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Congress Scholarships Available

Shwachman -Diamond
America is offering two
scholarships of up to
$2,500 each to assist with
expenses of attending the
5th International Congress
on Shwachman -Diamond
Syndrome from June 19
-20, 2009 in Amster-

dam.

Qualified applicants
should meet at least
one of the following
criteria:

e  Jr.faculty member
(has been on
medical faculty for
fewer than 5 years)

®  Currently involved in
SDS laboratory or clini-
cal research

® Has alarge SDS pa-
tient load

The Heather Pendergast Story By Tom Pendergast

Heather was born on
February 25 ™ 1977. |
remember that day as if
it were yesterday. It was
in the wee hours of the
morning. Penny and |
had been planning on a
natural childbirth deliv-
ery for Heather after
taking natural childbirth
classes. So we were tim-

®  May be second or
third year fellows with
clear interest in SDS
laboratory or clinical
research

e  Pediatric Hem/Onc,

Pediatric Gl or other
systems affected by
SDS

Interested candidates must
submit a letter/resume
highlighting relevant quali-

ing the contractions in
those early hours when
the time between con-
tractions markedly de-
creased. So we quickly
got in our 1968 yellow
Cadillac and off to Mid
Island hospital. Just a
few minutes
water broke and things
started happening really

Shwachman- Diamond America eNewsletter

fications as well as current
responsibilities. A letter of
recommendation from his/
her department head is
also required.

Shwachman -Diamond
America will reimburse
award recipients for
airfare, lodging, regis-
tration fees and other
Congress expenses up
to a maximum of
$2,500 USD.

Please submit letters to
Shwachman -Diamond

America by April 8,
2009. Award recipients
will be notified by April 13,
2009.

Letters may be submitted
by email or regular mail.

fast. Penny could feel
the head pushing. When
we arrived at the hospi-
tal everything became a
blur. The nurses had to
deliver Heather as |
went to the admitting
office. While | was in

o wdmitting rthe pudss

called to say congratula-
ti ons,

(condt

pag



Heather at the GAP
dance on May 20,
2008

you are the proud father of a

little girl.

Heather was 3lbs and 110z.

And full term. There were

problems brewing already.
Very lose and smelly stools
and loss of weight. The doc-

tors

t ol

Thrive. o0

Heather stayed at Mid Island

d

us

hospital just less than two

weeks and was transferred by
ambulance in an incubator to
the Nassau County Medical
Center Neonatal unit.

During her many weeks there
Heather was put through

countless medical tests, in-
cluding sweat tests. At first
the doctors thought she had
Cystic Fibrosis. However,

0She is
angel in Heaven
for certain f

a §$DS

diatri

every sweat test came back
normal. They tried different
baby formulas to try to get
her weight up to 5lbs so we
could take her home. It was a
struggle but after many
weeks Heather came home
weighing just over 5Ibs. Dur-
ing this time at home we
made many trips to the pe-
ciands
gain some weight but it was
very slow. There were many
problems which | can no
longer remember before we
ended up back at Nassau
County Medical Center, this
time in the pediatric unit.
This is where a Dr. Collip first
mentioned Shwachman -
Diamond Syndrome as a pos-
sibility. And this is when we
first discovered enzymes for

digestion. This is also the

place when things got really
bad. There was one formula
that Heather could not toler-
ate and would vomit violently
if it was given to her. Even
though they were told about
this, while we were not there
she was given this formula
and she vomited and aspi-

rated into her lungs. She

quickly got double pneumo-
nia and was in the pediatric
intensive care unit. So many
things went wrong here. She
even got an e coli infection in

her blood. Doctors told us

she had a 50/50 chance to

survive.

off

t
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The Heather Pendergast Story continued from page 1

So, on June 29 ™ 1977 we had
Heather baptized in the ICU
and just prayed. It was truly a
miracle that Heather sur-
vived. We then had her trans-
ferred by ambulance to Long
Island Jewish Medical Center.
Here she was put in the neo-
natal unit under the care of
WA PhilipdLipéit. bruLipsitz t ©
ordered many medical tests
for Heather including sweat
tests. As usual, the sweat
tests were normal and based
on all the other results Dr.
Lipsitz confirmed a diagnosis
given by Dr. Collip at NCMC
of Shwachman -Diamond Syn-
drome.

She was put on enzymes as
well as a special formula and
after several weeks was sent
home. We finally saw some
improvement. From this point
on things improved slowly
but not without many trips to
the doctor and some further
stays in the hospital. Heather
came down with bronchitis
often and at least one bout
with pneumonia. Heather did
not let any of this slow her
down. She tried to do every-
ithin@@and b k& heidoidét
brother. She was very tiny but
with a huge spirit.

In the interest of saving
space for the SDS newsletter |
will try to be more brief and
condense now. From about
age five up to 18 years or so
we had to deal with ear infec-
tions, dental problems, skin
infections and as always any
cold went quickly to bronchi-
tis. Heather had learning
problems and spent her en-
tire school career in the spe-
cial education program in our
school district. She graduated
at age 21 with her special ed
diploma. Heather excelled in
everything she did in school
but at her level of ability. She
so much wanted to be
oNormal 6 |ike
students. She always gave
110% in everything she did.
After high school she wanted
to get a job like her brother.
Heather had chronic ear in-
fections and was a patient of
an ear, nose and throat spe-
cialist for nearly ten years. At

Page 2

one point she had to have
tubes placed in both ears.
This eventually cleared up
one ear but she needed sur-
gery to pretty much rebuild
the inner ear on her right
side. Another unexpected
serious problem that came up
was kidney stones. This was
very challenging because of
Heat herds | ow
She first had the ultrasound
technique and finally needed
a surgical procedure but both
required a platelet count of at
least 100,000. So for both
procedures a platelet transfu-
sion was needed and given by
Dr. Lipton at Schneider Chil-
drends Hospital
platelet counts usually hov-
ered around the 40,000 -
50,000 range. Fortunately

both platelet transfusions
worked very well for both
procedures at this time.
Heather did get her much
wanted job at a pizza restau-
rant where her brother Jason
worked. She loved working
here along with her brother
until the business closed.

Then through the efforts of

her mom, she was hired part
time at a local Burger King.
She worked part time here for
nearly eight years until that
dreadful day when Dr. Lipton
said o0l have
Cancer o6

bad

| have had to consolidate and
leave a good deal of informa-
tion on
this point because there is
just too much to tell. | could
really write a book. Briefly, in
the summer of 2006 Heather
spent two weeks in Schneider
Childrends
cellulitis infection on her leg
from a cat bite. This was a
very difficult infection to fight
but the doctors were success-
ful. Infections were always a
problem with Heather.

a | lin early Septentbdr ef 2007

Heather complained of an

itchy insect bite on her right
breast. It looked like a mos-

quito bite at first. After a few
days Heather sai
going away and is very itchy.

We looked and thought it was
probably (condt

platele

Heat her 0s

Hospital
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The Heather Pendergast Story continued from page 2
another infection and called surgery was impossible. Our ton and all the wonderful
our local intern immediately. only weapon was radiation staff at Schneider Childrends

Dr. Fogel examined it and
detected a lump and ordered
some tests. The tests showed
a mass in the breast. It was
of f to
Lipton who admitted Heather
immediately. This was the
beginning of a truly horrible
and life changing year and
also a year that we felt so
much love and goodness

which worked for a time and
gave some hope. Then in July
2008 she began having pain
in her leg. Soon we discov-

Schnei der érsdthatthd cabaer.had

spread to her spine. The 7
weeks of radiation had seri-
ously affected her bone mar-
row and all her counts were
very bad. Nothing could be
done. We arranged to bring

Hospital as well as the won-
derful people from home
hospice who cared for and
loved Heather. Heather was a
special and remarkable per-
son who touched and in-
spired so many lives. She is a
SDS angel in Heaven for cer-
tain.

It has been difficult telling

few

ust a

from so many people. It her home and home hospice Heat herds story in |j

would take several pages to was arranged. We were deter- pages because so much hap-

tell the whole story of this mined for her to pass at pened during her life and |

year. | will simply say that home and to not be alone. had to leave much out. But |

Heather battled heroically to On October 30, 2008, my hope itds enough for every-

try and beat this horror but wife, my son and | were with one to get some idea of what

because of her bone marrow Heather when she passed her life has been with SDS.

problems from SDS she could peacefully and with no pain.

not have Chemo. And be- We have much faith and truly

cause of her platelet counts believe she is finally Better

and the fact that transfusions Now!

of platelets no longer worked We are so grateful to Dr. Lip- / \
00On Octobe

Sharing Our Success By Kim Zajac

Our local health facility,
Geisinger, is a large
one.

Geisinger Health Sys-
tem is one of the na-

something else to fo-
cus on rather than all

t he owhat i
come along with
Shwachman -Diamond
Syndrome. | partnered

raise funds throughout
the year for additional

f 6 edacatibntof t

Shwachman -Diamond
Syndrome at Geisinger.

2008, my wife, my
son and | were
with Heather
when she passed

peacefully and

tionds | eadi nwithbriMichagl Ryam t e -1 encourage all of you with no pa
grated health services Chairman of Pediatrics, to approach your local

organizations. Founded and the Geisinger facilities. | never ex- k /
in 1915, this organiza- Health System to assist pected the overwhelm-

tion serves more than in educating their phy- ing response | have re-

two million residents sicians. ceived! Itis ourjob as

throughout central and parents of children with

northeastern Pennsyl- With the generosity of Shwachman -Diamond

vania. Although it em- the community, my Syndrome to encourage P °

ploys more than 100 family and | have raised continued education S 8 3:‘ !
pediatric physicians the money to send two for our physicians. MO

and specialists, no one Geisinger physicians to

has enough knowledge the International Con- You never know what “ !l

on Shwachman Dia- gress on Shwachman - type of an interest you

mond Syndrome to Diamond Syndrome will spark. The quality

make a diagnosis. this June. of our childrends f u-

Having grown up in
Geisinger Health Sys-
tem this lack of knowl-
edge was just unac-
ceptable and | needed

Our success has been
thrilling and has had a
real snowball effect.
Because of our success,
we will continue to

tures depends on their
doctor 0s
and research .

knowl edge

30,



0At t he
major concern
was never a
diagnosis, but his

survival

t

~

i me
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Panchitods Story By Veroni

When my son, Francisco
(a.k.a. Panchito), was born
we were told he was
slowly deteriorating. The
valves to his lungs were
not opening and his body
was not receiving enough
oxygen. He was rushed to
Chil drends H
Angeles and continued to
deteriorate. My husband
had to make the decision
to either let him die or
take the risk to allow the
doctors to place him on
the ECMO machine. It
would bypass the lungs
and oxygenate the blood,
giving the lungs time to
mature. Later, many doc-
tors believed his respira-
tory distress was a result
from him aspirating me-
conium shortly before he
was born, however this
was only stipulation.
our
My son was also born with
visible veins, puffy hands
and feet and
testicles. 6
us to keep our idea of his
sex oopen. o6
going to study his chro-
mosomes to see if he had
XY chromosome and to
rule out Down Syndrome.
We were told after a few
days that his results came
back with 26 chromo-
somes and the XY chro-
mosome. The geneticist
also took the next step to
rule out Noonan Syn-
drome. Shortly after, we
were told their preliminary
findings came back nega-
tive. At the time our ma-
jor concern was never a
diagnosis, but his sur-
vival.

After four weeks he was
able to come home with-
out any monitors or assis-
tance. When my husband
and | walked out of the
hospital, we were so re-
lieved to leave because we
thought we would only

return for follow -up doc-
tords visits.
know, our son would be
admitted five more times.

Less than two weeks after
we were discharged, our
son was admitted again

0 s for afewér calisedsby a
viral infection. This stay
was only three days. One
month later we returned
as a result of another fe-
ver and we learned he had
a urinary tract infection.
We were not admitted and
sent home on antibiotics.
A few weeks later we re-
turned because of another
UTI. Forthe firsttime a
doctor noticed his low
ANC at 2. We were admit-
ted and began seeing he-
matology.

At this time, my son had
only gained two pounds in
three months and always
had loose stool. The doc-

0 tors axplered the fossibil-

O iityeof déhgnosinghim witho | d
Shwachman Diamond Syn-

T h eirpmewlderbegan receiv-

ing G -CSF and we were
told he would need a bone
marrow biopsy once he
was six months and had
gained more weight. The
biopsy was scheduled dur-
ing out winter break. The
problem was that as a
teacher, | had already
missed too many days of
work.

The holidays were ap-

proaching and |

comfortable attending any
family functions. The day
of Thanksgiving we stayed
home and | dm gl
because that night he had
a fever of 101.4. We were
admitted again for a UTI.
He was then seen by an
urologist, hematologist,
gastroenterologist, cardi-
ologist, and nutritionist.

Page 4

ca Prado

It was during this admis-
sibnithiatl reafizectnty d
sonds situat
something | could attend
to during my off -hours. |
decided to take a leave of
absence until March. This
was assuming the SDS
genetics test, renal scan,
bone marrow biopsy/
aspiration, Gl tests would
all give some conclusion

by March.

During his admission in
November the urologist
had seen him in the NICU
and knew his urinary tract
was swollen, however said
it was common in new-
borns. Since it was evi-
dent there was something

wrong with the
UTI 8 s,

recurring
he be

sonds urinar

have a

two weeks.

we

i on wa

[
y

eved
trac

opocket 6 th
not reduced in size. Last
week my son went in to
have a renal scan of his
urinary tract. We should
know the results at the
follow up appointment in

Since his admission in
November his genetics
test came back negative
for SDS, Gl tests came
back normal, bone mar-
row biopsy/aspiration

tion arrest, but

id not

showed s of majuge

show Kostmannds Sy
drome. Also, ECCO
showed that his atrial sep-
taﬁd efecW sen ot %aa{us(?ng
pressure on his heart al-
though it has not closed
and he will need to be
followed by the cardiolo-

gist.

(condt

page

5)



{ Issue 9

Page 5

An Easy Way to Give Your Baby Medicine By Honey Denson

Giving a young baby
medicine is difficult. It
usually winds up every-
where except in the
babyds
mine, who happens to be
a neonatal nurse, gave me
the best advice as to how

to give a baby medication.

First, make sure you have
the right dosage. You can
find it on the medication
itself. If it is an over the
counter medicine, it will
usually tell you to ask
your doctor as to the cor-
rect dosage for your baby.
These dosages are usually
determined by weight and
too much of these medi-
cations can be harmful to
your baby. Also, make
sure that any pain medica-
tions say "infants" on the
box. Many babies have
died from parents acci-
dentally giving their ba-
bies medications marked
“childrens." These are
more powerful and can be
toxic.

When giving your baby
medicine, clean hands are
very important. Wash
them with warm soapy
water and make sure that
they are thoroughly rinsed
off.

Panchitods

We only know the facts,
but there is no diagnosis.
His left hand and foot are
no long as puffy as when
he was born however his
right hand, leg and foot
are swollen. The cardiolo-
gist said it may be be-
cause of his atrial septal
defect
uncommon in children.
They believe it may be
fatty tissue. Allin all,

they are not sure. A doc-
tor in Germany discovered

mout h.

Story

Place one of your clean
fingers into your baby's
mouth. Babies have a
natural sucking reflex
heh aniokgent ¢ placéd
in their mouths. Once
they are sucking well on
your finger, place a sy-
ringe with the correct
dose of the medicine be-
side your finger and
slowly squirt the medicine
into your baby's mouth.
This must be done slowly
or your baby might choke.

This method is used in
many hospitals (don't
worry, they use gloves)..
Though I've found this the
easiest way to give a baby
medicine, there are other
ways that you can do it.
You can try a pacifier
where you can put medi-
cine in a special chamber,
and, as the baby sucks on
it, the medicine will come
out. You can also mix
some of the baby's medi-
cine with a little bit of
formula or expressed
breast milk and let your
baby drink it in a bottle

Make sure that you give
your baby their medica-
tion as prescribed by the

cont i

a diagnosis with many of
Panchito®s
hematologist will be send-
ing them his DNA.

My job is to educate my-
selfin medicine so that |
am prepared for appoint-

ments with my

al t hou g FaFS giuce mYsas

been hospitalized, he is
behind his development
milestones and receives
physical therapy three
times a week. | realize

nued

S Yy mpdndtidsis my fulH i -tfime

doctor. This will ensure
that they will recover

quickly.
4 N
0Giving a
baby medicine is
difficult. It
usually winds up
everywhere
except in the
babyds mout
- /
from page 4 ’ »
attending to my s

job. Therefore | have de-
cided not to return to
work from my leave of
absence.

sonds spe-

N

oung
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Shwachman- Diamond America On

Shwachman -Diamond Amer-
ica has several on -going
fundraisers. These fundrais-
ers help raise money for
research and education initia-
tives.

To date, Shwachman -
Diamond America has sup-
ported the research of Drs.
Shimamura and Dror through
Alex Turnquist Memorial Re-
search Grants, supported the
new Shwachman -Diamond
Syndrome North American
Registry, and supported the
last three International Doc-
tords
Shwachman -Diamond Syn-
drome. Shwachman -Diamond

Shwachman Diamond America Prints One

Shwachman -Diamond Amer-
ica is printing one -thousand
more copies of Dr. Richard
Harrisd booTke et
Management of the Hema-
tologic Abnormalities of
Shwachman -Diamond Syn-

b(ppe -

When Shwachman -Diamond
America announces the publi-
cation of the booklets in July
2008, we knew this informa-
tion was needed, but have
been surprised by such a

Specialty Medication and Medical Supply 101

Starting a new long term
therapy is overwhelming

in and of itself. Figuring

out how to get medical
supplies and medications
delivered to your house

and covered by insurance
can only compound the
stress. Take a deep

breath and ignore the per-
son on the other end of
the phone who
sorry, but your insurance
does not

Congresses

cCover ydukef.t . 0

- Going Fundraisers

America has also sent out
1,000 copies of
booklet titted Management of
the Hematologic Abnormali-

ties of Shwachman -Diamond
Syndrome. These booklets
are sent free of charge to
anyone who requests them.

Without the support of these
on-going fundraisers and
donations from generous
donors, it would not be pos-
sible for Shwachman -
Diamond America to support
research, the Shwachman -
Diamond Syndrome Registry
orgmnt and distribute the
booklets.

Please consider purchasing or

wonderful response! To date,
we have sent out 1,000 cop-
ies and have the booklets at
the prihtex fbr 1,000 more.
We have requests waiting to
be sent out as soon as they
are done!

Thank you to all of the fami-
lies who brought these to
your physicians and sparked
this great response!

These booklets have been

sent to families, counselors,
teachers, school nurses and
physicians around the world!

We have had many in-
stances where the hospital
calls to set up home
health, medication deliv-
ery or supply delivery and
the company contacted by
the hospital tells us our
insurance does not cover
anything. It may or may
not be true, but before
you give up, the easiest
shemg ysy, canddd is te call
the insurance company

Page 6

helping Shwachman -Diamond
Bumerica dedl theseé twoditems.

Shwachman -Diamond Amer-
ica is giving a $50.00 prize to
the individual who sells the

largest number of cookbooks.

The cookbooks are available
for a $15.00 donation each
plus shipping and handling.
These cookbooks include
recipes from the Shwachman
family and have a wonderful
section on Dr. Harry
Shwachman.

The bumper stickers are avail-
able for a $2.00 donation
each.

- Thousand More Copies!

If you have not received your
FREE copy, please send your
request along with your mail-
ing address to Shwachman -
Diamond America.

Email: shwachmandiamon-
damerica.org

Regular mail:
Shwachman -Diamond America
931 -B South Main St. #332

Kernersville, NC 27284

By Pattie Curran

Ask your insurance com-
pany specific questions.
For medications requiring
a specialty pharmacy, you
will want to ask which
specialty pharmacy is ap-
proved by your insurance
company. Intravenous (IV)
medications and blood
products such as 1gG will
all need to be sent by a
specialty pharmacy. Most
specialty pharmacies send
medical supplies needed
for the

(condt
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Alex Turnquist Memorial Research Grants Available

Shwachman -Diamond Amer-
ica awards Alex Turnquist
Memorial Research Grants up
to $10,000 USD. Grant pro-
posals are accepted through-
out the year.

Shwachman -Diamond Amer-
ica requires that the grant
proposal be in writing and
include the following:

1. Name of applicant, prin-
cipal investigator, pro-
ject title and summary
of proposed investiga-
tion (include specific
aims, significance and
background, any prelimi-
nary studies..)

2. A detailed description of
your hypothesis/
hypotheses and pro-
posed methodologies.

3. Relevance of the re-
search to Shwachman -
Diamond Syndrome.

4. Biographical information
on the principal investi-
gator, if relevant.

A detailed budget sheet.

6. Statement of facilities
available

7. A starting date for the
project.

General Conditions for the
awarding of Alex Turnquist
Memorial Research Grants:

1. The board wishes to
receive periodic progress
reports. They need not
be lengthy. These re-
ports will help
Shwachman -Diamond
America give updates to
our donors, allow
evaluation of progress
by our medical advisor
and assist SDA in future
fundraising efforts.

2. Any publications distrib-
uted as a result of your
research should give
proper reference to SDA.

The Day Our Lives Changed Forever By Johnny and Paula Brown

Paula writes: | truly believe
our kids are given to us for a
reason. | learned so much
from Angela in her short time
here on earth. Some may see
her death as losing a child,
but | know that Angela is
forever with me wherever |
go. Angela earned her wings
on October 19, 2008 and she
was prepared to go. In June,
she asked me a question that
no parent is ever ready to
answer. She asked me if |
thought it was okay if she
asked God to take her home.

Case Foundation Gives Shwachman

The Case Foundation gave a
$250 donation to
Shwachman -Diamond Amer-
ica on behalf of Pattie
Curran. Pattie filled out a
survey after participating in
the Giving Challenge, a Case
Foundation initiative
launched in partnership with
Parade Magazine, Causes on
Facebook, GlobalGiving and
Network for Good. Survey
participants were entered
into a drawing to win money
for their charity.

Angela and | had many talks
about heaven and she had
many questions that | just
could not answer. | now
know that she was preparing
me for her departure. | can
honestly say that | feared this
day would be horrible and
scary, but in reality, it was
one of the calmest and most
peaceful days
years.

| know that may not make
sense to many people, but |
know God was there and that

Be sure to check out the Case
Foundation website at
www.casefoundation.org

You can also find Shwachman
-Diamond America on Face-
book Causes and through the
Network for Good.

Shwachman -Diamond Amer-
ica raised quite a bit of
money through the Giving
Challenge and continues to
raise money through the

He was taking Angela home.
Our prayers were answered
and she was healed. You
could just feel Him all around
us.

Angela had a bone marrow
transplant in 2006, a liver
transplant in 2007 and was
preparing to have a mini

godw rnagrodv tr:ls\nﬁplant in

2008. Her bod
take any more. She was tired
and ready to go home.

Angela had such a wonder-
fully (condt

- Diamond America a $250 Donation

Causes application on Face-
book. If you have a Facebook
account, be sure to look us

up!

Thank you to everyone who
donated through the Giving
Challenge, Facebook Causes
or in other ways.

Without your donations,
Shwachman -Diamond Amer-
icads mission
fulfilled!
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Paula, Johnny and
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Jeff in the water at
Polar Plunge 2009

0 Camp

is such a fun
place. Camp
Sunshine is a
place where
families can have

fun and

recharge! ¢
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Camp Sunshine Hematology Week Jun 29

Camp Sunshine Hematol-
ogy week is June 29 & July
3, 2009. Applications are
available on -line at
www.campsunshine.org

| have gone to Camp Sun-
shine for two years now.
Each time we leave camp,
| am already ready to go
back! Camp Sunshine is
such a fun place. Camp
Sunshine is a place where
families can have fun and
recharge! Families can do
activities as a family or in
groups with others. Camp
Sunshine splits kids into
groups based on age.
The groups are ages 0 -2,

Polar Plunge for Camp Sunshine 2009 By Deana Valiante

The weather was much
colder this year only 33°
but with the
about 20°. Jeff is more
nervous because he
knows what to expect and
it was warmer last year.
We register then go inside
the club, there is no way |
would do what he is about
to do so | give him a lot of
credit. Are you asking
yourself what he could be
up to? Well Jeff is about
to dunk himselfiin the
Atlantic Ocean all for char-
ity. No notoriety, no
press, just for his son and
other children with ill-
nesses who need a break.

We wait for everyone else
to arrive, anticipation is
building as you wait and
chat with other plungers
and families. There are
several faces that we rec-
ognize from Camp Sun-
shine; this is the charity
which will benefit from

the plunge. Itis an-
nounced that in five min-
utes we will proceed to
the beach, have some an-
nouncements, the Ameri-

3-5,6-8,9-12,13 -19 and
the adult groups.

The teen group competes
with the adult groups in
the Super Duper Blooper
Games for the highly cov-
eted Love Cup trophy.

The teen group won the
Love Cup last year and my
dados
before, so this year if we
go to Camp, my mom is
going to be extra com-
petitive so that she, too,
can come home with a
Love Cup. At Camp Sun-
shine, the games are all
played in fun.

can anthem then the
plungers do their thing.

w iThe descaettéarh is onithe 6 s

beach just in case. Ready
set go and about 60
plungers run into the
ocean water which is
about 36°, most come out
shivering some even need
help. Being experienced |
had a great big blanket to
wrap Jeffin. The whole
plunge lasts less than 5
minutes but it is exhilarat-
ing and fulfilling knowing
what the monies you have
raised are for. Afterwards
the Camp Sunshine staff
adds up the donations on
hand we have hot drinks
and doughnuts and a lot
of commiserating.

At this point you might be
asking why anyone would
do this all for a Camp.
Camp Sunshine is a free
program which is nestled
alongside the shores of
beautiful Sebago Lake;
they provide respite, sup-
port, joy and hope to chil-
dren with life -threatening
illnesses and their imme-
diate families. Since the
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The adults have group
time while the kids do
things around camp. Eve-
ryone has a chance to
climb the rock wall, go
canoeing or paddle boat-
ing, or play putt -putt golf.
There is a lot more to do
at camp, but the best part
is meeting friends that

gr oup wo fave SD8 orgimilarrdis-

eases along with their
families.

For more information on
Camp Sunshine, please
visit their website.

camp is free they raise a
lot of their money through
fundraising. They have
many types of fundraising
races, Flip Flop Day,
Pumpkin festivals and
then there is the Polar
Plunge. After our first
visit to camp we discov-
ered that there was a Polar
Plunge held locally at the
shore in New
New Jersey Polar Dip. If
you are familiar with camp
you may recognize the
name. A.J.is Nancy Cin-
cottads son;
M.S.W. Psychosocial Direc-
tor and his dad is the
Medical Director, Andrew
Eichenfield, M.D.

If you are interested in
more information about
camp or the plunge visit
www.campsunshine.org
and if you meet Jeff at
Camp ask him if the water
was cold.

Jer se

Nanc


http://www.campsunshine.org/
http://www.campsunshine.org
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The Day Our Lives Changed Forever Continued from page 7

Positive attitude and fought
so hard for everything. To be
honest, on that day she was
still fighting, but for a differ-
ent goal. She was ready and
she was going to make every-
thing okay.

We were in a regular room
until she had a seizure and

her lungs filled with fluid. We
were moved to ICU shortly
after and they told us she

had anywhere from 2 hours

to 2 days to live. We called
family and friends to come

visit and Angela visited with
everyone. She was even mak-
ing jokes at times! She took
her mask off and said,
0Thanks for
her sister a thumbs up and
went to sleep.

comi

I am lost on most days and
cry a lot. | have no clue what
to do on these days. | try to
stay focused, but get lost and
have a hard time trying to
stay on task with anything.

It has been 4 months and it
still feels like yesterday. Her
room will forever stay the
same as she had it. We can
still hear her voice and fell
her hugs. | hope these
memories never fade.

We continue on our journey
and | honestly feel we never
move on. We just keep taking

| continue to work and focus
on what lies ahead. | want
Angela to be proud of me
because | am so proud of
her! She taught me how not

h ?0%5 alfréald aFld'}oeIive each
day to the fullest. Our
whole families misses Angela
a lot and | will always remain
the proud father of Angela
Brown!

those baby steps and look
forward to the day we are
united in heaven together.

| have tried to return to work,
but just candt
questions. In reality, we have
been in isolation for so long
that | have a hard time deal-
ing with people. | am working
hard to focus my attention on
my oldest daughter, my hus-
band and my life as | know it
now.

If you would like to read
more about Angela, please

isit her carepage:
Like | said before, | know that VISt Pag

Angela is forever with me
and | will continue moving
forward. We are just moving
forward one baby step at a
time. My inspiratign is An-

n 0 ave

gel ads motto. It
through the rough days and
motivates me to push for-

ward. Angela used to say:

Positive thoughts equals
positive results! 0

www.carepages.com

HorseloverAngela

gets me

Everything takes time and |
know that with my guardian
angel | will one day be able to
move forward with whatever
my life has in store for me.
Until then, | will stay focused
on her motto!

Johnny writes: As a father,
you are supposed to fix eve-
rything. Some days | feel as
though I let Angela down. In
reality, this
the best way to put it.

al |l sucks! That 6s

Specialty Medication and Medical Supply 101 continued from page 6

therapy free of charge with
the medication. You will
also want to ask if the insur-
ance company uses your
pharmacy benefit or your
medical benefit to cover the
medication. It would seem
that all medications would
be covered by your phar-
macy benefit, but this is not
always the case. For in-

tion goes through our medi- Somet i mes t he

cal benefit. may be outdated. Do not
fret, just pick up the phone!

Medical supplies need to be

shipped from a company

contracted with your insur-

ance company, too. Again,

if the hospital is unable to

figure out which company to

send orders, prescriptions

and letters of medical neces-

stance our 1gG goes through sity to, you can find out by

our pharmacy benefit and
the IV Gentamicin prepara-

calling the number on the
back of the insurance card.
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A picture of Angela the fam-
ily has placed on her head-
stone

6 My i nspi r)ﬂ i
is Angel ads

motto. It gets

me through the

rough days and

motivates me to

push forward.

Positive thoughts

equals positive

Qesults!é

The last photo of
Angela taken just
before the seizure.
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5K Run/Walk to Benefit Shwachman - Diamond Syndrome Education at
Geisingerds Janet Weis Childrends Hospital in Hor

Come enjoy a morning outdoors while helping a great cause!
Saturday, April 18, 2009
Pocono Mountain West High School Cross Country Track
Pre-Registration 9:30 am
Run/Walk to start 11:00am
Early Registration Fee $20 (18 and older) $15 (ages 14 -17)
Entry Fee Day of race $25 (18 and older) $20 (Ages 14 -17)
For more information and early registration forms, please contact:

Kim Zajac: rkczajac@ptd.net



