2023 Marfan Foundation Institution Directory Application

. Institution:

Bluhm Cardiovascular Institute at Northwestern Memorial Hospital

. Official name of clinic servicing patients with Marfan syndrome and
related conditions:

Marfan Syndrome and Related Disorders Clinic

. Clinic address(es):

675 N. St. Clair St 19-100
Chicago IL 60611

. Website:

https://www.nm.org/

. Patient contact information for clinic coordinator/scheduler

(name, phone, email):

Janice Knuckey
Nurse Practitioner
312-695-0105
jknuckey@nm.org

. Approximate wait time for new patient clinic appointment:

Variable


https://www.nm.org/

7. Name of medical director and link to their bio:

Dr. Marla Mendelson
Dr. Chris Malaisrie
Dr. Lisa Wilsbacher

8. Clinic best characterized as:

. Marfan and Related Conditions Clinic
. Aortic Center
. Connective Tissue Center
. Medical Genetics Group
. Cardio/Genetics Group
Other:

LEEUEE]

9. Clinic service description: (Limit 10 sentences)

Multidisciplinary clinic specializing in the complex care of Marfan
syndrome and related disorders.


https://www.nm.org/doctors/1366557175/marla-a-mendelson-md
https://www.nm.org/doctors/1801904008/s-christopher-malaisrie-md
https://www.nm.org/doctors/1609889690/lisa-d-wilsbacher-md

10.

11.

12.

13.

14.

15.

16.

17.

18

19

Is your center part of a tertiary care hospital?

Northwestern Memorial Hospital

General clinic hours per month:

8am-5pm

Marfan and related conditions clinic hours per month, if available:
8am-5pm

Number of years the clinic has served patients with Marfan and
related conditions:

19 years

Number of years medical director has served patients with Marfan
and related conditions:

19 years
Is a referral necessary?

If required by insurance.

If you participate in telemedicine, which states can you service,
and what is the procedure for patients to sign up?

Currently TBD by pandemic insurance guidelines.

Does your site accept Medicaid?
Yes, lllinois Medicaid.
. Age group for services:
Adults; pediatrics through Lurie Children's
. For Pediatric Only centers, if children are formally transitioned to an

adult facility with an existing collaboration for care, please list the
institution’s name and website:



20. List the name and corresponding email link for the following
multidisciplinary physicians at the clinic or institution referred to.
These physicians should have an established relationship/agreement
with the clinic director to provide service. If there is more than one
physician in a specific area, please provide all names and email links
where agreements to service Marfan patients have been established.
Please note if physician services adults or pediatrics.

a. Cardiologist

Dr. Marla Mendelson
Dr. Lisa Wilsbacher

Dr. Elizabeth McNally
Dr. Andrew DeFreitas

b. Geneticist

Dr. Lisa Wilsbacher
Dr. Elizabeth McNally

c. Genetic Counseling

Lisa Castillo
Rebecca VanDyke

d. Cardiothoracic/Aortic Surgery

Dr. Chris Malaisrie
Dr. Chris Mehta
Dr. Michael Monge (pediatric surgeon)

e. Vascular Surgery

Dr. Mark Eskandari
Dr. Andrew Hoel

f. Scoliosis Surgery

Dr. Tyler Koski


https://www.nm.org/doctors/1366557175/marla-a-mendelson-md
https://www.nm.org/doctors/1609889690/lisa-d-wilsbacher-md
https://www.nm.org/doctors/1104988658/elizabeth-m-mcnally-md
https://www.nm.org/doctors/1891893814/roger-andrew-de-freitas-md
https://www.nm.org/doctors/1609889690/lisa-d-wilsbacher-md
https://www.nm.org/doctors/1104988658/elizabeth-m-mcnally-md
https://www.nm.org/doctors/1801904008/s-christopher-malaisrie-md
https://www.luriechildrens.org/en/doctors/monge-michael-c-3273/
https://www.nm.org/doctors/1871931212/christopher-k-mehta-md
https://www.nm.org/doctors/1790711729/mark-k-eskandari-md
https://www.nm.org/doctors/1558313718/andrew-w-hoel-md
https://www.nm.org/doctors/1124041603/tyler-r-koski-md

g. Foot and Ankle Care
Dr. Armen Kelikian

h. Pectus Surgery
Dr. Michael Monge

i. Knee Replacement
Dr. Michael Stover

j- Physical Therapy

Shirley Ryan Ability lab

355 E. Erie Street, 15 South (Musculoskeletal Clinic)
Chicago, IL 60611

For scheduling purposes, call 312-238-1000
k. Physiatrist

Dr. Matthew Oswald

I. General Pain

To schedule, call Downtown Chicago Locations: 312-695-2500; Lake
Forest Locations: 847-535-6793; Kishwaukee Hospital: 815-766-9882;
Bloomingdale/Mokena Location: 630-933-4550; Crystal Lake Location:
847-802-7070; Naperville/Wheaton Location: 630-933-2726

m. Headaches/Migraines

n. Dural Ectasia

Dr. Tyler Koski


https://www.nm.org/doctors/1790737757/armen-s-kelikian-md
https://www.luriechildrens.org/en/doctors/monge-michael-c-3273/
https://www.nm.org/doctors/1033183363/michael-d-stover-md
https://www.nm.org/doctors/1033307921/matthew-c-oswald-md
https://www.nm.org/doctors/1124041603/tyler-r-koski-md

. Hernia and Gastrointestinal Surgery
Dr. Alexander Nagle

. High Risk Pregnancy

Dr. Marla Mendelson (Cardiology)
Dr. Lee Schulman (Ob-Gyn)

. Gastrointestinal Medicine

Dr. Darren Brenner

Glaucoma

Dr. Jessica Minjy Kang

. Lens Removal

Dr. Surendra Basti

Cataract Surgery

Dr. Surendra Basti

. Retinal Surgery
Dr. Alice Lyon

. Nutritionist

Osher Center for Integrative Medicine at Northwestern University


https://www.nm.org/doctors/1306871447/alexander-p-nagle-md
https://www.nm.org/doctors/1366557175/marla-a-mendelson-md
https://www.nm.org/doctors/1164447413/lee-p-shulman-md
https://www.nm.org/doctors/1003997875/darren-m-brenner-md
https://www.nm.org/doctors/1891184669/jessica-minjy-kang-md
https://www.nm.org/doctors/1619963873/surendra-basti-md
https://www.nm.org/doctors/1619963873/surendra-basti-md
https://www.nm.org/doctors/1992737969/alice-t-lyon-md
https://www.feinberg.northwestern.edu/sites/ocim/

w. Social Worker

Amy Anthony

x. Pulmonologist
Dr. Justin Fiala

y. Neurology
Dr. Robert Sufit

z. Allergy

21. If your clinic has an emergency protocol for patients with Marfan
syndrome and related conditions, briefly describe:

Code Aorta:

NM offers different care pathways for both the medical and surgical
management of acute and chronic aortic dissections with a dedicated team to
assist in rapid direct to OR transfer for aortic emergencies.


https://www.nm.org/doctors/1760821474/justin-anthony-fiala-md
https://www.nm.org/doctors/1285641571/robert-l-sufit-md

22,

23.

24.

25.

26.

27.

28.

29.

Number of patients seen for ongoing management of MFS? 100
Number of patients seen for ongoing management of LDS? 45
Number of patients seen for ongoing management of VEDS? 15
Number of patients seen for ongoing management of EDS (other)? 0
Number of patients seen for ongoing management of FAA? 200
Number of patients seen for ongoing management of Beals? 5
Number of patients seen for ongoing management of Shprintzen-

Goldberg?

If your center provides data to the Society for Thoracic Surgeons
database, what is your star rating?

3 stars for AVR

30. In the chart below, list:

a. The total institutional number of aortic root/ascending aortic root
procedures (CVG, VSARR, and ascending aorta), ONLY in patients with

the following CTDs (MFS, LDS, vEDS, ACTA2, SMAD3, MYLK, or PRKG1)

for a five-year period with associated 30-day mortality. If you are a

pediatric site, please provide pediatric numbers. Indicate on the chart
whether these are pediatric or adult numbers. (REQUIRED)

b. The total institutional number of CVG, VSARR, and ascending aorta

surgeries for patients without CTD for a five-year period with the associated
30-day mortality. Please indicate whether these are pediatric or adult
numbers. (OPTIONAL)

c. Please attach a letter from your Chief of Surgery validating this data.

Fi\_/e-year # of Surgeries | # of Associated Are_ th?se
Period (e.g., . Pediatric or
1/2019- for Five-year 30-day Adult
12/2023) Period Mortalities numbers?
Total Institutional CTD
Aortic Surgeries (CVG, 1/2018- 58 3% Adult
VSARR, Ascending) — 12/2022
REQUIRED
Total Institutional non-CTD
Surgeries (CVG, VSARR, 152152 650 <1% Adult
Ascending) — 12/20
OPTIONAL



https://www.sts.org/media/sts-fact-sheet
https://publicreporting.sts.org/gtsd-exp

31. List past significant involvement with Foundation activities, including
dates.

Host of the 2012, 27th National Marfan Foundation Annual
Conference

Host of the 2015, 30th National Marfan Foundation Annual
Conference

32. List participation in collaborative research studies or trials involving
Marfan and related conditions patients.

Aortic Valve Operative Outcomes in Marfan Patients (AVOOMP)

33. Date Completed:
2/15/24
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