
 
 
 
 
 
 

 

 

 

 

 
December 2009 
 
 
Looking for a great team building experience? Why not start the year with a corporate health and fitness challenge 
while supporting a fantastic cause?  

The Run for Ryan House at DC Ranch benefits its namesake, Ryan House, a palliative care facility for children diagnosed 
with life-threatening conditions. Constructed adjacent to the St. Josephs Hospital campus in downtown Phoenix, Ryan 
House will open its doors mid-March 2010 to children and families in need of short-term respite and end-of-life care. 
The Run for Ryan House is offered in celebration and support of this one-of-a-kind facility. 

How can you get involved? Mobilize your staff, build a corporate team and join in the fun on Saturday, March 6! 
Participants may choose from both 5K and Half Marathon routes. The Run is well-known for its stunning Valley views set 
against the backdrop of the McDowell Mountains. Those looking for a challenge will find it in the Half Marathon course 
that winds up a hilly trajectory through DC Ranch. Recreational runners and walkers will enjoy the 5K course looping 
through scenic path and trails in the DC Ranch community. Both events begin and end at the DC Ranch town center – 
Market Street.  
 
Enclosed you will find the event fact sheet that outlines the details of the Run as well as a few stories about the children 
who stand to benefit from your participation in this event. We have also provided a menu of options for corporate team 
involvement. We welcome your participation at whatever level you deem appropriate.  
 
In the event you cannot support a corporate team in 2010, we ask simply that you help spread the word among your 
staff. Ryan House is a beacon, friend and lifetime support system for Arizona families and children affected by life-
threatening  conditions. Our simple goal is to garner awareness and support for their ongoing work. 
 
Motivate your team. Support a worthy cause. Be healthy. Do good. We look forward to your involvement! 
 
 
Best regards, 
 
 
 
Kim Knotter 
Director of Fund Development 
Ryan House 
602.200.0767 
kim@ryanhouse.org  
 
 
 
 



 

5K CORPORATE TEAM OPPORTUNITIES 

Run for Ryan House at DC Ranch: Saturday, March 6, 2010 
 
 
 
 

$500 ς Team of 20 (4 Available) 
 Company logo on t-shirts  
 Complimentary technical sport shirts for participants 
 20 individual runner registrations  
 Designated team area in close proximity to Start Line  
 Morning refreshments & water for team  
 Corporate banner displayed at designated area  
 Verbal messages about the corporation announced  

by emcee throughout the event  
 “Thank you” mention in DC Ranch’s community newspaper (circulation 2,700)  
 Team Photo and Thank You Recognition for Corporation 

 
 
 
 
 

$250 ς Team of 10 (Unlimited) 
 10 individual runner registrations  
 Complimentary technical sport shirts for participants  
 Designated team area in close proximity to Start Line  
 Morning refreshments & water for team  
 Company banner displayed at designated area  
 Verbal messages about the corporation announced by emcee throughout 

the event  
 “Thank you” mention in DC Ranch’s community newspaper (circulation 

2,700) 
 Team Photo and Thank You Recognition for Corporation 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

RUN FOR RYAN HOUSE at DC RANCH FACT SHEET 
  
  
Runner & Walker Stats 

Á Participants:   2007:  602 2008: 700 2009: 857 

Á Median Age:   38   
Á Median HH Income:  $65,000+  
Á Education:   73% college graduates 
    27% post graduate studies 
Á Profession:   47% managerial/professional 
Á Marital Status:  28% married 
Á Residence:  40% Scottsdale 53% Phoenix metro      5% Tucson/Flagstaff       2% out of state 
  
  
Event Details 

Run for Ryan House Burrito Breakfast and Race Expo 

Friday, March 5, runners, walkers, spectators and volunteers gather on Market Street for the Run for Ryan 
House Expo featuring a burrito breakfast, vendor and sponsor booths, live music and both registration and 
packet pick up. The Race Expo is a great way to start a fantastic event! 
  
Saturday, March 6, runners, walkers, sponsors and volunteers can enjoy food, beverages and camaraderie at 
the Race Day Expo.  
  
Contribution History 
The DC Ranch Community Foundation has raised more than $10,000 for Ryan House in support of its comfort 
care programs. 
  
  
  
DC Ranch Exposure 

Á Ranch News, the monthly DC Ranch community newspaper: Circulation: 3,200 homes, businesses 

Á Posters and banners 
Á Web site — RanchNet: DC Ranch’s resident Web portal 
  
  
  
 Event Host      Event Produced by     Event Beneficiary  
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When you meet Cloey, one of the first things you notice is her unending smile and her friendly, “Hi!”  
As you listen closely, you can hear that Cloey’s speech is delayed, but like other kindergartners,  
she’s full of questions, curiosity and she loves to look at digital photographs as soon as she hears  
the “click”!   
 
Without meeting Cloey’s parents, Megan and Ty, you wouldn’t know by looking at her that she’s  
already undergone 16 surgeries in her first six years of life.  Due to a rare genetic condition, the only  
documented case ever, little Cloey was born with 5 vertebrae in her neck (compared to the typical 7) along with other conditions 
that cause her to have problems/deformities in almost every major system of her body.  In addition, a narrow spinal column and 
little fluid caused pinching and damage to Cloey’s spine at birth.  Born with respiratory failure, her mommy was told to “kiss her on 
the forehead;” Cloey was whisked away to the Neonatal Intensive Care Unit (NICU) and intubated with a breathing tube before 
Megan and Ty even had their first cuddle with their newborn.  Cloey remained intubated for the first week of her life and was taken 
off the breathing machine when she was 15 days old.  Just before Megan and Ty returned home with Cloey, the geneticist sat them 
down and explained that Cloey’s genetic testing showed karyotypes for being severely mentally disabled. 
 
In a blur, Cloey’s young parents were discharged from the hospital and told that her condition was not curable.  The physician told 
them to take her home and love her; he would see them again in six months with more information.  Since Cloey’s diagnosis is the 
only documented case, physicians told Megan and Ty that if she survived her first winter, her life expectancy was three years old – 
she would be severely physically and mentally disabled and they would have to wait and see about medical problems as they arose. 
 
Along with an intestinal deformity, and a discovery of allergies to milk, egg and soy, discovered when Cloey was 2, she underwent 
tracheotomy surgery (direct opening in the trachea) in May 2007. Then, exasperated from fusion surgery in her neck, she developed 
pulmonary hypertension from severe sleep apnea (up to 52 apneas per hour) and will now likely require ventilator assisted 
breathing at night. 
 
“While I’m trying to be positive, I realize this is the beginning of a downhill path.  If she can work the muscles in the day, she may 
only need it at night.  If she finds breathing too difficult off the vent, though, she may need the ventilator around the clock,” 
explained Megan. 
 
 “We’ll always need nursing support for Cloey every night, but Ryan House will improve Cloey’s quality of life by giving her 
stimulation and somewhere enjoyable since she is unable to go to the neighborhood girl down the street.  It will also improve her 
life by giving our family, and us as the parents, a much needed break so that we can return refreshed to attend to all of her needs.” 

 
 

Meet Olivia 

Like other infants, Olivia Ann Hoffmann seemed to develop according to any of the milestones that 
parents may read about in child development books…she was able to lift her head by three months and 
started making cooing sounds with an occasional smile.  By six months, Olivia was able to laugh with 
delight and imitate familiar actions and when she was one, Olivia could crawl, babble, and copy sounds.  
Olivia’s parents, Christine and Eric, were thrilled with her development and looked forward to planning 
their next pregnancy in the coming year.  

 
However, when Olivia’s second birthday approached and she still wasn’t walking on her own, her 
pediatrician referred the Hoffmanns to an orthopedist and ordered x-rays to rule out hip dysplasia or 
other possibilities.  They also saw a neurologist, who recommended an MRI.  Although the MRI showed 
that Olivia had slightly less white matter (the part of the brain that contains myelinated nerve fibers) than 
similarly-aged children, it was not enough of a concern for further testing.   

 
Two months after Olivia’s second birthday, Christine noticed that her daughter, still not walking on her own, was very lethargic.  
After discounting the decreased energy and appetite as the flu for several days, Christine checked in with the neurologist to share 
her concerns.  He admitted Olivia to the hospital the next morning, where she spent seven days undergoing a battery of tests.  While 
blood work needed to be sent to Philadelphia for genetic testing, their specialist prepared Christine and Eric with his prediction:  that 
Olivia likely had either Krabbe Leukodystrophy or Metachromatic Leukodystrophy (MLD). 



 
On August 11, 2004, at the age of twenty-seven months, Olivia’s diagnosis was confirmed as (MLD), a rare, genetic, metabolic 
disorder affecting only one in forty thousand children in which a fatty substance builds up in the brain and spinal cord, destroying 
the matter which surrounds and protects the nerves causing them to gradually quit working. 
 
Christine soon noticed that Olivia’s movement slowed.  By October, Olivia was no longer speaking, and eating became difficult.  The 
next month, she was no longer able to move on her own.  Her health and development rapidly spiraled downward.  In less than a 
year, MLD caused Olivia to go from a healthy, smiling, bright-eyed little girl to a child who could no longer control any movement, 
talk, eat, see, or even smile. 
 
While bone marrow transplants can slow the progression of the disorder, it is most effective in children/individuals who have not 
shown significant symptoms of the disorder.  In Olivia’s case, her parents were faced with the acceptance of gradually losing the 
child they once knew.   
 
Children diagnosed with late-infantile MLD, such as Olivia, may live five years, but loss of mental, motor, and organ functions leads 
to eventual death.  Olivia celebrated her sixth birthday on May 17, 2008.  Her parents, family (including 22-month-old MLD-free 
twins Will and Carter), friends, teachers and therapists are enjoying every day they have with her.   
 
“As far as we can tell, Olivia really seems to enjoy being around other children and with activity around her.  We know that when 
we’re able to go to Ryan House as a family, Olivia will be in a fun, new, and stimulating environment and that she will be taken care 
of very well,” said Christine. “As a parent, it’s exciting to know that while we may look forward to Olivia’s stay at Ryan House so that 
we might spend some time with our twins, it will be a special place for her, too, and one that she’ll look forward to going to again.” 

 

 

 

 

 

 

Baby Roselyn 

My name is Faith Haire.  My husband, Branden and I have three amazing children.  Our youngest child is our only girl . . . our angel, 
Roselyn.  We were all so excited to finally have a princess in our home.  However, I don't consider my pregnancy and the months 
following her birth to be anything like a fairytale.  
 
Results from one of the ultrasounds showed that our baby had hydrocephalus.  We were told that she would need surgery once she 
was born to place a shunt in her head and drain the fluid surrounding her brain.  Results from another ultrasound showed that my 
placenta had implanted in the wrong place and a hysterectomy would be needed during delivery in order to completely remove the 
placenta.  My husband and I were crushed that this would be our last pregnancy and yet filled with joy that our baby girl would 
complete our family.  
 
Roselyn’s delivery was scheduled for January 28, 2008.  My husband says the delivery day was the best and worst day of his life.  The 
best day because Roselyn was born and the worst day because something was seriously wrong with our daughter.  Four weeks after 
she was born we received her diagnosis . . . ½ŜƭƭǿŜƎŜǊΩǎ {ȅƴŘǊƻƳŜ, a rare genetic and terminal disease.  
 
We were given a list of common symptoms associated with ½ŜƭƭǿŜƎŜǊΩǎ which included among other things, lack of muscle tone 
resulting in an inability to move, hearing loss, vision problems, kidney abnormalities, enlarged liver and failure to suck or swallow.  
Roselyn had all of these symptoms and was diagnosed with the most severe form. We were told our daughter would die within a 
few months.  I don't remember what was said right after that, I just know that our world fell apart.  
 
Although we were told that Roselyn would die within a few months, we made the most of everyday.  The days flew by.  Our 
beautiful days turned into months, 8 ½ of the best months of our lives.  Roselyn was perfect in this imperfect world and on Sunday 
morning October 12, 2008 she gained her angel wings.  We were blessed to hold her in our arms as she took her last peaceful 
breath. 



 
I miss being her mom. I miss the sounds she used to make and the way she smelled.  We had searched for other families who had 
living children diagnosed with terminal diseases; someone else who might be experiencing similar feelings. However, I could not find 
anyone.   I found families who had already lost their children, but no one who was caring for a child they knew was going to leave 
them soon. 
  
When I heard about Ryan House, at first I cried because I was angry that we had to go through this crisis virtually on our own.  Then I 
realized that Ryan House is bigger than me.  What Ryan House will bring to families like my own is worth more than I can describe 
with words.  It has to be felt with the heart.  For many families, this house will be the one safe place they can go to find the support 
they seek for the rest of their family. 
 
I welcome Ryan House with open arms and encourage you all to help bring this special house to life.  With your help, Ryan House 
can thrive and be an example to the rest of the country on how to care for our weakest members of society. 
 

 

 

 

 

 

Motivate your team. Support a worthy cause. Be healthy. Help more children reach the Finish Line.  
We look forward to your involvement! 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


