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Christiane Osowiecki sits on the 
couch in her daughter Gabrielle’s 
room in Seashore House at 
The Children’s Hospital of 
Philadelphia. Behind her on the 
window sill is a black, zippered 
binder — Osowiecki’s new tool for 
managing her daughter’s care.

“I can’t wait to get discharged so I can 
show our Care Binder to all of our 
doctors,” Osowiecki says. 

There are a lot of those. Gabrielle, 
now 12, received a kidney transplant 
at 18 months and a liver transplant at 
10 years of age, both at CHOP. She also has Joubert 
Syndrome, a rare genetic disorder that causes problems with 
her heart, movement, breathing and vision. All told, she’s 
had consultations with 15 different care teams. She sees 
occupational, physical, art and music therapists. She’s had 
hundreds, if not thousands, of tests over the years. 

Gabrielle’s regular appointments and frequent stays at CHOP 
generated enough paperwork to fi ll two, six-drawer fi le cabinets, 
Osowiecki says. Even though she was organized, she was 
drowning in documents. 

Care Coordination Counselor Michele Lizzi, R.N., B.S.N., had 
seen families like the Osowieckis, of Jackson, N.J., struggle with 
this issue, and, with Symme Trachtenberg, M.S.W., director of 
Community Education, developed a way to help.

Lizzi and Trachtenberg gathered input from families and many 
CHOP departments and created Care Binders, special loose-leaf 
binders that help families like yours organize the avalanche of 
documents in a meaningful way.

Care Binders Make Life a Little Less Chaotic

We understand that you’ve got a lot on your mind — including your child’s 
health. That’s one reason parents like to have a list of reminders handy when 
they talk to their child’s doctor about one thing or another during a visit.

To help make appointments as easy as possible, the families on our Family 
Advisory Council have created a check list you can use as you get ready for a 
visit and take with you to the appointment — whether it’s a well-child visit 
with your pediatrician, a consult with a specialist or a meeting with your 
child’s healthcare team. Doctors and nurses at the Hospital think these note 
pads are a great idea, too.

As you can see from the sample, there is space for you to write the 
appointment time, date and who your child will be seeing.

At the bottom is a list of items parents told us they typically want to 
make sure they talk to their care provider about. We put it there to jog 
your memory. Of course, you will want to make note of any other issues 
you want to discuss.

It’s also helpful to collect supporting materials — such as lab results, 
insurance forms, paperwork from other doctors (especially those outside 
the CHOP system) — so you’ll have everything together and organized 
when you arrive.

Few things are more frustrating than to be driving home and then remember 
a specifi c issue you wanted to discuss. Hopefully, these reminder sheets will 
help. Pads of the reminder sheets are available through out the Children’s 
Hospital network: at the Main Hospital, Seashore House, Wood Center, 
Specialty Care Centers, Primary Care Centers and Kids First practices.

Partners for Excellence

Ideas from Families for Families to Support Healthcare Partnerships

continued on next page

Better Than a String Around Your Finger
Use this handy tool to make doctor visits as productive as possible.

The binders organize information under 
sections such as: 
• medical — discharge instructions, 
 medication logs, appointment logs, 
 immunization records, visit summaries,  
 test results, etc. 
• family — family contact information 
 and family health history 
• education/therapies/community 
 resources — plans for early intervention;  
 speech, occupational and physical   
 therapy; individualized education 
 programs (special education); and 
 community resources 

• daily routines — daily care schedules, personal hygiene, social 
experience, behavior management and child care providers 

• insurance, legal and fi nancial — insurance/fi nancial information, 
life planning checklist, wills and estate plans, trusts 

Lizzi worked with Osowiecki one-on-one to get started — 
prioritizing and culling the essential information for Gabrielle’s 
binder. 

Beyond the basics, every binder is personalized for each child. 
Gabrielle’s Care Binder includes an agreed-upon plan of action 
for when she gets an infection. “Now if her temperature hits 38 
(degrees Celsius), they know what has worked for her in the past,” 
Osowiecki says.  

Another example is 3-year-old Cooper Olschewski. He hasn’t 
had any overnight stays at CHOP, but his mother, Kelley Carr-
Olschewski, still values his binder for helping her organize 
information from his several outpatient surgeries, regular Kids 
First pediatrician, multiple specialists and different therapists at 
the Hospital, and to keep track of his medications. 

Greg, 15, died during his fi rst varsity basketball game. 
Louis, 15, died playing soccer. Nicole, 14, collapsed at the 
swimming pool and survived. Julia, 14, felt dizzy playing 
basketball but now is active and healthy.

All these children had undiagnosed heart conditions. Nicole 
is alive because there was an automated external defi brillator 
at her swim club and her heart was shocked back into a 
normal rhythm. Because of the dizziness, Julia was tested 
and found to have a heart condition that can lead to 
sudden cardiac arrest. Her two brothers and mother were 
also diagnosed with long QT syndrome, which often 
runs in families. All were put on medicine to regulate the 
heartbeat and taught how to modify — not eliminate 
— activity to protect their hearts. Julia is a fourth-grade 
teacher who works out regularly. One brother, Corry, is the 
place kicker for his college football team; the other, Jim, 
jogs before work and bikes on the weekends.

At The Children’s Hospital of Philadelphia, cardiologist 
Victoria L. Vetter, M.D., works every day to prevent sudden 
cardiac death. She founded Youth Heart Watch to raise 
awareness of the risks of undiagnosed heart conditions and 
help schools obtain the life-saving devices called automated 
external defi brillators (AEDs).

Vetter encourages parents to listen if their children complain 
of dizziness, fainting, shortness of breath, a funny feeling 
about their heart beat or a pressing pain in the chest. 
If your child has any of these symptoms, see your doctor 
and discuss whether your child needs to be evaluated for 
a heart problem. 

Once diagnosed, most heart conditions can be controlled 
with medication and changes in physical activity. 

Raising awareness 
About half of children and youth who suffer sudden cardiac 
arrest — when the heart begins to quiver and can’t pump 
blood effectively — have symptoms. But for the rest, there 
is no warning.

That is why another goal of Youth Heart Watch is to helps 
schools get AEDs.

After a child collapses, there are just minutes to act to save 
the child’s life. Often there isn’t time to wait for paramedics 
to arrive. Cardiopulmonary resuscitation (CPR) and AEDs 
(computerized devices that can restore a “fi brillating” 
heart to normal rhythm), can increase survival rates by as 
much as  four times, according to research. Without AEDs, 
few survive.

Youth Heart Watch has provided support to more than160 
schools, by helping:
• those without AEDs in raising funds (an AED can cost  
 $1,200-$1,500) and awareness
• those with AEDs improve their training including 
 teaching staff how to do CPR and use an AED 

Youth Heart Watch helps schools develop their own ongoing 
programs to assure that CPR and AED skills are refreshed, 
that the AED is in the best location and to help stage mock 
drills so key people are comfortable using the device.

Does your child’s school have AEDs and staff trained to 
use them?

Too many times a community will request screenings and 
buy an AED only after it loses a child sudden cardiac arrest. 
“The screenings should come before the tragedies, not 
after,” Vetter says. “I believe every school should have an 
AED. When a child collapses, every second counts.”

Protecting Your Child
How do I know if my child is at risk for sudden cardiac arrest?
Many heart conditions are genetic (passed down through 
families). Your child is at increased risk if either parent has 
a family history of: 
• known heart abnormalities
• unexplained death before age 50
• sudden infant death syndrome (SIDS)
• unexplained fainting and seizures

Are there warning signs?
Sometimes sudden cardiac arrest strikes with no warning. 
However, children might have symptoms they don’t 
recognize as dangerous, including:
• feeling dizzy or lightheaded
• feeling that the heartbeat is abnormal (racing or skipping 

beats)
• fainting, especially during or immediately after exercise
• feeling very tired or out of breath
• chest pain or discomfort, especially during exercise

What should I do if my child has these symptoms or my family 
has risk factors?
If your child faints or has other symptoms, or your family 
has risk factors, visit your pediatrician as soon as possible. 
Explain your concerns. Ask for a referral to a pediatric 
cardiologist, who will assess your child’s heart using tests 
such as an electrocardiogram and possibly, an echocardiogram 
or continuous 24-hour ECG (or Holter) monitor.

Could Your Child’s Heart Stop?

Gabrielle and Christiane Osowiecki check out their 
Care Binder.
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Zakki and kids like him are surviving, and it is exciting. We are 
blazing trails and frontiers with our kids, and even if it sometimes 
feels like the wild, wild West, it is a remarkable time for these 
kids to be in this world. I have found grace and contentment 
on my path in life, through caring for Zakki, which has been 
a remarkably spiritual experience. But I could not have done it 
without encouragement from special people — our heroes — 
and their magical ability to heal body, mind and spirit. Their 
talent and gift to kids like Zakki is monumental.

Zakki has received care in many pediatric hospitals across the 
country, but the one thing that has touched me repeatedly over 
the last decade is how the culture and philosophy at CHOP 
have evolved to make families full partners in their children’s 
care. It spread from individual doctors overfl owing with loving 
kindness, excitement and optimism for our kids to a way of 
thinking and acting across the Hospital. 

I used to wonder if you could tell which families had these VIP 
members (special, medically fragile kids) but then I realized, it is 
those of us who are happy and bubbling with joy for one more 
day, week, month, year. I think this is what makes our VIP kids 
warriors in surviving. We let them know they are accepted and 
it is OK to be unique and special. Other families learn from our 
response to our children’s illnesses, whatever they are, and our 

We call CHOP our second home, the happy-to-be-here hospital. 
We call it that because each professional considers it part of his or 
her job to develop a special relationship with Zakki. The sense of 
relief I feel — and Zakki feels — when his doctors are at his side 
is a testament to how special they are. They have each individually 
woven a tapestry of trust with Zakki, and with me. 

We have learned the importance of a positive climate. In the midst of 
struggle, Zakki continues to teach many of us to become more and 
more peaceful. His courage and zest for life renew hope. Zakki 
continues to add watches to his collection. When I recently asked 
him why, he simply said: “I’m buying time.” Experiencing the deep 
unbridled love that goes with parenting a medically special child, it 
makes me pause to refl ect and pray that time is on Zakki’s side. With 
miracles and magic we will keep spinning weeks into years of living, 
loving and laughing, Zakki-style. 

Most importantly, we proudly lead the way for other families that have 
to “go beyond the veil” with their own children. It is my hope that 
for generations to come, CHOP will be the happy-to-be-here hospital. 

I challenge families, doctors and staff to always keep the culture at 
CHOP that a few special people brought through its doors. I challenge 
you to embrace the revolution of family-centered care. Invest your 
time and energy into being vibrant and passionate, willing and 
dedicated, courageous, excited and — most of all — positive. 

 The Parent’s Perspective
By Stephanie Blatt

I am going to take you to a place I call “beyond the veil” of 
critical and complex medical care, where deep unbridled love 
and joy exist with an intensity few know. 

Going beyond the veil refers to our journey. We also call this 
place the inner circle.

For those of us who are frequent fl yers at The Children’s 
Hospital of Philadelphia, it is a joining of kindred souls — 
parents who have learned how fragile and precious each 
and every day really is. We laugh louder, and cry harder; 
we celebrate the smallest of miracles each and every day.

I am Zakki’s mom. Zakki is 14. He was born with a congenital 
heart defect. It has been the other medical problems, secondary 
to his original heart defect, that have made treatment prolonged 
and diffi cult. Many of his doctors refer to him as an enigma. 
His life is productive, happy and an inspiration to others. 
He has developed a deep will to live. There is an intensity 
about him that is unusual. It is reassuring to me, and to his 
team of heroes, his doctors, that he is so happy to be alive — 
just experiencing every day and living in the moment. 

Buying Time in the Happy-to-be-Here Hospital

continued from cover

Request a binder from a staff member.
• Nurses and social workers, particularly 

those in multidisciplinary clinics and 
Kids First practices, have been trained 
to assist you. 

• Other staff will contact project leaders 
Michele Lizzi or Symme Trachtenberg. 
They will arrange to meet with you 
one-on-one at an offi ce visit or during 
an inpatient stay.

Look for signs in the Wood Welcome 
Center and the Connelly Resource Center 
(eighth fl oor of Main Hospital) for notice 
of Care Binder workshops. You can pick 
up a binder and learn the best way to use 
it at the workshops.

Workshops are planned for Specialty Care 
and Primary Care sites this winter. Check 
with your local offi ce for information.

CHOP Earns Sixth Straight No. 1 Ranking 
from U.S.News & World Report
You know you’ve brought your child to the right place, and 
now your decision is confi rmed. For the sixth consecutive 
year, U.S.News & World Report ranked The Children’s 
Hospital of Philadelphia as the No.1 hospital in the nation 
for children. CHOP achieved the highest possible score in 
“patient and family services,” a tribute to the Hospital’s focus 
on family-centered care.

For the fi rst time, the magazine also ranked six specialty areas. 
CHOP was ranked fi rst in cancer, neonatal care and respiratory 
disorders, second in heart/heart surgery and digestive disorders, 
and third in neurology/neurosurgery.

Cardiology Consolidates for Family Convenience
It’s more convenient than ever to access CHOP’s Cardiology 
services. All outpatient services and registration have moved 
to 3 Northeast in the Main Hospital in. Go to 3 NE for:
• Cardiac Intake Center and Heart Station 
• Cardiology Outpatient Clinic 
• Registration for Cardiology pre-admission testing, stress/

exercise lab, Heart Station (EKG), outpatient clinic, 
echocardiography (echo) lab and blood drawing lab

If you have questions, please call 215-590-4051.

CHOP Named CdLS Center of Excellence
Children’s Hospital was one of three hospitals across the country 
named Cornelia de Lange Syndrome (CdLS) Centers of 
Excellence by the CdLS Foundation. The designation recognizes 
demonstrated excellence and outstanding achievement in 
research and/or clinical work related to CdLS.

The work done by primary investigators Ian Krantz, M.D., 
Matthew Deardorff, M.D., Ph.D., and Laird Jackson, M.D., 
has changed the landscape of what we know about, and how 
we manage, CdLS. It also brings new hope to families and 
caretakers of individuals who are affected by this often- 
misdiagnosed syndrome. 

How to Access the 11th and 12th Floors
If you have a meeting scheduled for the 11th or 12th fl oors in 
the Main Building, it’s a little tricky fi nding your way because 
you can’t access the proper elevators from the fi rst fl oor.

Until January, you will need to walk up or take the main elevators 
to the second fl oor, and head back to the northeast corner of the 
building. You should then use the West Tower elevators. The 
11th fl oor is home to offi ces of the Division of Endocrinology, 
Division of Adolescent Medicine and 11th fl oor conference 
rooms A and B. On the 12th fl oor, you will fi nd the offi ces for 
the Division of Cardiothoracic Surgery, Division of Cardiothoracic 
Anesthesiology and Division of General Pediatrics. 

Electronic Medical Records Moving 
Into More Specialty Care Divisions
More and more subspecialists at CHOP are beginning to use 
an Electronic Medical Record (EMR) to provide you and your 
child with the best healthcare experience possible. The EMR 
helps improve care through the sharing of information between 
various members of your child’s healthcare team and you. 
We hope you will come to quickly experience the advantages 
an EMR plays in your child’s care. 

So far, the divisions of Adolescent Medicine, Allergy and 
Immunology, Audiology, Dermatology, General Surgery, 
Neurology, Otolaryngology (ENT), Rheumatology and 
Urology are up and running on the electronic records system. 
Gastroenterology is scheduled to “go live” before the end of the 
year. By the end of 2010, the goal is to have the entire CHOP 
network and all of the Main Hospital on the system.

Each time a division is added, you may experience slight delays 
in getting appointments, while registering and during visits. It 
takes our staff a little time to get used to the new way of doing 
things. Thank you for your patience during each roll-out.

The end result will be worth it. As you may have already 
experienced, once your child’s data is in the system, your doctors 
and nurses can quickly see when they had their last visits, what 
they’ve been treated for and what medicines they take. The goal 
is improved care for your child through sharing of information 
between you and those on your child’s healthcare team.

Research News You Can Use

Ongoing Proof Kids Are Safer in Car Seats

The evidence backs up what you know: Children properly 
restrained in car seats and boosters fare much better in the 
scary event of a car accident. 

CHOP’s Center for Injury Research and Prevention, which 
tracked a decade’s worth of data on how children ages 0-15 fare 
in car crashes, has issued its 2008 Fact and Trend Report. It is 
available from www.chop.edu/carseat under the “Education and 
Advocacy Materials” tab. (Click on “Libraries 
of Education Materials” and scroll down to New Reports.)

Parents are complying with child-restraint laws. In the last 
decade, booster seat use among 4- and 5-years-olds increased to 
88 percent from 30 percent, and among 6-, 7- and 8-year-olds, 
from just 2 percent in 1999 to 43 percent in 2007. Booster seat 
use reduces the risk of injury in a crash by 59 percent.

Two CHOP Research Teams Find Clues to Childhood Obesity

Researchers at The Children’s Hospital of Philadelphia are 
attacking the childhood obesity epidemic on several fronts. 
Two new developments shed light on the complex issue that 
has led to a doubling of the number of obese children and 
adolescents in the last 30 years.

A team of genomics researchers from the Center for Applied 
Genomics discovered more information about DNA that may 
be helpful in identifying a specifi c gene’s role in obesity in 
various human populations worldwide.

Another team of CHOP researchers found that children of 
mothers who gain more than the recommended amount of 
weight during pregnancy are 48 percent more likely to be 
overweight at age 7 than children whose mothers stayed within 
the recommended weight gain. 

Breakthroughs in Fighting Neuroblastoma

Children’s Hospital scientists have recently identifi ed several 
genes that contribute to the development of neuroblastoma, 
one of the most deadly childhood cancers. The fi ndings help 
researchers better understand what causes this disease and may 
be key in developing new treatments.

The breakthroughs came, in part, because CHOP’s Center for 
Childhood Cancer Research and Center for Applied Genomics 
has been collecting genetic samples over many years from families. 
One project uncovered the gene responsible for inherited 
neuroblastoma; another project is comparing 5,000 neuroblastoma 
cases to 10,000 healthy children to determine genetic differences; 
and a third project identifi ed a gene that appears to make some 
neuroblastomas more aggressive than others.

These discoveries will help clinicians tailor the treatment 
intensity to the individual patient, minimizing both 
overtreatment and undertreatment and leading to better 
outcomes.

Without the cooperation of families, this research would not 
have been possible.

kids learn from us, too. But we also learn how to respond to 
our kids from the medical staff. Their positive attitude toward 
our children empowers us.

I was taught early on to be proud of being Zakki’s mom. I am 
grateful that he had special doctors who were passionate about 
saving his life, which is one continuous miracle. Without them, 
I might not be the mom I am. Each of them empowered me to 
learn about Zakki’s medical conditions so I could collaborate 
with them in decision making. Each allowed me to become the 
expert in Zakki early on. Each respected me for being a mother 
bear and respected Zakki for being himself. 

Over the years, each of Zakki’s doctors has taken the captain’s 
spot and steered Zakki’s ailing body to safety. Each time, they 
did not just heal his body, they also took the time, had the 
patience, strength and determination, to help Zakki heal his 
mind and spirit also. I know in the years to come there will 
be many more times when care providers will ride the waves 
with him, with us. Zakki’s heroes are from cardiology, cardiac 
intervention, cardiac anesthesia, cardiac rehab, pulmonary, 
the emergency room, gastroenterology, neurology, orthopaedics, 
endocrine, immunology and radiology, and the Seashore House 
and day hospital. 

1

2

3

How You Can Get 
a Care Binder

Communication about the binders has gone out to doctors across the Hospital and 
CHOP network, so they know what to expect when you bring one in and under-
stand how to use them most effectively. “When I walk into an appointment, I hand 
the binder to them. They recognize it and take it from there,” Carr-Olschewski says. 
“They can see the tests he’s had, see the most up-to-date list of meds he’s taking. 
I don’t have to remember everything, and that’s a huge relief.”

Sponsored by the Department of Pediatrics as part of its Chair’s Initiatives, a six-
month pilot program introducing the Care Binders to 100 families ended in August. 
Feedback from parents led to some refi nements and also confi rmed that the binders 
can lighten parents’ loads. 

“When a child has complex medical issues, this can be a real lifesaver for parents, 
who worry about remembering so many details of their child’s care,” Lizzi says. 
“It’s especially helpful for families with primary care outside the CHOP network 
or for when their child visits another hospital.”

Families in the pilot found the binders serve an additional purpose, Trachtenberg 
says. “They become a tool for self advocacy. When all the information is organized 
and in one place, it’s easier for families to see the gaps,” she says. “They’re able to 
improve their communication with their healthcare providers, which improves the 
critical parent-professional partnership.”

“What’s really awesome about the binder is that it came with support,” Osowiecki 
says. “Michele helped me put it together. It’s priceless.” 

News and Moves Around

Food Fun Facts
Food service delivers an average of:
• 257 patient meal trays per day
• 120 guest trays for parents per day
• 18 meals for mothers who are breast-feeding their 

babies
• 2,917 ounces of specialty formula per day, prepared 

according to 75 to 100 different recipes
• 96.2 oz. of donor breast milk per day to nine patients 

for the months of July-August

Most popular patient selections: chicken tenders, cheese 
pizza, broccoli, chicken noodle soup, vanilla ice cream, 
freshly baked chocolate chip cookies and chocolate milk.

CHOP
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Zakki and kids like him are surviving, and it is exciting. We are 
blazing trails and frontiers with our kids, and even if it sometimes 
feels like the wild, wild West, it is a remarkable time for these 
kids to be in this world. I have found grace and contentment 
on my path in life, through caring for Zakki, which has been 
a remarkably spiritual experience. But I could not have done it 
without encouragement from special people — our heroes — 
and their magical ability to heal body, mind and spirit. Their 
talent and gift to kids like Zakki is monumental.

Zakki has received care in many pediatric hospitals across the 
country, but the one thing that has touched me repeatedly over 
the last decade is how the culture and philosophy at CHOP 
have evolved to make families full partners in their children’s 
care. It spread from individual doctors overfl owing with loving 
kindness, excitement and optimism for our kids to a way of 
thinking and acting across the Hospital. 

I used to wonder if you could tell which families had these VIP 
members (special, medically fragile kids) but then I realized, it is 
those of us who are happy and bubbling with joy for one more 
day, week, month, year. I think this is what makes our VIP kids 
warriors in surviving. We let them know they are accepted and 
it is OK to be unique and special. Other families learn from our 
response to our children’s illnesses, whatever they are, and our 

We call CHOP our second home, the happy-to-be-here hospital. 
We call it that because each professional considers it part of his or 
her job to develop a special relationship with Zakki. The sense of 
relief I feel — and Zakki feels — when his doctors are at his side 
is a testament to how special they are. They have each individually 
woven a tapestry of trust with Zakki, and with me. 

We have learned the importance of a positive climate. In the midst of 
struggle, Zakki continues to teach many of us to become more and 
more peaceful. His courage and zest for life renew hope. Zakki 
continues to add watches to his collection. When I recently asked 
him why, he simply said: “I’m buying time.” Experiencing the deep 
unbridled love that goes with parenting a medically special child, it 
makes me pause to refl ect and pray that time is on Zakki’s side. With 
miracles and magic we will keep spinning weeks into years of living, 
loving and laughing, Zakki-style. 

Most importantly, we proudly lead the way for other families that have 
to “go beyond the veil” with their own children. It is my hope that 
for generations to come, CHOP will be the happy-to-be-here hospital. 

I challenge families, doctors and staff to always keep the culture at 
CHOP that a few special people brought through its doors. I challenge 
you to embrace the revolution of family-centered care. Invest your 
time and energy into being vibrant and passionate, willing and 
dedicated, courageous, excited and — most of all — positive. 

 The Parent’s Perspective
By Stephanie Blatt

I am going to take you to a place I call “beyond the veil” of 
critical and complex medical care, where deep unbridled love 
and joy exist with an intensity few know. 

Going beyond the veil refers to our journey. We also call this 
place the inner circle.

For those of us who are frequent fl yers at The Children’s 
Hospital of Philadelphia, it is a joining of kindred souls — 
parents who have learned how fragile and precious each 
and every day really is. We laugh louder, and cry harder; 
we celebrate the smallest of miracles each and every day.

I am Zakki’s mom. Zakki is 14. He was born with a congenital 
heart defect. It has been the other medical problems, secondary 
to his original heart defect, that have made treatment prolonged 
and diffi cult. Many of his doctors refer to him as an enigma. 
His life is productive, happy and an inspiration to others. 
He has developed a deep will to live. There is an intensity 
about him that is unusual. It is reassuring to me, and to his 
team of heroes, his doctors, that he is so happy to be alive — 
just experiencing every day and living in the moment. 

Buying Time in the Happy-to-be-Here Hospital
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Request a binder from a staff member.
• Nurses and social workers, particularly 

those in multidisciplinary clinics and 
Kids First practices, have been trained 
to assist you. 

• Other staff will contact project leaders 
Michele Lizzi or Symme Trachtenberg. 
They will arrange to meet with you 
one-on-one at an offi ce visit or during 
an inpatient stay.

Look for signs in the Wood Welcome 
Center and the Connelly Resource Center 
(eighth fl oor of Main Hospital) for notice 
of Care Binder workshops. You can pick 
up a binder and learn the best way to use 
it at the workshops.

Workshops are planned for Specialty Care 
and Primary Care sites this winter. Check 
with your local offi ce for information.

CHOP Earns Sixth Straight No. 1 Ranking 
from U.S.News & World Report
You know you’ve brought your child to the right place, and 
now your decision is confi rmed. For the sixth consecutive 
year, U.S.News & World Report ranked The Children’s 
Hospital of Philadelphia as the No.1 hospital in the nation 
for children. CHOP achieved the highest possible score in 
“patient and family services,” a tribute to the Hospital’s focus 
on family-centered care.

For the fi rst time, the magazine also ranked six specialty areas. 
CHOP was ranked fi rst in cancer, neonatal care and respiratory 
disorders, second in heart/heart surgery and digestive disorders, 
and third in neurology/neurosurgery.

Cardiology Consolidates for Family Convenience
It’s more convenient than ever to access CHOP’s Cardiology 
services. All outpatient services and registration have moved 
to 3 Northeast in the Main Hospital in. Go to 3 NE for:
• Cardiac Intake Center and Heart Station 
• Cardiology Outpatient Clinic 
• Registration for Cardiology pre-admission testing, stress/

exercise lab, Heart Station (EKG), outpatient clinic, 
echocardiography (echo) lab and blood drawing lab

If you have questions, please call 215-590-4051.

CHOP Named CdLS Center of Excellence
Children’s Hospital was one of three hospitals across the country 
named Cornelia de Lange Syndrome (CdLS) Centers of 
Excellence by the CdLS Foundation. The designation recognizes 
demonstrated excellence and outstanding achievement in 
research and/or clinical work related to CdLS.

The work done by primary investigators Ian Krantz, M.D., 
Matthew Deardorff, M.D., Ph.D., and Laird Jackson, M.D., 
has changed the landscape of what we know about, and how 
we manage, CdLS. It also brings new hope to families and 
caretakers of individuals who are affected by this often- 
misdiagnosed syndrome. 

How to Access the 11th and 12th Floors
If you have a meeting scheduled for the 11th or 12th fl oors in 
the Main Building, it’s a little tricky fi nding your way because 
you can’t access the proper elevators from the fi rst fl oor.

Until January, you will need to walk up or take the main elevators 
to the second fl oor, and head back to the northeast corner of the 
building. You should then use the West Tower elevators. The 
11th fl oor is home to offi ces of the Division of Endocrinology, 
Division of Adolescent Medicine and 11th fl oor conference 
rooms A and B. On the 12th fl oor, you will fi nd the offi ces for 
the Division of Cardiothoracic Surgery, Division of Cardiothoracic 
Anesthesiology and Division of General Pediatrics. 

Electronic Medical Records Moving 
Into More Specialty Care Divisions
More and more subspecialists at CHOP are beginning to use 
an Electronic Medical Record (EMR) to provide you and your 
child with the best healthcare experience possible. The EMR 
helps improve care through the sharing of information between 
various members of your child’s healthcare team and you. 
We hope you will come to quickly experience the advantages 
an EMR plays in your child’s care. 

So far, the divisions of Adolescent Medicine, Allergy and 
Immunology, Audiology, Dermatology, General Surgery, 
Neurology, Otolaryngology (ENT), Rheumatology and 
Urology are up and running on the electronic records system. 
Gastroenterology is scheduled to “go live” before the end of the 
year. By the end of 2010, the goal is to have the entire CHOP 
network and all of the Main Hospital on the system.

Each time a division is added, you may experience slight delays 
in getting appointments, while registering and during visits. It 
takes our staff a little time to get used to the new way of doing 
things. Thank you for your patience during each roll-out.

The end result will be worth it. As you may have already 
experienced, once your child’s data is in the system, your doctors 
and nurses can quickly see when they had their last visits, what 
they’ve been treated for and what medicines they take. The goal 
is improved care for your child through sharing of information 
between you and those on your child’s healthcare team.

Research News You Can Use

Ongoing Proof Kids Are Safer in Car Seats

The evidence backs up what you know: Children properly 
restrained in car seats and boosters fare much better in the 
scary event of a car accident. 

CHOP’s Center for Injury Research and Prevention, which 
tracked a decade’s worth of data on how children ages 0-15 fare 
in car crashes, has issued its 2008 Fact and Trend Report. It is 
available from www.chop.edu/carseat under the “Education and 
Advocacy Materials” tab. (Click on “Libraries 
of Education Materials” and scroll down to New Reports.)

Parents are complying with child-restraint laws. In the last 
decade, booster seat use among 4- and 5-years-olds increased to 
88 percent from 30 percent, and among 6-, 7- and 8-year-olds, 
from just 2 percent in 1999 to 43 percent in 2007. Booster seat 
use reduces the risk of injury in a crash by 59 percent.

Two CHOP Research Teams Find Clues to Childhood Obesity

Researchers at The Children’s Hospital of Philadelphia are 
attacking the childhood obesity epidemic on several fronts. 
Two new developments shed light on the complex issue that 
has led to a doubling of the number of obese children and 
adolescents in the last 30 years.

A team of genomics researchers from the Center for Applied 
Genomics discovered more information about DNA that may 
be helpful in identifying a specifi c gene’s role in obesity in 
various human populations worldwide.

Another team of CHOP researchers found that children of 
mothers who gain more than the recommended amount of 
weight during pregnancy are 48 percent more likely to be 
overweight at age 7 than children whose mothers stayed within 
the recommended weight gain. 

Breakthroughs in Fighting Neuroblastoma

Children’s Hospital scientists have recently identifi ed several 
genes that contribute to the development of neuroblastoma, 
one of the most deadly childhood cancers. The fi ndings help 
researchers better understand what causes this disease and may 
be key in developing new treatments.

The breakthroughs came, in part, because CHOP’s Center for 
Childhood Cancer Research and Center for Applied Genomics 
has been collecting genetic samples over many years from families. 
One project uncovered the gene responsible for inherited 
neuroblastoma; another project is comparing 5,000 neuroblastoma 
cases to 10,000 healthy children to determine genetic differences; 
and a third project identifi ed a gene that appears to make some 
neuroblastomas more aggressive than others.

These discoveries will help clinicians tailor the treatment 
intensity to the individual patient, minimizing both 
overtreatment and undertreatment and leading to better 
outcomes.

Without the cooperation of families, this research would not 
have been possible.

kids learn from us, too. But we also learn how to respond to 
our kids from the medical staff. Their positive attitude toward 
our children empowers us.

I was taught early on to be proud of being Zakki’s mom. I am 
grateful that he had special doctors who were passionate about 
saving his life, which is one continuous miracle. Without them, 
I might not be the mom I am. Each of them empowered me to 
learn about Zakki’s medical conditions so I could collaborate 
with them in decision making. Each allowed me to become the 
expert in Zakki early on. Each respected me for being a mother 
bear and respected Zakki for being himself. 

Over the years, each of Zakki’s doctors has taken the captain’s 
spot and steered Zakki’s ailing body to safety. Each time, they 
did not just heal his body, they also took the time, had the 
patience, strength and determination, to help Zakki heal his 
mind and spirit also. I know in the years to come there will 
be many more times when care providers will ride the waves 
with him, with us. Zakki’s heroes are from cardiology, cardiac 
intervention, cardiac anesthesia, cardiac rehab, pulmonary, 
the emergency room, gastroenterology, neurology, orthopaedics, 
endocrine, immunology and radiology, and the Seashore House 
and day hospital. 
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How You Can Get 
a Care Binder

Communication about the binders has gone out to doctors across the Hospital and 
CHOP network, so they know what to expect when you bring one in and under-
stand how to use them most effectively. “When I walk into an appointment, I hand 
the binder to them. They recognize it and take it from there,” Carr-Olschewski says. 
“They can see the tests he’s had, see the most up-to-date list of meds he’s taking. 
I don’t have to remember everything, and that’s a huge relief.”

Sponsored by the Department of Pediatrics as part of its Chair’s Initiatives, a six-
month pilot program introducing the Care Binders to 100 families ended in August. 
Feedback from parents led to some refi nements and also confi rmed that the binders 
can lighten parents’ loads. 

“When a child has complex medical issues, this can be a real lifesaver for parents, 
who worry about remembering so many details of their child’s care,” Lizzi says. 
“It’s especially helpful for families with primary care outside the CHOP network 
or for when their child visits another hospital.”

Families in the pilot found the binders serve an additional purpose, Trachtenberg 
says. “They become a tool for self advocacy. When all the information is organized 
and in one place, it’s easier for families to see the gaps,” she says. “They’re able to 
improve their communication with their healthcare providers, which improves the 
critical parent-professional partnership.”

“What’s really awesome about the binder is that it came with support,” Osowiecki 
says. “Michele helped me put it together. It’s priceless.” 

News and Moves Around

Food Fun Facts
Food service delivers an average of:
• 257 patient meal trays per day
• 120 guest trays for parents per day
• 18 meals for mothers who are breast-feeding their 

babies
• 2,917 ounces of specialty formula per day, prepared 

according to 75 to 100 different recipes
• 96.2 oz. of donor breast milk per day to nine patients 

for the months of July-August

Most popular patient selections: chicken tenders, cheese 
pizza, broccoli, chicken noodle soup, vanilla ice cream, 
freshly baked chocolate chip cookies and chocolate milk.

CHOP
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Zakki and kids like him are surviving, and it is exciting. We are 
blazing trails and frontiers with our kids, and even if it sometimes 
feels like the wild, wild West, it is a remarkable time for these 
kids to be in this world. I have found grace and contentment 
on my path in life, through caring for Zakki, which has been 
a remarkably spiritual experience. But I could not have done it 
without encouragement from special people — our heroes — 
and their magical ability to heal body, mind and spirit. Their 
talent and gift to kids like Zakki is monumental.

Zakki has received care in many pediatric hospitals across the 
country, but the one thing that has touched me repeatedly over 
the last decade is how the culture and philosophy at CHOP 
have evolved to make families full partners in their children’s 
care. It spread from individual doctors overfl owing with loving 
kindness, excitement and optimism for our kids to a way of 
thinking and acting across the Hospital. 

I used to wonder if you could tell which families had these VIP 
members (special, medically fragile kids) but then I realized, it is 
those of us who are happy and bubbling with joy for one more 
day, week, month, year. I think this is what makes our VIP kids 
warriors in surviving. We let them know they are accepted and 
it is OK to be unique and special. Other families learn from our 
response to our children’s illnesses, whatever they are, and our 

We call CHOP our second home, the happy-to-be-here hospital. 
We call it that because each professional considers it part of his or 
her job to develop a special relationship with Zakki. The sense of 
relief I feel — and Zakki feels — when his doctors are at his side 
is a testament to how special they are. They have each individually 
woven a tapestry of trust with Zakki, and with me. 

We have learned the importance of a positive climate. In the midst of 
struggle, Zakki continues to teach many of us to become more and 
more peaceful. His courage and zest for life renew hope. Zakki 
continues to add watches to his collection. When I recently asked 
him why, he simply said: “I’m buying time.” Experiencing the deep 
unbridled love that goes with parenting a medically special child, it 
makes me pause to refl ect and pray that time is on Zakki’s side. With 
miracles and magic we will keep spinning weeks into years of living, 
loving and laughing, Zakki-style. 

Most importantly, we proudly lead the way for other families that have 
to “go beyond the veil” with their own children. It is my hope that 
for generations to come, CHOP will be the happy-to-be-here hospital. 

I challenge families, doctors and staff to always keep the culture at 
CHOP that a few special people brought through its doors. I challenge 
you to embrace the revolution of family-centered care. Invest your 
time and energy into being vibrant and passionate, willing and 
dedicated, courageous, excited and — most of all — positive. 

 The Parent’s Perspective
By Stephanie Blatt

I am going to take you to a place I call “beyond the veil” of 
critical and complex medical care, where deep unbridled love 
and joy exist with an intensity few know. 

Going beyond the veil refers to our journey. We also call this 
place the inner circle.

For those of us who are frequent fl yers at The Children’s 
Hospital of Philadelphia, it is a joining of kindred souls — 
parents who have learned how fragile and precious each 
and every day really is. We laugh louder, and cry harder; 
we celebrate the smallest of miracles each and every day.

I am Zakki’s mom. Zakki is 14. He was born with a congenital 
heart defect. It has been the other medical problems, secondary 
to his original heart defect, that have made treatment prolonged 
and diffi cult. Many of his doctors refer to him as an enigma. 
His life is productive, happy and an inspiration to others. 
He has developed a deep will to live. There is an intensity 
about him that is unusual. It is reassuring to me, and to his 
team of heroes, his doctors, that he is so happy to be alive — 
just experiencing every day and living in the moment. 

Buying Time in the Happy-to-be-Here Hospital

continued from cover

Request a binder from a staff member.
• Nurses and social workers, particularly 

those in multidisciplinary clinics and 
Kids First practices, have been trained 
to assist you. 

• Other staff will contact project leaders 
Michele Lizzi or Symme Trachtenberg. 
They will arrange to meet with you 
one-on-one at an offi ce visit or during 
an inpatient stay.

Look for signs in the Wood Welcome 
Center and the Connelly Resource Center 
(eighth fl oor of Main Hospital) for notice 
of Care Binder workshops. You can pick 
up a binder and learn the best way to use 
it at the workshops.

Workshops are planned for Specialty Care 
and Primary Care sites this winter. Check 
with your local offi ce for information.

CHOP Earns Sixth Straight No. 1 Ranking 
from U.S.News & World Report
You know you’ve brought your child to the right place, and 
now your decision is confi rmed. For the sixth consecutive 
year, U.S.News & World Report ranked The Children’s 
Hospital of Philadelphia as the No.1 hospital in the nation 
for children. CHOP achieved the highest possible score in 
“patient and family services,” a tribute to the Hospital’s focus 
on family-centered care.

For the fi rst time, the magazine also ranked six specialty areas. 
CHOP was ranked fi rst in cancer, neonatal care and respiratory 
disorders, second in heart/heart surgery and digestive disorders, 
and third in neurology/neurosurgery.

Cardiology Consolidates for Family Convenience
It’s more convenient than ever to access CHOP’s Cardiology 
services. All outpatient services and registration have moved 
to 3 Northeast in the Main Hospital in. Go to 3 NE for:
• Cardiac Intake Center and Heart Station 
• Cardiology Outpatient Clinic 
• Registration for Cardiology pre-admission testing, stress/

exercise lab, Heart Station (EKG), outpatient clinic, 
echocardiography (echo) lab and blood drawing lab

If you have questions, please call 215-590-4051.

CHOP Named CdLS Center of Excellence
Children’s Hospital was one of three hospitals across the country 
named Cornelia de Lange Syndrome (CdLS) Centers of 
Excellence by the CdLS Foundation. The designation recognizes 
demonstrated excellence and outstanding achievement in 
research and/or clinical work related to CdLS.

The work done by primary investigators Ian Krantz, M.D., 
Matthew Deardorff, M.D., Ph.D., and Laird Jackson, M.D., 
has changed the landscape of what we know about, and how 
we manage, CdLS. It also brings new hope to families and 
caretakers of individuals who are affected by this often- 
misdiagnosed syndrome. 

How to Access the 11th and 12th Floors
If you have a meeting scheduled for the 11th or 12th fl oors in 
the Main Building, it’s a little tricky fi nding your way because 
you can’t access the proper elevators from the fi rst fl oor.

Until January, you will need to walk up or take the main elevators 
to the second fl oor, and head back to the northeast corner of the 
building. You should then use the West Tower elevators. The 
11th fl oor is home to offi ces of the Division of Endocrinology, 
Division of Adolescent Medicine and 11th fl oor conference 
rooms A and B. On the 12th fl oor, you will fi nd the offi ces for 
the Division of Cardiothoracic Surgery, Division of Cardiothoracic 
Anesthesiology and Division of General Pediatrics. 

Electronic Medical Records Moving 
Into More Specialty Care Divisions
More and more subspecialists at CHOP are beginning to use 
an Electronic Medical Record (EMR) to provide you and your 
child with the best healthcare experience possible. The EMR 
helps improve care through the sharing of information between 
various members of your child’s healthcare team and you. 
We hope you will come to quickly experience the advantages 
an EMR plays in your child’s care. 

So far, the divisions of Adolescent Medicine, Allergy and 
Immunology, Audiology, Dermatology, General Surgery, 
Neurology, Otolaryngology (ENT), Rheumatology and 
Urology are up and running on the electronic records system. 
Gastroenterology is scheduled to “go live” before the end of the 
year. By the end of 2010, the goal is to have the entire CHOP 
network and all of the Main Hospital on the system.

Each time a division is added, you may experience slight delays 
in getting appointments, while registering and during visits. It 
takes our staff a little time to get used to the new way of doing 
things. Thank you for your patience during each roll-out.

The end result will be worth it. As you may have already 
experienced, once your child’s data is in the system, your doctors 
and nurses can quickly see when they had their last visits, what 
they’ve been treated for and what medicines they take. The goal 
is improved care for your child through sharing of information 
between you and those on your child’s healthcare team.

Research News You Can Use

Ongoing Proof Kids Are Safer in Car Seats

The evidence backs up what you know: Children properly 
restrained in car seats and boosters fare much better in the 
scary event of a car accident. 

CHOP’s Center for Injury Research and Prevention, which 
tracked a decade’s worth of data on how children ages 0-15 fare 
in car crashes, has issued its 2008 Fact and Trend Report. It is 
available from www.chop.edu/carseat under the “Education and 
Advocacy Materials” tab. (Click on “Libraries 
of Education Materials” and scroll down to New Reports.)

Parents are complying with child-restraint laws. In the last 
decade, booster seat use among 4- and 5-years-olds increased to 
88 percent from 30 percent, and among 6-, 7- and 8-year-olds, 
from just 2 percent in 1999 to 43 percent in 2007. Booster seat 
use reduces the risk of injury in a crash by 59 percent.

Two CHOP Research Teams Find Clues to Childhood Obesity

Researchers at The Children’s Hospital of Philadelphia are 
attacking the childhood obesity epidemic on several fronts. 
Two new developments shed light on the complex issue that 
has led to a doubling of the number of obese children and 
adolescents in the last 30 years.

A team of genomics researchers from the Center for Applied 
Genomics discovered more information about DNA that may 
be helpful in identifying a specifi c gene’s role in obesity in 
various human populations worldwide.

Another team of CHOP researchers found that children of 
mothers who gain more than the recommended amount of 
weight during pregnancy are 48 percent more likely to be 
overweight at age 7 than children whose mothers stayed within 
the recommended weight gain. 

Breakthroughs in Fighting Neuroblastoma

Children’s Hospital scientists have recently identifi ed several 
genes that contribute to the development of neuroblastoma, 
one of the most deadly childhood cancers. The fi ndings help 
researchers better understand what causes this disease and may 
be key in developing new treatments.

The breakthroughs came, in part, because CHOP’s Center for 
Childhood Cancer Research and Center for Applied Genomics 
has been collecting genetic samples over many years from families. 
One project uncovered the gene responsible for inherited 
neuroblastoma; another project is comparing 5,000 neuroblastoma 
cases to 10,000 healthy children to determine genetic differences; 
and a third project identifi ed a gene that appears to make some 
neuroblastomas more aggressive than others.

These discoveries will help clinicians tailor the treatment 
intensity to the individual patient, minimizing both 
overtreatment and undertreatment and leading to better 
outcomes.

Without the cooperation of families, this research would not 
have been possible.

kids learn from us, too. But we also learn how to respond to 
our kids from the medical staff. Their positive attitude toward 
our children empowers us.

I was taught early on to be proud of being Zakki’s mom. I am 
grateful that he had special doctors who were passionate about 
saving his life, which is one continuous miracle. Without them, 
I might not be the mom I am. Each of them empowered me to 
learn about Zakki’s medical conditions so I could collaborate 
with them in decision making. Each allowed me to become the 
expert in Zakki early on. Each respected me for being a mother 
bear and respected Zakki for being himself. 

Over the years, each of Zakki’s doctors has taken the captain’s 
spot and steered Zakki’s ailing body to safety. Each time, they 
did not just heal his body, they also took the time, had the 
patience, strength and determination, to help Zakki heal his 
mind and spirit also. I know in the years to come there will 
be many more times when care providers will ride the waves 
with him, with us. Zakki’s heroes are from cardiology, cardiac 
intervention, cardiac anesthesia, cardiac rehab, pulmonary, 
the emergency room, gastroenterology, neurology, orthopaedics, 
endocrine, immunology and radiology, and the Seashore House 
and day hospital. 
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How You Can Get 
a Care Binder

Communication about the binders has gone out to doctors across the Hospital and 
CHOP network, so they know what to expect when you bring one in and under-
stand how to use them most effectively. “When I walk into an appointment, I hand 
the binder to them. They recognize it and take it from there,” Carr-Olschewski says. 
“They can see the tests he’s had, see the most up-to-date list of meds he’s taking. 
I don’t have to remember everything, and that’s a huge relief.”

Sponsored by the Department of Pediatrics as part of its Chair’s Initiatives, a six-
month pilot program introducing the Care Binders to 100 families ended in August. 
Feedback from parents led to some refi nements and also confi rmed that the binders 
can lighten parents’ loads. 

“When a child has complex medical issues, this can be a real lifesaver for parents, 
who worry about remembering so many details of their child’s care,” Lizzi says. 
“It’s especially helpful for families with primary care outside the CHOP network 
or for when their child visits another hospital.”

Families in the pilot found the binders serve an additional purpose, Trachtenberg 
says. “They become a tool for self advocacy. When all the information is organized 
and in one place, it’s easier for families to see the gaps,” she says. “They’re able to 
improve their communication with their healthcare providers, which improves the 
critical parent-professional partnership.”

“What’s really awesome about the binder is that it came with support,” Osowiecki 
says. “Michele helped me put it together. It’s priceless.” 

News and Moves Around

Food Fun Facts
Food service delivers an average of:
• 257 patient meal trays per day
• 120 guest trays for parents per day
• 18 meals for mothers who are breast-feeding their 

babies
• 2,917 ounces of specialty formula per day, prepared 

according to 75 to 100 different recipes
• 96.2 oz. of donor breast milk per day to nine patients 

for the months of July-August

Most popular patient selections: chicken tenders, cheese 
pizza, broccoli, chicken noodle soup, vanilla ice cream, 
freshly baked chocolate chip cookies and chocolate milk.

CHOP
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