
 

finding a cure for this rare syn-

drome and be the one to help 

others along her way. 

 
Not only is it a heartache for 
me to know what Jordyn faces 

and that someday I may have to 
say goodbye - until we meet 

again, but the added worry of 
my own òbabyó - her Mom  - is 

always on my mind.  Having a 
sick child is such a drain - emo-

tionally, physically and finan-
cially.  I can not express the 

pride I have in my daughter and 
son-in-law.  My daughter never 

seems to tire, doesnõt break 
down, doesnõt give up.  She 

works so hard to keep both of 
her children well, strong, fed, 

and clean.  On top of the nor-

mal          Conõt on Page 4 

When asked to write another 

article, I was at a loss for ideas.  
After some thought, I decided 

to enlist the help of my family.  
A little background firsté We 

are a close family to say the 
least; always there to support 

one another.  And since Jordyn 
was diagnosed with SDS that 

support has been what has got-
ten me through this journey.  

My parents and siblings have 
been my rock.  The one con-

stant I can always count on.  
Through the bad and the good 

they are there; whether it be a 
hug, push to keep going, or a 

reality check; they are ALWAYS 
there.   

 

Being immersed in everything 
that comes along with having a 

chronically ill child, I donõt al-
ways see how the rest of the 

family is affected.  But their pain 
is just as real as mine.  At times 

I am blinded by my own heart-
ache.  So I thought all of us 

could use a different perspective 
because we all know the SDS 

Highway 101 all too well.   

 
From Jordynõs grandparents to 

her aunts and uncles; here is 

their storyé 

 
A GIFT TO CHERISH  

 

Harry & Pam Hartshorn ð 
Jordynõs Grandparentsé 

 

There is no greater joy than 
that of being a Grandparent.  I 

truly believe it is Godõs way of 
rewarding us for making it 

through the trials and tribula-
tions - and the joys - of parent-

hood.  Now we sit back, relax 

and enjoy all the hugs & kisses, 
smiles and laughter, we can 

cuddle & play, spoil and teach, 
tease a little & comfort, and 

when weõre tired, itõs time for 
them to go home.  What a gift!  

My grandchildren are more 
beautiful than anyone elseõs - 

this I know - because I see a 
little of each one of our family in 

them.  

 
Sometimes there is heartache 

also.  Our little Jordyn has 
Shwachman-Diamond Syn-

drome.  We all knew that 
something wasnõt quite right, it 

was a long journey to the diag-
nosis, but we are all committed 

to doing our best to make Jor-
dynõs time here with us heavenly 

and all her dreams come true.  
Jordyn has been a delight since 

the day she was born.  Spunky 
and cute, fragile but strong 

willed and as pretty as the prin-
cess she pretends to be.  We 

believe that God has given her 
to this family because he knew 

how much we would love her 
and care for her.  He blessed 

her with the best parents and 
brother on earth.  Sometimes I 

must catch myself and wipe 
away the tears - for Jordyn gives 

far more than she takes from us 
- that is for sure.  Not only has 

she helped our family to all 
come together, be there for 

each other - she has defined 
òcourageó for us in a way we 

could never imagine before.  
And she makes us laugh!  

Grandpa Harry says, òJordyn is 
truly here for a reason.ó  Per-

haps she will be instrumental in  
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This summer, the kids want 

to have fun. What kid does 
not?  However, with four 
kids with varying medical 
issues, 'fun' can sometimes 

be too expensive to even 
consider.  You spend the 
whole summer telling the 

kids that you can't do this 
or that.  They are miserable, 
and so are you. 

  
So this summer, I actually 
have a game plan in 

place!  We will start most 
of each day with an hour of 
"school work"   (summer 

bridge workbooks, reading 
etc.) then we will do an 
hour of cleaning.  (Hopefully 

this will allow me to take 
back my house.  After things 
are under control, we won't 

need the whole hour any-
more.)  Once the work is 

done, we get to play!  
 

 I am planning late mornings 
at various parks near our 
house.  Library programs 
are another fun and cheap 

or free thing to do.  Our 
library has programs for the 
youngest (3 yrs old) up to 

the oldest (11 yrs old).  We 
are also getting a summer 
reading log from the li-

brary.  The kids record 
every 15 minutes that they 
read and once they fill a 

page they can redeem it at 
the library for a prize.  All of 
these ideas are definitely 

centered on academics.  But 
learning can also be 
fun.  We have a conserva-

tory nearby that doesnõt 
charge admission.  I want to 
go there and find a plant 

that the kids find most in-
teresting.  Then weõll come 

home and look up info on 

that plant.  What was it 
used for, where does it 
grow etc.  Also, a few day 
trips to some Kentucky 

State parks will be both fun 
and potentially educational. 
  

A walk in the woods with a 
picnic lunch is another fa-
vorite of the kids.  Again, 

we can learn about different 
animals we see.  A creek is 
really good for this.  Dis-

cussing the various animals 
that live there and trying to 
find them can be really fun 

for mud loving boys.  Again, 
come home and hit the 
internet for more informa-

tion. 
  
Since Randy works nights, 

he won't be able to join us 
for most of these activi-
ties.  So once we get home 

and look up  whatever info 
we want to find,  the kids 
will write letters  
 to dad telling what we did, 

what they learned, favorite 
parts and not so favorite 
parts. (Sneaking in a little 

education and writing prac-
tice)  This really helps dad 
feel like he's  

 involved, and being able to 
read their letters to dad 
gives them a little bit of one 

on one time with him. 
  
We also have a ferry that 

goes across the Ohio River 
from Kentucky to Ohio.  It 
only costs $.50 per person 

to walk on and leave the car 
parked in the lot.  We've 
done this a few times and all 

of the kids really enjoy 
it.  The breeze on the river 
is refreshing on a hot day! 

Most of this won't cost 

much, but the togetherness 
and family learning time is 
invaluable.  It will keep the 
kids minds challenged as 

well as their bodies. Be sure 
to take lots of pictures of 
each outing and print them 

and put them in a simple 
album labeled "Summer 
2009" 

  
Doing all of this and work-
ing at the orchard will keep 

our summer pretty 
busy.  Hopefully I won't 
hear "I'm bored, thereõs 

nothing to do."  But if I do, I 
got a great idea  
from another mom I 

know.  Write a list of 
chores/activities to do, 
some fun, some not so 

fun.  When they are bored, 
they can pick off the list, if 
they won't chose, pick one 

for  them.  A few nasty ac-
tivities/chores and I'm hop-
ing that I wonõt hear "I'm 

bored" anymore. 
 

 These are our plans for the 
summer.  I'd love to hear 
what others have planned 

for Summer Fun on a 
Budget. 
 

Summer Fun on a Budget                           By Pam Miller 

òA walk in the 

woods with a 

picnic lunch is 

another favorite 

of the kids. ò  
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Jamie is fifteen years old and 

a very special young man. 
He has been sick since birth, 
spending the majority of his 
first year of life in the hospi-

tal. He was first diagnosed 
with Cystic Fibrosis and 
Cerebral palsy for the first 

five years of his life.  

 
During the MRI scans for 
C.P the doctorõs also told 

me that he had Arnold Chi-
ari Malformation type two. 
At age of three Jamie had 

two brain operations to 
relieve pressure on the 
brain stem to correct the 

Arnold Chiari Malformation. 
With having this operation 
it corrected some of the 

issueõs with the chronic 
sleep apnea and also gave 
him the ability to walk and 

talk which is something the 
doctorõs explained Jamie 
would never do.  At the age 

of five a new test for Cystic 
Fibrosis was administered 
and ruled out this disease. 
Further testing was done to 

reveal that he has 
Shwachman Diamond Syn-
drome which is a rare bone 

marrow failure disease. Ja-

mie has been seen in Be-
thesda Maryland at NIH for 
testing of this disease and 
due to the rareness of this 

disease he is treated at Cin-
cinnati Childrenõs Hospital 
in Cincinnati Ohio by Dr. 

Harris.  In April of 2007 I 
was informed that Jamie 
might be facing bone mar-

row transplant due to his 
bone marrow  failing. He 
has dysplasia in all three cell 

lines. We have completed 
HLA typing and Jamie will 
require an unrelated donor, 

should he go to transplant.  

 
At this time, Jamie has a 
large list of diagnoses and 

symptoms that he deals with 
on a daily basis. He has sei-
zures (controlled by medi-

cation), Touretteõs, Obses-
sive Compulsive Disorder, 
Von Willebrandõs disease, 

Crohnõs Disease, just to 
mention a few. He has local 
doctors here in Florida that 
we see on a regular basis in 

addition to traveling to 
Ohio every three-six-or 
twelve months.  Jamieõs phy-

sicians are wonderful people 

and care for him in a loving 
and concerning way. With- 
out Dr. Harris I do not 
know where he would be. 

At this time with Jamieõs 
medical care, we are in 

great hands.!  
 

Jamie attends public school 
at Mebane Middle school, he 
is in the 8th grade. He loves 

school and is in a small ESE 
classroom due to health 
issueõs and being behind 

grade level. Jamie lives with 
me and his six brothers and 
sisters. Natalie 17 years old, 

Zachary 12, Austin 9, Kyle 
9, Brianna 6, and Madisyn 3. 
Jamie also had two older 

brothers, Chad 28 and 
Travis 25.  I adopted four of 
the children that biologically 

belong to my brother.  I 
wanted to keep the children 
in the family so I took them 

in and eventually adopted 
them.  I have had the chil-
dren for five years and I also 
have two grown sons and 

two grand children.  I am a 
single stay at home Mom 

and attend on-line college. 

Jamie Dunbar                                               By Brenda Dunbar 

Corinneõs Story                                By Mary Alice Savulich 

daughter Corinne was diag-

nosed with òprobableó 
Shwachman Diamond Syn-
drome at 3months old. 

 
It began at about 4 weeks of 

age, when I noticed 
Corinneõs discomfort with 
her feedings. She would 

bear down as if in great pain 
and always seemed to be 
pushing.  About 3 days later 

she ran a temperature of 

102.2 and had diarrhea for 2 

days. She was admitted to 
St. Barnabas Medical Center 
in Livingston N.J. On day 
two of her stay blood devel-

oped in her stools and a 
mild,self controlled rectal 
prolapse would occur. A 

rectal prolapse is often a 
symptom of Cystic Fibro-
sis,a Sweat Test was per-

formed,    

Continued on page 6 

Possible: Shwachman 

Diamond Syndrome  
Probable : SDS-like syn-

drome  
Definite:  Strong Desire 

to Succeed  
 

My name is Mary Alice Savu-
lich and my husband is 
Stephen, we have been 

blessed with two beautiful 
daughters Madison age 14, 
and Corinne age 12.  Our 

òJamie is 

fifteen years 

old and a very 

special young 

man.ó 
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duties of a house wife, working 

two part-time jobs, fitting in all 
of the medical appointments 

for all of them, and keeping 
immensely organized and com-

plete records, and most of all 
being a good wife.  On top of 

that, she is running fund raisers 
to be able to educate doctors 

on this rare disorder.  My son-
in-law works hard and works 

long hours and is a great sup-
port. This puts a strain on their 

marriage but NEVER do we 
hear either of them complain, 

or say òwhy us?ó   They sup-
port each other and hold each 

other and know they are doing 
this together!  I am filled with 

awe as I watch life unfold for 
them - they make us very 

proud. 

 
So, although there are chal-

lenges to bear, and obstacles to 

overcome, and tears to be  
shed.   .    . We thank God 

everyday for our little Jordyn 
and pray that her journey be 

pain-free and blessed by love 
and happiness.  We take one 

day at a time and cherish Godõs 
gift to us - JORDYN!     

 

    Kelly Swingle ð Jordynõs 

Aunté 
 

It is so easy to forget how sick 
Jordyn is when you look at this 

beautiful child so playful and 
sweet.  She is and always has 

been a joy in our lives.  I re-
member being out of town and 

receiving a phone call from my 
sister who had just gotten the 

result of a prenatal test that 
suggested a problem.  She was 

worried and upset and I wished 
I had been closer to comfort 

and support her.  I wanted to 
wave my magic wand and make 

it all better.   
Then came August 29, 2005; 

Hurricane Katrina was making 
landfall ð an event of historical 

proportions.  This was the day 
Jordyn was born.  I remember 

being so scared that the baby 

would be sick and my sister 
and her husband would be 

devastated.  But I arrived at the 
hospital to find a perfect baby 

girl with all fingers and toes, a 
daddy bursting with joy as he 

peered through the nursery 
window, and a tired but glow-

ing mother, my sister.  I was 
relieved and thanked God for 

this glorious day in our lives as 
so many lives were being de-

stroyed by a natural disaster. 

 
It wasnõt long before concerns 

arose that indeed, something 
was just not right.  As the older 

sister and someone who always 
seems to have everything come 

so easy, I was heartbroken to 
have to see the concern of Kim 

and Rob and of my own 
mother too.  Jordyn is the first 

granddaughter of the family; 
Nannie had waited so long for 

her.  It was so long before we 
had the answers as to her diag-

nosis of SDS.  As a mother I 
know the helpless feeling of not 

being able to kiss the boo boo 
and make it all better.  But I 

had and still have no idea 
where my sister finds the 

strength it takes just to get 
through each day.  Itõs no dif-

ferent than any parent of a sick 
child would do and yet it is so 

different.  She has not let this 
burden and hardship consume 

her.  She has taken control of 
her daughterõs illness and fights 

with all her will to educate 
herself and her healthcare pro-

viders on this rare genetic con-
dition.   

 

As for Jordyn, this her life.  
This is what she knows.  She 

takes medicine and gets more 
needles stuck in her than most 

adults have in a lifetime.  She 
gets carted from doctor to 

doctor or invasive procedure 
but remains a sweet, loving 

baby girl.  Not so much a baby 
any more!  Her brother and 

cousins protect her and love 

her so deeply, knowing that she 
sufferséas young as they are 

they seem to understand the 
severity of it all.  Yet they play 

and laugh and fight as all chil-
dren do; each one happy and 

loved by all.  SDS does not 
control the lives of my sister 

and her family.  They manage 
this challenge with strength and 

grace.  Their story needs to be 
shared with other families who 

may need courage and encour-
agement as they deal with a 

scary diagnosis.  I believe that 
with research and time and lots 

of prayers, children with SDS 
will find the answers they need 

to be healthy and happy; and I 
believe that the Zajac family 

and their efforts will be one of 
the reasons why those answers 

are found. 

 
Rob Stone ð Jordynõs Un-

cleé 

 
I have 5 reports due by the end 

of the week, 60 emails sitting in 
my inbox and a business plan 

presentation to the company 
President on Monday. Iõm feel-

ing pretty stressed and over-
whelmed. How am I going to 

manage it all? The work never 
stops and on top of it all, there 

are rumors around the halls at 
work about more headcount 

reductions around the corner. I 
think to myself, manélife is 

tough. I canõt win.  Itõs 7:30pm 
and I walk through the parking 

lot to my car. Another long, 
busy day. I hop in the car head-

ing down Rte 73, let out a big 
sigh and begin to think about 

how much I still have to do, 
and againéhow can I get it all 

done. I tune the radio to 
WMPR to get my news fix for 

the day. The stock market is 
down another 200 pts. Great. I 

just looked at my 401K state-
ment two weeks ago and Iõm 

taking a beating. My mind is 
racing and all over the place.  

Sharing the Burdené.A Family Affair  Conõt from Page 1  

òWe thank God 

everyday for 

our little Jordyn 

and pray that 

her journey be 

pain-free and 

blessed by love 

and happiness.ó   
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But then Jordyn pops into my 

mind. I think about Kim, Rob 
and Coy. This 3 year old pre-

cious, beautiful little girl just 
went through another 6 hour 

IVIG infusion and Kim and Rob 
do all they can to comfort her 

through it, while trying to keep 
things as normal, positive and 

upbeat for Coy as they can. 
Thatõs a tough, long day. Each 

and every day this family deals 
with the pain, stress and chal-

lenges that come along with 
SDS. But they press on with 

unbelievable strength, courage 

and energy.  
 

I think back to the day Iõve just 
had and itõs suddenly all is put 

into perspective. My stresses 
and worries about work donõt 

seem so bad. I think about 
what the Zajacõs deal with each 

day and the resilience and 
strength they all show and Iõm 

inspired to begin looking at 
things in life from a glass half 

full perspective, instead of the 
glass half empty I find myself 

getting caught up in.  

 
Jordynõs strength, Kim and 

Robõs courage and determina-
tion and Coyõs love for his little 

sister is what life is all about. 
The reports, deadlines and 

presentation to Sr. Manage-
ment  are small beans when I 

take a step back and think 
about the Zajacõs. My wife and I 

are starting our own family 
with a newborn on the way. All 

that Iõve learned from Jordyn, 
Kim, Rob and Coy over the 

past 3 years I believe will help 
shape my perspective on family 

life. Family comes first. Family 
and the love for our family is 

whatõs most important. Work 
will be there tomorrow and Iõll 

find a way to get it all done.  

 

 
Kim Stone ð Jordynõs 

Aunté 

 

I remember when Kim got 

pregnant with Jordyn.  My hus-
band, Rob, and I had just 

started dating and I immedi-
ately felt like I was a part of the 

family when they shared the 
wonderful news with me.  It 

was so exciting when Jordyn 
was born because not only was 

she our first niece, but she was 
so tiny that she looked like a 

little doll.  I was so happy to 
hold her little body in my arms 

to welcome her into the family 
just as everyone had done with 

me so many months earlier. 

 
Knowing that there was some-

thing wrong with Jordyn yet 
not knowing what, was posi-

tively heartbreaking.  I remem-
ber Rob and I going out to 

dinner one night and neither of 
us could hold back the tears.  

Although we couldnõt help 
feeling scared and worried, I 

kept thinking that we shouldnõt 
be the ones getting upset be-

cause we needed to be strong 
for Kim and Rob.  When Jor-

dyn was finally diagnosed with 
SDS, I felt both afraid and a 

sense of relief.  Finally we knew 
what we were dealing with, but 

we had no idea what the future 
would hold for Jordyn and the 

Zajac family.   

 
Although it is hard to think 

about Jordyn being sick, it is 
often hard to believe because 

we never see her look or act 
sick.  She is always happy, 

laughing and full of energy.  I 
truly admire Kim and Rob.  

They have had to go through 
so much as a family yet they do 

it with such courage and resil-
iency.  Kim has been inspiring 

to watch through all of this.  
She has really taken charge by 

not just sitting back and focus-
ing on worst case scenarios.  

She has and continues to do 
research on SDS and has taken 

ownership of raising awareness 
of SDS among physicians by 

holding fundraising events to 

get them the education they 
need to help Jordyn and any 

future children they may see 
with this rare disease.  Now 

that Rob and I are starting our 
own family, we look at the 

Zajacs as role models for the 
type of parents that we would 

like to be ð loving, strong and 

dedicated to their family. 
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òKnowing that 

there was 

something 

wrong with 

Jordyn yet not 

knowing what, 

was positively 

heartbreaking.ó   
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