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New Direction 
for Liver Allocation 

TSO has been very involved in efforts to change the liver       
allocation policy used in the United States by UNOS and all 
OPOs.  In August, 2016, UNOS published a new direction for 
liver allocation.  TSO contributed to this proposal with the    

following story in a newsletter called the “MORNING CONSULT.”  The story is about our own 
Gerard Marinaccio and his journey to transplantation ten years ago.  
 

How Organ Rules Made Cancer the 
Best Thing to Ever Happen to Me 

 

Gerard Marinaccio   |   June 13, 2016  
 

Ten years ago, I was in the midst of a battle with a deadly form of  
liver disease known as cryptogenic cirrhosis when my doctors        
decided my only chance of survival was to receive a liver transplant. I 
was placed on the transplant waiting list and given an estimated wait 
time of two years, even though my cirrhosis meant that I might be 
dead in only one. The prospect of fighting such a debilitating disease 
with my failing liver was daunting – and to be honest, I didn’t have 
much hope I could make it. 
 

Until I got the best news of my life: I was diagnosed with liver cancer. 
 

Of course, logically, this doesn’t make much sense. Cancer is a terrible disease that claims the 
lives of millions of Americans every year, but in my case, the diagnosis actually improved my 
odds of survival. The cancer helped raise my MELD score – a metric used to determine the       
relative severity of a patient’s liver disease – to a point where my wait time for a liver donation 
was reduced from two years to three months. In October 2006, thanks to my cancer, I was given a 
liver and have been able to resume my life. While being diagnosed with cancer should never be a 
cause for celebration, the current rules governing organ transplants made this backwards notion a 
reality. 
 

Before my cancer diagnosis, my MELD score stood at 38, which is already relatively high – but in 
New York and many other states, demand far outstrips supply for organs. That’s largely because 
medical urgency is not the most important factor in determining how organs are distributed across 
the country. Instead, the greatest importance is placed on the geographic proximity of the donor to 
the potential recipient, meaning that a sicker person in New York could wait months, even years, 
longer for an organ than someone in another area.        

CONTINUED ON PG. 4 

Next Meeting Date 
 

November 16, 2016 
 

Greenburgh Health Center 
295 Knollwood Road 

White Plains, NY 10607 
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Transplant Support Organization meetings are held at 7 p.m. on the  
third Wednesday of the month (with some exceptions) at 

Greenburgh Health Center 
295 Knollwood Road, White Plains, NY 10607 

 
www.greenburghhealthcenter.com  

 
 

S c h e d u l e  f o r  M o n t h l y  M e e t i n g s  
  
 

7:00 p.m. — Social Time;  7:30-9:00 p.m.— Meeting and program for evening 
 

Future Meeting Agenda 
 

November 16 –  Jason Marinaccio, PharmD - Pharmacist  
 

    Common Drug Interactions in transplant recipients 
 
December 12 (Monday) – Holiday Party (no meeting) 
 
For directions to our meeting, donor registration form, and further information, 

please check our website:  www.transplantsupport.org 
 

To contact us by mail please write to:   
TSO, 1335 Mace Avenue, Bronx, NY 10469 

Or email us:  email4tso@gmail.com 
 

We are also on Facebook. Check us out for information and updates.  
You do not need to have a Facebook account to visit TSO on Facebook . 

To all recipients of this newsletter.  
Please send your email address so we may notify you of any last 

minute changes to our meetings. If you have changed your address 
recently please let us know so we can update our records.  
Please send all correspondence to:  email4tso@gmail.com 

The UNOS National Patient Waiting List 
Candidates as of 10/21/2016 

 
    99,284   patients waiting for a kidney transplant.       
    014,689   patients waiting for a liver transplant.        
    10   956    patients waiting for a pancreas transplant.     
  001,852    patients waiting for a kidney-pancreas transplant.      
    000,278   patients waiting for an intestine transplant.   
  004,109  patients waiting for a heart transplant.        
    000,042   patients waiting for a heart-lung transplant.   
    001,435 patients waiting for a lung transplant. 
    119,835 TOTAL PATIENTS 
0 

Every 12 minutes a new name is added to the waiting list. 



 

 

A	whirlwind	of	activities!	 	That’s	 the	way	 to	describe	TSO’s	 involvements	 since	our	 last	
newsletter.	
	

Our	newsletter	will	 tell	you	about	our	past	meetings	and	our	 future	meetings.	 	But	 that	
doesn’t	begin	to	describe	the	volunteer	activities	at	registration	events	that	Janet	Ocasio	
has	pulled	together.	 	TSO	is	always	known	as	a	willing	partner	 to	set	up	a	 table,	go	to	a	
blood	 drive,	 participate	 with	 the	 League	 of	 Women	 Voters,	 and	 travel	 to	 all	 kinds	 of					
county	and	city	 fairs	 to	 talk	about	organ	donation	and	registration.	 	And	 Janet	certainly	
lived	up	to	the	challenge	of	enlisting	volunteers.	So	we	send	out	a	special	thanks	to	Janet	
and	to	all	of	the	volunteers,	too	numerous	to	mention,	who	helped	our	cause.		The	balance	
of	2016	and	all	of	2017	won’t	show	any	slowdown.	
	

And	you,	our	members,	have	encouraged	TSO	to	participate	on	a	larger	stage.		Check	out	
the	 articles	 about	 our	 activities	 with	 state	 and	 federal	 legislative	 issues.	 	 There	 are										
important	issues	affecting	recipients	and	families	that	TSO	has	decided	to	let	its	voice	be	
known,	and	we’re	pleased	for	your	enthusiastic	support.	
	

All	of	these	activities	bring	us	around	to	two	important	topics:		volunteers	and	members.		
We’re	again	reaching	out	to	you	to	let	us	know	that	you	support	TSO	in	these	efforts,	both	
through	your	time	as	volunteers	and	your	wallets	as	dues‐paying	members.		We	count	on	
you	for	both!	
	

See	you	at	our	upcoming	meetings	and	at	our	holiday	party!	
Ira	Copperman	and	Gerard	Marinaccio,	Co‐Presidents,	TSO	

Co‐Presidents’	Corner	‐	Fall,	2016	
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TSO completed a very active series of meetings since our last newsletter. 
 

In May, Dr. Meredith Aull, Professor of Pharmacology at Weill-Cornell, discussed new      
pharmaceuticals and drug treatments. 
 

In June, Noel Mick, from the New York Eye Bank for Sight Registration, talked about the    
history of the Eye Bank and its day-to-day work in corneal transplantation and eye research. 
 

July was the month for member stories.  We heard from Pat Tomasulo, who told us about her 
journey to her two transplant surgeries. 
 

The TSO family picnic was held in August.  In spite of the overpowering heat, 20 people     
enjoyed the food and the company. 
 

In September, Dr. Milan Kinkhabwala, Director of Transplantation at Montefiore, talked about 
UNOS and liver transplantation, and efforts to increase donation to needy patients.  
 

Ellen Jones came to the meeting on October 19 and talked about the various options of     
dialysis.  Ellen brought examples of dialysis equipment to the meeting for demonstration. 

TSO	Meetings	‐	May	through	October,	2016	
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As you can imagine, that explanation is incredibly frustrating to a patient waiting on a            
life-saving transplant. In my case, the seriousness of my disease led some to suggest that I     
uproot my family, my career, my entire life, and move to an area where my MELD score would 
give me a better chance of receiving a liver. In transplant support groups, I would regularly hear 
stories of patients in places like Florida receiving transplants with MELD scores of 15 –        
patients who were ostensibly less than half as sick as I was. 
 

I remember feeling desperate and helpless, but most of all frustrated. Here I lived in one of 
America’s premier cities, with high-tech hospitals and world-class doctors at my disposal, yet 
my only chance to receive an organ was to move to an area where people with illnesses far less 
severe than mine received transplants long before I ever would. How could that be fair?  
 
Fortunately, policymakers are becoming aware of this untenable status quo and working on   
solutions to address it. Today, the White House is holding a Summit on organ donation to    
highlight different initiatives geared towards increasing organ donation and shortening the time 
patients must wait to receive their transplants. It provides the ideal forum for stakeholders and 
advocates to discuss the long overdue improvements needed to fix the current approach for    
organ distribution and hopefully encourage correcting the geographic disparities that endanger 
the lives of patients across the country. 
 

In fact, the United Network for Organ Sharing  – a nonprofit that helps manage the rules      
governing organ distribution – is considering a reform proposal that would address many of the 
problems facing the present system. Experts on UNOS’ Liver Committee have estimated that 
these reforms would save more than 500 lives over five years, while saving hundreds-of-
millions of dollars in pre-transplant care. As someone who has experienced the injustice of 
waiting for an organ only because of my zip code, these improvements to the current system 
cannot come soon enough. 
 

For me, being diagnosed with cancer was like hitting the lottery – and life-saving a transplant 
was my prize. Until our organ distribution system is fixed, more patients will be hoping they 
could be so lucky. 
 

Gerard Marinaccio, a construction project manager in New York, received a life-saving organ transplant in     
October 2006.	 

New	York	State	Organ	Donor	Registration	
New York State has a number of ways that its citizens can 
sign up for the organ donor registration list.  At the time you 
register for your driver’s license, there is a section that you 
are required to answer on organ donor registration.  You can 
also download the registration form from the New York State 
donor registry website: 

https://apps.health.ny.gov/professionals/patients/donation/
organ/DonorRegistration.action 

 

 
But there’s one more way.  New York State is the only state that 
allows registration at the time of signing up for voter registration.  
In partnership with the League of Women Voters, TSO is at        
registration events with forms to sign up voters.  This gives TSO an 
opportunity to talk about donor registration. 
 

We’re very grateful to LiveOnNY for creating these events. 
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TSO Volunteers had an active summer and fall season participating in numerous events        
including our very successful participation in Enrollment Day on October 6th. Volunteers have 
visited hospitals, community events, voter registrations drives and even the Putnam               
Naturalization Ceremony where Janet Ocasio was a keynote speaker. This tireless group of    
volunteers participated in over 25 events since July and at multiple sites during Enrollment Day. 
Volunteers are the heart of TSO. They are the messengers and the outreach champions of TSO. 
Thank you to all of our wonderful volunteers. We would be seriously lacking without your hard 
work and dedication.  
If you would like to join our group of volunteers, we need you! Just contact Janet Ocasio. 
Training is available and you would be joining a very active group of dedicated friends who 
embrace the view of paying it forward. Help us to reach out and have a great time doing it. 

TSO	Volunteers	in	Action	
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TSO	and	National	Transplant	Activities	
TSO has been a strong grassroots participant in several very important activities going on at 
UNOS and at CMS (Medicare). 
 

As in 2014, Medicare again tried to change the protection that transplant recipients have in their 
choice of prescriptions.  Led by the Washington firm Thorn Run Partners, TSO traveled to 
Washington to be part of discussions with the Congress.  We succeeded in getting Congress to 
send a letter to CMS telling them not to change the way that prescriptions are supported under 
the Part D rules. CMS gave a commitment only through the balance of the current                  
administration, so we’ll need to be vigilant again starting in 2017. 
 

From UNOS, two major proposals were circulated changing the way hearts and livers are       
allocated through the waitlist.  In New York, the liver allocation process is the most important to 
increase fairness to our friends, neighbors, and others on the waiting list.  Again, TSO was     
invited by Thorn Run Partners to travel to Washington to make the case for the new policy.  
Gerard Marinaccio, Co-President of TSO, was featured in a story in Morning consult, an      
electronic newsletter distributed to Congress.  And TSO members have contributed during the 
public comment period since UNOS released its proposal to change the liver allocation system.  
In September, our regular meeting was devoted to hearing from Dr. Milan Kinkhabwala,        
Director of Transplantation at Montefiore, talking about the allocation activities. 

TSO	Goes	to	Albany	

The	Extraordinary	Story	of	Human	Resolve	

TSO joined almost 100 other people on May 10, 2016 to go to Albany to meet with the      
members of the New York State Assembly in support of four bills furthering organ donor       
registration and donation.  The four bills, already passed by the New York State Senate, were 
the latest efforts by the New York Alliance for Donation, NYAD, to bring New York up from 
the bottom of the states with registered organ donors. 
 

Aisha Tator, Executive Director of NYAD, visited TSO in November, 2015, and talked about 
NYAD’s efforts.  TSO responded to her message with the following members “taking the bus”:  
Tara McKeegan, Dr. Hanan Rotem, Jessi-Ann Bettcher, David Holt, Ron Cohen, and Ike     
Copperman. 
 

The day began with an enthusiastic address by State Senator John Flanagan, Senate Majority 
Leader and a fervent proponent of organ donation and registration.  Then 14 teams from across 
the state went to the Assembly office building and met with 97 Assembly people to discuss the 
bills and solicit support to have them passed before the Assembly adjourns in June, 2016. 
 

We’re very pleased with this showing from our TSO members! 

In June of 2016, Stan Larkin, a young man from Michigan, received a 
heart transplant.  We all still marvel at the miracle of all transplants, but 
this is worth noting. 
 

Stan had his own heart removed in November of 2014.  Stan lived for 
555 days with an artificial heart.  He went to school, he worked, he   
participated in sports activities!!! 
 

Read more about his miraculous story at the following link: 
 

http://www.cnn.com/2016/06/10/health/artificial-heart-555-days-
transplant/ 
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Help	Support	TSO	and	Shop	Using	Amazon	Smile	

You can now help support TSO when you shop using Amazon 
Smile.  It’s simple – just sign in to www.smile.amazon.com and 
choose Transplant Support Organization Bronx, NY as the charity 
that you would like to support. The Amazon Smile Foundation 
will then donate 0.5% of all eligible purchases to TSO! 

TSO’s	Service	Area	

“Callouts”	

TSO’s meetings and activities are open to one and all.  We welcome anyone who wants to participate. 
 

In general, TSO’s members come from the Westchester, Putnam, and Bronx vicinities.  Just as all of the 
transplant support groups in the New York area cover a convenient geographic area, TSO strives to 
make it easy for people to attend its meetings and volunteer events. 

Several members of TSO recently came together to revamp our website, making it more relevant and 
lively.  We thank Gerard Marinaccio, Nancy Block, Helen Bellhouse, and Janet Ocasio for reviewing 
the website and improving its look and content.  And we especially thank Rob Billman, who             
implemented all of the changes and added several of his own, as well. 

Check us out at www.transplantsupport.org 
And don’t forget that we are still very active on Facebook.   

You can find new articles and information almost every day. 

The	“New”	TSO	Website	

For the past several months, various board members have taken to the phones to contact all of 
the people we think would be interested in our newsletter and our meetings.  We’re using the 
word “callouts”. 
 

We’re always interested in bringing out friends, family members, and neighbors to our       
meetings and receiving our newsletter in electronic or print format. 
 

So, if you know someone who should know more about TSO, just drop us a note with the    
person’s email address or home address.  We’ll add the name to our distribution list.  If you 
want to help us with our “callouts” just let us know. 



 

 

Here is an article describing how transplantation activities continue 
to flourish. 
 

Reported May 2, 2016 
 

Talus Replacement Saves Feet 
 

BALTIMORE, Md. (Ivanhoe Newswire) -- A tiny bone that you’ve probably never heard of can 
make a huge difference in your quality of life. The talus is the part ankle that allows the foot to 
move in all different directions. High impact injuries like falls, or car crashes can cause the 
bone to fracture and die. Now, there is a new cutting- edge option for patients. 
 

On August 11th, 2014, Matt Bass drove home late from work and fell asleep behind the wheel. 
Bass told Ivanhoe that doctors, “told me I broke both my legs, my right arm and had bleeding 
of the brain.” 
 

For more than two weeks, Bass was in a coma. As his body began to heal, doctors discovered 
one of the worst injuries was to his ankle. 
 

“They said I shattered it into 30-odd pieces,” Bass detailed. 
 

 Mark Myerson, M.D., the Director for the Institute for Foot and Ankle Reconstruction at Mercy 
Hospital in Baltimore, Maryland said “People are living through accidents that previously were 
fatal, and their feet are getting crushed on the floorboard.” 
 

In Bass’ case, doctors needed to remove his talus bone because it was dead and crumbling. 
“You’re left with a massive hole,” Dr. Myerson told Ivanhoe. 
 

In the past, doctors would have fused the ankle, leaving Bass unable to move his foot. But now 
Dr. Myerson is using a first-of-a-kind procedure. 
 

“It builds a whole new ankle,” said Dr. Myerson. 
 

Using a patient’s normal ankle as a model, biomedical engineers construct a cobalt and 
chrome prosthesis, then reverse it so it will replace the missing talus. 
 

Bass is back on his feet, and ready to start a new chapter in his life. “Still have aches and 
pains when I’m on it a lot, but I’m able to stay on it, which before wasn’t an option,” explained 
Bass.  Dr. Myerson said, “This is a life-changing experience.”  
 
Dr. Myerson said the medical company, 4Web Medical, uses 3-D printing technology to get an 
exact fit. He has successfully used the talus replacement in eight patients over the past year. 
 

Contributors to this news report include: Cyndy McGrath, Supervising Producer and Field Producer; 
Milvionne Chery, Assistant Producer; Brent Sucher, Editor; Kirk Manson, Videographer. 
 
 

Keeping organs alive for better outcomes  
 

There is a great deal of engineering and biological work going on to improve the transportation 
of organs from donor sites to transplant centers.  Read the latest information in the following 
newsletter from the Health and Science section of the Washington Post from May 22, 2016. 
 
https://www.washingtonpost.com/national/health-science/donated-organs-kept-alive-may-ease-
the-transplant-shortage/2016/05/22/7868ceee-1d43-11e6-8c7b-6931e66333e7_story.html?
postshare=321464025299813&tid=ss_tw 
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The	Science	Corner	
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TSO	on	the	Air	
In August, the Greenburgh Health Center invited TSO to appear on its cable TV channel.      
Judith Watson, the Executive Director of the Center, runs a monthly cable show devoted to 
health issues and concerns in Greenburgh.  Judith is our host for our monthly meetings at the 
Greenburgh Health Center. 
 

On August 13, 2016, Glenda Daggert and Ike Copperman participated with Judith to record her 
30 minute program.  Judith, along with others in Greenburgh town management, is keenly    
interested in the topic of organ and tissue transplantation and how transplantation creates a gift 
of life.  In fact, Judith recently included Ron Cohen and David Verge on another of her         
programs talking about their transplant experiences. 
 

Glenda told the story of her transplant journey and how she has lived to the fullest since her 
transplant 17 years ago.  Glenda emphasized the importance of paying forward to honor the  
hero donors and donor families.  Ike discussed TSO and its role on behalf of recipients.  Ike 
talked about legislative efforts that TSO has taken up on behalf of the recipient community, 
whether on the waiting list or post-transplant. 
 

This program will be broadcast starting in September.  The schedule is every Monday and 
Thursday at 8 AM, 2 PM, and 7 PM.  The broadcast channels are Cablevision 75 and FIOS 34.  
The program will also be available on the Greenburgh health public access website for those 
who don’t have Greenburgh local cable access - www.greenburghpublicaccess.com. 

Save the Date for TSO'S 
Annual Celebration of  Life Holiday Party 

 

MONDAY, DECEMBER 12, 2016 
6:00 PM to 10:00 PM 

 

Doubletree Tarrytown,  
455 S. Broadway, Tarrytown, NY   

 

Buffet Dinner, Music, Raffle - Lots of  Fun - Cash Bar Available 
We are looking forward to having you join us at this very special and fun event.   

Good food, good friends and new friends.   
This event is a celebration of  all that we are 
grateful for during this holiday season and 

throughout the New Year! 
We hope to see you all there so please  

mark this date on your calendar today!!! 
More information will be sent out  

in early November. 

2016	Holiday	Party!	



 

 

Joining TSO is an important part of keeping us involved 
with you and with the entire transplant community. Our 
meetings, our events, and our legislative efforts come 
from your support.  
 

Your dues allow TSO to continue doing the important 
work of education, support, public policy advocacy, and 
outreach which is so important to us all. Your dues are 
our main source of financial support. This is your         
organization, we need your dues to continue the work.   

 

Please use the membership form found on page 11 to join and return the  
completed form with your check made payable to TSO.  
 

If you have sent in your membership payment, thank you very much! 
If you have not sent it in yet, please consider doing it today. 
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Join	TSO	

Happy	Re‐birthday	to	You!	

Our best wishes to all our 
TSO friends and participants 

who celebrated  
re-birthdays in  

June, July, August,  
September and October! 

Our sincerest wishes for many 
more happy and healthy years 

to come! 



 

 
 

 

TSO 
Transplant Support Organization 

 
Participant Application: New   Renewal 
 

Please fill out this form and mail it with your tax-deductible contribution to: 
TSO, 1335 Mace Avenue, Bronx, NY 10469 

 
NAME(s):         
 
Mailing Address:         
 
         
 
Phone # - Daytime:   Evening:    Cell:      
 
Email:         
 
 
PERSONAL INFORMATION (optional) 
 
Birth Date:   Sex:    Marital Status:       
 
Occupation:          
 
CANDIDATE / RECIPIENT INFORMATION – Please check appropriate description 
 
Donor ______  Donor Family Member______  Transplant Recipient  ______  Transplant Candidate ________     
 
Family Member _________    Interested Individual   ________     Professional ____________ 
 
 
Have you already had a transplant?  Yes _______  No _______ 
 
Type of Transplant(s)         
 
Date of Transplant   
 
Where did you (will you) have your transplant?         
 
 
PARTICIPANT CATEGORIES & SUGGESTED CONTRIBUTIONS 
 
Regular   (Transplant recipient, transplant candidate, family member, donor family) 
 
 Individual Participant  $25.00 
 Family Participant (2 or more members, same address) $35.00 
 Professional $25.00 

 
Please consider a voluntary donation to help support TSO   $______________  
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TSO 
Transplant Support Organization 
1335 Mace Avenue 
Bronx, NY 10469 

NEXT MEETING: November 16, 2016 

 

Transplant Support Organization’s Mission  
To help  save l ives  by:  

 Providing educa tion rela ting to organ dona tion and transplan ta tion;  
 Promoting organ and tissue dona tion as an  impor tan t socia l responsibility;  
 Giving suppor t to transplan t candidates, recipien ts, their  families and donor  

families; 
 Effectively communica ting to government bodies and the genera l public, the 

concerns and needs that affect the welfare of those individuals impacted by the 
transplant process. 


