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 About HDRC Newcastle 

Health Determinants Research Collaboration (HDRC) Newcastle is based within 
Newcastle City Council. It is one of 30 HDRCs across the country, all funded by the 
National Institute for Health and Care Research (NIHR). 

HDRC Newcastle works to tackle the unfair and avoidable differences in health 
across the city by supporting the Council to do and use research. Our focus is on the 
wider factors that influence people's health, such as housing, education, and 
employment, rather than hospitals or individual behaviour.  
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1. Summary 
 

In November 2025, Health Determinants Research Collaboration (HDRC) Newcastle 
held a workshop at Newcastle City Library to hear people’s views on Newcastle City 
Council data being used for research.  As we look to increase how Council data is used 
to support research, especially on health inequalities and prevention, it was important 
to understand what people think, what matters to them, and what helps build trust. 

Like other local authorities, the Council holds large amounts of routinely collected data 
- information that is created automatically when people interact with council services, 
such as registering for housing, reporting a repair, using a library, or receiving adult 
social care. This everyday data has real potential to support research and help the 
Council make decisions that will tackle the unfair and avoidable differences in health 
and wellbeing across the city. 

The workshop brought together members of the public and representatives from 
voluntary, community and social enterprise (VCSE) organisations to share their feelings 
and concerns, and to identify what helps build trust in how council data is used for 
research. 

 

Views, hopes and concerns 

• Overall, participants felt that council data has the potential to improve 
services, support better decision-making and make a real difference to people’s 
lives.  

• Participants hoped that research would lead to real-world improvements for 
communities, rather than only producing reports or evidence with no visible 
impact. 

• There was interest in linking different datasets, particularly to better 
understand service impact, provided this is done responsibly and clearly for 
public benefit. 

• However, support for data‑driven research was not automatic and depended 
on how data is used and governed. 

• Privacy was a key concern, with participants concerned that some people or 
groups could still be identified from anonymised data, especially those from 
smaller demographic groups or with rare characteristics, and wanting 
reassurance about how these risks are managed. 
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• There was discomfort about the amount of personal data used, including full 
addresses and dates of birth, and concern about the consequences of 
inaccurate recording of ethnicity or sexual orientation data. 

• Some participants raised concerns about the diversity of research teams and 
that a lack of lived experience or diverse perspectives could lead to biased or 
incomplete conclusions. 

• Some participants were concerned that data could be used to justify 
decisions already made, or interpreted in ways that support existing beliefs, 
while evidence that challenges these views is ignored. 

 

Throughout the workshop, we heard about what’s needed for people to feel 
comfortable with council data being used for research. From these conversations, nine 
key recommendations were developed. Together, they outline what good practice looks 
like, including clear communication, strong privacy protections, involving a wider range 
of people, and showing how research leads to real change. 

HDRC Newcastle will use these recommendations to shape our own work and to 
encourage better practice across all research that uses council data. This will help 
make research involving council data more open, more trustworthy and more useful. 

 

Recommendations for building trust in council data use for research 

 

1. Listen to people’s worries and respond honestly 

Be open about concerns people have. Past experiences and fears shape how people 
feel about research using council data, so it’s important to acknowledge this and talk 
about concerns clearly and honestly. 
 

2. Be clear about privacy and data protection 

Explain how people’s data is kept safe – how personal details are removed, how only 
necessary data is used, how long data is kept, and how risks (like people being 
identified) are managed. 
 

3. Explain why the data is being used and what difference it could make 

Be clear about why council data is being used, what it will be used for, and how the 
research could help improve people’s lives and local services. 
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4. Help people understand routine council data  

Explain that data is created through everyday contact with council services and how 
this data may later be used responsibly for research. 
 

5. Include different voices and lived experience in research  

Make sure people from a range of backgrounds and with different lived experiences 
help shape, analyse and interpret research, so the findings are fair, relevant and 
meaningful. 
 

6. Communicate clearly and inclusively 

Use plain English, avoid jargon, and make sure information is easy to understand for 
people with different needs, confidence levels and life experiences.  
 

7. Use real, local stories to bring it to life 

Share local examples that show real benefits. Use engaging visuals, everyday language 
and, where appropriate, gentle humour to make messages feel more human and 
approachable. 
 

8. Use trusted channels and clear signposting 

Use social media to reach people, but link to trusted, official sources and communicate 
clearly as one organisation. 
 

9. Show people how their input made a difference 

Build trust by regularly sharing the findings of research, explain what was done as a 
result, and what difference it has made. 
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What do we mean by “research”? 

Research is a structured way of asking questions and using 
information to learn, understand problems and find better solutions. 

It can involve many different approaches, from analysing existing data 
to speaking with communities or testing new ideas. 

Research is not only carried out by universities or academics. It 
includes learning generated by council staff, community 
organisations, frontline workers and residents themselves. 

2. Background to the workshop  

 

Why was this workshop organised? 

Newcastle City Council, like other local authorities, 
has a lot of routinely collected data – this is data that 
we collect automatically when we provide services. 
We could use this data more to support research, 
especially on health inequalities and prevention. 
Having good research and evidence helps the 
Council make better decisions and reduce the unfair 
and avoidable differences in health and wellbeing 
across the city. As a Marmot City, Newcastle aims to 
help people live longer, healthier lives and using 
strong evidence to guide our actions is a key part of 
this. 

As the Council works to expand its research activity 
that makes use of council data, there is a need to 
engage with members of the public and VCSE 
organisations. Listening to people’s views helps 
make sure that data is handled in ways that reflect 
the needs, values and concerns of local 
communities.  

With this in mind, Health Determinants Research Collaboration (HDRC) Newcastle held 
a workshop titled “Using council data for research: Exploring perspectives with HDRC 
Newcastle” at Newcastle City Library in November 2025. The workshop brought 
together members of the public and representatives from voluntary, community and 
social enterprise (VCSE) organisations, to talk openly about council data and its use in 
research. 

 

 

 

 

 

 
 

 

What do we mean by “routinely 
collected data”? 

Routinely collected data is 
information that is created 
automatically as part of delivering 
everyday services. It is not collected 
specifically for research.   

It is created when people interact 
with council services, for example: 

• Registering for housing 
• Reporting a repair 
• Borrowing a library book 
• Applying for school places 
• Receiving adult social care 
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What was the aim of the workshop? 

The main aims of the workshop were to: 

• Explore people’s feelings, concerns, and hopes about council data being used 
for research. 

• Identify ways to build trust and transparency in how council data is used and 
shared. 
 
 

 

3. Workshop overview 

The 3-hour workshop was designed to encourage open discussion and hands-on 
participation. Here’s how the workshop was structured: 
 

Welcome and introduction 

The workshop opened with a welcome, an overview of its purpose, and a walkthrough of 
the agenda.  

Participants were asked to choose an emoji that best 
captured how they felt about council data being used for 
research, and to explain why.    
 

Setting the scene 

A short presentation introduced examples of council datasets and research projects 
that have used council data. This helped provide shared context before the group 
discussions. 
 

Workshop activities 

Participants took part in three activities: 

1. Exploring feelings, concerns and perspectives 
• In tables, participants discussed their views, hopes and worries about 

council data being used for research. 
2. Barriers and opportunities to building trust and being transparent 

• Discussions focused on what helps or undermines trust and 
transparency. 

3. Communication design activity 
• Working in small groups, participants developed social media content or 

key messages that could help strengthen trust and transparency around 
the use of council data for research. 



7 
 

Workshop close 

To close the workshop, participants were invited again to choose an emoji to reflect 
how they now felt about council data being used for research, and whether their views 
had changed. 

The workshop ended with an overview of next steps, and an invitation to provide 
feedback on the workshop via online and paper forms. 
 

Workshop development and promotion 

The workshop was co-designed by a planning group that included: 

• HDRC Newcastle staff 
• Public engagement colleagues from the NHS North East and North Cumbria 

(NENC) Secure Data Environment (SDE) 
• A community researcher 

This collaborative approach helped ensure the agenda and activities were inclusive, 
accessible and reflected organisational and community priorities. 

To promote the event: 

• Members of the HDRC Voluntary, Community and Social Enterprise (VCSE) 
reference group shared the workshop within their communities.  

• The event was also advertised on Newcastle University’s Student Intranet. 
 

Attendance 

In total, 11 people attended the workshop: 6 from VCSE organisations and 5 members 
of the public. The session was supported by three facilitators from HDRC Newcastle. 

The wording and phrasing used in the workshop advert may not have resonated with all 
audiences, which may have contributed to lower-than-expected attendance. For future 
events on this topic, promotional communications will be developed with input from 
community partners.  
 

Participant Feedback 

Feedback from participants was very positive. Overall, 89% rated the workshop 
“excellent”, with the remaining participants rating it as “very good”. People particularly 
liked the opportunity to discuss the use of council data, share ideas with others and 
learn more about HDRC Newcastle. Many commented that the mix of attendees helped 
create open and interesting conversations. Some participants felt the workshop would 
have been strengthened by case studies or examples to support the group activities. 
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4. Exploring feelings, concerns and perspectives 
 

In the first activity, participants took part in table discussions, exploring questions such 
as: 

• How do you feel about council data being used for research? 
• What are your concerns, hopes and questions? 

Participants shared a wide range of views about council data being used for research. 
Overall, discussions highlighted both optimism and concern. 

 

Positive views and perceived benefits 

Many participants felt that using council data for research can be a good thing, 
especially when it is: 

• Anonymised and handled ethically  
• Used to improve services and inform policy decisions 
• Focused on outcomes that clearly benefit the public 

 

Concerns about purpose and trust 

Alongside this, some participants expressed concern about how data is used in 
practice: 

• Whether data use genuinely aims to improve services or is used to justify 
organisational goals or decisions. 

• Some participants were concerned about confirmation bias in research and 
decision-making. They were concerned that data might be selected, analysed or 
interpreted in ways that support existing beliefs, assumptions or preferred 
narratives, while evidence that challenges these views is ignored or given less 
attention. 

• There were also concerns about data being used in ways that feel punitive rather 
than supportive, in contexts like school attendance monitoring. 

 

Worries about personal data 

A recurring theme was discomfort around the amount of personal information 
requested, including full addresses and dates of birth. Participants questioned why this 
level of detail is needed when broader categories might be sufficient.  
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Concerns were also shared about sensitive data: 

• Questions about ethnicity and sexual orientation can feel confusing or intrusive 
for some people. 

• People might be recorded in the wrong category, which could affect trends or 
findings. 

 

The importance of diverse perspectives in research 

Participants stressed that who is involved in research matters just as much as how the 
data is used. There was strong support for research being shaped, analysed and 
interpreted by people with a diverse range of backgrounds, experiences and 
perspectives. 

Participants noted that: 

• People naturally interpret data through the lens of their own experiences, 
backgrounds and perspectives 

• Looking at data from multiple viewpoints helps avoid narrow or one-sided 
interpretations 

• Involving people with lived experiences can lead to richer, more nuanced 
insights 

Participants emphasised the importance of: 

• Diverse research teams 
• Partnership working, particularly with community and voluntary organisations 
• Bringing together different forms of expertise, including frontline knowledge and 

lived experience 

Overall, participants felt that diversity in who designs, analyses and interprets research 
is essential to ensure findings are fair and meaningful. 

 

Communication and feedback: “You said, we did” 

Across the discussions, there was a strong want for better communication and 
feedback loops. Many felt that contributing data often feels like a ‘tick-box exercise’ 
because they rarely see tangible improvements or hear how their input influenced 
decisions. 

Suggestions to improve trust and engagement included: 

• Clear ‘You said, we did’ updates. 
• Options for participants to choose how they receive feedback. 
• Showing visible real-world changes that result from the research. 
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• Being upfront about who is using the data, for what purpose, and what 
difference it is expected to make. 

 

Hope about the potential of data 

Despite these concerns, participants expressed hope and enthusiasm that data could 
drive meaningful change if used responsibly. They saw particular value in: 

• Linking datasets across sectors, such as health, housing, and education, to 
spot trends, improve services, evaluate the impact of services, and predict 
future needs. 

• Research that empowers communities and on-the-ground frontline staff to 
influence service design and delivery. 

• Involving voluntary and community sector organisations to improve 
representation and ensure findings benefit wider groups, including supporting 
key funding bids. 

Ultimately, participants expressed they want research to be collaborative, transparent, 
and focused on improving lives. 

 

5. Barriers and opportunities to building trust and being 
transparent 

 

In this activity, participants discussed at their tables what they felt would build or 
undermine trust in the use of council data for research. They captured their ideas on 
post-it notes and then grouped them to discuss and spot key themes. The group shared 
their categories and main discussion points with the full room, allowing for wider 
discussion. 

 

What helps to build trust … 

 

Clear and consistent communication from the Council 

The need for direct, clear and consistent communication from the Council was one of 
the strongest messages across all tables. 

Participants emphasised the importance of communication: 

• Before the research begins – being clear about: 
o What data will be used for 
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o Why it is needed 
o How long it will be kept 

• After research is completed, demonstrating: 
o What was learned 
o How findings have been used 
o What difference the research has made 

The phase “you said, we did” was repeatedly mentioned as a powerful way to show that 
people’s contributions are valued and acted upon, and to build trust. The word 
“transparency” was repeatedly used to describe the way that the Council should act to 
build trust. 

Participants also stressed that research outputs should be: 

• Clear and accessible 
• Shared in formats that are easy to understand 
• Communicated directly by the Council, rather than via third parties, to be seen 

as legitimate and trustworthy 

 

Privacy, anonymity and understanding identification risks 

Clear assurances around privacy were viewed as a key factor and foundation in building 
trust. 

Participants discussed the importance of understanding how personal data is 
protected and questioned whether the level of data collected is always necessary. 
Participants asked: 

• Whether some data fields need such granular detail, for example using postcode 
rather than full address, or year of birth rather than full date of birth. 

Participants emphasised that the risk of re-identification is not the same for everyone. 
Participants noted that: 

• For some demographic groups, the likelihood of being identified from data is 
higher, particularly: 

o People from smaller demographic groups 
o Individuals with rare characteristics or conditions 

Participants also recognised that linking or joining up multiple datasets can increase 
the chance of identification, even where data is anonymised. 

Transparency about these risks, and how they are managed, is important for building 
confidence. 

 

 



12 
 

What can undermine trust … 

 

Past experiences and fears 

Participants discussed how previous experiences and underlying fears can act as 
barriers to trust. These concerns can shape how people feel about data use before any 
individual project is considered. 

Key issues raised included: 

• Fear of scams, or past experiences of being scammed, were highlighted as 
reasons that people could be more cautious about their personal data being 
used. 

• Mistrust of government, particularly among people who have had negative 
experiences in other countries, could lead to being particularly wary of data use. 

• Concerns about data being sold on to private companies and uncertainty about 
how commercial organisations might use that data. 

Participants felt that experiences and underlying fears influence people’s starting level 
of trust, regardless of the intentions or safeguards of individual research projects. 

 

Other barriers to trust 

Participants also identified several additional factors that could undermine trust, 
including: 

• Research that feels repetitive or does not add anything new 
• Findings that are not acted upon 
• Research that is not co‑designed with the communities it affects 
• Negative media coverage, with one participant noting that “one single bad 

headline can spoil ten good ones” 

Together, these discussions highlighted that trust is shaped not only by individual 
research projects, but by ongoing behaviours, communication, and visible 
follow‑through over time. 
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6. Communication design activity 
 

In this activity, participants worked in small groups to develop ideas for communication 
materials that could help Newcastle City Council build trust and strengthen 
transparency around the use of council data for research. 

 

Creating welcoming and two‑way communication 

Participants strongly suggested welcoming communication that felt two-way, 
approachable and inclusive, rather than formal or transactional. 

Ideas included: 

• Social media posts inviting people to “come along and have a chat”, supported 
by: 

o Refreshments and cake 
o Travel cost support 

• Framing engagement as a conversation, not a consultation, to encourage two-
way dialogue and build relationships. 

 

Using creativity, humour and reassurance 

Creative approaches were suggested to be particularly effective in capturing attention, 
addressing concerns and building trust. 

One example discussed was: 

• Using an image of a guinea pig alongside the message “You are not a guinea 
pig”. This was suggested as a way to: 

o Address common myths and concerns about research 
o Use humour to catch people’s attention 
o Be open and honest about what research actually involves 

Participants also suggested: 

• Turning complaints into shared concerns that research can help address 
• Clearly explaining why public views matter and how feedback influences 

decisions 
• “You said, we did” messaging to show responsiveness 

 

Participants recommended using a range of visual and creative formats to make 
content engaging and easy to understand to understand, including: 

• Short videos or animations 
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• Sound and audio elements 
• Simple visual cues, such as traffic-light colour systems 

Across discussions, storytelling, humour and honesty were repeatedly identified as key 
tools for building trust. Communications should also: 

• Explain why data is important for change 
• Reassure people about how their data is kept secure 
• Clearly explain the role and benefits of anonymous data 

 

Making messages clear, accessible and meaningful 

Participants stressed the importance of using clear, accessible language.  

Communications should: 

• Clearly state what data is being used for 
• Avoid jargon and use plain English 
• Take account of: 

o Language barriers 
o Visual impairments 
o Additional accessibility needs 

Rather than focusing on abstract research processes, participants felt messages 
should: 

• Highlight tangible health and wellbeing benefits 
• Explain how research leads to real-world improvements in people’s lives 
• Use case studies and stories to make data research more relatable, emotional 

and human 

 

Keeping content local and relevant 

Making content locally relevant was seen as important for engagement.  

Participants felt people are more likely to engage with: 

• Posts that reference their own area 
• Local examples and case studies 
• Issues that feel familiar and close to everyday experience 
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Choosing trusted platforms 

Participants discussed how trust varies across platforms. 

Views included: 

• Higher trust in outlets such as The Journal, BBC and LinkedIn. 
• Lower trust in platforms such as GB News and TikTok. 

Social media was seen as a useful “front door” for information, but participants felt 
posts should link through to more trusted platforms. 

 

Principles for effective communication 

Participants noted that communications needs will depend on the nature and 
background of a research project. Therefore, some of the discussion focused on 
principles for effective communication, including: 

• Clear and accessible language 
• Local relevance 
• Storytelling and visual engagement 
• Use of trusted platforms 
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7. Emoji activity 
 

At the start of the workshop, participants were asked to choose an emoji that best 
showed how they felt about council data being used for research. People chose emojis 
that showed uncertainty or feeling overwhelmed, or that they thought data was cool. 

 

• Some people chose the ‘Thinking Face’ emoji to reflect their 
uncertainty and “grey areas” about how data is used and what the 
benefits might be. 

 

• One person chose a ‘Face with Spiral Eyes’ emoji, describing feeling 
overwhelmed by numbers, graphs, the amount of data and how to 
make it useful. 

 

• One person chose a ‘Nerd Face’ emoji, explaining that they thought 
data was “cool”. 

 

At the end of the workshop, participants repeated the activity to see if their feelings had 
changed. Most people chose emojis that showed greater interest, confidence or hope. 

 

• Some who began with the ‘Thinking Face’ emoji selected the ‘Face 
with Monocle’ at the end, saying they felt more curious, interested in 
knowing more, and more confident. 
 

• Others who began with the ‘Thinking Face’ emoji selected the ‘Star-
Struck’ at the end, explaining that it represented feeling more hopeful 
about how council data could be used. 
 

• The person who chose the ‘Face with Spiral Eyes’ switched to the 
‘Face with Monocle’ emoji, explaining that it looks like a magnifying 
glass and reflected them feeling more positive. 
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8. So what? What we will do as a result of this workshop 
 

The workshop gave us a clearer understanding of how people feel and what people 
need in order to trust how council data is used for research. From these discussions, 
nine key recommendations emerged. Together they set out what good practice should 
look like when council data is used for research, from clear communication and strong 
privacy safeguards, to involving a wider range of voices and sharing back the impact.  

HDRC Newcastle will use these recommendations to guide our own work and to 
influence better practice across all research that uses council data.  

 

 

 

Nine recommendations for building trust in council data use for research 

 

1. Listen to people’s worries and respond honestly 

Be open about concerns people have. Past experiences and fears shape how people 
feel about research using council data, so it’s important to acknowledge this and talk 
about concerns clearly and honestly. 

2. Be clear about privacy and data protection 

Explain how people’s data is kept safe – how personal details are removed, how only 
necessary data is used, how long data is kept, and how risks (like people being 
identified) are managed. 

3. Explain why the data is being used and what difference it could make 

Be clear about why council data is being used, what it will be used for, and how the 
research could help improve people’s lives and local services. 

4. Help people understand routine council data  

Explain that data is created through everyday contact with council services and how 
this data may later be used responsibly for research. 

5. Include different voices and lived experience in research  

Make sure people from a range of backgrounds and with different lived experiences 
help shape, analyse and interpret research, so the findings are fair, relevant and 
meaningful. 
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How this will make a difference for the public 

These changes will help make research that uses council data more open, more 
trustworthy and more useful. This will help ensure that research leads to better 
decisions, stronger relationships with communities and ultimately, fairer health 
outcomes for people in Newcastle. 

 

 

 

 

 

 

 

 
 

 

 

6. Communicate clearly and inclusively 

Use plain English, avoid jargon, and make sure information is easy to understand for 
people with different needs, confidence levels and life experiences.  

7. Use real, local stories to bring it to life 

Share local examples that show real benefits. Use engaging visuals, everyday 
language and, where appropriate, gentle humour to make messages feel more 
human and approachable. 

8. Use trusted channels and clear signposting 

Use social media to reach people, but link to trusted, official sources and 
communicate clearly as one organisation. 

9. Show people how their input made a difference 

Build trust by regularly sharing the findings of research, explain what was done as a 
result, and what difference it has made. 
 


