data are widely shared and consistent across a broader population.

Involvement of People’s Voice Panel in analysis

The People’s Voice Panel undertook a two-stage co-production process, designed to ensure
that prioritisation was grounded directly in lived experience data and move away from being
solely researcher driven. To support meaningful and inclusive participation, structured
support materials were developed and provided in advance of both the co-analysis and
prioritisation sessions. These included accessible explanations of themes, sub-codes and
key terminology, visual prompts and guided reflection tools, clear prioritisation guidance, and
emotional support guidance and safe space agreements.

Stage 1: Co-analysis of workshop data
People’s Voice members took part in a hybrid co-analysis workshop where they reviewed
comments from the scoping workshops under each top-level theme. They then discussed
their own lived experiences and emerging issues that connected with each theme. Finally,
the members were encouraged to co-create a set of sub-codes to describe the key needs
and challenges that reflected the data.

Stage 2: Prioritisation of sub-codes

In a second hybrid workshop, people voice members were supported to individually review
the co-developed sub-codes that were created in the previous workshop. Members voted on
which outcome were most important to them and collectively contributed to identifying the
highest priorities. This process provided a structured way to rank lived experience priorities
and identify areas of shared importance by capturing both individual and collective
perspectives.

Key priorities

The Community Engagement identified 6 key priority areas:

Human support to set up and use technology

Technology tailored to individual needs and stage of dementia
Reducing digital exclusion and cost barriers

Building confidence and trust

Simple, intuitive and accessible design

Consistent national support across Scotland

oabhwbh~

Participants also highlighted issues such as inequalities for individuals without informal
support, rural and socioeconomic disparities and the need for consistent post-diagnostic
support.
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Grand Challenges Breakdown

Key themes were consistently observed across all data sources, including workshops,
survey responses, Community Champion consultations and People’s Voice prioritisation
workshops. These themes make up CONSOLIDATE'’s Grand Challenges. Funding calls will
support teams to propose solutions for these (see www.dementia.hw.ac.uk).

Grand Challenge 1: Independence at Home
Supporting daily routines, safety and autonomy for as long as possible.

"Alexa helped me stay really independent. It helped with time reminders for me to turn off the
cooker. In cooking, it's helped as | can still cook but miss the order of the recipes.”

“I'd love to be able to wash my own clothes. The washing machine is now too complex, and |
find it difficult to use."”

People described increasing difficulties with task sequencing, remembering steps, preparing
food, managing medication, and keeping track of time and days. Participants frequently
reported these issues causing increased anxiety and loss of confidence with many
participants worrying about reduced autonomy and choice.

Concerning household tasks, examples were shared about familiar appliances and devices
around the home that are becoming more confusing to use, moving away from “one-button"
actions, and requiring subscriptions. This adds a further layer of complexity and provides an
unintentional barrier to independence to a task or activity that the person living with dementia
might still be able to perform.

There was an acknowledgment by participants that monitoring style devices provide a
means of reassurance for unpaid carers. However, participants expressed a strong need for
balance in priorities between an over-reliance on monitoring style solutions over support to
learn new skills or supplement the skills that may need supported to live independently. This
was particularly prominent for those who were in an early stage of their dementia.

Voice assistants were among the most used device for people living with dementia,
particularly in the cohort of young onset dementia, who preferred to use their voice to speak
aloud tasks, ask questions and help maintain a daily routine. This provided a means to
enhance their skills and enable them to retain control and independence while adapting to
the changes they were experiencing with their diagnosis. However, this can be used as an
example that there is no ‘one size fits all’ solution, as with the many positive examples
shared of using voice assistants and voice activated technology, there were just as many
examples of individuals who struggled to use the devices with common barriers being
forgetting the “wake” word to enable the device to listen, difficulties with word finding and
speech impairments. This in turn led to feelings of frustration and loss of confidence in using
the devices.

Under the Grand Challenge of Independence at Home, the following key elements are to
be addressed:
e Technologies that favour familiarity and simplicity rather than creating barriers for
use.
e Technologies that reduce the need for multiple devices around the home and offer a
means to connect with as few logins and access requirements.
e Technologies that focus on retaining and enhancing skills to live independently
Technologies that adapt over time to individual skill abilities.
e Technologies that consider more than just “monitoring” but rather act to support
continued learning of skills necessary to live independently.
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Grand Challenge 2: Mobility, Travel and Getting Out
Enabling safe, confident mobility and access to community life.

“It's getting more problematic getting out and about."”

"When | was first diagnosed, | was quite happy to take the train myself, but | would forget
how to get back home. Different friends would help me out and get me where | needed to
be."”

One of the most common responses to the question on what people would most like to do
but feel that they can’t was around being able to access their community. Participants
frequently cited reduced mobility as a barrier to getting out and feelings of anxiety from both
people living with dementia but also from the perspective of their unpaid carer. Fear of falling
was often given as an example when in the community alone and contributed to a loss of
confidence, with the consequence of reduced social connection and loss of autonomy. Being
able to successfully navigate a whole journey and back home again was used as an
example, including knowing what stop to get off, where to get the transport back again and
who to ask for help.

Many participants have tried to make use of various apps to help with navigation, some with
success, but others have subsequently come across barriers with navigation apps, with
complex interfaces being one of the most common cited barriers. Suggestions on devices to
support navigation were highlighted as being highly sought after, particularly to support safe
walking and autonomy of choice. Some participants have been using various GPS devices
to enable them to continue their regular routines that are linked in with trusted family or
friends. There were many positive examples provided from the perspective of those living
with dementia, including increase in confidence if something were to go wrong, and from the
perspective of their unpaid carers, including the reassurance that their loved one was safe.
However, similar to above, discussions arose around consent for this style of monitoring
device and whether other options that promote self-autonomy, privacy and independence
could be tried first.

Loss of driving licences and difficulties with public transport were among the most
emotionally charged themes. People described feeling trapped and anxious in busy
environments and being unable to navigate travel apps or digital tickets. Many people living
with dementia are faced with having to surrender their driving licence shortly after their initial
diagnosis. Many examples were shared about the negative impact of losing the main driver
in the household and how this can impact basic routine activities such as going for a weekly
food shop, visiting friends and family, or attending appointments. Some rural areas
highlighted that for some couples where there has only been one main driver, the loss of the
driving licences can have dramatic life changes including being completely cut off from basic
amenities. In addition, rural communities have seen a stark reduction in regular and reliable
public transports options. One rural area shared that QR codes had replaced the physical
bus timetable which many residents in the community were either struggling to use or did not
have the appropriate device to scan.

Under the Grand Challenge of Mobility, Travel and Getting Out, the following key elements
are to be explored:
e Technologies that support self-navigation when out and about in local communities.
¢ Technologies that may support or enhance loss of mobility when out and about.
e Technologies that could support through the whole journey of travel including getting
safely home again.
e Technologies to help navigate community resources such as public transport.
Technologies that support the continued safe ability to drive.
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Grand Challenge 3: Dementia-Inclusive Technology
Designing technology that is simple, stable, intuitive and trusted.

"Modern devices are now upgraded versions that often feature a one-size-fits-all approach,
with unnecessary Wi-Fi and other features included. This can be burdensome, as it may be
overwhelming or make a standard appliance more expensive."

"A few features that work well are better than loads of capacity to run fancy apps.”
"Being able to set up or operate remotely when the person you care for is not tech savvy."
"The technology is there, but unless the support is there to use it then it’s useless.”

While there were many examples shared of technology being fully adopted within certain
experiences of dementia, technology was widely described as overwhelming, inaccessible,
changing too often and lacking meaningful human support. Participants commonly cited
simplicity of devices, familiarity of devices, and fewer options offered being preferred
features of easier to use technologies. Where devices worked well, examples were shared of
having found devices that suited the needs of the individual rather than forcing the individual
to fit with the device. This may be a battery operated, no internet required device for some,
and a Bluetooth capability, voice active device for others. When asked what devices people
are already using, a variety of different styles, complexities, and features were listed with
some of the most common being voice assistants, motion sensors, mobile phones and tablet
devices, and adapted simple devices such as a simplified TV remote. Unpaid carers voiced
the need to be able to set up devices remotely as being physically present with the device
was not always possible (for example, for families where the unpaid carer lives on mainland
Scotland and their loved one lives on a remote island).

Issues remembering passwords, small interfaces, poor contrast and constant updates
commonly caused feelings of frustration. Being asked to constantly sign into different
accounts with different passwords created an access barrier that led to disusing the device.
Examples in rural communities were given of regular power outages and the consequences
to devices that rely on access to broadband or electrical sockets. In some areas, a power
outage would cause a device to factory reset rendering that device completely unusable for
the person who had grown to rely on the device being set up. Some community groups
spoke about informal digital support usually offered voluntarily by group members who
supported members who were less confident to set up devices or use their device. People
voiced feeling confused around technology terms and jargon. A lack of understandable, easy
to read physical set up guides as companies move towards a digital first approach was often
voiced with frustration.

Fear of being scammed was strongly voiced, including worries around data protection.
Participants voiced the worry about the rise of Al and how sophisticated scams were
becoming as a result. When the question was raised about sharing of data, most participants
were happy to share their health data with trusted family and their GP.

Not knowing what was suitable or what was available to use came up frequently throughout
discussions. Community-based technology libraries to “try before you buy” for more complex
or expensive technology were suggested as a solution for access and digital exclusion, with
other resources such as the online platform ADAM (About Digital and Me) being used and
recommended as a way to navigate through what other individuals were using and how it
may work for them.
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Under the Grand Challenge of Dementia-Inclusive Technology, the following key elements
are to be considered:
o Technologies that are co-designed with people living with dementia and their unpaid
carers from the start of the design process.
e Technologies that meet the needs of rural areas that have access issues, frequent
power cuts, and low connectivity.
e Technologies that are not complex to the user and reduce system barriers such as
logins and remembering multiple passwords.
¢ Technologies that are aimed at people who have low confidence in using technology
without being condescending to the user.

Grand Challenge 4: Social Connection and Reducing Isolation
Maintaining relationships, belonging, identity and confidence.

"I miss socialising. There's too many folk in the same place and it makes me anxious."

"Tech can bring many benefits but sometimes tech can be used as an excuse to cut people,
staff support and save money which isn't necessarily in someone's best interests. It should
be used to enhance people's quality of lives."

Isolation was a dominant theme around all engagement activities. People described losing
friends following a diagnosis of dementia, avoiding social spaces that feel overwhelming and
relying entirely on peers for connections. Carers and professionals frequently spoke about
worrying their cared for person was lonely and not able to socialise as much as they’d like.

Symptoms of dementia that directly affected speech, sight loss or hearing impairments
added further barriers to social connection. Examples were shared about issues with hearing
aids and the social consequences of not remembering to wear the device, dysfunctional or
uncomfortable devices or overwhelming noise picked up from devices all of which led to a
reduction in connectiveness and enjoyment of social environments.

Discussions were balanced between being open to using technology to connect but not
completely relying on technology as the only way to communicate. Examples were shared
about feeling that more technology was considered for video calling as a response to the
Covid pandemic but that overall, this has reduced face-to-face friends and family visits which
is still of great value to individuals. Digital-only services were reported to reduce casual
human contact that people value. Participants described using technology solutions to
connect with social and care services when available but that the technology served as a
means to connect to another human being not just to be used in isolation. There was a
concern that digital-only services excluded those who were not online or had low
confidence/lack of access to devices.

For the Grand Challenge of Social Connection and Reducing Isolation, the following key
elements should be considered:
¢ Technologies that aid communication and support speech impairments, word
placement, sight loss or hearing impairments.
o Hybrid digital services that consider digital exclusion and human connection
alongside devices and digital tools.
e Technologies that increase social and community connection.
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Grand Challenge 5: Supporting Carers Sustainably
Reducing emotional, physical, financial and cognitive load for carers.

"I worry about any health changes | may face in the future which affect my ability to be
independent and also my ability to function in my carer role."

"I'd love to take a break, unwind, and relax."

Carers reported exhaustion, sleep loss, anxiety about emergencies, lack of respite, and
overwhelming administrative burden. Carers requirements for technologies appeared to
depend on what stage of dementia their loved one was experiencing. For example, in earlier
stages of dementia, carers reported using technology more to support the independence of
their cared for person which allowed the carer to be able to continue to work, focus on other
responsibilities and have more time for themselves. However, as dementia progressed,
carers reported looking to technology as a safety and monitoring tool, such as home
sensors, and needing solutions to support more respite opportunities and their own
wellbeing. Many carers reported fearing what will happen if they themselves become unwell.

Remote carers who no longer lived in a similar area to the person they cared for spoke about
either using technology positively to connect with their loved one or about wishing to find a
solution to do so. Difficulties arose when carers wished to set up devices remotely when they
no longer lived near their loved one and how some devices were unable to connect remotely.
This was highlighted further in areas that were more rural and within island communities. In
a similar perspective, island and rural communities discussed the barriers of accessing
social support and care when dependant on ferries for travel, and adverse weather which
subsequently would have a knock-on effect on power outages.

Carers presented with different levels of expertise and confidence using technology and
devices. Some carers, particularly carers who were the children of their cared for parent,
presented as more confident in trying new technology just to give it a try, setting up devices,
or using the devices to support their caring responsibilities. Other carers found technology
another barrier to overcome when already overloaded with caring responsibilities and
reported low confidence in using technology themselves.

Under the Grand Challenge of Supporting Carers Sustainably, the following key elements
are to be considered:
e Technologies or solutions that enable access and consider digital inclusivity.
e Technologies that support caring responsibilities without adding further emotional,
physical, financial, and cognitive load.
e Technologies that adapt to carer needs over time.
e Technologies that consider rural and island community requirements for access,
particularly for remote caring responsibilities.
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