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CRN Family Conference:  “Winds of Change”, 

July 16-18, 2015 in Chicago, IL 

continued on page 4 

By Kirsten Stilke 

On September 26, 2014, our worst nightmare became a 

reality.  We lost our 8 year old daughter, Livia Grace Stil-

ke to a very rare disease known as Fibromuscular Dys-

plasia.  Our world was crushed, ripped out from under-

neath us, and life as we knew it has ceased.   

Livia had Cystinosis, just like her 12 year old brother Ma-

son.  The Fibromuscular Dysplasia had gone undiagnosed 

for her entire life, unknown to us. While we were con-

quering cystinosis; this extremely rare disease, was har-

boring itself inside her body, waiting ever so patiently to 

take our little girl up to Heaven. The bittersweet reality is 

that we fought hard against cystinosis, but then this   
Livia Grace Stilke 

The Cystinosis Research Network (CRN) is pleased 

to announce that the 2015 Family Conference will 

be held July 16-18, 2015, at the DoubleTree by 

Hilton Magnificent Mile in Chicago, IL.   This will 

be CRN's seventh family conference.  We hope 

you will plan to join us and learn about the latest 

updates in cystinosis research through lectures, 

workshops, poster sessions, and medical and pa-

tient panels. There will also be opportunities to 

socialize with other patients and families, which 

will provide valuable connections and friendships that will last a lifetime. This is a great 

chance to meet others who are walking in your shoes. 

CRN is committed to providing family support to those living with cystinosis. The family 

conference brings families and the medical community together to share hope and sup-

port. 

CRN has budgeted for a number of Conference Scholarships to help families/individuals  

 Continued on page 13 
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CRN Family Conference – Can you feel the Winds? 

by Jeff Larimore 

 

The swell of conversation regarding the Cystinosis Research Network Family Confer-

ence to be held in Chicago from July 16-18, 2015 actually began shortly after the suc-

cessful 2013 Family Conference held in Washington DC. Discussion circulated on what 

is the best format to keep the energy flowing. The exchange of ideas on how to keep 

all in attendance, young and not so young, professional or teen with Cystinosis, en-

gaged and electrified, however  to not lose a core focus that the Family Conference 

could be a new family’s  first introduction to those with Cystinosis. This was the case 

for our family in July 2009.     

CRN strives for the Family Conference to be a gathering open to debate where the 

possibilities of beneficial change can be borne for the betterment of the Cystinosis 

community. We are rewarded that research and medical professionals of many disci-

plines throughout the world put the CRN Family Conference on their schedule to par-

ticipate. We also receive tremendous support and engagement from professional or-

ganizations such as Raptor Pharmaceuticals and Sigma Tau Pharmaceuticals who pro-

vide updates on approved treatments but also seek new information from families and 

physicians to enhance their research capabilities and provide the Cystinosis communi-

ty with potentially better treatment alternatives. 

But the true essence of the CRN Family Conference is to recognize the individuals who 

have to manage with Cystinosis daily. The opening reception will be exhilarating with 

dialogue as CRN proudly presents “Dream, Achieve, Inspire”. This exhibition will pre-

sent the artistic talents of cystinotic individuals from six continents across the globe 

and will be a travelling, worldwide exhibit. 

To the families of the newly diagnosed and the youngest generation, the Conference 

will provide a safe and secure daycare facility where the children will be given direct 

attention and endlessly entertained. The parents and caregivers will be provided the 

opportunity to freely converse with the highly committed medical experts in managing 

Cystinosis and capture the multitude of experiences of families in attendance.   

For the teens, CRN has teamed with Global Genes and SmithSolve to present the 2nd 

Cystinosis Teen Adventure. This dynamic program will provide peer activities through-

out Chicago and will include professional dialogue concentrating on Teen Transition 

issues. 

For the adults with Cystinosis, the Family Conference becomes the setting for you to 

be the new mentors; to share your experiences of endurance but also to be forthright 

on how managing with Cystinosis can be improved. We will be listening… 
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The Conference will include the presentation of the Above and Beyond 

Recognition Award and will once again wind down with the entertaining Din-

ner Dance. This year’s musical guest Tori Lynn Jones will get everyone on 

their feet to rock the house. 

My sincerest thanks to the Family Conference Committee chaired by Christy 

Greeley for developing a comprehensive program and agenda that will pro-

vide a feeling that the “Winds of Change” are with all of us. 

  

 

 

CRN President, Jeff Larimore 

CRN Advocates for Cystinosis during Rare 

Disease Week on Capitol Hill 

In honor of Rare Disease Week in February, CRN representatives Christy Greeley, José Morales and 

Rebekkah Palmer attended an event sponsored by the Rare Disease Legislative Advocates organization 

which brought together members of the rare disease community from across the country to share their 

unique stories, ideas, and make our collective voice heard on Capitol Hill. We met with several Sena-

tors and Representatives from Illinois, Arizona and Wisconsin to explain the needs of the rare disease 

community using cystinosis as an example.   The large presence of dedicated advocates helped to 

make this event a great success. Their enthusiasm and positive spirit helped make Rare Disease Week 

2015 both productive and fun. - See more at: http://rareadvocates.org/rdw/#sthash.UUUKNe4D.dpuf 

  

  

  Christy Greeley and 

Rebekkah Palmer 

(left)  

 

Advocates for those 

with rare diseases, 

attending the Capitol 

Hill event (right) 

C:/Users/tschleuder/Documents/Custom Office Templates


 

P a g e  4  

T h e  C y s t i n o s i s  A d v o c a t e  

 

 

disorder, also known as FMD, crawled its way into her body at 

birth, and took her from us eight years later, with no indication.  

We have since learned we were blessed to have had 8 years with 

her, and not less than that.  Still not fully capable of understand-

ing the hits our family has taken, and not able to conceptualize all 

the why’s in our circumstances; we have come to see that Livia 

was beyond special.  There was no warning, nothing we could do 

to stop it, and now here we sit with only memories. Memories we 

would like to share with you, as these are the things allowing us to 

slowly take each breath and awaken to a new day.  This is the sto-

ry of our family and our journey.  As we remember our sweet Livia 

and all that she was to our family, we hope our story brings inspi-

ration, and a message of how one little girl embraced her life to 

the absolute fullest. 

I look back, less than a year ago, and I have to say, our lives were 

awesome, perfect perhaps.  In my own little skewed world of per-

fect, I thought it was just splendid.  Yes, both kids had cystinosis, 

yes we have the health issues, but you know what, despite all those bumps in the road, 

we had each other.  Mason and Livia were happy, “healthy”, and enjoying life to its full-

est. We have an amazing family, friends, two beautiful children, a dog, a home and good 

jobs.  Yes, we had hit it folks.  We had hit our own little world of perfection.  Seven 

months ago, I was worried about our crazy morning routines, our after school events, our 

hectic weekends, but I relished in it.  It was the family; the dream Dave and I both 

wished for. Two amazingly beautiful, smart, kind children who put smiles on our faces 

every time they walked into the room.  Yes, this was my perfect.  

Our lives weren’t always easy, far from it actually.  So, when I reflect, I look at how far 

we had come. How many obstacles we had courageously fought, and I am proud of us.  

We were doing it. Every bump in the road, we picked ourselves up, dusted ourselves off, 

and somewhere down deep, mustered the strength, and bravery to continue forward.  We 

all have those moments, those incredibly difficult moments in time that rock our world, 

and make us question everything we were taught to believe. I know that especially all of 

us who have kids who were diagnosed with cystinosis, that little dream of a perfect world 

for your kids’ changes, and at first, we do not believe that a perfect reality is possible.  

So, I understand that it may be hard to think that anyone could have anything resem-

bling a perfect life.  But for us, we still found our version of perfect.   

Late in September 2014, as our kids were just getting into school, and just settling into 

their routines, we had news that would forever change our perfect world.  It’s the phone 

call that changes your entire life.  That phone call from Livia’s school telling me that she 

collapsed on the playground, will be forever engrained in my memory.  Just two short 

weeks later, we would be saying good bye to our beautiful little girl Livia. Goodbye to our 

perfect little world.  At 8 years old, my blonde haired, blue eyed, little angel, left this 

LivGracefully cont. from page 1 

The Stilke family, back row 

Kirsten and Dave, front row 

Masion and Livia. 
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world so unexpectedly, it shattered our core, and took a piece of us with her forever.  Nothing could have pre-

pared us for this tragedy. 

I cannot adequately even begin to explain the pain, sorrow and emptiness we now feel.  It is every parents’ worst 

nightmare, and we are living it.  There were several months, I kept asking myself to just wake up. To get over this 

awful, terrifying reality, but no matter what, I couldn’t.  I couldn’t wake from this, I could barely muster the 

strength to breathe, let alone face the reality of one of my children no longer being in our perfect world.   

Every minute of every day, I think about Livia. I think about what she 

would be doing, what she would say, or what she would be thinking.  And 

with every thought that I have of her, I also bear a smile.  I am able to 

smile because of the joyful memories I have of such a wonderful, true 

little girl.  I was beyond blessed to be her mom and we were blessed to 

be her family, and as I think about that statement, I remember why.  I 

remember the stories of Livia I have deep down inside that remind me 

just how truly fortunate we were to raise her, teach her and just be with 

her in her life.  Dave, Mason and I were chosen to be the ones that were 

lucky enough to get her in our perfect little world. We were blessed be-

cause of all the things this little 8 year old girl taught us. Yes, believe it or 

not, she taught us so many things.   

All I have left of Livia are those memories. Memories that as I reflect up-

on, make me realize what a gift she obviously was, but also what she has 

taught me.  I have always known, since her birth that she was special 

beyond words.  I knew in my heart this little girl, would somehow form 

me into the person I am today.  But as I am forced to have only memo-

ries, I also have this incredible reflection.  I look back at the way Livia 

lived her life. Although the pain is real, and the reality is terrifying; I find 

peace in sharing with you who my daughter was, and the things she 

taught me. Our story unfolds with the birth of our daughter, Livia. 

In 2005, Dave, Mason and I welcomed a beautiful baby girl into the 

world.  Our threesome finally turned into our much anticipated foursome!  

She was radiant and just perfect.  We knew that Livia needed a very spe-

cial name, as we were blessed to have been given the opportunity to be parents once again.  We chose her name, 

Livia Grace, as we felt it was “God’s Grace” that we were blessed with another chance to be parents; another pre-

cious life.   

Mason was beyond excited.  At 3 years old he had someone to talk to, play with and teach all the beautiful lessons 

of the world.  Mason was diagnosed with cystinosis at 18 months old, so at this point, we had finally grasped this 

new path we were forced upon, and we were embracing it as much as we could. When a diagnosis like cystinosis 

enters your life, it forever changes you, but we were quickly forced to adapt to those changes and find a new nor-

mal. At 1o weeks old, Livia, too was diagnosed with cystinosis which was a crushing blow.  Hysteria set in, once 

again, just as it had with Mason’s diagnosis. As if the first diagnosis wasn’t enough, the second tested every ounce 

of faith we had left, leaving us on the edge of ruin.  

But then, like an epiphany I cannot explain…. I felt a calm, an almost sense of relief.  As I sat, looking at my busy 

3 year old son, gently kissing his baby sister on her cheek, I, at that moment realized that Livia’s diagnosis was 

actually a gift.  I know, it sounds nuts, but let me explain.  At that moment in time, I realized that my son, would 

Mason and Livia in Washington D.C. 



 

P a g e  6  

T h e  C y s t i n o s i s  A d v o c a t e  

 

 

not be alone on this journey, this path that we were thrown upon.  He had a partner. A 

sister, a friend to hold his hand, and to walk upon this path together.  Dave and I had at 

this point gotten our routine down.  We had our fights, our issues with meds, and we were 

finally at a comfortable pace with it.  We knew, with all the fury and strength we had to 

conquer this when Mason was diagnosed. That same fury, strength and commitment came 

to us when Liv was diagnosed.  We knew we would handle this. We would get through this 

all together.  This was our family. Our children have cystinosis, and that bittersweet reali-

ty was going to take all the courage we could gather. But we were ready. 

Their true commitment to one another persevered and was truly inspirational.  Their bond 

started at a very young age, and through the years, and through all they have endured, 

their bond grew into something, I cannot fully explain.  Livia just adored Mason, and it 

was so evident.  From the time the girl was born, she would do anything she could to be 

by him, play with him or learn from him.  If you saw both of them, you knew they shared 

a special bond, they were truly best friends.   

Livia was such an incredible little sister and daughter.  I know 

we’re her parents and quite biased at that, but I have to say, she 

was special; from her breathtaking beauty, and her delicate fea-

tures, her porcelain skin and her stunning blue eyes.  Her kindness 

and her huge heart was something you just don’t see every day. 

From the time Livia was born, she was angelic. Livia had a birth 

mark on her neck.  We called it “God’s kiss”.  We always told her 

that only a few very special people have a birthmark.  It is a sign 

from God that she is special.  She knew this, we told her often.   

She was a pistol.  Our spunky little lady, who loved to dress up 

and wear jewelry, polish her nails, and catch butterflies in the 

yard.  Livia was a Brownie member and loved her troop and her 

leaders.  She couldn’t wait for the next meeting and put on her 

sash with such pride. She still loved to cuddle up on our laps and 

snuggle with her blankie.  She loved more than anything to swing 

on her swing set daddy built.  “Mommy, see how high I can go”, 

she would always say to me.  She would sing songs loudly as she 

went back and forth, and we would look out the window, hearing 

her beautiful, unmistakable voice, giggling with delight at the 

beauty of her being.  The effervescent splendor of that hair blowing in the wind, and those 

beautiful long legs kicking back and forth!  What I wouldn’t give for one more look at that. 

Livia had passion for so many things.  But most importantly, her passion was her family.  

Her brother was her world and although we had the sibling fights and normal sibling argu-

ments, they were beyond a dynamic duo! Just as she adored her brother, there was an-

other boy in her life, whom she adored just as much.  It was her puppy, Reese.  When we 

first got Reese, he would only do certain things for Livia that he wouldn’t do for anyone 

else.  We called her our “Dog Whisperer”, and she relished in that title.  In the hospital, all 

she talked about was coming home to Mason and her dog Reese. Her plan was to buy a 

bone for Reese on the way home from the hospital so when she walked in the front door, 

she could surprise the dog with it.  Our little Livia has always been very nurturing and car-

Livia and her beloved 

dog, Reese 
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ing, and always thinking of others before herself. 

The funny thing about Livia, is that she was always full of surprises.  Liv 

always had her coat pockets full of goodies. Whether it was rocks, bar-

rettes, dog treats or a treasure.  I remember one particular instance, 

about three weeks prior to her passing. We were at Mason’s soccer 

game and she reached inside her pocket and pulled out these little 

seeds that lay in her tiny hand. I asked her what all those things were. 

She explained they were “tree seeds”, and she had gotten them off 

trees at her school.  I asked her why?  She said she and her friend 

walked around their school “planting trees”, by scattering those seeds 

all over the playground, in hopes that someday, a new tree would be 

there, and she would be the one who had planted it.  She was quite ex-

cited to tell me of her plan.  I, of course, thought it was an awesome 

plan.  

I reflect on this little girl and these little stories, and I am able to re-

member what perfection is for me.  It is the children we raise. It is who 

they become and how they are able to fight, be brave, and show empa-

thy and love. It’s the home we live in, the people who surround us, and 

the everyday things that make us smile. It’s what gets us out of bed 

each and every day, to do it all over again.  It’s our perfection. 

A few days after Livia passed, we were tucking Mason into bed.  He 

looked at me sadly, and asked me the most difficult question I ever 

heard.  He said “Mom, I just don’t know what my purpose is anymore”.  I 

sat in absolute amazement.  I sobbed, and I was instantly crushed.  His purpose…  He felt that he didn’t have a 

purpose without his sister.  I get that, and honestly I had been asking myself the same question the entire time.  

What is our purpose now in this life without Livia?  I have reflected upon this so much.  I have prayed, and I have 

hoped for a purpose.  Why all this pain, what purpose could these tragedies possibly be?  I may never know, but 

what I do know is this: 

Our life, just like each of you, holds purpose.  Livia’s purpose was beyond explainable. But I can say that her pur-

pose was so much more than her constant love, her bright light, her amazing sense of humor, her beauty and her 

kind, gentle empathy to all those around her.  Her purpose, we believe, was to also stand by her brother’s side 

through their journey together. Her purpose was to fight, to be courageous, to be a force that cystinosis was nev-

er going to make weak.  She didn’t care about cystinosis, and didn’t live her life as if she was affected by it.  She 

rose above it.  She took her pills, all in one swallow, then immediately went onto bigger, better things.  She didn’t 

bat an eyelash at this.  This was a part of her life, but she was not going to let it define who she was.  

Mason has purpose too.  But of course that purpose changed to the extreme when Livia left us. Mason was the 

protector, the teacher.  He is kind, caring, empathetic and completely hilarious!   He would, for 8 years, teach her 

the ways of the world, in ways Dave or I could not.  He taught her strength, by example. He taught her how to 

deal with cystinosis, and how to go on with life, even with this completely tiresome disease.  He was her strength, 

as she was his.  As the years went on, they defined their roles.  Each year getting better than the one before. 

Each year, they got stronger, and they came out on top and never looked back.  Each angst, they got back up, 

dusted themselves off, and continued on. 

As we face our reality of tragedy and loss, we also face the fear of finding our purpose again.  Our perfection of 

sorts.  Even in this despair I am able to see that Livia would want us all to find purpose, and find joy and       

Livia and Mason Stilke 
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happiness within these battles we all fight each day.  I know this because she was my 

amazing daughter, who taught me how to find courage and strength when I didn’t think I 

could.  Even though our world is crushed, torn and unmendable, I do know for a fact that 

my family of three is still my perfect little world.  I know this because Livia is still with us, 

in spirit.  She is watching over us, giving us the strength to continue being great parents 

to Mason and continue to persevere.   

I write this tribute because through our pain, and through our sadness, I find inspiration 

in the life my daughter lived. But I also, in my pain, have realized that my story is worth 

sharing.  If we can take anything out of this life, I pray that we can take with it the hope, 

desire and the bravery to continue to fight.  My kids are examples for me.  They teach 

me, and have taught me to go with the flow, and just keep trying, as best as I can, to 

keep my chin up, look forward and trudge through.  Livia will never be far from our 

minds, and she will never be forgotten.  I will make sure her memory is kept alive, 

through the way I live my life, and the way I can hopefully inspire someone else by tell-

ing her story.   

We have started the “LivGracefully” movement in memory of Livia Grace Stilke.  It re-

minds us of how she embodied life to the fullest, and how she went through life, ever so 

gracefully. Through our dedication to Liv, we will help give back to CRN, and all the 

passions this little girl loved so much.  We invite you to Livgracefully.org or on Fa-

cebook to read posts, see pictures or to just be inspired. In keeping her memory 

alive, we hope you all find your perfect, your purpose and to live gracefully, just as 

Livie did. 

There’s a saying that I love. It says that “it takes a village to raise a child”.  It’s this 

“village” that consists of our friends, family, and our cystinosis community who 

have inspired us to continue to find passion and faith to keep moving forward. It’s 

this same village, who has helped us through this awful loss.   We thank you all 

from the bottom of our hearts. I do not know where we would be without each and 

every one of you. From the first diagnosis, to the second, and each countless ob-

stacle, you have all been there, willing to hold our hand as we pressed forward.  Dave 

and I thank you for that. More than I can ever explain, we are grateful for being a part of 

this family and blessed to be a part of this “village”. 

Livia will never be forgotten.  She will never be far from our thoughts and we will allow 

her memory to live on.  But through our grieving, we do have to continue to live and try 

be great parents for Mason.  So, if you see us out for dinner, and we share a laugh or 

two, or if you see us at his soccer game, cheering Mason on, please do not think we are 

no longer sad or mourning for our little girl.  Just know that we are trying to do the best 

that we can, and just because you see us laughing during the day, doesn’t mean we are 

not crying ourselves to sleep at night.  Your support, prayers and love will continue to 

allow us to live a life; a different life, but a life for our amazing young man.   

May the sweet memory of Livia remind us all how to “LivGracefully”. 

(To learn more about Livia Grace Stilke and how her family plans to honor her memory 

please visit   http://www.livgracefully.org/ ) 

http://www.livgracefully.org/
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by Jeff Larimore 
          

The Cystinosis Research Network, Inc 

Financial Review – Accrual Basis 

 

For the 3 months ended March 31, 2015 

 

Revenues 

 

For the three months ended March 31, 2015, total income secured of $133,600 was approximately 

three times more than the same period in 2014.  This increase was attributable to better financial 

results from Fundraising activities and corporate donations supporting the 2015 Family Conference.  

 

Expenses 

 

Total operating expenses of $55,000 were 50% more than operating expenses for the same period 

during 2014. Research grant expenditures in the first quarter of $27,000 was the primary reason for 

the increase in operating expenses as compared to the same period in 2014.  

 

Net operating income of $74,000 for the three months ending March 31, 2015 exceeded the net 

income of $8,000 for the same period in 2014. Total increases in 2015 revenues exceeded increased 

research grant payments generating favorable financial results. 

 

Net change in cash through 

March 31, 2015 was an 

increase of approximately 

$80,000. Total cash on 

hand was $505,000 at the 

end of the first quarter. This 

increase was derived from 

increases in total income 

received in excess of 

program service 

expenditures. Additional 

expenditures supporting the 

2015 Family Conference 

are anticipated to be made in 

the second quarter 2015.  

 

  

 
 
 

 

 Financial Update 

Jeff Larimore, speaking at a PAS discussion group entitled “Clinical and 

Transitional Research on Rare Disease: A Team Sport” 
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CRN Announces 2015 Scholarship Application  

Deadline 
Cystinosis Research Network is pleased to offer two $1,000 Scholarships this year.  One is for an indi-

vidual with cystinosis.  The other is the Sierra Woodward Sibling Scholarship offered to the sibling of an 

individual with cystinosis.  Information about, and forms for both scholarships, can be accessed on 

CRN’s website https://cystinosis.org/family-support/scholarships.  The deadline to receive the applica-

tions is August 15th, 2015.   

Both scholarships are available to persons attending a qualifying College, University or Trade School.  

They are offered to those beginning their college ca-

reer or already attending college.  They may also be 

reapplied for in subsequent years.             

Completed applications should be received at the ad-

dress below by August 15, 2015 to be considered: 

 

 CRN Scholarships 

 C/O Terri Schleuder            

 40472 Franklin Mill St. 

 Novi, MI 48375  

 
2014 CRN Scholarship winners, Jack Wyman, with his 

sister Kacy, and Caroline Larimore 

CRN Exhibits at the Pediatric Academic Society  

Conference in San Diego  

By Jeff Larimore 

 

The Cystinosis Research Network actively engaged 

in the Annual Meeting of the Pediatric Academic 

Societies held in San Diego, CA in April. José Mo-

rales and Jeff Larimore represented CRN as a Pa-

tient Advocacy exhibitor speaking over three days 

with a collection of medical professionals specializ-

ing in many pediatric disciplines from the U.S. and 

across the world.  

Jeff Larimore also participated in a session discus-

sion titled “Clinical and Translational Research on 

Rare Disease: A Team Sport” as a Patient  

 José Morales and Jeff Larimore represent CRN at the 

PAS conference in San Diego Continued on page 22 

https://cystinosis.org/family-support/scholarships
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Flippin’ Friends Pinball Fundraiser Held in 

Honor of CRN 

by Dave Greeley 

 

Jeff Hooper, a friend of the Greeley family, hosted a fundraiser for CRN back in October 

2014.  The Lincolnshire, IL resident has been a lifelong fan of pinball and owns over a 

dozen machines. The event was a pinball tournament where 40 participants competed, 

including two of the best pinball players in the world.  Former World Champion David 

Hegge won the event, while the host came in fourth place.  The event was an officially 

sanctioned event by the International Flipper Pinball Association and was associated 

with flippinfriends.org, pinball tournaments for a cause. 

  

"Hoop" hopes his tournament will become an annual charity event benefitting 

CRN.  This past year's event raised $1,000 for CRN. Thanks, Jeff Hooper!!! 

 

 

  

 

Jeff  Hooper presents Jack Greeley (both of Lincolnshire, Illinois) 

with a check for $1000 benefiting the Cystinosis Research Net-

work. 
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attend the Family Conference. For more information, see detailed infor-

mation in this newsletter or reference the CRN website at: 

 https://cystinosis.org/events/conferences/2015-crn-family-conference. 

  

2015 CRN Family Conference  

 

Hotel and Room Reservation Information 

DoubleTree by Hilton Chicago-Magnificent Mile, 300 E. Ohio St., Chicago, 

Illinois 

Reservations: on-line with group booking code or by phone 1-312-787-

6100, mention CRN Family Conference for reduced rate. 

 

Website: www.doubletreemagmile.com 

 

Room Rate: $179.00/night plus tax ($20/night for each additional adult (17+) over 2 adults) 

 

Check-in Time: 3:00pm / Check-out Time: 12:00pm 

 

Parking at Hotel: $40.00/per 24-hour period 

 

Group code: CRN  

 

The CRN block of rooms will be released on June 24th, so plan to make your reservations before then.  

Travel and Ground Transportation 

The closest airports to the DoubleTree are Chicago O’Hare (ORD) and Chicago Midway (MDW) International Airports. 

Detailed directions from the airports to the hotel are available on the hotel’s website above or on the CRN website. 

 

There are several options available for ground transportation: 

 

 

 

 

 

 

 

 

 

FROM CHICAGO O'HARE  

Limousine  85.00 USD 

Taxi   45.00 recommended 

Subway/Rail     5.00 USD 

Super Shuttle   30.00 USD 

FROM CHICAGO MIDWAY  

 

Limousine   85.00 USD 
Taxi    35.00 USD Recommended 
Subway/Rail     2.50 USD 
Super Shuttle    25.00 USD 

CRN Family Conference cont. from page 1 

https://cystinosis.org/events/conferences/2015-crn-family-conference
http://www.doubletreemagmile.com/
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Conference Registration 

 

You can register for the conference online at https://cystinosis.org/events/

conferences/2015-crn-family-conference.  You can also print, complete and send it 

along with a check for the registration fee to the following:  CRN Conference Commitee 

- Attn: Pam Woodward, 1368 W. 2600 N., Pleasant Grove, UT 84062 

 

Please make check payable to: Cystinosis Research Network 

Registration Fee 

Early bird registration fee (before June 1st): $50 per individual or household  

Registration fee (after June 1st): $75 per individual or household  

Childcare & Teens 

Childcare will be provided during the conference for children ages 1-12 years. There will 

be age-appropriate activities, games, crafts, and entertainment. Snacks and plenty of 

water will be provided as well. Parents will be responsible for administering all medica-

tions. We are exploring opportunities for the teen group - more information will be 

forthcoming. 

Conference Scholarships 

A limited number of conference scholarships are available to individuals and families 

affected by cystinosis. Scholarship information and the application were mailed to 

homes and can be downloaded from the CRN website at https://cystinosis.org/events/

conferences/2015-crn-family-conference 

  

The deadline for submitting application materials is May 1, 2015. 

Poster Session 

The Poster Session will take place during the conference proceedings on Friday, July 17, 

2015, from 1:15 p.m. to 2:15 p.m. This session will showcase a mix of science, medi-

cine, industry and advocacy group, and patient experiences to provide an interactive 

experience for both family and professional attendees. Researchers, clinicians, industry, 

advocacy representatives, students, patients, and caregivers will be invited to exhibit 

their latest research findings, treatment breakthroughs, advocacy group updates, and 

real patient and family experiences. This will be an interactive session where exhibitors 

will be available to discuss their work or experiences with those attending. Attendees 

will be invited to browse the posters and take this opportunity to ask the authors and 

presenters questions. 

  

  

 

Lily Haynes and Sarah  

Larimore enjoy the 2013 

CRN Family Conference in 

Washington D.C. 

https://cystinosis.org/events/conferences/2015-crn-family-conference
https://cystinosis.org/events/conferences/2015-crn-family-conference
https://cystinosis.org/events/conferences/2015-crn-family-conference
https://cystinosis.org/events/conferences/2015-crn-family-conference
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Cystinosis Research Network Family Conference 

July 16—18, 2015 

DoubleTree by Hilton Chicago– Magnificent Mile 

Chicago, Illinois 

 

AGENDA 

 

Wednesday, July 15 Room 
3:00 pm – 
8:00 pm 
  

CRN Board of Directors Meeting 

Closed Session 

Fairbanks 

Thursday, July 16 Room 
12:00 pm – 
5:00 pm 

Registration / Information Desk 

  

Lasalle Ballroom 
Lobby 

  “Dream, Achieve, Inspire” art exhibit 

"Dream, Achieve, Inspire" an Art Exhibit Artists with cystinosis from around the world 
have come together to share their creativity for global cystinosis awareness. More than 
80 artists from 29 countries have united to bring cystinosis struggles to light. Each 
piece tells a story of strength and hope. The exhibit crosses language and cultural barri-
ers in an effort to express the need for research, better treatments and in some coun-
tries access to life saving medication where there is none. "Dream, Achieve, Inspire" is 
an emotional journey through the hearts of those with cystinosis...Enjoy the beautiful 
ride! 

Lasalle Ballroom 

2:00 pm – 
4:00 pm 

CRN Scientific Review Board Meeting 

Closed Session 

Fairbanks 

5:00 pm – 
7:00 pm 
  

  

  

CRN Welcome Reception 

Hosts:  CRN Board of Directors 

Complimentary 

Please join us for drinks and appetizers and an opportunity to meet the families and 
physicians attending the conference. 

  

Pool Deck/Lasalle 
Ballroom 

  

5:00 pm – 
9:00 pm 

Artists in Residence 

Snow City Arts invites you to participate in the creation of a mural representing our 
conference.  All attendees are encouraged to add their own twist to the project that will 
become part of the Art Exhibit and travel the world to other cystinosis conferences. Be 
a part of our artistic love letter to the cystinosis community! The final piece will be un-
veiled at the closing party. 

Huron 

7:30 pm – 
9:00 pm 

Family Introductions 

Pam Woodward, CRN Vice President Family Support 

Lasalle Ballroom 

Friday, July 17 Room 
7:00 am – 
8:30 am 

Breakfast 

Complimentary 

Lasalle Ballroom 

Latest revision 4/30/15 
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 8:00 am– 
5:30 pm 

Registration/Information Desk Lasalle 
Ballroom 
Lobby 

8:00 am-  
5:30 pm 

Child Care Open State 

8:30 am-  
9:00 pm 

Teen Lounge Open Room? 

  “Dream, Achieve, Inspire” art exhibit 

"Dream, Achieve, Inspire" an Art Exhibit Artists with cystinosis from 
around the world have come together to share their creativity for 
global cystinosis awareness. More than 80 artists from 29 countries 
have united to bring cystinosis struggles to light. Each piece tells a 
story of strength and hope. The exhibit crosses language and cultur-
al barriers in an effort to express the need for research, better 
treatments and in some countries access to life saving medication 
where there is none. "Dream, Achieve, Inspire" is an emotional jour-
ney through the hearts of those with cystinosis...Enjoy the beautiful 
ride! 

  

Lasalle 
Ballroom 

9:00 am-   
5:00 pm 

Artists in Residence 

Snow City Arts invites you to participate in the creation of a mural 
representing our conference.  All attendees are encouraged to add 
their own twist to the project that will become part of the Art Exhibit 
and travel the world to other cystinosis conferences. Be a part of 
our artistic love letter to the cystinosis community! The final piece 
will be unveiled at the closing party. 

  

Superior I 

  Global Genes Teen Adventure Michigan 

8:30 am-  
8:35 am 
  

Welcome and Opening Remarks 

Jeff Larimore, CRN President 

  

Lasalle 
Ballroom 

8:35 am-  
8:50 am 
  

Cystinosis Research Network – Your Advocacy Group 

Jeff Larimore, CRN President 

Lasalle 
Ballroom 

8:50 am-  
9:35 am 

“Who Sets Our Limits?” 

Bonner Paddock 

Bonner Paddock is the Founder of the OM Foundation (OMF), which 
promotes the idea that any one person can make a difference if they 
dedicate themselves to look beyond their own personal limits to 
achieve their goals. Bonner is the first person with Cerebral Palsy to 
ascend Mt. Kilimanjaro and to finish the infamous Ironman World 
Championship unassisted. He has since raised over $1 Million Dol-
lars to help build and support early learning centers in the US & 
Africa, which provide therapy for special needs children.  He has 
also recently launched his first book, One More Step, a memoir 
about his life living with Cerebral Palsy, conquering the incredibly 
challenging physical feats described above, and starting his own 
foundation.  Listen to Bonner's inspirational story as he shares with 
you what held him back for 30 years and how he pushed beyond his 
own limits to achieve success.   www.1man1mission.org 

  

Lasalle 
Ballroom 

Rodney, Tammy and 

Gabe Stephenson, 2007 

CRN Family Conference, 

San Antonio 

http://1man1mission.org
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9:40 am – 
10:10 am 
  

 Cystinosis Overview 

William A. Gahl, M.D., Ph.D., Clinical Director, National Human Genome Re-
search Institute; Director, National Institutes of Health Undiagnosed Diseases Program 

Nephropathic cystinosis, a lysosomal storage disorder due to defective transport of cys-
tine out of lysosomes, results from mutations in CTNS. Almost half the patients in North 
America and Europe are homozygous for a 57-kb deletion in CTNS. 

Without treatment, children with cystinosis suffer from renal Fanconi syndrome and its 
complications, growth retardation, photophobia, and end-stage renal failure requiring 
kidney transplantation. Treatment with oral cysteamine, which can reduce cellular cys-
tine levels by 95%, dramatically slows glomerular deterioration and normalizes growth. 
Based upon our examinations of 100 adult cystinosis patients between 1985 and 2006, 
we found striking rates of mortality (33%; mean age 29 years) and morbidity (24-75% 
for each complication), specifically related to hypothyroidism, hypergonadotropic hy-
pogonadism (in men), pulmonary insufficiency, swallowing abnormalities, myopathy, 
retinopathy, vascular calcifications, and diabetes. In adults, long-term (>8years) oral 
cysteamine therapy was associated with significantly greater height and weight, older 
age at renal transplant, lower serum cholesterol levels, and lower rates of morbidity 
and mortality. In fact, as duration of cysteamine therapy increased, the frequencies of 
non-renal complications of cystinosis decreased. All symptomatic cystinosis patients 
should receive oral cysteamine therapy, and the earlier diagnosis is made and treat-
ment initiated, the better the prognosis.  This talk will serve as background for discus-
sions of current pursuits into cystinosis clinical and basic research. 

  

Lasalle Ball-
room 

10:10 am – 
10:25 am 

Break Lasalle Ball-
room Lobby 

10:30 am - 
11:20 am 

Management of Infants and Children with Cystinosis 

Moderator:  Craig B Langman, MD 

Setting the stage:  3 min 

Larry Greenbaum, MD, PhD:  A physiological approach to treatment of the Re-
nal Fanconi Syndrome 

Paul Goodyer, MD:  Water Conservation w ith Indomethacin in Cystinosis 

Galina Nestarova, MD:  Rachitic Bone Disease 

Neveen Soliman, MD, PhD:  Chronic Kidney Disease – Metabolic Bone Disease 

Ewa Elenberg, MD, MS:  Gastrointestinal Manifestations 

Questions to all from the audience 

  

Lasalle Ball-
room 

11:25 am – 
12:15 pm 

Adolescent Issues in Cystinosis 

Moderator:  Elena Levtchenko, M.D.  Panelists:  Paul Grimm, M.D., Minnie 
Sarwal, M.D., Ph.D., Robert Kleta, M.D., Ph.D., Maria Helena Vaisbich, M.D. 

  

Lasalle Ball-
room 

12:15 pm –       
1:15 pm 

Luncheon 

Complementary 

Lasalle Ball-
room 

1:15 pm – 
2:15 pm 

Poster Session 

This session will showcase a mix of science, medicine, industry, advocacy group and 
patient experiences to provide an interactive experience for both family and profession-
al attendees. Researchers, clinicians, industry, advocacy representatives, students, pa-
tients, and caregivers will be invited to exhibit their latest research findings, treatment 
breakthroughs, advocacy group updates and real patient and family experiences.  This 
will be an interactive session where exhibitors will be available to discuss their work or 
experiences with those attending.  We invite you to browse the posters and take this 
opportunity to ask the authors and presenters questions. 

  

Huron 
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2:20 pm – 
3:10 pm 

Transition from Pediatric to Adult Care 

Moderator:  Frederick Kaskel, M.D., Ph.D.  Panel-
ists: Richard Simon, M.D., Patrick Gipson, M.D., 
Jess Thoene, M.D., Robert Kleta, M.D., Ph.D., 
Katharina Hohenfellner, M.D., Maya Doyle 

Lasalle Ballroom 

3:15 pm -
4:05 pm 

Adult Issues/Management of Extra Renal Mani-
festations 

Moderator:  William A. Gahl, M.D., Ph.D.  Panel-
ists:  Galina Nesterova, M.D., Rachel Bishop, 
M.D., Doris Trauner, M.D., Robert Kleta, M.D., 
Ph.D. 

  

Lasalle Ballroom 

4:10 pm -
5:10 pm 

  

Medical Panel 

Moderator:  Jess Thoene, M.D. 

Please join the entire group for the unique and in-
formative opportunity to have your questions and 
concerns addressed by the leading physicians and 
researchers in cystinosis. All of the doctors who have 
presented at the Family Conference, all attending 
Medical Advisory Board and Scientific Review Board 
members, as well as other health care professionals 
involved in treating and researching cystinosis are 
scheduled to participate.  Questions for the panel will 
be collected during the proceedings today. 

  

Lasalle Ballroom 

5:10 pm – 

5:40 pm 

Above and Beyond Achievement Award / Group 
Photograph 

Christy Greeley, CRN V.P. of Research and Executive 

Lasalle Ballroom 

7:00 pm 

  

  

  

Speaker Dinner 

Closed Session 

Off Site 

Saturday, July 18 
  

Room 
7:00 am – 

8:30 am 

  

Breakfast 

Complimentary 

Lasalle Ballroom 

8:00 am – 

5:30 pm 

Registration/Information Desk Lasalle Ballroom Lob-
by 

8:00 am – 

5:30 pm 

Child Care Open State 

8:30 am – 
9:00 pm 

Teen Lounge Open 

  

Room? 

  “Dream, Achieve, Inspire” art exhibit 

"Dream, Achieve, Inspire" an Art Exhibit Artists with 
cystinosis from around the world have come together 
to share their creativity for global cystinosis aware-
ness. More than 80 artists from 29 countries have 
united to bring cystinosis struggles to light. Each 
piece tells a story of strength and hope. The exhibit 
crosses language and cultural barriers in an effort to 
express the need for research, better treatments and 
in some countries access to life saving medication 
where there is none. "Dream, Achieve, Inspire" is an 
emotional journey through the hearts of those with 
cystinosis...Enjoy the beautiful ride! 

Lasalle Ballroom 

Bree Forrester, 2009 CRN 

Family conference in Atlanta 
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  Artists in Residence 

Snow City Arts invites you to participate in the creation of a mural representing our 
conference.  All attendees are encouraged to add their own twist to the project that will 
become part of the Art Exhibit and travel the world to other cystinosis conferences. Be 
a part of our artistic love letter to the cystinosis community! The final piece will be un-
veiled at the closing party. 

  

Huron 

  Global Genes Teen Adventure Michigan 

8:30 am – 
8:40 am 
  

Opening Comments 

Jeff Larimore, CRN President 

Lasalle Ballroom 

8:45 am – 
9:15 am 
  

KDIGO Cystinosis Conference Update 

Craig B. Langman, M.D. 

The process for a controversies conference sponsored by KDIGO will be discussed, and 
the one that occurred in Lisbon in December 2014 will be reviewed for topic content and 
methodology moving forward.  An opportunity for input by the community will be re-
viewed.  Specific highlights will be noted. 

  

Lasalle Ballroom 

9:20 am – 
9:40 am 

Raptor Pharmaceuiticals/Accredo Procysbi Update 

Eric Mosbrooker, VP, Commercial Operations, Americas 

Raptor Pharmaceuticals and Bill Martin, Vice President, Accredo 

Eric and Bill will provide an update on the services available to Procysbi patients to 
make accessing the drug from the pharmacy easier and more streamlined.  Eric will 
discuss Raptor’s Patient Support team and Bill will update our community on steps Ac-
credo has taken to improve and expand the services available to patients.  Both organi-
zations are committed to continuously improving, and each would like to hear from us 
about what they can do for the cystinosis community. 

  

Lasalle Ballroom 

9:45 am –
10:05 am 

Sigma Tau Pharmaceuiticals/Walgreens Cystaran Update 

Lesli King, Senior Product Manager, Valerie Paterno, Senior Manager Distribu-
tion Services Sigma Tau Pharmaceuticals, and Amber Walker, Director, Spe-
cialty Pharmacy Development Walgreen’s Specialty Pharmacy 

Lesli, Valerie and Amber will provide an update on the services available for obtaining 
access to Cystaran via Walgreens Specialty Pharmacy. Common questions and ques-
tions from the community about Cystaran will be addressed. Sigma-Tau and Walgreens 
are committed to the continued support of the Cystinosis community. Working together 
we continue to improve and streamline the processes, ensuring the patients receive the 
most efficient and robust services.  

 

Lasalle Ballroom 

10:05 am-
10:20  am 

Break Lasalle Ballroom 

10:25am - 
11:10 am 
  

Parents of Children and Adults with Cystinosis Panel 

Moderator:  Jennifer Caughlin.  Panelists:   Jen Wyman, Brett and Brittney 
LeBeau, Kevin and Jackie Keizer, Jill Morrill, Don and Doretta Hoffmann, Vic 
and Ina Gardener, Clinton and Annie Moore 

Panel presentation during which parents of children and adults with cystinosis will an-
swer prepared questions and address topics related to the use of coping mechanisms 
through the ups and downs that cystinosis brings related to not only developmental and 
transitional issues of daily life but also medical issues.  Parents of individuals at every 
stage of the disease will be featured and will share how they have managed the variety 
of challenges they have faced.  Audience participation will be encouraged. 

  

Lasalle Ballroom 
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12:00 pm
– 1:00 
pm 

  

Luncheon 

Complimentary 

Lasalle Ball-
room 

1:05 pm - 
1:35 pm 
  

Bullying/Educational Issues 

  

Lasalle Ball-
room 

1:40 pm - 
2:00 pm 
  

Preimplantation Genetics/Early Pregnancy Diagnosis of 
Cystinosis 

Jared C. Robins, MD, Associate Professor, Chief, Division 
of Reproductive Endocrinology and Infertility, Department 
of Obstetrics and Gynecology, Northwestern University Feinberg 
School of Medicine 

  

Lasalle Ball-
room 

2:05 pm-  
2:25 pm 
  

Adherence Issues 

Ewa Elenberg, M.D. 

Why people are not compliant, spectrum of the problem, Relation-
ship between compliance score and time to ESRD, Renal Fanconi 
Syndrome index 

  

Lasalle Ball-
room 

2:30 pm-  
2:50 pm 

Rickets, Osteomalacia and Bone Deformities in Patients 
with Fanconi Syndrome of Cystinosis: Recent Data, Diagno-
sis and Therapies 

Galina Nesterova, M.D. 

Children with nephropathic cystinosis invariably develop renal Fan-
coni syndrome with predominately proximal tubular dysfunction, 
leading to the loss of electrolytes and minerals, particularly calci-
um and phosphate. If inadequately treated with supplementations 
of calcium, phosphate and vitamin D, this leads inexorably to rick-
ets/osteomalacia, with dramatic skeletal deformities during growth 
periods due to insufficient accretion of hydroxyapatite. We have 
become aware that small but chronic losses of bone mineral, not 
recognized by laboratory studies such as serum phosphate, calci-
um, and alkaline phosphatase, can produce devastating bone dis-
ease.  One goal is to investigate, evaluate, and prevent bone loss 
and deformity due to hypercalciuria and hyperphosphaturia, and to 
develop appropriate therapeutic guidelines for preventing such 
consequences of Fanconi syndrome. 

  

Lasalle Ball-
room 

2:50 pm - 
3:10 pm 
  

Break 

 

Lasalle Ball-
room Lobby 

 

11:15 am-  
12:00 pm 

 

Living with Cystinosis Panel 

Moderator:  Maya Doyle.  Panelists:  Stephanie Sorenson, 
Paula Shal, Jennifer Logisci, Steve Schleuder, Katie Morri-
son, Christian Morales, Andrew Hoffmann, Shea Hammond 

Panel presentation during which individuals living with cystinosis 
will answer prepared questions and address topics related to the 
use of coping mechanisms through the ups and downs that cysti-
nosis brings related to not only developmental and transitional 
issues of daily life but also medical issues.  Adults living with cysti-
nosis will be featured and will share how they have recognized and 
lived to their full potential given the challenges they have faced.  
Audience participation will be encouraged. 

  

 
Lasalle Ball-
room 

Paula Shal with Dr. William 

Gahl, 2011 CRN Family 

Conference, San Francisco 
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3:15 pm – 
4:00 pm 
  

 

Workshop Session A 

These topic specific workshops allow families to tailor their conference experience to 
meet their specific needs.  Families will have the opportunity to discuss and share their 
own experiences regarding the latest research, management techniques, and therapies 
with leading experts as well as with other families with similar issues and concerns.  
Sessions will be repeated so that participants may attend more than one workshop. 

  

Adult Session I (closed) 

William A. Gahl, M.D., Ph.D., Galina Nesterova, M.D., Rachel Bishop, M.D., 
Doris Trauner, M.D., Robert Kleta, M.D., Ph.D. 
General Issues 
  

Teen/Transition Session 

Paul Grimm, M.D., Minnie Sarwal, M.D., Ph.D., Frederick Kaskel, M.D., 
Ph.D., Richard Simon, M.D., Patrick Gipson, M.D., Karen Waggenbren-
ner, Katharina Hohenfellner, M.D., Maria Helena Vaisbich, M.D., Elena 
Levtchenko, M.D. 

  

Newly Diagnosed Families/Childhood Session 

Craig Langman, M.D., Paul Goodyer, M.D., Ewa Elenberg, M.D., Larry 
Greenbaum, M.D., Ph.D., Jess Thoene, M.D. 

  

  

  

  

  

  

  

  

Superior I 

  

  

  

  

  

Superior II 

  

  

  

  

  

Superior III 

 

4:15 pm – 
5:00 pm 
  

 

Workshop Session B 

  

Adult Session II (closed) 

Moderator:  Jennifer Coughlin. Panelists:  William A. Gahl, M.D., Ph.D., 
Galina Nesterova, M.D., Jennifer Logisci 

sex/reproduction/birth control issues     

   

Teen/Transition Session 

Paul Grimm, M.D., Minnie Sarwal, M.D., Ph.D., Frederick Kaskel, M.D., 
Ph.D., Richard Simon, M.D., Patrick Gipson, M.D., Karen Waggenbren-
ner, Katharina Hohenfellner, M.D., Maria Helena Vaisbich, M.D., Elena 
Levtchenko, M.D. 

     

Newly Diagnosed Families/Childhood Session 

Craig Langman, M.D., Paul Goodyer, M.D., Ewa Elenberg, M.D., Larry 
Greenbaum, M.D., Ph.D., Rachel Bishop, M.D., Jess Thoene, M.D., 

Doris Trauner, M.D. 

          

  

  

Superior I 

  

  

  

  

Superior II 

  

  

  

  

  

  

Superior III 

5:10 pm – 
5:30 pm 

Conference Wrap Up 

Jeff Larimore, CRN President 

Lasalle Ballroom 

  

 

6:30 pm – 
10:30 pm 
  

 

Dinner Dance 

Complimentary, Cash Bar.  Please join all conference attendees for dinner, dancing, 
photo booth and fun for all ages to celebrate our cystinosis community.  Special perfor-
mance by Tori Lynn Jones. 

 
Lasalle Ballroom 
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Advocacy Representative. The ses-

sion highlighted the continuing need 

for patient advocacy organizations to 

be actively engaged with public re-

sources such as NIH & FDA, re-

search investigators during clinical 

trials and with biotech industries 

who pursue enhanced treatments for 

those managing rare diseases. 

 

 

CRN Exhibits at PAS Conference 

(continued from page 11) 

José Morales and Jeff Larimore bring Cystinosis Awareness to attending  physicians at the 

recent Pediatric Academic Society conference held  in San Diego  in April. 
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Follow Us On Social Media  
 
Don’t miss out! Stay updated on the latest support programs, educational materials, research, and events from 

the CRN. It only takes a moment. Follow us today!   
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Research Update 

By Christy Greeley, Executive Director and VP , Research 

  

A major focus of the Cystinosis Research Network continues to be a determined effort 

to secure a promising future for the cystinosis community through the support and 

funding of research grants that lead to improved treatments and ultimately a cure for 

cystinosis. CRN has funded nearly $4 million total in research grants and fellowships. 

CRN funds a Cystinosis fellowship at the National Institutes of Health. CRN has funded 

research and education programs in the United States and many countries around the 

world including Egypt, Mexico, Eng-

land, Scotland, Italy, Belgium, France, 

and much more. CRN research topics 

are aimed at every aspect of cysti-

nosis with the purpose of understand-

ing cystinosis and finding improved 

treatments and a cure. Topics include 

research and therapies related to neu-

rological, genetic, ophthalmological, 

gastrointestinal, muscular, nephrolo-

gy, pulmonary, skin, improved medi-

cations, and psychological effects of 

the disease. 

  

  

CRN Announces 2015 Call for Research Proposals 

Applicants may now submit proposals for the 2015 CRN Call for Research Proposals. 

Research proposals may be submitted to CRN for review and consideration. CRN utiliz-

es a Scientific Review Board comprised of leading experts on the disease of cystinosis 

which reviews grant proposals and submits funding recommendations to the organiza-

tion. More specifically, the Scientific Review Board provides independent, objective re-

view and recommendations regarding each research proposal utilizing grant review 

guidelines established by CRN and in accordance with the mission of the organization. 

The Chairperson of the Scientific Review Board summarizes its recommendations and 

presents them to the Cystinosis Research Network which then votes on each proposed 

project. 

Priority is given to interventional research, both clinical and basic, that will lead to im-

proved treatments for cystinosis. New investigators are particularly encouraged to ap-

ply. CRN has a strong interest in funding projects related to advancing Newborn 

Screening for cystinosis – applications regarding this subject will have priority. 

Applicants must submit an electronic copy of their proposal to:  Christy Greeley, Vice 

President for Research cgreeley@cystinosis.org  

Jack, Christy, Alex and Dave Greeley 

mailto:cgreeley@cystinosis.org
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Submission deadline is May 31, 2015. Proposals will be reviewed in July and notification will be made to appli-

cants in August. Detailed information on the grant submission process can be found on the CRN website at: 

https://cystinosis.org/research/grant-guidelines 

  

Dr. Patrick Gipson added to CRN Medical Advisory Board 

The Cystinosis Research Network is proud to announce a new addition to our Medical Advisory Board -- Patrick 

Gipson, M.D., Clinical Assistant Professor of Internal Medicine & Pediatrics, Division of Nephrology at the Univer-

sity of Michigan Medical Center. Dr. Gipson is board certified in both pediatric and adult nephrology and special-

izes in genetic kidney diseases and clinical research. We are thrilled to add his expertise to our advisory board, 

especially in light of our recent efforts in transitioning topics. 

 

 

 

CRN was proud to sponsor the KDIGO (Kidney Disease Improving Global Outcomes) 

Controversies Conference on Nephropathic Cystinosis, held December 11-13, 2014 in 

Lisbon, Portugal.  Christy Greeley, CRN Executive Director, attended as CRN and patient 

advocacy representive, participating in the Adolescent Issues workgroup.  KDIGO is an 

international organization whose mission is to improve the care and outcomes of kidney 

disease patients worldwide by promoting coordination, collaboration, and integration of 

initiatives to develop and implement clinical practice guidelines.  Periodically, KDIGO 

hosts conferences on topics of importance to patients with kidney disease. 

This conference brought together approximately 50 experts from all over the world to deliberate on the current 

state of evidence surrounding cystinosis treatment and diagnosis.  The focus was on both adult and pediatric 

cystinosis, and also dealt with the transition from pediatric to adult care.  Patient views and concerns were a 

major part of the discussion.  A final conference report summarizing the proceedings and deliberations will be 

published in a peer-reviewed journal.  In addition, Dr. Craig Langman who co-chaired the meeting, will be pre-

senting a summary of the proceedings at the CRN Family Conference in July. 

 

CRN proud to sponsor the KDIGO  

Christy Greeley with representatives of Cystinosis 

Mexico, Maryan and Victor Gomex and Dr. Leticia 

Belmont. 

Christy Greeley with Maya Doyle and Dr. Rick and 

Phyllis Kaskel, CRN Advisory Board Members from 

Montefiore Hospital in the Bronx, NY. 

https://cystinosis.org/research/grant-guidelines
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Shea Hammond Receives 3rd Kidney Trans-

plant As Part of 70 Person Kidney Swap  

By Colleen Hammond   

Poet Mattie Stepanek once said “Unity is strength...when there is teamwork and col-

laboration, wonderful things can be achieved.”  Our family has witnessed the miracles 

that occur when great love and teamwork come together. 

Shea Hammond was diagnosed with Cystinosis when he was 8 months old in July of 

1990.  His transplant story begins in 2006, when he was 16. At a time when most 

teens think of homework, hanging out with friends and dating, Shea was focused on 

facing a kidney transplant. I was a match and we were able to schedule the transplant 

for the summer before his junior year of high school.   

Unfortunately, this transplant came with many complications that resulted in Shea 

needing another transplant within 3 years. This time, my husband Jack was the per-

fect match. We were able to schedule Shea’s second transplant for the summer before 

his sophomore year of college. All went perfectly well for five years.  Shea graduated 

from college, was working full time, living in his own apartment in Boston.  He was 

enjoying every aspect of life.  In the spring of 2014, Shea suddenly developed kidney 

stones, which were routinely removed. But shortly thereafter it became clear that his 

new kidney, his second in less than a decade, was failing. 

 The prognosis was grim – dialysis and a likely more than five-year wait to get a kid-

ney. Shea began emergent dialysis on June 1, 2014.  We were all devastated.  Up un-

Max, Kayla, Wyatt, Shea and Colleen 
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til this point we were able to organize preemptive transplants and avoid dialysis.  Dialysis took a toll on Shea’s 

body and he suffered many complications. Our family and friends rallied to find a third kidney.  This was no easy 

task as with each transplant his body continued to become more sensitized to the donor kidneys. More than 50 

people volunteered to be tested. But none were a match.   

After months of looking for a match with no luck, we knew we had to aggressively work to try to find a donor for 

Shea.  He was placed on the deceased donor list in the East Coast Region where we live.  He also went through 

testing in Florida and Baltimore and was placed on their lists as well.  It is important to get listed in different re-

gions if you are highly sensitized with antibodies.  

During this time, Shea’s brother-in-law, Max, and cousin, Colleen, said they would be willing to complete the test-

ing to participate in a kidney exchange program.  Both Max and Colleen endured the months of testing and both 

were approved to participate in the National Kidney Registry Kidney Exchange Program.  Both Max and Colleen had 

watched Shea’s struggles with Cystinosis. Now watching his latest transplanted kidney fail, they knew that the con-

cept of the kidney swap through the Kidney Registry would be the only viable solution with such a long waiting list 

ahead on a traditional list. After more testing, it was revealed Colleen would move forward with the Kidney swap. 

On February 19th, her kidney went to California, while Shea’s new kidney would travel from California.  70 people – 

35 donors and 35 recipients – participated in this kidney exchange that occurred across the country.   

Now on the mend, and through a lifetime encompassing more than 40 surgeries, Shea has maintained his sense of 

humor. He is driving and walking, and can now fit into his skinny jeans as the post-surgery bloat has gone down. 

Colleen also couldn’t be happier, saying that, without question, it’s the best gift she could ever have given. “Kidney 

failure halted all aspects of my life completely and was likely to reduce my life expectancy significantly. I had to 

stop working and stop supporting myself. Despite its benefit, I felt horrible on dialysis and had absolutely no ener-

gy to do anything on days I received it. Because of the generosity and love of Colleen, everyone involved in this 

chain are finally on track to get our lives back,” says Shea. 

  

 

  Do you want to connect with  

Cystinosis families in YOUR area? 

 

Visit http://www.cystinosis.org/families-in-your-area.   

Send your contact info to the e-mail listed to  

learn who is in your area.   It’s that easy! 
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Jack Greeley Birthday Letter Fundraiser 

has raised almost $250,000  

By Christy Greeley 

The Greeley Family once again celebrated Jack’s St. Patrick’s Day birthday, 15 this year, 

by sending out the 13th edition of his birthday fundraising letter. Jack has faced many 

challenges in the past year and we cannot thank our friends and family enough for all of 

the support we have received. Since 2003 we have raised nearly $250,000 in honor of 

Jack to support CRN and the cystinosis community, thanks so much to everyone who 

has taken part over the years. Following is this year’s 

letter: 

 

 Dear Family, Friends, and Colleagues, 

 Over the past 12 years, many of you have heard 

about our son, Jack Greeley and the challenges he 

faces everyday dealing with Cystinosis, a rare genetic

-metabolic disorder. While Jack does have Cystinosis, 

it does not have him, and we have tried to convey 

that in our annual letters. 

 

 The nature of Jack’s plight has been summed up well 

by Rabbi Harold Kush-

ner in his #1 best-selling 

book, When Bad Things 

Happen to Good People. In it, Kushner uses the horrible 

death of his own young son as inspiration to address the 

topic. With no interest in writing about self-pity or sharing 

his pain, he instead wanted to affirm life and help us deal 

with the limits of nature, evolution, and human moral 

freedom, as created by God Himself. An underlying theme 

from Kushner is that we often do not get to choose in life, 

but unlike other living creatures, humans can rise above 

their animal nature and control their instincts. Tragedy 

and hardship happen and invariably lead to questions of, 

“Why did this happen to me? What did I do to deserve 

this?” These are unanswerable and pointless questions, 

Kushner contends, when the better question is, “Now that 

this has happened, what am I going to do about it?” 

 

 That – simply – is how Jack thinks and acts. Mind you, Jack has not had a choice and 

Jack Greeley makes honor roll as a 

freshman at Stevenson High School 

Jack Greeley enjoying his passion for table tennis. 
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he does not know differently.  With his 15th birthday upon us this St. Patrick’s Day, since his diagnosis 14 years 

ago in spring 2001, Jack has: 

 ·         Battled Cystinosis and for 18 months after diagnosis waged a war of survival…hospitalized twice, vomited 

10-15 times per day, urinated profusely, and never ate solid food. 

·         Had a G-tube inserted through his stomach wall allowing for nourishment while his body stabilized and he 

re-taught himself how to eat solid food. 

·         Lived a 24/7/365 medical lifestyle – swallowing around 130,000 pills, waking up overnight for 5,000 con-

secutive nights for meds, taking eye drops 8X per day since 2008, going to over 400 doctor appointments, wear-

ing shoe inserts and leg braces since 2004, and facing three surgeries. 

·         Developed some unique and complicated orthopedic issues where his turned ankles and legs and soft 

bones are creating some stress on his body, which is compounded by some spinal compression. With new treat-

ments and therapies, Jack’s legs can hopefully be strengthened and straightened and a daily injection of growth 

hormone should help. 

 

 While that synopsis 

does not fully capture 

Jack’s health struggles, 

if anyone deserved to 

be bitter, it would be 

Jack. With a future pre-

ordained by Cystinosis, 

the impact could poten-

tially be kidney failure, 

muscle wasting, diabe-

tes, blindness, pulmo-

nary deficiency, hypo-

thyroidism, and neuro-

logical damage.  While 

we do not know what 

the future holds for 

Jack, here is what we do know. Jack is not remotely bitter. More than anyone we know, he affirms life for all of 

us on a daily basis.  Like Kushner teaches us in his book, Jack figured it out long ago and decided that life has to 

be lived for something, not just against something. How does he do this?  How does Jack show it? 

 

 Jack entered his freshman year at Stevenson High School this past fall and no one knew what to expect. He 

dove right in with his academics (all A’s in his first term!! J) and immediately found extra-curricular activities. He 

joined the IM golf program in the fall, he (unknowingly to anyone) participated in a chronic disease self-advocacy 

group, and he went on to become a student manager for the Varsity basketball team. While those activities en-

gaged Jack and kept him busy, what really grabbed him was table tennis.  While he has enjoyed the game in the 

past, his interest took off when he joined the school’s club. It led to his #1 “ask” this past Christmas…a ping 

pong table.  For several weeks in a row, conversations went like this: 

Stevenson High School’s Illinois State Champion Varsity basketball team with student manager Jack 

Greeley on the far right. 
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 JACK: (With a full disarming grin) “Mom/Dad – can we go look at ping pong ta-

bles tonight/this weekend?” 

 MOM/DAD: (With lesser disarming grins) “Yes, Jack. Dad will go when he gets 

back from his trip.” 

 JACK: (Upon Dad’s return from a trip, with a full disarming grin) “Dad, when can 

we go look at ping pong tables?” 

 DAD: (With some disarming grin) “Jack, let me unpack, say ‘Hi’ to Mom and Alex 

and maybe we can go later.” 

 JACK: (With a full disarming grin the next day) “Dad, good morning. Can we 

look at ping pong tables today?” 

 DAD: (With no disarming grin) 

“Jack…we’ll go look soon…

promise.  By the way, how is Santa 

going to get the thing in his 

sleigh?  That’s pretty big…what 

about the chimney?” 

 JACK: (With a ginormous full 

disarming grin) “I don’t know. San-

ta is pretty smart.” 

 You get the idea. This went on for 

a few weeks and after some serious 

browsing at a number of stores, 

finally a wonderful ping pong table 

was procured. Jack’s interest and 

love of table tennis really repre-

sents him in so many ways.  Can a 

fun, recreational game do 

that?  Indeed…and metaphorically 

this came to life for Jack at a recent 

table tennis tournament where he 

and his Stevenson classmates competed against kids from other schools: 

        If a smile is a window to one’s heart, then Jack just might be built of reinforced 

glass. His endless smile underscores his warmth and sense of humor. While at the 

tournament, an opposing coach came up to Dave and said, “Jack is my favorite play-

er. He played in the most exciting match all year when we played Stevenson previ-

ously.” Jack heard the story and his smile lit up the room…deservedly so!   

      Some people suck energy out of a room, while others fill it.  Some view a glass 

as half empty, while some see half full. Some take, while others give. Jack is the lat-

A St. Patrick’s Day Birthday Celebration!! 
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ter in all cases. In that earlier season match, the schools’ best players flipped sides and were paired with less 

experienced players in a doubles match. By the time Jack’s match was done, groups of players were sur-

rounding the table and cheering the great play and effort. The opposing kids were feeding off of Jack’s team-

mates, who knew and appreciated what he was giving them.  

 Curiosity and competitiveness drive Jack. He likes and wants to learn and excel. Whether it is school or activ-

ities, he is willing to put forth time and effort. For instance, when Jack was at this tournament, his coach 

came up mid-match and asked the score. Dave was quick to offer, “Two matches to one, Jack is leading…and 

it is 7-4 in the fourth game.” Jack, despite an in-

tense focus on the game at hand, with his sonar 

ears tuned in, matter-of-factly chimed in from afar 

with a correction, “It’s 2-1 me and 9-5 this game…

and I’M WINNING.”  His coach offered, “Hear that, 

Mr. Greeley. Jack is always quick to make that last 

point.” Laughs followed. 

 

Jack puts forth great effort and hard work in all 

that he does. While perhaps noble, it is more 

about necessity for Jack. Let’s be straight. Table 

tennis is a game of skill and coordination, but it is 

not necessarily strenuous for the average player. 

Yet, when tournament play is in a big gym with an 

open floor plan, a smooth wood floor, and tables 

all around, what happens when the ball hits the 

floor, which is every point? It tends to roll, and for 

Jack with his orthopedic challenges, rolling balls 

mean hustling to retrieve them and getting back to 

the table to timely play the next point. It seems 

easy, but not for Jack, where things are just hard-

er; table tennis or not. 

 

Jack is a messenger of strength, hope, and optimism for all. He affirms life everyday rather than rejects 

it.  How many people know someone like that who has done something truly profound and meaningful in liv-

ing life? Go beyond conquests and material possessions – money made, dates had, games won, cars owned, 

trips taken, events attended, posts liked, emails received, etc. As Kushner asks, “Are you capable of forgiving 

and accepting in love a world which has disappointed you by not being perfect, a world in which there is so 

much unfairness and cruelty…can you forgive its imperfections and love it because it is capable of containing 

beauty and goodness, and because it is the only world we have?” This is the only life Jack has and he gets so 

much out of it because he is perfectly imperfect. 

 

 Please consider supporting the efforts of CRN by making a donation in honor of Jack and his 15th Birthday. 

Thank you, God Bless, here’s to what St. Patrick’s Day offers, and in honor of Jack, we wish you and your 

family well.   

Jack celebrated his 15th birthday along with Great Grandpa Arndt’s 

90th!  Also pictured are Christy, Alex and Dave Greeley. 
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CRN Education & Awareness Update 

by Terri Schleuder—Vice President, Education & Awareness 

 

 

 On July 16-18th, 2015, CRN will host its 7th Biennial Family Conference in Chicago.  The 

theme this year is “Winds of Change”.  Planning has been ongoing for over a year for 

this event which is always a highlight for our organization.  Registration packets have 

been mailed and posted on CRN’s website for online registration and to make hotel 

reservations.   

Families will have the opportunity to connect with others at all stages of the cystinosis 

journey, to meet and learn from doctors, researchers, and pharmaceutical 

representatives about all current research and treatments for this lifelong disease. 

Please plan to attend.  For those who have not had the opportunity to attend a 

conference before, it can be a life altering experience.  A limited number of scholarships 

are available to assist with expenses.  Information about them can be found on the 

website at:  https://cystinosis.org/events/conferences as well as in mailed registration 

packets. 

 

Over the past year, CRN has also hosted numerous Patient Gatherings at various 

locations throughout the country, including in Texas, North Carolina, California, and 

Ohio.  This has allowed families to connect regionally with each other, to share their 

experiences, and to ask questions of experts about anything cystinosis. 

 

CRN has been 

represented as 

exhibitors at 

medical conferences 

also; most recently 

the American 

Academy of 

Pediatrics (AAP), 

held in San Diego in 

Oct. of 2014, and 

the Pediatric 

Academic Society 

conference (PAS) 

held in April 2015 in 

San Diego.  We feel 

strongly that 

connecting with 

physicians at these  

Terri Schleuder, VP of Education 
and Awareness. 

Carl and Terri Schleuder 

https://cystinosis.org/events/conferences
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events provides another opportunity to offer 

information and educate those attending about 

cystinosis, and perhaps allow one more child to 

be diagnosed sooner and treated with the 

current best practice treatments available. 

 

CRN is always looking for ways to better meet 

the needs of our community.  If you have any 

ideas, questions or comments that would help 

us serve the cystinosis community more 

effectively please contact me at:  

tschleuder@cystinosis.org.  

 

Steve and Carl Schleuder 

CRN is honored to present the debut of a traveling ART exhibit featuring 

Artists of all ages, from all over the world, who live with Cystinosis every-

day at the 2015 CRN  Family Conference, in Chicago, Illinois, July 16th–

18th.  

mailto:tschleuder@cystinosis.org
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CRN Development Update 

By José Morales—Vice President, Development 

 

2015 arrived with great fanfare.  We made New Year resolutions and committed 

to see them through. So much promise and anticipation for a year filled with 

challenges, growth and success. This is a very busy time of the year for many 

families, mine included. School years coming to an end, graduations looming 

ahead, summer holiday plans to make, etc., etc.  I can’t help but wonder where 

did all the time go?  One minute you are lugging baby seats to and fro and the 

next you are visiting colleges to pick the perfect institution for your child.  I 

expect it is not very much different for all of us.  As we strive to take care of our 

children, to create opportunities for growth and to instill core values that will 

serve them for a lifetime.    

 

One of the resolutions I made for 2015 was to make meaningful contributions 

toward the success of the Cystinosis Research Network.  As I reflect on the growth and 

maturation of CRN, I cannot help but feel proud of the contributions it has made, is 

making and the potential to make even greater contributions.  These achievements have 

been a direct result of our individual and collective actions in enabling CRN to move 

toward achieving its stated vision and mission: 

 

Vision - The Cystinosis Research Network's vision is the acceleration of the discovery of 

a cure, development of improved treatments and enhancement of quality of life for those 

with Cystinosis. 

 

Mission - The Cystinosis Research Network is a volunteer, non-profit organization 

dedicated to supporting and advocating research, providing family assistance and 

educating the public and medical communities about cystinosis. 

 

CRN’s broad scope is challenging but necessary in order to continue to holistically 

represent the needs of the community with a strong voice. In conjunction with the broad 

scope and expanding activities comes the need to raise additional funds. This is where we 

all need to contribute in whatever manner we can.  Raising funds can be a lot of fun.  

Especially when you realize whatever amount is raised is meaningful to the future of your 

child and the organization. 

 

I think it is important to recognize and bring to your attention the individuals that have 

committed to lead our efforts in raising funds. The following are the names of your 

Development Committee: 

 

Development Committee 

Chair – José Morales – jose.morales01@icloud.com 

 

José and Velyna Morales 

mailto:jose.morales01@icloud.com
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Corporate Sponsorship  

Jeff Larimore - JLarimore@arnoldfamilycorp.com 

John Maccarone - johnm2maccaroneplumbing.com 

Deb Reed - dk_reed@hotmail.com 

Fund Raising 

Rachel DaLomba - rdalomb@my.wgu.edu 

Katie Larimore - klarimore112@sc.rr.com 

Tim Miller - Jayhawk.miller@gmail.com  

Katie Morrison -  katielmorrison91@gmail.com  

Briana Smythe - bri_ana15@hotmail.com 

Jen Wyman - jwyman@comcst.net 

Administration 

Christy Greeley - Greeleycd@aol.com 

Jen Wyman - jenwyman@comcast.net 

2015 Fundraising Calendar 

Date:      2015 Activity/Event Honoring Sponsor 

February 13th 

 

Steven’s Birthday Letter 

 

Steven Schleuder 

 

Terri Schleuder 

 

March 17th Jack’s Birthday Letter Jack Greeley Christy Greeley 

April 25th 

April 25h 

 

Village Club of Lincolnshire 

Costume Crazies 5K Fun Run/Walk  

Jarck Greeley 

Mason Reed 

Christy Greeley 

Deb Reed 

May 16th 

May 3rd  

MayHem! Music Festival 

Kacy’s 5K Fun Run/Walk for Cystinosis 

 

Sierra Ayers-Mutchler 

Kacy Wyman 

 

Ayers & Mutchler family 

Jen Wyman 

 

June 7th 

June 22nd 

 

C.H. Robinson  Cystinosis Charity Golf Tournament 

Sarah’s Birthday Letter 

 

Lola Long 

Sarah Larimore 

 

Tim Miller 

Jeff & Katie Larimore 

 

August 1st Strike Out Cystinosis Victor Gardner Ina Gardner 

September TBD 

 

Games of Fun for Cystinosis Angie & Nelly Polanco  

November 10th 

November TBD 

18th Birthday Fundraiser 

Run in Honor of Livia and Mason Stilke 

Anjie & Nelly Polanco 

Livia & Mason Stilke 

Rachel DaLomba 

Joy Parket & April Corrigan 

December 5th Chandler’s Chance...A Christmas Palooza for Cysti-

nosis 

Chandler Moore Clinton  & Annie Moore 

The following is a listing of events currently schedule for 2015 (as of April 15, 2015): 

Please take time to note the families and individuals that are sponsoring these events and, if given the opportuni-

ty, acknowledge them for answering the call to serve.  You will find a number of our events highlighted in this 

edition of our newsletter so please take time to read the articles closely. 

 

We continue to make progress in growing the number of events and people sponsoring fundraising events. Please 

give serious consideration to becoming involved in some capacity with our  Continued on page 36 

Christian Morales 

mailto:JLarimore@arnoldfamilycorp.com
http://johnm2maccaroneplumbing.com/
mailto:dk_reed@hotmail.com
mailto:rdalomb@my.wgu.edu
mailto:klarimore112@sc.rr.com
mailto:bri_ana15@hotmail.com
mailto:jwyman@comcst.net
mailto:Greeleycd@aol.com
mailto:jwyman@comcst.net
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Keith and Billy Croce Memorial Scholarship 
 

The Keith and Billy Croce Memorial Scholarship has been established with the Cystinosis 

Research Network (CRN) to provide financial assistance to families affected by cystinosis. 

The funds will help with travel expenses for those who wish to attend CRN Family Confer-

ences. The conferences are held at different locations every two years and draw families 

worldwide. The event allows families to share knowledge, offer support to one another, 

learn more about new research findings, receive updates from cystinosis organizations 

from around the world, meet and renew friendships with other families, have the oppor-

tunity to participate in research studies, and interact one-on-one with many of the 

world’s expert clinicians treating and researching cystinosis. 

 

Donations can be sent to: 

Cystinosis Research Network 

302 Whytegate Court 

Lake Forest, IL 60045 USA 

https://cystinosis.org/how-to-help/donate 

Checks payable to CRN—Keith and Billy Croce Memorial 

Development Update cont. from 

page 35 
 

fundraising efforts.  The Development Committee is available to 

assist you in thinking through whatever fundraising activity you 

are most comfortable with in sponsoring.  

 

How can we expect others to advocate for us if we do not take a 

proactive stance ourselves. Please reach out to one of commit-

tee members or myself, jose.morales01@icloud.com / 203 722-

9292, to become involved. 

Alexandra Morales, (left) 

https://cystinosis.org/how-to-help/donate
mailto:jose.morales01@icloud.com
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By Terri Schleuder 

 

This is the fourth year we have written a letter asking friends and family to help us financially support CRN by 

honoring Steve’s February 13th birthday and Rare Disease day, celebrated February 28th this year.  Each year 

we have been blown away by the love and support shown to 

our family by supporting this cause so dear to us.  This year 

was no different.  As of this writing about $6,600 has been do-

nated with checks continuing to come in.   

Thank you from the bottom of our hearts for your generous 

financial support that has allowed this effort to raise nearly 

$31,000 over the past four years.   

Our journey with cystinosis is currently 27 years long.  There 

have certainly been ups and downs, joys and many challenges 

as I’m sure there will be going forward.  I have always believed 

out of every tough situation in life there is good and beauty to 

be found.  For us the love, prayers and support of so many 

people, in so many ways, over the years have helped us feel 

the good, to know there are lessons to be learned that only 

difficult 

situations 

can teach.  

Steve’s life 

and diag-

nosis was 

the fork in 

our road 

that changed our planned trip to “Paris” to “Holland”.  A 

different world yes, but still beautiful, full of opportunities 

and wonderful people we would have never met in “Paris”.  

  

Thank you so much for helping with this cause that has 

been a lifeline for us and others who found themselves 

unexpectedly in “Holland” too.  

Schleuder Letter Campaign raises $6,600 for CRN 

Steve Schleuder displaying an original poster at an 

Art Show in Ypsilanti, Michigan. 

Steve Schleuder, relaxing at home 
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The Three Amigos 

By Henry Brehm 

(Editors note:  We received this amazing article in late December, too late to include in 

the last newsletter, but were so touched by it we are including it now.  Enjoy!) 

Amigo is “friend” in Spanish as ngựợi bạn in Vietnamese.  Drs. Elisabeth Hodson, a re-

tired pathologist, and Rick Kaskel, a pediatric nephrologist from New York, traveled as 

volunteers to Vietnam this past summer on a special mission.  Their very busy agenda 

included patient education for families dealing with Nephrotic Sundrome – related con-

ditions and CME training for docs and nurses.  Organized by the Australian NGO, Caring 

and Living As Neighbors (CLAN) in collaboration with The NephCure International Foun-

dation, I saved this story for the holiday season because this is the time of the year 

when we reflect on those people who impacted our lives and the lives of others.   

Elisabeth came out of retirement to lead.  Luan, a native Vietnamese, had not returned 

in 25 years, shared his pathology expertise and reunit-

ed with his sister, and Rick Kaskel, one of my favorite 

people in the whole world, and always the first to vol-

unteer to help patients.  The Three Amigos are a re-

flection of the many nephrologists around the world 

who give their time to help others unable to pay for 

medical care.  These nephrologists’ who treat our fam-

ily members, also have families, soccer games and 

dance classes; yet they give their Saturdays and in 

this case, traveled thousands of miles, devoted prepa-

ration time and three weeks of non-stop teaching, 

sharing and learning.  I was privileged to help organize 

and accompany The Three Amigos on this journey and 

kudos to CLAN and NephCure for their support.  There 

are many wonderful caring  docs who have devoted 

their lifework to improving the lives of children and 

adults enduring chronic kidney disease.  Drs. Holzman, 

Smoyer, Kamil, Fornoni, Trachtman, Gipson, Huber, 

Greenbaum, Saleem, Minor, Bagga, Benzing, Zaritski, 

Reiser, Salusky, Skorecki, Shaw, Kashtan, Cochat, 

Lemley, Kopp, Johnson, Pollak, Falk, Pearlman, and 

Kaplan to name a few, yet not enough space to men-

tion all.   I salute your efforts; your dedication and 

your passion. 

In Vietnam, 18 CME programs for 200 plus docs were held at hospitals in Hue, 

Ho Chi Minh City, Hanoi and the Thai Binh Province.  The Three Amigos spent additional 

time with individual docs and visiting patients.  At one hospital there were 7,000 pa-

tients waiting outside to be seen in the outpatient clinics.  There is a shortage of nurses 

The Three Amigos, Drs. Rick Kaskel, 

Elizabeth Hodson and Luan Truong. 
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and hospital staff, so while the nurses work closely with pa-

tients, family members are responsible for their care. 

There were six Patient Educational Programs at the different 

hospitals with participation over 600 with a waiting list.  Many 

families traveled over 100 miles by bus to attend.  The Three 

Amigos, supported by the local docs, presented, an-

swered questions and tirelessly spent every waking moment 

sharing their expertise and experiences.  There were ques-

tions about the different medicines- many not available in Vi-

etnam, diet and genetics. 

Due to the devastation of the war, Vietnam remains a very 

young country with 28% of its population under 18.  Since 

1979, the country has grown from 52 to 86 million, leaving 

this young population in need of economic structure and sup-

port.  Although many organizations focus on supporting dis-

parities of malnutrition and infectious disease control, there is 

a growing incidence rate of non-communicable kidney diseas-

es prevalent in Vietnam.  I can still visualize the drying laun-

dry hanging out of windows; straw mats are set up in the out-

side walk ways so that a patient mom, dad or grandparent 

can be there for around the clock care of their sick child on dial-

ysis.  I will never forget seeing the children in pain; nor will I 

forget the smiles on their faces that accompanied a visit or a 

first bump.  Most of all I will never forget the impact My Three Amigos or My Three Ngựởi bạn had on patients, 

families, doctors’ nurses and me. 

 

As I reflect upon the past year, I wish 

you and your family a Happy Holiday 

Season. The holidays are about 

gathering together with family and 

friends. It is also a time of reflection.  

We learned that the word “impossible” 

is non-existent in Vietnam, but rather 

the common word in the medical 

community is “possible”.  The docs 

and nurses are committed to doing 

their very best with limited resources 

while exceeding boundaries of what 

others would consider “possible”.  The 

leadership, support and training pro-

vided by The Three Amigos will have a 

lasting impact which grows far beyond “HOPE”.  They made a significant difference for many patients, families, 

doctors and nurses in Vietnam.  Their willingness to share; their compassion and motivation sets the standard for 

the rest of us.  The New Year will hold many new challenges and opportunities for all of us which will include  

Little girl awaiting her turn to be seen a at the outpa-

tient clinic 

A patient being treated in the hospital 
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progress to find-

ing new therapies 

for children and 

adults dealing 

with kidney and 

other diseases.  I 

hope 2015 brings 

you much happi-

ness and opens 

new horizons.  I 

wish you and your 

family a very hap-

py, healthy, 

peaceful, safe and 

prosperous New 

Year! 

Best Regards, 

Henry Brehm 

 

 

 

 

 

Some of over the 200 doctors visiting Hue, Ho Chi Minh City and 

Hanoi. 

Dr. Rick Kaskel and Dr. Luan Truong seein patients during 

their trip to Vietnam. 
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Dr. Nesterova Presents Clinical Update on Cystinosis in 

Charlotte, North Carolina 

By Jeff Larimore 

 

The Cystinosis Research Network held its 8th Dinner and Discus-

sion on Cystinosis on March 7, 2015 in Charlotte, NC. Dr. Ga-

lina Nesterova, Staff Clinician-Biochemical Genetics and Pediat-

rics at the National Human Genome Research Institute located 

at the National Institutes of Health, was the featured speaker.  

 

Dr. Nesterova provided her medical management advice with 

parents and caregivers for the six families with individuals man-

aging Cystinosis that were under the age of 10 and provided 

insight and outlook for two adults with Cystinosis that were in 

their thirties. The common message from Dr. Nesterova was to 

be consistent with medication compliance, pursue the best met-

abolic results that can be achieved when levels are tested and 

to utilize the resources at the NIH and the Cystinosis Research 

Network website when questions arise.  

 

Eight families were in attendance and travelled from as far as 

Virginia to Georgia to participate. Many of the families had 

communicated in social media circles but the Dinner & Discus-

sion event was the first opportunity for a personal introduction. 

Families 

were also 

able to converse with representatives from Raptor Phar-

maceuticals and Sigma Tau Pharmaceuticals about recent 

progress and availability of treatments.  

 

Feedback from the attendees was that the CRN discussion 

series are providing a casual and open forum for commu-

nication about a major issue in everyone’s household. It 

was expressed that the continuous opportunity to talk with 

medical professionals and other families provides insight 

and guidance to improve the lives of individuals with 

Cystinosis. 

 

Dr. Galina Nesterova speaks to families attending the 

CRN Dinner Discussion on Cystinosis held in Charllotte, 

NC on March 7th. 

Children  enjoying  the recently held Dinner and Discussion 

On Cystinosis in Charlotte. 
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If you would like to address a question regarding Cystinosis with Dr, Nesterova, her 

email address is nesterovag@mail.nih.gov. The Cystinosis Research Network website is 

www.cystinosis.org and use the Family Support and Resources drop downs. 

    

 

Families engaged in the recent Dinner and Discus-

sion on Cystinosis held in March, in Charlotte.   

CRN Patient Forum – Houston, Texas,  

December 4, 2014 

By José Morales 

 

The Cystinosis Research Network’s Patient Forum program is in its 

second year of existence.  The program is designed to provide fami-

lies from our community opportunities to meet with leading re-

searchers and physicians specializing in Cystinosis and network with 

other members of the community.  

The meeting in Houston, Texas was a resounding success.  Dr. Ewa 

Elenburg, Assistant Professor, Renal Section, Department of Pediat-

rics Baylor College of Medicine, Texas Children’s Hospital provided a 

thorough overview of cystinosis, framing the symptoms and treat-

ments by stages of development. 

Our venue Churrascos River Oaks, provided an intimate setting for our dinner and 

meeting.  There were twenty-six patients, parents, grandparents and family members 

attending. In addition, representatives from Raptor Pharmaceuticals, Sean Wiltse and 

Karen Waggenbrenner, and Sigma Tau Pharmaceuticals, Kristine David, were on hand 

to answer any drug specific questions from the group.  It was a wonderful evening of 

camaraderie and fellowship. 

Dr. Ewa Elenburg, informing 

attendees in Houston about 

cystinosis at all stages and 

current treatments at a 

recent  CRN Patient Forum 

mailto:nesterovag@mail.nih.gov
http://www.cystinosis.org/
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7 Patient Forums events are targeted for 2015: 

March 7, 2015 – Charlotte, North Carolina 

May 9, 2015 – Columbus, Ohio 

 

In progress of scheduling: 

San Francisco, California 

Orlando or Tampa, Florida 

Denver, Colorado 

Boston, Massachusetts 

 

Please take advantage of participating in these 

events as they provide excellent opportunities 

to increase your insights and establish strong 

relationships with other families.  Please visit 

the CRN website, https://cystinosis.org, for 

event specific details. 

 

Josѐ Morales, Dr. Ewa Elenburg, Kristine David, from Sigma Tau, and 

Sean Wiltse from Raptor Pharmaceuticals enjoy the evening in 

Houston at the CRN Patient forum recently held there. 

Samantha Hernandez and son at the Houston CRN Patient  

Forum 

Attendees gather for a group photograph at the recent CRN 

Patient Forum in Houston. 

Fernando Cordoza and friends in Houston 

https://cystinosis.org
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By Clinton Moore 

 

This year's "Chandler's Chance" 

fundraiser was slightly less suc-

cessful as last year's, and for one 

simple reason....Heavy rain. The 

week before the event we were 

watching weather predictions 

very closely and found that we 

better prepare for the worst. 

Many friends and neighbors do-

nated small canopies and tents 

and we ended up renting a huge 

event tent that would accommo-

date 300 people. All we could do 

now was hope.  

 

 

 

Literally one hour before our event the rain began and 

in a heavy manner. 160 people still braved the weath-

er and came out to support the cause. The children 

still were smiling as they boarded the hayride and 

were soaked when they returned minutes later. Chil-

dren and adults stood under small tents awaiting their 

turn riding the firetruck and the line to sit on Santa's 

lap was lengthy all night.  

Overall, everyone had a good time and no one went 

home dry!!! 

 

 

“Chandler’s Chance” Fundraiser for CRN 

Honoring Chandler Moore 

Chandler Moore enjoying the festivities at this years 

“Chandler’s Chance” fundraiser supporting CRN 

DJ, Mike Palowski, with Chandler donated his time 

and talent at the event.  
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Cystinosis Update from Egypt 

By Neveen Soliman, M.D. 

The Egyptian Group for Orphan Renal Diseases (EGORD) is committed to educating 

physicians and other healthcare professionals about rare diseases including cystinosis 

to promote early diagnosis and optimal treatment. We are also determined to further 

promote public awareness and provide creative opportunities for patients and families 

to share information. 

In that context two key events were held in 2015: 

 The theme for Rare Disease Day Egypt 2015, was “Let’s Get Together” for rare kid-

ney diseases including cystinosis, being a treatable disease. EGORD is thankful to the 

critical support of the Monira Children Hospital, Kasr Al Ainy School of Medicine, Cairo 

University, Global Kidney Academy, NGOs, and the Forsan team of Faculty of Fine 

Arts for an amazing and dynamic program. 

 

http://www.rarediseaseday.org/country/eg/egypt 

 

 

 

 

 

 

 

 

 

…. 

 

 

 

In addition, the 3rd Inherited Kidney Diseases Workshop (IKDW3) was held in collab-

oration with ERA-EDTA and the Egyptian Society of Pediatric Nephrology & Transplan-

tation. In this unique regional educational event attended by national and regional 

physicians, pediatricians, geneticists, and nephrologists; two sessions were dedicated 

to cystinosis. The cystinosis  professional session discussed the recent research stud-

ies in the region including some interesting case reports and highlighted the need to 

develop and implement KDIGO guidelines for nephropathic cystinosis. The other ses-

sion was for patients and families living with cystinosis to meet the experts, get to-

gether with parallel children entertainment. Much appreciation to Prof. Pierre Cochat, 

Highlights from Egypt!   

Rare Disease Day 2015, held in February and the Inherited Kidney Disease Workshop (IKDW3) 

held in April, in Cairo.  Both events included topics on cystinosis. 

C:/Users/tschleuder/Documents/Custom Office Templates


P a g e  4 7  V o l u m e  8 ,  I s s u e  1   

 

 

Prof. Elena Levtchencko, and Prof. Meguid El Nahas for their enormous contribution to IKDW3, in particular the 

interactive cystinosis patient/family session. 

 

http://www.ndt-educational.org/page-23918-0-921--the3rdinheritedkidneydiseasesworkshop.php 

 

 

More Highlights from Egypt! 

http://www.ndt-educational.org/page-23-918-0-921--the3rdinheritedkidneydiseasesworkshop.php
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Costume Crazies 5 K Fun Run Honoring Ma-

son Reed a Great Success! 

By Deb Reed 

Saturday morning, April 25th, 2015, the 3rd Annual Costume Crazies 5K Fun Run/

Walk was held at the Oldham County Courthouse Square on “Old Route 66” in 

Vega, Texas.  This special day is to honor Mason Reed and Cystinosis Research 

Network.   

This year we were happy to welcome José Morales, CRN   VP of Development, 

and Mary Patterson with Raptor Pharmaceuticals.   José and Mary ran the 5K 

together along with 50 other participants. 

The Court House Square was filled with all kinds of crazy and creative costumes, 

socks, hats, and funny wigs.  The 5K began at 11:00 am. 

Medals were given for 1st, 2nd, 3rd place for 2 divisions, along with Best Cos-

tume prizes for first and second place. 

After the race the participants enjoyed drawings of many gift items donated by 

family and friends and businesses.  We also added a silent auction and received 

several great items. “Clowns under Construction” a group of ladies who entertain 

with face painting and balloon art brought joy to the young and old alike.  There 

was a bouncer for the children’s entertainment.  A lunch of sausage wraps, hot dogs, 

chips, drinks and homemade desserts was served in a plastic tote.  

This event is all about “FAMILY”.  The Reed and Broce Families are so proud to bring the 

communities together for a day to celebrate “Mason and Cystinosis “.  Thank you to eve-

ryone who participated and helped to make our fundraiser a wonderful success.   

Mason Reed with his 

grandmother, Deb Reed, 

and family friend Will  

Tarbet. 

As the Clowns Under Construction, these ladies provide 

their balloon making and face painting talent! 
Mason’s cousins, Easton and Landree from Colorado 
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Highlights from Vega, Texas and the 3rd Annual Costume Crazies 5-K 

Fun Run/Walk fundraiser in honor of Mason Reed! 

A wonderful day for all! 



 

P a g e  5 0  

T h e  C y s t i n o s i s  A d v o c a t e  

 

 

9th Annual 5K Fun/Run in Honor of Kacy  

Wyman Raises over $30,000 for CRN 

By Jen Wyman 

 

The first Sunday in May has become our most cherished day of the year.  It's different 

from holidays and birthdays; more like all of them rolled into one.  It brings our imme-

diate and extended families together.  And it brings our near and far friend families 

and our cystinosis family together.  It's a celebration of a life well lived after a devas-

tating diagnosis.  It's a celebration of milestones passed and those that are to 

come.  Kacy loves the day.  It's different now that she is older.  She recognizes the 

support and feels the love.  In a weird way it helps her embrace her life with cysti-

nosis.  Cystinosis is a rare disease, but in many ways we are all the richer for it.  It 

has forced a small community to come together, to depend on each other for emotion-

al support, and to lean on each other in times of triumph and despair.  It's a compli-

cated life, but it's a good life.   

 

On Sunday, May 3, 2015  over 

200 gathered to walk/run on a 

gorgeous, warm and perfect 

spring morning. It's a busy 

time of year…spring sports, 

graduations, and weddings 

abound.  But somehow people 

still find the time to join us in 

body or in spirit.  Never in 

the  year do we get more face-

book messages, voicemails and 

kind notes than on this 

day.   And with the help of 

many we raised over $30,000 

for CRN.   

 

    “Hope is the thing with feathers 
that perches in the soul - and sings 
the tunes without the words - and 
never stops at all."   
 
                   -Emily Dickenson 
 
 

 
 
 Kacy Wyman, Steve Schleuder and recently diagnosed, Gavin 

Gustafson know what it is like to live with cystinosis everyday.  

They, and others living their lives with cystinosis are our heroes 

and our inspiration.    

http://www.brainyquote.com/quotes/quotes/e/emilydicki154102.html
http://www.brainyquote.com/quotes/quotes/e/emilydicki154102.html
http://www.brainyquote.com/quotes/quotes/e/emilydicki154102.html
http://www.brainyquote.com/quotes/quotes/e/emilydicki154102.html
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Kacy’s friends Hannah Tilds (left) and Ameilia McCourt (right) help her 

hand out Team Kacy Tee-shirts to all who attended the Fun/Run. 

Kacy Wyman with her little friend Josie Joy, enjoy the 

beautiful day! 

Tim Wyman, Kacy’s, dad fires up the crowd cheering on the  

partiicipants as the Fun/Run begins.  Over 200 people participated on 

a beautiful , spring  Sunday morning. 

Kacy’s next chapter of living with cystinosis begins in  

May. 
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Over $50,000 

Raptor Pharmaceuticals, Inc. 

Sigma Tau Pharmaceuticals, Inc. 

$25,000-$50,000 

C.H. Robinson 

$10,000-$24,999 

$2,500-$9,999 

2014 Donor Honor Roll 

 

Ferguson Enterprises, Inc. 

Fidelity Charitable Gift Fund 

Filone, Jeffrey 

Hein, Joie & Chris 

Heller, Warren M. 

Heritage Strategies 

Laffey Fine Homes 

Long Island Charities Foundation Inc. 

Lynn, Mary & Rob 

Maccarone Plumbing 

Naccarato, Joseph A. & Mariel J. 

NIBCO Inc. 

Novick, Leonard & Melissa R. 

Oki, Jeanne 

ORPHAN Europe, Immeuble "Le Wilson" 

Panagopoulos, Joanne 

Pav-Lak Contracting, Inc. 

Plumbers Local Union No. 200 

Rechler Equity 

Roesler, Pamela and Jeffrey 

Schleuder, Don L. 

Shapiro, Michael and Molly 

Shepard, Christopher & Tracie 

Striano, Vincent 

Tamwest Realty Inc. 

The Precourt Foundation 

Williamsburg Real Property LLC 

 

 

 

 

Dorsey & Whitney Trust Company LLC 

Ferrandino & Son Inc. Contractors 

Goldman Sachs Gives 

 

1495 Plaza LLC 

2 JP's Limousine Corp. 

A 1 Reliable Industries 

Abbatiello, Frank 

Anonymous 

Belco Distributors 

Blackman Plumbing Supply Corp. 

Bruno, Jeff 

Casa Building Materials Inc. 

Casa Redimix Concrete Corp. 

Danzig, Robert 

Darby, Brian 

DNJ Logistic Group, Inc 

Eximius Holdings LLC 
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$1000-$2,499 

 

Abrash, Jeffrey and Kathleen 

Air Stream Air Conditioning Corp. 

Amadeo, Joseph R. & Andrea L. 

Attwater Blue Corp 

Bancker Construction Corp. 

Bennett, John 

Bruce Supply Corp. 

Carmichael, Scott and Tia 

Center for Financial Planning 

Cerrone, Rick 

Charity Golf International LLc 

Chope, Matthew 

Christie, Angela 

Commercial Concrete Corp. 

Contillo, Michael 

Darbee, Elaine 

Dellon Sales & Marketing Ltd. 

Erich Jr. Robert A. & Susan B. 

Ericksen, Ryan 

Executive Cleaning Services 

Federick J. Kaskel, M.D. 

Foster, Marilyn G. & Gordon W. 

G.A. Fleet Associates Inc. 

Gagnon, Theresa 

Garrett, Matt 

Georgeson, Jamie 

Gerold Brothers Builders &  

Renovators 

Gerold, Eileen & Jim 

Granato, Inc, Joe 

Grassi & Co. 

Great Council of Massachusetts 

 

 

 
Greeley, Dave and Christy 

Hall, Eric 

Halsey, John and Juanita 

James Gagne, Bob & Kristen 

Jewish Colorado 

John McGowan and Sons, Inc. 

Kalmink, Jack O. & Mary A. 

Karmanos, Peter and Laura 

Kelly Building & Development Co., LLC 

Kielawa, Patricia A. 

KM Associates of NY, Inc. 

Lyons, John & Joanne 

Mahan, Tim 

Martin, Sandra K. 

McCormick, Genine & Michael 

Moore, Dawn 

Mountain Man Sand & Gravel, LLC 

Nelson, Christine 

New York Value Club, Ltd 

Nicolia, Sandy 

Nufarm Americas, Inc. 

Ottimo, Louis 

Park East Construction Corp. 

Planet Waste Services Inc. 

Poulton, Mark and Dana 

Pusinelli, Francis and Margaret 

Radcliff, Phyllis 

Roche, Michae 

Rush, Larry 

Ruttura & Sons Construction Co. Inc. 

Satterlee, Scott and Joni 

Seal Bond 

Sheffield, Leona 

Sherco Services LLC 

Specialized Rail Service, Inc 

Texas Auto Supply, Inc. 

Tyree, Lori Ann & Paul 

Village Club of Lincolnshire 

Weissberg, David 

Zoghlin, Alex D. & Deann M. 

 

$500-$999 

Allstate The Giving Campaign 

Altos Marketing 

Anderson, Court and Andie 

Arndt, Richard and Patricia 

ATI Physical Therapy 

Automated Pet Care Products, Inc. 

Birmingham Bloomfield Atlantis 

Blazo, William 

Boyce Trust 

Britt, Ernest R. & G.L. 

Buonfiglio, Andrea 

Cardinal Health Foundation, Inc. 

Chase, Peter 

Cole, Christopher & Tracy 

Connor, Chris & Maura 

Corson, Karen 

D'Amelio, Dean L. & Amy C. 

Dearborn Fire Fighters 

Donatic 

Douglas J. Ketterer 

Drillot, John 
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2014 Donor Honor Roll (cont.) 

Elektrobit Automotive Americas Inc. 

Elias, Shauna and Richard 

Elkhorn Area School District 

Empire Control Abatement Inc. 

Exchange Club of Dearborn Foundation Inc. 

Finn, Gerry and Nancy 

Finn's Landscaping Inc. 

Gerdeman, Chute 

Gilberg, Frederick R. & Beverly A. 

Gilberg, Josh & Katy 

Greenberg, Gregg & Tracy 

Gunther, Ron and Marilyn 

Hadeley Inc. 

Hammond, Jack and Colleen 

Henderson, Scott 

High Class Cleaning 

Honeyville Food Products 

Illinois Tool Works Foundation 

J & L Mfg Co 

Kelly, John F. & Michelle S. 

Kiwanis Club of Dearborn, Inc. 

Kuester, Kim 

Levine, Michael 

M & R New Beginnngs 

Messner , Sally and Gary 

Miller, Wendy L. 

Monti, Donald 

Mormile, Gina & Ralph 

Murphy, William 

Norling, Richard 

North Coast Internal Med PC 

Paypal Giving Fund 

Perciballi, Vincent 

Phelan, John D. 

Rayman Enterprises Inc. 

Rebuth, John 

Reed, Max and Deborah 

Robins, James 

Salttery, James 

Schleuder, Carl and Terri 

Special Kids Network, Inc. 

Stevens Car & Truck Center 

Sutter, David W. & Melinda G. 

Travelers Community Connections 

Tyler, Dumas, Reyes 

Tyree, Stephen 

United Way-Metro Atlanta 

Vitagliano, Joseph D.M.D. P.C. 

Wall, Johnnie R. 

Wilson, Jeff & Elaine 

$250-$499 

Albion Consulting Group, Inc. 

Albracht, Sammy 

Beard, Larry and Diane 

Bechtel, Brenda 

Boivin, Bradley H. & Jeanette C. 

Bratley, Russell and Elise 

Chand, Sarla 

Ciovacco, Peter 

Curtis, Jacqueline and Christopher 

D'Ambrosio, Patrick 

Costume Crazies 5-K Fun Run 

in honor of Mason Reed 



P a g e  5 5  V o l u m e  8 ,  I s s u e  1   

 

 

 

Die-Namic Inc. 

Dikeman, David 

Dillon, Pamela and Landelin 

Dobyns, Jeffrey 

Fazio, John 

Friesen, Jason and Karen 

Genzale, Arthur & Donna 

Glueckert, Al and Eileen 

Gold D.P.M., P.C., Lee 

Gorkiewicz, Daniel & Christine 

Harper, Mary Kathleen and David Scott 

Hutchinson, George 

Joachim, Lynn and Jeff 

Joy, Melissa N. & Jeffrey 

Kaiser, Rachel & Steven 

Landschulz, Mark & Kathleen 

Lauletta, Stephen 

Lincolnshire Sports Association 

Longino, Richard K. 

 Mary Oneill-Felman 

Matos, Tony 

McAuley, Sean and Sue 

McLaughlin Kramer Megiel Funeral 

Home 

Melang, Thomas and Brenda 

Meng, Rochelle 

Moehlman, Alana 

Moeller, Michael F. 

Moore, Barry 

Murphy, Robert & Deboraheliz 

Nesbitt, Michael and Jeanette 

Petoskey, David and Kathryn 

Pirozzi, Jean & Michael 

 

 

Potts, Gail 

Qualley, Michael J. & Jennifer C. 

Resnick, Marcia & Joel 

Ruppenthal Family Living Trust  

Ryan, Alyson B. 

Saccaro, Jane and James 

Schmidt, Kenny 

Scoopie Doo LTD 

Scoopy Doo of Westchester Inc. 

Sigler, Herberth R. 

Simpson, Mark and Deborah 

Smith, Barbara C. & Edward Paul 

Smith, William A. & Jane F. 

Smolizza, Corinne 

Sugar, Gregory 

The Shine Project LLC 

Triple Crown Sports Memorabilia, Inc. 

Truist 

Ukman, Laren 

United Auto Workers, U.A.W. 

United Way - Bank of America  

CyberGrants 

United Way - Henderson Cty KY 

United Way of Salt Lake City 

United Way-Metropolitan Chicago 

Unknown Check 

Varacchi, Eileen C. 

Weaver, Mitchell and Jeanne 

Weld, Timothy 

Zwach, Alan & Kristi 

 

$100-$249 

Abbriano, Lee Anne 

Acampora, Chris and Steve 

Adams, Sandra 

Adler, Mathew and Carolyn 

Affordable Party Lighting 

Alexion, Evangeline 

Alexion, Jennifer E. & Standey C. 

All 4 Him Ministries LLC 

Anderson Trust 

Appel, Philip 

Armstrong, Charles M. & Susan J. 

Arndt, Frank and Raymond 

Artho, Andy & Cynthia 

Aurora Health Care 

Baessler, Tim 

Baptista, George and Elizabeth 

Barnett, Damian C. & Nicole K. 

Baron, Nancy M. & Howard S. 

Baschat, Ahmet & Miriam Doyle 

Basil, Brian & Molly 

Bauman, Anthony & Sheryl 

Bays, Julie & James 

Becker, Paul 

Berkheiser, Michelle 

Berland, Bob & Helen 

Billinghurst, Mark 

Binder, John and Jennifer 

Biogreen Solutions II, Inc. 

Birch, Jim and Wanda 

Bott, Michael and Jennifer 

Boyce, Patricia & Robert L. Sr. 
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Brandt, Liz and Ted 

Brandt, Richard & Elizabeth 

Branka, Leonard and Peggy 

Brocks, Mary Ellen 

Brown, Alex 

Brown, Andrea & Bruce 

Brugman, Bernadus J. & Natascha 

Bryant, Sharon and Jeff 

Buccheri, Catherine L. & Michael L. 

Buck, Charlotte & Chris 

Burstein, Gary S. 

Cafepress 

Caiazzo, Paula and Anthony 

Canonry of Saint Leopold Inc. 

Capewell, Richard 

Carlson, Aaron 

Carmichael, Archie 

Carrello, Joseph 

Cathcart, Janet and Mike 

Cavazos, Paul & Michelle 

Cear, Joan R. & James 

Chapman, Sandra 

Cicero, Vince and Lisa 

Cleary, Christopher & Nona 

Coffelt, Troy B. 

Cohen, Neil B. & Judy D. 

Cohen, Sarah and Gary 

Collins, Bridget 

Collins, Jeffrey 

Collins, Joseph 

Colvig, Cameron and Nicole 

Cordaro, Mary and Anthony 

Coscia, Tiffany & Robert 

Courtney, Ginny & Kevin 

Crossley, Clare 

Daley, Gerald and Elaine 

Darbee, William 

Davidson, Dave 

Dearborn Police Officers Charities, Inc. 

Debbie's Designs 

DeForest, Nora 

Dekker, Christopher and Karen 

Depew, Jeffrey and Angela 

Dernetz, Robert C. & Valerie H. 

Desimone, Richard & Karen P. 

DiVincenzo, Mary & Ray 

Dobras, Eric and Sally 

Dobryn, Daniel 

Dretler, Dan 

Drukker, Jeffrey & Joanna 

DuBois, Robert & Molly 

Dudley, Tom J. 

Dutton Bus Service, Inc. 

Dvorak, James and Lisa 

Eaton Mechanical Sales, LLC 

Edwards Platt & Deely, Inc. 

Eisenberg, Jason H. & Darcy 

Ekenberg, Dwight and Robin 

Elisevich, Kost and Candy 

Elkanah Mead Agency Inc., The 

Elkin, M. 

Elkins, Anthony & Lee Ann 

 

 

2014 Donor Honor Roll (cont.) 

Deb Reed at the 2015 Cos-

tume Crazies 5-K Fun Run for 

CRN in honor of grandson,  

Mason Reed. 



P a g e  5 7  V o l u m e  8 ,  I s s u e  1   

 

 

 

Ellis, Robert & Suzanne 

Endurance Services Limited 

Eschels, Sherie and Randy 

Etter, Thomas P. & Lisa B. 

Fangman, Shelley 

Feder, Janice and  David 

Feldman, Michael and Lori 

Fetta, C.J. 

Filippell, Mark A. & Buffy G. 

Fillion, Michael R. & Tracy L. 

Fisher Auto Parts 

Flanders, Dana and Valarie 

Fleischner, Mark A. 

Fohner, George & Nancy 

Fowler, Joseph 

Franke, James and Shari 

Frey, Claire and Fred 

Gadaleta, Anthony and Lisa 

Gamble, Lawrence R. & Jane E. 

Ganiere, Richard 

Gatz, Elizabeth F. & John C. 

Geerdink, Edwin & Maria 

Genna, Anthony 

Gillis, Todd and Diane 

Gingiss, Jodi 

Glueckert, Kathleen 

Golisano, Salvatore 

Good Shepherd Community Church 

Gordon, Gary and Kathryn 

Greeley Trust, Joyce 

Greenbaum, Laurence 

Greene, Elaine 

Grimes, Nicole & Craig 

 

 

 

Grotto Pizza 

Guidobono, Renee A. & Eric G. 

Hackmann, John & Jennifer 

Haddad, Nancy 

Hagy, Jr., Harry 

Hanna, Mark C. & Elizabeth C. 

Hart, Don 

Herst, Michael and Wendy 

Heysinger, Kelly A. & Hiram D. 

Hill, Andrew 

Hoyt, Shawn J. 

Hughes, Carol and Gary 

Inderrieden, Julie and Gene 

Jackson, Mike & Carol 

Jackson, Steve & Nancy 

Jacobs, Louis 

Jagiello, Alan & Lisa 

Jahnke, Roseanne 

Jaques, Patrick J. & Deanna E. 

Johnson, Harold R. & Jean C. 

Johnson, Jared Lee 

Judycki, Renee 

Julian, Dan and Jan 

Kaiser, Revo Trust of Nancy A. 

Kalmink, Jonathan 

Kanaris, Catherine and Peter 

Kapecki, Julie and Garrin 

Keevins, David & Kristin 

Kelly, Joseph S. & JoAnne M. 

Kend, Stan and Elaine 

King, Jeffery & Joanna 

Kirkland, Perry and Melanie 

Klapp, Michael C. 

 

 

Kondzielaski, Robert J. & Cindy 

Kovar, Frank & Lisa 

Kruger, Paul L. Jr. & Jennifer M. 

Krull, Deb 

Krummenacker, Mike and Fran 

Kruse, Tory 

Kunz, John &Debra 

Lampertius, Joseph and Kelly 

Lang, Kristin E. 

Larimore, Jessica 

Laudati, Diane and Marco 

Leahy, Laura 

LeBeau, Brett and Brittney 

Ledford, Trent 

Lenovo Employees Care Campaign 

Levin, Arnold & Marilynn 

Levy, Robert & Vivan 

Lewis, Robert and Lisa 

Lewis, Ronald P. & Lori L. 

Lithgow, Jr., Carlos 

Long Island Cremation Co. Inc. 

Long, Gene 

Lonoff, Michael & Nancy 

Lorincz, Heather & Steve 

Lynch, Daniel & Lora 

Macchia, Josephine 

MacKillop, Thomas and Lisa Farris 

Mama Larosa Foods, Inc. 

Mangarelli, Harold and Diane 

Manion, Brian and Jodi 

Marable, Billy and Helen 

Marderosian, Karen Living Trust 
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2014 Donor Honor Roll (cont.) 

 Marker, Tim and Joyce 

Martin, Andrew and Kathleen 

Mastery Martial Arts 

McCauley, Lara & William 

McCourt, Kurt & Mellanee 

McCourt, Pamela A. & Michael H. 

McCullagh, Karen Cunningham 

McKinney, Elliot & Jane 

McLellan, Dan and Vicki 

McMillan, Cary and Rande 

McWilliams, Anna 

Medina, Daniel and Lisa 

Menig, John E. & Diane E. 

Mercado, Dr. Sonia 

Mianulli, Angelo 

Michael Magro Foundation Inc. 

Miesowicz, James & Doreen 

Minegar, Ronald 

Moeller, Frederick E. & Barbara S. 

Mooney, Mary S. 

Moore, Lori 

Moore, Michael P. & Kristi L. 

Moore, Ronald W. 

Morgan, Donna 

Morrison, Mitchell & Patricia 

Moser, James 

Moss, Marcia 

Mowder, Gary 

Mulholland, Joshua 

Munger, John & Leslie 

Musial, James and Freda 

 

Napolitano, Carol 

Neff, Kevin and Jodi 

Neil, Vanetta 

Nemshin, Jeff 

Network for Good 

Nixon, Lance and Linda 

Nock, Stephen J & Stacy Ann 

Nolan, Lisa G. 

Noonan, Debby & Bob 

Norton, Leona M. 

Novaco, Richard and Michelle 

O'Donnell, Matthew and Ann Renee 

O'Donnell, Thomas M. & Mary Claire 

Ohye, Bonnie 

Olsson, Patricia and Edward 

Palacios, Angela 

Paltrow, Barbara L. 

Parish, Ruth and John 

Parish, Shaun 

Parker, Diane 

Parker, Joy 

Patterson, Ryan 

Pease, John 

Pecora, Melinda & Joe 

Pena, Joseph and Cynthia 

Pettas, Jaclyn 

Phlipot, Thomas H. & Brenda K. 

Pilla, B. 

Pinsel, Daniel and Linda 

Plomin, Joseph A. & Susan 

Prairie House Tavern LLC 

Mason Reed’s cousin,  

Cashley, enjoying “Costume 

Crazies” fun 
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Prebay, John and Kristin 

Prete, Jeffrey A. 

Price, Linda M. 

Professional Export Services 

Quillen's Repair Shop 

Radike, Pamela 

Ransom, Alida 

Reed, Christina & Bryan 

Reuland, Melissa 

Reus, Josephine & William 

Reynolds, Albert & Erika 

Richard H Schaffer, ESQ. Attorney At 

Law 

Richardson, Larry & Monica 

Roberti, Sandra 

Roberts, Susan & Brian 

Romney, Stacey 

Rooney, Nancy and Douglas 

Rooney, Stephen M. & Nancy A. 

Rosen, Joy 

Rosenthal, Nicholas and Cheryl 

Ruby, Alan and Leslie 

Rusher, Edward & Judy 

Rutherford III, Joseph A. & Joanne K. 

Sardar, Karyn L. 

Salazar, Carlos and Heather 

Samberg, Kelley D. & Michael T. 

Sanfilippo, Carmen 

Sanfilippo, Raymond & MaryAnn 

Sargent, Steven and Bara 

Sawyer, Jonathan 

Schaffer, John & Julie 

Schleuder, Eric M. & Karen L. 

Schmidt, Pamela & David 

Schulte, Royce & Cindy 

 

Schumaker, G. Brian & Kendra 

Scotti, William and Megan 

Seidel, Jeffrey & Teresa 

Seraydarian, Gregory and Ann 

Sexstone, Graham 

Sheets, Priscilla J. 

Siegel, Drs. Aaron and Suzanne 

Siff, Jonathan & Robin 

Sikaitis, Keith E. 

Simec, Jeanette 

Simon, Naomi 

Sizemore, Jennie 

Southern Packaging LP 

Sowers, Chris 

Spano, Nick 

Spencer, B.A.P. 

Stavro, Harry & Barbara 

Steel Testing Laboratory 

Steele, I. Wilmer 

Stephenson, Howard and Freda 

Stilke, David and Kirsten 

Strunk, Lois A. & Richard 

Sullivan, Brendan and Lorraine 

Surane, Tania E. Living Trust 

Swierupski, Robert & Carol 

Sylvan, Ian and Jamie 

Talanges, Joseph and Antoinette 

Tamarak Country School, Inc. 

Taney, Susan 

Tardi, James P. & Lori 

Tarr, Girard and Christine 

Taylor, Paul W. & Elaine J. 

Tebben, Kent & Kathy 

The Fountain Inc. 

The Goble Family Living Trust 

Thomas, Barbara 

Thomas, Margaret H. 

Thomas, Susan 

Tilds, Eric and Cary Anna 

Toomey, Linda L. & Thomas M. 

Troutman, Joyce 

Trudell, Rochelle 

Turk, Francine 

Turturro, Ellen 

United Way of Delaware {2} 

Urbanski, Mary L. & James C. 

Urbielewicz, John 

Van Dyke, Jim and Jane 

Vernon, Pat 

Vest, Jason R. & Heather J. 

Vezina, Richard 

Vidovic, Lesa 

Wachter, Glenn 

Wade, Estelle 

Walsh, James 

Ward, Tracy L. 

Watzke, Linda M. & Kim E. 

Weinberg, Dean and Jody 

Weinberg, Joel and Virginia 

Weiss, Ronld K & Jody 

Williams, Robert D. &  Mary K. 

Woodward, Tahnie 

Workman, Chris B. & Lisa B. 

Wyman, Jennifer and Tim 

Zafonte, Ross and Cheryl 

Zerlak, Terry F. 

Zimmerman, Rodney and Adrienne 
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2013 Donor Honor Roll (cont.) 

$50-$99 

Addis, Maralisa 

Agosto, Anthony and Lorraine 

Alberts, William 

Albertson, Peter J. & Mary E. 

Albracht, Apryl & Nicholas 

AmazonSmile Foundation 

Arlet, Douglas J. & Deborah 

Arne, Maria P. 

Ayers, David K. 

Azzam, Paul D. & Catherine E. 

Babbo, Angelo 

Babbo, Angelo J. D.O. & Robin E. 

Bailey, Garry J. & Elizabeth A. 

Barlow, Thomas R. & Annette M. 

Barnett, Kenneth A. & Marianthe 

Barr , Benson and Susan 

Barraco, John 

Bartlett, Shirley 

Bear, Richard and Christina 

Becklinger, Jon R. & Rosemary A. 

Begert, Joanne S. 

Bell, Guy & Jourdan 

Benitah, Cyril J. and Michelle K. 

  Berger, Johanna 

Bethesda U M Women 

Biagini, Maria 

Bigham, Stephanie N. & Casey L. 

Bildner, Nancy J. & James L. 

Binder, JohnL  & Georgina P 

Birdsong, Kent & Tammy 

 

Blake, Michael C. & Michelle D. 

Blaser, Kristine M. & Brian J. 

Blomberg, Randy and Jennifer 

Bloodgood, Samuel and Karen 

Bogan, Annie 

Bratko, Gary 

Bredeweg, Timothy J. & Lisa A. 

Brice, Stephanie J. & Robert J. 

Brock, Jane C. 

Brooks, Michelle and Daniel 

Brown, Garrett & Shandra 

Bruhn, Rob & Sara 

Bultman, Dick  & Valerie 

Bungart, Joseph K. & Kathleen C. 

Burnham, Jeffrey & Karen 

Cahalan, Josephine 

Calvanese, Vincent P. & Krista A. 

Calvert, Mark T. & Trina Lynn, Co-TTEE 

Campanelli, Michael 

Canha, Mary and Bob 

Capstick, Michael & Eliisa 

Chandler, Douglas E. & Sandra K. 

Charak, Johnathan M. & Lara M Kirts 

Colton, Linda 

Compassionate Shepherd Ministries Inc. 

Cook, Jarrod B. 

Corbin, Julie & Vince 

Cranston, Susan J. & Richard A. 

Croft, Jana 

Cuddy, Dean and Gay 

Dalzell, Glendy & Dan 

Daniel, Bryan D. & Jennifer S. 

 

Steve Schleuder and Kacy 

Wyman 
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Deprez, Elizabeth Ann 

DeSantis, Marion A. & Gino 

Dewitz, David C. & Heather A. 

Dolce, Mary Anne 

Donaway, Gregory W. & Debbie H. 

Dorsch, Jennifer 

Dowdell, Debra & Donald 

Doyle, Nanci 

Dreisig, W. Patrick and Sharon 

Drinnon, David & Sherri 

Duncan, Yvette & Tom 

Durlacher, Susan 

East Coast Custom Cabinetry 

Efros, Theodore R. 

Eilson, Meg 

Eisenberg, Alexander M. 

Embry, Weldon & Sherry 

Engel, Ginger & Matthew 

Ewart, Dr. Elizabeth Jane, Ltd. 

Farrer, Rhonna 

Fazzalaro, Teresa & Edward 

Fernicola, Mildred & Jennifer A. 

Fiedler, Clarence W. & Fay E. 

Fischbacher, S. & C. 

Flowers, Brad & Sammie 

Fricchione, Gregory 

Friesen, Jason & Karen 

Frisch, Alicia M. 

Fuentes Unlimited, LLC 

Gabriel, Teressa 

Galluccio, Julie M. & Suellen 

Gamble Ochse, Connie 

George, George and Patricia 

Gillespie, Deborah 

Gilter, Clay D. & Lisa G. 

Gilter, Jean 

Gilter, John 

Girl Scouts of Southeastern MI # 74702 

Gjerde, Ronald & Stacy 

Goldberg MD, Edward J. 

Gorzynski, Susan E. Neumann 

Grabenstein, Pamela 

Gray, Samuel and Lori 

Greeley, Christina and David 

Griebe, Sandra 

Guerin, John & Karen 

Guevara, Maria Sandra 

Gumma, Sam 

Gunstad, Tom 

Halloran, Russ & Margaret 

Hamel, Deb and Ken 

Hardt, Lori 

Hardy, Mark and Margaret 

Harris, Ronald E. & Jennifer L. 

Hartung, Dianne E. & Gerharadt W. 

Hassinger, Kali 

Hayes, Katherine 

Heidenfelder, Laura 

Heinowski, Richard & Lori 

Henderson, Stephen F. & Christina H. 

Henry, James & Claudine 

Henry, James L. 

Hernandez, Jeanne 

Herzog, Jay A. & Donna Fox 

Hill, Jeremy & Amber 

Hodges, Russ & Kaylie 

Holecek, David & Joy 

Horvath, John and Laura 

Huffman, Andrew & Penny 

Hughes, Keith 

 

Hughes, Penny 

Hughes, Scott 

Iadevaia, Frank D. & MariJo 

Immell, Gregory & Susanne 

Imus, John and Elizabeth 

Jackson, Jaclyn 

Jacobs, Donis J & Duane D 

Jacobson, Robyn 

Jansma, Brenda & Jon 

Johnson, David A. & Patti Jo 

Johnson, Shawn E,. 

Jones, Michael J. 

K&K Landscaping LLC 

Kalis, Hyeok and Todd 

Keating, David T. & Michelle 

Keizer, Jacqueline and Kevin 

Kelly, Joseph & JoAnne 

Kelly, Kenneth P. 

Kend Jr., Stanley C. & Elaine L. 

Kilian, Sandra L. & George A. 

Kimberly & Mark McElhinny 

King, Jeff and Joanna 

Kirkpatrick, Edwin 

Klein, Jon B. 

Klein, Mike and Emily 

Klie, Mary 

Knoll, James D. & Brandi M. 

Kollock, Ernest 

Kopin, Mitchell P. & Karen J. 

Krentz, Laurie and Richard 

Krummenacker,  Erin 

Krupinski, Audrey 

Kubilis, Bill 

LaFlare, Rebecca G. 
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2014 Donor Honor Roll (cont.) 

Laney, Lori 

Lapointe, Nadine 
 
LaRosa, Christopher 

Leonard, Mark and Mindy 

Lieblang, Bob 

Loukas, Rosalie 

Lyons, Ralph Andrew & Marta P. 

Mackenzie, Kevin & Lee 

Maebius, Jed and Nancy 

Maguire, Kimberly A. & Michael J. 

Manak, Sue 

Mannon, Rosyln Bernstein & Peter J. 

Martel-Wallace 

Mason, Lane E. & Jane 

Mathieu, Genevieve 

McDonough, Kathryn A. & William J. 

McFaul, Daniel & Jaylene 

McFelea, Mildred and Eugene 

McGrew, Mark and Pam 

McMaken, Jim 

Mehta, Vivek & Malini 

Michelau, Demaree 

Millang, Stacy & Herb 

Mitchell, Wade & Emmy 

Moehlman, Sue 

Montalto, Allison and Tony 

Moore, Merrill C. 

Moore, Merrill C. Jr. & Heather Nicole 

Morgan, Ted D. & Gina M. 

Morrill, Jill and Brian 

Moss, Leigh D. & Jeffrey D. 

Nagle, Katherine 

 

Neisendorf, David J. & Pamela Sue 

Neumann, Louis C. & Ann P. 

Newcomb, Gary and Becky 

Norton, Jack 

O'Brien, Maura 

O'Connell, Richard A. & Christine A. 

Oddo, Russell J. and Julie L. 

O'Donnell, Mary Claire & Thomas 

Ogorzaly, Ryan & Zachary 

Ohlwein, Elzan 

Olsen, Kinn T. & Jane V. 

OMally, Diana 

Osborne, Aimee 

Osowski, Lisa 

Osuch, Julia and Eric 

Pahlow, Gary Alan & Kelly Ann 

Palmer County Vet Clinic 

Parker, Mary Jane 

Parks, Melanie 

Patio Systems, Inc. 

Patterson, Tim A. & Mary J. 

Pepsico Foundation Matching Gifts Program 
 
Petersberger, Clare L. 

Peterson, Patrick & Rebeka 

Pfaff, William F. & Sharon W. 

Pfister, Susan 

Phillips, Regina 

Pikulinski, Marta & Marcin 

Porter, Richard and Ellen 

Potter, Michael W. & Jan 

Pozdol, Daniel and Kimberleigh 

Prado, Dennis and Kerry 

 

Pam Woodward with daugh-

ter, Tahnie, and grand-

daughter Sookie Boyer at 

the 2013 CRN Family Con-

ference in Washington, D.C 
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Prickett, Donny M. & Erin M. 

Prince, Kathleen & James 

Professional Medic Training & Events 
Ltd. 
 

Ralston, Dr. and Mrs. 

Rankin, Gretchen A. 

Reed, Jason & Jamie 

Reed, Joe & Laura 

Reed, Lucille 

Reed, Shad & Keva R. 

Reilly, Barbara 

Renchik, Robert W. & Laurie D. 

Rendtorff, Jennifer 

Reposa, Lisa I. & Mark S. 

Rhodes, Danny & Linda 

Ristau, Megan 

Rivkin, Michele and Larry 

Roberta and Mark Hancock 

Rodriguez, Fernanda 

Rohl, Robert B. & Robert L. 

Rua, Manuel A. & Palmira D. 

Russo, Paul & Laura 

Ryan, Anne and Tim 

Sandlin, Lea Ann 

Sardar, Karyn 

Schenk, Eugene & Ann 

Sclafani, Catherine & Joseph 

Scotti, William J. & Suzanne Stazie 

Seaman, Ferlin & Susi 

Seiden, Lauren B. 

Senn, Judith 

Sexstone, Jenni and Jim 

Shafer, Rachelle M. & Jeffrey A. 

Sharp, Joan G. 

Shepperd, John 

Shires, Charles and Mary Ellen 

Simon, Robert  

Sister's Hair Care 

Smith, Karen L. & Keith O. 

Smythe, Briana & Sharon 

Solomon, Frderick M.& Theresa 

Sooy, Mark 

Spinhirne, Angela 

Spurlin, Al 

Stec, Nicholas 

Steele, Gloria Ellen Merz 

Steen, Wanda L. & David A. 

Stensby, Scott and Tamara 

Strojny, Deborah D. & Paul B. 

Stump, Victor A. & Erica L. 

Sultan, Mary 

Swanson, Brian & Lisa 

Swensen, Oscar W. & Constance S. 

Tate, Cindy L. 

Terwillger, Brian and Carolyn 

The Olson Research Group, Inc. 

Thomas, Lindley Z. 

Thomas, Redford and Carol Ruth 

Tickman, Carl K. & Victoria 

Tidwell, Daniel D. & Joanne 

Toia, Amanda Colleen 

Udoni, Christine 

United Way- Bank of America 

Vanderbosch, Francis A. & Denise L. 

Vest, Joseph H. & Carrie K. 

Vest. Robert H. & Jane Ann 

W2 Enterprises Inc. 

Waddington, Christine M. 

Walker, Ann M. 

Walle, E. Jean 

Wash, Erik & Lara 

Weber, Roxie 

Weeks, Francine 

Willing, Michael B & Ruth Ann 

Wilson, Meg and Brian 

Witt, Phil & Terri 

Wolter, Roxanne K. 

Wyman, Kimberly & Troy 

Yakovlev, Igor 

Young, Jennifer 

Zatolokin, Ellen S. & David J. 

Zautner, Daniel and Jean 

Zimmerman, Chris & Barb 

 

Up to $49 

Abrams, Lawrence & Lori 

Ahnen, Tony and Ruth Ann 

Altemose, Gloria M. 

Anne M. Nathan Psy D. 

Anstett, Amy 

Anstett, David 

Armstead, Lester 

Arndt, Raymond and Nancy 

Ayers, Lisa M. 

Babcock, Linda 

Bain, Steve 

Baxter, Brianna 

Beck, Adam 

Beltz, Heather 

Biagi, Lynne 

Biebuyck, Brian and Robin 

Blackley, Gavin 

Blackley, Liam 

Boaz, Monte & Dana 

Bock, Linda 
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2014 Donor Honor Roll (cont.) 

Boyer, Liz 

Bradley, Chris & Jan 

Braemer, Henry & Dorothy 

Brain and Carolyn Terwilliger 

Brandon, Traci 

Bredeweg, Harvey & Isabel P. 

Brittain, Anne 

Brorman, Clyde & Sherrie 

Brorman, Martha 

Brown, Brenda 

Buck, Amanda 

Burdyshaw, Tracy 

Burton, RJ & HM 

Butler IV, Joseph E. & Christina E. 

Camp, James & Judith 

Cannon, Lisa L. 

Carr, Victoria 

Check, Peggy 

Chick, Sharon Kraus 

Clarke, Jennifer 

Coe, Charles and Debra 

Collins, Wayne E. & Mary Alice 

Comini, Riccardo & Micaele Piludu 

Conklin, Britt & Lee Ann  

Cox, Bridget 

Cox, Jacqueline J. 

Cox, Stephen 

Crowley, Katherine A. & Andrew J. 

Customink.com 

Cynor, Steven & Brynn 

D'Ambra Viscardi, Angela 

 

Davidson, Sarah and Timothy 

Debroka, Nancy 

Deckenback, Paul & Catherine F. 

Decker-Dornicik, Karen M. 

DeCroce, AP & JM 

Dekimpe, Maria 

Dethlefs, Gina 

Deverdier, Richard 

Disbrow, Mike 

Dodd, A. Jess & Elyce B. 

Dougherty, Dru 

Driscoll, John and Merribeth 

Dwyer, John E. & Martha 

Edwards, Micheal W. & Audrey M. 

Ettleson, Michaeal B. or Jeri S. 

Falini, Marianne C. 

Fermin, Jacqueline 

Ferry, Hank 

Fippinger, Gary and Karen 

Fisch, Michael R. & Debra E. 

Fischer, Dawn 

Fitzsimmons, Mark H. & Pamela 

Flynn, Connie 

Flynn, Patsy 

Forster, Adam and Nancy 

Fossier, Andrea and David 

Frizzo, Dr. Mark 

Galante, Shauna 

Galassini, Julie and John 

Garcia, Lillian S Yan & Andres 

Gillis, Diane 

 

Gavin Gustafson at the 5-K 

Fun/Run in honor of Kacy 

Wyman on May 3rd. 
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Hoffmann, Donald & Doretta 

Hogan, Kenneth 

Holub, Nelly 

Holub, Ninek 

Horton, Matt 

Horvath, Cassandra and Ed 

HSBC Philanthropic Programs 

Humphrey, David B. & Susan B. 

Hunde, Yedilaklil 

Ingram, David A. & Patricia I. 

Jacques, Joel M. & Karen L. 

Jarnagin, Barbara 

Jette, Patricia A. 

Jia, Shijun & Rong Gao 

Johnson, Lisa 

Johnson, Sherri 

Johnson, Summer 

Joyce, John E. 

Kaih, Christopher and Debra 

Kalina, Ira & Susan Ryan 

Kelleher, Kevin and Eileen 

Kellner, Adam D. 

Keon, Roisin 

Khaja MD, Fareed 

Khvalabov, Gabby 

Kilburg, Alice 

Kingsepp, Jonathan & Ellen 

Kinsler, Jessica L. & Daniel Jr. 

Kirchens, Robert 

Kirkorsky, Gregory and Diane 

Klein, Douglas & Amy 

Kleinmann, Deborah R. 

Kody, John & Melissa 

Kondek, D.M. 

Kortlandt, George and Patricia 

Kruger, Paul L. Sr. & Helen 

Kutnick, Joshua and Kimberly 

Kutnick, Joshua B. & Kimberly T. 

Lamon, John 

Laruccia, John B. & Diane 

Lawniczak, Jon 

Lee, Seth A. & Kaci 

Lefebvre, Phil and Diane Huiskam 

Leider, Colleen & Gerard 

Leontie, Laura A. 

Lewis, Parker 

Lewis, Patricia W. 

Lind, Terry L. & Cathi M. 

Lindholm, Debbie H. & Scott O. 

Little, Jonathan M. & Brandy L. 

Lombardi, Michaela 

Long, Melissa 

Louden, Richard & Joanne 

Lucido, Laura K. & Michael J. 

Lutz, Katherine 

Lyons, Glenn & Gina 

Mahan Tom 

Mahdavian, Robin Humphreys & Mani 

Manz, Elizabeth 

Martin, Melea 

Matos, Julio 

Mayer, Larry 

McCoy Jr., John A. & Erika A. 

McDonald, Deborah Sue 

McGirr, John P. & Mary Eileen 

McIntyre, Evelyn V. & Amanda 

McKinney, David & Ashley 

Meminger, Dirk and Jennifer 

Mendez, Flavio J. 

Gillis, Grant 

Glaros, Gus 

Gledhill, Karen 

Goldberg, Laura H. & Andrew J. 

Goodridge, Autumn 

Goodshop 

Grant, Daniel G. 

Grant, Katherine 

Greenbury, Jeff 

Gregory and Jennifer Bussell 

Grimes, Craig and Nicole 

Groneman, Calvin 

Groneman, Mark & Rebecca 

Groth, Nancy J. & Dean A. 

Grover, Wm Wesley  and Susan 

Haddaway, Susan G. & Murray E. 

Hamann, Clarissa 

Hanna, Mark C. &  Eilzabeth C. 

Harris, Tanya 

Hartig, Molly 

Hatch, Michael 

Hawkinson, Susan and Erik 

Hearn, Bonnie 

Herbert, Philip and Marlene 

Hicks, Curtis R. & Elizabeth A. 

Hill, Evan & Marla  

Frizzo, Dr. Mark 

Galante, Shauna 

Galassini, Julie and John 

Garcia, Lillian S Yan & Andres 

Gillis, Diane 

Gillis, Grant 

Glaros, Gus 

Gledhill, Karen 

Goldberg, Laura H. & Andrew J. 
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2014 Donor Honor Roll (cont.) 

Miller, Joshua 

Miller, Syndee and Lawrence 

Mitchell, Lani and Ryan 

Mitchell, Ralph J. Jr. 

Moore, Clint 

Morellim Rocco & Vicki 

Moseley, Anne Scholl 

Muscarello, Kevin 

Muth, Michael & Julie Harms 

Neff, Suzann M. 

Nelson, Richard D. & Kristin W. 

Newcomb, Susan and James 

Newkirk, Bonnie & David W. 

Newlin, Kelly 

Nichols, Steven and Susan 

Nieves, Lina 

O'Brien, James & Michala 

O'Keefe, Marla & Daniel 

Parker,  Dawn 

Paschel, Katherine & Anthony 

Paulson, Andrew and Catherine 

Pawlukiewicz, Alexander 

Payne, John P. & Elaine P Cook 

Perazzo, Lauren R. 

Petro, Eric and Mary 

Piana, Sonja M. Earles 

Pilder, Stephen H. & Susan D. 

Pingel, Steve 

Pizzaia, Jessica F. & Richard S. 

Pletcher, R.G. 

Plunkett, Amy 

Polcyn, Nancy A. & David 

Puig, Margaret J. 

Raia, Vincent J. & Eileen E. 

Reid, John and MaryAnn 

Reilly, Lynn 

Reinart, Kyle 

Reinoehl, Paul and Barbara 

Reus, William F. & Sherry L. 

Rich, Thomas F. & Frances M. 

Richardson, Charlene 

Richardson, Tracy & Kelley 

Richerson, Gertrude 

Ripberger, Cynthia 

Roatis, Calin V. & Florentina 

Rossicone, Paul & Martha 

Saks Mimi 

Sandman, Steven & Beth 

Sauer, Anita 

Schechter, Jodi 

Schechtman, Julie B. 

Schlacter, Guy 

Schmitke, Kurt A. & Michele R. 

Schmitt-Peterson 

Schnuer, Howard and Linda 

Schueler, Kevin & Ami 

Schultz. Greg & Rogers, Megan V. 

Scott, Allison 

Self, Micheal & Kelli 

Serna, Sunshine 

Shalkowski, Mary A. & Thomas F. 

Sharp-Price, Karen 

Shaw, Gary & Kathleen 
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Sherman, Peter & Bonnie 

Shull , Norma Trustee 

Siegel, Deborah 

Simonson, Melinda 

Sims, David & Gayle 

Sliwicki, David and Kristin 

Smith, David M. & Geralynn S. 

Smith, Gertrude R. 

Smith, Greg & Mindy 

Solheim, Jill 

Sooy, Estelle 

Spisak Jr., Kenneth F. & Vicki Lynne 

Steinberger, Amy 

Stevens, Dianne D. & Mark Root 

Stewart, Norman & Susan 

Summerville, Richard L. & Carolyn 

Talanges, Joseph & Antoinette 

Tania E. Surane Living Trust 

Tarnoff, David B. & Adrienne 

Taylor, Channing 

Tevelde, Vonnie M. 

Therese, Rev. Barbara 

Thielemann, Robert P. & Cheryl A. 

Thomas Schendel, MD, Susan 

Thomas, Kirsten 

Treiber, Scott and Elizabeth 

Tripp, Denise E. & Dennis L. 

Turner, Alan C. 

United Way- Heart of West 

United Way of Michigan 

Urciuoli, Donna M. 

Vanden Heuvel, Liz & Gary 

Vanderluit, David L. & Laura K. 

Vera, Katia 

Waayenberg, Louis S. & Pamela A. 

Wahl, Jeff 

Wahl, William K. & Jan K. Hess 

Walker, Crystal 

Walker, Janis 

walsh, Andrew and Lorrie 

Walsh, Jacey 

Ward, Thomas and Audrey 

Warshaw, Shannon 

Watson, Holli 

Wehmeyer, Douglas R. & Teresa M. 

Weisberg, Daniel and Joan 

Weisntein, Michelle & Brian 

West, John & Kelly 

Wiens, Nettie 

Williams, Mary 

Willian and Jennifer Axelsen 

Woodward, Rock and Pam 

Wynne, James and Susan 

Young, Lynette 

Zafarana, Robert & Lisa 

Zoesch, Cheryl 

 

 

 

 

José Morales (left) and Christy Greeley (right)

advocating for Rare Diseases on Capitol Hill. 
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Join the Cystinosis Research Network 
 

Get connected!  Stay informed!  Together we can find a cure! 

 

Join The Cystinosis Research Network (CRN) and become part of a global network of 

caring families, concerned individuals and healthcare professionals working together in 

the fight against cystinosis. The Cystinosis Research Network’s vision is the discovery of 

improved treatments and ultimately a cure for cystinosis. The Cystinosis Research 

Network is a volunteer, non-profit organization dedicated to advocating and providing 

financial support for research, providing family assistance and educating the public and 

medical communities about cystinosis. CRN funds research and programs primarily 

through donations from the public, grassroots fundraising events and grants. CRN 

provides outreach and access to resources. We take great pride in carrying out our 

motto: 

 

“Dedicated to a Cure. Committed to our Community”…whether you are… 

 

 A Parent who needs critical resource information, support services or help in sharing 

the challenges of cystinosis to those who serve your child. 

 An Adult with cystinosis interested in information regarding medical and social issues 

that are specifically geared for adults. 

 A Relative or a Friend who wants to increase their understanding of cystinosis and  

find out how you can help out or become involved. 

 A Physician, Social Worker, Educator or other Professional who makes a difference in 

the life of a family affected by cystinosis, and want to have access to critical 

information to better serve your patient, student or client. 

 

Joining the Cystinosis Research Network enables you to: 

 Receive all the latest cystinosis information through our countless resources, 

including the biannual CRN Newsletter, our very informative web page 

www.cystinosis.org, the popular online Cystinosis Support Group, and our toll free 

number (1-866-276-3669). 

 Attend the CRN Family Conference with other cystinosis families to exchange 

knowledge and create friendships. Also, find out the latest discoveries about 

cystinosis from the medical professionals. 

 Let your voice be heard by legislators and policymakers who need to know why 

cystinosis (and other rare diseases) are important issues to you. 

 Have access to the Cystinosis Research Network’s representatives in the areas that 

are most relevant at any given time to you or your loved one affected by Cystinosis. 

 

Join Cystinosis Research Network today! 

 

Thank you for your consideration in becoming a member of Cystinosis Research Network.  

 

Pam Woodward 

VP Family Support, Cystinosis Research Network 
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Join the Cystinosis Research Network Today! 

 

 

 

 

 

 

International: (Including Canada) Base rate (see above categories) plus $10.00 for postage.  

Payable in US dollars 

 

Please complete the form & mail with check payable to CRN to:  

Cystinosis Research Network  

302 Whytegate Ct. 

Lake Forest, IL 60045 

 

***************************************************************************** 

Name_________________________________________________________________________ 

Street________________________________________________________________________ 

City & State_______________________________________ Zip Code__________ Country ____ 

Phone__________________________Fax_______________________Email________________ 

Name of Child / Adult / Acquaintance / Patient affected with cystinosis:___________________________ 

Join A CRN Support Group 
Looking for a way to communicate with others in the cystinosis  

community on a day-to-day basis? 
 

The Cystinosis Research Network offers two email support groups for communicating with others in the 

cystinosis community: 

The CRN Support Group is a group for parents, affected adults, caregivers, family, and friends. 

We also welcome researchers and medical professionals who are interested in cystinosis. This is the place 

to discuss the various aspects of cystinosis, and how it affects our lives, how we cope, vent our frustra-

tions, share our fears, our hopes, and our dreams.  

The CRN Teen Support Group is for teens w ith cystinosis and teenage siblings of children and 

adults with cystinosis. Connect with other teenagers who are dealing with similar issues. The posts in-

clude questions, concerns, ideas and supportive sharing. 

To join a support group, visit www.cystinosis.org.  

Immediate Family $20.00      

Extended Family / Friend $25.00 

Professional $35.00    
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Support CRN’s Mission with Your Donation 

YES, I  want to help children and adults with cystinosis.  

Enclosed is my tax deductible contribution of: $__________________ made payable to 

the Cystinosis Research Network (CRN) and mail to: 302 Whytegate Ave., Lake Forest, 

IL 60045    

Name__________________________________________________________________ 

Street_________________________________________________________________ 

City & State___________________________________   Zip Code_________________ 

Phone___________________Fax____________________Email___________________ 

In Honor Of_____________________________________________________________ 

In Memory Of___________________________________________________________ 

You may send notification of my gift to: 

______________________________________________________________________ 

Please check all that apply: 

_____Friend     _____Individual with Cystinosis 

_____Parent of Child with Cystinosis  _____Professional 

_____Family     _____I am interested in volunteering for 

               CRN.  Please contact me. 

 

Every time you use GoodSearch.com to 
search the Web, a donation is made to 
the Cystinosis Research Network! 
GoodSearch.com is powered by Yahoo!, 
so you get the same results you get from 
most search engines. What is unique is 
that GoodSearch.com has developed a 
way to direct money to your selected 
charity with every click! 

To get started, go to goodsearch.com 
and select Cystinosis Research Network 
where it says "Choose your cause." Then 
search like you normally would! 

The more people who use this site for 
CRN, the more money is earned. So 
please tell your friends and family! 

Search the Web with GoodSearch 
& Raise Money for CRN 

Make Purchases at GoodShop & 
Raise Money for CRN 

GoodShop.com allows you to purchase 
through most online retailers, and a per-
centage of your purchase goes to the 
Cystinosis Research Network! There is no 
additional cost to you! 

To get started, go to goodshop.com, 
choose CRN as your charity, and click 
through the link on the GoodShop page to 
get to your favorite retailer. It’s that easy! 

GoodShop will donate up to 30% of your 
purchase to CRN. Some of the hundreds 
of retailers include: Best Buy, iTunes, 
Home Depot, Amazon, Barnes & Noble, 
Dell, Banana Republic, Macy’s, Target, 
Wal-Mart, Ann Taylor Loft, Chicos, 
Coldwater Creek, American Eagle Outfit-
ters, and many more! 

http://www.goodsearch.com
http://www.goodsearch.com
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United Way Contribution Guidelines 

Agency Name The Cystinosis Research Network, Inc. 

Non-Profit Tax ID # 04-3323789 

Address 302 Whytegate Ct., Lake Forest, IL 60045 

Telephone 1-866-276-3669 (toll free), 1-847-735-0471 

Fax 847-235-2773 

E-mail Address CRN@cystinosis.org 

Web Page www.cystinosis.org 

The local United Way organization will contact The Cystinosis Research Network via phone, fax, or e-mail 

to request we prepare and submit documentation verifying our status as a non-profit organization. 

 

The Cystinosis Research Network prepares all necessary documentation and submits it to the respective 

local United Way organization. 

 

The local United Way organization processes the documentation and sends a check for the aggregate sum 

designated for the Cystinosis Research Network. 

 

The Cystinosis Research Network sends thank you/acknowledgement letters to recognize contributing  

individuals. 

Identify the Cystinosis Research Network, Inc. as the agency you want to receive your  

contribution through the United Way Donor Choice Program. 

Donate to CRN by Selling on eBay 

CRN is registered with MissionFish, the exclusive charity provider for eBay Giving Works. eBay sellers 

can now list items through eBay Giving Works and designate a percentage of the sales to go to CRN. 

The seller picks the percentage, and all money donated is tax deductible. eBay will even refund a 

percentage of listing and final value fees that is equal to the percentage sellers donate! Items listed 

with eBay Giving Works are given a special icon, so they stand out. Some sellers report 20-40% 

higher sale prices for the exact same item using eBay Giving Works. Give it a try, and be sure to tell 

established eBay sellers about this great opportunity to give to CRN!   

Learn more about the CRN Amazon Smile Program by clicking on the link below: 

 
https://org.amazon.com/npo/portal/marketing-tools/ref=org_prt_gwh_mt 

https://org.amazon.com/npo/portal/marketing-tools/ref=org_prt_gwh_mt


302 Whytegate Ct. 

Lake Forest, IL  60045 

www.cystinosis.org 

Phone: 847-735-0471 

Toll Free: 866-276-3669 

Fax: 847-235-2773 

Email: info@cystinosis.org 

CRN Vision and Mission 

Vision.  The Cystinosis Research Network ’s vision is 

the acceleration of the discovery of a cure, development 

of improved treatments, and enhancement of quality of 

life for those with cystinosis.  

Mission. The Cystinosis Research Network (CRN) is 

a volunteer, non-profit organization dedicated to advocat-

ing and providing financial support for research, providing 

family assistance and educating the public and medical 

communities about cystinosis. 

Cystinosis is a rare, genetic, metabolic disease that 

causes an amino acid, cysteine, to accumulate in various 

organs of the body, including the kidneys, eyes, liver, 

muscles, pancreas, brain and white blood cells.  Without 

specific treatment, children with cystinosis develop end 

stage kidney failure at approximately age nine.  The 

availability of cysteamine medical therapy has 

dramatically improved the natural history of cystinosis 

so that well treated cystinosis patients can live into adult 

hood.  

Editor: Terri Schleuder 

Cystinosis Research Network 

302 Whytegate Ct. 

Lake Forest, IL  60045 

 

http://www.cystinosis.org
mailto:info@cystinosis.org?subject=Web%20Submission

