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Overview & background

159 completes from Community Voice
90 completes from Care team outreach
131 completes from Facebook
Com pletes 2 completes from Twitter

382 total completes

In-field: 09/20-10/5

Timing Time to complete: ~8 minutes
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Objective

To solicit feedback on the
Infection Research Initiative
to better understand how we
communicate infection
research, assess the
priorities of the IRI, and
iInform changes to the IRI In
the future.



Demographics

Connection to CF;:

pwer | /1%
Parent |G 32%
Caregiver ] 3%
Spouse/Partner | 1%
Immediate family [l 6%
Lost a loved one [l 4%
Work at CF care center [ 18%
Researcher [l 5%

Other 2%

None of the above |0%

\COMMUNWY
v\“\\

IIIIIIIIIIIIIIIIIIIIIIII

Under 18 years old

18-25 years old

26-35 years old

36-45 years old

46-55 years old

56-65 years old

66 years or older

Prefer not to say

Which of the following apply to you? (n=382)
What is your age? (n=382)



CFTR Modulators

| am not eligible to take any

Kalydeco® g 6% CFTR modulators 33%

Orkambi® A% Side effects

Cost
Symdeko® |0%

Too well/healthy

Trikafta®
Not interested

Not currently taking a CFTR
modulator Too young

Prefer not to answer | 1% Other* 33%

Which of the following CFTR modulators are <you | your loved one(s)> currently taking? (n=292)
Why are <you | your loved one(s)> not currently taking a CFTR modulator? (n=91)
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Learning about infection research and drug
development funded by CFF

IRI Web Page on CFF.org _ 14%

Other content on CFF.org |GGG 25%
Annual Infection News Email - 5%
Email from CFF (Together Email) _ 42%
Social Media posts by CFF [ NN 23%
Webinars/Meetings/Events hosted by CFF _ 34%
Care Team | 5%
other [N 8%

...have not seen any information about IRl - 5%

COMMUNITY
““\\\ OOOOOOOOOOOOOOOO How have you learned about infection research and drug development funded by CFF? (n=382)




Learning about infection research and drug
development funded by CFF

pwCF Caregivers Providers
(n=155) (n=145) (n=75)

Infection Research Initiative (IRI) Web Page on CFF.org
Other content on CFF.org
Annual Infection News Email

Email from CFF (Together Email)

Social Media posts by CFF 5% @ @52% G
Webinars/Meetings/Events hosted by CFF 26% @@ 29% D
Care Team

Have not seen

0% 25% 50% 75% 100%
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Recelving information about CFF infection
research

Webinars/Meetings/

Social Media Website
Events

Emails

Ranked 1st

2nd

3rd

4th

COMMUNITY
““\\\ How do you prefer to receive information about CFF infection research? (n=353)
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Recelving information about CFF infection
research

Ranked 15t p» Al Caregivers Providers
respondents

Emails 57% 61% 57% 55%
Webinars/Meetings/Events 23% 14% 13% 38%
Social media 14% 20% 20% 0%
Website 7% 13% 14% 8%

COMMUNITY
““\\\ OOOOOOOOOOOOOOOO How do you prefer to receive information about CFF infection research? (n=353)




Statement agreement

4Disagree | Agreep Not sure/NA

| am satisfied with the level of financial commitment
made by the CFF to infection research

4% 24%

14%

| understand where to find information

0) 0) o) 0) 0)
about participating in clinical trials 6% 1% 23% 48% 6%
| understand CFF goals and activities
related to infection research 4700 38% 40%
| am aware of the advocacy work
5% 15% 36% 38% 6%

CFF does for infection

| receive the appropriate frequency of
updates related to CFF's infection research

| receive the appropriate level of

0)
information for each funded project 12%

Since IRI launched, | have a better understanding 804

0)
of work CFF does in infection research 15%

Og ~
S S

How much do you agree or disagree with the following statements? (n=382)



Statement agreement comparisons (top-2-box)
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® pwCF ® Caregqivers
(n=155) (n=145)

| am satisfied with the level of financial commitment

made by the CFF to infection research

| understand where to find information
about participating in clinical trials

| understand CFF goals and activities
related to infection research

| am aware of the advocacy work
CFF does for infection

| receive the appropriate frequency of
updates related to CFF's infection research

| receive the appropriate level of
Information for each funded project

Since IRI launched, | have a better understanding
of work CFF does in infection research

0%

Providers
(n=75)

74% @@ 93%

7% @ @ 384%

76% @ 85%
73% @ 80%
63% @D 84%
583 @ @ 63%
54% @ @ 75%
25% 50% 75% 100%

How much do you agree or disagree with the following statements?



Statement agreement comparisons (top-2-box)
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® Not currently taking  ® Trikafta
(n=91) (n=168)

| am satisfied with the level of financial commitment

made by the CFF to infection research

| understand where to find information
about participating in clinical trials

| understand CFF goals and activities
related to infection research

| am aware of the advocacy work
CFF does for infection

| receive the appropriate frequency of
updates related to CFF's infection research

| receive the appropriate level of
Information for each funded project

Since IRI launched, | have a better understanding
of work CFF does in infection research

0%

Other modulators

(n=31)
65% ® O 30%
68% @ @ 5%
68% @ 30%
8% 09 @ 77%
53% ® O3
42% ® ©Os3%
18% @ @ 64%
25% 50% 75% 100%

How much do you agree or disagree with the following statements?



Interest in Infection-related topics (Ranked 15t)

Updates on the outcomes of CFF-funded infection research

Practical education and resources on treating and preventing

infections (i.e. cleaning equipment, clinical best practices,..

An overview of the areas of infection research CFF funds
CFF's advocacy work on antimicrobial resistance
COVID-19 related research

How CFF is determining what infection research to fund

Announcements of new funding awards to industry and
academia for the development of new therapies

How to find information about participating in clinical trial(s)

Other
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Which infection-related topics would you like to learn more about from CFF? (n=328)



Interest in Infection-related topics

1 st 2nd 3rd Ath 5th pth 7th gth

Updates on the outcomes of CFF-funded infection

18% 13% 13% 9% 7% 6% 4%
research

An overview of the areas of infection research CFF

funds 13% 16% 16% 12% 10% 15% 10% 8%

Patient/Family education and resources on

. . C . 18% 13% 12% 9% 13% 12% 13% 12%
understanding, treating, and preventing infections

How CFF is determining what infection research to

fund 9% 13% 16% 14% 14% 14% 12% 8%

CFF’s advocacy work on antimicrobial resistance 10% 11% 14% - 12% 12% 11% 11%

Announcements of new funding awards to industry

. . 8% 9% 11% 13% 15% 13% 16% 13%
and academia for the development of new therapies

How to find information about participating in clinical

. 7% 10% 12% 8% 14% 14% 16%
trial(s)

COVID-19-related research 10% 10% 6% 11% 12% 11% 16%

COMMUNITY
““\\\ OOOOOOOOOOOOOOOO Which infection-related topics would you like to learn more about from CFF? (n=328)



Ranked areas of focus for infection-related
research (Ranked 1st)
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Developing New Treatments

Optimizing Current Treatments

Improving Detection and Diagnosis

Understanding CF Microorganisms

Future of CF Infections

Evaluating Long-Term Antimicrobial Use

33%

Rank the following areas of focus within infection-related research at CFF. (n=303)



Statement agreement

4Disagree | Agreep Not sure/NA

| have a strong

gnderstandlr!g of the 6% 1% 50
Infection, Prevention, and

Control Guidelines

CF infection research is a
high priority

CFF advocacy efforts
support the CFF infection
research priorities

| would like to see more
research related to the IP&C g %)
Guidelines

How much do you agree or disagree with the following statements? (n=303)



Statement agreement comparisons (top-2-box)

® pwCF ® Caregqivers Providers

(n=124) (n=108) (n=67)
CF infection research is a high priority 91% @
CFF advocacy efforts support the CFF infection research priorities 5% @ @
| have a strong understanding of the Infection, Prevention, and Control Guidelines 1% @ @O
| would like to see more research related to the IP&C Guidelines 70% @@
0% 25% 50% 75% 100%
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Statement agreement
«4Disagree | Agreep Not sure/NA
There is still a strong need for novel therapies*

My/My loved one(s)' outlook on CF infections has changed positively since modulator(s)* e 33% 48%

I/My loved one(s) have decreased the amount of daily inhaled antibiotics 0 9 5 0 0
| use since starting a modulator”® 100 Lo | T o470

My/My loved one(s)' therapies for infection(s) have not

0 0 0 ) .
changed since starting a modulator® 207 18% 16% 34% 11%

My/My loved one(s)' pulmonary exacerbations symptoms are

o) 0) 0 0 0
about the same as before starting modulator(s)” 20%0 A9t B ©°0 11%

The Frequency of my/my loved one(s)' exacerbations are
the same as before modulator®

| have decreased the am(_)u_nt_of daily mh_aled 9% | 18% 2504 2204 250/
antibiotics | prescribe**

My prescriptions for infection(s) have not changed
since my patient(s) started modulator therapy**

(% 9%

12%

25% 30% 15% 6% 24%

Exacerbations look/feel the same

0 A9/
as before approval of modulator(s)** 10% 4%

-

How much do you agree or disagree with the following statements?
*(n=215); Asked of all respondents

Nn=147); Patients/Caregivers

**(n=67); Providers



Statement agreement (Spending/Funding)

4Disagree | Agreep Not sure/NA

The IRI should continue to set funding
commitment goals for infection research
after the initial $100M commitment is met

| am satisfied with CFF’s

: : ) 6%
spending on infection research

CFF should continue investing
at the same rate after the initial
$100 million commitment is met

How much do you agree or disagree with the following statements? (n=301)



Spending/Funding statement agreement
comparisons

® pwCF ® Caregqivers Providers
(n=124) (n=107) (n=67)

The IRI should continue to set funding
commitment goals for infection research 78% @
after the initial $100M commitment is met

| am satisfied with CFF’s .
spending on infection research 612 @ @

CFF should continue investing
at the same rate after the initial 65% @
$100 million commitment is met

0% 25% 50% 75% 100%
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Importance of Measures of Success for the IR

Number of studies funded 45%
Number of new industry contracts (drugs under development)

Monetary commitment

Number of new industry meetings
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