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Finding Useful Children’s Health Information

Prentice Beckett, M.L.S., CHOP's family librarian, gives you the info
you need to find the info you need.

In the last article for this newsletter, we discussed practical ways
to evaluate consumer health Web sites. Those simple rules can
be applied to any Web site. However, to find pediatric health
information, it’s best to start with a reputable consumer resource
with which you are familiar. There is a wealth of information at
the Hospital’s Web site, www.chop.edu. When you visit our site,
you immediately have a couple of choices. If you want to search
for information right away, locate the CHOP search box and
type in the keyword or subject that best describes what you are
looking for to begin your search.

You can also click the “Health and Medical Information” link
found at the top of our homepage. From here you will be taken
to the Health and Wellness Center, which is a wonderful
resource for parents. The Wellness Center contains information
on a range of children’s health topics: from raising safe and
healthy children, to parenting, to chronic medical conditions.
Once this section comes up, you will have five major areas from
which to choose. These include: Caring for Common Childhood
Conditions, Common Emergencies, Parenting, Safety and
Vaccine Education.

In Caring for Common Childhood Conditions, you will learn
how to treat some common conditions at home and find out
when you should contact your child’s doctor. Here you will find
information on everything from colic to strep throat.

The second section, Common Emergencies, shows that every
emergency may not need a doctor’s attention; some common
problems can be treated at home. This link also can guide you
as to when it is important to take your child to the doctor.
The Common Emergencies link will help you handle everyday
emergencies that arise, such as animal bites and vomiting.

The third section, Parenting, provides information to parents on
topics such as using antibacterial soap to basic information about your
growing and developing child.

The Safety link recognizes that you can't always stop your children
from getting bumps and bruises. However, you can reduce the
chances that they’ll be seriously injured by taking safety precautions
such as always buckling up in motor vehicles. To find out more
about what you can do to help keep your children safe, check out
the topics in this section.

In the Vaccine Education section, you'll find complete, up-to-date
and reliable information about vaccines for parents and healthcare
professionals. Here, CHOP’s Vaccine Education Center provides videos
and information on every vaccine. The resources explain how vaccines
work, how they are made, who recommends vaccines, when they
should be given, if they are still necessary, and most importantly,

if they are safe.

So, if you are looking for reputable pediatric health information,
make your first stop www.chop.edu and click on “Health and
Medical Information.”



Surviving the Waiting
Room

CHOP Mom Beth Lohne shares her tips.

Have you ever spent what seems like
hours in a doctor’s waiting room with an
uncooperative toddler? The wait can be
exhausting and stressful when you have
an active little one. Here are some tips to
help smooth those stressful times:

< Write out a list of questions for the
doctor.

« Consider role-playing with your child
so they will know what to expect.

« Consider borrowing books from the
library about doctor visits.

« Allow extra time for traffic and parking
delays.

 Bring along a special toy.

« Come prepared with diapers, snacks
and drinks.

 Bring a change of clothes for that
unexpected accident!

« Whenever feasible, bring along another
adult to help occupy your child while
you speak with the doctor.

« Request a copy of the doctor’s report,
for the moments in the conversation
when you are distracted by your child.

A toddler’s behavior can be as unpredictable

as your waiting time. Try to be patient!

Your child’s behavior may feed off of your

anxiety. Plan the appointment for the

child’s best time of day rather than what is
more convenient for your schedule. Try to
avoid scheduling during nap time and
meal times as this will only aggravate the
situation.

Try to be creative with your time. Consider
using the environment to create a new
game. Waiting rooms are filled with fun
colors and pictures and can be a great
place to play “I spy.”

Our family’s best survival tip: for my son's
second birthday, | requested gift cards
rather than toys. | watched for sales and
was able to purchase a portable DVD
player for $88. It has been a lifesaver for
those long appointments and also for
inpatient stays. And remember, when all
else fails, bribing them with McDonald'’s
always helps!

The Parent’s Perspective

by Stephanie Rosati

Twelve years ago when | found out | was pregnant, | was filled
with the abundant feelings of a first-time mom.

That excitement, joy and anticipation abruptly turned to
devastation several months later when | learned that my baby
would be born with Down syndrome. Along with a million
other emotions, | remember the distinct fear of the road ahead.
1 asked God desperately, “Would | be able to be the loving
mother this child needs?”

On Sept. 6, 1993, God answered all those questions for me.

As | am sure other parents can identify, the love you have for
your child is not a choice, it is a gift. And what | have learned
is that if you are willing to receive that gift, it really is the only
gift that keeps on giving.

My first gift is named John.

After he was born, John had a challenging stay at The Children’s
Hospital of Philadelphia. He needed surgery within his first few

days of life to repair a bowel blockage. John's surgery could not
be completed during the first attempt. In fact, as he had developed

-
John Rosati
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meningitis during birth, the surgery was nearly fatal. A few days
later, however, a second surgery proved successful.

The next two months had many ups and downs as John struggled.
He needed a feeding tube to provide nutrition while he tried to
learn how to eat, breathe and swallow — gaining an ounce was
nothing we took for granted. He fought many infections. People



Strokes Affect Kids, Too.

Many people associate stroke with the
elderly, but the fact is strokes affect children,
too. In fact, each year, hundreds of
children suffer strokes. As May was
National Stroke Awareness Month, we
thought we'd share some of the signs and
symptoms of strokes.

Signs and symptoms in newborns and
infants include the sudden appearance of:
seizures, extreme sleepiness and a tendency
to use only one side of the body.

problems speaking or understanding
language, including slurred speech,
trouble trying to speak, inability to
speak at all, or difficulty in understanding
simple directions; severe headache,
especially with vomiting, sleepiness or
double vision; trouble seeing clearly in
one or both eyes; severe dizziness or
unsteadiness that may lead to losing
balance or falling; new appearance of
seizures, especially affecting one side
of the body and followed by paralysis
on the side of the seizure activity.

If these symptoms occurs

« Dial 911 or go to your nearest hospital
Emergency Department.

< Have your child lie flat.

« Don't give your child anything to eat or
drink.

« Suggest that your local medical professional
contact the CHOP Pediatric Stroke Program
for consultation. They may contact the
CHORP operator at 215-590-1000 and ask
that the Stroke Team be paged.

In children and teenagers, the most

common signs and symptoms include the
sudden appearance of: weakness of the
face, arm or leg, usually on one side of the
body; trouble walking due to weakness or
trouble moving one side of the body;

Visit

www.chop.edu/stroke

for more information.

say there are no classes to learn how to care for a baby, but I felt
that is exactly what | had during this time. | was a first-time
mom and scared to death, but CHOP’s nurses, with their
infinite knowledge, compassion and patience, taught me how
to be John's mom. They are priceless to me.

As | adjusted to this unexpected illness during the next four
years, “patiently” waiting for John to grow and getting used

to sudden trips to CHOP at all hours of the day and night,
Children’s Hospital became our home away from home. Today,
John is a teenager and has grown to be an independent, bright,
social, extremely lovable and funny young man.

When John was 5, life was starting to become “normal.” Then,
God blessed our family with another child. On Feb. 2, 1999,
Groundhog Day (we were in for a long winter), Sara arrived. After
receiving normal test results, | assumed she would be a typical
baby. However, not only was Sara born with Down syndrome
and the same intestinal blockage as John, but she also lacked an
airway, among a host of other medical issues. Within hours of
her birth, CHOP transported Sara to Philly for the first time.

Three days later, | was released from the hospital in Trenton,
N.J. When | arrived at CHOP, the Newborn/Infant Intensive
Care Unit staff was there to greet me. Once again, they made
what seemed to be an unbearable burden easier to bear. During
Sara's six-month stay, doctors performed numerous surgeries to
create her airway. She was on and off life support.

One night as | stood at Sara's crib watching her struggling to
breathe and praying that the Lord would somehow make sense
of all this for me, | had what | call a spiritual awakening. At that
moment, with the hand of one of her nurses on my shoulder, |
knew Saras life had purpose. From that day forward, | knew as
long as Sara could smile for me at least once each day, we could
keep on going.

After her first lengthy and difficult stay at CHOP, the following
years were filled with more stays in Philly then I care to remember.
Today, Sara continues to have chronic respiratory and intestinal
illnesses, and still needs a J-tube (a feeding tube that is inserted in
her small intestines) that provides her with nutrition for 17 hours
a day. In addition, she has been diagnosed with inflammatory bowel
disease and an immune deficiency that requires weekly infusions.
Without the support of the nurses in Day Medicine, | am not sure
1 would have survived the transition from in-hospital treatments
administered by the nurse to home infusions, which I give.

Today, after 10 airway surgeries thus far, and at least 10 other
surgeries — I've lost count, but | do know we are members of
CHOPs frequent flyers club — | am happy to report Sara is still
breathing on her own. She is 8 and doing exceptionally well in
spite of many obstacles. She is strong and smart, sassy and sweet,
and like her brother, extremely funny.



Patient Voices Matter.
CHOP implements new outlets for feedback.

The Children’s Hospital of Philadelphia
has made some changes to the way we
handle patient family feedback, including
both compliments and concerns.

Now, every reception area or area where
family services are offered across CHOP’s
network provides postage-paid comment
cards. Families may use the cards to
compliment a staff member or voice a
concern about clinical care or service.
You can mail the cards back to the
Hospital. The cards then will be routed
to department, unit or clinic leadership.

If you prefer to submit the form on-site,

Welcome Center in the
Richard D. Wood
Pediatric Ambulatory
Care Center; the
Connelly Resource
Center for Families in
the Main Building; and
reception areas in
Oncology and the
Cardiac Center.

CHOP is also introducing
a Patient Relations Office
to provide help in those
rare instances when problems can't

be resolved at the local level. Until

the office is officially opened, a number
of persons are serving as Patient
Relations contacts. They can be

o F

Look for this image oh comment boxes around CHOP.

comment bo>§es are avgilable in the_ Auto reached at 267-426-6983.
Dealers CARing for Kids Foundation

Many CHOP specialists care for John and Sara. It would probably be
hard to pass by an inpatient or outpatient floor that we have not visited
and called home. After being part of Children’s Hospital’s system for
more than 13 years, | can tell you that the staff’s expertise and amazing
care have allowed John and Sara to continue to grow into the healthy
children parents dreams of.

Nevertheless, in times of crisis, all | need to do is to walk through the
doors of CHOP’s Emergency Department to breathe normally again.
There is peace in knowing that those who are there to meet and care for
us — from the child life specialist who may show your children how an
1V is inserted to help calm their fears, to the surgeon, wearing a
SpongeBob cap or Mickey Mouse scrubs, who will have your child
during some of the most vulnerable moments — really understand the
needs and challenges of our daily lives.

| have heard it said many times, “Children are not small adults.” | have
learned this is true. | feel fortunate to live so close to Philadelphia (and
not just for the cheesesteaks). | have and will always say that if it wasn't
for the extraordinary talent and quality pediatric healthcare of CHOP
docs and staff, I would not have my children today. For that I am forever
grateful. John and Sara truly are two of God's greatest miracles.

Sometimes hearing the perspectives of other CHOP families can make coping
with the Hospital experience easier. If you would like to share your story
with other families through CHOP Family News, please contact Jennifer
Loftus at loftus@email.chop.edu.
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These changes have been made to
ensure that you can communicate
with us about any issue, good or bad,
and that we can use your feedback to
continually learn and improve.

We look forward to hearing from you!

Have You Heard?
New pharmacy process in place.

CHOP has worked out a process to
help you get your child's prescriptions
before being discharged from the
Hospital. Simply ask your healthcare
provider to place completed prescriptions
into the pink pharmacy envelopes
found on each unit. They can quickly
send them to the pharmacy on the first
floor of the Hospital’s Main Building
for processing. If problems arise with
the prescription or your insurance
coverage, the pharmacy can notify you
in your Hospital room or contact the
ordering physician. Otherwise, your
prescriptions will be ready for you to
pick up when the remainder of your
discharge instructions are processed.

Please ask your provider to complete
this process as soon as you know about
your discharge. It can take anywhere
from four to six hours, depending

on the medication and insurance
requirements, for the pharmacy to
process requests.








