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    SPRING 2020          
Coronavirus: Safety and Readiness 
 

We understand that this is a stressful time and 

everyone would like to know what they can do to 

protect themselves and their families. According to 

the Centers for Disease Control and Prevention, it is 

important to take everyday preventive actions such 

as: 
 

• Washing your hands frequently 

• Avoiding touching your eyes, nose, and mouth 

• Staying home when you are sick 

• Covering your cough or sneeze with a tissue, then 

throwing the tissue in the trash 

• Cleaning and disinfecting frequently touched 

objects and surfaces 

• Avoiding crowds as much as possible 

• Be prepared if your child’s school or childcare 

facility is temporarily dismissed or for potential 

changes at your workplace 
 

Older adults and people with serious chronic medical 

conditions such as heart disease, diabetes, lung 

disease and those with inhibitors are at higher risk of 

getting sick from the Coronavirus. If you are at 

higher risk for serious illness from COVID-19 

because of your age or a serious medical condition, 

it is extremely important for you to take preventive 

actions to avoid getting sick. Please remember the 

Association continues to provide direct support 

(emergency financial assistance, transportation 

assistance) to the Bleeding Disorders Community. 
 

United Way has a COVID-19 Community Economic 

Relief Fund. They assist with bills, rent and food. 

Please call 1-866-211-9966 and provide your zip 

code, and you will be given a list of local agencies in 

your area.  
 

 

We wish you all good health and we stand with 

you as we navigate the next weeks and months 

together. 

 

 
 

Through the Years  
 

The Hemophilia Association provides a multitude of 

services to the bleeding disorders community. 

Donations and support for our programs and services 

is our "Bloodline so to speak" Although we 

recognize every single donation when received, I 

thought it would be nice to spotlight a significant 

donor. Mr. & Mrs. Anthony Ficalora have been 

involved with the Association since its inception in 

1952. Mr. Ficalora continues as a Trustee Emeritus. 

We have had many conversations during my tenure 

as Executive Director of the Association with a large 

focus on the strides that have been made in the 

treatment and care of those with bleeding disorders.  
  
In 1989 "The Anthony and Vanda Ficalora Research 

Fund" was established, and in 1996 "The Michael A. 

Ficalora Mt. Sinai Hemophilia Treatment Center 

Patient Care Fund". Through the generosity of the 

Ficalora's and their donations of over $335,000 in 

support of these funds, the Hemophilia Association 

of New York, has been able to provide thousands of 

dollars in Research support seeking better treatments 

for those with Hemophilia. And the Hemophilia 

Association of New York has been able to provide 

close to $65,000 in direct support to the patients of 

the Mount Sinai Hemophilia Treatment Center. 

During the past 24 years, 400 patients of the Mount 

Sinai Hemophilia Treatment Center have been the 

recipients of this fund's support. 
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One Man's New Lease on Life 
 

A liver transplant cured Michael Tuberdyck's 

hemophilia—and made him and his wife, Marilyn, 

staunch advocates for organ donation 
 

Author: Michael and Marilyn Tuberdyck, as told to 

Leslie Pepper 
 

Michael Tuberdyck: I found out I had hepatitis C 

sometime in the 1990s, which I contracted years 

before from tainted blood products. It’s a problem 

that many of us baby boomers with hemophilia have. 

Interferon was the first line of treatment for hep C at 

the time, and it caused months of all sorts of 

unpleasant side effects like dry mouth, exhaustion, 

headache and even mood changes. Luckily, I was in 

pretty good health overall, and I endured the side 

effects as best I could. 
 

Because we knew that hep C put me at a higher risk 

for liver cancer, my treatment center doctor did a 

scan every year. In 2014, the scan found something. 

I was diagnosed with liver cancer. Doctors at 

Roswell Park Comprehensive Cancer Center here in 

Buffalo treated it successfully with microwave 

ablation, which uses heat generated by microwave 

energy to destroy the tumors. Unfortunately, new 

tumors showed up two years later. Immediately, 

doctors at Roswell treated me with targeted 

chemotherapy. At that point, my doctors 

recommended a liver transplant because they 

suspected that even if they successfully killed the 

tumors again, they’d come back. I was able to get on 

the transplant list at the University of Pittsburgh 

Medical Center (UPMC). That’s when my wife, 

Marilyn, sprang into action. 
  
Marilyn Tuberdyck: I contacted as many news 

outlets as I could in order to get the word out that we 

were looking for a living donor. The transplant 

coordinator at UPMC encouraged us to look for a 

living donor because surgery can be scheduled 

instead of being done on an emergency basis. It can 

also shorten the time on the waiting list by months or 

even years. A living donor just donates a small part 

of his or her liver, which will then regenerate. The 

small portion donated to the transplant patient will 

grow into full size. I asked everyone to mark their 

driver’s licenses as organ donors. 
  

Michael: While we searched for a donor, doctors 

kept track of recurring tiny tumors in my liver. I was 

told that if the tumors spread outside the liver, I could 

no longer get a transplant and the cancer would be 

terminal. We had a few family members who were 

willing to donate, but unfortunately for various 

reasons none of them worked out. Finally, after a 

year on the transplant waiting list, on March 12, 

2018, we got a call that there was a donor liver 

available from an accident victim. We made the four-

hour drive from Buffalo to Pittsburgh, and I had a 

successful surgery. I was in UPMC for 30 days and 

was able to come home at the end of April. Because 

factor VIII is produced in the liver, it’s thought, 

although never guaranteed, that a liver transplant 

would increase factor level. This was the case in my 

situation. I had less than a 1% clotting factor in my 

system since birth. Now I’m at a healthy 50% factor 

level. 
  
Marilyn: I’m continuing the mission to bring 

awareness to organ donation. I believe that 

registering to be a donor is something people need to 

do to help the community. If we work together, it will 

make everyone better. Organ donation can give 

people a second chance at life. And in Mike’s case, 

we joke that Mike cured his hemophilia the hard way. 
  
Michael: That certainly is the case in my life. Nearly 

two years after my transplant, I’m healthier than I’ve 

ever been. I take a tai chi class twice weekly, and 

exercise in a warm therapy pool twice a week. I’ve 

gone from being a patient to being a volunteer at our 

local hemophilia center, Western New York 

BloodCare. I do not infuse anymore, and I’m cancer-

free. I feel very fortunate. 
  

How Hemophilia Hides: A Royal 

Secret!  
 

By: Louis P Le Guyader, Ph.D. 
 

Hemophilia is the “Royal Disease,” and it may 

harbor a royal secret! This article focuses on the 

female carrier of hemophilia. Queen Victoria and her 

family illustrate how hemophilia remains in a family 

for generations when passed on from female carrier 

to female carrier. It is only partially true that this is a 

condition that eventually “dies out” in a family. It's 

genetics permit hemophilia to be passed down 

indefinitely to all future generations. The female-



 

 
 

carrier-to-female-carrier-inheritance is the surest 

road to that effect with the least chance of discovery. 

The condition may improbably remain in Victoria’s 

royal family for this reason.   
 

Queen Victoria is the most well-known female 

carrier of hemophilia. In my previous article, “The 

Royal Disease…” I looked back in time for 

hemophilia in the queen’s German family. This 

article looks forward in time and finds hemophilia 

hidden in successive unbroken lines of Victorian 

female carriers. Female carriers are sometimes 

surprised to learn they are carriers. The news comes 

when a son unexpectedly bleeds. With each passing 

generation of unaffected male descendants or non-

symptomatic female carriers, the “ancient” history of 

a symptomatic hemophiliac in the family is lost in the 

“mist of time.”  
 

The Genetics of the Female Carrier 
 

The hemophilia mutation resides on an “X” 

chromosome, one of the two “sex-linked” 

chromosomes. Females carry two X’s, one inherited 

from each parent. Males carry an X and a Y 

chromosome. A son receives the father’s Y and one 

of the mother’s X’s. A daughter receives an X from 

each parent. A female carrier (X*X) can pass on 

hemophilia or not. Assuming her partner has 

untainted XY chromosomes, she can give birth to a 

female carrier (X*X). This is the inheritance that can 

be passed on indefinitely, and without discovery, 

from mother to daughter to granddaughter on to great 

granddaughter and onward. Victoria’s family tree 

illustrates this. Queen Victoria’s Family Victoria 

(X*X) had nine children, from Princess Victoria in 

1840 to Princess Beatrice in 1857. The family’s 

hemophilia was discovered in 1853 shortly after the 

birth of the eighth child and fourth boy, Prince 

Leopold (X*Y). He died from it.  
 

The queen’s children became the lynch pins of an 

assertive grand strategy to tie the Royal houses of 

Europe by marriage. The strategy was not disrupted 

by hemophilia. The political benefits of a Victorian 

marriage outweighed hemophilia’s risks. That 

political calculus was fueled by the limited medical 

knowledge about hemophilia. For successive 

Princesses, the subtley hidden chromosomes, and the 

poorly understood genetics of a female carrier, 

masked the genetic downside. All that was certain 

was that “hemophilia ran in families.” And by the 

20th century when the hemophilia picture became 

clearer, the attractiveness of these Victorian 

Princesses won over many royal suitors; risks were 

ignored, and the possibility of prolonging female 

carrier lines increased. Not all of Victoria’s male 

descendants were tainted by hemophilia.  Only 

Leopold, among her sons, had it. Some of the 

daughters were female carriers, the same as the 

Queen; and some were not or had no children. But 

hemophilia symptoms soon surfaced in the 

daughters’ male descendants.  
 

The “Secret” Royal Female Carriers 
 

Victoria’s third child, Princess Alice (X*X), 

successfully married Louis of Hesse in 1862. The 

mystery that surrounds female carriers deepens with 

her. Alice had 8 children including Czarina Alix 

(X*X), the wife of Nicolas II of Russia and the 

mother of the famous hemophiliac, Tsesarevich 

Alexei (X*Y). Alexei’s hemophilia proves Alix was 

a female carrier. Therefore, her mother Princess 

Alice was also a female carrier. This means that 

hemophilia was transmitted through three 

generations of female carriers.  
 

Princess Alice had 7 children in addition to Alix of 

Russia. Her son Prince Friedrich (X*Y) died from 

hemophilia. Her son Duke Louis (X*Y) led a robust 

life and was not a likely hemophiliac. Alice’s four 

remaining daughters might have been female 

carriers, like Alix. We know Princess Irene (X*X) 

was a female carrier because her son Prince 

Waldemar (X*Y) died from hemophilia. We do not 

know about Grand Duchess Elizabeth (X*X) from 

her life. And Princess Marie (X*X) died at the age of 

4. Alice’s first child, Victoria, Marchioness of 

Milford, also known as Victoria Mountbatten (X*X) 

is a most intriguing Victorian descendant because we 

are unsure of her hemophilia status. She had a 50% 

probability of being a female carrier. The 

Marchioness gave birth to two boys and two girls 

from 1885 to 1900. The male offspring are not 



 

 
 

known to be hemophiliacs. The two female offspring 

are plausible female carriers. Princess Louise’s 

(X*X) status is unknown. This leaves her sister, 

Alice (Princess Andrews of Greece and Denmark), 

or Princess Alice of Battenberg (X*X).  This 

Princess Alice, the granddaughter of Queen Victoria, 

was the mother of Philip, Duke of Edinburgh and 

four daughters. These offspring were born between 

1905 and 1921. Without in depth research into the 

lives of the daughters we cannot make any certain 

statement concerning hemophilia. They enjoy certain 

modern privileges of privacy which make the 

research difficult or impossible. For these same 

reasons we can also not free them from a claim that 

they might have hemophilia. The secrecy that can 

envelope female carriers engenders mystery. 
 

The Modern Royal Family – The Windsor-

Mountbatten’s (and Mountbatten-Windsor’s) 
 

Philip (X*Y) is the husband of Queen Elizabeth II 

(XX) of the UK. They are both descendants of 

Victoria. We cannot claim that Philip has 

hemophilia. And we cannot rule it out because of the 

lack of information about his mother, his 

grandmother, and his own life. Elizabeth and Philip 

have three sons and one daughter. Without question 

the three Princes (Charles, Andrew and Edward) are 

not hemophiliacs. Their children are unlikely to be 

hemophiliacs. Without more information about these 

ancestral lines, the same assurance cannot apply to 

their daughter Princess Anne (X*X), and her 

descendants. The mystery and secrecy that surrounds 

female royal carriers continues!  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

ACADEMIC SCHOLARSHIP 2020 
 

In order to qualify applicants must have or be the 

child of person who has a genetic bleeding 

disorder, and a registered client with HANY.  
 

Applications for the academic year beginning fall 

2020 are now available. 

To request an application please contact 

212.682.5510 or email 

tconstantine@hemophiliany.com 

PATIENT CO-PAY ASSISTANCE 

PROGRAMS 
 

Patient Assistance is offered by most manufactures of 

bleeding disorders treatment medication. If you or 

someone you care for is being treated for Hemophilia 

or VWD these programs may help with co-pays, 

deductibles and gaps in insurance. If you would like 

information about these programs, please contact your 

hemophilia treatment center or HANY at 212-682-

5510. 
 

MAKE IT YOUR DUTY TO REGISTER 

EVERY YEAR FOR PATIENT ASSISTANCE 

PROGRAM RELATED TO YOUR TREATMENT 

 

HANY UPCOMING EVENTS 

 

April 3-5 – S.A.I.L Teen Retreat  

2nd Annual Self Advocacy, Independence & 

Leadership) Training at Camp Quinipet Shelter 

Island, NY (Ages 13-18)  

POSTPONED 

 

May 17 – Day at the Races at Belmont 

Racetrack with Art Therapy Session 

Children ages 5 – 12 with a bleeding disorder 

with 1 accompanying parent complimentary 

admission. 

POSTPONED 

 

June 22 – Greer Golf Classic 

POSTPONED 

 

July 26 – HANY 68th Anniversary Gala at 

Yankee Stadium - Yankees vs. Red Sox 

 

Winter – 5th Annual Steven L. Margolies MD, 

Family Educational Conference 

 

Keep an eye open for more updates 

 

 

 

 



 

 



 

 

 

 

 

 

 

 



 

 

 

 

 
 

 



 

 

 

HANY's RESOURCE CENTER 
 

MISSION STATEMENT 
 

The mission of the Hemophilia Association of New York is to provide information, education, 

advocacy and direct assistance to and on behalf of people with bleeding disorders, and to 

encourage and support scientific research to improve medical treatments and develop cures for 

hemophilia and related disorders. 

 

About this Newsletter 
The Hemophilia Outlook has 
been around since 1952.  It is 

produced quarterly and 
distributed to all the members 

of the bleeding disorder 
community. 

 

Electronic versions of our 
newsletters are available on our 

website. 
 

HANY does not release any 
personal information without 

consent. 

HANY's Contacts 
Linda Mugford 

Executive Director 
lindamugford@hemophiliany.com 

 

Tyshawn Constantine 
Program Director 

tconstantine@hemophiliany.com 
 

Jessica Blanco 
Staff Associate 

jblanco@hemophiliany.com 
 

Website: 
www.hemophiliany.com 

 

Facebook: 
www.facebook.com/hemophilia.association. 

of.newyork 

Resources Information 
Hemophilia Federation of 

America 
800-230-9797 

www.hemophiliafed.org 
 

National Hemophilia 
Foundation 

800-42-HANDI 
www.hemophilia.org 

 

Coalition for Hemophilia B 
212-520-8272 

www.coalitionforhemophiliab.org 

 
 

 

HEMOPHILIA TREATMENT CENTERS 
New York Presbyterian 

www.cornellpediatrics.com 
 

Mt. Sinai Medical Center 
www.mountsinai.org 

 

Northwell Health (formerly LIJ) 
www.northwell.edu  

 

Albany Medical Center 
www.amc.edu 

 

Montefiore Hospital 
www.montefiore.org 

http://www.mountsinai.org/
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