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New SDS Booklet Now Available!

ShwachmanDiamond America is pleased to announce that we

title is Management of the Hematologic Abnormalities of Shwachman

hman
merica

July? August 2008

have a new booklet availableThe

Richard Harris, M.D.

This booklet is excellent for parents, pediatricians and specialists.If you would like a copy (or copies)

of the booklet sent to you, please send your mailing address to

How to Cut Costs when 2
shwachmandiamondamerica@embargmail.com Traveling for Medical
Care
These booklets areFREEto anyone who requests them.
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The booklet includes sections on the following topics: Junction Gang Camp
® Description o o
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® History Fundraising Tea
® Diagnosis Alex Turnquist Memorial 4
Research Grants
® Management of Neutropenia
New NIH Program 4
® Management of Fevers in SDS patients
® Antibiotic coverage prior to Dental Work or Surgical Procedures Donations to SDA 4
® Management of other Cytopenias
Homeschooling: A Good 5
® Management of Anemia during Surgical Procedures Option for Kids with
Chronic lliness
e Management of MDS D
e Management of Leukemia . rks Fam‘ilies Going Through 6
Management of the Hematologic Abnormalities Medical Treatments
i of Shwachman-Diamond Syndrome
® Bone Marrow Transplantation for SDS

And also includes the following:

® K-M Survival Plots
® Important Contacts
® References

® Glossary

All of us at ShwachmanrDiamond America would like to take this opportunity to thank Dr. Harris for
all of his hard work and dedication to this project. Thank you, Dr. Harris, from the bottom of our
hearts! Your dedication to all of our SDS and SDdike children is appreciated more than you will

ever know.
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How to Cut Costs when Traveling for Medical Treatments

By Pattie Curran

Our family has dealt with medical bills since
my two youngest children were born. We
have to travel short distances and long dis-
tances to Children's hospitals for the various
problems they have related to Shwachman
Diamond Syndrome. Over the years, we have
learned how to keep the expense of traveling
to various hospitals down to the bare bones
minimum.

While many people do not have the choice
between flying and driving, our family has
been fortunate enough that we have that
choice. We drive to Cincinnati Children's
hospital from North Carolina quite frequently.
We are also planning our trip to Children's
Hospital of Philadelphia soon, too. Having
children with a rare disease like Shwachman
Diamond Syndrome (SDS) means that we
sometimes have to travel to see the experts in
the field of SDS. Here where we live, our chil-
dren are the only two ShwachmanrDiamond
children any of our doctors see. So, experi-
ence in limited and travel is a must.

With gas prices
skyrocketing
this summer,
we still find
that traveling
by car is more
economical for
our family. We
cannot afford five plane tickets and a rental
car. When we calculate the costs involved,
driving always wins for our family. We also
have meals to consider. When driving, we
carry an ice chest packed with food and
snacks. This keeps us from having to purchase
meals on the road. Our old truck has a forty
four gallon tank and we can make it from
North Carolina to Cincinnati on three -
quarters of a tank! This helps us a lot. We do
not have to stop to refuel, and this cuts down
on any purchases at highpriced gas stations
along the way. We stop at rest areas to eat
picnic meals, use the restroom and stretch
before hitting the road once again.

We let the children

pick out a few lunch

items that they do

not eat on a regular

basis at home, too.

This excites them

and makes the trip

lots of fun. They love the Oscar Meyer
Lunchables, but we rarely allow them to eat
those when we are at home. They are not
exactly expensive, but when we are at home,
we try to eat more nutritious meals. Peanut
butter and jelly are easily transportable, too.
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We pack plastic forks and knives to help with
the preparation, as we have found it easier to
keep the jelly jar in the ice chest and make the
sandwiches to order. We also pack more nu-
tritious snacks like raisins and dried fruit,

nuts and cheese sticks. The yogurt tubes are a
great snack that can be

frozen ahead of time

and placed in the ice

chest. Eaten frozen or

thawed, these are al-

ways refreshing!

Tupperware containers of freshly sliced car-
rots and celery in water also make a quick a
nutritious snack for hungry travelers. Get
your children involved in preparing the
snacks you will eat along the way and you will
be surprised how quickly it all comes to-
gether.

Instead of carrying
large jars of condi-
ments, we collect
the extra packets
from various places
along the way. The
mustard, ketchup,

* soy sauce, mayon-
naise and other condiment packets are easily
transportable! | pop them in a Ziploc bag and
voila, we have an instant condiment bar. For
cooking in the hotel, | place a bit of my favor-
ite spices in a Ziploc bag to use once we ar-
rive. | use the new Ziploc containers to carry
items like sugar and even dish soap. These
containers come in all shapes and sizes, mak-
ing it possible to carry just about anything
you can imagine on the trip.

Ronald McDonald
Houses (RMDH)
offer low cost hous-
ing for families. You [if
need to plan in 1
advance and find
out the regulations
for the RMDH at
the hospital. Some hospitals are so busy and
there is a high demand for RMDH rooms, so
families cannot make reservations until they
arrive at the hospital. Some reserve rooms for
transplant patients and those in critical care,
while others have distance limits. Meaning
that you have to live greater than two hours
from the hospital to be eligible for a room.
When my son had his neurosurgery at Duke a
few years ago, we were not eligible to stay in
RMDH because we only live an hour and a
half from the hospital.

We usually find hotels that give hospital dis-
counts to visitors. Most Children's Hospitals

have websites with
information on
lodging and dis-
count availability.
We find it cheaper
in the long run to
pay twenty or ’
thirty dollars more °

foraroomwitha -
full kitchen_than /k
for our family to £
eatout at restau- " NE,
rants during our B
stays. We usually find a Sam's Club near the
hospital and stop to get easy fix meals for
the duration of our stay. When possible, we
try to make it from the hospital to the room
for lunch, too. We have found that asking
helps! We've been given a pass to leave the
hospital for lunch even when our children

still have IVs in place. If you tell the staff in
advance what your lunch plans are and as-
sure them you will return in time for the

next procedure, they usually do not mind.
We certainly cannot do this all the time, of
course, but there have been instances where
we have left long enough to eat lunch in our
hotel room and return. The boys actually
prefer being able to eat in the hotel room! It
also provides a respite from the crazy world
of the hospital.

!l The last tip |

., have to offer is

& packing lots of
shacks! We shop
at Sam's Club
prior to leaving
on any of our
trips. We pack a
picnic basket full of snacks and each morn-
ing when we head out to the hospital, we
grab snacks from the basket and drinks from
the ice chest. We keep them in a backpack
and tote them around the hospital. Some of
the biggest expenses we have had to deal
with are buying snacks and food when the
doctors and clinics are running late. If you
come prepared, this can save you quite a bit
of money! Items that cost two and three
dollars in the vending machine or gift shops
only cost seventy to eighty cents at Sam's
Club.

This is certainly not an exhaustive list of
ways one can cut the cost of traveling to
children's hospitals around the country, but
it will hopefully help you to get started on
your way to great savings.
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