
 
 

 
What Is BRIDGES? 

 
The name of this newsletter derives from an acronym that reflects the services Finger Lakes Donor Recovery Network 

offers to our donor families: Building Relationships, Integrating Donation, Grief, Encouragement and Support. 

 

DONOR FAMILY EMAIL ADDRESSES NEEDED! 

We like emailing BRIDGES to you, our donor families. If you are reading this on the website and would like the 

newsletter emailed to you, kindly provide us with your first and last name, your email address, and tell us that you wish to 

be added to our distribution list. Please send your request to Judy Hess at: Judy_Hess@urmc.rochester.edu or call her at 

585-272-4930. 

 

Of course, we also invite you to keep up-to-date by visiting our website at www.donorrecovery.org/families-of-

donors/news/  for "News and Events for Donor Families" found in the “Families of Donors” section.

 

FLDRN Donor Family Support Page on Facebook!! 

We have created a Donor Family Support Page on Facebook. It is called the “FLDRN Donor Family Support Page.” This 

page has all of the same features but provides increased privacy and security for all our families.  We currently have 48 

members on our page, and it has been so rewarding and heartwarming to see the support that you have been giving each 

other.  It is why this page was created! Even though each of your experiences are different, there is a common bond 

among you: you are all donor families… and who best to support donor families, than donor families?  So, if you are 

reading this, and you are a donor family member who has not been invited to join the FLDRN Donor Family Support 

Page on Facebook, just send us a quick note with your email address and we will send you an invitation once all of the 

privacy paperwork has been completed.  You can reach either Judy or Sue at: Judy_Hess@urmc.rochester.edu  or 

Susan_Miller@urmc.rochester.edu or by calling the office at (585) 272-4930. 
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Guest Story 

Written by Mike Semans 

 My wife Jan and I ( Mike) are “snowbirds”. We live in Western NY during the summer months then migrate to 

Florida when the weather gets colder. We have a son, Scott and a daughter, Heather and this story is how we learned the 

real meaning of, “The Gift of Life” and its affect on our family. 

 

 On January 8, 2015, Jan and I received the phone call that no parent wants to get. It was the Strong Memorial 

Critical Care Unit notifying us that Heather was admitted and we needed to get there as soon as possible. We made 

arrangements to be in Rochester by noon of the next day. We also contacted Scott and told him the news that no sibling 

wants to hear. He immediately went to the hospital to see what was happening with his sister.  

 

 On our arrival we were taken to the hospital by friends of Scott who had spent the night with him in the I.C.U..  

Upon entering her room, we saw Scott holding his sister’s hand as she was being kept on life support. We were updated 

on her condition but it was not good. Later that day more tests were conducted and it was determined Heather’s brain was 

no longer functioning. We were given our privacy as we grieved and prayed as a family for our loss. 

 

 Heather had a difficult  life as she developed 

Juvenile Diabetes when she was only 18 months 

old. As her life progressed she was  challenged both 

physically and socially. The diabetes caused 

many seizures which eventually affected her 

ability to reason and cope with lifes skills. She was a 

fighter and always tried to maintain an independent 

life. To us she was a butterfly who lived  freely, 

making decisions that weren’t always in her 

best interest.  

 

After some time alone with Heather we were 

asked by a staff member if we would consider 

her as an organ donor. Because she was on a 

respirator the entire time the chances were 

good that she could provide life to someone else. We were told that a representative from Finger Lakes Donor Recovery 

was available and would like to talk to us about organ donation. We heard of this procedure but had little information on 

it. We were under the impression  that they opened you up took what they wanted then closed you back up. We were so 

wrong. Our son Scott was also very upset that we would even consider doing such a thing, but we agreed to a meeting. 

 

 As we go forward with this story, there are two words that we have learned, Dignity and Respect. As we spent 

more time at the hospital we could not help but notice the care that we as a family and Heather as a patient were receiving. 

Even though she had passed on they would comb her hair and talk to her. They would roll her from side to side so she did 

not get bedsores. Our daughter was on Medicare but if you were a millionaire you would not have received better 

treatment. 

 

 Our first contact with Finger Lakes was with Judy. I was not a real open listener and Scott actually said that he 

was not comfortable talking with Judy about his sister. Jan was the more open minded of the three of us and wanted to 

listen. 

 

 Judy explained the need for organs and the possibility that Heather could be a donor. She went through the 

process and explained that we could choose what we wanted to allow to be donated. She was very comforting, patient, and 

understanding. She explained that all tests for organs were done externally prior to surgery.  They would determine from 

these tests what organs could be utilized. The availability of the organs were put out on a national website to see where 

they could be used. The most important thing that Judy had us thinking about was that our daughter’s contribution was 
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going to save the life of another person. Our thought was, Heather could not change her life but she could change the life 

of someone else. 

 

 By agreeing to donate Heather’s organs we were allowed  to be with her during this process which was from 

Friday evening until Sunday morning. During this time, all of the tests were run and a search for a recipients was 

conducted. We appreciated the private time given to us as we shared it with our friends, pastor, and family. We also had 

continued support from Judy and  her co worker Gary from  Finger Lakes Donor Recovery Network organization. 

 

 The tests revealed that Heather’s liver was the only organ that could be successfully transplanted and there was a 

male recipient in need of one locally.  Heather’s surgery was scheduled for Sunday morning and we said our goodbyes to 

our loved one.  Judy said she would stay in touch with us but she wanted us to look at the flag that was flying below the 

American Flag in front of the hospital. It was a “Donate Life” flag. She said that it had been flying in honor of Heather 

ever since we made the decision to allow her to donate. Judy gave us a beautiful cast handprint of Heather along with a 

similar flag that was flown over Strong Memorial. We now fly that flag above Heathers memorial garden below our 

American flag  in Florida. She has also received a Medal of Honor in appreciation for the “Gift of Life” from the people 

of the State of New York. 

 

 We celebrated Heather’s life with a memorial service at our church in Palmyra N.Y. As part of the service, we 

wanted to do the eulogy.  This was probably the hardest thing we ever did. Jan spoke about Heather’s walk with God, 

Scott spoke about the Love of his sister, and I spoke about the Legacy of 

Heather. It was then that we realized what a great legacy she really has, by 

providing life for another human being. During the service we had “On 

Eagles Wings” played. The day was gray but at that moment, as we sat 

facing the congregation  the sun came shining thru the windows 

falling on our faces. We felt it was Heather smiling down on us telling us 

she was safe and O.K. 

 

 Prior to returning to Florida we met with Judy and she provided 

us with the name of an organization in Florida called Life Link. We 

also told her that as a family, we wanted to become active with Finger 

Lakes Donor Recovery in Rochester. 

 

  

We returned to Florida still grieving for the loss of Heather. We 

did however contact Life Link in March and Jan and I put on an 

informational session promoting organ donation. This included our 

story along with a lung recipient who told of his experience. A  

representative from Life Link was present to answer questions. 

We opened the session, of approximately 100 people, asking them to share 

personal stories about transplants received and donated. One of them was 

a pilot who told of his experiences in  transporting organs. There were 

approximately 15 who signed up to register in Florida and many more 

who were going to register when they got back to their home state.  

 

 A few weeks after this meeting, a lady who attended our program approached me in a grocery store and told how 

moving the session was. She said that on her birthday she noticed the blood mobile where we live and she decided to give 

a gift that day rather than receive one.  She not only donated blood but planned to register as an organ donor when she 

returned home.   

 

 April was “Donate Life Month.”  Scott was recently invited by Finger Lakes Donor Recovery to attend a 

Rochester Amerks Hockey Game to drop the ceremonial puck. This was to honor all donors and allow people to register 

as organ donors. 
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 Our lives have changed, but our silver lining, is that Heather did make a difference. We now carry her legacy on 

with pride and the hope of helping others by becoming pro-active in the support of organ donation. 

 

UNOS – United Network of Organ Sharing 
 
U.N.O.S. has affected every single one of you who is reading this newsletter.  Some of you don’t even know it.  

Some of you knew about their involvement, but still aren’t sure what role they had in the donation process.   

 

For most people, they hear the word “UNOS” and think of a television show that the saw which dealt with a 

transplant.  Any medical television drama will refer to UNOS when they are doing an episode on donation, but 

still not many people understand exactly what UNOS is and does. Here is some information about UNOS to fill 

in the blanks and answer questions that you might have about the important role it had in your loved ones’ 

donation. 

 

For every person who needs an organ transplant, they have to be “listed” with UNOS, the United Network of 

Organ Sharing.  Transplant candidates usually wait for some length of time because there are not enough donor 

organs for all who need them.   The person gets listed by their transplant center when they meet the 

requirements.  If a person isn’t listed, they aren’t eligible for a transplant.   

 

These steps occur when getting listed to receive a transplant: 

 The person is evaluated by a medical team at a transplant center specific for the organ in need.  
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 Many factors are considered for qualifying to get listed, such as medical compliance and overall medical 

health, just to name a few. 

 If accepted as a transplant candidate, they are registered on the National Organ Transplant waiting list. 

 A support system needs to be developed for the transplant candidate. 

 A financial strategy is created to make sure that the transplant candidate can continue to afford their 

post-transplant medications. 

 Some patients choose to get listed at 2 transplant centers in hopes of receiving an organ faster 

 

Matching Organs 

Under contract with the U.S. Department of Health and Human Services' Health Resources & Services 

Administration (HRSA), and the United Network for Organ Sharing (UNOS) maintains a centralized computer 

network called UNet.
SM

 UNet electronically links all transplant hospitals and organ procurement organizations 

in a secure, real-time environment.  

 

Matching Donor Organs with Transplant Candidates 

When a deceased organ donor is identified, a transplant coordinator from an organ procurement organization 

(OPO), accesses the UNet system and enters necessary medical information about the donor. The system uses 

this information to match the medical characteristics of the candidates waiting against those of the donor. The 

system then generates a ranked list of patients who are suitable to receive each organ. Factors affecting ranking 

may include: 

 tissue match 

 blood type 

 length of time on the waiting list 

 immune status 

 distance between the potential recipient and the donor 

 degree of medical urgency (for heart, liver, lung and intestines) 

 

The person at the top of the list is usually the sickest, but needs to be healthy enough to withstand the rigors of 

transplant surgery.  If the transplant surgeons feel that the patient isn’t healthy enough, or the organ isn’t 

healthy enough, the transplant surgeon may decline the organ for that person, and the transplant center for the 

next person on the list is contacted.  This process is repeated until there is a recipient.  This process happens for 

each and every organ being placed.  If one person is donating 6 organs, this process is repeated until all 6 

organs have a recipient.   

Once recipients have been found, then it is a matter of coordinating the different surgeons’ availability to one 

common time frame in which all can meet at the donor patient’s hospital for the recovery.  This sometimes 

involves arranging for flights for surgeons flying in from outlying areas.   
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Organ Type and Waiting Time 

Most candidates, except those with living donors, wait for an organ due to the shortage of donor organs. 

Because each candidate's situation is unique, waiting times can vary, depending on a number of factors, such as 

those described below.  

 

What determines who will be offered an organ? 

Depending on the organ, there are many considerations. These include but are not limited to: 

 age 

 blood type 

 medical urgency 

 waiting time 

 geographic distance between donor and recipient 

 size of the donor organ in relation to the recipient 

 type of organ needed 

 

How does organ type affect waiting times? 

Heart Allocation 

Physicians assign a status code to individuals waiting for a heart transplant. This code indicates how medically 

urgent it is that they receive a transplant. In addition, the system allocates hearts locally first, and then in a 

specific sequence by zone.  

Lung Allocation 

All candidates waiting for a lung will be grouped together, regardless of whether they are waiting for a single 

lung or a double lung. If one lung is allocated to a patient needing a single lung transplant, the other lung will be 

then allocated to another patient waiting for a single lung transplant. In addition, the system allocates thoracic 

organs locally first, and then in a specific sequence by zone.  
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Heart/Lung Allocation 

If someone is waiting for heart-lung transplant, they will be registered on the individual UNOS Patient Waiting 

lists for both the heart and the lung. When the patient is eligible to receive a heart, the lung will be allocated to 

the heart-lung candidate from the same donor. When the patient is eligible to receive a lung, the heart shall be 

allocated to the heart-lung candidate from the same donor isolated. In addition, thoracic organs are allocated 

locally first, and then in a specific sequence by zone.  

Liver Allocation 

If someone is waiting for a liver transplant, their physician will give them a status code.This code indicates their 

mortality risk score or degree of medical urgency, referred to as a MELD/PELD scores (The Model for End-

Stage Liver Disease/Pediatric End-Stage Liver Disease). The system offers liver to candidates with the highest 

MELD/PELD scores first. Geographic factors are also taken into consideration.  

Kidney Allocation 

The current kidney allocation policy considers characteristics of both the donor and the transplant candidate in 

allocating kidneys equally, efficiently and effectively. A combination of factors, working together, determines 

who receives which organ. These factors include tissue match between donor and candidate; blood type; blood 

antibody levels; length of time spent on the waiting list; whether the potential organ candidate is a child; body 

size of both donor and candidate; and geographic factors.  

Pancreas Allocation 

In general, pancreases are allocated locally first, then regionally and nationally based on certain geographic 

zones. For local pancreas allocation, recipients may be selected from candidates awaiting an isolated pancreas, 

kidney-pancreas combination, or a combined solid organ-islet transplant from the same donor.  

 

I hope this information was helpful. Most of the information provided here was found on the 

UNOS website: https://www.unos.org/ 

 

Donor Family Celebrations 
 
Writen by Susan Miller, Family Services Coordinator 

 

Another 18 months have gone by and it is time once again to begin planning the Donor Family Celebrations.  

This is the one special time we have to thank all the donor families for their selfless act of saving lives in the 

midst of their personal grief after losing their loved one. We stand in awe of your life saving decision and want 

to thank you in an extraordinary way. 

 

This year’s events will be held both in Rochester, September 13, 2015 at 2:00 p.m. at the Double Tree Inn, on 

Jefferson Road and in Syracuse, October 4, 2015 at The Holiday Inn 441 Electronics Parkway.at 2:00 p.m.   

 

They are held in two separate locations to make it easier for you, depending on where you live. 

This year’s invitation list will include families from 2010, 2011, 2012, 2013, 2014 and the first four months of 

2015.   

 

If you are reading this and you are not in those years of donation, but would like to attend one of the events, 

please contact Judy Hess or Susan Miller at (585) 272-4930. If neither are available just leave a message letting 

us know you would like more information.  We will then send you the information packet about the event. 

 

https://www.unos.org/
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Every family who has been through the devastating loss of a loved one and has chosen to donate the “Gift of 

Life” is equally important to us and we want each one of you to be remembered through this ceremony. If you 

have been to the ceremony several times and find it gratifying, please join us again. If you have received the 

invitation in the past and you were not sure you wanted to participate, please join us this year. 

 

At this event we showcase the Quilt Squares made by our local donor families in honor of their loved one.  We 

also display two National Quilts that are especially ordered for these events.  We have refreshments and a 

program which includes a video presentation with  your loved one’s picture in it and a short description of who 

your loved one was, written by you and read to all during the video presentation. There are a couple of guest 

speakers, activities for children if they join you and a memory table which you can bring and set out, during the 

program a special object of your loved one. We leave you with a special memento of the day and hopefully you 

have met some lovely people like yourselves fighting through this journey of grief and living with a new 

normal.    
 

 

 

Have you memorialized your loved one in a special way? 
 

We are constantly hearing about the special ways you remember your loved ones.   

If you would like to share photos of how you have memorialized them, please send them to Judy Hess, via 

email to: judy_hess@urmc.rochester.edu  or via mail to:  Finger Lakes Donor Recovery Network, Attn: Judy 

Hess, 30 Corporate Woods, Suite 220, Rochester, NY 14623.  I will put the photo’s in the next newsletter 

(deadline for submissions Septermber 30, 2015). 

 

The DeFranco family has submitted 

these two photos to show how they have 

memorialized their son with birdhouses 

that they have made themselves.   

 

The project first started out as a project to 

help their granddaughter, but then realized 

how much it helped them, so now they 

have created these birdhouses to honor their 

son who became a donor.  

 

mailto:judy_hess@urmc.rochester.edu
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Changes in Lauren’s Law 
 
Legislation was recently passed that will modify Laruen’s Law, making the question on DMV applications regarding 

organ donation a required field to fill out.  It is hoped that this change will increase the number of registered organ donors 

in New York State.  

 

Lauren’s Law was named for 13-year-old Lauren Shields of Stony Point, in Rockland County. She received a heart 

transplant when she was 9. “Because so many people are waiting in New York for a transplant, it’s very important that 

those people get those transplants before they do pass away,” said Shields. “Because I was in this situation, it’s very 

important to me.”   

 

“It has not been an easy journey but I’m so grateful to my donor, my angel for giving me my second chance at life. Make 

no mistake about it, this law may be named after me but it is for the thousands in New York that are waiting for a 

transplant right now,” Shields said. 

 

Shields suffered a stroke after her transplant and had to relearn how to walk because she became so ill. She said the goal is 

to add more donors to the list to prevent anyone else from dealing with what she went through.  “I’ve been trying to 

spread the word on organ donation in hopes of inspiring people to be organ donors. I waited a long time waiting for my 

transplant and I just don’t want anyone else to have to wait as long as I did. I’m hoping that this law is going to make 

people sign up to be organ donors,” said Sheild. 

 

 

http://newyork.cbslocal.com/2012/06/22/ny-legislature-passes-laurens-law-in-hopes-of-boosting-organ-donor-enrollment/
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The law adds the following language to DMV applications for driver licenses and non-driver identification cards: “You 

must fill out the following section: Would you like to be added to the Donate Life Registry? Check box for ‘yes’ or ‘skip 

this question.'”  

 

 This was all done in the hopes of increasing the number of registered donors. The problem with the original law was that 

the New York State DMV was allowing applications to be processed without having the question answered.    Because the 

statute (and text on the DMV form) did not invalidate an application that left the organ and tissue donation section blank, 

it has not resulted in as much of a change in the administrative processes at the Department of Motor Vehicles as had been 

hoped. 

 

Now, Section 1 amends section 4310 of the Public Health Law to remove language which allows an application for a 

driver’s license to be processed even if neither the “yes” or “skip this question” box is checked in the section relating to 

signing up as a organ donor. 

 

The new law adds the following language to DMV applications for driver licenses and non-driver identification cards: 

“You must fill out the following section: Would you like to be added to the Donate Life Registry? Check box for ‘yes’ or 

‘skip this question.'” 
 

 

 

 

 

Upcoming Events: 
 

 

Save the Date….. 

 

July  

 

17 Syracuse Chiefs Donate Life Night 

23-26 Oswego Harborfest 

 

September 

 

13 Donor Family Celebration, Holiday Inn, Liverpool  

 

October 

 

4 Donor Family Celebration, DoubleTree, Rochester 

 

  
 


