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About this guide

This guidance outlines an approach to demographic data collection and
common data standards, and tips on how to analyse data and present your
findings.

Alongside this, we have produced a Question Bank that includes tips on
designing questions and answers for surveys and providing a wide range of
examples. This includes the standard Healthwatch taxonomy to collect
demographic data in line with best practice and align with data collection
systems across the network.

There is also an e-learning resource explaining what demographic data is and
why it matters and a guide on how to collect demographic data.

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 several reasons why Healthwatch should collect
and analyse demographic data:

« To accurately represent the diversity of local people and comply with the law.
Healthwatch is required by the legislation that sets us up to obtain the views
of local people concerning health and social care, and the term ‘local people’
is defined as being representative of the area.

- To demonstrate that you are inclusive and treating everyone equally. 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 prove to stakeholders that you speak for
every member of your community.

« To understand who you are reaching and who you are not reaching.
Demographic data shows who you are reaching and ensures you accurately
represent your community. It also allows you to identify who you are not
reaching, to actively engage them.
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https://network.healthwatch.co.uk/guidance/2022-03-21/how-to-develop-survey
https://network.healthwatch.co.uk/e-learning/2021-10-08/how-to-collect-and-use-demographic-data
https://network.healthwatch.co.uk/e-learning/2021-10-08/how-to-collect-and-use-demographic-data
https://network.healthwatch.co.uk/guidance/2021-09-08/how-to-collect-demographic-data

Data standards

GDPR and demographics

As 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 use ("data minimisation”).

What about special category data?

Our national strategy includes an explicit commitment to amplifying the voices
of communities whose views go unheard, overlooked, or ignored and reducing
the barriers they face. We, therefore, need to collect demographic data that falls
into the special category data requirements of GDPR.

This includes:

Ethnicity

Physical or mental health condition
« Religious beliefs or other beliefs of a similar nature

Sexual life or orientation

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, data protection and how to write an
information sheet provide further information on how to comply with data
protection law when collecting demographic data.

Healthwatch England’'s standard demographic
taxonomy

The following demographic categories form part of Healthwatch England’s
standard taxonomy.

- Age

« Gender
« Ethnicity
« Disability

+ Long-term condition
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https://network.healthwatch.co.uk/guidance/2022-03-21/how-to-develop-survey
https://network.healthwatch.co.uk/guidance/2022-06-17/guide-data-processing-and-protection
https://network.healthwatch.co.uk/guidance/2022-06-17/template-telling-people-how-you-will-use-their-data-phone-and-person
https://network.healthwatch.co.uk/guidance/2022-06-17/template-telling-people-how-you-will-use-their-data-phone-and-person

« Religion or belief

« Sexual Orientation

« Gender reassignment

« Marriage or civil partnership
« Pregnancy and maternity

+ Carer
Healthwatch England standard demographic taxonomy:

The classification of demographic data into groups with standardised
terminology ensures that analyses and insights directly map across
data collection systems and across the network.

« We have provided standard demographic questions and responses in the
Question Bank guidance. By using them, you will help to ensure we can
aggregate data we receive from across the network and with other external
datasets.

It may not always be possible or desirable to collect data on all the
characteristics outlined above. As a minimum, we recommend attempting to
collect information on Age, Gender and Ethnicity across all activities.

Healthwatch should aim to 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.

Regarding the principle of data minimisation, you should feel confident
collecting demographic data even when there is no immediate use.
Demographic data serves a broader purpose of understanding who you are
reaching and who you are not reaching in your local community. When data is
aggregated across the network, Healthwatch England uses it to understand
health inequalities at a national level.

What about research and engagement activities?

As a local Healthwatch, you may find it helpful to establish a core set of
demographic characteristics which you will agree to collect across all data
collection methods. For research and engagement activities, we recommend
building on these core categories, depending on the focus and aims of your
research.

You must balance what is helpful and a reasonable amount of data to collect.

Adopting common data standards

By adopting common data standards across the network, we can ensure an
influential voice at a local, regional and 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
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happening. The key strength of local Healthwatch is our reach into every area of
the country.

Adopting common data standards allows us to ensure you are represented and
making a difference at a national level by facilitating the comparison of insights
across the network and with other national datasets.

Understanding health inequailities

When designing your research, you will want to consider collecting information
on other categories which are useful in understanding additional axes of
inequality.

This may include:

+ English Language skills
+ Digital skills

+ Education level

+ Occupation status

+ Financial situation

+ Housing situation

+ Poverty indicators

« Our Question Bank guidance includes template questions around these
additional demographic categories.

Below are examples from Healthwatch England and local Healthwatch reports,
demonstrating how demographic information can highlight inequalities and
differences between groups.

Financial situation

Example one: What are people telling us about delays to hospital care and

treatment? - Healthwatch England, November 2021
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https://network.healthwatch.co.uk/guidance/2022-03-21/how-to-develop-survey
https://www.healthwatch.co.uk/reports-library/what-are-people-telling-us-about-delays-hospital-care-and-treatment
https://www.healthwatch.co.uk/reports-library/what-are-people-telling-us-about-delays-hospital-care-and-treatment

Have you considered paying for private treatment?
e e amount of asposable mcome - N MMM
large amount of disposable income
el amount of cisposable income TN
small amount of disposable income
 ave st enough for bsic necesies
ot have enough for basic necessies |

mNo, | am ok with waiting to be treated on the NHS

mNo, | cannot afford private treatment

mYes, | can afford private treatment and am considering using it
mYes, | have paid for private treatment

Gender and Sexual Orientation

Example two: My Health, Our Future: Children and young people’s mental health and
emotional wellbeing in Suffolk — Healthwatch Suffolk, 2021
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https://www.healthwatch.co.uk/reports-library/my-health-our-future-phase-five
https://www.healthwatch.co.uk/reports-library/my-health-our-future-phase-five

The number of students reporting low self-esteem Levels of ‘Normal’ or ‘High’ self-esteem across all
increased with school year. gender categories:

8

T

BW% 43% A45% 45% 46%

Year7 Year8 Year9 Year1OYearllYearl2Yearl3

Female students were more likely than male students
to report low self-esteem.

were the

most at risk of low self-esteem.

gender

When to think about
demographics in
projects

It is important to consider demographics at each stage when carrying out a
project.

Demographic data can inform new research projects and priorities, for example:

« If your current data and insight tell you that some demographic groups are
underrepresented, you might think about actively engaging them in targeted
research.

« Suppose your current data and insight tell you that some demographic
groups are affected by issues you are interested in learning more about. In
that case, 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 your data, you will need to conduct a demographic
investigation of your findings. See our guidance on guantitative and

qualitative analysis.

« 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.
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https://network.healthwatch.co.uk/guidance/2020-07-22/what-does-research-process-look-start-to-finish
https://network.healthwatch.co.uk/guidance/2021-08-26/how-to-carry-out-quantitative-data-analysis
https://network.healthwatch.co.uk/guidance/2022-03-07/how-to-analyse-qualitative-data
https://network.healthwatch.co.uk/guidance/2021-07-27/writing-your-research-or-engagement-findings-report

Integratin
demographic data
into your analysis and
reporting

Demographic data helps 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
your local community. An introductory paragraph about your sample may be as
simple as highlighting some key characteristics.

Example three: Accessing Mental Health Support, Healthwatch Cornwall, 2021

397 people aged 16 years and above took part in the survey. Just
under a quarter of respondents did not provide age, gender or other

demographic information. Of those who did, most were between 35

((Jnd ;4 years (83%), female (78%), and White British or White Cornish
92%).

Rather than presenting all your data from the demographic categories, 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 the complete detail
of your results in the appendix or upon request.

Analysing your key findings by demographics

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 different demographic groups face. This will help to
understand the health and healthcare needs of your population.

One approach would be first to identify your key findings and then further
explore these 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, you
should focus on those findings which emerge as most important to present in
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https://www.healthwatch.co.uk/reports-library/accessing-mental-health-support-cornwall

the most impactful way. It is unnecessary to provide a breakdown of all your
findings by each demographic characteristic.

Example three: Accessing Mental Health Support, Healthwatch Cornwall, 2021

Example four: Voices of disabled residents and COVID-19, North East London
Healthwatch, 2021

Example five: Living with long Covid, Healthwatch Richmond, 2022
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https://www.healthwatch.co.uk/reports-library/accessing-mental-health-support-cornwall
https://www.healthwatch.co.uk/reports-library/community-insights-disabled-people
https://www.healthwatch.co.uk/reports-library/living-long-covid

Did you get?Diagnosed with Have you received support?

LOI"IQ Covid? B Unsure [l No [ Yes
W N/A I YUnsure [ Ne [ Yes 100%
100%
75%
75%
s0% 50%
250 25%
0% 0%
Men Women Men Women

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 ultimately.

For more tips on developing effective recommendations, please see our
guidance.

Example six: Accessing Mental Health Support, Healthwatch Cornwall, 2021

Example seven: Voices of disabled residents and COVID-19, North East London
Healthwatch, 2021
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https://network.healthwatch.co.uk/guidance/2021-07-27/developing-effective-recommendations
https://www.healthwatch.co.uk/reports-library/accessing-mental-health-support-cornwall
https://www.healthwatch.co.uk/reports-library/community-insights-disabled-people

How respondents prefer to be

contacted about the vaccine Not a "One size fits all” approach

would prefer to only be contacted
verbally, via phone or face to face,

without written text.

54% o
“aeimens | ®

preferred to be
contacted by
phone ~ 7

Ca d
Email Letter SMS Phone Face v
to face

Why ‘no difference’ is a result

You may find that there are no differences between groups when exploring your
key findings by demographics. This is still a perfectly valid and interesting result.

Example eight: Reviewing patient experience of dental services in Redbridge,
Healthwatch Redbridge, 2021

We are pleased that our survey received responses from people living
in most postcode areas in the borough (11 out of 14 postcode areas),
showing a strong geographical reach .. Healthwatch Redbridge
wanted to understand if there were certain parts of the borough
where people were finding it more difficult to book an appointment.
Of those who shared their postcode data with us (55), feedback did
not show a significant difference in any area when seeking an
appointment.

Some groups may be more likely to face difficulty when accessing services
depending on where they live, particularly those from areas linked to greater
deprivation. Therefore, this is a valuable finding because it tells us that access to
NHS dentistry is a widespread issue that affects everyone, regardless of where
they live.

What if | have small numbers in some demographic
groups?

When analysing your data, you may find that you have very small numbers in
some demographic groups, making it challenging to explore differences. In this
instance, you may be able to group some of your findings to make inferences
about your study population.

It is worth noting that often sample sizes are too small to draw robust
conclusions. Nonetheless, it is still worthwhile to carry out demographic analysis
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and caveat your work as indicative findings for further investigation. For example,
‘we can’'t say for certain that X group experience services more negatively, but
our results indicate they might and that this is worth exploring further.

Even if numbers are too small to analyse, you can still state this in your work so
that the reader is aware and demonstrates that you have considered
demographics.

When considering the different demographic categories, you may have several
ways to aggregate your data. You will need to think carefully about what makes
sense in the context of your findings and what you want to know. You should
consider factors such as the granularity of your categories and the number of
responses in each category.

Age

You may often collect a spread of data across age categories but with relatively
few individuals in some groups. You can regroup the age categories into broader
groups, for example combining the younger age groups (>25), ages 25 to 64, and
the older age groups (64<), to look at the differences.

There are other ways of thinking about the implications of age on health
differences and outcomes, for example, looking at differences between young
people (>25) and all older age groups.

Ultimately, groupings should be guided by the issue you are investigating. For
example, if investigating experiences of youth services, a 24-year-old and an 18-
year-old are likely to have quite different experiences, so you may not want to
group them. On the other hand, looking at social care experiences, they aren't
likely to differ much, and it may make sense in this context.

Ethnicity

An aggregated ethnic group is one that combines the more detailed
categories.

The Healthwatch England standard taxonomy collects data on 18 different
classifications of ethnicity. Often, sample sizes are too small to present robust
data for these groups separately. There are several different ways you could
consider aggregating ethnicity data.

One recommended approach outlined by the Office for National Statistics is to
aggregate your data into the five broader groups: Asian, Black, Mixed, White, and
Other. Alternatively, you may consider that other ways make sense, for example,
grouping those of 'Mixed |/ Multiple ethnic groups: Asian and White' into the
broader ‘Asian’ group.

There is no correct answer; ultimately, you will need to apply your own approach
depending on the amount of available data. For example, suppose you have
many responses from one ethnic category. In that case, you may decide to
retain this level of detail and analyse this group separately rather than
combining it with a broader ethnic group.
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https://www.ethnicity-facts-figures.service.gov.uk/uk-population-by-ethnicity/national-and-regional-populations/population-of-england-and-wales/latest

Sometimes, your sample sizes may be so small that you can only reasonably
apply a binary split to your data (White/Other than White, or White British/Other
than White British). The analytical value of splitting your data into the broader
groups outlined above will be limited as the experiences and outcomes of
people may be markedly different. Nonetheless, we encourage considering
different ways of splitting your data to determine if there are important
inferential differences.

If you need further
help

When outlining your analysis plan, we recommend having these discussions to
consider how similar or different aggregated groups are, both in their outcomes
and the characteristics of the people in them.

You can always reach out to the research team at research@healthwatch.co.uk,
and we will be happy to have these discussions with you to help you decide on
the most reasonable approach.
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