
  

The Fox Valley Brain Tumor 

Coalition was founded in 2001. As 

a non profit organization its 

purpose is to offer educational, 

emotional, and financial support to 

those affected with brain tumors. 

 

All monies received from 

donations and fundraisers go 

entirely toward assisting brain 

tumor patients with the costs of 

treatment and supporting the 

efforts of new therapies. 

 

The Fox Valley Brain Tumor 

Support Group meets the third 

Thursday of each month and is 

open to brain tumor patients and 

their families. 

 

For more information, Contact 

David Bond, APNP, CNRN 

(920) 882-0818 or 1-888-231-5236 

 
This newsletter was created for 

informational use only. The opinions 

contained are those of the authors. You 

should always consult with your doctor.  

 

Date: 

Thursday,  May 20th,  2010 

 

Time: 

6:00 to 8:00 p.m. 

 

Place: 

NeuroSpine Center of Wisconsin 

5320 Michaels Drive     Appleton 
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To our friends at Brain Tumor Coalition;  
 Hope everyone is doing great! Each day we all live a journeyé each 

day we all fulfill our purpose of life. We are writing to share with you an 

update on Noah Oakley. As some or most of you know, Noah was diagnosed 

with a craniophargamonia brain tumor at age 2 because I, Sheila requested an 

MRI after doctoring a year and half and not finding an answer as well as being 

told, I was an over protected mom!  

Noah underwent his first surgery in July 

2005, a second one in February 2007 and 

five weeks later spent additional time in 

the hospital as he had fluid on the brain. 

Noah lost his pituitary gland during the 

first surgery and since has been on daily 

oral hormone replacements.  Noah was 

diagnosed in June 2008 with additional 

cells and surgery was not an option as 

they were located on the carotid artery. 

We did our investigation and research. Even went to Childrenôs Hospital in St. 

Louis Missouri in October of 2008. Our decision after truly praying and 

investigating asking for direction, Noah under-went 29 days of Tomotheraphy 

radiation at Milwaukee Childrenôs Hospital from December 2, 2008 tell 

January 14th 2009. He was amazing as each day he laid still like a statue with 

no sedation. He was the youngest patient they have ever seen do this. We 

lived at Ronald McDonald house during this time and made a true family 

bond with not only our own family of Keith, Sheila, Noah and McKella; but 

with other families that stayed there as well.  

 Noah continues routine MRIôs every three months and his normal 

Endocrine and Optical appointments. In October 2009 we found out that one 

of the side effects from his first surgery (2005) were showing. Noah is losing 

optical fibers in his right eye. Itôs a slow deterioration but there is no ófixô. So 

we pray that God continues to hold Noah and give us direction and that the 

deterioration will be slow.   

 On April 12th, 2010 Noah had his normal three month routine MRI and 

all was good! There was no significant change so we started growth hormone. 

This was a long waiting day as Noah is now 6, going to be 7 on May 11th and 

lives in a 2 year old body. It doesnôt stop him from doing anythingé heôs a 

boy, but a man to me! For all that he has taught me and our family, we are 

truly blessed! God has gifted us an angel and goodness of life! 

We wish everyone a wonderful summer and want each of you to enjoy each 

day to the fullest ï make memories.  The Oakleyôs 
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Handmade ñCaring Cardsò  

 

Contact Jolene for a special member 

greeting from the Fox Valley Support 

Group 

 

Jolene Smaney 

7984 Prausa Ln. 

Oconto Falls, WI 54154 

jjaasmaney@centurytel.net    

 Subject Re:CCC 

Engraved glass ornaments for 

the Tree of Life are available 

through Appleton Trophy 

From the Editor Brian Burns 

Thank you Keith and Sheila Oakley for sharing Noahôs story with us this 

month.   

The Synapse was created to share our questions, experiences, and services 

with other members as we learn and grow together.  Please contact me if 

you have a contribution or have a particular subject you would like to 

have addressed. 

Submissions must be received no later than the second Monday to be 

included in that monthôs Synapse.  Please include a phone number where 

I can reach you.  You may remain anonymous. 

 

You may contact me via the Fox Valley Brain Tumor Coalition website 

www.fvbtc.org/contact/ 

Or via conventional mail 

Synapse Editor 

4320 West Edgewood Drive 

Appleton, WI 54913 

Photos from the April support group meeting 
Courtesy of Tom & Lynn Stephany 


