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Executive summary

The following were the views and experiences of the British public between 30" March

and 26" April, at the start of the government lockdown in response to the coronavirus

out break. This report explores the complex nat
information in the early stages of a public health crisis, building on findings from

previous Wellcome Monitor surveys conducted in 2009, 2012, 2015, and 2018.

Public appetite for health research
Most people were interested in health research and around half felt they hear or
see the right amount.

1 People from BAME groups, those with higher qualifications and younger people
were more likely to actively seek out health research.

1 People were more likely to be interested in hearing directly from scientists than they
were in 2015.

1 Mental health remains the area people were most interested in, but there has been
an increase in interest in the health implications of climate change.

A majority of people thought it was important that the public play a role in health
research and would be likely to do so themselves, given the opportunity.

1 Younger people and those with degrees were more likely to be willing to play a role
in health research.

1 More people thought that members of the public should be involved in setting
priorities for health research than in 2018.

1 People still felt that scientists in universities and government should be more
responsible for setting priorities for health research than the public.

Most people viewed health research as beneficial to people like them and as
having had a positive impact on their lives.

1 One in three people, however, said that health research had had no impact, or a
negative impact, on the way they live their lives.

i1 People in BAME groups, aged under 50, and with worse financial circumstances
were less likely to view health research as valuable.

Engaging with and accessing health research

More people had engaged with health information than in 2018.

1 Those with lower qualifications and finding it harder financially were less likely to
engage with health-related information (for example, by having a conversation or
reading an article about a health topic).

1 There has been a small increase in the proportion of people who had participated in
health research than in 2018.

When making decisions about health, most people followed the advice of a
health professional and very few followed the advice in the media.

NatCen Social Research | Wellcome Monitor 2020 1



i1 Older people were particularly likely to say they followed the advice of a health
professional, whereas younger people were more likely to look up information, base
a decision on their previous experience, or follow the advice of friends and family.

The proportion of people who looked for health information on most days
increased since 2018.

1 Younger people and people finding it difficult financially, from BAME groups, and
with higher qualifications, were more likely to try to find health-related information
more often.

1 Most people found health information easy to find and clear, but people without
qualifications, with more difficult financial circumstances, and older people were
more likely to find it difficult to access or less clear.

1 People from BAME groups were less likely to trust the health information they
found, with nearly one in five Black people reporting very little or no trust in the
health-related information they usually find compared to four per cent of White
people.

Involvement with health research

Most people thought that participating in health research means taking part in
medical trials.

More people said they had participated when prompted with other ways they may
have participated in health research, but this was still under half.

1 Most people reported taking part in health research activities where they were a
Adat a s ubj e cthose wieee thayevouldtplayaam active role.

1 Most people said they would be interested in participating in health research in the
future, particularly younger people and those with higher incomes.

A large majority of people were confident making decisions about their health.

1 People who found it difficult to find health-related information, found it unclear, or
trusted it less were less likely to be confident making decisions about their health.

1 Younger people and people from BAME groups were less likely to be confident
making health decisions.

1 Yet people with no qualifications were more likely to be very confident making
decisions about health.

Segmenting the population

Based on their use of health-related information, their trust in it, their role in

informing it, and the extent to which they value health research, we find the

population splits broadlyi nt o f our grroeipesngader H&,0 6Dor mant
engagers6, oO6Unsupported ent hsuesrivaesdt6s 6, and oO6Under

i1 Around one in seven people are core engagers and one in four are in the under-
served group, who are respectively consistently positive and negative across the
four dimensions.

i1 The largest group are the unsupported enthusiasts (two in five) who are broadly
positive about health information and research but are less confident making
decisions about their health, trust the information they access less and find it less
clear.
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1 One in five people are dormant engagers who are not especially engaged or
disengaged with health research or information, although they think it is beneficial.
However, when they do try to find health information, they find it clear and easy to
find, and are confident making decisions about their health.
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1 Introduction

1.1 Background

The Wellcome Monitor is a longstandingst udy of the British adult p«
towards, and engagement with, science and health research, conducted by The
Wellcome Trust.

Wellcome supports science to solve urgent health challenges for everyone. The three

global challenges Wellcome are taking on are Mental Health, Global Heating and

I nfectious Disease. Wellcomebs Public Engagemer
to help solve these health challenges together. Given it is the public at large that face

these challenges, they are placed at the heart of this mission i the public are whom

science is for. Understanding the public perspective and how people engage with

health research is thus critical to ensure urgent health challenges are solved for

everyone, and that science and health research

To achieve this requires enabling and understanding how the public trust, use, and
inform science and health research. The Wellcome Monitor helps provide an
understanding of the societal context in which science and health research operate,
and how this context is changing over time. Since 2009, the Monitor has provided high
quality estimates of public attitudes towards science and health research, with surveys
also run in 2012, 2015 and 2018.

In March 2020, the fifth wave of the Monitor was conducted by NatCen, just as Britain

was entering into the first national lockdown as a result of the coronavirus pandemic.

The original aims of the Wave 5 Monitor, as with previous waves, was to collect high-

qualityevi dence on peopleds changing attitudes and
information and resear ch t oPudizEngageméntteame wor k o f
Whilst the survey was being prepared for launch, it became evident that the pandemic

was likely to have an impact not just on attitudes to health and science, but life in

general.

This report describes changing or persisting patterns in the way people relate to and
perceive health research and information. Where possible, it explores how some of
these changes may relate to experiences of the Covid-19 pandemic in its early stages.
For example, findings about what role the public see scientists as having and whether
they are seen as caring about the views of the public, have taken on a new dimension
at a time when public health officials and scientific advisers are more visible than ever.

The firstWave5r eport | ooked more directly at-19t he publ
pandemic and their views on health information during lockdown!.  Wel | come 6s | ong
term aims of understanding who in the population is engaging and benefiting from

health research,and who i snét, have proved to be particu
connecting the public to science and health research has rarely been of more

importance.

1 https://wellcome.org/reports/wellcome-monitor-2020-covid-19-study
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1.2 Methodology

Fieldwork

Fieldwork for this wave of the Wellcome Trust Monitor was conducted using the
random-probability NatCen Panel. The NatCen Panel is formed of people recruited
from the British Social Attitudes (BSA) survey, a high-quality, random probability face-
to-face survey. Respondents interviewed as part of BSA were asked at the end of the
interview to join the Panel. Those agreeing to join the Panel are then invited to take
part in additional short surveys covering a range of different topics either online or over
the phone. By using a probability-based sample and allowing those without internet
access to take part, this design reduces the risk of bias compared to online-only
surveys (which exclude those who do not have access to, or are less confident using,
the internet) and surveys using convenience samples (which are more likely to include
people who are more O6avail abl ebiews)r particul ar/|l )

The survey also included a O6boostd of participeé
(BAME) groups?, allowing analysis of the experiences of people with BAME

backgrounds to look at more detailed groups, although small sample sizes still limit the

statistical power to detect differences.

Panellists were initially invited to take part online, before being contacted by telephone

if they had not completed the survey after one week. A £5 gift card was sent as a

6t hank youd t o t hFRetworkvohthis spudybeganon thes80" fd

March 2020 and ended on the 26™ of April 2020. Fieldwork was therefore conducted

within the context of the start of the Covid-19 outbreak. During this time, the context

changed dramatically, with the number of deaths as a result of the coronavirus

increasing from around 1,700 to around 24,000. Also in this period, a number of senior

politicians were diagnosed with coronavirus, which is likelytohave i mpacted peopl
attitudes to public health-related topics.

A total of 2,651 people took part in the survey, of whom 2,330 (88%) completed online
and 321 (12%) completed on the phone. For the main sample, 2,403 of the 4,058 panel
members invited took part, giving a 59% survey response rate®. Taking account of non-
response at the BSA interview and at the point of recruitment to the panel, the overall
response rate was 15%. Forty-six per cent of panel members invited to take part as
part of the ethnic boost did so.

Analysis

Data have been weighted to be representative of the adult (18+) GB population,
including accounting for the over-sampling of people with BAME backgrounds. The
weights account for non-response in the survey used for recruitment (the BSA survey),
refusal to join the panel at the end of that interview and non-response in the survey of
panel members itself. All differences between groups presented in this report have
been tested for statistical significance at the 95 per cent level, and all are statistically

2'n this report we use the term OBRaMiBd to describe g
Mixed/Other ethnicity. While this grouping is useful to explore the collective experience of

racialised minority groups, it has limitations, treating different ethnic groups as a single category

and potentially missing important differences. We use it as a term and grouping widely used

across the higher education and public sectors which enables comparison with other studies. As

important differences could be present across different ethnic groups, we look in more detalil

where statistically meaningful.

3 The remaining 248 cases were included as part of the boost sample
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significant unless otherwise stated. Some percentages may not sum to 100 due to
rounding.

The Wellcome Monitor moved from a cross-sectional face-to-face interview design to a
web/telephone interview with a probability-based panel sample in 2018. While this
report looks at changes over time, comparisons between the 2009, 2012, or 2015 and
the 2018 or 2020 Monitor waves should be interpreted with caution.

Equivalised household income

I n this report we refer to figures for
based on banded household income estimates which have been adjusted to account
for the number of adults and children living in the household to make them comparable
between different household structures. This measure is designed to be used as a
broad indicat or odircumstapces raative to sthefs, ratherrihari aa |
precise estimate of their financial situation.

Latent Class Analysis

Latent Class Analysis (LCA) is a statistical method for identifying related cases (or

6l atent classesd6) who s lossmeltiplp \atiablesrL86fswap f
used here to segment the population by identifying sub-groups whose members share
similar characteristics with regards to health attitudes and behaviours.

o6mont hl y

respon:

6 NatCen Social Research | Wellcome Monitor 2020



2 Public appetite for health research

This chapter explores the overall level of interest people have in health research and
health-related information. It also covers the extent to which people are interested in
hearing directly from scientists, and the areas of health research people are most
interested in and think are most important for researchers to work on.

It then looks at whether, and to what extent, people are interested in informing health
research. We identify the demographic groups who are most likely to think it is
important for the public to play a role in health research and whether they are also most
likely to do so themselves. We also look at which groups people think should be
responsible for setting the priorities for health research.

Finally, we look at the value people feel that health research brings to their lives i has
it been beneficial for people like them and has it had a positive or negative impact - and
which groups are more and less likely to report finding health research valuable.

Key findings

1 Most people were interested in health research, but fewer people sought it out
unless they needed it.

o People under 60, people from BAME groups and people with higher
qualifications were more likely to actively seek it out.

0 Around half of people thought they hear the right amount of health
information, with equal amounts feeling they hear too much or too little.

o People were more likely to be interested in hearing directly from scientists
than in 2015.

0 Mental health remained the area in which most people were interested in,
but there has been a longer-term increase since 2015 in the proportion of
people interested in the health implications of climate change.

1 A majority of people thought it is important that the public play a role in health
research and stated they would be likely to, given the opportunity.

0 Younger people and those with degrees were more likely to say they would
play a role in health research.

0 The proportion of people who thought members of the public should be
involved in setting priorities for health research has increased since 2018,
but people were still more likely to say they should be set by scientists.

o0 People continued to be unsure whether or not scientists are interested in
their views.

1 Most people viewed health research as beneficial to people like them and believed
it had a positive impact on their lives.

0 One inthree people said that health research had had no impact, or a
negative impact, on the way they live their lives.

o People in BAME groups, aged under 50, and with worse financial
circumstances were less likely to view health research as valuable.

NatCen Social Research | Wellcome Monitor 2020 7



2.1 Interestin using health research

One of the most common ways the public use health research is through engaging with
health-related information, for example by having a conversation or reading an article
about a health topic. Before looking at the different ways the public engage with health-
related information and their experiences accessing it (section 3), this section explores
how interested the public were in hearing about health-related information, what areas
they were interested in, and how this varied across different demographic groups.

2.1.1 How interested are people in hearing about health
research and health-related information?

Most people were interested in health information, but fewer sought it
out unless they needed it

Respondents were asked to select a statement which best reflected their relationship
with health-related information. Figure 2:1 shows that most people reported being
interested in health-related information (73%) but only a minority sought it out actively
(28%).

Figure 2:1 Interest in health-related information

50%

45%
45%
40%
35%
30% 28%
24%
25% ’
20%
15%
10%
5{%) 20/0
0% [
Actively seeks out Interested in health Notinterestedin  Not interested in
health-related information but health information, health information
news, information, doesn'ttend to but would seek out & would not seek it
& events seek out if needed out

Which of these statements best describes your relationship with health-related information? Base: All GB
adults (18+): 2645

People under 60, in BAME groups and with higher qualifications were
more likely to actively seek out health information

There was no significant variation in the proportion of people that actively seek out
health-related information by sex or financial circumstances. However, people aged
under 60 were more likely to say that they actively seek out health information (31%)
than those aged 60 or over (22%).
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People in BAME groups were also more likely to say they actively seek out news,
information, and events related to health (39% compared to 26% of White people). This
reflects a similar pattern seen in 2018, when respondents were asked how interested
they were in health research. Less than a quarter (24%) of White people said they were
6very i nconeparedsot4@%lad people from BAME groups.

In 2020, Asian people were particularly more likely to say that they actively seek out
health-related information than other groups (Figure 2:2).

Figure 2:2  Proportion who actively seek out news, information and events

related to health, by ethnic group

45% 42%
0% 35%
35% 33% 34%
0% 26%
25%
20%
15%
10%

5%

0%

White British ~ White Other Black Asian Mixed/Other

Which of these statements best describes your relationship with health-related information? Base: All GB
adults (18+): White British (2061), White Other (145), Black (99), Asian (174), Mixed/Other (106).

We also find that people with higher educational qualifications were more likely to say
they actively seek out health information (36% of people with a degree, compared to
25% of people with other qualifications and 21% of people with no qualifications).

Finally, we see that people living in London were more likely to say they actively seek
out news, information, and events related to health (35%, compared to 28% in other
urban locations and 23% in rural locations). This relationship (as well as others found
throughout between urban/rural location and other health attitudes) is likely to be driven
by other demographic factors, such as age, education, ethnicity. For that reason, in
what follows we mostly focus on the demographic factors and do not comment on
differences across region or urban/rural status.

Around half of people felt they get the right amount of health
information

Respondents were also asked whether they felt they hear or see the right amount of
health information. Most people felt they get the right amount of health information, with
around one in five people (19%) wanting more and around one in four people (26%)
wanting less (Figure 2:3).

This is substantially different to 2009 when fewer people (six per cent) said they were
getting far too much or too much information, and more people said they were getting

NatCen Social Research | Wellcome Monitor 2020 9



too little or far too little (47%)*. This may reflect a longer-term trend but also is likely to

reflect the experiences of the public at that specific point in time (the first few weeks of

lockdown, in which there was a great deal of uncertainty about the virus and its effects,

and daily briefings from the government). This is supported by an association between

finding it clearer on what to do to minimise the risk of getting or spreading the

coronavirus and reporting hearing/seeing the right amount of information. People who

said that they saw too littlehea |l t h i nf or mati on were | east |ike
cleard on how to minimise coronavirus risks (
too much information and 73% who said they saw the right amount).

I
5 ¢

Figure 2:3  Whether hear and see too much, the right amount, or too little

health-related information

55%
2009
45%
= 2020
39%
0
18% 16%
70/0 80/0
20/0 - 40/0 30/0
I
Far too much Toomuch  The right amount Too little Far too little

Which of the statements do you most agree with? These days | hear and see... too much/the right
amount/too little health-related information. Base (2020): All GB adults (18+) 2641. Base (2009): All UK

adults (18+) 1179.

4 The precise differences should be treated with caution due to the change in fieldwork design.
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The public are more likely to be interested in hearing directly from
scientists than they were in 2015

Respondents were asked to what extent they were interested in hearing directly from
scientists about the research they are conducting. Overall, a large majority (82%) of
people reported being very or fairly interested - an increase from 63% in 2015°. As
above, while this may reflect a longer-term trend, it is likely to reflect the context of the
Covid-19 pandemic, with people more used to hearing from scientists during daily
briefings from the government.

Figure 2:4  Whether hear and see too much, the right amount, or too little

health-related information

60%

. 50% 2015
S0% 45% = 2020
40%

32%
30%
20%  18% 19% 17%
13%

0,

10% 4%

0% ]
Very interested Fairy Not very Not at all
interested interested interested

To what extent, if at all, are you interested in hearing directly from scientists about the research they are
conducting?. Base (2015): All UK adults (18+) 1524 Base (2020): All GB adults (18+) 2650.

Unlike the preceding measures of interest in using health research, there was little
variation in how interested people were in hearing directly from scientists between
different groups: there was no significant variation in the proportion of people who were
very interested in hearing directly from scientists by age, ethnicity or financial
circumstances. However, we found that men were more likely to be very interested in
hearing from scientists (36%, compared to 29% of women), as were people with
degrees (41%, compared to 26% of people with other or no qualifications).

5 The precise differences should be treated with caution due to the change in fieldwork design.
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2.1.2 What areas of health research are people interested
in?

People were most interested in health research related to mental
health

Respondents were asked to select areas of health research they were interested in
from a list. Reflecting patterns seen in 2018, people were most likely to select mental
health issues as an area of interest (Figure 2:5). Relatively few people (eight per cent)
said they were interested in none of the areas 1 including any other area.

Figure 2.5  Which of these areas of health research are you interested in?

Mental heaith | 75%
issues | 65%

< ot diconce N 53
Aol

I 59%
I, 47%

Health implications | NG 42%
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Which of these areas of health research are you interested in...? Base: All GB adults (18+) (2020) 2649.
Base (2015): All UK adults (18+) 2708

While mental health is the area of health research the public continued to be most
interested in, Figure 2:5 also shows that, while there has been an increase since 2015
in interest in hearing directly from scientists about health research generally, interest in
hearing about a variety of more specific health areas has decreased since 2018
(including mental health, risk of disease, how genes work, ageing, obesity, and stem
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cells). Thismay be becausec or onavi rus has become dominant in
perception of what matters in health at the moment.

Interest in mental health was higher among women, younger people,
BAME groups, and those struggling financially

Mental health was the most commonly selected area of interest of those listed, but
interest varied between demographic groups, with women, younger people, people with
longstanding conditions, people in BAME groups, people finding it more difficult
financially, and people living in London all more likely to be interested in mental health
as an area of research. These are all groups more likely to have experienced mental
health problems during lockdown®, according to the Covid-19 Study published as part
of this Monitor series’. However, there was no variation by highest educational
qualification.

Sixty-eight per cent of women, compared to 61% of men, were interested in mental
health. Looking across age groups, seven in ten (70%) of people aged 18 to 59 were
interested in mental health, compared to just over half (53%) of people aged 60+
(Figure 2:6).

Figure 2:6  Proportion interested in mental health issues, by age group
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Which of these areas of health research are you interested in...? Base: All GB adults (18+) 2649. 18-29
(220), 30-39 (430), 40-49 (475), 50-59 (508), 60-69 (509), 70+ (498)

50%
40%
30%
20%
10%

0%

6 Participants were asked questions in this survey which enabled us to calculate both a GAD-2

score, for which a score of 3 points or more is an indicator of possible generalised anxiety

disorder, and a PHQ-2 score, for which a score of 3 points or more is an indicator of major

depressive disorder. We found that women were more likely to have a GAD-2 score of 3 or

higher, as were younger people (under 40), those with longstanding conditions, people from

BAME groups and people with lower household incomes. Similar patterns were seen looking at

PHQ-2 scores, apart from women were no more likely than men to have a score of 3 or more.

7 Longitudinal research comparing mental health indicators before and during the first lockdown

have shown that the negative impact of national lockdowns on mental health have been

profound and widespread. See 0Mewdilapandameicad t h before
l ongitudinal probability sample survey of the UK po|]
https://www.thelancet.com/journals/lanpsy/article/P11S2215-0366(20)30308-4/fulltext
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People in BAME groups were more likely than White people to be interested in mental
health (78%, compared to 63%). People finding it more difficult to get by financially
were also more likely to report being interested in mental health - 77% of those finding
it quite or very difficult were interested, compared to 69% of people just about getting
by and 60% of people doing alright or living comfortably.

Finally, people with a longstanding condition that affects everyday life were also more
likely to say they were interested in mental health (75%, compared to 66% with a
condition that doesnodot affect everyday |

An increase in interest in the health implications of climate change
since 2015 has been sustained, despite a decline in interest in other
areas

The health implications of climate change stands out because, unlike most other areas,
there has not been a decline in interest since 2018. There also appears to have been a
long-term increase in interest in climate change relative to other topics that has been
sustained. In the first wave of the UK Wellcome Monitor in 2009, it was the least
selected of these topics, and it is now the fourth most commonly selected. Figure 2:7
suggests that over the last eleven years, interest in this area has risen substantially®.

Figure 2:7 Interest in the health implications of climate change, 2009 to 2020

50%
45% 42% 44%
40%
35%
30% g9,
25%

20% 18%
21%
15%
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Which of these areas of health research are you interested in...? Base: 2020: All GB adults (18+) (2649),
2018: All GB adults (18+) (2708). 2015: All UK adults (18+) (1,524). 2012: All UK adults (18+) (1,396).
2009: All UK adults (18+) (1179).

There was little variation between key demographic groups in interest in the health
implications of climate change or risk of disease i also key strategic areas for

8 Changes should be treated with caution given the change in fieldwork design. In 2009 to 2015
(represented by the purple line in Figure 2:7), the survey was conducted face-to-face. In 2018
and 2020 the survey was conducted on the NatCen Panel, meaning participants took part online
or over the phone (Section 1.2).
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Wellcome®. There was no significant variation in interest in the health implications of
climate change when comparing men and women, age groups, ethnic groups, and
people in different financial circumstances. However, people with higher qualifications
were more likely to be interested in the effects of climate change on health (52% of
people with a degree compared to 40% with other qualifications and 36% of people
with no qualifications), as were people living in London (55%, compared to 42% of
people living outside of London).

Similarly, interest in risk of disease also varied little between demographic groups.
There was some variation by age, with people aged 60 or over more likely to be
interested in risk of disease (54%, compared to 46% of people aged under 60).
However, there was no significant variation when looking at sex, ethnicity, financial
circumstances, education, whether or not someone has a long-standing health
condition, or whether or not they live in London.

Cancer and mental health were the health issues people feel are most
important for researchers to work on

Respondents were also asked, in an open question, which three health issues were
most important to them personally for researchers to work on. People mentioned a
wide range of health issues, ranging from addiction to cancer to diabetes. The most
common answers mentioned diseases and health issues that affect large proportions of
people across the population. Cancer was the most commonly mentioned issue (the
leading cause of death for women aged 50 to 79), with half of people mentioning this.
Next was mental health (suicide being the leading cause of death for people aged 20 to
34, foll owed by Al (hbleadingeauseldEath foetmsei8@and
over) and cardiovascular health (with heart disease being the leading cause of death
for men aged 50-79) (Figure 2:8). Therewasa o6l ong tail &6 of responses
areas. Perhaps surprisingly, relatively few people (nine per cent) mentioned Covid-19
as one of the three most important areas for researchers to work on.

9 https://wellcome.org/about-us/strategy
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Figure 2:8  Which health issues are most important to you personally for

researchers to work on?1°
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What three health issues are most important to you personally for researchers to work on...? Base: All GB
adults (18+) 2441

We found some variation in areas of interest by demographic characteristics (Appendix

A). Of the more commonly selected options, younger people were more likely to

mention mental health and obesity, whereas older people were more likely to mention

Al zhei mer 6s, cardiovascul ar heal t hweremmest hma, anoc
likely to mention cancer.

Those finding it harder to get by financially were more likely to mention mental health
conditions, while those more comfortable were more likely to mention cancer,
Al zhei mer 6s and ageing.

People from BAME backgrounds were more likely to mention infectious disease (15%
compared to 8% of White people), whereas White people were more likely to mention
cancer, Al zhei merés, cardiovascular health and

10 Answers given by less than seven per cent of the population are not included in this chart.
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2.2 Interest in informing health research

While it is more common for the public to use health research through its findings and

its translation into products, public engagement often seeks to involve the public in the

production of health research as well. This involvement enables the public to play a

role in informing the process of health research as well as its outcomes. This could

include discussing health studies with researchers, helping shape what questions

should be asked, ensuring the design of studies is ethical, taking part in clinical trials,

supporting researchers to collect and analyse data as part of citizen science efforts,

helping researchers communicate their findings to others, and many more activities. In

this section we explore the publicdéds interest i
research.

2.2.1 Playing a role in health research

A sizeable majority thought it is important that the public play a role in
health research and would be likely to, given the opportunity
Respondents were asked how important they think it is for the public to be able to play

a role in health research. Overall, most people (59%) said it was important or extremely
important (Figure 2:9).

Figure 29  How important do you think it is for the public to be able to play a

role in health research?

40%
35% 34%
30%
25%
25% 24%
20%
15%

15%
10%

5%

1%
0% [ |
Extremely Important Fairly Somewhat Not important

important important important

How important do you think it is for the public to be able to play a role in health research? Base: All GB
adults (18+) 2646

NatCen Social Research | Wellcome Monitor 2020 17



We also asked respondents, given the opportunity, how likely they would be to play a
role in health research. Again, most people (56%) said they would be likely or very
likely to play a role (Figure 2:10).

Figure 2:10 Given the opportunity, how likely or unlikely would you be to play a

role in health research?

45%
40% 38%

35%

30%
250/0 240/0

20% 18%

15% 13%

100/0 70/0

5%

0%
Very likely Likely Neither likely ~ Unlikely  Very unlikely
nor unlikely

Given the opportunity, how likely or unlikely would you be to play a role in health research? Base: All GB
adults (18+) 2644

How likely people would be to play a role in health research was associated with how
important they felt it was for the public to play a role. Nearly three in four (72%) people
who said that that it was extremely or very important for the public to play a role said
they would be likely or very likely to play a role, compared to 39% who said it was fairly
important, and 26% who said it was somewhat or not important. Twenty-eight percent
of people who said they think it is important the public play a role would not be likely to
do so themselves given the opportunity.

Younger people and people with degrees were more likely to be
willing to play a role in health research

There was little significant variation in perceived importance of the public playing a role

in health research, or willingness to do so given the opportunity, by demographic

group, suggesting support is widespread. While more people with a degree thought it

was important or extremely important (65% compared to 57% of people with other
qualifications and 53% of people with no qualifications) or said they would be likely or

very likely to play a role (64% compared to 57% of people with other qualifications and

37% of people with no qualifications), there was no significant variationby peopl ed s
sex, ethnicity, or financial circumstances.
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While there was no significant variation in the perceived importance of the public
playing a role in health research, younger people were more likely to say they would be
very likely or likely to take part (Figure 2:11).

Figure 2:11 Proportion likely or very likely to take part in health research, by

age

70%
20/{) 61 Gfb 60'%}

57%
’ 53%
I I 45%

18-29 30-39 40-49 50-59 60-69

60%
50%
40%
30%
20%
10%

0%

Given the opportunity, how likely or unlikely would you be to play a role in health research? Base: All GB
adults (18+) 18-29 (220), 30-39 (430), 40-49 (475), 50-59 (508), 60-69 (507), 70+ (496)

2.2.2 Setting priorities for health research

People were more likely to think members of the public should be
involved in setting priorities for health research than in 2018

Respondents were asked to what extent different groups should be involved in setting
or informing priorities for health research.!

Figure 2:12 shows that the proportion of people who said they think that members of
the public should definitely or probably be involved in setting priorities increased to
almost three quarters from two-thirds in 2018. This is perhaps related to changing
attitudes during the Covid-19 pandemic, during which decisions about public health
priorities have had considerable impacts on the public.

11 n this wave, we conducted an experiment to test two ways of wording this question. A random half of
respondents were asked abouott héeirn fhoarlnfii nwge rper iaosrkietdi easb6o uatn do ste
No significant differences were found between the two versions.
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Figure 2:12 Proportion that think group should probably or definitely be
involved in informing/setting priorities for health research i 2018
and 2020
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To what extent do you think each of the following groups should, or should not, be involved in
informing/setting priorities for health research?

Base (2018): All GB adults (18+). Scientists working in universities (2686). Scientists working in
government (2693) Health research charities (2691). Scientists working in private industry (2677)
Government (2683). Members of the public (2686). Base (2020): All GB adults (18+). Scientists working in
universities (2643). Scientists working in government (2643) Health research charities (2639). Scientists
working in private industry (2641) Government (2643). Members of the public (2643).

There was no significant variation in the proportion of people who thought members of
the public should be involved in setting priorities for health research by sex, ethnicity,
financial circumstances, education, or whether or not someone had a longstanding
health condition.

Despite this increase, Figure 2:12 also shows that people were still least likely to say
members of the public should be involved in setting priorities for health research.
People were most likely to say that scientists in universities or in government should be
involved, followed by health research charities, government and scientists in private
industry, and lastly members of the public.

People were uncertain whether scientists are interested in their views

Despite an increased desire for public involvement since 2018, the majority of the
public did not believe that scientists were interested in their views. We asked
respondents to what extent they agreed that scientists are interested in the views of the
public when considering the priorities for research and how it is produced. Reflecting
patterns seen in 2018, we found that more people agreed (35%) than disagreed (17%),
but most took a neutral position (50%) (Figure 2:13), suggesting people felt they did not
have a strong position on the issue.
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Figure 2:13 Whether agree or disagree that scientists are interested in the
views of the public when considering the priorities for research
and how it is produced
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To what extent do you agree with the following statement...? Scientists are interested in the views of the
public when considering the priorities for research and how it is produced. Base: All GB adults (18+): 2432

2.3 Perceived value of health research

Most people viewed health research as beneficial to people like them
and having a positive impact on their lives

Respondents were asked two questions about the value of health research: how
beneficial they felt it had been to people like them and, thinking about recent health
research, what impact it has had on how they live their life. Most people viewed health
research as valuable: 55% of people said that health research had been extremely or
very beneficial to people like them (Figure 2:14), and 66% said it had had a very or
somewhat positive impact on their life (Figure 2:15). However, one in three (34%) said
that health research had had no impact, or a negative impact, on the way they live their
lives.
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Figure 2:14 How beneficial, if at all, would you say health research has been
for people like you?
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How beneficial, if at all, would you say health research has been for people like you? Base: All GB adults
(18+): 2639

Figure 2:15 Thinking about recent health research, what impact, if any, has it

had on how you live your life?
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Thinking about recent health research, what impact, if any, has it had on how you live your life? Base: All
GB adults (18+): 2622
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White people and people aged over 50, with a longstanding health
condition, in better financial circumstances or with higher
gualifications were more likely to value health research

Perceived value of health research varied between demographic groups. Reflecting the
patterns seen with interest in using health research identified in Section 2.1, people
with degrees were more likely to say health research was beneficial to people like them
(62% compared to 51% of people with other or no qualifications). Similarly, 72% of
people with a degree felt that health research had had a positive impact on their lives
compared to 64% of people with other qualifications and 59% of people with no
gualifications.

In contrast, while people who actively sought out health information were more likely to
be aged under 60 and from BAME groups, it was older people and White people who
were more likely to say that health research had been beneficial. Half (50%) of 18-49
year olds said health research had been beneficial compared to 60% of people aged
50 or over, and 71% per cent of people aged 50 or over felt health research had had a
positive impact, compared to 61% of people aged under 50.

While the majority of White people said that health research had been beneficial to
people like them (57%), less than half of BAME people said the same (44%).
Conversely, seven per cent of people in BAME groups felt that health research had had
a negative effect, compared to three per cent of White people.

We find that people in better financial circumstances were more likely to say health
research had been beneficial. Fifty-nine per cent of people living comfortably or doing
alright said health research had been beneficial for people like them, compared to 50%
of people just about getting by or finding it difficult. In fact, we see that eight per cent of
people finding it difficult financially thought health research had had a negative effect
compared to five per cent of people just about getting by and three per cent of people
living comfortably or doing alright.

We also find some associations between finding health research beneficial and
experience of poor health. People with longstanding conditions were more likely to say
that health research had been extremely or very beneficial for people like them (59% of
people with a condition that affects day-to-day life, compared to 66% of people with a
condition that does not affect day-to-day life, and 51% of people without a condition).
People with longstanding conditions were also more likely to say that health research
had had a positive impact on the way they live their life, particularly those with a
condition that does not affect everyday life (75%, compared to 66% of those with a
condition that affects everyday life and 64% of those without a condition).

The perceived value of health researchis,then,as soci at ed with peopl eds
People who actively sought out health-related information or were interested in it were

more likely to think health research is beneficial, compared to those who were not

interested in it (70% of those who actively sought out information, compared to 54%

who were interested butd i dseek it out, and 36% who w e r eintedested). Similarly,

83% of people that actively sought out health-related information felt recent health

research had had a positive impact on their lives, compared to 67% of people who

were interested but d i dsedk it out, and 46% of people that were not interested.
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3 Engaging with and accessing health
research

This chapter looks at the ways in which people engage with and access health
information, and the barriers they face in doing so. We first explore different types of
engagement and consider how the Covid-19 pandemic may have affected behaviours.
We then look at the actions people take when making decisions about their own health,
and their experiences accessing health information i how often they do it and the
sources they use. Finally, we identify the groups who face difficulties: either in
accessing and understanding health information or finding information they trust.

Key findings

1 More people engaged with health information than in 2018, but certain groups i
those with fewer qualifications and those finding it harder financially 7 were less
likely to have engaged.

o The most common ways of engaging with health-related information were
reading articles, watching or listening to a TV, radio programme or podcast,
and having a conversation.

1  When making decisions about their health, most people followed the advice of a
health professional, but many looked up information and used their own
experience.

o0 Older people were particularly likely to say they followed the advice of a
health professional, whereas younger people were more likely to look up
information, base a decision on their previous experience, or follow the
advice of friends and family.

i1 The proportion of people looking up health information on most days increased
since 2018, but most people still only tried to find health-related information once or
twice a month or less often.

0 Younger people and people finding it difficult financially, from BAME groups,
and with higher qualifications, were more likely to try to find health-related
information more often.

0 Most people found health information easy to find and clear, but people
without qualifications, finding it more difficult financially, and older people
were more likely to find it difficult to find or unclear.

o People from BAME groups were less likely to trust the health information
they find, with nearly 1 in 5 Black people reporting very little or no trust in
the health-related information they usually find, compared to four per cent of
White people.

1 Most people looked for health information online.

o Only a minority used social media to find health information, but younger
people, people in BAME groups and people finding it difficult financially
were more likely to have done so.
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3.1 Engaging with health-related information

More people had engaged with information about health than in 2018

Respondents were asked to select activities they had done in the last year from a list of
ways people engage with information about health. Figure 3:1 shows that the
proportion who had engaged with health-related information in each of the listed ways
increased since 2018, in particular the proportion who had a conversation about a
health topic or searched for health-related information. These increases are likely to
reflect the pervasiveness of information and news about the Covid-19 crisis at the time
of the survey®2.

Figure 3:1 Engagement with health-related information, 2018 and 2020

Read an article on 65%
ahealth topic | 727
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e o I 70
podcast on a health topic 0

Had a conversation 49%
on a health topic N 65°%
Searched for health- 45%

related information |GGG 64

Watched or listened to a
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social media content 17%
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Which of the following health-related activities have you done in the last year...? Base (2020): All GB
adults (18+) 2646. Base (2018): All GB adults 18+ (2708).

12 Changes should be treated with caution as new answer options were added to the list in
2020. In addition, the question in 2018 asked abouta &éconver sation on health re:
than 6a eoenomrasabheal th topicd, the | atter of which
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People were more likely to have engaged with information about
health passively than actively

Despite these changes, Figure 3:1 also shows the pattern of which activities were done
has remained similar to in 2018. Respondents were most likely to have read an article,
watched or listened to a TV/radio programme or podcast, had a conversation on a
health topic or searched for health-related information in the past year. Fewer people
had watched or listened to a talk on a health topic, online or in person, followed by
sharing or retweeting, or commenting on, social media content on a health topic.
Finally, a relatively small group had participated in health research or visited a museum
or exhibition on a health topic in the past year. Only five per cent of people had done
none of these activities.

People with the lowest incomes and with no qualifications were less
likely to have engaged with health information

The list of activities was categorised into three groups, according to the way that the
health information was engaged with. Overall, 93% had used health information, 74%
had socialised health information in some way, and 18% had participated in health
research (an increase from 14% in 2018).

Participated Participated in health research

Shared or retweeted health research on social media
Socialised Commented on health research on social media

Had a conversation about health research

Visited a museum or exhibition on a health topic

Searched for information related to health research
Used Read an article about health research

Watched or listened to a talk about a health topic, online or in person
Watched or listened to a TV/radio programme or podcast on a health
topic

None None

Using these categories, we find some variation in the ways that demographic groups

engaged with health information. We do not find any variation in by sex or ethnicity,

however, people with higher incomes and level of qualificat i on wer e mode | i kel"
and 6socialiseb6 health information,seveemd to part
per cent of people with monthly household incomes of £800 or less had done any of

the activities rel at edcomparedtaudd% of gedpletlwgha |l t h i nf or 1
household incomes of more than £800. Similarly, 84% of people with no qualifications

had done any of the activities related to O6usi:r
people with any qualifications.

Looki ng latsidnsgodc i adi f fjustseembeteeen theegrowgp with ohe

lowest household income and the rest of the population. Eighty-two per cent of people

with monthly household incomes of more than £1,250 had done any of the activities

related mgoédésveai alhi $in fedto Al&otofipeople witlt hmusghald

incomes of £801 to £1,250 and 62% of people with incomes of £800 or less. Similarly,

85% of people with degrees had done any of the
compared to 73% of people with other qualifications and 51% of people with no

qualifications.

Finally, the people most likely to have taken part in health research were also those
with higher educational qualifications and higher household incomes. Twenty-three per
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cent of people with a degree reported having participated in health research in the past
year, compared to 15% of people without a degree, and 20% of people with monthly
household incomes of more than £1,250 reported having participated in health
research in the past year, compared to 15% of people with household incomes of
£1,250 or less.

Whilewedo not find any significant wvariation in 6
younger people were more likely to have done any of the activities related to

6 s oc i aRigurs 3:2). §his is(n part due to younger people being substantially more

|l i kely to use soci al media (two of the three 0:¢
However, the pattern remains when just looking at whether young people had had a

conversation about a health topic. Seventy-six per cent of 18-29 year olds had had a

conversation about a health topic, compared to 72% of 30-49 year olds, 67% of 50-59

year olds, 62% of 60-69 year olds and 59% of people aged 70 or older.

Figure3:2 Pr oporti on who di d
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Which of the following health-related activities have you done in the last year...? Base: All GB adults (18+)
18-29 (220), 30-39 (431), 40-49 (473), 50-59 (508), 60-69 (508), 70+ (498).

We also see that younger people were more likely to have reported participating in
health research in the past year: Twenty-two per cent of people aged 18-39, compared
to 18% of people aged 40-59 and 15% of people aged 60+.

Finally, whiewedo not find any significant wvariation i
whether or not someone has a long-standing health condition, we find the proportion

that had done any oftheacti vi ti es rel ated to 6dsocialising6 h
participated in health research did. Sixty-nine per cent of people with a long-standing

condition that affects their day-to-day life had done any of the activities related to

6soci al i s idtog78% of meopha with ia eondition that does not affect their day-

to-day life, and 74% of people with no long-standing condition. Similarly, 19% of people

with a long-standing condition that affects their day-to-day life had participated in health

research in the past year, compared to 24% of people with a condition that does not

affect their day-to-day life, and 16% of people with no long-standing condition.
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3.2 Accessing health-related information

3.2.1 Making decisions about your health

Over three in five people looked up information when making
decisions about their health

Respondents were asked to select from a list of things they do when making decisions
about their own health, including when they felt ill but also their mental health and
general wellbeing. Figure 3:3 shows that following the advice of a health professional
was the most common action but many also looked up information or based decisions
on previous experience. A smaller proportion followed the advice of friends and family
and few people followed the advice of the media.

Figure 3:3  Actions taken when making decisions about health

Follow advice given to you by a 83%
health professional

Look up information and research 63%
about the fopic

Base my decision on previous 599
experience

Follow the advice of friends or 329,
family

. . 7%
Follow the advice of the media

2%
None

0% 20% 40% 60% 80% 100%

When making decisions about your own health, including when you feel ill, but also your mental health and
general wellbeing, which of the following do you do...? Base: All GB adults (18+) 2648.

Older people were more likely to follow the advice of health
professionals, whilst younger people were more likely to follow advice
of friends and family

The proportion of people that followed advice from a health professional when making
decisions about their health did not vary significantly by sex, ethnicity, financial
circumstances, or education.

However, Figure 3:4 shows that older people were more likely to follow the advice of a
health professional than younger people. In contrast, younger people were more likely
to look up information, base a decision on their previous experience, or follow the
advice of friends or family. This could perhaps reflect the different nature of health
problems experienced by different age groups, or perhaps younger people being more
confident looking up information.
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Figure 3:4  Actions taken when making decisions about health, by age group
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When making decisions about your own health, including when you feel ill, but also your mental health and
general wellbeing, which of the following do you do...? Base: All GB adults (18+). 18-39 (651), 40-59
(982), 60+ (1005)

3.2.2 Experiences accessing health-related information

The proportion of people who looked up health-related information on
most days increased since 2018

Respondents were asked approximately how often they try to find health-related
information. Around one in six people (17%) reported trying to find health-related
information on most days or several times a day, increasing from one in ten (9%) in
2018 (Figure 3:5). This repeats the changes seen in Section 3.1, and likely reflects the
context of the Covid-19 pandemic. Despite this, and similarly to 2018, most people
(67%) still reported only trying to find health-related information once or twice a month
or less often.
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Figure 3:5 How often look up health information, 2018 and 2020

Most days or more _ 9% m Dec-18
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q y 17% Mar-20
once ortwice NN 9
aweek 17%

31%
29%
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30%
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Never

0% 5% 10% 15% 20% 25% 30% 35% 40%

Approximately how often do you try to find health-related information? Base: All GB adults (18+) (2020):
2649. Base (2018): All GB adults 18+ (2704)

Younger people and people finding it difficult financially, from BAME
groups, and with higher qualifications, were more likely to try to find
health-related information more often

The proportion of people trying to find health-related information on most days or
several times a day varied by a range of demographic characteristics. One in five
people aged 18-39 (20%) tried to find health-related information several times a day or
on most days, compared to 18% of people aged 40-59 and 10% of people aged 60+.

People from BAME groups were also more likely to look up health-related information
several times a day or on most days (28% compared to 14% of White people). This
difference was also seen in 2018, when 22% of people from BAME groups looked up
health-related information several times a day or on most days, compared to 7% of
White people, suggesting the difference between White and BAME groups in 2020 is
not entirely attributable to different levels of concern about the effects of Covid-19.
Looking more closely at ethnicity shows further variation. Asian people and people in
mixed or other minority ethnic groups were particularly likely to try to find health-related
information on most days or several times a day (Figure 3:6).
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Figure 3:6  Proportion looking for health-related information several times a
day or on most days, by ethnicity

35%
31%
30% 29% 28%
25%
20%

20%
15% 13%
10%

5%

0%

White British White other Black Asian Mixed/Other

Approximately how often do you try to find health-related information? Base: All GB adults (18+). White
British (2063), White Other (146), Black (99), Asian (174), Mixed/Other (106)

People finding it more difficult to get by financially were more likely to look for health-
related information more frequently. Sixteen per cent of people living comfortably or
doing alright and 15% of people just about getting by looked for health-related
information several times a day or on most days, rising to 22% of people finding it quite
difficult or very difficult.

Finally, graduates were also more likely to try to find health-related information on most
days or several times a day (24% compared to 12% of people with other qualifications
and 10% of people with no qualifications).

Of people who tried to find health-related information, only a minority
found it difficult to find or unclear

Respondents who ever tried to find health-related information were asked how easy or
difficult it was to find the health information they wanted and how clear the information
they found was. Figure 3:7 shows that only eight per cent of people said it was quite
difficult or very difficult to find the information they wanted, and only ten per cent found
the information quite or very unclear.
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Figure 3:7  Clarity of and ease of access to health information

How clear or unclear is the information thatyou find?

Very clear - 8%
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Very difficult || 1%
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Thinking about the health-related information you normally want, how easy or difficult is it for you to find
this information? Base: All GB adults who ever look for health information (18+) (2514)

Still thinking about the health-related information you normally want, how clear or unclear is the information
that you find? Base: All GB adults who ever look for health information (18+) (2510)

People without qualifications or finding it more difficult financially, and
older people were more likely to find health information difficult to find
or unclear

Among people who tried to find health-related information, some groups were more
likely to find it difficult to find health-related information they wanted or find it unclear.
Eighteen per cent of people with no qualifications reported finding health information
very or quite difficult to find compared to seven per cent of people with any
qualifications, and 17% said they found it very or quite unclear, compared to nine per
cent of people with any qualifications.

People finding it more difficult financially were more likely to find it difficult to find health
related information. Only seven per cent of people living comfortably, doing alright or
just about getting by found finding health-related information quite or very difficult,
compared to 13% of people finding it quite or very difficult financially. Older people
were also more likely to find it difficult to find health-related information. Eleven per cent
of people aged 60 or over found it quite or very difficult to find health-related
information, compared to seven per cent of people aged 18 to 59. However, there was
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no significant variation in how clear people found health-related information by financial
circumstances or age.

We also find that people with a condition that affects everyday life were more likely to
report finding it very or quite difficult (15%, compared to 7% of the rest of the
population), and more likely to find it very or quite unclear (14%, compared to nine per
cent of the rest of the population). There was no significant variation in the proportion of
people finding health-related information quite or very difficult to find or quite or very
unclear by sex or ethnicity.

Most people trusted the health-related information they find but
people from BAME groups and people with lower incomes were less
likely to trust the information

Respondents were asked how much they normally trust the health-related information

that they find. Most people (93%) trusted the health information they find a great deal
or somewhat, but few trusted it completely, very little, or not at all (Figure 3:8).

Figure 3:8  Trust the health-related information you find

70% 64%

60%
50%

40%

0,
30% 29%

20%

10%
0 4%
3% 0 1%
0%
Completely A great deal Somewhat Very little Not at all

How much do you normally trust the health-related information that you find? Base: All GB adults who ever
look for health information (18+) (2513)

There was no significant variation in how much people trust the health-related
information they find by sex, age or whether or not they have a longstanding condition.
Although people from BAME backgrounds were more likely to actively seek out health
information (Section 2.1.1) and looked for it more often (Section 3.2.2), they were twice
as likely to say they had very little or no trust in the information they find (nine per cent,
compared to four per cent of White people). This difference was mostly accounted for
by the relatively high proportion of Black people with low trust (Figure 3:9). This reflects
the pattern seen when looking at trust in information about coronavirus from certain
sources, which showed that those from Black and Mixed/Other groups were
significantly less likely to trust information about coronavirus from health scientists and
government scientific advisers?s.

13 https://wellcome.org/reports/wellcome-monitor-2020-covid-19-study
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Figure 3:9  Proportion with very little or no trust in health-related information
normally find, by ethnicity
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18%
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How much do you normally trust the health-related information that you find? Base: All GB adults who ever
look for health information (18+). White British (1943), White Other (142), Black (97), Asian (170),
Mixed/Other (101)

People finding it harder to get by financially were also more likely to say they had very
little or no trust in the information they find. Nine per cent of people finding it quite or
very difficult had very little or no trust in the health-related information they find,
compared to three per cent of people living comfortably, doing alright, or just about
getting by. Again, this reflects the findings about trust in information about coronavirus,
which saw that people finding it harder financially had significantly less trust in
scientists about coronavirus.

Most people got their health-related information online, but traditional
media still played a substantial role

Respondents were asked to select from a list what sources they get their health-related
information from. Figure 3:10 shows that people were most likely to get their health-
related information from websites, followed by TV programmes, newspapers and
magazines, social media sites or online forums and books, radio, and finally apps or
podcasts. This is a similar overall pattern as seen in 20184, However, Figure 3:10 also
shows there was a slight drop in the proportion of people getting health-related
information from newspapers/magazines and from social media compared to 2018.

14 Books were added to the list for the 2020 survey
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Figure 3:10 Sources of health information, 2020 and 2018

- 7%
eSS N 790%

56%
Ty DT O A S N 55%

. 49%
N S apers Mag e o —— 38%

) ) . 38%
Social media/online forums I 29%

B OOk —— 000,

. 24%
Rad0 o 249%

11%
APPS o 129

7%
Podcasts B 10%

1%
None of these B 3%

0% 20% 40% 60% 80% 100%

Dec-18 mMar-20

From which of the following sources do you get health-related information...? Base (2020): All GB adults who ever
look for health information (18+) (2513). Base (2018): All GB adults who ever look for health information (18+)
(2563).

Younger people, people in BAME groups, and people finding it difficult
financially were more likely to get health information from social media

As might be expected given higher internet use amongst this group, younger people
were more likely to get their health information from social media or online forums.
Thirty-nine percent of 18-39 year olds, 32% of 40-59 year olds, and 16% of people
aged 60+ got health information from social media.

There were substantial differences in the proportion of people getting health-related
information from social media between different ethnic groups. Half (49%) of people
from BAME groups got their information from social media, compared to 28% of White
people. Asian people were most likely to get information from social media or online
forums (58%), followed by Black people (45%), people from other White backgrounds
(36%) people from mixed/other groups (32%) and people from White British
backgrounds, who were least likely (25%).

People finding it harder to get by financially were also more likely to get health-related
information from social media or online forums (Figure 3:11). There is no significant
variation by sex or highest qualification.
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Figure 3:11 Proportion who use social media or online forums to get health-
related information, by how getting by financially
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From which of the following sources do you get health-related information...? Base: All GB adults who ever
look for health information (18+). Living comfortably (542), Doing alright (993) Just about getting by (620)
Finding it quite difficult (221) Finding it very difficult (129)

NHS website was the most commonly used online source, followed
by Google and then the BBC website

Respondents who said they got health-related information from websites, apps, or
social media sites or online forums were asked to choose which ones they used from a
list. Figure 3:12 shows that, reflecting the patterns seen previously, most people got
their health-related information online from websites, with the NHS website, Google,
and the BBC website being the most common. However, a significant minority (43%)
still used at least one social media site (of YouTube, Facebook, MumsNet, Twitter or
Reddit) for health-related information.
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Figure 3:12 Online sources of health-related information
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information? Base: All GB adults (18+) who tried to find health-related information on social media or
online forums (2265)

How are these social media platforms used?

Respondents who said they got health-related information from social media sites or
online forums were asked how often they did a number of different activities. Of those
using social media platforms for health-r e | at ed i nf or mati on,
health-related content via social media platforms, with fewer engaging or sharing and
fewer still posting their own content (Figure 3:13).

mo st had
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Figure 3:13 Activities done at least once a month by those who use social
media
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(18+) who tried to find health-related information on social media or online forums (54)
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4 |Involvement in health research

In Chapter 3 we found that more people had participated in health research than in
2018. In this chapter, we take a closer look at what people understand by participation
in health research. We then explore the extent to which people are interested in
participating in health research in a variety of ways, and how that varies between
different groups.

In the second part of this chapter, we then explore the extent to which different groups
feel confident making decisions about their health, and how this is related to barriers to
accessing health information.

Key findings

1 Most people had a narrow conception of what it means to participate in health
research, revolving around taking part in medical trials, and providing data.

1 When taking an expanded view of what constitutes participation, we observe a
higher rate of participation, but still a minority.

0 Mostpeoplereportedt aki ng part as a fAdata subjecto
active role.

0 Most people said they would be interested in participating in health research
in the future, particularly younger people and those with higher incomes.

o0 People who thought the public playing a role is important, and who valued
health research were more likely to say they would take part.

1 A large majority of people were confident making decisions about their health.

o However, younger people and people from BAME groups were more likely
to lack confidence.

o People who found it difficult to find health-related information, found it
unclear, or trusted it less were less likely to be confident making decisions
about their health.

o People with no qualifications were more likely to be very confident making
decisions about health.

4.1 Participation in health research

4.1.1 Activities done in the past 5 years

Most people thought of participation in health research as taking part
in medical trials
Findings reported in Section 2.1 suggest a slight increase in participation in health

research: 18% of people said they had participated in health research in the past year,
compared to 14% in 2018. Respondents were asked to give an open answer about

what o6éparticipating in health researchdé meant t
mentioned medical trials and/or lab-based research when thinking about participating in
heal t h research, with some thinking nmgre about o)

about-wady wionvol vemen fftwoWal exchangexohimigonaton dnd
v i e wosaosense of helping others.
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Figure 4:1  What does ¢participating in health researchémean to you?
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Most people had not participated in health research in the past 5
years, and most who had did so by providing data

Respondents were also asked to select from a list ways they had participated in health
research in the last five years. The list was designed to reflect broader opportunities for
participating in health research than might otherwise be considered.

Figure 4:2 shows that a large minority (44%) had done at least one of the listed
Oparticipationdé act iisubdtantielly higher thanihe 18%avlseh f i ve vy ez
asked in general. This will partially reflect the longer timescale, but also that the public

were not necessarily including all the listed activities as participation in health research.

Of those who had participated, a minority did ¢
minority had done so at an early stage of, or during, the research process (36%).
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From this list, people were more likely to have selected activities where they were the
6data subjecto ( pr ov?' atakingpadia & tdal),ratherthang h an
playing a more active role in a research project. There was not significant variation in
whether people had taken part in specific activities earlier (e.g. helping decide what

topics should be researched) or later (e.g. helping to spread the findings of the study)

in the research cycle.

Figure 4:2  Activities done in the last 5 years or would be interested in doing

Actively participated

Helped health researchers decide 26% Would be
what topics should be researched Il 4% interested in doing

Talked to health researchers 26%
about a research study [ 9% m Have done

Helped health researchers recruit 15%
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Helped health researchers 33%
collect or analyse data Il 9%
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spread the findings of a study [ 7%
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Provided data
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technology such as an app INNNNEGEEEE 27%
Taken part in a medical 42%

trial or provided samples | 13%

Have not participated

27%
NN N 567

0% 10% 20% 30% 40% 50% 60%

Which of the following activities have you done in the last five years? Base: All GB adults (18+): 2646
And which of the following activities would you be interested in doing in the future? Base: All GB adults
(18+): 2638

15 Though the NHS Covid-19 contact tracing app has now been widely downloaded across
Britain, this was not released until September 2020 so will not account for the levels of
participation through an app seen here.
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Younger people and people with higher incomes were more likely to
have participated and this difference was driven by use of health
monitoring technology

Whether or not people had participated in health research through any of the listed

activities in the last five years did not vary significantly by sex, ethnicity, or whether or
not they had a health condition.

Figure 4:3 shows that younger people were more likely to have done any of the
activities in the last five years. However, when excluding using health monitoring
technology, there was no longer any significant variation.

Figure 4:3  Whether patrticipated in any health research activity including and

excluding use of app, by age group
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Which of the following health-related activities have you done in the last five years...? Base: All GB adults
(18+): 18-29 (220), 30-39 (431), 40-49 (473). 50-59 (508), 60-69 (508), 70+ (498)

Similarly, people with a monthly household income of £1251 or higher were more likely
to have taken part than those with an income of £1,250 or lower (48% compared to
40%). However, this difference also disappeared when excluding using health
monitoring technology (both 28%) suggesting that use of this technology was the key
driver of higher participation amongst those on higher incomes.

In contrast, people with higher qualifications were more likely to have participated in
health research irrespective of whether or not using health monitoring technology is
included. Half of people with a degree (52%) had done any of the activities in the last
five years, compared to 42% of people with other qualifications and 35% of people with
no qualifications.

Finally, people who considered it more important that the public play a role in health
research were more likely to have done any of the activities in the last five years.
However, we still see that only half of those who thought it was important had taken
part (49% of those who thought it was important or extremely important compared to
37% of those who thought it was fairly, somewhat, or not important).
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4.1.2 Interest in participating in health research in the
future

Most people said they would be interested in participating in health
research in the future

Figure 4:2 also shows the proportion of people that said they would be interested in
doing activities related to participating in health research in the future. Reflecting
patterns seen in Section 2.2, a majority (73%) said they would be interested in doing at
least one of the listed activities.

As with the activities people reported having done in the last five years, people were

most | ikely to report being interested in acti\
relative to being more actively involved. Taking part in a medical trial or reviewing a

health-related product were the activities where there was the largest gap between the

proportion of people who had done them in the last five years and would be interested

in doing them in the future.

Younger people and people with higher incomes were more likely to
be interested in participating in the future

Whether or not people were interested in participating in health research in the future
through any of the listed activities did not vary significantly by sex, ethnicity or whether
or not someone has a health condition, but did again vary by age, income and highest
gualification.

Younger people were more likely to be interested in doing any of the activities.
Seventy-seven per cent of people aged 18-39 and 75% of people aged 40-59 were
interested in doing at least one of the activities, compared to 34% of people aged 60 or
older. Similarly, people with a monthly household income of £1251 or higher were more
likely be interested in doing any of the activities than people with an income of £1,250
or lower (76% compared to 70%).

Finally, people with higher qualifications were more likely to be interested in
participating in health research. Eighty-two per cent of people with a degree would be
interested in doing any of the activities, compared to 70% of people with other
qualifications and 42% of people with no qualifications.

People who thought it is important for the public to play a role in health
research, and would be likely to do so given the opportunity, were
more likely to be interested in participating in health research

Again reflecting patterns with history of participation, people who considered it more
important that the public play a role in health research and would be more likely to do
so themselves given the opportunity, were more likely to do any of the activities in the
future.

Eighty-four per cent of people who thought it was important for the public to play a role
in health research said they would be interested in doing any of the activities related to
participation in health research in the future, compared to 60% of people who said it
was fairly important, and 50% of people who said it was somewhat important or not
important.
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Similarly, 92% of people who said they would be very likely or likely to play a role given
the opportunity said they would be interested in doing any of the activities, compared to
60% of people who were neither likely nor unlikely and 34% of people who would be
unlikely or very unlikely.

People who valued health research were more likely to be interested
in participating in it

Finally, we f nterestinphrtcipating e dgalth eedesrchiis associated
with the extent to which they valued it. Seventy-nine per cent of people who said that
health research had been extremely or very beneficial for people like them said they
would be interested in doing any of the activities, compared to 69% of people who said

it had been quite beneficial and 53% of people who said it had been not very or not at
all beneficial.

Similarly, 80% of people who said recent health research had had a very or somewhat
positive impact on how they live their lives said they would be interested in doing any of
the activities, compared to 61% of people who said it had had no impact and 51% of
people who said it had had a somewhat or very negative impact.

4.2 Empowerment in health decision-making

A large majority of people were confident making decisions about
their health

Respondents were asked how confident they are making informed decisions about

t heir heal t h, for example whether to have a f|
appointment when they are feeling unwell. Figure 4:4 shows that a large majority of

people (95%) were very or fairly confident making decisions about their health, a slight

increase compared to the 90% seen in 20152,

16 Comparisons should be treated with caution given the change in fieldwork design.
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Figure 4:4  Confidence in making health decisions
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Younger people, and people from BAME groups or finding it more
difficult financially were less confident about making decisions about

their health

People finding it more difficult financially were less likely to be confident making health
decisions. Thirteen per cent of people finding it very difficult financially said they were

not confident making informed decisions about their health, compared to eight per cent

of people finding it quite difficult, six per cent of people just about getting by, five per
cent of people doing alright and two per cent of people living comfortably.

Similarly, people from BAME backgrounds were three times as likely to say they were

not very or at all confident making informed decisions about their health (12%,
compared to four per cent of White people).

We also find that younger people were less likely to be confident making decisions
about their health. Eight per cent of people aged 18 to 39 were not very or at all

confident making decisions about their health compared to four per cent of people aged

40 or over.
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People with no qualifications were more likely to be very confident
making decisions about their health

Contrary to what might be expected, the proportion of people who were not confident
making decisions about their health did not vary significantly by education. However, as
Figure 4:5 shows we do find that those with lower qualifications, or none, were more
likely to say they were very confident making decisions.

Figure 4:5 Confidence in making health decisions, by qualification level

How confident, if at all, would you say you are making informed decisions about your health, for example
whet her to have a flu jab, or whether tlmgumelRBasea doctor ds
All GB adults (18+). Degree or above (1197), Other qualifications (1163), No qualifications (280)
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