
 

We have enough that the Board of Directors 

was able to earmark $30,000 for 

research.  Our Research Committee is 

actively searching for the best ways to allocate 

these funds.  We also decided to cover 

registration and childcare fees for anyone with 

CHARGE syndrome attending our 2011 

conference!  

 

2009 was an amazing year for the Foundation.  I would like to take a little time 

to go over some of the milestones and also talk about our future.   

In February, we made a decision that by the end of the year we would be 

going green; we now only print about a dozen newsletters while the rest are 

sent electronically.  In March, we accepted the resignation of Marion Norbury, 

the Founder of the Foundation.  While this was a difficult transition for the 

organization, it also showed the resiliency and strength of our new office.  April, May and June were mainly 

filled with conference planning.  Thanks to Brownie Shott and the entire Wolfe family, this yearõs 

conference was our biggest and best ever. We started the weekend with our first Professional day that was 

attended by over 125 people.  On Friday, we had over 750 people come to our opening session and stay 

throughout the entire weekend, including our Saturday night carnival, where the kids loved listening to 

Rachel Coleman and the parents got to spend some money at our silent auction.  I am proud to say that 

the Foundation was able to offset well over $100,000 from the cost of the conference to keep it affordable 

to all families.  We also welcomed our two newest board members in July and Cynthia Antaya and Diane 

Haynes have already proven to be huge assets to our group.  Our new Executive Board was also formed in 

July with Lisa Weir (VP), Brownie Shott (Secretary) and David Wolfe (Treasurer).  We have been talking 

and meeting on a regular basis to ensure that 2010 and beyond are even stronger years for the Foundation.   

In the next year we will have more money available for research, we will no longer charge registration fees 

to our conferences for anyone with CHARGE syndrome and we will now offer a first year membership at 

no charge for any immediate family of a newly diagnosed individual with CHARGE syndrome.  We are also 

busy planning our 2011 conference in Orlando and looking into sites for our 2013 conference.  Finally, if 

you need me for anything please feel free to call me at 914-629-0564 or email me at 

neal@chargesyndrome.org.   

I hope you all have a happy and healthy 2010. 
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2009 has been a very special year for the 

Foundation.  One of the most important things the 

Foundation does is the biennial conferences.  They 

are very expensive and cost the Foundation over 

$100,0000 more than we take in from registration 

fees. This year, thanks to all of the fundraising 

efforts, we were able to offset and absorb over 

$100,000 in conference related expenses and not 

drain the Foundation dry!   
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ò...fundraising is 

rewarding on 

many different 

levels.ó 

Jody, Ethan and 

Daniel Wolfe,  par-

ticipating in the 

Joshua Kurby Memo-

rial run for the 

CHARGE Syndrome 

Foundation.  

Editorõs Note 

It Can Be Done  
 

(continued from page 1) 

 

None of our recent accomplishments would be possible without the hard work and 

dedication of the people mentioned in this issue of CHARGE Accounts and others like 

them.  

 
Despite the many achievements of the Foundation, there is so much more work to be 

done.  Budgets for programs that assist individuals with CHARGE syndrome are being 

slashed.  Many charities are reducing services, while others are closing their doors.  So 

many medical professionals, educators and even families, still have no idea how to 

effectively work with an individual with CHARGE.  We need to renew our dedication to 

our mission statement by providing more support to individuals with CHARGE and their 

families, more  information about CHARGE  and more  research about its identification, 

cause and management.  All of this can be done if we work together to raise money for 

the Foundation. 
 

In this season of giving, I hope all of you will join us and support your Foundation.  As you 

can see by reading the stories in this newsletter, fundraising is rewarding on many 

different levels.  Never underestimate the personal satisfaction you will get, knowing you 

made a difference in the lives of all those dealing with CHARGE.  Fundraising brings 

increased awareness.  Your friends, family and colleagues may gain greater appreciation 

for the remarkable accomplishments of individuals with CHARGE.  If you have not started 

already, please begin your online fundraising campaign.  Every donation counts.   
 

As you set your New Yearõs resolutions, make it a goal to give generously with your 

time.  Plan a run, walk, golf outing or other benefit.  Encourage your friends and family to 

join the Foundation.  Together, we can make a difference.  Remember, IT CAN BE 

DONE!  

 
Happy Holidays. 
 

David Wolfe 
Treasurer, and Fundraising Chair 
CHARGE Syndrome Foundation, Inc.  

david@chargesyndrome.org 

 

On page 13 of the Summer/Fall 2009 issue, the last line of the article at the top of the page was 

missing.  Here is a reprint of the last paragraph of that conference report about smell and puberty, 

with the missing line included.  We apologize for any inconvenience this may have caused our 

readers. 

 

The importance of puberty beginning at the typical age includes fewer socio-emotional problems and a reduced risk of 

osteoporosis.  A smell test may be helpful in predicting whether spontaneous puberty will occur in individuals with 

CHARGE as smell and puberty problems were 100% correlated in this study.  Decisions about treatment for delayed 

puberty can occur ahead of time instead of just waiting and waiting to see if it happens spontaneously.  

 

C H A R G E  A C C O U N T S  
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In the next series of articles, we will be focusing on stories about fund-

raisers that have been held in the past.  I would like to take a moment to 

thank everyone who submitted stories and photos. We hope they will 

inspire others to get involved in whatever way they feel they can.   

If you, or someone you know, has undertaken a fundraiser or is planning 

on doing one in the future to support the Foundation, we want to hear 

about it!  We will be celebrating the wonderful fundraising achievements 

of everyone throughout the newsletters to come.   

It doesnõt matter if your event is big or small, every penny counts and we want 

to share your efforts with all of our readers! 

Please send your fundraising stories and photos to Lisa 

(lisa@chargesyndrome.org).  

Enjoy the newsletter!  

 

 

New CHARGE Syndrome Book 
A new book on CHARGE syndrome, written by Timothy Hartshorne, Margaret Hefner, Sandra Davenport 

and James Thelin, is due out in summer 2010.  The book is available for preorder now.  All copies ordered in 

advance receive 20% off the cost. To preorder your copy, visit Plural Publishing at: 

http://www.pluralpublishing.com/img/flyers/CHARGE/web_flyer_charge.html 

  

I first learned about CHARGE syndrome when my son Jacob was born. He was diagnosed based on his choanal 

atresia, blindness, deafness, cerebral palsy, a heart condition and his overall growth and development was signifi-

cantly delayed. Before his birth, I had never even heard of CHARGE syndrome. Jacob did not survive as a result of 

his physical complications.  I decided to do the fundraiser to help raise money for research for CHARGE as there 

are still so many questions unanswered regarding his conditions.  

 

I wanted to try and turn something so negative (the loss of our son) into something positive (helping others). I 

wanted to raise money to help for possible prenatal testing. My first year goal of raising money and bringing people 

together for a good cause was successful. I was able to raise $3,600. There were approximately 100 participants 

and 15 sponsors. Two months prior to the event, I sent several businesses a letter, telling them a little about 

Jacob's story and about CHARGE. I posted flyers at several local businesses and informed people through word of 

mouth. This event was obviously very personal for me, so I tried to do as much of it as possible myself. To anyone 

looking to start a fundraiser, I would recommend getting as many people involved as possible. It helps in spreading 

the word and informing people about CHARGE. I wish I had started sending the letters a little sooner too. Overall, 

it was a great day and I am definitely looking forward to doing it again in June of 2010. 

Submitted by MacKenzie Bola 

An enthusiastic 

participant at 

an Illinois  

bowling fund-

raiser for the  

Foundation.  

Bola Walk in Support of CHARGE Syndrome 

òI decided to do 

the fundraiser 

to help raise 

money for 

research for 

CHARGE as 

there are still so 

many questions 

unansweredéó 

http://www.pluralpublishing.com/img/flyers/CHARGE/web_flyer_charge.htmlC:/Users/Lisa/Documents/2007%20Conference
http://www.pluralpublishing.com/img/flyers/CHARGE/web_flyer_charge.htmlC:/Users/Lisa/Documents/2007 Conference
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òSome of our 

greatest 

compliments were 

from people we 

didn't knowéó  

Joshuaõs twin brother 

Joey, finishing the 

race. 

Inaugural Joshua Kurby Charge for CHARGE 5K  

CHARGE Accounts interview with Sandy Kurby, who organized an event in memory of her son, 

Joshua. 

 

CA : What is your connection to CHARGE syndrome? 

  

Sandy:  I first became aware of CHARGE syndrome after my twin boys were born on July 3, 2008.  

A few days after their birth, Joshua was diagnosed with CHARGE syndrome, although he never 

tested positive for the gene.  Within moments of hearing his diagnosis we were in the NICU on a 

laptop looking up CHARGE and came to the CHARGE Syndrome Foundation website.  We had the 

nurses print out the manual, and the entire site, Foundation, and members have been the best sup-

port ever since. 

  

CA : Why did you decide to do a fundraiser? 

  

Sandy:  On March 14, 2009 my son Joshua passed away at 8-1/2 months of age.  While he did not 

die because of CHARGE syndrome, it was considered a secondary cause because of his compro-

mised system.  I had been an avid runner for years before Joshua and Joseph were born and wanted 

to do something in honor of Joshua while raising awareness about CHARGE.  It wasn't until the 

very end of March that I decided to commit to hosting the 5K event.   

 

CA : Tell me about the event, how did it go? 

  

Sandy: The Inaugural Joshua Kurby Charge for CHARGE 5K was a run/walk event held in our local 

park.  We had many volunteers helping out with water stations, start/finish, registration, etc.  We 

came up with the course, got permits for the race and for sound amplification since we had a DJ 

there as well, got sponsors to donate bagels, got other food, water, and Gatorade, designed and 

printed t-shirts, bib numbers, and made signs to direct participants on the course, thank our spon-

sors, and also a sign to inform others about what CHARGE syndrome is.  The event went really 

well.  There were many CHARGE families, Josh's NICU nurses, friends, neighbors, and people we 

didn't know that attended.  Some of our greatest compliments were from people we didn't know:  

 

-I wanted to take a moment and thank you for the Charge 5K event. I enjoyed the course im-

mensely, rarely do you have an opportunity to run a path that doesnõt end up as an out and back 

or a twice-around. I didnõt become bored or impatient and was able to relax into a great run. The 

bagels were a nice touch. Please tell Panera thank you from me. I appreciate that they would sup-

port their community in such a generous fashion. The bagels were the wonderful. I have always 

been a Panera patron and now I like them even better. 

Kind regards, 

-- Rebecca 

  

Just wanted to take a moment and Thank You for the wonderful event you hosted this 

weekend. My girlfriend and I were in town on business and chose your event because 

we liked the cause and the location. You and your volunteers did a great job with      

More race  

participants 

heading to 

the finish 

line...  

C H A R G E  A C C O U N T S  
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(continued from page 4) 

 

sponsorship, registration, course layout, timing, and all the small things that make for a pleasant event. Most impor-

tant, your group created a welcome atmosphere with lots of friendly, smiling faces eager to help in any way they 

could. Congratulations on a successful inaugural event. Hope you were able to further the CHARGE cause and 

thanks for educating us and letting us help support this worthy endeavor. I hope you will sustain it for years to 

come. And, I hope I will be able to attend again. 

Thanks again, and well done. 

Rob 

 

P.S. As a result of their sponsorship of your event, Panera Bread has gained a fan as well as a customer.  

I will make it a point to stop at one of their shops whenever I can. 

 

 

I had a great time. I would have liked to have stayed and talked more, but I had to get my son to Taekwondo les-

sons. I am glad the rain held off for most of the event to make it easier on everyone.   I hope your sister felt it was 

a success. I certainly did. I hope she is able to have it again next year. 

 

Since I am not very familiar with CHARGE, I donõt know the details of how it affects kids and families, but given the 

mortality rate associated with it, I am surprised it hasnõt received more media attention. Hopefully, with awareness 

events like this, it will get more attention, funding, and research. 

 

Please let your family know it was a great inaugural race. 

 

Ryan 

 

Thanks, Sandy, 

It was a nice race and Iõll be looking forward to doing it again next year. 

Rock (a gentleman that placed in the race) 

 

CA : What advice would you give to others trying to plan a fundraising event? 

 

Sandy: The advice I'd give others trying to plan a fundraising event is to think about 

your personal interests and experiences and go from there.  I had been a runner for 

several years, ran 8 marathons before my twins were born, and felt like I knew what 

necessities are a part of holding a run/walk event.  I learned that there was more that 

goes into hosting a race than I thought.  The other piece of advice is to pick your 

event and commit to it.  The hardest step for me was setting the date: calling the 

village and park district to make sure the date was ok, and contacting our race timing 

company to ensure the date would work for them as well.  Once I made that first 

commitment, and wrote that first check it was scary.  You wonder if you'll make the 

money back that you are putting in (next year I would like to get sponsors to make 

the event cost free to us, but given our short time to really plan I couldn't seek spon-

sorships like I would have liked), you wonder if anyone will show up, and you wonder 

if you are crazy for doing it.  It is well worth it.  Everyone had a great time- participants, volunteers, those 

that just came to cheer others on.  It is a great way to raise awareness and raise money for the founda-

tion.  I think the first year is the hardest, but there are people willing to help, willing to sponsor, and will-

ing to make your event the best it can be.  All you have to do is start the process. 

 

CA : Would you do this event again? 

  

Sandy: Definitely!  I am going to make this an annual event.  I decided before the race that I would take a 

month off before thinking about or planning for next year, but I can't help but let the wheels spin in my 

head while I come up with ways to improve or things to change for next year.  It was such a worthwhile 

event and most of the volunteers I had already told me to count them in for next year.   

Phil and Sandy Kurby,  

Joshuaõs parents and  

organizers of the run.  

òEveryone had 

a great time- 

participants, 

volunteers, 

those that just 

came to cheer 

others on.ó 
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òIt will keep 

Joshua's 

memory alive 

forever.ó 

Crystal Masionis is 

pictured here with (L -

R) race organizers 

Sandy & Phil Kurby 

and her  husband, 

Dan. 

Joshua Kurby Memorial Run: A Participantõs Thoughts 

This morning was the walk/run Sandy and Phil Kurby put together in memory of their son Joshua. 

Let me tell you a little bit about this wonderful couple: sadly I met them in one of the most horri-

ble moments a parent can go through, the loss of their child. 

 

I was on the CHARGE listserv one day and I noticed another child with CHARGE had passed 

away, then I noticed they had a blog.  I went to it and saw they live here in Illinois. I knew I had 

to go and pay my respects to the family. 

 

When I met them, they were so loving and so caring, they also seemed VERY happy to see an-

other little one with CHARGE. Eva gave them all light and they just loved having her there. I told 

them at the funeral I want to do my bowling fundraiser not only in honor of Eva but in memory of 

Josh (I am also doing it in memory of Ava). Sandy and Phil LOVED the idea, I think it also sparked 

something in Sandy because she wanted to do something as well. 

 

Sandy likes to run, so she put together this wonderful 5 K run/walk for CHARGE syndrome in four 

months. I think itõs amazing how someone who is going through one of the hardest times of their 

life can do something like this and turn a bad thing into something good.  Sandy and Phil are such 

strong, loving and caring people and the fact that they came to the conference and plan on going to 

more, even though Joshua is gone shows they have fallen in love with our CHARGE family.  We are 

honored and blessed to have them here for us. I do believe this is a way to heal; doing something in 

honor of a loved one like this not only keeps you busy but energized to keep going and doing more 

for others. It was an amazing morning, even if I did wake up a little late and missed the start, but I 

feel honored to have been there none the less. 

Thank you Sandy and Phil for all your hard work!! 

Submitted by Crystal Masionis 

On October 25, 2009, my husband Keith and I participated in the 2009 Marine 

Corps Marathon 10K race.  We ran with shirts that proudly displayed the 

CHARGE Syndrome Foundation logo.  We got MANY inquiries about CHARGE 

and the Foundation.  Super exciting!  Anyway, we had a great race and it was an 

honor to represent the Foundation in this event.  Keith finished at 1:26 and I 

finished at 1:34.   

Submitted by Cynthia Antaya 

 

C H A R G E  A C C O U N T S  

Running to Promote Awareness 

Board member Cynthia 

Antaya and husband  

Keith, gearing up for the 

big race.  

Cynthia running in the 

2009 Marine Corps 

Marathon 10K race.  

Are you a runner?  Is there an upcoming run in your area?  If youõre 

going to be participating, why not considering using the race as an 

opportunity to raise awareness of, or funds for, the CHARGE 

Syndrome Foundation?  Please contact fundraising chair, David Wolfe 

(david@chargesyndrome.org) for ideas on how we can help support 

you in your endeavor! 
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Michael Clark has a niece with 

CHARGE syndrome.  He runs a 

network of Internet radio stations 

that play Christmas music year-

round and is launching a fundraiser.  

This year, part of the proceeds he 

raises will be donated to the 

CHARGE Syndrome Foundation.  

 

What made Michael decide to 

do this fundraiser?  

Clark says, òMy niece has 

CHARGE, she's now four years old. 

Her parents have been 

to two CHARGE conferences so 

far, and they have nothing but posi-

tive things to say about the Founda-

tion.ó  

 

To check out Michaelõs fund-

raiser and listen to some great 

holiday tunes, please visit: 

http://

www.christmasmusic247.com/ 

 

My son, John Thomas Chatham III "Trey" was born 6 weeks early on March 23, 2009. He passed away 

due to brain trauma and complications from CHARGE syndrome. He is our inspiration to help the 

many families with loved ones who bravely live with CHARGE. We also want to be ambassadors and 

educators so that the number of people who say "What is CHARGE?" dwindles to nothing.  

 

We wanted to honor the day he was conceived with a benefit because that marked the day our 

CHARGE journey began. This is the first of many ideas we had to raise money. My favorite 

karaoke bar, Faces Lounge, in Marietta, Georgia was happy to host the event. We held an 

auction and sang the night away. We also sold the Trey soundtracks I made while I was preg-

nant with him. Lots of family, friends, and new friends showed up and we raised $3707! We 

had the help and support of a dear friend of mine, Karen Dedier, who has organized auctions 

for her daughter's marching band.  

 

I would suggest that whatever type of event you choose to do, recruit someone who has 

experience with that type of event so their expertise with increase the success of the event. 

I would DEFINITELY do this event again. I have lots of other ideas as well, but that night was 

so much fun and for a worthy cause! 

Karaoke Fundraiser in Memory of Trey 

òWe also want 

to be 

ambassadors 

and educators so 

that the number 

of people who 

say "What is 

CHARGE?" 

dwindles to 

nothing. ò 

Treyõs parents and fundraising 

organizers Sharon and John 

Chatham at the big event.  

Some of the goodies up for 

grabs at the silent auction 

table.  
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Some of the bowlers 

at the first Bowling 

for CHARGE event 

in Illinois.  

Bowling for CHARGE 
On Sept 19th,  2009, I held my very first fundraiser ever. I have done the online money 

raising thing and I have been to plenty of fundraisers, but this was different. This was 

mine and for a cause I hold dear to my heart, CHARGE syndrome.  

 

I started planning this back in January. I talked to a manager of a bowling alley near Chi-

cago and booked a day for the fundraiser. From that point on, I could invite people and 

collect donations. I got donations from many local companies along with American Girl 

Doll, Chicago Cubs, Chicago Bears and many more. We asked for a donation for bowl-

ing: $25 for adults and $15 for kids. They were able to bowl and have pizza and soda.  

 

We also gave each paid bowler a raffle ticket.  We had a room with all of our donated 

raffle prizes, with about 35 prizes for people to choose from. People could not believe all 

the prizes we had. Everyone had lots of  fun. We had about 60 people there and I have 

to say that is pretty good for all word of mouth and for my first fundraiser. I also made a 

wonderful slide show with pictures of Eva and info about CHARGE syndrome, which 

played during the whole fundraiser.  I also had a slideshow in memory of Joshua Kurby. 

Our fundraiser was also in memory of Ava Barbarino. Joshua and Ava had both passed 

away recently. 

 

In the end, we had a day of fun and raised nearly a thousand dollars!  I know it can be a 

lot of work, but in the long run everyone that came had a lot of fun and learned more 

about CHARGE. Some people took home some great prizes. It was a day I will never 

forget. I cannot wait to do it again next year!! 

 

Submitted by: Crystal Masionis 

Other òFunódraising Ideas 
Facebook:  

Are you on Facebook?  Have a birthday coming up?  If you are a member of the CHARGE Syndrome òCause,ó 

you can set up a Birthday Wish.  Causes will advertise your upcoming birthday and your òwishó for your friends 

to make a donation that will benefit the Foundation.  The CHARGE Syndrome Cause on Facebook can be found 

at: http://apps.facebook.com/causes/100537?m=3f1cca43.  They have step by step instructions for setting up 

your birthday wish.   

 

The Foundation also has its own Facebook page now ð you can find us at:  

http://www.facebook.com/group.php?gid=2239201315 

C H A R G E  A C C O U N T S  

Raffle table at the Bowling 

event.  

Eva Masionis takes in some of 

the action from her super -cool 

wagon! 

Happy faces all around at the Bowling for 

CHARGE event!  

http://apps.facebook.com/causes/100537?m=3f1cca43
http://www.facebook.com/group.php?gid=2239201315
http://www.facebook.com/group.php?gid=2239201315C:/Users/Lisa/Documents/2007%20Conference
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Another fundraiser currently avail-

able to all of you Facebook users is 

the CHASE Community Giving 

Campaign.  CHASE bank is giving 

away five million dollars to various 

charities and they want YOUR help 

in choosing which charities get the 

money.  The CHARGE Syndrome 

Foundation, Inc. is listed as one of 

the eligible charities.   

To vote for the Foundation, log 

into your Facebook account and go 

to: http://apps.facebook.com/

chasecommunitygiving/ .   

You will see a box that says, 

òSearch for a Local Charity and 

Vote Nowó.  Type òCHARGE Syn-

drome Foundationó in the box and 

it will pop up.  After you become a 

fan of CHASE bank, you can vote 

for the Foundation.   

Day in the Life  

Lori Myers and family from Texas, were featured in the Summer, 2009 online magazine, òThriveó with a òDay in the 

Lifeó article.  The article can be found on page 18 at: 

http://www.pageturnpro.com/Dallas-Child-Magazine/6458-DallasThrive-Summer-09/index.html 

 

Ethan's achievement  

Congratulations to 7-year-old Buffalo Grove resident Ethan Wolfe, who has won the "Outstanding Technology 

Achievement Award" from Infinitec, the technology branch of United Cerebral Palsy.  

"Ethan was born with CHARGE syndrome (www.chargesyndrome.org) and spent the first few 

months of his life in the NICU," mom Jody Wolfe said. "The first few years he was sick with       

pneumonias, underwent many surgeries and spent much time in the hospital. Although he's faced 

many medical challenges and is considered deaf-blind, he continues to thrive both medically and de-

velopmentally.  

"He can walk independently, is learning to read, can communicate his wants and needs with his com-

munication device or by sign language and is starting to eat by mouth. He has had a cochlear implant 

for 4 years and can hear and understand speech. He is a happy little boy who loves to play and laugh."  

At school, Ethan has a Dynavox, which is a small computer with certain phrases programmed to say 

what he wants. When he presses the keyboard, it talks for him. He also uses a CCTV, a closed circuit 

TV with a magnifier to see close up or at a distance. Additionally, Ethan uses a "Big Keys" keyboard 

for people with low vision.  

"His assistive technology team from school nominated him, and he was the youngest winner from all 

across the north and northwest suburbs," Jody Wolfe said. "He uses the technology so well, and he 

realizes the benefits that the technology gives him. He can expressively communicate his wants and 

needs with all the different methods of communication."  

(This article appeared in the Buffalo Grove-Countryside paper on July 9, 2009. ) 

Have you seen a CHARGE-related article in the news?  Pass it along to CHARGE Accounts at              

lisa@chargesyndrome.org 

CHARGE In the News 
òHe uses the 

technology so 

well, and he 

realizes the 

benefits that 

the technology 

gives him.ó 

7-year-old Ethan Wolfe, receiving 

the Outstanding  Technology 

Achievement Award.  

http://www.pageturnpro.com/Dallas-Child-Magazine/6458-DallasThrive-Summer-09/index.html
http://www.chargesyndrome.org
mailto:lisa@chargesyndrome.org
http://apps.facebook.com/chasecommunitygiving
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ò...this campaign is 

a very simple way 

to help make a 

difference.ó 

Kristi and Gracie 

Swann. 

Charge It for CHARGE: A Parentõs Perspective 
I just wanted to share my two cents about the Charge it for CHARGE online fundraising campaign. 

  

For us, at this point, the idea of hosting an event (even a pizza party, which is a great idea) was too much to 

take on.  We've got two little ones, and last year we were both working. Gracie's medical issues are still pretty 

significant and we were approaching our cross-state move.  Once we moved, we had no nursing help and didn't 

have any family or friends to help us out locally.  Clearly, event planning was still out of our grasp of 

reality.  But, when Charge it for CHARGE rolled out, I thought, "That's something I can do."   

  

Little did I know what the response would be!  Our family and friends have always wanted to help in some way 

possible and most of them couldn't in a tangible way (which is what they wanted to do in addition to the 

emotional support they give us).   "Charge it for CHARGE" was something tangible they could do to support 

Gracie, honor her, support us, and of course, support the Foundation that they know has been instrumental in 

providing us with critical resources and information, especially in those first, very scary couple of years.   

  

I sent out an email from my own database (I did not use the site's email feature for ease of time for me) and 

the response was unbelievable.  Our page generated donations from friends and family, of course, but also from 

some people that we don't even know personally!  I was amazed.  I was completely touched by everyone's 

generosity, people gave what they could and in this economic climate, a dollar is hard to part with. 

  

The important thing I'd want to stress to anyone else about this is:  it took me all of 30 minutes.  Except 

for very personal thank you's to donors, all I had to do was send out one email about CHARGE and 

the campaign.  I always intended to follow-up, but never had the chance.  This is something so simple 

that can have such a profound impact, especially on a Foundation as small as ours.   Events are 

fabulous.  They create publicity and community knowledge, etc., but for those who just can't get 

something together (and even for those who can) I think it's so important for people to realize 

that this campaign is a very simple way to help make a difference.  It takes so little time and so many 

people in all of our lives truly want to help and can't in any other tangible way.   I actually received 

emails from several people thanking me for giving them the opportunity to finally do 

something!  Thanking me for the opportunity to make the donation... can you believe that?!   

The campaign is a brilliant idea - - and I can't wait to see how much more can be raised this year! 

- Kristi Swann  

 

The following quote came along with a donation made in Gracieõs honor to the Charge it for CHARGE 

C H A R G E  A C C O U N T S  

"This is for all the lovely children born with CHARGE. Through Gracie, I have witnessed 

courage, perseverance and strength I would have considered impossible in children so young 

and faced with such daunting challenges. Since her birth, my heart and soul have been filled by 

her; at times with sorrow for her pain and condition, at others with admiration for her 

strong personality and desire to overcome any obstacle, but always by my love for her and 

the love she returns, total and unconditional.  I'm in complete awe of these children and the 

dedicated and loving parents, family members, doctors, care-givers, teachers, friends and 

researchers who give so much to make their lives happy, healthy and complete. I love you 

all."                                 

-Kristiõs stepfather, Jim Carey 



Charge It for CHARGE: A Step by Step Guide 
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This yearõs campaign has a great new feature for new users to Charge It for CHARGE ð a step by step instruction 

guide.  It is available on the campaign website and reprinted here for your convenience. 

 

The first thing you need to do is visit the campaign web site at:  

http://cifcsecondannual.kintera.org/faf/home/default.asp?ievent=324400 

 

At the website, just follow these step by step instructions and youõll be on your way to becoming one of the òtop fund-

raisersó in the 2nd Annual Charge It for CHARGE campaign: 

 

¶ Select "register now" to become a fundraiser.  

¶ Fill in the required name/address and e-mail information.  

¶ Create a username and password.  Keep it simple.  Remember your username and password.  

¶ At this point, you can enter your own donation to get the campaign up and running.  

¶ Set a fundraising goal and click "continue."  (Each fundraiser's thermometer reflects the progress against 

that goal.)  You can always change your goal.  

¶ Click on "start here", and then click on your personal page.  

¶ Fill out line 1 and line 2.  

¶ Select an image from the library or upload your own small photo or just use the default photo.  

¶ We suggest that you leave the "choose a background theme" as òstandard.ó  

¶ Edit the caption and edit the text under the photo if you want to. 

¶ Click òpreviewó to proof your personal page.  If complete, click òsubmitó to finish the web page.  Then, 

click on òe-mail.ó 

¶ Use the standard template with minor revisions or create your own personal message for friends, fam-

ily and colleagues.  Be sure to substitute your own name at the bottom of the standard text.  Don't 

forget to save your personal template.  

¶ Enter a subject and message that will appear in the center of the e-mail (or just use the defaults.)  

¶ Preview the e-mail.  

¶ Enter e-mail address (up to 30 at a time), and then enter the appropriate greeting for each email (e.g. Dear 

Aunt Margaret, Dear Penelope, or Dear President Obama.  Do NOT add a comma or colon - that's system 

generated.) 

¶ Click "Send Email" and watch the funds roll in.  

¶ The system automatically sends a receipt/thank you to anyone who donates. 

Perkins School for the Blind, the National Association for Parents of Chil-

dren with Visual Impairments (NAPVI), and the New England Consortium 

Deafblind Project (NEC) recently hosted the Discover Conference.   

This conference was held at Perkins, in Watertown, MA with sessions 

focused on advocacy, technology and sharing of wisdom and experiences 

amongst families.  Of the 60 attendees, 12 were family members who had 

a child with CHARGE, seen here in a group photo taken at the confer-

ence.   

 

For more information about the Discover Conference, please visit:                         

http://www.perkins.org/whatsnew/discover-the-possibilities.html 

Discover Conference at Perkins 

The CHARGE contingent at the Discover Conference, 

pictured with Board member Pam Ryan and Martha Ma-

jors, Assistant Education Director, Deafblind Program  

ò...follow these 

step by step 

instructions 

and youõll be 

on your way to 

becoming one 

of the top 

fundraisers .ó 

http://cifcsecondannual.kintera.org/faf/home/default.asp?ievent=324400
http://www.spedex.com/napvi/
http://www.spedex.com/napvi/
http://www.perkins.org/whatsnew/discover-the-possibilities.html



