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Wilson Disease Externally-Led Patient-Focused Drug 
Development (EL-PFDD) meeting  

Online Poll Results 
 

Meeting Date: January 29, 2026; Report Date: July 29, 2026 

 

Online poll results are based on outcomes from the Wilson Disease Externally-Led Patient-

Focused Drug Development (EL-PFDD) meeting held on January 29, 2026. The final Voice of 

the Patient report is available through the Wilson Disease EL-PFDD website. 

Demographic Questions  

These graphs include the responses from those living with Wilson disease, family members, 

close friends, and other direct caregivers who chose to participate in online polling at the 

January 29, 2026, meeting. The number of individuals who responded to each polling question 

is shown below the X axis (n=x). The responses for these polling questions are not considered 

scientific data but are intended to complement the patient comments made during and after the 

meeting. Note that meeting demographics were dynamic and may have changed as more 

individuals joined the EL-PFDD meeting. 
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Demographic Question 1: Are you:

https://wilsondisease.org/get-involved/events/drug-development-meeting/
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At the time of polling there were no poll responses from Mexico, Central America, South 

America and Caribbean, Asia or Middle East.  
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Demographic Question 2: Where do you currently reside?
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Demographic Question 3: What is your gender or the 
gender of your loved one with Wilson Disease?
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Demographic Question 4: What is your annual 
family/household's income before taxes?
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Demographic Question 5: How old are you or your loved 
one with Wilson Disease (or age they passed away)? 
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Demographic Question 6: At what age were you or your 
loved one diagnosed with Wilson Disease?
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Demographic Question 7: What type of Wilson Disease are 
you or your loved one experiencing? 
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Poll Responses to Topic 1: Wilson Disease Symptoms and 

Daily Impacts 

These graphs include the responses from those living with Wilson disease, family members, 

close friends, and other direct caregivers who chose to participate in online polling at the 

January 29, 2026, meeting. The number of individuals who responded to each polling question 

is shown below the X axis (n =x). For polls where the respondents could select more than one 

response, the sum of the responses is greater than 100%. While the response rate for these 

polling questions is not considered scientific data, it provides a snapshot of those who 

participated in the Wilson Disease EL-PFDD meeting.   
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Q1. Which of the following Wilson Disease-related 
symptoms have you or your loved one ever had? Select 

ALL that apply
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Q2. Select the most troublesome Wilson Disease-related 
symptoms that you or your loved one have had. Select 

TOP 3.



EL-PFDD Live Polling Results  7 
 

 

 

6%

8%

14%

14%

16%

24%

24%

33%

35%

37%

41%

0% 5% 10%15%20%25%30%35%40%45%

Independent self-care (e.g., bathing,
dressing, toileting)

Driving or traveling independently

Other

Fine motor tasks (e.g., writing, typing)

Walking/mobility

Communicating

Maintaining social relationships

Working out or participating in other
recreational activities

Managing school or work responsibilities

Restful sleep

Eating and drinking

Percentage of respondents who selected each option (n=49) 

R
e
s
p
o
n
s
e

 o
p

ti
o

n
s

Q3. What specific activities of daily life are most important 
that you or your loved one are NOT able to do or struggle 

with due to Wilson Disease? Select TOP 3. 
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Q4. What worries you most about your or your loved one's 
condition in the future? Select TOP 3.
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Poll Responses to Topic 2: Current and Future Approaches 

to Wilson Disease Treatment  

These graphs include the responses from those living with Wilson disease, family members, 

close friends, and other direct caregivers who chose to participate in online polling at the 

January 29, 2026, meeting. The number of individuals who responded to each polling question 

is shown below the X axis (n =x). For polls where the respondents could select more than one 

response, the sum of the responses is greater than 100%. While the response rate for these 

polling questions is not considered scientific data, it provides a snapshot of those who 

participated in the Wilson Disease EL-PFDD meeting. 
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Q5. What medications have you used to treat symptoms 
associated with Wilson Disease? Select ALL that apply.
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Q6. Besides medications, what other approaches have 
you used to help treat or manage the symptoms of Wilson 

Disease? Select ALL that apply.
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Q7. How well does your current treatment regimen 
control your or your loved one's symptoms overall?
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Q8. What are the biggest drawbacks of your current 
treatment approaches? Select up to 3 
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Q9. Short of a complete cure, what specific things would 
you look for in an ideal new treatment for Wilson 

Disease? Select TOP 3.
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