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2019 ARVD/C Seminar  This past May we celebrated the 20th anniversary of the ARVD/C Program at Johns Hopkins with over 200 patients 

and family members in attendance. We are extremely grateful to all of the individuals and families who have 

supported our program over the past twenty years, whether it be financially or participating directly in our many 

research endeavors. On Saturday, May 4th, we hosted our 20th Patient and Family Seminar with presentations by 

Hopkins staff, in addition to 6 invited speakers: Frank Marcus, MD from University of Arizona; Adalena Tsatsopoulou, 

MD, PhD from Naxos, Greece; Alexander Protonotarios, MD from University College London, United Kingdom; Andre 

La Gerche, MBBS, PhD from University of Melbourne, Australia; Peter van Tintelen, MD, PhD from University Medical 

Center Utrecht, the Netherlands; and Mario Delmar, MD from New York University. Presentations focused on the 

history of ARVC, diagnosis and management, genetics, the role of exercise, and mechanisms of disease. The program 

provided an opportunity for attendees to ask questions, as well as meet other families impacted by this rare 

inherited heart condition.  For attendees who arrived the evening prior, we hosted a Friday evening Meet ‘n Greet at 

the hotel which is always a great evening of sharing stories and experiences. 

To commemorate the program’s 20 years of dedicated work on ARVC, following the patient focused event, the ARVC 

Program hosted a 2-day symposium attended by over 115 health professionals as an avenue to share the latest 

research in ARVC and provide a platform for international collaboration. Over 60 physicians, scientists, and genetic 

counselors from 12 different countries traveled to Baltimore to participate in a series of 10-15 minutes talks on a 

variety of topics to include the natural history of ARVC, gene identification, genotype-phenotype, diagnostic criteria, 

role of exercise, diagnostic mechanisms, role of various diagnostic tests, catheter ablation, medication, risk 

stratification, psychosocial impact of living with a rare inherited progressive condition, etc.  

Attendees of both events left empowered, motivated and infused with new energy to continue moving forward with 

our clinical research efforts in understanding this condition to ultimately identify new and improved therapies and 

ultimately cure ARVC. To view presentations from the weekend, go to  

https://tinyurl.com/2019Seminar 
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Clinical Services at Johns Hopkins 

 

  

The Johns Hopkins ARVD/C Program provides a variety of clinical services. We see 

patients for second opinion consultations to discuss diagnosis and management, 

genetic counseling and testing, routine ICD management and family member 

screening. We can also arrange concurrent cardiac testing.  

 

Patients are seen in consultation with Dr. Hugh Calkins or Dr. Hari Tandri and our 

clinical genetic counselor, Brittney Murray, to discuss test results, family history, 

and to provide guidance regarding further management. We see all of our patients 

for genetic counseling to discuss the diagnosis, the psychosocial impact of living 

with ARVD/C and with an ICD, as well as to discuss the benefits and limitations of 

appropriate genetic testing. In selected cases we also offer catheter ablation as a 

treatment for difficult to manage ventricular tachycardia. Appointments with our 

heart failure specialist, Dr. Nisha Gilotra can also be arranged. These appointments 

are billed to your health insurance. To schedule an appointment, contact Crystal.  

 

 

Tele – Genetic Counseling 

 

We continue to take steps to expand our clinical services via telemedicine for those 

unable to travel to Baltimore. This service currently consists of the genetic 

counseling/genetic testing appointment only. We hope to be able to offer second 

opinion consultations with our physicians in the future. Telemedicine appointments 

are currently not billable to your insurance company and require payment out of 

pocket. This service may not be available in certain states. To discuss your eligibility 

or to schedule an appointment, contact Crystal.  

 

      

      We are excited to announce a joint       

      partnership with the Sudden  Arrhythmia 

      Death Syndromes (SADS) Foundation to  

      help support individuals and families with 

      ARVC. The 12th International SADS  

      Foundation Conference will be held in 

      Atlanta, George on October 4-6, 2019. 

      Come see Brittney and Crystal as they 

      facilitate ARVC breakout groups at the  

      conference! 

  

  

 

 

 

New Partnership 
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Research at Johns Hopkins 

 

Effects of Flecainide on Cardiac Arrhythmias in ARVC Patients 
Johns Hopkins IRB00197430 

 

Funded by The National Institute of Health (NIH) 

Principal Investigator: Hugh Calkins, MD 

Enrolling Site Coordinator: Crystal Tichnell, MGC, RN 

 

The purpose of this study is to assess the effect of the antiarrhythmic drug, flecainide, on cardiac arrhythmias in 

individuals with ARVC. Participation in this study will last for about 10 weeks. This is a randomized, double-

blinded, crossover study which means for part of the study you will be given the study drug, flecainide, and for 

the other part of the study you will be given a placebo. After 28 days you will switch, so everyone will be given 

the study drug at some point in the study. Neither you nor your enrolling physician will know if you are given the 

study drug or placebo first and that process is randomized.  

 

During the study you will be asked to wear a monitor for 7 days on 2 occasions. We will also obtain ECGs and 

blood draws to assess flecainide levels through a home visit. Remote device interrogations will be obtained by 

your enrolling center. This study requires one in-person visit to discuss your enrollment and to sign the consent 

form.   

 

To participate in this study you must: 

 Be 18 years of age 

 Meet the diagnostic criteria for ARVC 

 Have a minimum of 500 PVCs on a recent 24 hour Holter monitor 

 Have an implantable cardioverter defibrillator (ICD) with remote interrogation capability 

 Be on a beta-blocker such as metoprolol, propranolol, atenolol, nadolol, carvedilol, unless 

contraindicated 

 If prescribed, Be willing to discontinue sotalol, quinidine, procainamide, propafenone, disopyramide, 

dronedarone, phenytoin, or mexilitene for 5 days with subsequent repeat 24 hour Holter 

 Agree not to use any another antiarrhythmic medication during the 10 weeks of participation, unless for 

the management of life-threatening arrhythmias 

 Agree to use medically acceptable contraceptive measures during participation unless documented as 

surgically sterile or post-menopausal 

 

 

If you would like to learn more about this study or to discuss your eligibility, please 

contact Crystal Tichnell, MGC, RN at ctichnell@jhmi.edu or 410-502-7161. This is an 

important first clinical trial in ARVC and will pave the way for future clinical drug trials.  
 

mailto:ctichnell@jhmi.edu


4 
 

 

 

 

Research at Johns Hopkins 

 

Relative Safety, Efficacy, and Patient Satisfaction of Standard ICDs  

versus the Sub-Cutaneous ICD (S-ICD) 

 

Who can participate? Patients diagnosed with ARVD/C and have: 

 S-ICD implanted    
 Transvenous ICD implanted after January 2013                               

 

      What do I have to do? Contact Crystal (ctichnell@jhmi.edu).  

You will need to sign a consent form, send us your medical records, 

and complete online questionnaires.  

      Do I have to travel to Johns Hopkins? No 

Once enrolled, please remember to check your email for reminders to complete the online 

questionnaires.  It is really important that we continue to collect this follow up data.  Thank you for 

your participation! 

 
Sponsored by Boston Scientific           PI: Hugh Calkins, MD 

Johns Hopkins IRB NA_00042471 (Predictors of Implantable Cardioverter Defibrillator (ICD) Firing in Right Ventricular Dysplasia)  

 

Clinical and Genetic Investigations of Right 

Ventricular Dysplasia (ARVD/C Registry) 
 

          Who: Children and Adults with ARVD/C 
 

          What: Collection of pertinent past medical records and    

        continued collection for 5 years. A blood sample for  

        DNA for genetic mapping of ARVD/C genes will 

        also be collected. 

 

          How to Join: Contact Crystal at 410.502.7161 or 

                       ctichnell@jhmi.edu.  

 

Have you had an epicardial 

ablation? 

We are looking for people with ARVD/C who 

have had an epicardial ablation to join our 

Registry. Help us discover how this new 

technique affects the course of ARVD/C! 

Contact Crystal at 410-502-7161 or 

ctichnell@jhmi.edu 

 

Meet Our Staff 

       

Meet Emily Krupa, our new Genetic Counseling Assistant. Emily 

joined our team in May as we said goodbye to Anna Burton. Emily 

earned her BS in Biobehavioral Health from Penn State with a 

minor in psychology. She plans to pursue graduate school in 

genetic counseling and will be working with us to gain experience 

in the field of genetic counseling.  

Email Crystal to 

discuss your 

eligibility and 

enrollment 

 

mailto:ctichnell@jhmi.edu
mailto:ctichnell@jhmi.edu
mailto:ctichnell@jhmi.edu
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Featured Manuscript 

 
A new prediction model for ventricular arrhythmias in arrhythmogenic right ventricular 

cardiomyopathy  European Heart Journal 2019 
 

Julia Cadrin-Tourigny, Laurens P. Bosman, Anna Nozza, Weijia Wang, Rafik Tadros, Aditya Bhonsale, Mimount Bourfiss, Annik 

Fortier, Oyvind H. Lie, Ardan M. Saguner, Anneli Svensson, Antoine Andorin, Crystal Tichnell, Brittney Murray, Katja Zeppenfeld, 

Maaren P. van den Berg, Folkert W. Asselbergs, Arthur A.M. Wilde, Andrew K. Krahn, Mario Talajic, Lena Rivard, Stephen 

Chelko, Stefan L. Zimmerman, Ihab R. Kamel, Jane E. Crosson, Daniel P. Judge, Sing-Chien Yap, Jeroen F. van der Heijden, 

Harikrishna Tandri, Jan D.H. Jongbloed, Marie-Claude Guertin, J. Peter van Tintelen, Pyotr G. Platonov, Firat Duru, Kristina H. 

Haugaa, Paul Khairy, Richard N.W. Hauer, Hugh Calkins, Anneline S.J.M. te Riele, and Cynthia A. James. 

In an effort to develop a model for individualized prediction of ventricular arrhythmias or sudden cardiac death 

in ARVC patients, 528 individuals with a definite diagnosis and no prior history of sustained ventricular 

arrhythmias were included from 5 North American and European Registries. Predictors included in the model 

are age at diagnosis, sex, cardiac syncope or passing out in the 6 months prior to diagnosis, non-sustained 

ventricular tachycardia, number of PVCs on a 24 hour Holter monitor, the number of leads with T-wave 

inversions and right ventricular ejection fraction. This model helps to estimate the risk of having a ventricular 

arrhythmia and determine who might benefit the most from having an ICD implanted. The calculator can be 

found at arvcrisk.com. We are looking at other predictors, such as exercise, to see how they may affect the risk 

scores. This was an exciting collaboration and we look forward to many more as we continue to determine the 

best way to diagnose and manage ARVC patients and their families.  

  
2019 HRS expert statement on evaluation, risk stratification, and management of 

arrhythmogenic cardiomyopathy (ACM)  Heart Rhythm 2019 May 9. 

Towbin, JA, McKenna WJ, Ackerman MJ, Calkins H, Darrieux FCC, Daubert JP, de Chillou C, DePasquale EC, Desai MY, Estes NAM, 

Hua W, Indik JH, Ingles J, James CA, John RM, Judge DP, Keegan R, Krahn AD, Link MS, Marcus FI, McLeod CJ, Mestroni L, Priori 

SG, Saffitz, JE, Sanatani S, Shimizu W, van Tintelen JP, Wilde AAM, Zareba W. 

The purpose of this consensus document is to aid cardiologists and other health care professionals involved in 

the care of patients with Arrhythmogenic Cardiomyopathy by providing recommendations for evaluation and 

management. The term Arrhythmogenic Cardiomyopathy describes conditions affecting the muscle of the 

heart in addition to arrhythmias, such as ARVC, but may also include left dominant arrhythmogenic 

cardiomyopathy, sarcoidosis, myocarditis, etc. It is recommended that individuals or family members with 

either a clinical or autopsy diagnosis of ACM consider genetic testing. A detailed 3-generation family history 

should be obtained. First-degree relatives should undergo clinical evaluation (ECG, ambulatory ECG / Holter, 

and imaging) every 1-3 years starting at 10-12 years of age. Several statements were made regarding the 

implantation of an ICD; however, the decision to implant should be a shared decision between the patient and 

the physician considering the risks and benefits of the ICD. In an effort to prevent disease progression, it was 

recommended that individuals with a positive genetic test but no clinical evidence of ARVC be counseled that 

competitive or frequent high-intensity endurance exercise is associated with increased likelihood of developing 

ARVD and arrhythmias. The document will be extremely helpful to physicians in providing expert 

recommendations to their patients living with ARVC.  
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Supporting Our Program 

Your Support Makes Breakthroughs Possible 
 

As a charitable, tax-exempt organization, Johns Hopkins Medicine relies on donations to make a 

difference in the lives of our patients. Supporters of Dr. Calkins, Dr. Tandri, and their team of experts in 

the ARVD/C Program, become part of our mission to provide exceptional personalized care and to find 

better ways to diagnose and treat our patients. Here are some of the many ways that you can help: 

 

Make a Donation 

Donations of all sizes, whether they’re one-time or recurring, make a difference and can be made online 

at www.arvd.com, by phone at 443-287-7382, or by mail (information listed below). There are a variety 

of ways to make a gift to support our efforts in the ARVD/C Program: 

 

 Make an outright gift of cash or securities 

 Become a monthly donor 

 Give in honor or in memory of a loved one 

 Give through IRA’s, wills and trusts 

 Leverage matching gifts through your workplace 

 

Fundraising 

There are many opportunities to become personally involved in raising awareness and much-needed 

funds on behalf of the Johns Hopkins ARVD/C Program: 

 

 Create an online giving page and leverage social media 

 Ask friends to make contributions in lieu of gifts 

 Host your own event or auction 

 Plan a fundraising event in your community or school 

 Contribute a portion of your company’s sales  

 

The Johns Hopkins Heart and Vascular Institute Development Office is here to help! 

We welcome your questions, concerns, ideas, and feedback. Please contact Adrienne Rose, Senior 

Associate Director of Development, at 443-287-7382 or arose25@jhmi.edu, for more information. 

 

Gifts by Mail:         

The Johns Hopkins Heart and Vascular Institute    

600 North Wolfe Street, Blalock 536B 

Baltimore, MD 21287 

*Indicate the “ARVD/C Program” on the memo line 
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ARVD/C Program Info 

 

ARVC Program Staff 

Hugh Calkins, MD—Director 

Harikrishna Tandri, MD—Faculty 

Cynthia James, ScM, PhD—Genetic Counselor 

Brittney Murray, MS—Genetic Counselor 

Crystal Tichnell, MGC, RN—Genetic Counselor, Nurse 

Emily Krupa—Genetic Counselor Assistant 

Julia Agafonova—Research Assistant 

Apurva Sharma—Research Fellow 

 

 

Don’t forget to keep us informed of 
your most up-to-date contact info!  

Please send any changes and 
updated medical records to Crystal 
at ctichnell@jhmi.edu   Thank you! 

 
            Johns Hopkins Hospital 

  600 North Wolfe Street; Blalock 545 

         Baltimore, Maryland 21287 

 

 P: 410-502-7161 / F: 443-873-5073 

            www.ARVD.com 

Contact  

Us 

Support Group Info 

 

Looking for a support group? 

FACEBOOK Groups (private): 

- ARVD/C Youth Society  

- Hope for ARVD  

- ARVC can’t stop me from…  

 

ARVD/C Mentor Program: 

Get matched with an ARVD/C mentor!  

Connect with a mentor who has navigated the challenges of life with ARVD/C and receive:  

 Support 

 Connection 

 Understanding 

 Strategies for Thriving with ARVD/C.  
 

Contact Nancy Bogle at nbstjohn@gmail.com for more information and visit ARVDHEARTANDSOUL.org 

 

 

mailto:ctichnell@jhmi.edu
mailto:nbstjohn@gmail.com

