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Objectives

• Introduce the iSCAD Registry as a case study in patient-
initiated, patient-centered research

• Discuss the lessons learned in working with patients as 
research partners

• Summarize considerations when considering patient-
centered research (beyond PED/PROs)
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I think this talk is the 
reason I was invited 
today (thank you!)
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Nontraumatic, noniatrogenic, non-
atherosclerotic separation of the coronary 
arterial wall by intramural hemorrhage 
creating a false lumen, with or without an 
intimal tear.

• Uncommon, <5% all ACS 
but >1/3 ACS in women 
<50 years

• ~90% cases in women; 
mean age dx early 50s

• Primarily presents as 
troponin+ ACS

• Underlying vasculopathy 
(FMD) in >50%
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• Diagnosis is both relieving and 
devastating

• Majority of patients are healthy 
women otherwise at low risk for 
cardiac conditions

• Evidence for treatment is lacking → 
no RCTs

• Recurrence rate is unclear

• Cardiac outcomes are only part of the 
picture: >1/3 patients meet criteria for 
PTSD but <1/2 receive tx for PTSD



Cardiovascular Round Table The Challenges of Studying Rare Disease



Cardiovascular Round Table 
Organizational Structure

Registry Centers

Site DATA

$

Publications 
Committee

Steering Committee

Presentations/
Publications

• Institutional IRB
• Data Use 

Agreement

PERFUSE

iSCAD DATA

Chair, Steering 

Committee

Director, 

PERFUSE
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Mission

The mission of the International 

Spontaneous Coronary Artery Dissection 

(iSCAD) registry is to develop and maintain 

an independent, quality data repository to 

advance the pace and breadth of SCAD 

research around the world, toward the 

common goals of improving patient 

diagnosis and outcomes and accelerating 

scientific discovery. 

scadalliance.org
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Enrolling Sites (n=29)  Allegheny Singer Research Institute
 Atrium Health
 Case Western/University Hospitals
 Cedars- Sinai
 Catholic Medical Center
 Columbia
 Cornell
 Dartmouth
 Emory
 Hartford Hospital
 Inova
 Intermountain
 Johns Hopkins
 Kaiser Permanente
 Massachusetts General Hospital
 Mount Sinai
 Oklahoma Heart
 Providence
 St. Luke's Mid America
 UCLA
 University of Colorado
 University of Pennsylvania
 University of South Florida
 University of Virginia
 University of Washington
 UPMC
 UT Southwestern
 Vanderbilt
 Victor Chang Clinical Research 

Institute
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•First patient enrolled March 8, 2019
•1932 patients enrolled as of January 26, 2025
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So We Should Ask…

MD priorities:

• DAPT duration?

• Beta blocker?

• Etiology? 

• Recurrence?

• Angiographic healing?

• LV recovery?
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Patient Involvement in iSCAD - 
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“When thinking about SCAD, which of the following 
topics are most important to you?”     n=421 respondents

“Importance of Clinical Studies”

https://www.youtube.com/c/SCADAlliance
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• Be humble 

• Re-learn how to listen 

• We know research, but patients live with the disease so don’t 
assume to know

• Don’t underestimate patient input

• Be patient
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• MACE is an important outcome, but we must not “kill the patient” to “save the 
heart” – i.e. how many would take a medication if it made them feel lousy, even if 
it prevented recurrence?

• Patients and physicians may have similar questions but for different reasons: ex – 
virtual cardiac rehab (MDs: convenience, compliance, efficacy; patients: 
empowerment, regain control “it would feel like my own workout instead a 
hospital treatment and help me feel not as “sick””)

• Patient input can be and should be incorporated into virtually every step of the 
study design and execution process. Research is done on behalf of the patients – it 
would be strange to not include the patient voice

• Patients want to share their data – Apple watches, Oura ring outputs, genetics – 
how to accept this data as outcomes but also how to use it to generate novel 
questions 

• Patient organizations are important collaborators/mediators; direct to “consumer” 
outreach may not be as effective

* Special thanks to Katherine Leon for her 
thoughts on this slide
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Thank you
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