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Call for Evidence: Public Attitudes to the Use of Health Data
Call for evidence
Closing date: Friday 31st July 2026, 23:59
Please complete your submission via our Microsoft Forms portal: https://forms.cloud.microsoft/e/JmCiKA7XgG 
If you have any questions or problems submitting evidence in this format, please get in touch at: UPDcallforevidence@whitetailconsulting.co.uk 
For more information about the call for evidence, please visit: https://www.understandingpatientdata.org.uk/call-evidence-public-attitudes-use-health-data 
This form
Below are the questions you will need to respond to when completing our online form. 
If helpful, you can use this document to prepare your responses in advance. 
The form has been prepared by White Tail, who are supporting Understanding Patient Data (UPD) with gathering existing evidence about public attitudes to the use of health data. This is to support the development of UPD’s Health Data Compass.
The form requests information about a number of topics, including:
The type of evidence you are submitting;
The methodology behind the evidence;
Whose attitudes the evidence is concerned with;
The health data topics that the evidence explores; and
Who was responsible for gathering the evidence.
It also asks a number of questions to check that Understanding Patient Data will be able to use the information that you share and asks for your contact details in case we need to check anything with you.
The questions have been informed by engagement with potential users of the Health Data Compass, which asked them about the types of information they would be interested in seeing on the compass and how they would like to be able to search for evidence.
The detailed information gathered through the different questions of form can be used to generate tags and filters on the Health Data Compass to help people search for evidence about a specific issue or about a specific population groups.

Permission to submit your evidence
1. Is the evidence you are submitting currently in the public domain?
|_|  Yes 			> Go to Q2
|_|  No				> Go to Q4
|_|  Don’t know/Not sure	> Go to Q4
If Yes at Q1:
2. [bookmark: _Ref228294184]Is your evidence freely available to be read in full?
|_|  Yes 			
|_|  No				
|_|  Don’t know/Not sure

3. Where was your evidence published/made available?
|_|  Scholarly journal		
|_|  News outlet			
|_|  Direct publication (e.g. on organisation’s website) 
|_|  Don’t know/Not sure	
|_|  Other – please specify Click or tap here to enter text.         	> All go to Q6

If No / Don’t know/Not sure at Q1:
4. [bookmark: _Ref228294198]Do you represent the Intellectual Property (IP) owner of this evidence?
|_|  Yes				> Go to Q5
|_|  No				> End of form
|_|  Don’t know/Not sure	> End of form

5. Please confirm that your evidence does not contain personal data about participants or any other sensitive information.
By submitting this evidence you take responsibility for sharing its contents with White Tail and Understanding Patient Data.
|_|  I confirm the evidence does not contain any personal or other sensitive
data							> Go to Q6
|_|  This evidence contains personal or other sensitive data	> End of form


If you are not the IP owner or it contains personal/sensitive data:
We are unable to accept your submission.  [End of form]




Key details about your evidence
6. [bookmark: _Ref228294232]What type of document are you submitting?
(You may select more than one category)
|_|  Peer-reviewed journal article
|_|  Non-peer reviewed research paper 
|_|  Research presentation/slide deck
|_|  Advocacy report/discussion document
|_|  Policy document
|_|  News article
|_|  Opinion article/editorial
|_|  Blog
|_|  Other – please specify Click or tap here to enter text.

7. What type of organisation was responsible for the production of this evidence?
(Please select all that apply)

|_|  University 
|_|  Government department	
|_|  National Arms-Length Body	
|_|  NHS Organisation
|_|  Local government organisation
|_|  Voluntary, Community, Faith or Social Enterprise organisation (national)
|_|  Voluntary, Community, Faith or Social Enterprise organisation (local / regional)
|_|  Think tank / policy institute
|_|  Private sector organisation / consultancy
|_|  Other – please specify Click or tap here to enter text.	


8. Please state the author(s) of the document.

Click or tap here to enter text.

9. Please state the title of the document.

Click or tap here to enter text.

10. Please state the year in which the document was published (if unpublished, the year in which it was finalised).

Click or tap here to enter text.

11. Please state the length of the document as a number of pages.

Click or tap here to enter text.

12. Does the document have a DOI reference?
A DOI (Digital Object Identifier) is a unique, permanent alphanumeric string assigned to digital content like journal articles, books or datasets.
|_|  Yes				> Go to Q13
|_|  No				> Go to Q14
|_|  Don’t know/Not sure	> Go to Q14

If Yes:
13. Please enter the DOI reference:
Click or tap here to enter text.

The methodology and methods
14. Overall, how would you describe the study design?

|_|  Quantitative (including surveys)
|_|  Qualitative
|_|  Mixed methods
|_|  Don’t know /not sure

15. What methods were used to generate the evidence?
What are the different ways you engaged with people or analysed data in order to explore the issue(s)?
(Select all that apply)
|_|  Survey/poll (online)
|_|  Survey/poll (paper)
|_|  Interview (semi-structured) face-to-face
|_|  Interview (semi-structured) telephone/online
|_|  Interview (structured) face-to-face
|_|  Interview (structured) telephone/online
|_|  Interview (unstructured) face-to-face
|_|  Interview (unstructured) telephone/online
|_|  Focus group in person
|_|  Focus group online
|_|  Deliberative in person
|_|  Deliberative online
|_|  Co-design in person
|_|  Co-design online / by email
|_|  Workshop in person
|_|  Workshop online
|_|  Delphi online / by email
|_|  Don’t know / Unknown
|_|  Other – please specify Click or tap here to enter text.
16. What sampling approach, if any, was used to generate the evidence?
The sampling approach is the way in which you selected the people you engaged with in your work. 
(Select all that apply)

|_|  Random
|_|  Purposive
|_|  Convenience
|_|  Representative
|_|  Snowball
|_|  Stratified
|_|  Quota
|_|  None
|_|  Don’t know / Unknown
|_|  Other – please specify Click or tap here to enter text.

17. Were any data validation or statistical analysis approaches used in developing the evidence?
Data validation is a process to check that the data collected is accurate, reliable and actually describes or measures what it is supposed to describe. 
Statistical analysis approaches apply to quantitative data and could include significance testing or regression analysis. 
|_|  Yes				> Go to Q18
|_|  No				> Go to Q19
|_|  Don’t know/Not sure	> Go to Q19

If Yes:
18. Please describe the data validation and/or statistical analysis approaches used.
Click or tap here to enter text.





The study population
19. What geographic or organisational level(s) is the evidence concerned with?
If the work separately describes or reports evidence at different levels, please select each of these
(Select all that apply)
|_|  The United Kingdom or Great Britain
|_|  Devolved nation level (England, Scotland, Wales or Northern Ireland)
|_|  Regional level (e.g. North West England)
|_|  NHS system level (e.g. ICB / ICB cluster)
|_|  Local authority level
|_|  Individual NHS trust/hospital catchment
|_|  Community, neighbourhood or primary care catchment
|_|  Don’t know / Not sure
|_|  Other – please specify Click or tap here to enter text.

20. If relevant, please specify the location(s) covered in the work.

Click or tap here to enter text.

21. Did you engage with people in order generate your evidence?
|_|  Yes				> Go to Q22
|_|  No				> Go to Q25
|_|  Don’t know/Not sure	> Go to Q25

22. How many people in total were engaged with in generating the evidence? (What was the total sample size?)

Click or tap here to enter text.

23. Which, if any, of the following types of people does your evidence specifically talk about?
(Select all that apply)

|_|  People from a specific age group
|_|  People from a minority ethnic group
|_|  People with another specific demographic or protected characteristic
|_|  People from a specific community group
|_|  People from an under-served or under-represented population group
|_|  Users of a specific health service
|_|  People with a specific health condition
|_|  People with multiple long-term health conditions (2+)
|_|  None of these
|_|  Don’t know / Not sure
24. Please provide a brief description of the group(s) or types of people that were engaged with

Click or tap here to enter text.

Topics covered

25. What type(s) of health and care data is the work concerned with?
(Select all that apply)
|_|  General patient data					
|_|  GP record/primary care data				
|_|  Electronic patient record data (secondary care or both secondary and
primary care)						
|_|  Health and social care data					
|_|  Genomic data						
|_|  End-of-life record data					
|_|  Pharmacy data						
|_|  Patient data about a specific health issue or characteristic 	
|_|  Social media data about health				
|_|  Tracking data (e.g. Covid-19 app)				
|_|  Mobile phone mediated data				
|_|  Anonymised data						
|_|  Pseudonymised data					
|_|  Identifiable data						
|_|  Don’t know / Not sure					
|_|  Other – please specify Click or tap here to enter text.	

26. Is the work concerned with patient data about a specific health issue or characteristic?
|_|  Yes				> Go to Q27
|_|  No				> Go to Q28
|_|  Don’t know/Not sure	> Go to Q28

If yes:
27. What specific health issue(s) or characteristic(s) is the work concerned with?

Click or tap here to enter text.



28. What use(s) or potential use(s) of health and care data is the work concerned with?
(Select all that apply)

|_|  Research / secure data environment
|_|  Planning / population health
|_|  Statistical analysis
|_|  Commercial use
|_|  AI training / research
|_|  Public benefit
|_|  Communication
|_|  Academic research
|_|  Addressing health inequalities
|_|  Don’t know/not sure
|_|  Other – please specify Click or tap here to enter text.

29. What type(s) of user of health data, if any, is the work concerned with? 
(Select all that apply)

|_|  University/research institution
|_|  Government
|_|  Local government
|_|  NHS organisation
|_|  Adult social care provider
|_|  Voluntary, Community, Faith or Social Enterprise organisation
|_|  Health system supplier
|_|  Pharmaceutical sector
|_|  Life sciences company
|_|  Technology company
|_|  Data analytics company
|_|  Don’t know/not sure
|_|  Other – please specify Click or tap here to enter text.

30. What topic(s) about public attitudes to health data is the evidence concerned with?
(Select all that apply)

|_|  Public trust
|_|  User experience
|_|  Data linkage
|_|  Data sharing
|_|  Individual consent for the use of data
|_|  Information governance / health data governance
|_|  Impact on specific demographic/population groups
|_|  Attitudes of specific demographic/population groups
|_|  Don’t know/not sure
|_|  Other – please specify Click or tap here to enter text.

Describe the evidence
31. Who commissioned or instigated this piece of work?

Click or tap here to enter text.

32. What was the aim of the work? For example, what was the issue or question that it explored?
Please describe this in as simple language as possible

Click or tap here to enter text.

33. How was the issue / question explored? 
Please describe this in as simple language as possible

Click or tap here to enter text.

34. What were the findings of the work?  (max 1000 characters)
Please describe this in as simple language as possible

Click or tap here to enter text.

About your response
35. Are you responding to this submission form in an individual capacity or on behalf of an organisation?
[bookmark: Check1]|_|  Individual		> Go to Q36
|_|  Organisation	> Go to Q39

If you are responding as an individual:
36. Please state your name
Providing your name will ensure you are credited. It will also help us understand who we have heard from, including having an accurate picture of how many different people have responded. In sharing your name, you give consent for it to be published on the Health Data Compass.

Click or tap here to enter text.



37. Please select from the list of categories below what capacity you are responding in
 (You may select more than one category)

|_|  Researcher
|_|  Independent expert
|_|  Other – please specify Click or tap here to enter text.

38. If you wish to provide any further details about the capacity in which you are responding, please explain here (optional – max 200 characters) 

Click or tap here to enter text.	> Go to Q43


If you are responding as an organisation:
39. Please state the name of the organisation
Providing the organisation’s name will ensure it is credited. It will also help us understand who we have heard from, including having an accurate picture of how many different organisations have responded. In sharing the organisation’s name, you provide consent for it to be published on the Health Data Compass.

Click or tap here to enter text.

40. Please select from the list of categories below what capacity you are responding in
(You may select more than one category)
|_|  University 
|_|  Government department	
|_|  National Arms-Length Body	
|_|  NHS Organisation
|_|  Local government organisation
|_|  Voluntary, Community, Faith or Social Enterprise organisation (national)
|_|  Voluntary, Community, Faith or Social Enterprise organisation (local/
regional)
|_|  Think tank/policy institute
|_|  Private sector organisation/consultancy
|_|  Other – please specify Click or tap here to enter text.

41. Please provide further details about the nature of the organisation’s work/activities (optional – max 300 characters) 

Click or tap here to enter text.

42. Please state your name and role at this organisation 
We will not publish or share your details, but if necessary we may use them to verify that we are able to publish the evidence.

Click or tap here to enter text.		> Go to Q43

Your role in this evidence
43. What was your / your organisation’s role in generating this evidence?
(Select all that apply)
|_|  Commissioner of the work
|_|  Data collection (including research or engagement)
|_|  Analysis or reporting
|_|  Other – please specify Click or tap here to enter text.

Please submit your evidence
44. Are you happy to share your email address so that we can contact you if we have any questions?
Without contact details we may not be able to use your evidence if we need to seek any clarifications about it. We will not use these details for any other purpose.

|_|  Yes					> Go to Q45
|_|  No					> Go to Q46

45. Please enter your email address below.
Click or tap here to enter text.		

46.  Is your evidence available online?
|_|  Yes					> Go to Q47
|_|  No					> Go to Q48
|_|  Don’t know/Not sure		> Go to Q48



Weblink to your evidence
If yes, available online:
47. Please add the weblink to your evidence below:

Click or tap here to enter text.	

Many thanks for your submission. If you have further evidence to submit, please provide an additional submission for each individual piece of evidence. [End of form]

How to submit your unpublished evidence

If No / Don’t know / Not sure if available online:
48. Do you agree to summary details of your work being made public by Understanding Patient Data, including your name / your organisation’s name?
|_|  Yes
|_|  No
|_|  Don’t know/Not sure


Please contact the Call for Evidence delivery partner, White Tail, at the below email address to arrange the submission of your evidence. 
By seeking to submit your unpublished evidence you confirm you are the IP owner, that your submission does not contain any personal information, and that you take responsibility for sharing its contents with White Tail and Understanding Patient Data.

UPDCallForEvidence@whitetailconsulting.co.uk

Many thanks for your submission. If you have further evidence to submit, please provide an additional submission for each individual piece of evidence. [End of form]
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