
Many SDS Families attend camp sunshine in Casco Maine  for a week of respite while deal-

ing with all of the day to day medical issues.  SDA is happy to announce that a brick  has 

been purchased and placed at camp sunshine. Thank you camp sunshine for all that you do! 

SDA Purchases brick for camp sunshine!  

LifeGuard 30 

Our family recently received free units and a lifetime subscription to LifeGuard for each of our 
boys.  LifeGuard 30 donated the units and the lifetime subscription to former campers at Victory 
Junction gang Camp.   

LifeGuard is a wonderful medical alert system.  Weõve found that there are many safeguards with 
using LifeGuard.  With your purchase, you receive 
two units, a medic alert bracelet (or dog tagñyou 
choose), wallet ID and decals..  One unit is a backup 
in case you should damage or lose the first 
unit.  Youõll also receive window decals for your car, 
home and refrigerator to alert emergency medical 
personnel that there is a person in the house with 
medical problems.  The enrolled member receives a 
LifePin number in case the unit is lost or damaged. 
This LifePin allows Emergency room doctors or 
EMTs  to receive pertinent medical information via 
phone, text or even on-line using the LifePin num-
ber.  The last safeguard is the wallet card with photo 
ID.  Each unit also contains an uploaded photo of the 
subscribed member.   

For more information on LifeGuard 30, visit 
www.lifeguard30.com  
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As a parent of two boys with Shwachman-Diamond Syndrome and secondary 

Mitochondrial Disease (Mito), I often wonder what life would be like without 

ÔÈÅ ÄÏÕÂÌÅ ÄÉÁÇÎÏÓÉÓȢ  ) ËÎÏ× ÔÈÁÔ ×Å ×ÏÕÌÄ ÄÅÆÉÎÅ ȰÎÏÒÍÁÌȱ Á ÂÉÔ ÄÉÆÆÅÒÅÎÔÌÙ 

than we do now and I know there would still be challenges.  Any parent knows 

there are plenty of challenges just raising healthy kids! Most parents have to deal 

with issues between siblings on a daily basis,  removing chronic illness would 

not remove sibling rivalry. 

On our way back from Shwachman-Diamond Syndrome week at Camp Sun-

shine, I was pondering how my children might be different had we never had the 

effects of  Shwachman-Diamond Syndrome (SDS) and Mito in our lives.  I won-

ÄÅÒÅÄ ÉÆ ÏÔÈÅÒ ÆÁÍÉÌÉÅÓ ×ÅÒÅ ÍÏÒÅ ȰÎÏÒÍÁÌȱ ÂÅÃÁÕÓÅ ÔÈÅÙ ÄÉÄ ÎÏÔ ÈÁÖÅ 3$3 ÏÒ 

Mito in their lives.  The answer to the first question is, yes, our lives would be dif-

ferent.  The answer to the second question is, in my opinion, no, other families 

are not more normal, they just have other problems and challenges.  I realized 

that our family would not be worry-free, problem-free or carefree if we were able 

to remove SDS and Mito from our lives.  Raising kids is challenging! 

Sibling issues pop up for a variety of reasons, not only because one child has 

medical issues.  Sure, the sibling problems may be intensified due to the medical 

challenges, but I believe they would still be there.  We have plenty of non-

medical sibling issues in our household.  One child excels in mathematics and it 

ÄÒÉÖÅÓ ÈÉÓ ÏÌÄÅÒ ÂÒÏÔÈÅÒ ÉÎÓÁÎÅȦ 7Å ÈÁÖÅ ÔÈÅ ÔÙÐÉÃÁÌȟ Ȱ) ÄÏÎȭÔ ×ÁÎÔ ÍÙ ÂÒÏÔÈÅÒ ÔÏ 

ÔÁÇ ÁÌÏÎÇ ×ÉÔÈ ÍÅȱ ÉÓÓÕÅÓ ÁÎÄ ×Å ÈÁÖÅ ÔÈÅ ÄÁÉÌÙ ÓÉÂÌÉÎÇ ÁÒÇÕÍÅÎÔÓ ÏÖÅÒ ÆÏÏÄȟ ÒÅȤ

mote controls, video games and seating arrangements.  We have had to deal with 

learning problems and issues with school work, too.   When my oldest was 

younger, he did have a brief period of time where he thought hospital trips with 

his two younger brothers were fun time or special time for his brothers.  He ac-

companied us to the hospital for IVIG, bone marrow biopsies and other proce-

dures a few times and quickly realized his brothers were not having fun!   

Challenges                                                                By Pattie Curran 

Page 2 eNewsletter 



Page 3 Issue 17 

For the most part, I would say that the sibling issues we face day to day are the 

same as just about any other family out there. 

I think it is important for siblings not to be isolated from the medical events un-

folding around them.  This helps them to understand that the sick child is not re-

ceiving preferential treatment.  Seeing what happens first hand tends to make a 

big impression. It is also important to let the other children know that if they 

where ever sick or needed hospitalization, that you would be doing the same 

things.  It can be scary for the children going through it, for the siblings and for 

the family.  Along the way, we have always been open and honest about what was 

ÇÏÉÎÇ ÏÎ ÉÎ ÔÈÅ ÍÅÄÉÃÁÌ ÒÅÁÌÍ ÏÆ ÔÈÅ ÂÏÙÓȭ ÌÉÖÅÓȢ  3ÏÍÅÔÉÍÅÓȟ ) ×ÏÎÄÅÒ ÉÆȟ ÐÅÒÈÁÐÓȟ 

we have been too honest.  I also wonder if our daily drama might scar them for 

life.  You all know the drama of which I speak.  No matter what medical proce-

dure you have to do at your own home (shots, urinary catheterization, infusions, 

swallowing pills and medications, etc), there are bound to be times where the 

ÓÔÒÅÓÓ ÏÆ ÉÔ ÁÌÌ ÌÅÁÄÓ ÔÏ ×ÈÁÔ ×Å ÃÁÌÌ ȰÍÅÄÉÃÁÌ ÄÒÁÍÁȱȢ  ) ÈÁÖÅ ÂÅÅÎ ËÎÏ×Î ÔÏ ÓÁÙȟ 

Ȱ4ÈÅÒÅ ÉÓ ÎÏ ÇÒÅÁÔÅÒ ÄÒÁÍÁ ÔÈÁÎ 0ÉÌÌ $ÒÁÍÁ ɉÃÈÁÎÇÅ ÔÈÁÔ ÔÏ ÓÈÏÔ ÄÒÁÍÁȟ ÃÁÔÈÉÎÇ 

drama,  or whatever drama you are experiencing at the present moment). 

Surprisingly enough, we have watched our oldest turn into a wonderful young 

man.  He is full of compassion, though not always for his own brothers, and has 

become a wonderful volunteer in our community.  Looking back over the last 

fourteen years, we can see that there are blessings to be had in having chronically 

ill children.  The blessings are not always apparent during the crisis or in the day 

to day craziness, but the blessings are there.  Slowly building, constantly chang-

ing until one day you realize the fruits of your insanity.  When my boys were 

much younger, I wondered if they would ever turn into normal human beings 

ÃÏÍÉÎÇ ÆÒÏÍ ÏÕÒ ÉÎÓÁÎÅ ×ÏÒÌÄ ÏÆ ȰÍÅÄÉÃÁÌ ÄÒÁÍÁȱȢ  3Ï ÆÁÒȟ ) ÃÁÎ ÒÅÐÏÒÔ ÔÈÁÔ ÔÈÉÎÇÓ 

are looking good.  

Challenges   (cont.)                                                             By Pattie Curran 



Hardline Crawlers had a suc-
cessful 4 X 4 fundraiser at 
Mountainside Off Road Ve-
hicle Park in Gadsden, 
AL.  On May 21, 2010, they 
had 68 vehicles show up to 
support Shwachman-
Diamond America.  The 
group raised $2, 260 for 
Shwachman-Diamond 
America.  SDA extends a 
heartfelt thank you to all 
those involved in the fund-
raiser, especially Mountain-
side park for waiving the park fee 
and  509 Media for donating stickers 
for cars and for sale at the event to 
help raise extra money.  

 

4X4 Fundraiser a huge success!  
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My experience at Camp Sunshine                         By Matthew Curran   

Camp Sunshine, located in Casco Maine,  is 
a joyful camp full of adventure and excite-
ment. Every other year Camp Sunshine 
hosts a week for Shwachman-Diamond 
Syndrome families. 

 

There are many things to do at camp such 
as rock climbing, putt putt, canoes on Lake 
Sebago, and more. While doing these ac-
tivities, people talk amongst each other and 
grow attachments to their counselors. All 
kids and adults are spread out into different 
groups, so kids can be away from their bor-
ing parents while parents can get away from 
their crazy children. All groups get to par-
ticipate in all the various activities. My per-
sonal favorite activity to do at camp is  Fris-
ÂÅÅ 'ÏÌÆȢ 4ÈÅÒÅ ÁÒÅ ÎÉÎÅ ȰÈÏÌÅÓȱ  ÁÃÒÏÓÓ ÔÈÅ 
campus of Camp Sunshine which you must 
get your Frisbee into. My group ( Teenage 
group ) was able  to play against the adults 
ÉÎ ÇÁÍÅÓ ÃÁÌÌÅÄ Ȱ 3ÕÐÅÒ $ÏÏÐÅÒ "ÌÏÏÐÅÒ 
'ÁÍÅÓȢȱ  4ÈÅÓÅ ÇÁÍÅÓ ÁÒÅ ÐÌÁÙÅÄ ÄÕÒÉÎÇ ÔÈÅ 
week. The winning team is awarded a tro-
phy called the Love Cup. I, myself,  have 
×ÏÎ ÔÈÅ ÍÏÓÔ ,ÏÖÅ #ÕÐÓ ÉÎ ÍÙ ÈÏÕÓÅȢ )ȭÍ 
not bragging or anything, but  I have two, 
my dad, mom, and brother only have one. 
The games are fun and competitive. Choos-
ing team names and cheers, volleyball 
matches and fun challenges such as the 
chicken passing contest make the games a 
lot of fun. . All in all, Camp sunshine brings 
smiles to everyone.  



931-B South Main St. #332 

Kernersville, NC 27284 

Phone:336-423-8158 

E-mail: shwachmandiamondamerica@gmail.com 

Board Members:  

President: Pattie Curran  

Treasurer: Yvonne Stewart  

Secretary: Chris Curran  

Maura Ryan-Donahue 

Christina Wells  

Medical Advisor: Richard Harris, MD  

Address book update: 

Shwachman-Diamond America has a new email address! 

shwachmandiamondamerica@gmail.com 

Shwachman -Diamond America (SDA) is a 

501(c)(3) non-profit organization dedicated 

to raising money for Shwachman -Diamond 

Syndrome research and education.  

What if Shwachman Diamond America earned a donation every time you searched the Internet? Or how about 
if a percentage of every purchase you made online went to support our cause? Well, now it can! 

GoodSearch.com is a new Yahoo-powered search engine that donates half its advertising revenue, about a 
penny per search, to the charities its users designate. Use it just as you would any search engine, get quality 
search results from Yahoo, and watch the donations add up! 

GoodShop.com is a new online shopping mall which donates up to 30 percent of each purchase to your favorite 
cause! Hundreds of great stores including Amazon, Target, Gap, Best Buy, eBay, Macy's and Barnes & Noble 
have teamed up with GoodShop and every time you place an order, you'll be supporting your favorite cause. 

And if you download the GoodSearch ɀ Shwachman Diamond America toolbar, our cause will earn money every 
time you shop and search online - even if you forget to go to GoodShop or GoodSearch first! Add the 
Shwachman Diamond America toolbar at http://www.goodsearch.com/toolbar/shwachman-diamond-america 

Please help support Shwachman Diamond America! 15% of every purchase made through 

my online store using SDA2010 during the checkout process from July 25th through Sep-

tember 30th 2010 will be donated to Shwachman Diamond America. go to www.avon.com/

cwells5833 or http://cwells5833.avonrepresentative.com make sure you use the online 

ÅÖÅÎÔÓ ÔÁÂ ÁÎÄ ÓÅÌÅÃÔ ȰSHOP MY ONLNE EVENTȱ 0ÌÅÁÓÅ ÕÓÅ ÔÈÅ ÐÒÏÍÏÔÉÏÎ ÃÏÄÅ 

SDA2010 during the checkout so that Shwachman Diamond America receives the credit. 

Thank you for shopping AVON and supporting SDA!  

AVON ONLINE FUNDRAISER  

Goodsearch and Goodshop helps to raise money for SDA  

mailto:shwachmandiamondamerica@gmail.com
http://www.goodsearch.com/toolbar/shwachman-diamond-america
http://www.avon.com/cwells5833
http://www.avon.com/cwells5833
http://cwells5833.avonrepresentative.com

