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2Proprietary & Confidential 

The Research Journey: Key Components 

Customization 

• On Ofev or Esbriet 

• Not on either treatment, but aware of them

• Not on either treatment, and not aware of them

Concierge 

• “Hi, I’m Dave!” 

• Give a face to the experience, make it human  

• One point of contact 

Give back

• Give data, get data philosophy

• Create cyclical engagement, not one time action

• Everyone learns, no one is left behind  



Device Study Journey Map
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Team of Advisors
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Jill Biden Visit
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Team of Advisors Best Practices Guide
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http://patientslikeme_mkting.s3.amazonaws.com/Best%20Practices%20Guide.pdf

http://patientslikeme_mkting.s3.amazonaws.com/Best Practices Guide.pdf


Give Data, Get Data
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Give Back
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In conjunction with Dr. David Casarett: “Stoned: A Doctor’s Case for Medical Marijuana”

http://blog.patientslikeme.com/2015/07/22/q-a-with-dr-david-casarett-author-of-stoned-a-doctors-case-for-medical-marijuana/


Event-Related Blogs
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Facebook
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Twitter
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Open Access
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http://link.springer.com/article/10.1007/s40271-016-0171-2

http://link.springer.com/article/10.1007/s40271-016-0171-2


PLM Publications

Full bibliography with links to articles:  
https://www.patientslikeme.com/research/publications
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https://www.patientslikeme.com/research/publications


Value of Open Access
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Expanding Your Readership
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https://www.altmetric.com/details/3890414

https://www.altmetric.com/details/3890414


Patient Profiles in Publications
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Patients as Coauthors
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Tam Builds a New Health Measure
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https://www.youtube.com/watch?v=JrWOOiixr9o

https://www.youtube.com/watch?v=JrWOOiixr9o


ALS Functional Rating Scale
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http://www.brownalumnimagazine.com/content/view/2218/40/

One of our ALS patients, Cathy Wolf, expressed dissatisfaction in 

our forum that the ALSFRS-R (ALS Functional Rating Scale), the 

“gold standard” measure of ALS function, was insensitive at 

lower levels. Patients like her, or Stephen Hawking, could be 

rated a zero in terms of function, despite the fact they could still 
work, use the computer, and manage their affairs. 

With her help as a co-investigator, we 

developed an extension that included three 

new items which conformed to the existing 

factor structure of the ALFRS-R. These relate 

to the ability to use fingers to manipulate 

devices, ability to show emotional expression 

in the face, and ability to get around inside 
the home. 

http://www.brownalumnimagazine.com/content/view/2218/40/


Participation in Conferences (AMIA)
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Craig Baquet, AMIA 2015 Annual Symposium - 11/15/15
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