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A little background
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Becoming research data

▪ Diagnosed with ALS 6 years ago 

▪ Enrolled in phase 3 clinical trial for promising experimental treatment

▪ Trial concluded 11 months later

▪ Enamored with being part of the research process; Inspired to work with amazing researchers
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Becoming research data

▪ Joined every available research study

▪ By 2020, no longer qualified for clinical trials 

▪ Offered expanded access program (EAP) opportunity in June 2020 



Here's why I'm 
excited!
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Why I'm excited

▪ Being a data point in a published research paper 

▪ Published in a Wiley journal—this feels like family for me

Bruce
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Why I'm excited

 Dario Gelevski, first author and early-career 
researcher at Mass General

 Dr. Merit Cudkowicz—Director of the Sean M. 
Healey & AMG Center for ALS, Chief of 
Neurology at Mass General, Julieanne Dorn 
Professor of Neurology at Harvard Medical 
School—is an ALS clinician, researcher, leader, 
and mentor to young researchers
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Moving the needle



Researching 
researchers
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Researching researchers

 Research patient as publisher advocate

 Here's what I've learned frustrates researchers
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Challenge: Overly complex author instructions

 “What really drags an investigator down 
is the formatting which differs from 
journal to journal and is extremely detailed 
and at times hard to figure out”

– An ALS researcher
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Challenge: Overly complex submission systems

 “Not to mention my fights with… submission 
systems (for example, entering every 
co-author affiliation one by one etc)”

– An ALS researcher
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Challenge: Unnecessary author proof queries
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Key resource: Time

Source: Scholarly Kitchen article "Smorgasbord: Trends from the Spring 2023 Meetings and Conferences"

https://scholarlykitchen.sspnet.org/2023/05/11/smorgasbord-trends-from-the-spring-2023-meetings-and-conferences/


Researchers have only so many hours in a day; 

if they can spend one less hour on a research 

article because we have implemented improved 

workflows and better technology, that’s one 

more hour they can spend on research to try to 

save my life, and the lives of all ALS patients.

Key resource: Time



The OA question

Researching 
researchers



19

Open Access
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Open Access

“Why are Open Access publishing fees so high?"
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Open Access

The researcher is the publisher's customer
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You can be research data, too!

1. Go to https://clinicaltrials.gov/ 

2. Enter the name of a condition or disease. 

3. Press “Search.”

4. On the results page, check “Recruiting” and “Accepts healthy volunteers” in the left-hand column 
and press “Apply.” 

5. Narrow the results by other criteria, such as geographic location, age, and gender.

6. Choose a trial, contact the researcher listed in the trial information. 

Get involved!
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Active colon cancer studies and trials accepting healthy volunteers
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Thank You!
brosenblum@wiley.com


