


New Visitor Policy Keeps Patients Safe

As part of CHOP’s ongoing patient safety efforts, there are new
guidelines for anyone visiting Children’s Hospital. There are three
visitation levels: Level 1 (normal), and Levels 2 and 3, which will be
triggered if the level of infection in the Hospital rises.

For Level 1: All visitors to CHOP’s Main Campus will be screened
and asked to leave if they are sick. If you've been sick, please do not
visit the Hospital unless you've been free of symptoms for 48 hours.

Parents with a cough/cold will be asked to wear a mask. All visitors
need to wash their hands when entering and leaving a patient’s
room. Visitors younger than 14 years old will be screened and given
a sticker that allows them to go to common areas (like playrooms).

For Level 2: All children and nonparent/guardian visitors are
restricted to the patient’s room, the cafeteria and the Schlimm
Center for Prayer and Reflection.

For Level 3: Only parents and guardians may come to the Hospital
(no siblings or extended family).

CHOP Prepares for Flu Season

Visit www.chop.edu for more information.

Rest assured that Children’s Hospital has been

F L U preparing for the upcoming flu season with
initiatives to keep all our patients safe.
Most children who get the seasonal flu or the HIN1

(swine) flu do not need to visit the doctor and will get better in three
to five days. Very few children will require emergency care. CHOP
and its Care Network locations will not be testing all children for
HINT1 flu, and they will not routinely give out antiviral medication
or antibiotics. Usually, the virus needs to run its course.

Symptoms for seasonal and HIN1 flu are the same: fever/chills,
body aches, runny or stuffy nose, sore throat, nausea or vomiting, or
diarrhea. You should call your pediatrician only if your child has: an
earache or ear discharge; wheezing; a fever for more than three days,
or fever that goes away then returns; or symptoms that get worse.
Your best defense is to have all members of your family vaccinated,

and remind them to wash their hands frequently and sneeze or
cough into their sleeve or a tissue (then wash their hands again).

If your child is sick, keep her or him home. (See CHOP’s new
visitor policy at left.)

As a precaution, all CHOP employees who work in a patient
building or interact with patients were required to be vaccinated
against the seasonal flu. This is one measure we are taking to
keep our employees healthy and available to care for your child.

Call our Flu Hotline at 1-877-480-CHOP (2467) or visit

www.chop.edu for more flu information.

Strict Rules, Supportive Parents Keep Young Drivers Safer

If parents set clear rules about driving, their teens are half as
likely to crash and far less likely to drink and drive, use a cell
phone or speed, according to a new report from the Young
Driver’s Research Initiative at CHOP. Motor vehicle crashes
remain the No. 1 cause of death among teens in the United States.

But, researchers found, the parents need to talk to their teens in
a supportive way and stress that the rules are for safety reasons
— not because they don't trust the teen. Parents should also pay
attention to where the teen is going, who she will be with, and
when she will be home.

Go to www.chop.edu/youngdrivers to learn more.

New Web Site Helps Families Cope with Serious Injuries
Children’s Hospital has launched a Web resource, AfterThelnjury.

org, to offer parents and caregivers information on how to help
their children better deal with the physical and emotional effects
of an injury.

CHOP pediatricians, psychologists and trauma experts relied
on nearly a decade of research on emotional reactions to injury
in compiling these ideas. Then, they tested their findings on
children and families that had suffered injuries.

Exercise Physiology Expands Facility

A new exercise physiology laboratory opened in August on
the third floor of the Main Building, the latest in a series

of renovations to improve the Cardiac Center. The new lab
includes more space and upgraded technology to provide the
most complete assessment of physical capacity in children and
adolescents with congenital heart disease.
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PEDIATRIC & ADOLESCENT CARE

have a new name to make the connection even
clearer: CHOP Care Network — Pediatric &
Adolescent Care.

While the practice names have changed,

Kids First Is Now CHOP Care Network

Our regional Care Network is here to provide CHOP-
quality pediatric care at convenient, close-to-you locations.

As of July, the 24 Kids First practices throughout the network

our trusted doctors, nurses and other staff
remain the same. So do the services we offer at each location.
Our other CHOP Care Network facilities include Pediatric &
Adolescent Specialty Care Centers and Newborn & Pediatric
Care units within several community hospitals.




By Julia Rae Schlucter

I've never known a life without
cystic fibrosis (CF). I was
diagnosed in the womb; my mom
was pregnant with me when my
older brother received his diagnosis.
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Growing up, I thought it was normal to have cystic fibrosis.
When I was 4, I would turn my doll over my lap and thump
her back, giving her the percussion treatments I received twice
a day to clear my lungs. I thought all kids started and ended
their day with a nebulizer treatment.

When I got a little older, I did realize I wasn’t like all the other
kids. I realized it wasn’t normal to cough the whole bus ride to
school or be absent so many days as I fought a lung infection.

A constant source of strength for me has always been music
and singing. My mom says I sang even before I said my first
words. Singing my heart out would make the sadness I felt
about not being normal go away. But I often wondered
why God would give me a voice to sing with and also give
me a lung disease.

As I have gotten older, I now realize I have a voice so I can
build awareness for this disease that steals a normal childhood
from so many. So with a combined passion for singing and for
finding a cure for CE I founded a nonprofit organization
called Singing at the Top of Your Lungs. My mission is to
take the stage to help find a cure for CF and to empower
teens to reach for their dreams no matter their challenges.

I believe one of the reasons I grew up feeling so “normal” is
because everyone who cared for me at CHOP treated me that
way. The doctors, nurses, social workers and child life specialists
— even the housekeeper who came into my room with a
smile on her face every morning when I was hospitalized at
the age of 6 — helped me believe in myself so that I could
not just cope with a chronic disease but thrive in spite of it.

For me, managing my illness so I can live as normal a life as
possible has always been about working with the members
of my healthcare team and making sure they understand my
dreams and my realities.

One person [ rely on to keep singing with a lung disease is
Karen Zur, M.D., my ENT specialist. She’s a silver level
international ballroom dancer and, formerly, a semiprofessional
ballet dancer, so she understands and supports my desire to
perform to the best of my ability.

The Patient’s Perspective
Singing at the Top of My Lungs Despite Having CF

In the spring of 2008, I was invited to sing the national
anthem for the Philadelphia Phillies. Of course, with the
worst possible timing, my CF flared. Dr. Zur prescribed
medicines that quickly brought my infection under control
and then she worked with me to develop a daily regime so
that I could sing the next week. But just as important, her
sensitivity to how important this was to me gave me such a
sense of confidence that I was able to overcome this setback
and still perform.

In 2008, I competed in the teen-sister program of Miss
America and was named Miss Pennsylvania’s Outstanding
Teen. This past year was full of performances and
appearances: school assemblies, corporate events,
community gatherings and sharing Singing at the Top of
Your Lungs with donors and families affected by illness.

With Singing at the Top of Your Lungs I don’t want to
gloss over the struggles I or any other teen with a chronic
illness faces. I wish with all my heart I didnt have CE.
But since I can't change that, I want to use my voice to
raise money that will allow other kids facing challenges a
chance to live their dreams. You can learn more about it
at www.singingatthetopofyourlungs.com.
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Partners for Excellence

Ideas from Families for Families to Support Healthcare Partnerships

CHOP Shares Its Family-centered Care History, Future

In August, healthcare providers, patients and families met in
Philadelphia for the Fourth International Conference on Patient-
and Family-Centered Care. Attendees came from hospitals
across the United States, Canada, Europe and the Pacific Rim.
Topics ranged from enhancing family-centered care in the NICU

to partnering with the elderly to maintain healthy independence.

As one of the hosts of the three-day conference, Children’s Hospital
was represented by 40 family members, patients and staff. To
set the tone, Juliette Schlucter, a parent leader at CHOP and a
founding member of our Family Advisory Council (FAC), gave
the opening presentation. She shared the story of the growth of
patient- and family-centered care at CHOD, highlighting
improvements such as parent beds in patient rooms, family
involvement in bedside rounds and the establishment of the
Connelly Resource Center for Families. She encouraged listeners
to continue to build strong family-provider partnerships as the

foundation to providing high-quality healthcare.

“It was wonderful we were able to share many of our programs
that promote family-centered care,” says Michele Lloyd, senior
vice president for family services at CHOP. “We learned from
other presenters, too, which will help us to keep improving and
moving toward even deeper partnerships between healthcare
providers and patients and their families.”

CHOP leaders and staff presented information on:

* CHOP’s training program for staff, Partners for Excellence,
which identifies words and behaviors that reflect the core
principles of family-centered care. Engaging in these best-
practice behaviors enhances partnerships between healthcare
providers and those receiving the care and their families.

The Editorial Board of CHOP Family News includes family
members and staff of The Children’s Hospital of Philadelphia.
Comments and suggestions are welcome and should be
submitted to Paula Finestone at finestonep@email.chop.edu.

Receive Family News by e-mail.
Go to www.chop.edu/newsletters.
After registering, select “"Family News.”

The Promise of Partnership

Family-centered Care

* transitioning from pediatric care to adult healthcare services.
As pediatric patients become adults, their complex medical
needs may change but still merit high-quality care. Supporting
young adults as they take on the responsibility for their medical
care, while learning to partner with healthcare providers in the
adult world, helps them maintain a healthy lifestyle.

* care coordination resources for families, including how a care
coordinator can help families learn effective ways to navigate
their child’s complex medical needs; how using care binders
enables families to track their child’s medical information; and
how families can access help with complex scheduling as well
as a database of support resources.

e the use of interpreter services to improve communication with
families in the Harriet and Ronald Lassin Newborn/Infant
Intensive Care Unit.

¢ the benefits of psychosocial support in end-of-life care.

e the Multdidisciplinary Cancer Survivorship Clinic and its
comprehensive approach to follow-up care for cancer survivors.

* patient- and family-centered care in the surgical setting.

A special thank you to CHOP family members who volunteered
their time to give tours of the Hospital, register conference
attendees and introduce speakers.

“I'm at CHOP so often that sometimes I forget how lucky we
are to have a place that cares so much about the entire family’s
experience,” says parent Amy Kratchman, an FAC member who
led tours of CHOP. “The incredible response from people on
the tour reminded me. Everyone was so impressed with what
they saw.”
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Hope lives here.

Founded in 1855, The Children’s Hospital of Philadelphia is the
birthplace of pediatric medicine in America. Throughout its
history, a passionate spirit of innovation has driven this renowned
institution to pursue scientific discovery, establish the highest
standards of patient care and train future leaders in pediatrics.
For a century and a half, Children’s Hospital has served as a
haven of hope for children and families worldwide.
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