
RIDGES\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 would like to resume emailing BRIDGES to you, our donor families. If you haven't done so 
already, 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.

 

A New FLDRN Donor Family Support Page on Facebook! 

We have recently created a new Donor Family Support Page on Facebook. It is called the 

―FLDRN Donor Family Support Page.‖ The new Page has all of the same features but provides 

increased privacy and security for all our families.  We currently have 43 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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Holiday Gatherings 

This is the third year that we had a holiday gathering!  We get together to meet other donor 

family members and strategize how to get through the holiday’s when most people who have 

experienced a loss have the most difficult time.  Most of the time is spent getting to know each 

other and building relationships with others who know what it’s like to lose a loved one.  

This year we spent some time on quilt squares.  As some of you know, you have the opportunity 

to create a quilt square to be incorporated into a regional and/or regional quilt, but many are 

perplexed about what or how to make these.  There were quilts on display and some crafting 

suggestions so you can create your own unique square that pays tribute to your loved one.   

 

 

We enjoyed welcoming our Rochester Holiday 
Gathering guests. 

Even Miss Maggie attended! 

It was a special night with our guests at the 
Syracuse Holiday Gathering. 

Proudly displaying memory quilts. 



Guest Story 

As you know, we ask those who have a personal experience with donation to send in their story.  

We recently reached out to a gentleman who we had met at a support group for people who were 

waiting for a heart transplant. Confined to Strong Memorial Hospital for almost a year awaiting a 

new heart, we were so touched by what he was going though that we asked him to share his 

story.   

After WAITING FOR 10 MONTHS at Strong 
Memorial Hospital, Fred Gets a New Heart 

Fred Knewstub once ran five marathons, several half-marathons and in other endurance runs.  

Then, when he felt ―something like a butterfly‖ and light headed, he heard the alarming news: He 

had serious cardiomyopathy causing congestive heart failure. Admitted June 14, 2013 to 

University of Rochester Medical Center/Strong Memorial Hospital, he was only discharged on 

May 5, 2014. 

Here’s Fred’s first-person account of how a new heart, when he finally received it, gave him a 

second chance at life. 

 

BY FRED KNEWSTUB, A RETIRED ITHACA TEACHER 

Finally, when I had just about given up hope after waiting more than 10 

months at Strong Memorial Hospital in Rochester to get a heart transplant, I 

received the gift of life. On April 16, 2014 I had my dying heart removed and 

a donor’s heart transplanted. 

When I found out there might be a heart available that special day, I tried hard 

not to get my hopes up. I had seen a number of patients getting prepared for a 

transplant only to find out at the last minute it was not going to work out. 

Nevertheless, as my daughter, Joby, with her three children walked down the 

hall towards me just two minutes after I had heard about the potential heart, I cried as I told her 

about the real possibility of getting a heart within hours. 

When I called my wife, Linda, she jokingly asked, ―Did you get your heart yet?‖ I said, ―Well, 

actually…‖ She dropped everything and was soon on her way from Trumansburg. Luckily, the 

transplant was a go and my family was able to get there in time to wish me well before I went 

down to surgery. 

It felt like a miracle, like I was in a dream. The surgery was successful, and it’s been over 

five months since the surgery. I feel so very lucky and blessed to be home with my wife and 
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looking out at my backyard. A miracle had happened. I had received the greatest gift I could ever 

have. 

Super-Active and Then a Patient with a Serious Heart Ailment 

During the 1990’s I ran five marathons, several half-marathons, extensive runs along the Finger 

Lakes Trail, 10K’s, and 5K’s. I completely enjoyed running. It made me feel free and healthy. 

One day I told my doctor that I had felt something like a butterfly and then felt very light headed 

and that this had happened several times. He referred me to a cardiologist to have it checked out. 

During my first visit with the cardiologist, he informed me that I had serious cardiomyopathy 

causing congestive heart failure, and that we would be seeing a lot of each other. He was 

shocked to hear about my running, and said it was quite unusual for a person with a heart 

condition to be able to run that much. 

The cardiologist said no more marathons, but if I felt good enough, a half-marathon was the 

limit. That was in 2001. He had me wear a halter monitor to monitor my heart rhythm. He saw 

that I had ventricular tachycardia, a potentially fatal rhythm. So I received an ICD, an implanted 

cardio defibrillator, which could monitor my heart’s rhythm and deliver a powerful shock if it 

detected the fatal rhythm. The ICD saved my life several times. 

I did keep running with my buddies. We would run four to 10 miles regularly, and it always 

made me feel good. 

Congestive Heart Failure Worsened and the Need for a Transplant 

In 2012, my congestive heart failure got steadily worse and my symptoms became increasingly 

noticeable. My cardiologist referred me to Dr. Eugene Storozynski in Rochester. Dr. 

Storozynski, an Associate Professor in the Department of Medicine, Cardiology, concluded that I 

needed a heart transplant and referred me to Strong Memorial Hospital for a right heart 

catheterization. 

This indicated I was indeed a candidate for either a left ventricular assist device ( LVAD) or a 

transplant and was admitted to the 7th floor cardiac unit on June 14, 2013. I did not leave until 

May 5, 2014. 

After the shock of becoming an institutional resident, I started to get to know the other members 

of the community I was now living in. I was bored and so were many of the other long-term 

patients. I got the idea that we could have ―Movie Night‖ and ―Game Night.‖ 

At Strong, 7-34 (as it is fondly referred to) is where the patients in need of a transplant wait until 

a heart becomes available. After the shock of becoming an institutional resident, not able to be 



home with my wife, or playing with my grandchildren, I started to get to know the other 

members of the community I was now living in. The nurses were excellent and the doctors were 

highly skilled. But, I was 

bored and so were many of 

the other long-term patients. 

I got the idea that we could 

have ―Movie Night‖ with 

heart healthy snacks and 

gained permission to access 

a conference room with a 

computer, projector, and an 

outstanding sound system. 

Soon, ―Game Night‖ was 

added to the weekly social 

calendar as well as puzzle 

challenges and trivia 

questions. We enjoyed the 

break from the monotony of 

waiting for a heart and 

praying that one would 

become available before it 

was too late. 

In addition to breaking up the 

boredom and having 

something to look forward to 

each week, we all enjoyed the 

interaction with one another. 

As patients in different stages 

of a progressive disease, we 

had a chance to vent, share 

histories, and make important 

human connections. 

 

 

A Small Patient Library Helped Pass the Time 

By the fall of 2013, I began reaching out to the Rochester Public Library to investigate the 

possibility of borrowing a small rotating collection of books, videos, CD’s and audio books. The 

public library was very supportive. They sent a great selection of materials each six weeks in 

addition to any specific requests the patients might make. 

 

Fred Knewstub walks with wife Linda as they exercised in the 
hallways at the University of Rochester Medical Center. 
(Photo courtesy of the Democrat & Chronicle.) 
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When word got out that we were starting a small patient library, book donations starting pouring 

in. At one point I kind of got in trouble because there were more books than the small space we 

were allotted. 

In many ways these projects were actually selfish. They gave me a sense of purpose, a semblance 

of control, and connection with the outside world. I’m grateful to the staff of 7-34 for giving me 

so much support in these endeavors. They seemed to realize that these ―projects‖ of mine were 

critical to my sense of well-being. 

Support from Heart Recipients, Family and the Community 

Another great support was Bob and Gates, former heart recipients, who visited the unit often. 

They came in regularly to check on each of us and spent valuable time talking and encouraging 

all of us to hang in there and stay strong. These people were a tremendous help to me and my 

fellow patients. 

 

Outside the hospital, front row, from left to right: Two of Fred’s grandchildren, Boden and 
Hatteras, who are sitting alongside Fred. Back row, from left: Joby (Fred’s daughter); Linda 
(Fred’s wife) and grandson Reuben. The picture was taken in the spring of 2014, a couple of 
weeks before Fred’s transplant on April 16, 2014. 
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The greatest support of all was my family. They visited regularly, sent cards, pictures, notes and 

gifts. My wife Linda brought me nourishing soups and food from home to break the monotony of 

the hospital diet. I would not have survived without her conscientious and continuous support. 

My children, grandchildren, and extended family from Philadelphia and Syracuse all visited and 

sent care packages. As lonely as it sometimes got, I always knew that they hadn’t forgotten me. 

I also felt a great deal of support from my community. This support came in the form of visits 

and calls but also from hundreds of colorful origami cranes that were folded by my 

grandchildren and their schoolmates. I even received a box of cranes from as far away as New 

Zealand. I felt like Sadako in the Japanese tale and was overwhelmed by the generosity and care 

that came from my community. 

In addition, our family planned a special fundraiser. We will never be able to thank the many 

individuals businesses in Ithaca and Trumansburg that contributed to making the event a success. 

The Months Dragged On. Then, Finally, a Possibility of a New Heart 

In spite of all the support and positive energy, the waiting continued and the months dragged on. 

I was getting sicker and sicker with each week and gradually getting more discouraged. I began 

to fear that I would never go home again to be with my wife and family; never walking free 

without tubes and an IV pole as my third leg. 

I had almost given up completely until that day when the nurse practitioner poked her head into 

my room and said, ―Could I speak with you? There’s a possibility that there may be a heart for 

you today.‖ I couldn’t believe it. A miracle was taking place. I was about to receive, from a total 

stranger, the most important gift of all, the gift of life. 

I hope to have the chance someday to thank the donor’s family and express what that gift has 

meant to my loved ones and me. It is hard for me to express in words just how grateful I am to 

the nurses, doctors, donors, family, friends, community, fellow patients and heart recipients. 

Everyone, thank you. Thank you. Thank you! 

 

 

 

 

   

           



Donate Life and the Rose Parade Float 
 

 

Every New Year’s Day, the Donate Life Rose Parade Float serves as a memorial to organ, eye 

and tissue donors. Introduced in 2004, it also provides a platform for donor families, living 

donors and transplant recipients to inspire the world.  

It’s seen worldwide by millions of people. One of the most celebrated traditions on New Year’s 

Day is to enjoy viewing—either in person—or by watching on TV, the Annual Rose Parade in 

Pasadena, California. 

The Rose Parade is hosted annually by the Pasadena Tournament of Roses, a volunteer 

organization. 

Each year, donors are honored with floral memorial ―floragraph‖ portraits that grace the Donate 

Life Float. A floragraph is a portrait created with floral materials. The loving and generous 

individuals portrayed in the floragraphs leave a positive impact on their families, communities, 

and those they helped. 

Follow the Donate Life Float on Social Media 
Be part of Donate Life America’s celebration and get a behind-the-scenes look at all the float 

activities. 

 

Facebook: https://www.facebook.com/DonateLifeFloat  

Twitter: https://twitter.com/DonateLifeFloat 

Instagram: http://instagram.com/donatelifefloat 
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Finger Lakes Donor Recovery Network Dedicates Rose 
 

Written by Rob Kochik, Executive Director, Finger Lakes Donor Recovery Network 
 

I am pleased to share with you that I have dedicated a rose In Honor of FLDRN Donors and 

Donor Families on the 2015 Donate Life Rose Parade Float, themed "The Never-Ending Story." 

 

On January 1, 2015, my dedicated rose will be part of the Donate Life float's Dedication Garden, 

which will be filled with thousands of roses with personal messages of love, hope and 

remembrance.  

 
My personal dedication can be viewed by clicking here on the Donate Life Float website under 

FLDRN Donors.  

 

Warm regards, 

Rob Kochik 

DEDICATING YOUR OWN ROSE 

There is a way for you to dedicate your own rose 

to be included on the Donate Life ―Never Ending 

Story‖ float that will premiere the 2014 Rose 

Parade.  So far, the Rose Parade Donate Life float 

committee has received 1,000 rose dedications of 

love, hope and remembrance to their ―Dedication 

Garden.‖  Their goal is to have more than 7,000 

roses to be placed on the float.   

They are offering a $100 Rose Dedication 

package which includes a signed rendering of 

―The Never-Ending Story‖ float design.  All 

dedications received by December 1st will be 

mailed out by Christmas. Dedications received 

after December 1st but before December 23rd will be placed on the Donate Life float, but 

acknowledgements will be mailed out after January 1st. To dedicate a rose, please click on this 

link: 

http://www.donatelifefloat.org/prod/components/dedication_garden/individual/ 

 

To read the hundreds of heartfelt dedications, please click on this link: 

http://www.donatelifefloat.org/prod/components/dedication_garden/dedications_2015.html 
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SAVE THE DATES!  
 
Upcoming Events: If you are interested in attending any of these events and need more 

information, please call the office at (585) 272-4930. 

December 
 

1 Harbor House of Rochester Tree Lighting Ceremony  

Double Tree, Rochester. 6:00- 7:30 PM 

 

5 St. Joseph’s/Upstate Donate Life Rose Ceremony; St. Joseph’s Hospital L-100A; 6:30PM 

 

8          Rose Parade Send-Off Celebration for FLDRN Donate Life Float Honorees 

Strong Hospital Lobby; 10:30 Press Conference; Reception to follow in Conference 

Rooms A & B above Main Lobby 

January 2015 
 

1 2015 Rose Bowl Parade – Featuring the Donate Life Float: ―The Never Ending Story.‖  

 

March 

 

4          NYAD Budget Lobbying Day 

 

April 

 

10        DONATE LIFE Amerks Night: Blue Cross Arena, Rochester 

15        Upstate/St. Joseph’s Donate Life Events; Upstate Performance Center; 11:00 AM 

25        Upstate/St. Joseph’s Donate Life Registry Drive; Destiny USA 

 

 

May 

 

12        NYAD Spring Legislative Education Day  

 

September 

 

13        Donor Family Celebration: Holiday Inn, Liverpool  

 

 

October 

 

4          Donor Family Celebration: Double Tree in Rochester 


