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Welcome!

Å!ƭƭ ƭƛƴŜǎ ŀǊŜ ƳǳǘŜŘΣ ŘǳŜ ǘƻ ǘƘŜ ƭŀǊƎŜ ƴǳƳōŜǊ ƻŦ ǇŀǊǘƛŎƛǇŀƴǘǎ

Å¢ƘŜ ŎƘŀǘ ƛǎ ƻǇŜƴ ŦƻǊ ǉǳŜǎǘƛƻƴǎ ƻǊ ŘƛǎŎǳǎǎƛƻƴ

ÅThis presentation will be made available on our website after 
today's session (ADCollaborative.org)



Disclosures

ÅResearch support from the Patient-Centered Outcomes Research 
Institute (PCORI)

ÅAdvisory boards for the Ehlers-Danlos Society and Marfan Foundation



Established by the 2010 
Patient Protection and 
Affordable Care Act

A government-sponsored 
501(c)organization charged 
with investigating the 
relative effectiveness of 
various medical treatments

Funds comparative 
clinical effectiveness 
research (CER) that 

engages patients and 
other stakeholders 
throughout the research 
process

https://www.pcori.org/

https://www.pcori.org/


Bridging the Gap
Engaging Patients as Research Partners

Patients with aortic dissections 
face dramatically different 
options for care without strong 
evidence for the long-term 
consequences of those options 
at an individual level



Engaging Patients with or at risk for Aortic 

Dissection as Partners in Patient Centered 

Outcomes Research

AorticDissectionCollaborative.org

ADCollab

To create and sustain a collaborative network of diverse stakeholders, individuals, and 

organizations 

to understand patient research needs 

and determine the research methods best suited to answer the relevant 

questions

08/01/2019-05/31/2022





Engagement Strategy 

AorticDissectionCollaborative.org

ADCollab



Virtual Research
Network (VRN)
1000+ people

Stakeholder Group
90+ people 

Advisory Group 

Collaborative 
Structure

ÅOversee strategic planning
ÅGuide survey and interviews 

development, conduct, and analysis, 
and participate in manuscript and 
presentation development
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Virtual Research
Network (VRN)
1000+ people

Stakeholder Group
90+ people 

Advisory Group 

Collaborative 
Structure

ÅOversee strategic planning
ÅGuide survey and interviews 

development, conduct, and analysis, 
and participate in manuscript and 
presentation development

ÅContribute to major decisions
ÅProvide feedback on materials and 

outreach plans
ÅLeverage existing networks to engage 

the AD community

Å Partner in research activities by 
participating in surveys and 
interviews, provide feedback on 
interpretation of results

Å Attend community webinars
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The goals of engagement work
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Identify Key 
Research Topics 
amenable to 
pragmatic trials 
and 
comparative 
effectiveness 
research 
Design
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Research 
Prioritization 
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Evidence that is 
patient 
centered and 
relevant to 
patients 



Surveys 

closed on 

9/30/2020 





Community-Identified Research Priorities

STEP 1: First 
community 
survey 

People living 
with Aortic 
Dissection

STEP 2: Second 
community survey 
& interviews

People living w/ or 
at risk for Aortic 
Dissection & 
caregivers

STEP 3: Topic 
working groups

Patients, advocates, 
clinicians, researchers 
identify evidence gaps 
and recommend 
research questions for 
Comparative 
Effectiveness Research 

STEP 4: Research 
Prioritization Survey

Sharing results 
today!



What is the most frustrating aspect of the aortic 
dissection diagnosis? 

Please check all that apply



0 10 20 30 40 50 60 70

No in-person support group in my area

Lƴŀōƛƭƛǘȅ ǘƻ ƎŜǘ ƛƴŦƻǊƳŀǘƛƻƴ ǉǳƛŎƪƭȅ όŜȄŀƳǇƭŜ ƘŀǾƛƴƎ ǘƻΧ

Access to ongoing support and information

Not enough research about the condition

CƛƴŀƴŎƛŀƭ ǎǘǊŀƛƴ όŦƻǊ ŜȄŀƳǇƭŜ ƳŜŘƛŎŀƭ ōƛƭƭǎΣ ƛƴǎǳǊŀƴŎŜΧ

No cure or treatment available

Work, relationship, or lifestyle strain

Emergency rooms unfamiliar with aortic dissection

5ŜŎƛǎƛƻƴπƳŀƪƛƴƎ όƘŀǾƛƴƎ ǘƻ ƳŀƪŜ ŘŜŎƛǎƛƻƴǎ ǘƘŀǘ ƳŀȅΧ

/ŀǊŜ ǇǊƻǾƛŘŜǊǎ ƴƻǘ ƪƴƻǿƭŜŘƎŜŀōƭŜ ŀōƻǳǘ ŀƻǊǘƛŎΧ

Mental health (example fear, depression, anxiety)

CŜŀǊ ƻŦ ƴŜŜŘƛƴƎ ŀƴƻǘƘŜǊ ǎǳǊƎŜǊȅΣ ŀƴŘκƻǊ ǘƘŜ ǇƻǎǎƛōƛƭƛǘȅΧ

Fear of death due to another acute dissection or rupture

Percent of responses



Which of these questions about aortic 
dissection are important to you? 

Please check all that apply



0 10 20 30 40 50 60 70

Follow-up and screening for family members

Knowing if genetic testing would help me manage
my health

Knowing when I need surgery for my aorta

What is the best type of surgery for my aorta

Effectivness of new surgical techniques (e.g. stent
procedures)

Understanding the best way to manage my
condition

Knowing the most effective medicines to take

Knowing how often I need screening

Knowing what my blood pressure goal should be
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COVID-19 Enhancement Award: 
Knowledge gaps to be addressed 

ÅLack of clear guidance about how aortic health status contributes to COVID-19 risk; 
adopting protective behaviors is both a risk- and anxiety-reduction strategy in this 
context.

ÅThe pandemic increased the complexity/burden of navigating an already complex 
healthcare environment for people with/at risk for Aortic Dissection

ÅTelehealthis a critical component of how the AD community is navigating access to 
care during the COVID-19 pandemic, but not all telehealth is effective care



Key Research Topics

Education Genetics Medication

Mental 
Health

Pregnancy Surgery

Telehealth



https://www.sciencedirect.com/journal/seminars-in-vascular-surgery/vol/35/issue/1


