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by Jessica DeDio and Mary Jordan 

 

This is the story of two friends with Cystinosis, their 

families, and one extraordinary gift.  The only way to 

truly understand the incredible nature of this gift is to 

understand the story from both sides.  The first 

perspective is from the family of Bailey, a cystinotic teenager in renal failure.  It includes 

their plan for Bailey’s eventual need for a kidney, his mother Jessica’s frantic search for a 

kidney for him when none of his family could donate because of issues with their own 

kidneys, and the gift that came from another family who had just gone through the same 

experience.  The second perspective is that of the family of Joseph, another teenager with 

cystinosis.  Joseph had just received a lifesaving kidney transplant.  This story is about the 

study that brought the boys together, Joseph’s family’s plan to address his need for a 

kidney, the unexpected twist that changed that plan, and how his mother Mary’s 

preparations to save her son’s life enabled her to save Bailey’s life. 

 

2015 CRN Conference set for Chicago 

 The Cystinosis Research Network is pleased to announced that its 2015 Family Confer-

ence will be held July 16 – 18  at the DoubleTree by Hilton Chicago-Magnificent Mile.  

Please plan to join us to reconnect and learn more about new research findings, receive 

updates from cystinosis organizations from around the world, meet and renew friendships 

with other families, have the opportunity to participate in research studies, and interact 

one on one with many of the world expert clinicians treating and researching cystinosis 

today.                                                                                      

       (continued on page 20)          

  

(continued on page 4) 

Joey Jordan and Bailey DeDio 
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Charting the Path of Achievement for CRN – Who will take the Lead?  

A President’s Vision by Jeff Larimore 

 

Desire, Commitment & Energy are just a few of the fundamentals needed in any public 

or private organization. The Cystinosis Research Network evolved when a group of par-

ents got together out of the need to help their children. They had a strong belief and a 

commitment to each other to find better answers. With the goal to develop a strong pa-

tient advocacy organization, their involvement in the Cystinosis Research Network on 

occasion came ahead of the priorities of their own families. All of these efforts were 

completely on a volunteer basis. 

 

A not-for-profit organization realizes that the value provided by long-term volunteers is 

difficult to measure. Most importantly, long-term volunteers become the ambassadors 

and recruiters for an organization. Therefore, in order to chart the path of achievement 

for CRN’s future, a new era needs to begin where the mission, vision and beliefs of the 

Cystinosis Research Network are delivered by patients with Cystinosis under the men-

torship of long-term volunteers. My aspiration is that the execution of ideas is not from 

parents and caregivers but by the swell of new volunteers who have come together to 

once again find better answers.  Better answers to questions that at one time not long 

ago may have been considered unthinkable. 

 

What is my commitment and action plan to encourage individuals with Cystinosis to in-

crease their volunteer time with the Cystinosis Research Network? 

 

First, listen for the primary areas of interest – what is the right role that will have a new 

volunteer excited to get started? Our goal is match needs and skill sets but to be also 

open to a request for new challenges. We want volunteer time to be important and have 

the experience lead to a degree or better employment. 

 

Second, provide a commitment that our current Board and committee members will 

support their new roles. We do not want a feeling that new volunteers are being thrown 

into the water without a life preserver. Also, we want to provide opportunity to receive 

feedback as new members can provide new perspectives. 

 

Third, many volunteer their time to an organization mainly to serve, but our goal is to 

enhance friendships and social interactions in order for new members to lock in their 

decision to stay with CRN for a number of years. We can secure financial resources 

where committees can gather to hold workshops in order to build peer relationships. 
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Fourth, constantly extend appreciation that giving time and energy to the Cystino-

sis Research Network is valued. It is my responsibility as the current President for 

CRN to express no matter the occasion that our members and volunteers are held 

in high esteem. 

 

I am extending a personal request to those individuals with Cystinosis. Become 

active in the Cystinosis Research Network today and let’s continue to energize the 

Cystinosis community together. 

                                 With gratitude, 

                                  Jeff Larimore 

Cystinosis and Rare Disease Community Supports 

Raptor at Center for Medicaid 

By Jeff Larimore 

Members of the Cystinosis community were invited by Raptor 

Pharmaceuticals to participate in a discussion on a request for 

restoration of the Orphan Drug Exemption under the Affordable 

Care Act on April 11. The 75-minute meeting was held at the 

Center for Medicaid and CHIP Services (“CMCS”) office within the 

Department of Health & Human Services in Baltimore. 

 

A presentation was made to Barbara Edwards, Director of Dis-

abled and Elderly Health Programs Group within CMCS and her 

staff that the Orphan Drug Exemption was inadvertently re-

pealed by Congress during the first reconciliation of the Afford-

able Care Act. The implied intent of the exemption repeal was to 

lessen the amount of Medicaid reimbursement that would be 

made to pharmaceutical companies for new drug treatments that 

contained similar compound material to the drug it replaced. 

 

 CRN President Jeff Larimore joined Raptor’s Patrick Reichenber-

ger, Valerie Hotz with the Cystinosis Foundation, Diane Dorman 

from NORD, Patricia Beggiato from Global Genes, Jay Greissing, 

Paul Kim and Dr. Patrick Lee for a conversation that concen-

trated on the sharing of personal stories of how recent FDA-

approved medications including Procysbi have improved quality 

of life and health conditions of children and adult patients with 

Cystinosis and other medical conditions. 

   (Continued on page 25) 

 

CRN President, Jeff Larimore at a meeting held April 

11th in Baltimore, Maryland at “CMCS” office. 
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A Gift of Life, A Gift of Love 

(continued from page 1) 

 

Jessica’s Story 

Bailey was diagnosed with a rare metabolic disease called Cystinosis on Friday August 

13, 1999 at just 18 months old.  That was the worst day of my life. I was told my baby 

boy would not live past his 10th birthday.  I was told my son would not be healthy, that 

he would have to take many medications every 6 

hours throughout the day, even in the middle of the 

night and eye drops every waking hour. I was also 

told, the cysteine would build up all over Bailey's 

precious body destroying his eyes, muscles, bone 

marrow and vital organs and that he would need a 

kidney transplant soon. All that horrible information 

was too much to take in.  Writing this letter, 

remembering what we have been through and how I 

felt, is the most unbearable pain I have ever 

experienced, and brings tears to my eyes just thinking 

and remembering it.  

 

In 2009 we were invited to participate in a research 

study down in San Diego, California, which needed 

patients to help get a very special medication FDA 

approved.  I was ecstatic to be invited!!  It was a 

dream!!!  The medication that was being studied 

would allow our family to sleep through the night! It would allow us to do meds every 12 

hours verses every 6 hours.  We stayed at 

the hospital in San Diego for one week and 

returned home praying this medication 

would be FDA approved soon.   

 

In 2010 we received a call that forever has 

changed our lives in more ways than one 

can imagine.  We were invited to take part 

in a Raptor pharmaceutical study at Lucile 

Packard Children’s Hospital in Palo Alto, CA. 

We were honored to be a part of this!!! It 

was a dream, a wish, a prayer answered.  In 

the beginning it felt like we lived/ moved to 

Palo Alto; we were flying up there weekly 

sometimes more than one time per 

week.  Constant blood draws, tests and 

doctor’s appointments.  I will never forget 

our first visit when Bailey met Joey Jordan, 

another child with Cystinosis. They were so 

cute.  They looked like brothers- maybe 

even twins. They had a lot of the same 

interests and got along great!!!  I was 

overwhelmed with joy.  Bailey really never 

Joey Jordan and Bailey 

DeDio 

Mary Jordan 
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opened up or talked to anybody his age with Cystinosis.  It was great they both had a lot of fun together even 

though we were spending more time at the hospital then they would have liked. Every trip the study coordinator 

made sure the boys were together.  They grew closer and closer.  We would all hang out and have lunch, dinner 

and appointments together.  During our 4 years of visits to Lucile Packard Children’s Hospital in Palo Alto, 

California, for the study, Joey's kidneys started to fail he was getting weaker and sicker.  It was heartbreaking 

to watch.  His beautiful mother Mary began the transplant process at Lucile Packard Children’s Hospital. She 

planned to donate to her son.  All Mary's test came out positive for her to be Joey's donor.  While waiting for the 

live donor kidney transplant to be scheduled, the Jordans received a call from the hospital with a cadaver kidney 

that was a better antigen match than Mary's kidney. Wow, what a miracle.  Joey was transplanted on April 2nd, 

2012.   

 

About 1 year later Bailey’s kidneys began failing quickly.  He 

was becoming sicker and weaker by the day.  I started the 

process of figuring out if I was a match on my own since 

Bailey's doctor said it was too soon for me to check.  The 

doctor said he won't need a kidney for a while, but I knew 

better.  I received an awesome tip from Dr. Grimm  (the 

study Director).  He told me to go to my primary care 

physician and ask for a referral for a kidney ultrasound to 

make sure I had 2 kidneys and get my blood drawn to find 

out my blood type. We checked Bailey's blood Type too. 

Everything was great, our blood matched O-positive, and I 

had two kidneys. I was ecstatic.  I was positive that I would 

be the one to save my son’s life and give him life twice. 

Donating my kidney to Bailey had become my main focus, 

since the day I found out Bailey had cystinosis and he would 

need a lifesaving kidney transplant.  Bailey is my life, my 

love.  He blessed my life and changed my life for the 

better.  When he was diagnosed I quit smoking and didn't 

eat sweets or salt.   I stopped doing everything I knew how 

to, that would negatively affect my health, and would not 

allow me to donate my kidney to my precious Bailey.  In July 

2014, after 5 days of driving to UCLA and extensive testing 

on me to see if I was healthy enough to save my sons life, I 

received the worst phone call.  The head surgeon from UCLA 

called me because they knew how devastating this would be 

for me.   He said I'm sorry, but you cannot donate your kidney 

to Bailey or anyone for that matter you have medullary 

sponge kidney.  I started crying, our life was shattering all over again. I thought, who was going to donate, who 

was going to save my son’s life ??? I didn't want to believe UCLA so I sent my results to Lucile Packard 

Children’s Hospital as well and they agreed with UCLA. I could NOT ever donate a kidney!!!  My husband tested, 

but UCLA denied him as well due to severe kidney stones.   Some family and friends filled out the forms and 

turned them in to UCLA but never made it past that point.  We were running out of options and Bailey was 

getting sicker. Dialysis was going to have to happen even though that was Bailey's biggest fear.  We ran out of 

time, Bailey began life saving dialysis in December 2013. We could not avoid it.  

 

Meanwhile my best friend, Tanya Chilcott, wanted to donate her kidney to Bailey, but she had a different blood 

type which was not compatible with his.  She started a ‘Bailey Believes’ donate life page and posted up all of 

Bailey's information on Face Book in regards to our desperate search for a kidney. We lived and breathed 

finding a kidney for Bailey, while also trying to keep Bailey positive and healthy at the same time.  Meanwhile, 

at one of our trips to UCLA for a blood draw for Bailey to get him listed "live" on the UNOs for a cadaver kidney, 

Tanya posted a picture and a description about me not being able to donate to 

Mary Jordan visits Bailey after his transplant and her 

donor surgery. 

(continued on page 6) 
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A Gift of Life, A gift of Love 

(continued from page 5) 

The DeDio family, Bailey, 

Jay, Stephanie and Ryder. 

Bailey and Bailey's blood type.  While sitting in the UCLA’s lab I received the call that 

has changed our lives forever.....My prayers were answered, our Angel Mary called me 

and said “Jessica I have O + blood...” and I said, “really?”  Mary proceed to tell me that 

Lucile Packard Children’s Hospital had already deemed her medically healthy to donate 

a kidney and from that day Mary said it's a go!  I was in shock and overwhelmed with 

joy... Honestly I didn't know what to say, but thank you, and I love you! Months later 

UCLA medically cleared Mary to donate to Bailey.  On January 14, Mary Jordan gave 

our family the best gift ever, the gift of life.   Mary Jordan freed Bailey from dialysis 

and lying in bed 20 hours per day depressed and tired. Looking back, this has been 

very painful, traumatizing, and scary, but so beautiful at the same time.   We have 

been honored and blessed to meet our ANGEL/ HERO Mary Jordan.  Mary Jordan is the 

most beautiful amazing woman.  While visiting Bailey after surgery in the OR, Mary 

who was two curtains down from Bailey and in her own pain, smiled and asked me, 

"how is Bailey?” Then later on that day while visiting Mary in her room I noticed her 

hand was swollen from the IV and she was dry 

heaving. Yet with all of this going on, she asked 

me with the most perfect beautiful smile, “How 

is Bailey?” I could see a glow in Mary's face.  

She was beautiful, just like a perfect angel.   

 

I still have a hard time finding the perfect words 

to express our gratitude to our Angel/Hero, 

Mary, and her family.  The Jordans are an 

amazing, wonderful and loving family.  I feel so 

blessed to have met Mary and her family.  We 

have been privileged to spend those years in the 

study with them.  I also want to thank everyone 

involved for helping us get in the study, GOD, 

CRF, Raptor for putting on the study, and for Dr. 

Grimm and the study coordinators, because 

without you introducing our family to Mary and 

her family we would still be desperately searching to find Bailey a kidney.  I feel so 

blessed to have witnessed such a beautiful miracle.  Love Always, Always Believe, 

Bailey's Mom xoxo  

 

 

Mary’s Story 

Joseph and his twin brother Patrick were born on 7/17/1997 in Santa Cruz, Ca.  Our 

family adopted them at birth, and our family of three became a family of five.  It was 

one of the happiest times of our lives.  Almost right away we noticed something was 

different with Joe.  He would have two pound diapers, drink all the time, and projectile 

vomit.  As his birth mother had done drugs, the doctors were not concerned until he 

stopped growing at age two and Patrick continued to shoot up.  Also Pat had been 

sleeping through the night by age five months and Joe was three and was up every 

hour or two to drink, change his bedding, and clothing.  Something was definitely 

wrong.   
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After the birth of our fourth child, Connor, and moving to a new city, a doctor finally listened to us. The road to 

a diagnosis of Cystinosis started.  He was diagnosed at age four and miraculously had never been hospitalized.  

Though he ate and drank somewhat normally, his diet was strange, as he always wanted salt, drank gallons of 

water or milk, and always wanted red meat.  It was a relief to have a diagnosis and not think we were crazy.   

  

Joe was placed on Cystagon to slow the degeneration caused by Cystinosis, as well as a multitude of other 

drugs including indomethacin.  This drug helped him not to have to go to the bathroom as much and we were 

all able to sleep better.  We joined the whirlwind of doctor’s appointments, medicines, blood tests, etc. of 

having a child with Cystinosis.  

 

Cystagon was a life saving drug that caused 

Joe to vomit often and caused an ulcer in 

his stomach.  When we heard that UCSD 

was starting a study that released the 

medication into the intestines instead of the 

stomach, and that Joe was accepted to 

participate, we were thrilled.  Joe handled 

the new drug very well and we were 

disappointed when the first part of the 

study was over and Joe was back on 

Cystagon.  The stomach issues returned 

and we waited to hear more.  As soon as 

the study for RP103 became available we 

enrolled Joe. 

 

The first day of the RP103 study at Lucile 

Packard Children’s Hospital, Joe met Bailey, 

another young man with Cystinosis who 

was the same age, looked like him and had 

many of the same interests.  They became 

close friends and were inseparable when they 

were together.  Everyone who met them thought they were twins.  This friendship became very important, as 

this was Joe’s first friend with Cystinosis.  They were able to communicate about the disease, their medications, 

school, and activities.  They both found someone who understood what it was like to live with Cystinosis.  

Through the boys, the families got to know each other and were able to talk about having children with 

Cystinosis, and truly understand the rollercoaster ride that it is. Luckily both Joe and Bailey reacted well to 

RP103 and having to take the medication every 12 hours instead of 6 allowed the boys as well as both our 

families to sleep better.  As a result they did better in school and were not as tired.  Thankfully the doctors 

always had our families at Lucile Packard Children’s Hospital the same time so the friendship grew for both the 

boys and our families.   

 

When Joseph was 14 and a freshman in high school, he went into kidney failure.  He never let it stop him and 

continued going to school as long as possible.  Bailey and Joe continued seeing each other at Lucile Packard 

Children’s Hospital and were able to talk about what was going on.  Being Joe’s mother, although he was 

adopted, I was being tested to give Joe one of my kidneys.  I was a blood match, but there were no genetic 

markers. If no other kidneys became available, they were going to give him mine although it would not be the 

best match and Joe would have to take extra medication. Miraculously a cadaver kidney became available that 

was a blood match as well as having genetic markers the same as Joe. We were lucky enough to pre-empt 

dialysis. On April 2nd, 2012, Joe received the gift of life.  The drug company allowed Joe to stay on RP103 during 

and after the transplant and we were very grateful.  Although Joseph went through 1 1/2years of various 

problems with the new kidney, he is doing well today and is a junior in high school.  (continued on page 8) 

Joey Jordan and his mom, Mary after his transplant surgery in April 2012. 
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After Joe went through his transplant, Bailey started going through kidney failure as 

well.  Bailey’s mother, Jessica, always assumed that she would be able to give her 

kidney to him, but due to unforeseen medical issues that was not to be.  Although 

many other people were tested, they were not able to find a match.  It was 

heartbreaking to see what Bailey was going through.  As Joe was doing great and I 

nearing the age where it would be difficult to give a kidney, and I had already had all 

the tests, I agreed to see if I was a match for Bailey.  UCLA was concerned about my 

age but they agreed to test me.  At this point Bailey was on home dialysis almost all 

day every day.  His life was not his own and he was miserable.   Miraculously I was not 

only a blood type match but there were also some genetic markers that matched.  The 

decision was made to go ahead with the transplant.  During all of this Joe and Bailey 

would face time each other or text each other.   

 

The day finally arrived and I flew down to Los Angeles from Sacramento to donate my 

kidney to Bailey.  I was excited and happy.  Interestingly I was not afraid as I knew I 

was doing the right thing and God would take care of Bailey and me.  As I had my last 

test I was able to see Bailey and his family one last time before the transplant.  I think 

everybody cried as Bailey was not doing well physically and needed the kidney ASAP.  

As my daughter dropped me off the next day at 4:30 AM, I said goodbye and walked 

into UCLA knowing that I was giving the gift of life to one of my son’s best friends.  I 

actually smiled the whole time as I was being prepped and waited for the surgery to 

begin.  On January 14, 2014, my 

left kidney was given to Bailey.  All 

went well and Bailey’s mother 

Jessica later told me that as soon as 

the kidney was stitched in place he 

began urinating.  That was a great 

sign.   

 

When I awoke after surgery I was 

in a great amount of pain but it was 

worth it.  Jessica, and Jay, Bailey’s 

parents, came to see me and told 

me how well things went.  It took 

about one month to recuperate, but 

it was worth it.  I would do it all 

over again.  As a family we are 

blessed to have Bailey and his 

family in our family.  As of now 

there is no rejection of my kidney.  

We look forward to having a long 

friendship with his family.  If it 

weren’t for the power of friendship between two young men this would not have 

happened.   

 

I want to thank Joe and Bailey for being the heroes that they are.  I also want to say 

that you only need one kidney to live a normal life.  If you cannot be a live donor, 

please put the donor sticker on your driver’s license. 

 

The Jordan family, Patrick, Rich, Joey, Mary, Caitlin, and Conner. 
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by Jenni Sexstone—Treasurer 

 

For the 3 months ended March 31, 2014 

We are pleased to present the financial results of the Cystinosis Research Network 

through March 31, 2014. These financials represent the great efforts of all CRN 

members: patients, parents, family, friends and researchers focused on educating 

the public and medical communities and improving quality of life of those with 

Cystinosis.  

 

For the three months ended March 31, 2014, total income secured is $156,000 and 

is primarily driven by grants received from Raptor Pharmaceuticals.  Fundraising efforts 

contributed to 20% of total funding.  Total donations from public support from 

individuals and organizations such as United Way, Network for Good and Facebook 

represented the remaining 9% of funds secured in the first quarter of 2014. 

 

Total expenses incurred for the three months ended March 31, 2014 were $30,000.  

Administration, registration and travel costs associated with Education & Awareness 

amounted to approximately $1,600 through March 2014 compared with $11,000 

through March 2013.   Fundraising expenses incurred were $10,600 through March 2014 

compared to $600 through March 2013.  Finally, administrative expenses totaled 

$17,400 compared with $12,200 for the same period in 2013. 

 

A primary objective of the Cystinosis Research Network is to provide funding for 

research grants. These programs focus on identifying the underlying effects of 

Cystinosis and expanding outreach and education domestically and internationally. Total 

grant payments of approximately 

$157,000 will be paid throughout 

the year to the following 

institutions:  

 

 

 

Sunderland, Scotland 

 

 

 

Throughout the newsletter will be 

more detailed information 

regarding the status and findings of 

each of the research programs in 

progress.   

 

 

 

Financial Update 

Jenni Sexstone and her sis-

ter , Heather Vest. 

Josie Sexstone and Sarah Larimore. 
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CRN Announces 2014 Scholarship Application  

Deadline 

It is that time of the year again.  From now until the deadline date of Aug. 15, 2014, CRN will be ac-

cepting applications for our two, annual  $1,000 Scholarships.  The first is an Academic Scholarship for 

an individual with Cystinosis, and the second is the Sierra Woodward Sibling Scholarship for the sibling 

of an individual with cystinosis.   

Both scholarships are offered to qualified individuals who have been accepted at, or are attending an 

accredited college, university, or vocational school.   

Application information and needed forms can be accessed on CRN’s  

website at www.cystinosis.org/scholarships.   

Completed materials should be mailed to: 

 

                CRN Scholarship Committee 

                C/O Terri Schleuder 

                40472 Franklin Mill St. 

                Novi, MI 48375 

 

Kole Binger, the 2013 recipi-

ent of the Sierra Woodward 

Sibling Scholarship.  

  Jan - Mar 14   Jan - Mar 13 

Total Income  $      155,980    $      128,630 

Total Expense  $        29,549    $        76,615 

Net Operating Income/(Loss)  $      126,431    $        52,015 

        

Cash on Hand - Jan 1  $       95,654    $       102,654 

Net Change in Cash  $       53,786    $         44,198 

Cash on Hand – March 31  $     149,440    $       146,837 

        

A comparable financial recap for Cystinosis Research Network for the three months ended March 31, 2014 

and 2013 is:  

http://www.cystinosis.org/scholarships
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Chandler’s Chance Fundraiser 

By Clinton Moore 

Attending our first ever cystinosis 

conference in the summer of 2013 

proved to be more than we bargained 

for. Listening to the many doctors and 

researchers was incredible, although 

for us, not the highlight. Meeting so 

many other people and their families 

that are also affected with this illness 

was a turning point. Listening to their 

stories about challenges, life, worries, 

and triumphs was at times heart 

breaking, but also inspiring. Watching 

my son have the chance to run and play 

with other children also taking medications and eye drops gave 

him a sense of normalcy. Watching the tears roll down his face 

when we got in the car to drive home was also heart breaking, 

but in all, an experience that will always be remembered.  

    On the final night of the conference during the dinner/dance, 

my wife and I had the honor of having a sit down chat with a 

very kind, but to the point, lady named Katie Larimore. She 

answered many questions that we had and educated us on 

various topics. The last question that I had for this wonderful 

lady was "What can we do to help?"  Without hesitation or 

blinking an eye she quickly responded "Have a fundraiser, we 

need money."   

    Over the next few weeks as life returned to normal those 

words kept repeating in my mind. But what do I know about 

having a fundraiser? That answer is simple...nothing. As my wife and I discussed 

possibilities one evening our son 

Chandler comes walking in and 

says "Hey guys, you know we sell 

hot chocolate every year at 

Christmas. Why don't we give 

them that money? Silence fell 

across the room as my wife and I 

just stared at him. Hot chocolate 

night is a night that we have done 

for a few years already. It's 

basically just 50 or so friends, 

family, and neighbors that gather 

outside, buy a cup of chocolate for 

50 cents, enjoy the lights and then 

it's off to the store for Chandler to 

buy a toy with his freshly earned 

The Moore family’s first fundraiser to support Cystino-

sis on December 17th , 2013. 

Attendees enjoy the fun activities at Chandler’s Chance 

fundraiser  for cystinosis. 

Santa, Chandler Moore and 

friend. 
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money. But now he is telling us to give away his money? Something he looks forward to all year? I asked him if he 

was sure he wanted to do that. His response..."Why not? They need it more than me."  The debate of what to do for 

a fundraiser was over; now to execute it.  

    The next few months were basically just preparing, advertising and gathering volunteers.  All seemed easy 

enough in thought.  All proved difficult in reality.  How can such a small scale fundraiser require so much 

work?  Have we bitten off more than we can chew?  Are we paying too much attention to detail?  Or is my 

inexperience just shining through?  We will soon find out.  

    When the ten day forecast finally included 

December 17th, it did not look good.  Rain, heavy 

at times was being predicted by 3 of 4 different 

forecast sources.  As the 17th drew closer, the 

forecast looked even more grim.  Although we had 

a rain date scheduled, we had lots of people tell us 

they could only attend the original date.  Then the 

morning arrived.  It's fundraiser day, and it's NOT 

raining.  Since last night the forecast has changed 

and now they say just cloudy.  I guess it was 

meant to be. 

    When nighttime arrived all preparations were 

complete.  As our guests arrived, they were 

greeted by Yukon Cornelius, Buddy the Elf, and 

many other characters.  Hot chocolate, coffee, 

popcorn, and cookies all served at no charge.  The 

fire truck gave all the kids free rides and the siren could be heard throughout the night.  Mr. and Mrs. Santa Claus 

were kept busy listening to the children's wishes and handing out goodie bags.  The live band entertained the older 

crowd.  All while being lit up by thousands upon thousands of Christmas lights and the stars in the sky.  We had the 

pleasure of greeting about 300 guests that night.  All of which donated what they could, causing us to exceed our 

goal.  At the end of the night our 18 volunteers helped us clean up, and it was over.  

 

    Looking back at it, we can see room for improvement.  Next year we will make the necessary changes to even 

expand the event.  But overall, Chandler's Chance was a success. 

  

A great time was had by all who attended.  THANK YOU!! 

 

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.   

Adults with Cystinosis at the 2013 CRN 

Family Conference 
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Research Update 

By Christy Greeley, Executive Director and VP, Research 

 

Grants: 

The Cystinosis Research Network’s vision is the discovery of improved treatments and 

ultimately a cure for cystinosis. CRN utilizes a Scientific Review Board, comprised of 

leading experts on the disease, which reviews grant propos-

als and submits funding recommendations to CRN. More 

specifically, the SRB provides independent, objective review 

and recommendations regarding each research proposal, 

utilizing grant review guidelines established by CRN in accor-

dance with the mission of the organization. The SRB also 

provides strategic advice and direction for the organization 

in terms of research topics to pursue. 

A major focus of CRN continues to be a determined effort to 

secure a promising future for the cystinosis community 

through the support and funding of research grants, fellow-

ships, and other research based activities that lead to im-

proved treatments, better quality of life, and ultimately a 

cure for cystinosis. CRN has funded close to $4 million total 

in research grants and fellowships. Information on all cur-

rent and past funded projects can be found on the CRN web-

site under the Research tab, including grant guidelines, updates, and study recruitment 

information. Current grants include: 

  

Extension of Genotype-Phenotype in Egyptian Patients with Nephropathic 

Cystinosis. Neveen Soliman, MD and Elena Levtchenko, MD, PhD, Center of Pediatric 

Nephrology and Transplantation, Cairo Univeristy, Egypt and Department of Pediatric 

Nephrology Univeristy Hospitals, Leuven, Belgium. Total Award: $4,400 

  

Extension of Proteomic Investigation of Cystinotic Cells and the Effects of Cys-

teamine Treatment. Jill Jobson, Noel Carter, Achim Treumann, Ken McGarry and 

Rosaleen J. Anderson, Sunderland Pharmacy School, University of Sunderland. Total 

Award: $55,000 

  

Extension of the Continuation of Feasilbility of Cystinosin Replacement Therapy 

in Cystinosis. Jess G. Thoene, MD, Director, Biochemical Genetics laboratory, Active 

Profession Emeritus of Pediatrics, University of Michigan. Total Award: $81,000 

  

National Institutes of Health Cystinosis Fellowship, 2013 – 2015, Galina 

Nesterova, MD, Mentor, William A. Gahl, MD, PhD. Total Award: $130,000 

  

Jack, Christy, Dave and Alex 

Greeley. 
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As you can see, CRN has funded a variety of clinical and basic research under investigators all over the 

world. This work has led to many publications and advancements in the understanding of the disease, which 

can be found on the CRN website under the Research tab in the Article Library, which also houses the ma-

jority of the most important cystinosis publications, including the recent clinical and parent guides to cysti-

nosis care published by CRN. 

  

Patient Resources: 

Another guide is in the final stages of completion to accompany the existing Cystinosis Parent Handbook, 

Cystinosis Standards of Care, and Cystinosis Transitioning Guide for Patients and Families – TheTransition-

ing Guide for Physicians will be a handy, one page reference which will be distributed to pediatric and adult 

care physicians involved in the transfer of care from the pediatric to adult care worlds. 

  

These guides are an invaluable resource which we have distributed widely. We are fortunate to have the 

advice and experience of our Scientific Review Board, Medical Advisory Committee, and Professional Advi-

sory Committees who are so committed to our community and have generously donated their time and ex-

pertise to ensure that this information is well documented and available to families and physicians. 

  

New Advisory Board Members: 

CRN is  pleased to announce the addition of two physicians to our Medical Advisory Committee, Dr. Rachel 

Bishop, an ophthalmologist at the National Eye Institute/NIH and Dr. Mihir Thacker, an orthopedic sur-

geon at Nemours/Alfred I. duPont Hospital for Children in Wilmington, DE.  Dr.Bishop has been involved 

with the cysteamine eye drop protocol and in the treatment of cystinosis patients at the NIH for some 

time.  Dr. Thacker is an orthopedic surgeon with an interest in the bone disease consequences of renal dis-

ease.  Both of these physicians fill a long time unmet need 

on our advisory board.  We are grateful for their commit-

ment to the cystinosis community and to the Cystinosis 

Research Network. 

  

NIH Cystinosis Fellow: 

Finally, I would encourage all of you to utililize the exper-

tise of our CRN Cystinosis Fellow at the National Institutes 

of Health, Dr. Galina Nesterova. She has been working 

closely with Dr. Gahl over the years, treating the cystinosis 

patients seen under the NIH protocol, participating in CRN 

Family Conferences, and speaking at professional meetings 

on cystinosis. Dr. Nesterova has become an expert in cysti-

nosis and is available to consult with any family or health 

care provider who needs assistance in the diagnosis and 

treatment of cystinosis. She can be contacted at 

nesterovag@mail.nih.gov. Please feel free to contact her 

with any questions or concerns. 

  

  

  

  
Jack and dad, Dave Greeley. 
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Growth Hormone Study to begin soon at 

NIH 

Dr. Galina Nesterova, CRN Cystinosis Fellow, has obtained approval for a study which 

will examine the use of growth hormone for muscle wasting in adults with cystinosis.  

The protocol has been approved and she is awaiting approval of the patient recruitment 

materials by the NIH. Once these are obtained, we will provide the study information to 

the community as soon as possible. 

Cystinosis Community Celebrates Rare  

Disease Day through Med Art 

(The content below was first posted on NORD’s website Blog on March 7, 2014) 

By Clinton Moore 

I started doing these med pictures for my son Chandler over a year ago. I decided to 

post a picture of a smiling face on Facebook with hopes of making another child,  parent 

or caregiver smile. I had no idea what was 

about to follow. Jen Wyman quickly responded 

with a med picture of her own. And every day 

since, my feed has been filled with other fami-

lies showing their art. It has become an inspi-

ration to many and I believe it has 

given some a positive look at some-

thing that can seem very negative. 

Some have said they see things in in a 

different light because if this. 

My son Chandler was diagnosed with 

cystinosis when he was 10 months 

old. He is now 8. He is amazingly 

healthy considering he has such a rare 

disease. Aside from his hourly eye 

drops and 65 pills a day, he lives a 

very normal and active lifestyle: Full of energy, full of life and full of love. Smil-

ing and laughing all day, he is my biggest inspiration. 

 

By Jen Wyman 

Over the last couple of weeks, our community of cystinosis families has been enriched 

by an exchange of “med-art” that began with a Facebook post by Clinton Moore, a dad 

of a child with cystinosis.  He shaped the morning dose of pills that his son, Chandler, 

takes into a smiley face. He then posted it to make other families smile.  I responded to 

that post with a happy face of my own for my daughter Kacy, who also has cystino-

sis.  That exchange of posts encouraged more parents to post more pictures, some with 
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quotes attached.  I then turned those pho-

tos into a slideshow that all could enjoy.  I 

felt it was something we could share be-

yond our small community of  cystinosis 

families.  It was something that other fami-

lies could do to encourage each other, 

make their kids smile and make some fun 

out of a situation that isn’t so fun some-

times. 

Med routines can be taxing and monoto-

nous.  Making med-art for our kids and 

sharing it with each other is our way 

of  looking at a part of this disease with 

new eyes and positivity.  We are a small 

community of families who have children 

with a rare disease, but we are connected 

to a bigger community of families with all 

different types of rare diseases.  How true it is…”We all came here on different ships, 

but we’re all in the same boat now.”  Martin Luther King, Jr. 

- See more at: http://blog.rarediseases.org/cystinosis-community-celebrates-

rare-disease-day-through-med-art/#sthash.wxhyr5Tv.dpuf 

 

CRN’s  Executive Committee cele-

brating Rare Disease Day 2014 by 

participating in NORD’s “Handprints 

Across America”.  Pictured from left 

to right, Jose’ Morales, Pam Wood-

ward, Christy Greeley, Terri Schleu-

der, Jeff Larimore, and Jenni Sex-

stone. 

“Living with Cystinosis: A Closer Look” Patient Video 

Now Available 

“Living with Cystinosis: A Closer Look”. This video is now available at http://www.youtube.com/watch?

v=eT8DB34Ktnk and offers information about the symptoms, impact and management of the ocular effects of 

cystinosis. In addition, it provides valuable first-hand insights for people with cystinosis about how to fit the con-

dition into their daily lives. Sigma-Tau Pharmaceuticals partnered with CRN in its creation.  It may also be 

viewed on CRN’s website at cystinosis.org. 

:%20http:/blog.rarediseases.org/cystinosis-community-celebrates-rare-disease-day-through-med-art/#sthash.wxhyr5Tv.dpuf
:%20http:/blog.rarediseases.org/cystinosis-community-celebrates-rare-disease-day-through-med-art/#sthash.wxhyr5Tv.dpuf
http://www.youtube.com/watch?v=eT8DB34Ktnk
http://www.youtube.com/watch?v=eT8DB34Ktnk
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By Stephanie Sorensen 

My name is Stephanie Sorensen. I was too young to remember anything when I was 

diagnosed with Cystinosis. I grew up being told stories by my mother on how stressful it 

was to get me to take my medication. I would always spit it out all over her and knock it 

out of her hands, because it was the worst thing I have ever tasted in my life. 

As I got older I would sometimes take my medication and sometimes I wouldn't. At that 

time I was in my early teens, and I didn't care what happened to me. I was just really 

sick of everything I had to do and I didn't feel like a normal kid, no matter how many 

times I was told by my doctors and mother that if I wanted to live, I had to take my 

medication. It was a lot of responsibility for me to take on at such a young age, and I 

didn't want that. 

I knew that at some point in my life I would have to have a kidney transplant, but I just 

didn't care. When it was time for me to go and have my appointments with my 

nephrologist and have all of my kidney function tests done, I thought everything was 

going to be fine like it had been previously. Well, it wasn't. In 2001, when I was 14, I 

was told I needed a kidney transplant. It didn't really sink in until my mother talked to 

me about it and told me how important my life was and how much she loved me. That 

was the moment I realized if I wanted to make my mother proud and maybe have the 

possibility of having a family someday, I needed to grow up. 

So, I started being responsible with all of my medications. Once the hospital started 

doing donor testing they warned me that dialysis was a possibility. My father was tested 

first. I found it sort of amusing that I wasn't the one to be tested on for once! My father 

was a match! Luckily, I did not have to get dialysis because my kidney function did not 

get dangerously low, and within a few months my surgery was scheduled to take place. 

In August 2001, I had my kidney transplant. It was the best experience of my life. I met 

some great people that were 

going through big events in their 

lives as well. I also had significant 

support from my family and 

friends, which helped my mother 

and I in our time of need. 

I have younger siblings, so there 

was more than just me that my 

mother had to worry about. 

Family and friends are an 

important part of life. If it weren't 

for everyone in my life, I wouldn't 

have the support needed to go 

through everything I have 

experienced in my life. 

My Story,  Living Life with Cystinosis 

Stephanie and Justin Sorensen with their children Aiden and 

Lyla. 
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In August 2001, I had my kidney transplant. It was the best experience of my life. I met some great people 

that were going through big events in their lives as well. I also had significant support from my family and 

friends, which helped my mother and I in our time of need. 

I have younger siblings, so there was more than just me that my 

mother had to worry about. Family and friends are an important part 

of life. If it weren't for everyone in my life, I wouldn't have the sup-

port needed to go through everything I have experienced in my life. 

Growing up with Cystinosis was very difficult for me. When I was in 

middle school I would always ask myself, "Why was I born with this? 

Why did it have to be me?" I have been through more than any per-

son should ever have to go through. Even though I grew up with a 

big family it was always just my mom and I going to all of my doc-

tor's appointments, medical tests, kidney transplant and everything 

else. My mother was my biggest supporter and my hero. She always 

made sure I was safe and healthy. If it weren’t for her, I wouldn't be 

who I am today. 

I was told by my doctors that I would never be able to have chil-

dren, because the child could have deformities or could cost me 

my life, or even the baby's life. So, I gave up on the idea of ever being able to have children. However, in 2007 

I found out I was pregnant...I was scared. Still, I wanted to go through the adventure I was about to experi-

ence and just hope that everything would be okay. 

 

I had some complications throughout my pregnancy, but nothing 

that was too serious. The labor and delivery were horrible. My baby 

was having complications and so was I. Nobody knew what to ex-

pect since it is so rare for someone with Cystinosis have a baby. In 

September of 2007, after three days of labor, I had a beautiful, 

healthy baby boy. Luckily my son does not have Cystinosis! 

 

While I was enjoying having a new baby, my mother was diag-

nosed with Malignant Melanoma and going through chemo. She 

helped me so much with my son, Aiden. He was her new favorite 

person. Even on her bad days, she spent time with her new grand-

son. Aiden and my mother were so close to each other. I have 

never seen a connection like that before. It was amazing! 

 

In November of 2012, my mother passed away, and it was devas-

tating. I am so thankful for everything she had done for my family 

and me. After my mother passed away, I found out I was pregnant 

again. I was ecstatic! I was also nervous to see how this pregnancy 

would go. I saw the doctors very often once again. This pregnancy 

was different than the first. I had more complications. This time it 

was affecting my kidney function levels among other things.                

(continued on page 20) 

Stephanie and her husband Justin on their wed-

ding day. 

Stephanie with her mom, Cindi and her 

stepfather, Steve on her wedding day. 
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In June of 2013, the doctors decided to deliver my 

daughter by c-section four weeks early due to 

complications. I named my daughter Lyla. When she 

was born she had some problems, due to being born 

early and by c-section. Everything turned out good in 

the end. Lyla and Aiden are our little miracle babies! 

I am very grateful for the family I have. Now I am 27 

years old, married, and have two amazing children. It 

has been 13 years since my kidney transplant. The 

doctors thought I would not live past the age of ten. 

Well, I have proven all of my doctors wrong in 

everything I have done in my life! 

Cystinosis is not a death sentence anymore. It can be 

controlled of by taking the right medications at the 

right times everyday, and by keeping up with regular 

doctors appointments. Taking care of oneself can lead 

to living a great and fulfilling life. I am so grateful for all of the support that I have in 

my life! 

My Story, Living with Cystinosis 

(continued from page 19) 

Stephanie, Justin, and Lyla at her 

Baptism celebration. 

Located only steps away from the Magnificent Mile and Navy Pier, the DoubleTree by Hil-

ton Chicago Magnificent Mile puts you within reach of the windy city’s best dining, shop-

ping and entertainment. Our fabulous location, in the heart of Streeterville, is within min-

utes of Navy Pier, Chicago Water Tower, John Hancock Building, CTA Red 

Line, Tribune Tower, Millennium Park and the Lake Michigan.  Getting to our 

location is easy if you are coming from the airport, since we are less than 45 

minutes from O'Hare and Midway.  For more information on the hotel please 

visit their website at www.doubletreemagmile.com. 

  

Registration materials will be available in early 2015 on the CRN website and 

will also be mailed to families.   Special room rates have been negotiated with 

the hotel and will be made available to conference attendees. 

  

We look forward to seeing you in in Chicago in July 2015! 

  

2015 CRN Conference set for Chicago 

(continued from page 1) 

Doubletree Hotel Chicago, 

site of 2015 CRN Family 

Conference. 
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Schleuder Letter Campaign raises $7,400 for CRN 

by Terri Schleuder 

 

This year is the third year we’ve written a letter in February to honor Steve’s birthday 

and Rare Disease Day.  This year we are also celebrating his graduation from college, a 

huge milestone for him and us. 

We are again humbled by the incredible generous response of so many friends and 

family to this cause. With your help as of this writing over $7,400 has been raised for 

CRN in 2014, making the three year total over $24,000!  God Bless you!! And thank 

you All! 

It would not be possible without everyone’s help.  We are so grateful for the continued 

and generous support given to this appeal. 

To be alive with cystinosis in the 21st century is to truly understand the power of 

improved treatments and medications.   With continued successful research it is our 

hope that improved treatments will someday give way to a cure and cystinosis will be no more.   

Until then, with your help, we will continue to support CRN’s mission to educate and raise awareness about 

cystinosis, support individuals with cystinosis and their families and fund promising research studies that will 

provide better treatment options for those living with cystinosis. 

Steve Schleuder celebrating  

Rare Disease Day 2014. 

Keith and Billy Croce Memorial Scholarship 

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

work (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 Conferences. The conferences are held at dif-

ferent locations every two years and draw families worldwide. The event allows families to share knowl-

edge, offer support to one another, learn more about new research findings, receive updates from cysti-

nosis organizations from around the world, meet and renew friendships with other families, have the op-

portunity to participate in research studies, and interact one-on-one with many of the world’s expert cli-

nicians 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 

 

 

https://cystinosis.org/how-to-help/donate
https://cystinosis.org/how-to-help/donate
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Jack Greeley Birthday Fundraisers Have 

Raised over $200,000 

Jack celebrating his 14th 

Birthday on St. Patrick’s Day. 

By Christy Greeley – Executive Director and VP, Research  

The Greeley Family once again celebrated Jack’s St. Patrick’s Day birthday, 14 this 

year, by sending out the 12th 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 over $200,000 in 

honor of Jack to support CRN and the cystinosis community, thanks so much to every-

one who has taken part over the years.  Following is an excerpt from 

this year’s letter, which can also be found in its entirety on the CRN 

website at :  https://cystinosis.org/events/fundraisers.   

 

A Christmas Story is an American movie classic, one that the Greeley 

family enjoys each and every holiday season. One of the many memo-

rable scenes from this film set in 1941 NW Indiana is when nine-year-

old Ralphie Parker helps his Dad change a flat tire. He’s beaming with 

pride that his old man would let him assist until he accidentally spills 

the lug nuts all over the side of the road. Ralphie knew he screwed up 

and made matters worse when he belted out, “Fudge!” as the bolts flew 

through the air into the dark night. Only Ralphie did not say “fudge” 

and met his fate with a bar of Lava soap. Ah, the good old days…..  

 

Minus the comedic edge, life imitating art took place recently for the 

Greeley’s. As most of you know, our son, Jack has Cystinosis, a rare 

metabolic, genetic disease that presented itself around his first birthday 

in 2001. A side effect for Jack of the kidney disorder aspect of Cystino-

sis has been the development of rickets and softening of his bones, 

which has over time caused his legs to become knock-kneed and his 

ankles rolled in, causing extreme flat feet. Over this past Christmas break, we decided 

to have orthopedic surgery on his two knees (three staples were put in his left, two in 

his right) and two ankles (a screw was placed in each one) so that doctors could ma-

nipulate his still-open growth plates and have his legs slowly and naturally straighten 

out.   

 

After Jack came out of surgery, some rehab commenced and he was not in a good 

place, even being an all-time trooper. With Mom, Dad, and a physical therapist help-

ing him to stand up straight, Jack SCREAMED…the kind of piercing noise that could 

shatter china.  What happened next made little Ralphie look tame as Jack let out a 

series of F-bombs, followed and alternated by a series of S-bombs that had never left 

his lips before, certainly not in this machine gun fashion…F-S-F-S-F-S-F-S-F-S. Mind 

you, Jack is a sweet kid, so the sheer volume and repetition in his language was sur-

prising, impressive, unsettling, funny…take your pick. Given the circumstances of the 

pain, the morphine drip, and the anesthesia, it was all irrelevant because getting him  
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better was all that mattered. Never before has Jack slipped liked this with language and what else came out of his 

mouth was most surprising. For the first time in 13 years since his diagnosis, under faint breath, Jack mumbled 

some gibberish like “why did he (I) have to have this surgery.” It is the closest thing to self-pity that Jack has ever 

uttered. So, if a kid ever deserved to belt out a few F or S bombs to fight through a challenge, it was Jack…heck, 

go to the top of the Sears Tower and yell as loud as possible, because he is a Champ and deserves it.  

Jack is by far not the only champ out there today. So many people live and thrive with rare diseases like Cystino-

sis. Yes, Cystinosis has the potential to impact all of the organ systems in the body leading to kidney failure, mus-

cle wasting, diabetes, blindness, pulmonary deficiency, hypothyroidism, and neurological damage, but we do our 

best to dwell on the positive and can-do spirit of Jack; that’s what inspires us, not what might be.  We are ex-

tremely confident of Jack’s bright future and his ability to get up off the mat. 

  

Remember, Jack was born on St. Patrick’s Day, so he might get knocked down on occasion, but he is going to get 

back up…always. On a recent trip to the gym with his Dad, Jack wanted to do some of his rehab exercises and see 

if he was ready for an elliptical machine.  “Dad, let’s do five minutes on the elliptical, okay?” Jack asked at the end 

of his workout.  Jack got on and pumped away, legs and arms moving.  Well, five minutes became 10 minutes and 

you could tell the Champ was working hard.  Tired, but determined, Jack proclaimed, “Let’s do a mile.” Around 

0.95 miles, Jack panicked and grunted, “Dad, take over for me,” so Dave got off his machine and got on Jack’s 

and  asked him with some concern, “Jack, what’s wrong?” Jack was bent over the back cabinet of the empty ellipti-

cal machine next to his, clearly in pain.  “Jack, should I help you?” asked Dave again.  “NO! Go slow…I’m going to 

get back on…I need a break…I can’t feel my arms and 

legs.  Let (gasp) me know (grunt) when you (gasp) get 

to .98 (grunt).”  As a parent, what do you do?  Clearly, 

Jack wanted to cross the finish line at a mile, so Dave 

took it to 0.98 and turned it back over to Jack who 

wobbled back onto the machine.  Quietly, under his 

breath and as he grinded out the last 0.02, Jack said, 

“You…can…do it.  You can…do it.  You can do it!”  This 

was pure determination and focus. No morphine drip 

this time and the F and S bombs were swapped out for 

another chant, while the fighting spirit remained. 

  

Ironically, the Winter Olympics were on TV while Jack 

was working over the elliptical machine. His determina-

tion in that moment of time was inspiring...not a little, 

but a lot. It was all guts, it was tough, it was Olympian, 

and it was Champion. Twenty minutes later in the car 

ride home, Jack said, “Dad, look. My arms are still 

shaking.”  No Gold Medalist that day or in two weeks in 

Sochi tried harder or got a better result than Jack that 

afternoon. Jack knows he has Cystinosis, but he does 

not care, because his normal is normal and he has too 

much to do, to see, to contribute, and to accomplish. 

That’s our Champ. 

  

  

Jack Greeley and his sister Alex. 



 

P a g e  2 4  

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

CRN Education & Awareness Update 

by Terri Schleuder—Vice President, Education & Awareness 

 

 This spring has been welcome more than most after our brutal, never ending winter.  It 

is a time of hope and renewal for our world.  As we move forward it is also a time of 

hope and renewal for our cystinosis community.  With the FDA approval of Cystaran and 

Procysbi we’ve seen firsthand the quality of life improvements new treatments offer and 

look forward to the progress of continued research.  The recently published handbooks, 

The Transition Guide, Cystinosis Parent Handbook, and Stardards of Care in Cystinosis 

offer a one-stop resource for parents, patients and physicians wanting to learn more 

about cystinosis.  Over the last year “town hall meetings” held across the country, in 

Chicago, Missouri, and New York, have provided opportunities to learn, network and 

connect with each other.  Rare Disease Day on February 28th brought international 

attention to the millions of people living with one of over 7,000 rare diseases. 

This year CRN will continue its effort to bring awareness to and educate physicians at 

two medical conferences, The American Academy Pediatrics (AAP) to be held in San 

Diego, October 11th to 14th and the American Society of Nephrology (ASN) to be held 

in Philadelphia, November 11th to 16th. 

The early planning stages have already begun for the next CRN Family Conference to be 

held in Chicago in July 2015.  The opportunities to bring together families from all 

over the world with international cystinosis experts is always a highlight for us. 

Through this newsletter we also try to inform and inspire those within the cystinosis 

community.  I am especially proud of our three featured stories in this issue.  The 

DiDeo and Jordan families demonstrate the best part of the human spirit and what 

love can accomplish.  Our two adult stories featuring Barry Beard and Stephanie 

Sorensen, show what can be accomplished with a never give up attitude.  Both of 

these life stories show clearly that cystinosis does not have the power to limit one’s 

possibilities.  I know you will be touched and inspired by these two amazing adults 

and how they have chosen to live life with cystinosis. 

 

Terri Schleuder, VP of Education 

and Awareness. 

 

CRN is proud to present dietician, Kelly Rulle’s research paper entitled, Dietary Consid-

eration for Infantile Nephropathic Cystinosis.  Kelly is enrolled in a masters program for 

nutrition at MUIH (Maryland University of Integrative Health) in Laurel, Maryland.  The 

focus of Kelly’s research was to create a whole foods dietary approach to aid and com-

plement the treatment of a disease.  She selected cystinosis specifically for her re-

search because her cousin has a child with cystinosis.  

Her article may be viewed in full on CRN’s web site at cystinosis.org.  Click on  Re-

search, scroll down and click on article library then scroll down to Nutrition.   

It may also be viewed by clicking on this link: 

 https://cystinosis.org/research/article-library/nutrition  

Nutrition in Cystinosis 
Congratulations to Steve 

Schleuder, 2014 graduate 

from Eastern Michigan Uni-

versity! 

https://cystinosis.org/research/article-library/nutrition
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 Cystinosis and Rare Disease Community  Supports 

Raptor at Center For Medicaid (continued from page 3) 

The Cystinosis Standards of Care were written to help individuals with infantile Nephropathic cystinosis, 

their families, and their medical team. The information presented here is intended to add to conversations 

with physicians and other health care providers. No document can replace individual interactions and ad-

vice with respect to treatment. 

 

One of our primary goals is to give affected individuals and their families greater confidence in the future. 

With early diagnosis and appropriate treatment, there is more hope today for families with cystinosis than 

ever before. Research has led to better methods of diagnosis and treatment. Knowledge is increasing rap-

idly by virtue of the open sharing of information throughout the world among families, health professionals, 

and the research community. 

 

We acknowledge the important contributions to the Standards of Care of Dr. Galina Nesterova and Dr. Wil-

liam Gahl of the National Institutes of Health, and the members of the Cystinosis Research Network’s Medi-

cal and Scientific Review Boards. 

 

Cystinosis Standards of Care are available on the Cystinosis Research Network Website at: 

https://cystinosis.org/images/what-is/Cystinosis%20Standards%20of%20Care%20June%2019%

202012.pdf  

Cystinosis Standards of Care 

The common voice from the rare disease community was that the exemption was contrary to the original intent 

of the Orphan Drug Act of 1983 and that a continuation of the reconciliation amendment would potentially stifle 

new research and development for rare diseases. Restoration of the Orphan Drug Exemption would provide for 

the continuation of incentives that drive the development of improved therapeutic options for the rare disease 

community. 

 

It is unlikely that Congress will amend the Affordable Care Act however the CMCS has the authority to restore 

the Orphan Drug Exemption. Ms. Edwards and her staff agreed to thoroughly review the presentation material 

provided along with additional public comments submitted. A statement of corrective action is hopeful by the 

end of 2014.  

          

https://cystinosis.org/images/what-is/Cystinosis%20Standards%20of%20Care%20June%2019%202012.pdf
https://cystinosis.org/images/what-is/Cystinosis%20Standards%20of%20Care%20June%2019%202012.pdf
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Town Hall Cystinosis Information Dinner 

Held in Bloomfield Hills, Michigan 

By Jen Wyman 

The Wyman Family 

hosted a regional din-

ner in Bloomfield Hills, 

Michigan on May 3, 

2014. The dinner 

which was sponsored 

by Raptor Pharmaceu-

ticals had 22 guests in 

attendance including 

guest speakers,  Dr. 

Jess Thoene and Dr. 

Shane Quinonez, from 

The University of 

Michigan.  Also in at-

tendance was Raptor 

representative, Vera 

Toth-Fejel, Sigma Tau 

representative, Lesli 

King, CRN representa-

tive, Jose Morales and 6 

cystinosis patients and 

their families.   

  

 

Dr. Jess Thoene and Dr. Shane Quinonez are guest speakers at a Town 

Hall  Dinner and Discussion of Cystinosis in Bloomfield Hills, Michigan 

with Steve Schleuder, Megan Hampton, Megan Morrill, Kacy Wyman, 

Shannon Keizer and Jen Gray. 

Megan Hampton and her 

mom Shelia 
Dr. Shane Quinonez, and Dr. Jess Thoene with Kacy Wyman 
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8th Annual 5K Fun/Run in Honor of Kacy Wyman Raises 

$33,000 for CRN 

By Jen Wyman 

On May 4, 2014 Team Kacy rallied around our family once 

again.  350 participants came out on the sunny, crisp day to 

celebrate Kacy's life and her journey with cystinosis.  It was 

an extra special event this year with 5 cystinosis families in 

attendance!!  Raptor Pharmaceuticals and Sigma Tau Phar-

maceuticals represented as well.  Our community stepped up 

once again and helped us raise over $33,000 this year, a re-

cord amount.  Our hearts are full and we are grateful for the 

support and love the people in our life give us on this day and 

every single day of the year. 

 

Volunteers help Team Kacy at the 5K  Fun/Run. 

Kacy Wyman, Steve Schleuder and Jack Greeley 

Kacy Wyman, Megan Morrill with their moms 

Jill  Morrill and Jen Wyman enjoy the day at 

the Cystinosis  5K Fun/Run held in Kacy’s 

honor to support CRN. 

Wyman family and friends at the event 
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CRN Development Update 

By Jose’ Morales—Vice President, Development 

 

2014 arrived and took off waiting for no one!  I know I have been working hard to 

keep abreast of all of life's demands.  You know, the things that cannot be done 

by anyone but yourself.  The ones that will get you in trouble with the law, your 

spouse or your family if you do not meet the "suspense".  Yes, I am referring to 

the IRS - 2013 taxes, medical appointments, mortgage payments, high school 

graduation and college applications, digging out of the 13th snow storm of the 

season, etc., etc., etc.  Multi-tasking and running programs in parallel seems to 

be the norm now-a-days but I do miss the quieter days when the pace was slower 

and one was not so readily available.  

  

Enough rambling, one of those "things" I am accountable and can get into trouble 

for is not fulfilling my responsibilities as the VP of Development for CRN.  I am 

pleased to report that your Development Committee has been working diligently 

and the results of our program are impressive.  It takes a lot of energy and effort 

to facilitate and coordinate the organization's development efforts.  I am honored 

to be able to partner with the following individuals: 

 

Corporate Sponsorship - Jeff Larimore, John Maccarone, Deb Reed  

Fund Raising - Katie Larimore, Shannon Keizer, Tim Miller, Briana Smythe, Jen Wyman  

Administration - Christy Greeley, Jenni Sexstone, Jen Wyman 

We have a formidable program for 2014.  That said, we can always use more families to 

become involved in sponsoring events as the organization's programs continue to grow 

and expand both nationally and internationally.  We are capitalizing on the momentum 

we achieved in 2013 and have set high goals for 2014.  Some of the focus areas we will 

be will be pursuing are carryover from 2013 but there will be new priorities as well: 

• Collaboration - identify and enable greater interaction/partnering internally and 

externally 

• Community Engagement - provide a platform for individuals to develop new skills 

and proficiencies via fundraising activities 

• Financial Protocols - review and update existing Development processes and 

methods to increase accuracies and granularity 

• Fundraising Enablers - identify and introduce enablers to enhance developments 

capabilities 

 Operating Protocols - refine and formalize processes and methods to increase 

efficacy and efficiencies 

 

 

(Continued on page 30) 

Jose’ Morales, CRN Vice 

President of Development. 
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2014 Fundraising Calendar 

Date:      2014 Activity/Event Honoring Sponsor 

February 12th 

February 13th 

February 14th 

 

Garrett’s Birthday Letter 

Steven’s Birthday Letter 

Quiznos Fundraiser 

Garrett Thomas 

Steven Schleuder 

Briana Smythe 

Lynn Thomas 

Terri Schleuder 

Briana Smythe 

March  

March 8th 

March 17th 

Company Donation 

Miracle at Milleridge 

Jack’s Birthday Letter 

Joey Jordan 

Laura Krummenacker 

Jack Greeley 

Rich Jordan 

Marybeth Krummenacker 

Christy Greeley 

April 

April 

April 26th 

 

Village Club of Lincolnshire 

Shannon’s Birthday Letter 

Costume Crazies 5K Fun Run/Walk 

 

Jack Greeley 

Shannon Keizer 

Mason Reed 

Christy Greeley 

Shannon Keizer 

Deb Reed 

May 

May 

May 4th  

May 4th  

May 10th 

May 11th  

MayHem! Music Festival 

Owen’s Outlook - Rock Out Cystinosis 

Kacy’s 5K Fun Run/Walk for Cystinosis 

Pittsburgh Half Marathon 

Swings for Sarah (Golf Outing) 

Tomorrow Dies Concert 

Sierra Ayers-Mutchler 

Owen Blais 

Kacy Wyman 

Josie Sexstone 

Sarah Larimore 

Patrick Hulbert 

Ayers & Mutchler family 

Patti Blais 

Jen Wyman 

Heather Vest 

Jeff & Katie Larimore 

Patrick Hulbert 

June 7th 

June 22nd 

June 30th 

 

C.H. Robinson  Cystinosis Charity Golf Tournament 

Sarah’s Birthday Letter 

College Freshman Celebratory Letter  

Lola Long 

Sarah Larimore 

Christian Morales 

Tim Miller 

Jeff & Katie Larimore 

Jose’ & Velyna Morales 

August  Josie’s Birthday Letter Josie Sexstone Jenni  Sexstone 

September 

September 

Owen’s Outlook Golf Tournament 

TO BE DETERMINED 

Owen Blais 

Brandon & Johnny 

Patti Blais 

John & Arlene Maccarone 

October 

October 

Village Club of Lincolnshire 

Golf Tournament 

Jack Greeley 

Peyton Paciulli 

Christy Greeley 

Channing & James Paciulli 

November 10th 17th Birthday Fundraiser Anjie & Nelly Polanco Rachel DaLomba 

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

nosis 

Chandler Moore Clinton Moore 

 

On-going Programs         Honoring   Sponsor 

Amazon Smile Foundation        Community   Christy Greeley 

Cystinosis T-Shirt On-line Merchandise Campaign              Briana Smythe   Briana Smythe 

Heroes in Training                 Carly    Joan DeCroce 

Jordan’s Cystinosis Bracelets/Jewelry On-line Campaign          Jordan Kulyk   Barb Kulyk 



 

P a g e  3 0  

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

We have a diverse array of events and activities scheduled for 2014: 

• Dinner Dance - 1                   

• Holiday Event - 1 

• Letter Campaign - 7 

• Music Festival - 2 

• On-going Program - 5 

• Special Occasion - 3 

• Sporting Event - 7 

 

Development Update 

 (continued from page 28) 

Cystinosis Families Plan 25th Midwest 

Gathering in July 

 

Cystinosis families living in the Midwest are busy planning their annual gathering of 

friends, family and fellowship.  

This year marks the 25th anniver-

sary of the event.  This years 

event will be held on July 18th

-20th in Cedar Rapids, Iowa.   

Anyone is welcome to attend even 

if you do not live in the Midwest.  

For more information about the 

event and hotel accommodations 

contact Doretta Hoffmann at 515-

733-4437. 

Many who have attended in the 

past return each year to renew 

the bonds of friendship.  Please 

consider joining in. 

Doretta and Andrew Hoffmann and friends at the 2013 CRN 

Family Conference. 

Kacy Wyman and Jack 

Greeley at the 8th annual  

5K Cystinosis Fun Run sup-

porting CRN. 

Mason Reed and friends enjoying the Costume 

Crazies 5K Fun/Run fundraiser in Vega, Texas to 

support CRN. 
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“Miracles at Milleridge” Fundraiser Raises 

$25,000 for CRN 

  By Marybeth Krummenacker 

 

March 8, 2014 was another great night for the Cysti-

nosis Research Network.  The bi-annual “Miracles at 

Milleridge” fundraising dinner dance was held once 

again.   It was a great event with over $25,000 be-

ing raised for CRN.  Laura Krummenacker took the 

lead on this event and organized and planned and 

was a great “ambassador” for the Cystinosis Re-

search Network.  Many of Laura’s friends and family 

attended once again with over 200 people present.   

We had over 50 beautiful raffle baskets, thanks to 

the efforts of the Murphy and Maccarone families 

and friends in particular.  Included also was the 

50/50 raffle, the silent auction and just an evening 

filled with fun, family, and friends gathered for a 

great cause!  The kindness and generosity of people 

is always overwhelming to Laura and I, and we   

know how blessed we are to have such a strong supportive network 

around us.   We both say we can’t do this alone!   

 

The wonderful surprise of the evening was when Laura’s good friends 

Michael Lang and Jacklyn Pettas,  asked to make a special presenta-

tion to CRN in Laura’s honor.  The three of them have been friends 

since kindergarten and middle school.   Mike and Jacklyn are getting 

married in October and Laura is one of the bridesmaids in their wed-

ding.  To demonstrate their true friendship, Jacklyn announced that 

she and Mike are so thankful for Laura’s friendship and love that they 

have decided to give a donation of $1,200 to CRN rather than buy 

wedding favors.  Laura was shocked with this presentation and so 

appreciative of such a special gift.  It was a wonderful moment for 

Laura and we are so grateful to Mike and Jaclyn for their generosity 

and friendship.    The kindness and generosity of so many people 

who either attended that evening or sent a donation is overwhelming.    

Cystinosis is not an easy illness to live with, but Laura continues to 

do it with grace and love and never once does she feel sorry for her-

self.   She continues to inspire so many and is truly an example of 

how to live each and every day!   

 

Laura Krummenacker with her good friends, Michael Lang and 

Jacklyn Pettas at the “Miracles at Milleridge” dinner dance. 

Laura Krummenacker and friend at 

the “Miracles at Milleridge” dinner 

dance fundraiser for CRN. 
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Having fun at the 2013 

CRN Family Conference. 
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Don’t Give up, Don’t Ever Give up! 

By Barry Beard 

The late Jim Valvano used these words as cancer was taking over his body. I feel these 

words fit my life to a tee. I've had many challenges in life including Cystinosis, rickets, 

kidney stones, kidney transplant, a sleep disorder, later stage cancer, ileostomy, 

Chemotherapy, and a marathon. I could have given up many times but I never did. 

 

I was born on September 10, 1975 in 

Harrisburg, PA and diagnosed with Cystinosis 

11 months later. My diagnosis came at a time 

long before the Internet, cell phones, flat 

screen TVs, or even cable television. When I 

was diagnosed there wasn't much known 

about Cystinosis other than a few paragraphs 

in a Physician's Medical book. There were no 

support groups or families willing to talk 

about this disease. My parents tried to learn 

everything they could about Cystinosis and 

reached out to the most knowledgeable 

doctors in the field. After my diagnosis I was 

referred to a specialist in Philadelphia. My 

parents were told that children with this 

disease often 

suffered kidney failure 

by age 10. They were 

told that if they had other children the risk would be very 

high that the child would also have Cystinosis. One good 

thing the specialist said was that an experimental drug called 

Cysteamine was showing sings of promise and would 

hopefully prolong kidney function. Experimental drugs often 

come with many risks and unknowns but my parents decided 

to put me on the medication. The drug wasn't approved by 

the FDA until 1994 when it was called Cystagon. This drug, 

along with great doctors and unbelievable parents, helped 

save my life. For the next 12 years my parents and I would 

have to drive 100 miles to Philadelphia every three months 

until they were able to find a specialist closer to 

Harrisburg. My parents played a huge role in my life and 

always told me I could do anything I wanted in life. As a child 

I did everything other kids did: played sports, video games, 

went to the movies, and just enjoyed being a kid. The only 

difference was that I had to take medicine. I would often ask 

my parents why me, why did I have to have this disease. I 

know this was probably difficult for them to explain but they 

would just try to explain life and listen any time I had a 

concern. They told me they would always be there for 

me through any challenges I faced. My parents along with 

great friends in my neighborhood helped me have a normal 

childhood. 

Barry after his first marathon in November 2008. 

Barry and his three Border Collies. 
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My teenage years were some of the toughest of my life. Being a teenager is hard enough but being a boy and short, 

made it more challenging. The odor of Cysteamine was very bad and my parents tried to find ways to dilute the 

smell. We would try to time the doses so that I would not be in school with the smell on my breath. I was put on 

human growth hormone when I was around fourteen and this helped me reach a height of 5' 2". My high school 

years were pretty good. I was on the high school baseball team in my senior year and also went to the prom. I 

made some really good friends that I still keep in touch with today. 

 

After high school I went to a local community college, but 

decided college was not for me. The next few years I 

worked a few part time jobs and tried to save money. In 

1997 I got a permanent job with the Commonwealth of 

Pennsylvania where I still work today. I started dating 

more after high school and met my wife of almost 10 

years in 2002. A few years before I met my wife, my 

Nephrologist told me my kidney function was getting bad 

and that I would have to start dialysis. He said I would be 

put on the transplant waiting list. Growing up I knew I 

would eventually have to get a kidney transplant, but this 

was still a shock. In 1998 I started Kidney Dialysis 

something that was very hard and drained my energy. If 

the dialysis nurse didn't get the needle in my vein just 

right, my arm would blow up and turn all black and blue. I 

was working full time when I started dialysis so I would 

have to leave at noon two days during the week to go to 

the hospital. I would also have to spend four hours on 

Saturday hooked up to the Dialysis machine. I would get the call for a transplant on June 5, 1999. I was called once 

before, but was kind of scared so I didn't go to the hospital. On June 5th I had no choice because I was at the 

Hospital in the dialysis center. The kidney transplant surgery went well but I was in the hospital for about a week 

because of some complications. After a few months of recovery I was back to work full time.  

 

A few years after my transplant I got involved with the 

Gift of Life donor program doing volunteer work. I 

spoke about Organ and Tissue Donation and the 

importance of donation. I also started competing in 

the US Transplant games in 2002. The transplant 

games are an Olympic style event for individuals that 

have received a life saving organ or tissue transplant. 

The US games are held every two years in a different 

city. There are also International games that are held 

in the years the US games aren't. I've gone to the 

International games in Canada, and this will be my 7th 

U. S. Transplant games. The events I've competed in 

are badminton, the 5k, racquetball, bowling, table 

tennis, basketball, and some track/field events. I’ve 

won medals in badminton winning the gold medal 

twice, and silver three times. I also won a bronze 

medal in racquetball at the US games and badminton at 

the World Transplant Games in 2005. In 2002 while I 
2010 US Transplant Games stand.  Barry won a silver medal in Bad-

minton one week after chemotherapy treatment. 

Barry, his wife Kristen, and hall of fame jokey, Pay Day at Chur-

chill Downs Race course in June 2006, the week of the Transplant 

Games. 

(Continued on page 36) 
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Don’t Give Up, Don’t Ever Give Up!  

(Continued from page 35) 

was online I decided to look up information about 

Cystinosis. I learned more about my disease and the 

great research that was happening. I also learned about 

the Cystinosis Research Network and the other 

Cystinosis organizations.  

 

I continued to compete in the transplant games and 

started running distance races is 2007. Mack Maxwell 

inspired me to start running more after learning about 

his exercise program at the 2007  Cystinosis Research 

Network Family Conference. I also learned that he 

completed a half marathon (13.1 miles). I ran my first 

half marathon in November 2007. The race went so well 

that I thought, if I can run a half marathon I can run a 

full marathon (26.2 miles). I signed up for the 

Philadelphia marathon that was going to be held in 

November 2008. This again was a time I could have 

given up but I didn't. It is mile 20 in the race, and my 

legs are starting to get tired. Before the race I was 

thinking, wow this is crazy in a few minutes I'm going to 

be running 26.2 miles.  The longest I had run before was 

20 miles. Even though my legs were getting tired, I kept fighting through the pain and 

didn't give up. I finished in a time 

of 4 hours and 46 minutes and 

became the first person with 

Cystinosis to finish a marathon. In 

2009 I ran a few more half 

marathons and two full marathons. 

I was living and enjoying life until 

late 2009. This is when I began 

seeing blood in my stool. I waited 

about five months (January 2010) 

before I went to see the doctor. I 

know I should have gone sooner 

but I didn't. The doctor advised me 

to have a Colonoscopy. After the 

procedure, the nurse told me my 

wife was waiting for me in a small 

conference room and that the doctor 

would be in to talk to us. I was about 

to face another moment of life when 

I could have given up. I will never forget the words the doctor said, "We have a 

problem". He showed me a growth on my colon and said he was referring me to a 

specialist at the Hershey Medical Center. This was a very scary moment for my wife 

and I. When you hear the C word you think death. My  

Barry crossing the finish line in his 

first half marathon in Philadelphia, 

PA, in November 2007. 

Picture of Barry’s back before his third Marathon in 

Philadelphia, PA, in November 2009. 
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wife and I researched colon cancer all weekend reading anything we could find. My appointment with the special-

ist wasn't until Monday so we were thinking about this all weekend. At the appointment the specialist said I 

had Colorectal cancer and my heart dropped. I asked what stage of cancer because I had been reading a lot 

about colon cancer. He said stage 3c and again my heart dropped.  I was so shocked, this was the stage right 

before stage 4 where the cancer has spread to other organs in the body. In stage 4 cancer there is basically no 

hope and it has a very low survival rate. The doctor was talking about things like chemotherapy and radiation. 

After the diagnosis I remember going to my parents and telling them and my grandmother to just add this to the 

things in life I would beat. Inside I was very scarred though and unsure of what the future would bring. A few 

weeks later I remember being at my father-in laws retirement party on a rainy day, standing outside looking at 

the beautiful trees and mountains and thinking how beautiful it was. I thought wow I'm never going to see this 

again. I also remember watching the 2010 Winter Olympics and thinking 

this was the last Olympics I would ever see. In February 2010, I had 

surgery to remove the tumor and to get a temporary ileostomy. After 

those surgeries I started Chemotherapy in March 2010. Chemotherapy 

was hard on my body and especially on my mind. "Chemo brain" as they 

call it really messes with your mind. There were many times when I 

couldn't concentrate or focus and didn't like being in crowds. These were 

things that rarely happened to me in the past. Fortunately for me I did-

n't lose my hair or a lot of weight something that happens to most can-

cer patients. Dealing with the everyday struggles of cancer was very 

difficult but I continued to work and fight this terrible disease.  After six 

months of chemotherapy and a colon resection I was back to a "normal" 

life. 

 

Today, four years after my diagnosis there have been no signs of cancer 

recurrence. I don't think cancer really ever leaves your mind, but it's not 

something I think about everyday. I continue to compete in the US 

Transplant games even competing in 2010 during the time I was on 

Chemo. I had decided that I wasn't going to go to the Transplant Games, but then I decided that nothing was 

going to stop me from going, not even cancer. The games are such a big part of my life and I love competing 

and seeing my transplant friends every two years. I remember competing at the 2010 games and asking a vol-

unteer if she had any bottles of water that were not cold. She kind of looked at me weird but found one. The 

Chemo gives you a sensitivity to cold so I would drink warm water. I am currently training for my 4th full mara-

thon that will be held on Columbus Day weekend in Albany New York. I am writing this article to help any-

one affected by this disease, including: parents with children that have Cystinosis, children, and adults dealing 

with this disease.  

 

I am very thankful to everyone that have helped me get to this point in my life including my parents, doctors, 

friends, family, donor family, and loving wife Kristen. I did have a chance to meet my donor family in 2006. My 

donor was a 13 year old boy who died after an accident. The first time I met my donor’s sister, we had dinner 

and had a great time. I gave her one of my transplant games medals and told her the medal belonged to her and 

her family as much as it did to me. I was even invited to her wedding where I meet the rest of the family. Over 

the years we've kept in touch and try to meet every year. I am so grateful to my donor family for deciding to 

give me the gift of life.  

 

I've had more challenges in my 38 years than most people will have in their lifetime. I want to tell you that you 

can do anything you put your mind to. Do not listen to people that say you can't accomplish your goals. Go out 

there, enjoy life, and don't ever give up! Hopefully I can inspire you as Mack and many others have inspired me. 

Life is not about what happens to you but how you react to happens.  

 

Silver Medal Barry gave to his donor’s sis-

ter. 
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By Professor Neveen Soliman 

Egypt celebrated the worldwide awareness-raising event "RARE DISEASE DAY". Egyptian 

Group for Orphan Renal Diseases - EGORD dedicated the 2014 event to build more 

awareness of cystinosis among public, medical communities, and health policy 

makers. Thanks to all (families and professionals) for making "CYSTINOSIS 

AWARENESS DAY" such a great and nice event! 

 

Included were informative talks and comprehensive discussions (both in Arabic and 

English) on how celebrating "Rare Disease Day" in Egypt helps to shed more light 

on these commonly over-

looked disorders. More-

over, it allowed building 

more awareness as to 

when to suspect and how 

to diagnose, nephropathic 

cystinosis; highlighting the 

opportunities and chal-

lenges facing the cystinosis 

community in Egypt to en-

hance the medical care offered 

to patients and families. 

 

The outstanding contribution and 

support of Professor Hussein 

Khairy, Dean of Kasr Al Aini School of 

Medicine Cairo University, to the 

“Cystinosis Awareness Day 2014" is 

absolutely appreciated by Egyptian 

Group for Orphan Renal Diseases - 

EGORD Team and Rare Disease Ad-

vocates. 

 

Exceptional are the disease advo-

cates who were recognized by 

EGORD for their valued contribution 

to the success of the Rare Disease 

Day 2014 "Cystinosis Awareness 

Day”. 

 

 

Cystinosis Awareness Day 2014 Celebrated 

in Egypt 

Doctor Panel at Cystinosis Awareness Day 2014 

in Egypt. 

Families and Doctors attending Cystinosis Awareness Day 

2014 in Egypt. 

Fun for Everyone at Cystino-

sis Awareness Day 2014 in 

Egypt, 
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By Deb Reed 

On a cool morning on “Old Route 66” in Vega, TX, a crowd gathered for the 

2nd Annual Costume Crazies 5 K Fun Run/Walk in honor of Mason Reed and 

Cystinosis Research Network.  The event was held on Saturday, April 26th, 

2014 at the Oldham County 

Court House. We were very 

proud to have 117 entries 

which almost tripled last 

year’s event.   

This year was “extra spe-

cial” as Raptor Pharmaceu-

ticals sponsored our event 

and helped to make it a 

huge success.   

As race time approached, 

the Court House Square 

filled with costumes of all 

kinds.  We had crazy and 

creative costumes, socks, 

hats, and funny wigs. There 

were families dressed in match-

ing costumes, The Incredible’s, a six 

pack, and Mason’s 4-H club dressed 

in shirts made especially for the occasion, with “We support our friend, Ma-

son Reed!” This year we even had pets participate!  We handed out gift 

bags for the runners with T-shirts, water bottles, and wristbands.   

 We were also fortunate to have join us from Dallas, TX, Mary Patterson, 

Office Manager with Raptor Pharmaceuticals.   Mary not only came to the 

event to represent 

Raptor, she ran her 

first 5 K, and did an 

awesome job!   Mary’s 

husband Tim accom-

panied her to Vega. 

After the race the par-

ticipants enjoyed a 

drawing of gifts do-

nated by family, 

friends, and busi-

nesses.  “Clowns un-

der Construction” entertained the crowd with face painting and 

balloon art.  Bouncers were also on the court house square for 

the children’s entertainment while families enjoyed a picnic lunch.  

This event is all about “FAMILY”.  The Reed and Broce families were all in attendance to help for the day.  Our ex-

tended families and friends pitched in and helped in every way to make this a very successful FUN RUN.  Look out 

2015, bigger and better things to come! 

 

Mason Reed and his family enjoy a won-

derful day of fun at the 2nd  annual Cos-

tume  Crazies Family Fun/Run for CRN. 

Members of the Reed Family attending Costume Cra-

zies Fun Run. 

Members of the Broce Family attending the event. 



 

P a g e  4 0  

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

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 

Jessica and Caroline Lari-

more at the 2013 CRN 

Family conference. 

Terri Schleuder and Jose’ 

Morales at the 2014 Kacy’s 

5K Fun/Run for CRN in 

Bloomfield Twp., MI 
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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________________ 

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 dis-

cuss the various aspects of cystinosis, and how it affects our lives, how we cope, vent our frustrations, 

share our fears, our hopes, and our dreams.  

The CRN Teen Support Group is for teens with cystinosis and teenage siblings of children and adults 

with cystinosis. Connect with other teenagers who are dealing with similar issues. The posts include ques-

tions, 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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Over $50,000 

C. H. Robinson 

Raptor Pharmaceuticals, Inc. 

Sigma Tau Pharmaceuticals, Inc. 

$20,000-$50,000 

Mason Paul Reed 

$10,000-$19,999 

Billinghurst Jr., Estate of Edward E. 

$2,500-$9,999 

Casa Building Materials, Inc. 

Don L. Schleuder 

Dorsey & Whitney Trust Company LLC 

Jeanne Oki 

Jeffery Kelly 

Long Island Charities Foundation, Inc. 

ORPHAN Europe, Immeuble “Le Wilson” 

Michael and Molly Shapiro 

Roberta Hancock 

Timothy and Alissa Horrigan 

Village Club of Lincolnshire 

$1,000-$2,499 

Andrea Moehlman 

Angela Christie 

Billy Croce 

Bruce Supply Corp. 

Cardinal Heath Foundation, Inc. 

 

2013 Donor Honor Roll 

Christopher and Tracie Shepard 

Dan and Jan Julian 

Dr. Rick and Mrs. Phyllis Kaskel 

Ferrandino & Son, Inc. Contractors 

Galencher Nagy Foundation, Inc. 

Insight Companies, Inc. 

Jeffery and Kathleen Abrash 

Jeffery and Pamela Roesler 

Leona Sheffield 

Matthew Chope 

Matt Garrett 

Network for Good 

National Organization for Rare Disorders 

Pav-Lak Industries, Inc. 

Paypal Giving Fund 

Peterson Plumbing Supply 

Peter and Laura Karmanos 

Philip Wales 

Prom Management Group, Inc. 

Richland School District Two 

Ryan Ericksen 

Scott and Tia Carmichael 

Scott and Joni Satterlee 

Special Kids Network , Inc. 

Specialized Rail Service, Inc. 

Theresa Gagnon 

Timothy and Monica Miller 

Timothy and Jennifer Wyman 

United Way-Metro Atlanta 

 

Zylar Smethurst 
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$500-$999 

Allstate, The Giving Campaign  

Amy Goodrich 

Andrea Anderson 

Arroway Chevrolet-Cadillac 

Bernadus J. & Natascha Brugman 

Birmingham Bloomfield Atlantis 

Black Hawk, Inc. 

Boyce Trust 

Brian Darby 

Brookville Electric 

Carl and Terri Schleuder 

Cranston Print Works Company 

Dave and  Christy Greeley 

Dearborn Fire Fighters 

Deporre Family Foundation 

Elaine Darbee 

Elva Smith 

Exchange Club of Dearborn Founda-             

tion, Inc. 

Frank and  Rhonda Broce 

Guido and Annette DiRe 

John and Michelle Kelly 

Josh and Katy Gilberg 

Kelly Building & Development Co., LLC 

Lesli King 

M & R New Beginnings 

Max Reed Farm 

Michael J. and Jennifer C. Qualley 

Michael and Kathy Ratcliffe 

Michigan Rehabilitation Specialists 

Myevent.com Inc. 

National Marketing and Learning 

Our Lady of Mercy Roman/Catholic 

Chrurch 

Rayman Enterprises, Inc. 

Richard and Shauna Elias 

Robert A. and Susan B. Erich 

Ron and Marilyn Gunther 

STL Transportation, Inc. 

Tamarak Country School, Inc. 

Theresa Ellerbrock 

Thomas and Patricia A. Blais 

Travelers CyberGrants, Inc. 

Tyler, Dumas, Reyes 

William Blazo 

$250-$499 
 
Alan & Kristi Zwach 

Alyson B. Ryan 

Anthony M. & Lisa M. Galdaleta 

Barry & Nancy Moore 

Beth Schulz 

Brett and Brittney LeBeau 

Carlos and Heather Salazar 

CFC 

Charity Golf International LLc 

Chicago White Sox 

CNA Foundation 

David Scott & Mary Kathleen Harper 

Die-Namic Inc. 

Gail Potts 

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

Greg and Susanne Immell 

Honeyville Food Products 

James Robins 

Jane and James Saccaro 

Janice and David Mann 

Jason and Karen Friesen 

Jim and Jane Van Dyke 

John Q. Mckinnon 

JPMorgan Chase & Co. 

Katherine A. Freed 

Kelly & Regan Caviness 

Kiwanis Club of Dearborn, Inc. 

Larry & Ann Marie Heinhold 

Laura Russo 

Laurence Greenbaum 

Lawrence Screw Products, Inc. 

Lenovo Employees Care Campaign 

Marcia Resnick 

Mark & Kathleen Landschulz 

Mark & Laurie Y. Shuholm 

Mitchell and Jeanne Weaver 

Neil B. & Judy D. Cohen 

Patrick J. & Deanna E. Jaques 

Pither Family 

Premier Benefit Plans, Inc. 

Rachel Dalomba 

Raymond James Global Acct 

Ronald Minegar 

Ross E. & Jennifer Bartkowski 

Roy & Jeanne E. Wieselquist 

Ruppenthal Family Living Trust  

Sally and Gary Messner 

Thomas and Brenda Melang 

Truist 

Tyco, 

United Auto Workers, U.A.W. 

United Way-AT&T Giving Campaign 

United Way AT&T  - Texas 

United Way- Bank of America 

United Way-Metropolitan Chicago 

United Way - Southeastern Pennsylvania 

Walter Highland 

Wayne and Dana Pruitt 

$100-$249 

AJ Schroeder II 

Ahmet Baschat,  & Miriam Doyle 

Al Matta Grotto  

Alan & Lisa Jagiello 
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2013 Donor Honor Roll (cont.) 

Liz and Ted Brandt 

Luke H. & Michele Maurice Helbing 

Mama Larosa Foods, Inc.  

Marc Reichenberger 

Marci Jacobs Woodstein 

Marcia Elkin 

Marderosian, Karen Living Trust  

Mark A. Rosser 

Mark A. & Lisa B. Satawa 

Mark and Deborah Simpson 

Mark C. & Elizabeth C. Hanna 

Mary Krummenacker 

Mary Britsch 

Mary Chang 

Matthew & Kelly Buese 

Matthew and Ann Renee O'Donnell  

Matthew H. Cahan 

Max and Deborah Reed 

Melissa N. Wood 

Michael Shaw 

Michael Fontaine 

Michael Jones 

Michael Lovell 

Michael & Michelle Leissner 

Michael and Jennifer Bott 

Michael and Julie Muth 

Michael and Lori Feldman 

Michael and Wendy Herst 

Michael Dazy or Karen Annis 

Michael F. & Jane S. Celovsky 

Michael H. & Pamela A. McCourt,  

Michael T. & Kelley D. Samberg 

Mildred and Eugene McFelea 

Mr. and Mrs. Mark Johnson 

Mutchler-Ayers  

Nancy Haddad 

Neil R. & Maryjo Beckett 

Nucor Vulcraft Group  

Pat Vernon 

Patricia Jette 

Paul Becker 

Paul  A. and Adriana V. Vlasic 

Paul and Carrie Manz 

Paul and Idele Crimmins 

Paul J.  & Mary Clare Solky-Stano 

Paul M. Wyzgoski 

Philip Appel 

Plumbers Local Union No. 200  

Pride Equipment Corp.  

Rich & Bev Gilberg 

Richard A. & Millie M. Caner 

Richard and Michelle Novaco 

Robert Swierupski  

Robert & Dawn Weiland 

Robert & Lisa Lewis 

Robert and Kelly Kirkman,  

Robert D. &  Mary K. Williams 

Robert J. & Cindy Kondzielaski,  

Lesli King form Sigma 

Tau Pharmaceuticals. 
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Robert P. & Patricia Gregory 

Robyn Lee 

Rochelle Meng 

Ronald Weiss 

Ronald P. & Lori L. Lewis, 

Ronald W.  Ochse & Connie Gamble  

Russell and Elise Bratley 

Ruth and John Parish 

Ryan & Synthia Hart 

Sallie Glaize 

Sandra Adams 

Sandra and Douglas Simon 

Scott A. & Joseline R. Cabrera 

Shaina Allen 

Sherie and Randy Eschels 

Sherry Jeppson 

Susan E. Neumann Gorzynski 

Susan Thomas Schendel 

Suzann M. Neff 

Ted and Kim Forrester 

Terri Jones 

Terry F. Zerlak 

Thaddeus W. & Claudia Zapalski 

Thomas and Lisa MacKillop 

Thomas R. & Janet J. Hanson 

Timothy Whistler 

Timothy and Carrie Celovsky 

Todd and Diane Gillis 

Tony and Lee Ann Elkins 

Trent Ledford,  

United Way - Henderson Cty KY  

United Way of Delaware {2}  

United Way of Greenville County, Inc 

United Way of Henderson County  

United Way of Salt Lake City  

UW - AT&T Giving Texas  

Vicki S. & Joseph Vlasic II 

Wade & Emmy Mitchell 

Wes and Sue Grover 

Western State Mechanical  

Whitney Kyle,  

William Darbee 

William H. North 

$50-$99 

A.C. & Myrna Brorman 

Aaron MacDonald 

Aimee Osborne 

Ake Bjerser 

Allan T. Templin 

Amanda Colleen Toia 

American Endowment Foundation 

Amy Wilson 

Andrew and Marci Eisenberg 

Andrew F. & Katherina A. Sylvia 

Andrew Lanere 

Andrew T. Child & Susan Cohn 

Andy L. & Nancy M. Ward 

Angel L. Allen 

Angelo Babbo  

Ann Marie Sanford 

Anne Stinson 

Anne Takacs 

 

Annie VanGelderen  

April M. & Joseph A. Bousamra  

Ashley and Jerry Haynes 

B.A.P. Spencer 

Barbara Morgan 

Barbara Reilly 

Benson and Susan Barr  

Bernie Fuhs 

Brian & Molly Basil 

Brian Bonds 

Brian Shafley  

April M. & Joseph A. Bousamra  

Ashley and Jerry Haynes 

B.A.P. Spencer 

Barbara Morgan 

Barbara Reilly 

Benson and Susan Barr  

Bernie Fuhs 

Brian & Molly Basil 

Brian Bonds 

Brian Shafley  

Christopher & Nona Cleary 

Christopher John & Jeanette Lane Felton, 

Christopher LaRosa 

Clint Moore 

Cole-Monley, 

Curt J. & Anita R. Saurer, III  

Cyril J. and Michelle K. Benitah 

Damian C. & Nicole K. Barnett 

Daniel and Jean Zautner 

Daniel J. & Renae L. Cubbin 
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Alan and Leslie Ruby 

Alana Moehlman 

Amy Littleton,  

Anchor Alarm, Inc  

Andrew E. Fano & Rebecca Handel-Fano  

Angela Palacios 

Angela Spinhirne 

Anna McWilliams 

Anthony Genna 

Arnold & Marilynn Levin,  

Aron Ingi Bjornsson 

Attwater Blue Corp  

B. Pilla 

Barbara & Charles D. Krawitz,  

Barry & Peggy Tornow 

Ben Spilger 

Beth Sinclair 

Billy and Helen Marable 

Billy's Creek Ranch, LLC  

Biogreen Solutions II, Inc.  

Boatman Geller  

Bob Lieblang,  

Bradley & Margaret Baxter 

Bradley H. & Jeanette C. Boivin 

Brady & Amber McAlister 

Bret Gines 

Brian Robinson 

Brian and Jodi Manio 

Brian D. Carney 

Briana & Sharon Smythe 

Bridget Collins 

Broce's Well Service  

Bruce & Andrea Brown 

C. and C. Cielencki 

Carolyn Slutz Richardson 

Charles Armstrong 

Chris Cardenas 

Chris Donahue 

Christina Morey 

Christopher & Jacqueline Curtis 

Cindy L. Tate 

Cornell Montgomery 

Cynthia Steinberg 

D.F. Capobianco, Inc/Caps Audio Center    

Dale and Corinne Parker 

Daniel & Christine Gorkiewicz 

Daniel . & Steffane McClary,  

Daniel and Linda Pinsel 

Daniel J. & Carolyn J. Lewis 

Darbee-Trust, Ilene  

Dave Davidson 

Dave and Kris Sliwicki 

David Mcguffie,  

David & Jan Rosen 

David and Kristin Keevins,  

David and Pamela Schmidt 

David C. & Andrea B. Fossier 

Dean and Jody Weinberg 

2013 Donor Honor Roll (cont.) 

Lynn and Garrett Thomas at 

the 2013 CRN Family Confer-

ence. 
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Dearborn Police Officers Charities, Inc. 

Deborah Derlacki 

Dependable Scientific Glass &  

Dermatology Associates PC  

Diane Lujan 

Dona De Santis-Reynolds 

Douglas and Kelly Dupont 

Douglas and Marlene Eng 

Dr. Elizabeth Jackson 

Dwight and Robin Ekenberg 

Edmond Deaton & Stephens  

Edward J. Goldberg MD 

Eric and Cary Anna Tilds 

Esquire Temple Association Inc.  

Francine Turk 

Gary Mowder 

Gary & Megen Reed 

Gary & Sarah Cohen 

Gary and Donna Wolas 

Gary and Kathy Gordon  

Gary and Theresa Fangman 

Gary S. Burstein 

Gene and Barbara Broce 

General Sports and Entertainment  

LLCGeorge L. & Cindy R. Bryant 

Gina Jiampetti 

Ginger & Matthew Engel 

Gobel Family Living Trust  

Greater Kansas City Community Founda-

tion  

Gregg Bloomfield 

Happy State Bank  

Heather Lorincz,  

Howard & Freda Stephenson 

Howard E. & Evelyn W. Rosser 

Howard S. & Nancy M. Baron 

Ian and Jamie Sylvan 

Jaclyn Jackson 

James Moser 

James & Doreen Miesowicz 

James & Julie Bays 

James A. & Nicole A. Brown 

James and Freda  Musial 

James and Shari Franke 

James B. & Lois A. Parsons 

James B. and Constance J. Gatto 

James R. & Mary O. Winkler 

Jane Sowers 

Japho Perea 

Jared & Charissa Johnson 

Jarrett Gray 

Jeanette Simec 

Jeff & Elaine Wilson 

Jeff & Katie Larimore 

Jeff and Donna Rohde 

Jeffrey Drews 

Jeffrey & Joanna Drukker 

Jeffrey & Teresa Seidel 

Jeffrey and Angela Depew 

Jeffrey and Carolyn Joniak 

Jennifer Batenhorst 

Jennifer and James Sturgeon 

Jesse Yetter 

Jim and Jenni Sexstone 

Jim and Wanda Birch 

John & Jennifer Hackmann 

John and Kelly Kinder 

John and Kristin Prebay 

John G. & Laila Velkme Harmann 

John J. Angelo 

Jose and Velyna Morales 

Joseph VanSelous 

Joseph and Kelly Lampertius, 

Joshua B. & Kimberly T. Kutnick 

Kali Plomin 

Karen Virnoche 

Kathleen A. & Brian M. Misiaszek 

Keith E. Sikaitis 

Kelly Marie Jarvis 

Kevin Miller 

Kevin and Jodi Neff 

Kevin C. & Elvira P. Kaszuba 

Kirk and Mary Wesley 

Kost and Candy Elisevich 

Kurt & Mellanee McCourt 

Landelin and Pamela Dillon 

Lara Kirts 

Larry and Elizabeth Schrock 

Laurie and Richard Krentz,  

Lawrence R. & Jane E. Gamble 

Ledoux Electric Inc.  

Leonard & Peggy Branka 

Les & Melanie Kinsey 
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2013 Donor Honor Roll (cont.) 

Darlene Zimny 

David & Anita Dauch 

David & Chris Scharrer 

David & Sherri Drinnon 

David and Kirsten Stilke 

David and Kristen Randall 

David Farms Wagner, 

David Fossier  

David J. & Ellen S. Zatolokin 

Debora Hansen 

Dennis and Kerry Prado  

Donald & Betty Blackburn 

Donald and Doretta Hoffman 

Donny E. & Diana L. Hansen 

Donny M. & Erin M. Prickett 

Dr. Maher & Joann Rabah 

E. Craig Beausoleil 

E. Jean Walle 

Elisabeth J. Rubel 

Elizabeth Ann Deprez 

Eric M. & Karen L. Schleuder 

First Niagara Brockport Office 

Fred & Joanne Benanti 

Frederick E. & Barbara S. Moeller 

Frizzo, Dr. Mark 

Garry and Carol Hughes 

Garry and Elizabeth Bailey 

Gary & Danyelle Burkart 

Gary A. & Yoko Walrath 

Gary Alan & Kelly Ann Pahlow 

Gary and Becky Newcomb 

George and Patricia George 

Gretchen A. Rankin 

H.C. & Virginia Rosser 

Hannawa, Khaldoon, Judith 

Harry Klenner 

Heather Behanna 

Hyman Farm Service LLC 

Ina Gardener 

J. Richard & Mildred C. Miller 

Jack Norton 

James & Claudine Henry  

James & Dinna Chambers, 

James and Lynne Slater 

James L. Henry 

Janet Trieschmann 

Janice E. Diarmid Trust 

Jason H. & Darcy Eisenberg 

Jason R. & Heather J. Vest 

Jeanne S. Jordan 

Jeff and Joanna King  

Jeffery A. & Rachelle M. Shafer 

Jeffery T. & Jean M. Geraghty 

Jennifer Dorsch 

Jennifer Holcomb 

Jennifer Monk 

Jennifer Young 

Jessica L. Hermosillo 

Mohammed and Maya Benni 

at the 2013 CRN Family 

Conference. 
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Jill Jobson 

Joanne Newsome, 

Joe & Laura Reed 

Joe Brorman 

Joel and Virginia Weinberg 

Joel Keiper  

John & Colleen Hammond 

John & Karen Guerin 

John and Laura Horvath 

John R. Weisgerber 

John Vestal 

Joseph & Patricia Kopmeyer 

Joseph E. & Christina E. Butler IV 

JT and Frankie McGinnis 

Julie DiPrinzio 

June and Bob Zanchelli 

K&K Landscaping LLC 

Katherine Hayes 

Katherine Morrison 

Katherine Nagle 

Keith Hughes 

Keith O. & Karen L. Smith 

Kelly J. & Jennifer A. Bauder 

Ken & Deb Hamel 

Kenneth Hogan  

Kevin and Jacqueline Keizer 

Khristine Rollinger 

Khristine Romney 

Kimberly Yermak 

Kristy R. Waddell 

Lance and Linda Nixon 

Lance Lee & Donna Baldino Metzger 

Lauren Seiden 

Lindley Z. Thomas 

Lisa Long 

Lori Stec 

Lowell Vick 

Lucille Reed 

Lynette Thomas 

Lynn Yates 

Mack Maxwell 

Marcia Moss 

Marco Laudati 

Marty R. & Cynthia Murry 

Mary Ann Robertson 

Mary Jane Parker 

Mary Klie 

Mary-Ann Trinidad 

Matthew Bachman 

Matthew D. & Ketelyn K. Malin 

Michael & Denise Barger 

Michael & Marcia Alberts 

Michael and Debra Fisch 

Michael and Eliisa Capstick 

Michael C. & Michelle D. Blake 

Michael F. Moeller 

Michael P. & Kristi L. Moore 

Michael Swift 

Mike & Janet Cathcart  

Nicholas and Cheryl Rosenthal 

Nicholas Slovan 

Paola Jaminet 

Patrick & Rebeka Peterson  

Pepsico Foundation Matching Gifts Pro-

gram 

Randy and Jennifer Blomberg 

Redford and Carol Ruth Thomas 

Richard & Lori Heinowski 

Richard A. & Christine A. O'Connell 

Richard and Carolyn Varner 

Rita Klay 

Rob & Sara Bruhn 

Robert & Evelyn Riedel 

Robert & Janet Carr 

Robert B. & Robert L. Rohl 

Robert or Sue Miller 

Robert Simon,  

Rock and Pam Woodward 

Rolfe Swinton 

Roudy & Cayla Blasingame 

Roxie Weber 

Royce & Cindy Schulte  

Russ & Kaylie Hodges 

Russ & Margaret Halloran 

Russell & Janet Anderson  

Ryan and Kylene Reed 

Samuel and Karen Bloodgood 

Samuel and Lori Gray 

Sandra Griebe 

Scott & Debby Howard 

Shelley Fangman 

Sherry Fowler  

Stephanie Hassan 

Susan Williams 

Suzanne Baker 

Suzanne M. Royer 

Tammy Bridwell 
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Theodore R. Efros  

Thomas and Kristine Sape  

Thomas E. & Christina M. Langelotti 

Thomas M. & Linda A. Brogan 

Todd C. & Wendy A. Sims 

Tony an Allison Montalto 

Tracy & Kelley Richardson 

Two Buds Boutique 

United Way of Michigan 

United Way of the Piedmont - SC 

Van Den Branden Financial Services, LL 

Vernon Nelson 

Walter W. & Stephanie M. Crider 

William & Salli J. Ward 

William A. & Jane F. Smith 

Up to $49  

Adam and Nancy Forster 

Adam D. Kellner 

Agnes G. McGuire 

Amy Anstett  

Andrew and Catherine Paulson 

Andrew T. Griffin 

Anne M. Potvin  

Anthony Consoli 

Bajram Gashi 

Barry Treadwell 

Bernard & Carol Ruhaak 

Beth Ann Fell 

Beth Bolman  

Bob & Jan R. Ayres 

Bob or Jearlene Huff 

Brad A. & Lauren E. Freitas 

Brad Johnstun 

Brad M. & Melissa K. Gordon 

Bradley H. & Laurie E. Sabin 

Brandon  M. & Amy L. Koenig 

Brandon A. & Andrea A. Kaczmarek 

Brandon Marsh 

Brent & Stacy Atkinson 

Brett & Lona Battishill 

Brian and Robin Biebuyck 

Brian Bookholtz 

Brian E. & Carolyn K. Terwilliger 

Brian J. & Kimberly A.  Millar 

Brian Schwartz 

Bruce S. & Ilene M. Kovan DO 

Caleb Evans 

Carl & Courtney V. Fritz 

Carol Cardy-Cueno 

Carol Kelly 

Carrie and Thomas Buchwald 

Catherine Slovan 

Charles & Janet Mutz 

Charles W. & Kimberly W. Bernard 

Chris & Barb Zimmerman 

Christopher and Jan Rabin 

Christopher Ludwig 

Colin and Ina Henderson 

Cheri Friend and Elva Smith 

at the 2013 CRN Family 

Conference. 
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Craig and Nicole Grimes 

Curt & Alicia Mincey 

Curtis R. & Elizabeth A. Hicks 

Cynthia Ripberger 

D. M.Kondek 

DailyGood 

Daniel S. & Michelle L. Brooks 

Darla France 

David & Lori Kileen 

David & Nancy A. Polcyn 

David Anstett 

David Birnbaum 

David L. & Laura K. Vanderluit 

David W. & Bonnie Newkirk 

Davie & Julie Kelly 

Deborah Sue McDonald 

Debra Holeman 

Delores Davidson 

Dennis Winkler 

Dominic Flint 

Donald E. & Kim E. Wollford Jr. 

Doug and Amy Klein 

Douglas N. & Judy M. Laskosky 

Ed & Cassandra Horvath 

Eduardo Nieves  

Edward & Kerri Dacey 

Elisabeth Limes 

Eric and Mary Petro 

Eric J. & Dena Gard 

Erik & Susan Hawkinson 

Ethan Aho 

Eva Maria Gonzalez Aguilar 

Gail R., Hal J. & Marni E. Wolin 

Garrin & Julie Kapecki 

Gary and Karen Fippinger 

Gary W. & Anita M. Thomason 

Genevieve Mathieu 

George & Nancy Fohner 

George and Patricia Kortlandt  

Gerald Atkinson & Sally E. Durfee 

Gerald Ray & Alma Jo Sides 

Gerard and Colleen Leider 

Gertrude Richerson 

Gina M. & Mark A. Stec, 

Glen Brook Tow Corp. 

Glenn and Shirley Demichele 

Grant Clothiers 

Greg & Karen Conn 

Guy & Jourdan Bell 

Heidi Gordon 

Helena Rojas 

Ira & Susan Ryan Kalina 

Jack and Doreen Doyle 

Jack Streeter 

Jacque Pratt 

Jaden Evans  

James & Nancy Thomas,  

James & Susan Wynne 

James and Amy Morrison 

Jamie & Lena Allison 

Janet Zahora 

Jason & Tonya Mayer 

Jean-Pierre & Denise Dumoulin 

Jeffery D . & Leigh D. Moss 

Jeffrey and Stephanie Hooper 

Jeffrey W. & Cheryl M. Kipp 

Jennifer A. Latimer 

Jillene Crawley 

Jim Gilson 

Joan G. Sharp 

Joel M. & Karen L. Jacques 

Johanna Berger 

John & Erika McCoy 

John and Jacque Pietsch 

John and Nazik Kissinger 

John C. & Lisa Fraioli 

John D. & Barbara M.Tolbert 

John F. Cleveland  

John Gilter  

John Lamon 

John R. & Deborah Johnson 

Jon awniczak 

Jon R. & Rosemary A. Becklinger,  

Joseph  Barker 

Joseph and Antoinette Talanges 

Joshua & Marian Wormser 

Judith C. Clague 

Judith Hill 

Julio Matos  

Katherine Paschel 

Kathleen B. Polacek 

Kathleen DuHame 

Katy Gilberg 

Kenneth A. Sunisloe,  

Kenneth S. & Pauline Addison Jackson 

Kevin A. & Eileen M. Kelleher 
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Kevin McCarthy 

KirK Walker 

Larry & Linda Purvis 

Lawrence & Pearl Chernow 

Lee & Dana Stein 

Leona R. Stanek 

Leonard McKee Moore 

Leontyne Dasch  

Lindsay Broce 

Lisa M. Ayers 

Lisa Osowski 

Liz Boyer 

Lori Hardt 

Lorna Smith-Jordan 

Lynette Nixon 

Lynn Drederon 

Mark & Michelle Hatfield 

Martel-Wallace 

Martin & Tanja Burgbacher 

Martin Melea 

Mary Anne Starke 

Mary Girouard 

Mary Joanne Harris 

Mary Williams 

Mary-Kate McLaughlin 

Matilda & John F. Perrigo 

Matt, Cheri, and Laurin Friend  

Maureen E. Meyer 

Megan Mailberger 

Megan Ristau 

Melanie Newman 

Melissa Wood 

Michaeal B. or Jeri S. Ettleson 

Michael and Christina Waggaman 

Michael H. & Cheryl L. Gilliam 

Michael Hatch 

Michael J. & Mariella O.Goggiins 

Michael Silverstein 

Michele M. & Robert E. Brunson 

Michele Tucci 

Michelle Crockett 

Michelle Pace 

Mike Crull 

Mr. & Mrs. Jason Cook   

Nancy L. Scarlet 

Nathaniel & Regina Ustick  

Nick & Estela Ittounas 

Nicole Young 

Patrick & Molly A. Griffin 

Patrick and Laura Sack 

Paul & Anna Griffin  

Paul and Barbara Reinoehl 

Paul E. & Emily N. Weller 

Paula L. Shelley 

Pete H. & Marie Kachiros 

Pete Wierzba 

Peter A. & Claudia Franzwa Kendler 

Philip and Marlene Herbert 

Pam Woodward with daugh-

ter, Tahnie, and grand-

daughter Sookie Boyer. 
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Phyllis Curtis-Tweed 

Quincy Taylor  

Raymond and Nancy Arndt 

Renee Kinkopf, 

Richard & Tammy Bojanowski 

Richard and Eileen Dupont 

Richard D. & Kristin W. Nelson  

Richard G. & Denise Schmidt 

Richard L. & Carolyn Summerville 

Richard Nolan  

Robert C. & Sue Degitz 

Robert M. & Caralee Levinson 

Ronald D. & Edeltraud Reynolds  

Ronald T. & Beverly A. Samuel 

Rudolf and Barbara Friedel 

Ruth Ewing 

Salon Faviana 

Sarah and Timothy Davidson  

Scott & MechelleLamoreaux 

Scott & Michelle M. Keach 

Scott and Elizabeth Treiber 

Scott and Tamara Stensby 

Seth A. & Kaci Lee 

Sharon L. Dulmage 

Sheila Schmidt 

Sigler-Tabovga 

Stanley Kassi 

Stephen Johnson 

Stephen K. Tucker 

Steve & Chris Acampora 

Steven & Sherri Thomas 

Stuart D. & Deborah Szobel  Logan 

Sueanne Kim 

Susan Durlacher 

Susan Gibson 

Susan J. & Richard A.Cranston 

Tammie L. Miller  

Thomas Lynch 

Thomas R. & Annette M. Barlow 

Tim DiPrinzio 

Timothy M. & Jennifer A. Campbell, 

Tom Murphy 

Tyson Forbes 

Ursula Warren 

Vince & Joyce Braclay 

Virginia Mayer 

Vonnie & Donny te Velde 

Wanda B. Ponder 

Warren & Rhonda Billington  

Wayne M & Fannie B. Martin  

Wendy Johnson 

William A. & Katherin M. Robbins 

William and Jennifer Axelsen 

William H. & Virginia M. Beckert  

Xiaomao & Ping Wu 

Yan Liu 
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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! Good-
Search.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, Cold-
water Creek, American Eagle Outfitters, 
and many more! 

http://www.goodsearch.com
http://www.goodsearch.com


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

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! 



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

