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1. Purpose 
This report brings together feedback shared across two Suffolk User Forum 
(SUF) coproduction meetings: 

• My Voice Champions on 23 March 2026 and. 
• The Lived Experience Group (LEG) on 26 March 2026.  

It captures what people said about a proposed wearable safety product for 
people at risk of going missing, for sharing back with Suffolk County 
Council 

2. Coproduction / Engagement Methodology 
Format: Facilitated discussion based on the information provided about 
the proposed wearable devices.  

Summary of the proposed wearable product: Suffolk County Council 
Adult Social Care Digital Leads are exploring a universal, non-stigmatising 
wearable identifier for people with different needs (e.g. older adults with 
dementia and younger people/adults with complex mental health needs) 
who may be at equal risk of going missing. Core proposal  

• Use a Seritag-made product that embeds an NFC chip and works 
with the Lumiio app to store individually encodable data. 

• Be non-stigmatising and non-gendered (acceptable to all). 
• Be highly visible when worn (unlikely to be concealed under clothing 

or kept in a pocket). 
• Signal that the wearer may need help / has an invisible disability, 

while not increasing risk of exploitation. 
• Be made from durable, cleanable, non-allergenic material and 

potentially reusable. 
• Accommodate printed elements: a large QR code, “Powered by 

Lumiio tag”, and a recognisable symbol. 
• Proposed formats could include, Silicone wristbands, Pin badges, 

Hang tags (attachable to lanyards, zips, coats/jackets, etc.) 
• Branding/symbol direction - To avoid dementia-specific cues (e.g., 

Forget-me-not associated with memory impairment). To explore 
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more universal symbols (example suggested: Sunflower) to stay 
inclusive across cohorts. 

How feedback was captured: Meeting notes/minutes recorded by SUF 
staff; anonymised quotations from both sessions are included. 

How themes were identified: Key points from both sets of minutes were 
reviewed and merged, grouping issues (e.g., safety/consent, practical 
access, accountability) into shared themes across the two meetings. 

Limitations: Feedback reflects the views and experiences of people who 
attended these meetings and is not intended to be statistically 
representative. Notes capture what was said in discussion and may not 
include every individual perspective shared on the day. 

3. Who Took Part 

• My Voice Champions (23 March 2026): Three people including those 
with lived experience of services and family/parent carers.  

• Lived Experience Group (26 March 2026): Three people including 
those with lived experience of services and family/parent carers.  

• Additional written feedback received: None. 

4. What You Said: Key Themes  

Key themes  

• Scepticism about suitability for mental health crisis (and whether 
people would want this): Participants questioned whether the 
wearable solves the right problem in mental health contexts. They 
described situations where a person going missing may be 
intentional (e.g., leaving due to distress or mental health crisis), 
meaning the person may actively be trying to avoid being found and 
may choose not to wear something that helps others identify them or 
locate them. This was captured starkly in the view that, “Often when 
people go missing, it’s because they don’t want to be found.” and “If 
you're suicidal and you've got a clear aim, I don't think you're going to 
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wear that tracker because you won't want to be found.” People also 
queried how the device would fit alongside existing crisis responses 
and whether it risks oversimplifying complex reasons why someone 
may go missing. Raised in: both meetings. 

• Consent, capacity and potential harm (including escalation of 
distress): People raised concerns about how consent would be 
established and maintained, particularly where someone’s wishes or 
capacity may fluctuate over time or due to their distress/mental 
health condition. They highlighted that for some individuals, 
especially those experiencing paranoia, psychosis, or high anxiety, 
anything perceived as ‘tracking’ or ‘monitoring’ could intensify fear, 
paranoia and/or distress—e.g., “My relative often though he was 
being monitored, even that his thoughts were being monitored… that 
was really his biggest fear.” Participants emphasised that even if a 
product is framed as supportive, it could be experienced as 
surveillance, and they asked what safeguards would prevent it being 
used in ways that undermine individuals’ autonomy or worsen a 
crisis. Raised in: both meetings. 

• Data governance, security and misuse (who can see what, and 
what happens if it’s exploited): Participants focused strongly on 
who would be able to access the information linked to the tag, under 
what circumstances, and with what oversight—asking directly, “Can 
the police request the data?” People were mindful that sometimes 
people experiencing mental ill health might commit crimes, and they 
were concerned that any location or usage data linked to the 
wearable could be requested and then used in court as evidence 
against them. They felt this could risk drawing people further into the 
criminal justice system because of their mental ill health. People 
also noted risks if the device is stolen, copied, or deliberately used to 
harm someone, raising the possibility of malicious scanning, 
unwanted identification, or exploitation, and reflected that there was 
“No information about how easy it is for it to be stolen and then 
maliciously used.” They asked for reassurance about security-by-
design (e.g., limiting what is visible on scan, 
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authentication/permissions, audit trails, and what personal data is 
stored vs. referenced). Raised in: both meetings. 

• Design, recognition and exclusion (how it would work in the real 
world): Discussion covered whether the wearable device would be 
recognised and understood by members of the public, and what 
would prompt someone to scan it or offer help. Participants also 
raised practical accessibility concerns, including reliance on 
smartphones/apps to read the information and what that means for 
people who cannot or do not use this technology. They queried how 
the device would be introduced so that it is not stigmatising, does not 
‘label’ someone in a way that increases vulnerability, and is still 
simple and safe to use. People wanted design decisions (symbol, 
wording, visibility, format) to be tested with different user groups, 
with attention to unintended consequences and who could be left 

• What is it? An ID tag (scan-to-identify) or live tracking (and what 
expectations does it create): People asked for clarity on the 
function: is it simply a way for a member of the public/professional to 
scan and identify the person (Near Field Communication (NFC) / 
Quick Response Code (QR Code)), or does it enable location tracking 
(e.g., Global Positioning System (GPS)) and active monitoring? 
Raised in: both meetings. 

As presented by SCC, the current concept was described as a scan-
to-access information tag (NFC/QR via the Lumiio app), not a live 
GPS tracking device. Participants noted that these are fundamentally 
different interventions with different levels of intrusion, risk, and 
accountability. They also raised the question of responsibility and 
liability. If it was used as a ‘tracking’ solution, what happens if it fails, 
is not scanned, is not worn, or is removed? It is important that 
families, services, and the public do not hold unrealistic 
expectations about what the wearable device can or cannot do. One 
person in the LEG meeting were very clear that should they be given a 
product like this, that had a tracking GPS feature, in a state of distress 
they may either throw it away or place it somewhere else, so it gave 
false information, especially if used as a tracking device. 
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out. They felt that a sunflower design is less likely to be worn by men. 
Participants also referenced more familiar approaches such as 
MedicAlert-style identification, noting that jewellery formats (e.g., 
bracelet or necklace) may feel more normalised and therefore more 
likely to be worn consistently. Raised in: both meetings. 

• Positive feedback / perceived benefits. 
o People could see the intention behind a universal, non-

stigmatising identifier, and supported the principle of designing 
something that does not single out a specific condition (e.g., 
not dementia-specific). Raised in: both meetings. 

o Participants noted that using familiar approaches (e.g., 
MedicAlert-style identification) could make it feel more 
normalised, especially if it can be worn as everyday jewellery 
(e.g., bracelet or necklace) rather than something that stands 
out as a “device”. Raised in: both meetings. 

o People appreciated the focus on durability and practicality 
(cleanable, non-allergenic materials; formats that can be 
attached to clothing/bags), provided that safety and stigma 
risks are addressed. Raised in: both meetings. 

o The discussion generated clear, actionable requirements for 
any next iteration—especially on consent/capacity safeguards, 
clear purpose (ID vs tracking), and strong data security—so 
that any future testing can be better informed. Raised in: both 
meetings. 

7. Recommended Actions for Suffolk County Council 
(SCC) Digital Lead / SCC Decision Makers  
Overall, although there were some identified positives, the combined 
feedback did not support progressing the wearable device as a mental 
health solution without substantially more information and safeguards. At 
a minimum, people with lived experience asked for clarity on purpose and 
benefit, explicit consent/capacity safeguards, robust data governance and 
security, and coproduced design testing (including consideration of stigma, 
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recognition, and exclusion risks). They would be happy to support this at a 
further meeting. 

8. Next Steps / ‘We Did’ Commitments 

SUF will share this merged report with relevant leads in Suffolk County 
Council and request written feedback so people know the decisions being 
made based on their and other peoples feedback, understanding that more 
coproduction will take place with people who have dementia and their 
family/parent carers, 
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Appendices 
Appendix A: Our Coproduction Principles 

Introduction 

Coproduction is central to SUF’s identity and purpose. Our commitment to 
“nothing about us, without us” shapes every part of our work, ensuring that 
people with lived experience of severe and enduring mental ill health are 
not only involved, but fully empowered as equal partners in shaping mental 
health services, influencing policy, and guiding organisational 
development. 

Coproduction Principles: 

• We actively listen to understand. We respect each other’s views, 
experiences and opinions. We value people with lived experience 
who take part in our coproduction activities. 

• We involve people who use services, including people with lived 
experience of mental illness and their family/parent carers, working 
alongside those who work in services. We are all equal partners 
working together to influence positive change. 

• We ensure time for coproduction. As people with lived experience, 
we in turn are clear about the time we can give to this tole, ensuring 
we can take a break from coproduction to keep ourselves well. 

• We are committed to equality and inclusions, ensuring people can 
share their views in the way they prefer. We reach out to diverse 
communities and evaluate all feedback. 

• We are always clear what our next steps are. We regularly check that 
coproduction is happening and that we are working to our 
coproduced and agreed principles. 
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