PLANNING SURVEY

»

Voice of the Patient =
EL-PFDD Planning Survey

The EL-PFDD planning survey was conducted to capture the perspectives of
people living with sarcoidosis and their caregivers, in order to guide the focus
of the EL-PFDD meeting. The following section presents the survey results.

1. Demographics

« Total of 403 respondents
+ Ages: 18-65+ yearsold
« Most respondents were 65+ (157), followed by 55-64 (146). There were very few
younger respondents, with only 1% between 25-34 and only 1 under 24.
«  6.7% of respondents were veterans

GENDER ot AGE

26% Men

25 -44 years

Asian, South Asian,
1% or Pacific Islander

3% Other 1.5%
RACE IDENTITY

19% Black or African American

1%
American Indian
or Alaska Native

PRE MEETING
SURVEY

75.4% white
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GEOGRAPHIC DISTRIBUTION OF RESPONDENTS

. 334 United States

B 25u«

ot
. 20 Canada '

. 3 Germany, New Zealand, Australia

. 2 South Africa , “

. 1 Kenyaq, Spain, India, Albania, Nigeria, ¥ f
Netherlands, Croatia, Denmark 7

Notably, 46 of 50 US states were represented in the survey:
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GEOGRAPHIC DISTRIBUTION OF RESPONDENTS WITHIN THE U.S.

TOP 5 U.S. STATES .

New York 8%

Texas 7%
Florida 7%
llinois 6%

California 5%

Most respondents

Least respondents
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2. Diagnosis and Impact

DOES CHRONIC SARCOIDOSIS*

- Mostrespondents were IMPACT YOUR DAILY LIFE?

formally diagnosed between
ages 46-60 (176)

« Least commonly diagnosed
age ranges were 5-15 (3)
and 76+ (3) respectively

No

* chronic sarcoidosis:
lasting more than six months

The organs most impacted by

sarcoidosis are the lungs, followed Yes
by the central lymph nodes, the

joints, eyes, and skin. They are

highlighted in the image below.
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3. Symptom Impact

IN THE PAST 6 MONTHS, HOW MUCH HAVE YOUR SARCOIDOSIS SYMPTOMS
AFFECTED YOUR DAILY LIFE?

1%

In a major way

In a moderate way

In a minor way

None at all

WHICH OF THE FOLLOWING SYMPTOMS HAVE MOST IMPACTED YOUR LIFE?
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4. Employment Impact

29% of respondents said they had to terminate employment due to health effects from sarcoidosis
*for those respondents who reported being employed

EMPLOYMENT STATUS HOW HAS YOUR DIAGNOSIS
AFFECTED YOUR FAMILY'S
FINANCES?

Severe No ;

financial impact financial impact . Disabled . Unemployed
Moderate i Prefer not
financial impact . Unsure . Employed Full Time to answer
1§i|rlug:1|:1£:ia| impact . Prefer not to answer . Employed Part Time

INLAST 12 MONTHS, APPROXIMATELY
HOW MANY DAYS OF WORK DID YOU MISS DUE TO SARCOIDOSIS?

70%
60%
50%
40%
30%
20%

10%

0%

0days 1-7 days 15-30days 8 - 14 days More Prefer not
than 31 to answer
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5. Experience with Medications

reported that the medications they
have taken for sarcoidosis have

caused side effects, other illnesses
or permanent organ damage.

Of these group,

0000000000000
000000060006000000 880/ name steroids as the
000000 000OCOCCOOGS O cause of these issues.
0000000

MY THERAPIES FOR SARCOIDOSIS RELIEVE MY SYMPTOMS

. Completely

. Moderately

. Slighty . Not at all
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6. Clinical Trials

00000000000000000000
00000000000000000000 93%
00000000000000000000 o

have participated

000000000000 00000000 i

For those who reported not having participated in a clinical trial, the question asked was:

HAVE ANY OF THE FOLLOWING PREVENTED YOU
FROM PARTICIPATING IN A CLINICAL TRIAL?

My doctor has never discussed clinical trials with me
No trial sites near me

Trial did not include my type of sarcoidosis

Trial did not allow for multiple organ
manifestations of sarcoidosis

| don't want to be experimented on

| don’t want to go off my current medications
| don't want to recieve placebo

| fear a flare from the trial

Trial did not allow me to have other illnesses

Can't affort time off work
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I 0%
I ;59
I 9%

I 5%

9%
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WHAT WOULD MAKE YOU INTERESTED IN
PARTICIPATING IN A CLINICAL TRIAL?

Therapy could address fatigue | > o:

Therapy could keep you from progressing ||| GG -

More local sites | 0%

Therapy could address breathlessness | NG 32%

Therapy could address my nerve pain [ 28%

Better compensation for client trial participation _ 17%

| would not ever be interested in a clinical trial ||| 11%
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