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‘If you brought your child to hospital, how would you feel if when you were
talking to a healthcare professional whilst you were there and you were
asked “Would you like to hear about opportunities for your child to take

part in research?”’

I would be OK with this, but would want to know more details 

I would be happy and keen for my child to participate,
because research is important to help other children 

Responses to the survey represent 74 children from 51 respondents 

If your child had been in hospital for a long time with
a severe illness, but has now recovered, what would

be most important to you?

Caregiver of a child/chidren 
17.6%

Parent of a child/children 
80.4%

Other
2%

Member of public interested in child health
3.9%

Other (8%)

White 
(55%)

Black/African/Caribbean/
Black British (10%)

Asian/Asian British (8%)

Mixed/Multiple Ethnicity (8%) 

This infographic was prepared by the NIHR Imperial Biomedical
Research Centre Patient Experience Research Centre [August 2021]

For any queries, please contact: publicinvolvement@imperial.ac.uk

The most common illnesses which cause children to need to go to
repeated GP appointments or hospital outpatient appointments
over long periods of time

Rare illnesses which cause a sudden life-threatening problem or
cause children to need many hospital admissions.

Better ways to find the cause when we think a child has
an infection

An accurate test. Even if it takes 24 hours to
get the results, it will almost always be right

If we were developing a new test
for children with a suspected

infection, what would be most
important for you?

Developing new, better treatments for brain injury, to
reduce the possibility of later disability

If we were developing a new
test for young children who had

"wheeze" or breathing
difficulties, what would be most

important to you?A test which can tell the 'cause of the
problem' and a test which can tell us

what is 'the best treatment'

Prevent the illness from happening again, even if we don't
know why it happened.

Understand why the illness happened, even if that required the
child taking part in research studies

1

2

 responded that if their child was offered genetic testing  to
understand if there was a genetic cause to a severe illness, they

would want to know as much information as possible including
relevant results related to the child’s illness as well as any
other results which may be significant (e.g. to other family

members)’ 

74.5%
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‘Do you think researchers should be allowed to
use data from large numbers of children which
is collected when children attend a GP or
hospital appointment?’

‘Do you think researchers should be allowed to use routinely collected Electronic Health
Record data in which individual children may be able to be identified?’

12+ yrs (20.3%)

10 - 12 yrs (18.9%)

8 - 10 yrs (18.9%)

6 - 8 yrs (9.5%)

4 - 6 yrs (12.2%)

2 - 4 yrs (10.8%)

1 - 2 yrs (14.9%)

6mths - 1 yr (1.4%)

3 - 6 mths (2.7%)

0 - 3  mths (1.4%)

Not provided (10%)

said:

Yes, but people should be
specifically asked to agree
for their data to be used in
this way for each research

project

49% said: 

Yes, this data should be made easily
available for research to improve the health
of children, but people should be able to say

if they don’t want their data to be used in
this way for research

25.5% said: 

56.9% said: 

25.5% said: 


