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A This presentation will be made available on our website after
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Patients with aortic dissections
face dramatically different
options for care without strong
evidence for the longerm
consequences of those options
at an individual level
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Engaging Patients with or at risk for Aortic COVID-T9 Related Project vl
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organizations

to understand patient research needs

{2 and determine the research methods best suited to answer the relevant
| guestions
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' Stakeholder Group
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Community Survey

Patients with aortic dissection face dramatically different options for .
. . For Patient-Centered Research

care without strong evidence for the long-term consequences of

those options at an individual level. What is absent in the decision-

making process in this complex landscape is the patient’s voice. S u rveyS

Providing opportunities for patient involvement will help ensure the patient voice is well represented in research related

to aortic dissection. C|OS€d O N

The Aortic Dissection Collaborative is currently gathering perspectives 9/ 3 O/ 2020
of those affected by aortic dissection, and we need your help!

The Aortic Dissection Collaborative currently has two opportunities for you to provide input on your experiences with aortic
dissection:
*» The COVID-19 Survey explores healthcare for aortic dissection during the COVID-19 pandemic.
Who is eligible to take this survey? Pecople with or at risk for aortic dissection; family members/care partners of those
with or at risk for aortic dissection; and care providers for those with or at risk for aortic dissection. All participants

must be over the age of 18.

Take our

COVID-19 Survey
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May 15, 2021
Final survey results from the aortic dissection community about healthcare
experiences, challenges, and information sources

View the presentation - closed captioning available
Read the presentation transcript

Read the summary of the Q&A/discussion session following the presentation

Engaging Patients with Aortic Dissections as Partners in
Patient Centered Outcomes Research

Experiences of the Aortic Dissection Community
A Report to the Community
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05/15/2021

April 7, 2021
Results of interviews with the aortic dissection community about the effects of the
COVID-19 pandemic on their healthcare

(click the image below to view)

Engaging Patients with Aortic Dissections as Partners in
Patient Centered Outcomes Research

Experiences of the Aortic Dissection Community During
the COVID-19 Pandemic
A Report to the Community



AORTIC DISSECTION
COLLABORATIVE

N ———

T

For Patient-Centered Researc

e e

-~ Communityldentified Research Priorities

STEP 1: First
community
survey

People living
with Aortic
Dissection

it

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 Researc
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STEP 4: Research
Prioritization Survey

Sharing results
today!
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What Is the most frustrating aspect of the aortic
dissection diagnosis?
Please check all that apply



Fear of death due to another acute dissection or ruptu—
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Mental health (example fear, depression, anxiety)
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Emergency rooms unfamiliar with aortic dissection

Work, relationship, or lifestyle straini.

No cure or treatment available ———
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Not enough research about the conditiomm———————
Access to ongoing support and information——
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NO In-person support group in my are
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Which of these questions about aortic
dissection are important to you?
Please check all that apply



Knowing what my blood pressure goal should e

Knowing how often | need screenin @i .
Knowing the most effective medicines to takeI e .

Management

condition

~. Effectivness of new surgical techniques (e.g. stb
o procedures)

Cg What is the best type of surgery for my aorta.

D Knowing when | need surgery for my aortaies -

.= Knowing if genetic testing would help me mana_

GCJ my health

8 Follow-up and screening for family member S
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The Aortic Dissection Collaborative is currently gathering perspectives
of those affected by aortic dissection, and we need your help!

The Aortic Dissection Collaborative currently has two opportunities for you to provide input on your experiences with aortic
dissection:
*« The COVID-19 Survey explores healthcare for aortic dissection during the COVID-19 pandemic.
Who is eligible to take this survey? People with or at risk for aortic dissection; family members/care partners of those

with or at risk for aortic dissection; and care providers for those with or at risk for aortic dissection. All participants

must be over the age of 18.

A Lack otlearguidance abouhow aortichealth status contributes to COAI risk;
adopting protective behaviors is both a dgihd anxietyreduction strategy in this
context

A The pandemic increasdte complexity/burdenof navigating an already complex
healthcare environment for people with/at risk for Aorfiassection

A Telehealthis a critical component of how the AD community is navigating access to
care during the COVHDO pandemic, but not all telehealth is effective care
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Executive Summary of the Aortic Dissection (AD)
Collaborative ~

Sherene Shalhub®, for the Aortic Dissection Collaborative”

Division of Vascular Surgery, Department of Surgery, University of Washington School of Medicine; 1959 N.E. Pacific
Street, Box 356410, Seattle, W& 98195, United States

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




