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Life with Shwachman-Diamond Syndrome means a life with hos-
pitals and doctors.  Some of our SDS families are going through 
more than routine visits, however.  We have several children who 
have undergone transplant in the past two years who could use 
our thoughts, prayers and support.   We also have another family 
who are headed to transplant in the near future who could also 
use our prayers and support. 

Angela is twelve years old and had a 
bone marrow transplant in October 
of 2006.  Angela is a spirited young 
ÌÁÄÙ ×ÈÏ Ȱ&ÉÇÈÔÓ ÌÉËÅ Á 'ÉÒÌȱȢ  9ÏÕ 
can read an article she wrote in 
3$!ȭÓ *ÁÎÕÁÒÙȾ&ÅÂÒÕÁÒÙ ÎÅ×ÓÌÅÔÔÅÒȢ  
In December of 2007, Angela under-
went a liver transplant and is cur-
rently in the hospital with a few 
complications.     

Her carepage is HorseLoverAngela.   Please keep Angela in your 
prayers and if you are able, visit her carepage and leave a mes-
sage of support. 

Dan is eleven years old and loves Legos! 
Make-A-Wish recently visited Dan to 
grant his wish. Dan will be going 
through bone marrow transplant in 
June of 2008. His carepage is Moviefan-
Dan.  If you are able, please visit his 
carepage and support him and his fam-
ily as he goes through transplant. 
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Inside this issue:  

Matthew, Sean and Joseph Curran won $100 for Shwachman-Diamond America!  They 
entered a video into the Goodsearch video contest and their video was chosen as a win-
ner!  Congratulations to Matthew, Sean and Joseph!  Thank you for all of your hard work 
in putting the video together.  If you would like to view their winning video, please visit:  

www.shwachmandiamondamerica.org/Goodsearch_video.html 

.ƻȅǎΩ ǾƛŘŜƻ ǿƛƴǎ Ϸмлл ŦƻǊ {ƘǿŀŎƘƳŀƴ-Diamond America  

Danny is five years old and had a 
bone marrow transplant in Oc-
tober of 2006.  He has done well 
post-transplant with a few com-
plications from Graft-vs-Host 
Disease.  Danny is currently un-
dergoing testing for a mitochon-
drial disorder.   

If you are able, please visit his care page ConductorDan and help 
support his family on their journey.  

Heather is thirty -one years old and fighting breast cancer.  She 
has undergone numerous radiation treatments and the cancer 
node has decreased.  She has had to receive platelet transfusions 
and is unable to undergo surgery because her counts remain low.  
Heather is an active member of her community and prior to her 
cancer diagnosis was working part-time at Burger King. This 
year, Heather is starring in The Wizard of Oz for a local drama 
program through the Children and Adults With Disabilities Pro-
gram in her town.  She loves wrestling (WWE and ECW, etc) and 
her music!  Please pray for her and for her family.  While Heather 
does not have a carepage, her family appreciates all the prayers 
ÆÒÏÍ ÔÈÅÉÒ 3$3 ÆÁÍÉÌÙȢ  (ÅÁÔÈÅÒȭÓ ÐÁÒÅÎÔÓ ÁÒÅ ÁÃÔÉÖÅ ÉÎ ÔÈÅ 
Shwachmansyndrome yahoogroup, as well. 

To access the carepages listed above, simply go to 
www.carepages.com and type in the name of the carepage you 
would like to visit.  

http://www.shwachmandiamondamerica.org/Goodsearch_video.html
http://www.carepages.com/
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IgG infusion day. We developed a social 
story that went something like this:  
 
"Joseph, have you ever gotten blood in 
your line before? No? Well, since you have 
not gotten blood in your line and you 
have better sites for your subcutaneous 
injections, the chances are that you will 
not get blood in your line. But, if you 
should, what would we do? We would 
remove the needle and the catheter. We 
would then make sure that we could in-
sert another needle into a spot where you 
already have numbing cream. We would 
change out the needle sets and re-insert a 
new one. Then we would infuse your IgG. 
Everything would be okay."  

 
We repeated this story over and over 
again, and each time it brought him com-
fort knowing that the problem could be 
solved and he would not have to have a 
needle poke him where he was not 
numbed first with his numbing cream. If 
he thought of a new problem that might 
arise, we figured out the solution and 
added it to the social story. 
 
We had a battle with him having to get 
IVs placed. He would panic, scream, run 
to hide-one time running past the nurses 
station on the floor, through locked doors 
and all the way to the elevator before I 
caught up with him. He has difficult veins, 
no doubt about that. His fears have been 
reinforced because it can take up to 
eleven pokes to get a line in. He's had to 
be infused through a vein in his foot while 
he sat for over 6 hours unable to get up. 
He's had medical procedures done where 

they were unsuccessful at getting a line 
started-even in the OR by experts while 
he was asleep. So, he has good reason to 
be afraid. We could not allow the fear to 
consume him, though.  

Social stories have helped him cope with 
IV placement as he continues to have 
many medical procedures in his life. 
When he begins to worry about the up-
coming blood draw or IV placement, we 
talk through it from his perspective. A 
good way to come up with the social story 
is to allow your child to write the social 
story from questions you ask as prompts.  
 
Joseph's IV social story goes something 
like this when he begins to worry: 
 
"Joseph, what can we do to help your 
veins be ready for tomorrow?" He usually 
answers, "Drink lots of fluids." I reply, 
"Yes, what do fluids do?" He replies, "They 
make my veins big and fat so that they are 
easier to poke!" We then go through the 
rest of the story with solutions. I remind 
him that Child Life will come to play with 
him, that we will not allow them to keep 
poking, that he can get the nurses to ask 
the anesthesiologist for permission to use 
the mask so that they can place the IV 
while he is asleep (note: the gas can cause 
some children more discomfort upon 
awakening-this may not be an option for 
all children) and that he does not have to 
be afraid. I remind him that I will be there 
the entire time, he will not be alone.  
 
Since we have been using social stories, I 
can see how they have helped him to 
make social stories on his own. He starts 
to worry and then tells me, "Well, mom, if 
this happens, then I can do this, or this 
will happen." He has learned to cope! 
Through using social stories with him, he 
found an active coping strategy that he 
can now employ himself. This is a gift 
beyond measure, especially knowing that 
he will continue to face many medical 
procedures throughout his life. 
 
By Pattie Curran 

Having two boys with Shwachman-
Diamond Syndrome, we have had to help 
the children cope with many medical pro-
cedures. We still continue to do weekly 
infusions of IgG (gammaglobulins) here at 
home, which has always been stressful for 
my youngest son. Several years ago, a 
friend told me to try using social stories as 
a means to help my youngest with his fear 
of getting blood in is line while we infuse 
his weekly medication. Since then, we 
have used social stories in a variety of 
ways. 
 
Our youngest son, Joseph, has always had 
more fears and anxiety about medical 
procedures and needles than our middle 
son. He has a need to know exactly how 
things are supposed to be, how the proce-
dure will 'play out'. If they do not go as 
planned, it can cause a meltdown situa-
tion. If he witnesses someone else having 
problems with their medical procedures, 
this causes him a great amount of angst, 
as well. He has stayed up late many a 
night worried about anything from get-
ting blood in a line to worrying about his 
veins not being good enough to start an 
IV the next day. 
 
What is a social story? Social stories were 
originally introduced in the early nineties 
to support the emotional and social devel-
opment of autistic children. They were 
developed to help identify a concern and 
support a desired outcome in social inter-
actions for autistic children. These stories 
are written from the child's perspective 
and are written about the child himself, 
thus making it unique to that child.  
 
We modified the application of social 
stories to fit Joseph's unique fears. They 
worked like a charm! For instance, we 
were able to extinguish his fear of getting 
blood in his line through the use of a so-
cial story. The strange part of his fear was 
that he had developed the fear not be-
cause he had gotten blood in his line, but 
because he had witnessed it happen to his 
brother. He obsessed about this happen-
ing to him constantly -even when it wasn't 

Helping Children Cope with Medical Procedures 
Using Social Stories  



To preview the first eight pages of these books, please visit www.lulu.com/pattiecurran  

We Take Enzymesȡ 7Å 4ÁËÅ %ÎÚÙÍÅÓ ×ÁÓ ÆÉÒÓÔ ×ÒÉÔÔÅÎ ×ÈÅÎ 0ÁÔÔÉÅȭÓ ÓÏÎÓ ×ÅÒÅ ÉÎ ÐÒÅ-school and wondering 
why they had to take enzymes. In the first construction paper draft, Sean and Joseph helped with the text and 
drew the pictures in crayon. This book was read every day and helped them to understand the need for en-
zymes. This book educates young readers on the importance of taking enzymes and how these enzymes aid 
ÄÉÇÅÓÔÉÏÎȢ 4ÏÌÄ ÆÒÏÍ 3ÅÁÎ ÁÎÄ *ÏÓÅÐÈȭÓ ÐÅÒÓÐÅÃÔÉÖÅȟ ÔÈÉÓ ÂÏÏË ×ÉÌÌ ÅÎÇÁÇÅ ÙÏÕÎÇ ÒÅÁÄÅÒÓ ×ÉÔÈ 3È×ÁÃÈÍÁÎ-
Diamond Syndrome and Cystic Fibrosis. The book also focuses on the role good nutrition and exercise play in 
growing and keeping one healthy. This book may be an encouragement to young readers who have special 
needs because it shows children with special needs leading full, exciting and rewarding lives.  If you have a 
child having difficulty swallowing enzymes pills or showing reluctance to try, this book may be of help, as it 
shows one of the boys swallowing his enzymes.    

Bone Marrow Biopsy Day:   A book for children who are facing a bone marrow biopsy. The idea for this 
book came from a scrapbook Pattie made for her two sons with Shwachman-Diamond Syndrome who have 
had over fifteen bone marrow biopsies each. Her youngest son, Joseph, always wanted to know what hap-
pened to him once he fell asleep in the OR. Once the first book was made for her children, a Child Life Spe-
cialist suggested that the book could help other families dealing with similar issues. A few changes later and 
this book was a reality. This edition includes a section for parents on helping children cope with medical 
procedures and other helpful topics for families dealing with chronic illness.  This book shows the bone 
marrow biopsy procedure step by step.  

Books to Help Children Understand Their Illness  

At six months of age, on May 23, 2006, my 
daughter was diagnosed with Shwachman Dia-
mond Syndrome.   

Quinn Elizabeth Bickel was born three weeks 
early on a late October evening, after repeated 
tests revealed her to be in fetal distress.  Born 
by C-section, she entered the world at 8:54 pm.  
Once in the nursery, the pediatrician found low 
oxygen levels in all of her extremities, and fur-
ther testing showed that she only had ¼ of her 
blood.  Due to her severe anemia, Quinn had 
several blood transfusions and was taken to the 
NICU, where she remained for 2 ½ weeks.   

1ÕÉÎÎȭÓ .)#5 ÄÁÙÓ ×ÅÒÅ ÏÎÌÙ ÔÈÅ ÂÅÇÉÎÎÉÎÇ ÏÆ 
specialty doctors and hospital stays.  At 3 
months of age, she developed an extreme case 
of eczema.  A visit to the pediatrician showed 
she had gained only an ounce since her 2-
month check up.  Then followed several weeks 
of weight checks, formula changes, and added 
calories.  She was diagnosed with Failure to 
Thrive, and so we were off and running to find 
what was causing her lack of weight gain. 

Quinn saw many specialty doctors in a short 
three months ɀ nephrologists', dermatologist, 
allergist, immunologist, gastroenterologist, and 

hematologists.  The patterns that emerged 
were neutropenia, then showing up as cyclical, 
and pancreatic insufficiency.  Together they 
equaled SDS.  A genetic test a couple of 
months later came back positive for 2 of the 3 
most common SDS mutations. 

Quinn is followed by doctors at Johns Hopkins 
ÉÎ "ÁÌÔÉÍÏÒÅ ÁÎÄ #ÈÉÌÄÒÅÎȭÓ .ÁÔÉÏÎÁÌ ÉÎ $#Ȣ  
Other health issues have come in to play since 
her diagnosis at six months; we take them as 
they come.  Today, she is a very happy, very 
ÔÙÐÉÃÁÌ ά Б ÙÅÁÒ ÏÌÄ ×ÈÏ ÌÏÖÅÓ ÔÈÅ ×ÏÒÄ ȰÎÏȟȱ  
loves music, and thrives in the outdoors with 
all the rocks and dirt she can get in to.  She is 
also a very courageous young lady, with all of 
the procedures and blood draws that we put 
her through.   

!Ó Á 3$3 ÆÁÍÉÌÙȟ ×ÅȭÖÅ ÌÅÁÒÎÅÄ ÔÏ ÔÁËÅ ÏÎÅ ÄÁÙ 
ÁÔ Á ÔÉÍÅ ÁÎÄ ÔÒÅÁÓÕÒÅ ÁÌÌ ÏÆ ÌÉÆÅȭÓ ÌÉÔÔÌÅ ÔÈÉÎÇÓȢ  
Quinn is a fighter, and hopefully this will carry 
her through wherever this road takes us. 

To learn more about Quinn and our SDS jour-
ney, visit our family website -  

http://bickelfamily.50megs.com/index_1.html  

By Sarah Bickel 

vǳƛƴƴΩǎ {ǘƻǊȅ 
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Education is one of the main concerns expressed by parents of spe-
cial needs children. They want their children to be included in all 
aspects of the academic experience and not be left behind simply 
because they are considered "different."  
 
The education of a special needs child begins at birth. First and 
foremost, a baby is a baby, no matter what their health status is. All 
babies need love and attention for proper brain stimulation. Read 
to your baby. Sing songs and recite nursery rhymes. But most im-
portant, give a lot of hugs, kisses, and "I love yous." 

 
In 2004 the Individuals with Disabilities Educa-
tion Improvement Act or IDEA was passed. It 
basically ensures that all children, regardless of 
their disability have the right to a free, public 
education including early intervention. If you 
think that your child might require special edu-
cation, you can request that your child be evalu-
ated by your state's early intervention program. 
If your child is delayed 40% in one area or de-
layed 20% in two areas, he or she will qualify for 

services. You and the early intervention services will then create 
what is known as an Individualized Family Service Plan, or IFSP. An 
IFSP is basically a road map that shows where your child is and 
where you would like them to go. The IFSP will include goals for 
your child to reach, what type of services will be needed in order to 
reach these goals (physical therapy, speech therapy, etc...), who will 
be providing these services, how frequently will these services be 
provided, and where these services will take place. The IFSP is re-
viewed every year to make sure that the child is on track and if ser-
vices need to be added or dropped. 

At the age of three, the child will go through transition. Basically it 
means that  they will move from early intervention with an IFSP to 
public special education with an Individualized Education Pro-
gram, or IEP. The IEP will include new goals for the child and how 
they will be met. The IEP is reviewed every year. Those present at 
the IEP meeting may include the parents, a general education 
teacher, a special education teacher, an administrator of the school, 
specialists in your child's disability (invited by you or the school), 
guidance councilors, and, if you wish, your child. 
 
When making or reviewing your child's IEP, it might be a good idea 
to bring along a little packet explaining who your child is and what 
you think is the best direction for your child's education. Fre-
quently the general education teacher and administrators at the 
meeting know nothing about your child. The only thing they know 
is that they have had their schedule interrupted to attend an IEP 
meeting about a child that they will probably never see in a class-
room setting (the general education teacher does not have to be a 
teacher that your child has). Having a little booklet of information 
about your child gives them a story and a reason to care. You can 
include pictures, art work that your child has made, or even copies 
of their baby book pages. Let them know how wonderful your child 
is and how hard you are working to make sure that they are getting 
the best education possible.                                                                   

If you ever feel that your child's goals are not being met, you 
have the right to call the administrators and remind them of 
IEP and its goals and how you think that the problem might be 
fixed. Not having enough money is not an excuse that the 
schools can use in defense if an IEP goal is not being met. They 
will have to find a way.  
 
Making sure that a special needs child has the education that 
they deserve is up to the parent. You are your child's best ad-
vocate. Make sure that you know as much about your child's 
condition as possible and take the time to review your child's 
rights as stated in IDEA. You are your child's best hope for a 
bright academic future. 

By Honey Denson 

The acclaimed book for parents whose 
children have special education needs.  

If your child needs special education, you 
face a number of obstacles as you work 
with your school district to develop an 
Individual Education Plan (IEP): Lots of 

steps, complicated paperwork and intimidating proce-
dures may seem like too much to take on....but you can 
do it, and The Complete IEP Guide can help.  
The Complete IEP Guide offers vital information, useful 
strategies and -- most importantly -- encouragement as 
ÙÏÕ ÓÅÃÕÒÅ ÙÏÕÒ ÃÈÉÌÄȭÓ ÅÄÕÃÁÔÉÏÎȟ ÓÔÅÐ ÂÙ ÓÔÅÐȢ It in-
cludes everything you need to: 

understand your child's rights 

untangle eligibility rules and assessments 

collect all school records 

draft goals and objectives 

pinpoint specific problems 

develop a blueprint of program and services 

research school programs and alternatives 

prepare for IEP meetings 

resolve disputes with your school district 

and more 
The 5th edition is completely updated to reflect the lat-
est -- and major -- changes to the Individuals With Dis-
abilities Act (IDEA), the law that governs special educa-
tion and the IEP process. Whether you're new to the IEP 
process or entering it once again, this user-friendly 
guide is your outline for an effective educational experi-
ence for your child.  www.nolo.com/product.cfm/

objectID/53269B09-7112-4E95-A90F8979BEA1F73A/118/ 

The Basics of Special Education 
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