
By Ashley Lyles
This year, the Cardiovascular Research 
Foundation created a unique way for 
young people to participate in TCT: 
hosting students from the University of 
Colorado-Denver’s Healthcare Interest 
Program (HIP) for a daylong visit. As the 
2017 recipient of CRF’s Jason Kahn Fel-
lowship in Medical Journalism, I had the 
opportunity to connect with the HIP stu-
dents onsite. 

HIP is a mentorship program for 
disadvantaged students who intend to 

pursue careers in healthcare. The col-
laboration with HIP, envisioned by Irma 
Damhuis, CRF’s director of external re-
lations, gave students the opportunity to 
spend Tuesday getting fully immersed in 
all the exciting and educational ventures 
that TCT offers. At the top of our day, 
we were welcomed by three CRF lead-
ers: former CEO Marvin Woodall, CFO 
Eileen Morales, and Women’s Heart 
Health Initiative Advisory Committee 
member Marlene Berne.

They each shared pearls of wisdom 

with us concerning what it takes to pur-
sue careers in medicine and conveyed 
a unanimous sentiment: hard work, dili-
gence, focus, and persistence are the 
key ingredients to success, regardless 
of where you come from or the hard-
ships you have faced.

Next, Woodall and Berne took us to 
the Main Arena, where we listened to 
a presentation by Cheryl Pegus, MD, 
MPH, on “Disparities Among Healthcare 
Providers and Optimal Cardiovascular 
Care Pathways in Underserved Popu-
lations: Realities and Solutions.” Her 
insight on the lack of representation of 
minorities in clinical trials left us with a 
greater conviction to work even harder 
toward our goals of being doctors and 
to make moves toward changing the 
face of medicine.  

We then listened in as Alec Vahanian, 
MD, was presented with the Master 
Clinical Operator Award. In awe of all of 
his accomplishments, we were inspired 
to make a difference, too.

Our mouths dropped as we watched 
a live case from the University of 
Leipzig-Heart Center in Germany. It was 
fascinating to watch the transcatheter 
tricuspid valve replacement and to listen 
in as the doctors weighed various tech-
niques and approaches.

From there, we stopped by Hands 

on Hearts, where Josina Romero 
O’Connell, MD, program associate di-
rector of HIP and a family practitioner, 
picked up a heart and explained to us 
how the patient died in a clear, con-
cise, and comprehensible fashion. She 
reminded us of how the case related 

to what many of 
us had learned 
in our anatomy 
and physiology 
courses.

We then had 
lunch with Wood-
all, CRF’s new 
President & CEO 
Juan Granada, 

MD, and other prominent CRF leaders. 
We all went around the room and shared 
our educational experiences and career 
aspirations. Granada advised: “Dream 
and work hard. You will succeed.” 

Other highlights were a visit to the 
Exhibit Hall, the PCI 40/TAVR 15 Expe-
rience, and using the simulators at the 
Hands-on Training Center.

My time at TCT 2017 has strength-
ened my enthusiasm and interest in 
medicine. As I prepare for my Decem-
ber graduation from New York Universi-
ty’s Science, Health, and Environmen-
tal Reporting Program and prepare for 
the rigorous medical school application 
process, I’ll be motivated by my desire 
to return to TCT in a greater capacity, 
as a physician.

There is a strong case to be made that 
clinical data should be shared pub-
licly after a certain amount of time has 
passed, but steps must be taken to en-
sure privacy and prevent identity theft, 
two experts said during a Featured Lec-
ture yesterday. 

Reasons for Sharing
According to Eric D. Peterson, MD, 

MPH (Duke Clinical Research Institute, 
Durham, NC), there are numerous soci-

etal and academic 
reasons why data 
from clinical trials 
should be shared 
after initial findings 
have been pub-
lished, including: 
enabling findings 
to be indepen-
dently verified; us-
ing data to answer 

questions beyond those the researchers 
asked; combing the data with those from 
other studies to create larger sample siz-
es; spurring future research; and that it is 
“collaborative and the right thing to do.”

The International Committee of Medi-
cal Editors has agreed, and will require 
manuscripts reporting clinical trial re-
sults submitted to member journals as 
of July 1, 2018, to contain a statement 
about data sharing, and require clinical 
trials that begin enrollment after January 
1, 2019, to include a data-sharing plan in 
the trial’s registration, Peterson noted. 

A data-sharing plan should include 
whether deidentified data will be shared 
and if so, which data; whether docu-
ments related to the data such as pro-
tocols will be shared; when and for how 
long the data will be available; with whom 
the data will be shared; for which types of 
analyses it will be shared; and a descrip-
tion of the mechanism for data sharing, 
he added. 

At a meeting hosted by The New Eng-
land Journal of Medicine in April 2017, 
representatives for patients, government 
agencies, and the NIH were in favor of 
data sharing, but academic trialists ex-
pressed reluctance, questioning whether 
it would disincentivize research and be 
costly. They also expressed uncertainty 
about how long the exclusivity period 

should be and how crediting should be 
done, Peterson explained.

“Clinical researchers need incentives 
to share data,” he said. “However, they 
could receive appropriate acknowledge-
ment and academic rewards when other 
researchers use . . .  shared data to pub-
lish papers. Collaboration between clini-
cal trialists and secondary users of data 
should be promoted.” 

Operational issues that remain to be 
addressed include data access and pa-
tient privacy, data standards, and devel-
opment of data platforms, he added. 

Reasons for Caution
C. Michael Gibson, MD (Beth Israel 

Deaconess Medical Center, Boston, 
MA), said that clinical trial databases 

contain “quasi-
identifiers” such 
as zip codes of 
center locations, 
birthdates, gen-
der, dates and 
times of visits, 
and event dates, 
which can allow 
identity thieves to 
perform “reidenti-

fication.” For example, several studies 
have shown that most US citizens can 

be identified from three data points: 
date of birth, gender, and zip code. 

“There’s a whole industry built around 
medical identity theft,” Gibson said. 
“Medical identity theft is about 43% of 
all identity theft, which is greater than 
finance and government identity theft.”

Particularly vulnerable to reidentifica-
tion are minorities and people with rare 
diseases, he said. 

At the very least, all participants in 
clinical trials should be made aware as 
part of the informed consent process 
whether their data will be shared publicly, 
and all researchers should consult with 
HIPAA experts about how to estimate 
probability of reidentification, he said. 

The clinical community must also 
consider whether public access to data 
will speed up or slow down reporting, 
Gibson said. “Will non-prespecified ex-
ploratory secondary analyses change 
clinical care? Likely not. Will reporting 
requirements encourage clinical trial 
groups to publish primary and secondary 
publications together, and thereby slow 
reporting or results? Likely, they will.” 

Disclosures:
■ Peterson reports no relevant conflicts 

of interest.
■ Gibson reports financial relationships 

with numerous pharmaceutical and 
device companies. 
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