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[bookmark: _Toc222146321]About this guide
As Healthwatch, it is essential to understand how different groups of people experience health and social care services. To enable us to do this, we need to collect demographic data and analyse it.
Demographic data is information about the characteristics of people, such as their gender, ethnicity, age and so on. Collecting and using this can be challenging. This guide will help you understand how to collect demographic data and utilise it effectively.
[bookmark: _Toc222146322]Why demographic information matters
Demographic data is used to generate insights and understand health inequalities, including challenges some groups face in accessing health and social care services. There are three key reasons you should collect and analyse demographic data.
To accurately represent the diversity of local people and comply with the law. Healthwatch is required by legislation to obtain the views of local people, and ‘local people’ are defined as those representative of the area.
To demonstrate that you are inclusive. Often, local authorities and providers want to see that the evidence used to support recommendations is representative and inclusive. Collecting and analysing demographics is an excellent way to demonstrate to stakeholders that you represent the community as a whole.
To understand who you are reaching and not reaching. Without demographic data, you cannot know if there are people you are not reaching. Therefore, you need it to ensure you can identify where there are groups that require more effort to engage.
[bookmark: _Toc222146323]Data standards
Before we examine how to collect demographic data, we must cover essential information on collecting and storing demographic data in a manner that is compliant with legislation and consistent.
GDPR and demographics
At Healthwatch, we need to collect information on demographic characteristics, including special category data. The Data Protection Act 2018 and the UK General Data Protection Regulation (GDPR) require us to balance the need to collect and analyse findings to understand health inequalities with the need to collect only the data you’ll see (‘data minimisation’).
Our national strategy includes an explicit commitment to amplifying the voices of communities whose views are often unheard, overlooked, or ignored. This means we must collect demographic data that falls into the ‘special category data’ requirements of GDPR. Special category data is information about people that is likely to be more sensitive, such as their health, racial or ethnic origin, sexual orientation, and so on.[footnoteRef:1] [1:  What is special category data? | ICO] 

To process special category data, you must have an additional lawful basis. You must tell research participants that you are collecting special category data and how you’ll use it.
Our guidance on designing a survey and data protection provides further information on how to comply with data protection law when collecting demographic data.
[bookmark: _Toc222146324]Healthwatch England’s standard demographic taxonomy
One of Healthwatch England’s key purposes is to ensure the Healthwatch network has influence at a national level. Policymakers increasingly call on Healthwatch England to provide health and care evidence about how different groups experience a particular issue and where and why this is happening. The key strength of local Healthwatch is our reach into every area of the country.
To do this most effectively, we need to establish common data standards across the network. Common data standards enable us to consolidate data from across the network, creating a unified national voice for the network.
To support this, we have created a standard demographic taxonomy. Our standard demographic taxonomy includes:
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Age
Gender
Ethnicity
Disability
Long-term condition
Religion or belief
Sexual orientation
Gender identity
Marriage or civil partnership
Pregnancy and maternity
Carer status

It may not always be possible or desirable to collect data on all these characteristics. 
You can find our demographic taxonomy in the Question Bank document the designing a survey guidance webpage and in the question library on SmartSurvey.
[bookmark: _Toc222146325]Note on gender/sex taxonomy
Currently our demographic taxonomy is based on gender rather than sex. Our rationale for this was that our research is not based on people's biology but on how they perceive themselves and are treated. We know from our insight that trans people feel that they are often not taken seriously by health providers in their new gender identity.  
In March 2025, the government published the findings of an independent review of data, statistics and research on sex and gender. It recommended that data on sex should be collected separately from gender identity. It proposed testing new questions on gender identity. We are awaiting the government’s response to this review.
We are also currently awaiting the publication of the Equality and Human Rights Commission's updated statutory guidance as to how public bodies should comply with the Equality Act in light of the Supreme Court judgment on the meaning of sex in the Equality Act. 
We will consider updating our demographic taxonomy and guidance once this code is published. As the EHRC states, this does not prevent individual organisations from seeking their own legal advice to decide how to comply with the ruling.
[bookmark: _Toc222146326]How do you decide what to collect?
Healthwatch should collect information on as many characteristics as possible when carrying out signposting activities and other routine work to fulfil our commitment to understanding and representing health inequalities. Remember that demographic data serves a broader purpose of understanding who you are reaching and who you are not reaching in your local community.
However, as a minimum, you might want to prioritise the following:
On your online feedback forms
Age
Gender/Sex
Ethnicity
Disability/Long term condition
In face-to-face engagement or signposting, where there is limited time
Age
Gender/Sex
Ethnicity
In surveys
It will depend on the topic of your survey as to which demographics to collect.  For example, if you are doing a survey on people’s use of pharmacies, it might be essential to find out if people have disabilities or health conditions. Conversely, it might not be appropriate to ask them about their sexual orientation.
[bookmark: _Toc222146327]Other demographic questions you could ask
When designing research, consider collecting information on additional categories beyond those mentioned above, as there may be other relevant demographic details that are pertinent to your project. For example:
English language skills
Digital skills
Education level
Occupation status
Financial situation
Housing situation
Poverty indicators.
Our Question Bank includes template questions around these additional demographic categories. You can find it on the Designing a survey guidance webpage and in the question library on SmartSurvey (see our guidance on getting started with SmartSurvey for further information on the SmartSurvey question library).
[bookmark: _Toc222146328]When to think about demographics in projects
You should consider demographics at each stage when carrying out a project. Demographic data can also inform new research projects and priorities.
If your current data and insight tell you that some demographic groups are underrepresented, you might think about actively engaging them in targeted research.
If your current data and insight tell you that some demographic groups are affected by issues about which you want to learn more, you might consider designing a project that focuses on a demographic category or multiple characteristics.
At the research planning stage, you will need to think about which demographic characteristics to capture and how to make sure you ask the right demographic questions.
When analysing data, you will need to do so using demographics to understand whether the experience of different age groups or ethnic groups differ from each other.
When writing up your results, you want to tell a story with your data and weave demographic analysis throughout your report, highlighting your key demographic findings.
[bookmark: _Toc222146329]How to ask people for their demographic data
You may encounter challenges in consistently and accurately collecting demographic data, particularly on sensitive topics. Nonetheless, you should still endeavour to collect this data due to its importance.
You can ask demographic questions at the beginning or end of conversations with people. If you are concerned that people may feel uncomfortable answering demographic questions, it is best to ask them at the end, so that your interaction doesn’t get off to a bad start. You can also weave demographic questions throughout a conversation, asking them as and when they are naturally relevant.
Here are three ways to gather demographic data when talking to people about their experiences of health and social care. 
Make notes of relevant information the person volunteers over the course of recounting their experience. For example, the person may mention their gender or ethnicity when discussing their experience. You should only note down demographic information when somebody explicitly provides it; you should not infer it from context, as you could get it wrong.
Ask demographic questions throughout the conversation when the chance naturally occurs. You can ask any questions you haven't already covered at the end.
Combine asking about personal circumstances with providing relevant signposting. Use questions about personal circumstances to identify areas where signposting or information may be needed and to provide more relevant information.
Getting demographic data in-person or on calls
Take a moment to introduce the demographic questions. You can say something like:
“These are some questions that some people may consider a bit unexpected. We ask them because they help us make sure that we engage with people from different backgrounds.”

Reassure people that it's ok not to answer, but encourage them to do so. When face-to-face, for particularly sensitive questions, you can offer respondents the option to enter their own answers.
“You don’t need to answer any questions you find too personal, but if you answered in confidence, it would really help us understand our local community.”
Asking for demographic data in surveys
You should ask demographic questions at the end. By that point, respondents may feel more comfortable sharing information with you. If they are not, having the questions at the end ensures that they don’t get put off answering the rest of the survey.
At the beginning of the survey, add a short explanation of why you are collecting the data and how you will use it. Include links to your data protection and privacy policies.
At the beginning of the demographics section, add a short explanation about the categories you are going to collect, especially any ‘special category’ data. Also, explain why you collect this data. 
Demographic questions should always be optional, and each should include a ‘prefer not to say’ option.
What if getting demographic data is not realistic?
It is not always possible to ask for demographic information. You can’t ask someone who has written a letter or provided feedback on a Facebook post. It is tricky to obtain demographics from someone who has emailed you, though some Healthwatch have found that some people will respond to a follow-up email asking demographic questions.
In some cases, the person's limited time or personal circumstances may make it difficult to ask the full range of demographic questions. In these cases, you should prioritise.
Make sure you attempt to collect at least basic demographics across all interactions. For example, gender, ethnicity, age and disability.
After the basics, prioritise demographic questions that are relevant to your current research and engagement priorities. For example, if one of your priorities is about the impact of digital NHS services, prioritise asking about internet access.
When in doubt, ask as many demographic questions as you can reasonably ask. Some respondents may choose to skip some of the questions or end the discussion before you have the chance to ask everything. However, incomplete data is better than no data at all.
What if people feel uncomfortable or offended by being asked demographic questions?
At times, some respondents may feel uncomfortable or offended by demographic questions. We cannot predict when this is going to happen, but it is essential to be prepared.
As a rule, people want to portray the best version of themselves, even when it is not entirely truthful. This is why people may be reluctant to answer questions about their financial situation, or level of IT literacy, and so on.
Some people may fear answering questions about things like ethnicity, disability or sexual orientation because they think they will face judgement or discrimination. Some may feel offended by a question because they feel the answer is ‘obvious’ and the act of asking the question implies that it is not. In other situations, simply asking the question may prompt the respondent to express unsolicited prejudiced views.
There are some things you can do to minimise the chances of this happening.
Ensure the discussion takes place with as much privacy as possible.
Reiterate that answers are anonymous and confidential.
Maintain a neutral, polite attitude, whatever the person says. Don’t express your opinion.
Reiterate the purpose of data collection if needed.
How to explain why you are collecting demographic information
You are more likely to get responses to your questions if people understand why you are asking and why it is important.
You should explain why you ask certain questions.
It helps us understand how your life circumstances impact your experience with services.
We need to make sure we engage with people from different backgrounds.
Our funder/the local authority needs us to collect this data.
We want to make sure local services work for everyone. We can highlight how services need to change to meet the needs of different people within our area.
You should explain how you use the data
We’ll remove any detail that would identify you before we publish our report.
We keep your data safe by [explain your protocols, such as keeping transcripts in a restricted part of your IT system].
Your answers are anonymous.
It would be impossible to recognise you from the data you share with us.
Supporting staff and volunteers to collect demographic information
Some staff members and volunteers may feel reluctant to collect demographic data. We know that common reasons include:
Feeling that they don’t have enough time to go through all the questions.
Feeling awkward asking personal questions.
Anticipating people will be reluctant to answer.
You could practice tricky situations through role play. This could include the following.
Asking questions in a non-pressured way, encouraging respondents to answer while giving them the option to decline.
Ensuring respondents do not feel judged by the interviewer and that they know their information is safe.
Explaining why certain questions are being asked.
information, it is essential to regularly check in with them on how this is going and any obstacles they may be facing. This will help you identify strategies or the need for further training.
[bookmark: _Toc222146330]Integrating demographic data into your analysis and reporting 
Demographic data helps you to describe and understand a population’s structure and composition. You should briefly describe your demographic findings in your report to describe the people you have reached.
This helps contextualise your results and understand if your evidence represents the local community. An introductory paragraph about your sample may be as simple as highlighting some key characteristics.
Rather than presenting all your data by demographic category, focusing on a few key characteristics in your introduction can be more effective.
It would be best to decide which categories to include based on your research objectives and what you have found. You can always include all the demographic data results in an appendix or upon request.
Analysing your key findings by demographic data
Once you have summarised the key characteristics of your sample population, you should integrate demographic findings throughout the rest of your analysis, highlighting the challenges faced by different demographic groups. This will help to understand the health and healthcare needs of your population.
One approach would be to identify your key findings and then further explore them by demographics, looking for differences or similarities in the experiences of different groups.
This helps you weave demographic analysis throughout your report and focus on interesting findings as they emerge. When putting together your report, focus on the findings that emerge as most important and present them in the most impactful way. It is unnecessary to provide a breakdown of all your findings by each demographic characteristic.
For more information on writing an effective research and engagement report, see this guidance.
Using demographic data to create influence and impact
When you integrate demographic data throughout your analysis and reporting, you can identify potential health inequalities and areas where you can create influence and impact.
This type of interpretation is powerful in identifying specific problems that need to be resolved, as it allows us to dig into the nuances of experiences within health and healthcare. This empowers us to provide stakeholders with the information they need to ensure no one is left behind, as we can more meaningfully address the question: who do services work well for and who is left behind or inadequately supported? 
This means that, in turn, we can provide recommendations that are taken seriously and work collaboratively with local health and social care providers to make services better for everyone.
For more tips on developing effective recommendations, please see our guidance.
Why ‘no difference’ is a result
You may find that there are no differences between groups when exploring your findings by demographics. This is still a perfectly valid and interesting result.
We know that, in general, some groups are more likely than others to face difficulties accessing services or to experience negative outcomes. Therefore, if your analysis finds no demographic differences, that is a finding worth reporting. 
What if I have small numbers in some demographic groups?
You may have very small numbers in some demographic groups, making it challenging to explore differences. Nonetheless, it is worthwhile to conduct a demographic analysis and to caveat your work as indicative findings for further investigation.
Even if numbers are too small to analyse, you can still state this in your work so that the reader is aware that you have considered demographics.
You can also consider aggregating different categories to give you larger numbers to analyse. You should consider factors such as the granularity of your categories and the number of responses in each category.
	Example: aggregating age data

	You may often collect a spread of data across age categories, but with relatively few individuals in some groups. To give larger numbers, you can regroup age categories into broader groups. For example, you might aggregate into categories of 'under 25', '25 to 64' and '65 and over'.
Groupings should be guided by the issue you are investigating. For example, if a 24-year-old and an 18-year-old are likely to have quite different experiences of the problem you are researching, you may not want to group them.



	Example: aggregating ethnicity data

	The Healthwatch England standard taxonomy collects data on 18 different ethnicity classifications. Often, sample sizes are too small to present robust data for these groups separately.
One approach, following the example of the Office for National Statistics, is to aggregate your data into 'Asian', 'Black', 'Mixed', 'White' and 'Other'.
There is no correct answer. You will need to apply your own approach based on the amount of available data and the issue you are investigating.
Sometimes, your sample sizes may be so small that you can only reasonably apply a binary split to your data, such as 'White British' and 'not White British'. The analytical value can be limited, as people within these broad aggregated groups can have very different experiences. Nonetheless, it may still uncover interesting differences.



[bookmark: _Toc222146331]Useful e-learning
We have two relevant e-learning courses:
How to collect and use demographic data
How to use Microsoft Excel – this suite of 5 courses includes modules on:
·  analysing demographic data
· aggregating datasets (eg ethnicity data)
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