NORTH WEST LONDON PAEDIATRIC &
CHILD HEALTH RESEARCH SURVEY
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What? v
() : Answering 10 questions relating to child 6 | 'i' @

A health and paediatric research including: ™

| e prioritising possible research areas 9 .

’ > ¢ providing views on possible research 0

oA methods and their own child/children
\ being invited to take part in research WhY?
e to understand the views of parents and
Wh07 family caregivers in the North West

London community on child health and
paediatric research

77

e parents and caregivers (e.g.
grandparents) of children aged
12 or under who live, or whose
child receives care in North
West London

¢ to ensure that our research addresses
these issues and has relevance and
impact for our community.

The TOP RESEARCH PRIORITIES to explore were:

The most common illnesses which cause children to need to go to
repeated GP appointments or hospital outpatient appointments
O 00 over long periods of time

O O o

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

The TOP RESEARCH PRIORTY FOR CHILDHOOD INFECTIONS was:

If we were developing a new test
for children with a suspected
infection, what would be most

important for you? f i
importanttoryou An accurate test. Even if it takes 24 hours to

get the results, it will almost always be right

The TOP RESEARCH PRIORITIES FOR EARLY
BRAIN INJURY was:

o> @ - - - - -
RESEARCH PRIORITIES FOR If we were developing a new
CHILDHOOD WHEEZE test f"or youn% children V\.lhO had

wheeze" or breathing
difficulties, what would be most

A test which can tell the ‘cause of the important to you?

problem' and a test which can tell us
what is 'the best treatment’

RESEARCH PRIORITIES FOR SERIOUS ILLNESS:

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?

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

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

USING DATA FROM ELECTRONIC HEALTH RECORDS
FOR CHILD HEALTH RESEARCH

‘Do you think researchers should be allowed to
use data from large numbers of children which
is collected when children attend a GP or 39.2% said:

hospital appointment? 'yes, this data should be made
... ecasily available for research to
90 4% improve the health of children,
i but people should be able to say
if they don’t want their data to
be used in this way for
research’

‘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?’

49% said: —

Yes, but people should be

specifically asked to agree

for their data to be used in

this way for each research
project
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Who took part in the survey?

Responses to the survey represent 74 children from 51 respondents
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ETHNICITY GENDER

Female (88.2%)
White
(55%)

Mixed/Multiple Ethnicity (8%)

Asian/Asian British (8%)

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

0,
Other (8%) Not provided B R

Not provided (10%) (4%)
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