2023 Marfan Foundation Institution Directory Application

. Institution:

USC Keck Medical Center

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

USC Genetic Aortic & Related Disorders (GARD)

. Clinic address(es):

1520 San Pablo Street, #4300
Los Angeles, CA 90033

. Website:

https://cvi.keckmedicine.org/genetic-aortic-and-related-disorders-center/

. Patient contact information for clinic coordinator/scheduler

(name, phone, email):

Jennifer Rios Genetic Counselor
Email: Jennifer.Rios@med.usc.edu
Phone: 323-442-5849

. Approximate wait time for new patient clinic appointment:

Varies


https://cvi.keckmedicine.org/genetic-aortic-and-related-disorders-center/

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

Sanjeet Patel, MD, PhD
https://keck.usc.edu/faculty-search/sanjeet-patel/

8. Clinic best characterized as:

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

W= mmEE

9. Clinic service description: (Limit 10 sentences)

The Aortic Center at USC is part of the USC Cardiothoracic and
Vascular Institute on the campus of the Keck/USC Medical Center. We
are a regional referral center specializing in the medical and surgical
diagnosis and treatment of disorders of the heart and aorta. We have
our own emergency transport network, and in 2016 transported nearly
250 patients with aortic emergencies to our center, most of whom had
acute aortic dissections. We now have a comprehensive program
designed to care for patients with connective tissue disorders,
including medical genetics, cardiac and vascular surgery, orthopedics,
ophthalmology, and dentistry.


https://keck.usc.edu/faculty-search/sanjeet-patel/

10. Is your center part of a tertiary care hospital?

Yes

11. General clinic hours per month:

The Aortic center sees new patients and has clinic hours weekily.

12. Marfan and related conditions clinic hours per month, if available:
Clinic hours weekly.

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

GARD Clinic: 7 years; Aortic Center: 31 years

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

6 years

15. Is a referral necessary?

No

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

California only. Patients need to call to set up an appointment.

17. Does your site accept Medicaid?

Yes

18. Age group for services:
Adults

19. 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:

N/A



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

Jerold Shinbane, MD
Anilkumar Mehra, MD

b. Geneticist
Bridget Fernandez, MD

c. Genetic Counseling
Jennifer Rios, MS, LCGC

d. Cardiothoracic/Aortic Surgery

Sanjeet Patel, MD, PhD
Fernando Fleischman, MD

e. Vascular Surgery

Sukgu M Han, MD, MS
Gregory Magee, MD

f. Scoliosis Surgery



. Foot and Ankle Care

Laura Shin, PhD, DPM
Chia-Ding (JD) Shih, DPM, MPH, MA

. Pectus Surgery

Knee Replacement

Danial A. Oakes, MD
Alexander E. Weber, MD

Physical Therapy

. Physiatrist

General Pain

William Spalding, MD

. Headaches/Migraines

. Dural Ectasia



. Hernia and Gastrointestinal Surgery

. High Risk Pregnancy

. Gastrointestinal Medicine

Glaucoma

. Lens Removal

Martin Heur, MD

Cataract Surgery

. Retinal Surgery
Hossein Ameri, MD, PhD

. Nutritionist



w. Social Worker

x. Pulmonologist

Sivagini Ganesh, MD

y. Neurology

z. Allergy

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

Patients are given an emergency contact card with our clinic’s information and
their doctor's name. This card can be given to any medical personnel who can
call the number and provide the information on the back of the card. The patient
can be transferred to USC and their surgeon will be notified, through USC's
critical care unit.



22. Number of patients seen for ongoing management of MFS? 38

23. Number of patients seen for ongoing management of LDS? 13

24. Number of patients seen for ongoing management of VEDS? 2

25. Number of patients seen for ongoing management of EDS (other)? 0

26. Number of patients seen for ongoing management of FAA? 8

27. Number of patients seen for ongoing management of Beals? (

28. Number of patients seen for ongoing management of Shprintzen-
Goldberg?

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

30. In the chart below, list:

a.

C.

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)

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)

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

Flye-year # of Surgeries | # of Associated Are_ th?se
Period (e.g., . Pediatric or
for Five-year 30-day
12D Period Mortalities ol
12/2023) numbers?
Total Institutional CTD 1/2018-1/2023 32 1 Adult

Aortic Surgeries (CVG,
VSARR, Ascending) —

REQUIRED

Total Institutional non-CTD
Surgeries (CVG, VSARR,

Ascending) —
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.

LA Regional Marfan Symposium with English and Spanish tracks —
11/2023

Genetic Counselor co-led workshops on mental health for adults and
teens — Conference 2023

Genetic Counselor co-led a workshop on health insurance and
disability — 2022

Southern California Regional Marfan Symposium - 2019 Sponsored
Marfan Walk for Victory — 2019

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

33. Date Completed:
2/15/24
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