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Alzheimer’s Prevention Registry Overview 

• Launched in May 2012 to accelerate enrollment into coming 
prevention studies and raise awareness about Alzheimer’s 
prevention research  

• Intended to be a shared resource to the scientific community 
• Enrollees provide minimal information at sign-up, receive 

eblasts with study opportunities within their communities 
• Complements other national efforts (Alzheimer’s Association 

TrialMatch) and local registry efforts 
• Numerous partnerships with academic, government, 

patient/family advocacy, and corporations  
• Modeled after other disease research recruitment registries 

(Army of Women, Fox Trial Finder) 
2 

Confidential — do not copy, distribute or use without prior written consent. 



National Survey 
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1,024 US Adults, ages 18-75 
Population Representative Distribution 
Conducted June 29-July 11, 2012 
Margin of error +/- 3.1 percentage points 

Donors to 
Disease-
related 
causes 

(n=212) 

Ages 50+ with 
Family History 
of Alzheimer’s 

(n=274) 

Adult Children 
of Alzheimer’s 

Sufferers 
(n=218) 

Grand-children 
of Alzheimer’s 

Sufferers 
(n=252) 



Perception of the Registry 

21% 18% 17% 

52% 
42% 46% 

Interest in Learning More Likelihood to Sign Up Encourage Others to Sign Up

Very Somewhat

Interest In Learning More and Likelihood 
to Sign Up 

(Base: National Adults) 
73% 

60% 63% 



49% 

57% 

62% 

65% 

71% 

72% 

73% 

77% 

As an American, it is my duty to help others who are or will 
be afflicted by Alzheimer’s and the Alzheimer’s Prevention 

Registry allows me to do this.' 

My family has a history of Alzheimer’s disease and 
participating in the Alzheimer’s Prevention Registry is my 
way to ensure that future generations do not have to deal … 

Medical research on Alzheimer’s disease treatments is very 
costly, and my participation in clinical trials could help cut 

costs.' 

Care for people with Alzheimer’s disease is a costly burden 
on the national healthcare system, and my participation 
could help lessen the growing costs of Alzheimer’s care.' 

Alzheimer’s disease is a major public health crisis. By 
joining the Alzheimer's Prevention Registry, I would be 

helping to protect others against Alzheimer's.' 

Widespread participation in clinical trials is key to medical 
breakthroughs in Alzheimer’s disease. 

My participation could help prevent me from developing 
Alzheimer’s disease. 

Joining the Alzheimer’s Prevention Registry may benefit or 
prevent my family or loved ones from suffering from this 

terrible disease. 

% Very/Somewhat Convincing Reason to 
Join Registry 

The Registry: Motivators for Joining 

Prevent loved ones from suffering 

Prevent me from developing Alzheimer’s 

Clinical trials are key to medical breakthroughs 

Alzheimer’s is a major public health crisis 

Lessen the growing costs of Alzheimer’s care 

Could help cut medical research costs  

My family has a history of AD 

As an American, it is my duty to help others 



Barriers To Joining the Registry  
(Top Tier) 

52% 

63% 

66% 

72% 

At this stage in my life, I am more concerned about other health 
issues, not Alzheimer’s disease.' 

I am concerned about the confidentiality of my personal health
information if I participate in research and how it could affect my

ability to be insured or the cost of my insurance.

I would not want to be part of a trial to test an unknown drug.

I don’t know enough about who is running the Alzheimer’s 
Prevention Registry and how my data would be used. 

Don’t know enough about who is running the 
registry/how my data would be used 

Don’t want to be part of a trial to test an 
unknown drug 

Concerned about  confidentiality of my health 
data and how it could affect my insurance 

More concerned about other health issues 

% Statement Describes My Point of View 
About Registry 



www.endAlZnow.org 

Executive Committee 
Jessica Langbaum ∙  Marilyn Albert ∙ Kyle Brown ∙ Meryl Comer ∙ Jeff Cummings 

Jennifer Manly ∙ Ron Petersen ∙ Reisa Sperling ∙ Gabrielle Strobel ∙ Michael Weiner 
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Keep enrollees informed of latest 
news, advocacy to drive focus on 
Alzheimer’s prevention research 

Provide an unprecedented resource of 
potential study participants for 

Alzheimer’s prevention studies  

Registry Goals 

100,000 enrollees by end of 2013; 250,000 by  2015 



Alzheimer’s Prevention Registry:  ORIGINAL website 



Alzheimer’s Prevention Registry:  ORIGINAL website 



Alzheimer’s Prevention Registry:  ORIGINAL website 



Barriers to Registry Enrollment: Original Website  
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• Call to action is unclear  
• Sign up is not clearly visible from homepage 
• Sign up page has too many fields, requires scrolling 
• Sign up requires creating username and password 
 



Endalznow.org Website Re-imagination: Enrollee Survey  
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• Survey available for 1 week, 934 responded (9%) 
• Top line results: 

– Registry members want frequent communication with the latest 
news, and email content focused on prevention, diagnosis and 
treatment  

– Current (non-redesigned) site requires too many clicks, must 
simplify 

 
  



Alzheimer’s Prevention Registry:  NEW website 



Media Coverage Increases Registry Enrollment  



Alzheimer’s Prevention Registry: Enrollment* 
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Media Coverage 



o Over 20,000 enrollees  
o Registry website redesign went live July 2013  sign up is easier; 

mobile friendly version launched in September 

Alzheimer’s Prevention Registry: Current Status 



Social Media Summary* 
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As of October 3, 2013 

2,138 

412 
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Challenges to Increasing Enrollment Numbers 

• Low awareness about Alzheimer’s prevention 
research 

• Uncertainty about participating in research, what it 
entails 

• No reason to join if not able to join a trial TODAY 
• Internet access 
• Talks, community events have not resulted in signups 
• No survivors to tell their story, motivate others 

(opposite of breast cancer) 
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Next Steps  

• Website A/B testing 
• Expand engagement tactics (drip emails, 

newsletters, toolkits) 
• Test various outreach methods (list building, 

online advertising, PSAs, etc) 
• Continue to engage with potential partners 
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Alzheimer’s Prevention Registry Executive Committee and Partners 



The Alzheimer’s Prevention Registry is open to ANYONE 
age 18+, regardless of family history of Alzheimer’s 



Questions? 
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