
The results from this survey will be used in a number of ways, including:

next steps

Have you sought information from any of these sources? 

of people hadn’t sought 

information on life expectancy

41%

39%

29%

26%

8%

8%

Cystic Fibrosis Trust 
reports / website

Research literature

Patient websites / forums

Other internet sites

Other people

Other sources 26%

information on life expectancy
from other sources

What people said about getting

Have you ever been provided 
with information on life 
expectancy from your 

doctor / CF care team AS 
PART OF YOUR ROUTINE CARE?

Have you ACTIVELY sought 
information on life expectancy 

from your doctor / CF care team?

Yes 25%

No 66%

of those who 

sought information

actually received 

some information

74%
found that 

information 

beneficial

82%
of those who said "No” 

or "Not sure” thought 

there may be a time 

in the future when 

they would want 

such information

87%

TOP 3

Not sure 
9%

In making other life plans

To help plan strategies for 

maintaining as best health as possible

To help manage mentally/ 

psychologically your current 

health status

reasons for perhaps wanting this 

information in the future:

19%

33%

Yes

29%

52%

19%
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33%

26%25%

Of those who received information, 
29% found it very beneficial, 52% somewhat 

beneficial and 19% not at all beneficial

33% of men said 
"Yes”, versus only 
19% of women

information on life expectancy
from doctors or care teams

What people said about getting

85 people completed the survey, which was open 4th - 18th July 2016

Median 

age was

Women

61%

30AGE

Men

39%

5%

42%

31%

16%

6%

16-19 20-29 30-39 40-49 50+

ABOUT THE RESPONDENTS
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more personalised information

Would you find personalised 
information useful as an 

indicator of how you are doing, 
including relative to other people 

the same age as you?

Would you like to be able to 
access more personalised 

information about your life 
expectancy?

Would you be interested in how 
long it might be until you reach 

other milestones?

The three most 

commonly mentioned 

milestones were:
Transplant Reaching a 

certain level 

of FEV1%

Acquiring 

infections

63% 52% 28%

What people said about getting

on life expectancy and other outcomes

No 13% No 10%

No 24%
Not sure

 22%

Not sure 
14%

Not sure 
8%

Yes 73% Yes 82% Yes 54%

Thank you 

to everyone who took the time to complete this 

questionnaire. This sheet summarises some of the 

main findings - you can find more detailed results at 

http://tinyurl.com/CFQ16-res

We are grateful for the many detailed text 

responses that were given; these are extremely 

useful and enlightening and are summarised in the 

detailed results. At the end of this information sheet 

you can find out about how the results will be used. 

Please contact Ruth Keogh if you have any comments or questions: 

ruth.keogh@lshtm.ac.uk

results from an online survey

people with
cystic fibrosis 

What would

and other outcomes?

their life 
expectancy

aged 16+ like to learn about

In further work on how best 

to present information on 

life expectancy to people 

with CF and on how such 

information can be used 

in a positive way

To inform CF care 

teams about how 

people are thinking about 

issues relating to their 

life expectancy

To inform the use of data 

from the UK Cystic Fibrosis 

Registry in future research

What do people use information 
on life expectancy for? 

To help plan strategies for maintaining as best health as possible

To manage mentally/psychologically your current health status

In making other life plans

Just for general information

In planning your education

In choosing how you spend your leisure time

In planning your career path

In planning your family

To help make decisions/have discussions with your CF team on future treatments

In planning meeting a partner

33%

33%

29%

28%

11%

12%

18%

24%

9%

6%

Yes 27% No 71%

13%

74%

26%

82%

Not sure 
2%

18%

87%


