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From the Chairperson

HILDREN'S
HOSPITAL'S
LaNasa-Greco
Center for Cancer
and Blood Dis-
orders provides
comprehensive,
compassionate
“total care” for
children with leukemia, lymphoma, tumors,
anemia, hemophilia, and other childhood
cancers and blood disorders. Our physi-
cians have access to the most modern
therapies for treatment of malignancies
and blood disorders in children. We treat
more than 1,100 children with cancer or
blood disorders each year.

Our state-of-the-art inpatient unit,
which overlooRs Audubon ParRk, has 18
large, private rooms, with beds for fam-
ily members, too. It includes a playroom
stocked with games, toys, art supplies and
computers, and an activity center, where
music and recreation therapists can in-
teract with small groups of children for or-
ganized play. It's no wonder that we treat
more Louisiana Rids with cancer than all
other facilities combined.

As the leading Pediatric cancer, hematol-
ogy and blood and marrow transplant pro-
gram in Louisiana, we continually provide
advanced clinical care, educational pro-
grams, innovative treatments and research
options for the children of our fine state.

In addition to our comprehensive
hematology-oncology & Hematopoietic
Stem Cell Transplantation (HSCT) ser-
vices, we have added two specialty clinics
this year. The Survivorship/Late Effects
Clinic and the Bleeding/Thrombosis Clin-
ic. Both clinics offer multidisciplinary care
to address the unique needs of these co-
hort of patients.

2012 has been quite eventful for our
patients. They were able to participate in
a number of activities, including Unfor-
gettable Prom, Curesearch Walk, Memo-
rial and summer Camp Challenge. Photos
reflecting these activities are included in
this report.

The Unforgettable Prom was held on
April 6th, 2012, at the Champion’s Square.
Patients age 12 to 21 were invited to partici-
pate. It was great seeing them all dressed
up in their prom dresses or tuxedoes,
driven into the site in limousines and walk-
ing on the red carpet. They celebrated the
night with good food, electrifying music
and great company. They danced the night
away without a care in the world and for-
got all about their illnesses for at least a
few hours. We are immensely grateful to
the Friends of Scott Foundation who totally
sponsored & organized this event.

We had our third Curesearch WalR,
which continued to be a complete success
through the outstanding efforts of patients,
families and the Heme-Onc team led by
Drs. Morrison, Velez and Yu. As with other
years, Mayor Mitch Landrieu and his lovely
wife, Cheryl, were our honorary guests. We
are very fortunate to have them continue to
support this endeavor. More than a thou-
sand walRers tooR part in this walk, and we
were able to raise more than $95,000.

Our yearly Camp Challenge tooR place
last July and predictably, it was a very big
turnout. Close to 100 campers came, prob-
ably the largest group since its inception.
They enjoyed a week away from home and
the hospital. None of the campers had to
interrupt their time in camp to be admitted
to the hospital, mainly due to the excep-
tional care and supervision given by the
camp director, Dr. Jaime Morales.

We held our second Memorial this year
to remember and celebrate all the children
who sadly passed on to a better place
from 2009-2011. We will continue to be
inspired by these children whose tenacity
and resilience influenced their short lives.
RemarRably, it was very well attended, and
it was nice to visit with their families and
loved ones again.

Other achievements for our program
this year include the Spirit Award given to
Dr. Jaime Morales in August 2012 by the
American Cancer Society. This award is
given to a healthcare professional in the
community who has made significant con-

tributions to the fight against cancer. Past
recipients of this award include Dr. Velez
in 2008, Dr. Gardner in 2009 and Dr. Yu
in 2010.

We also received the Hyundai Hope on
Wheels award in the amount of $75,000
for work being performed to fight childhood
leuRemia. This research project aims to de-
termine potential mechanism of resistance
to therapies for childhood lymphoblastic
leuRemia so more effective treatments can
be developed. Dr. Ofelia Crombet, Heme-
Onc fellow, was one of 43 recipients of the
Hope on Wheels 2012 Hyundai Scholar
grant. The worR is in collaboration with her
mentor, Dr. Paulo Rodriguez at the LSUHSC
Stanley Scott Cancer Center.

Finally, for this 2012 cancer annual re-
port, we have included our Lymphoma
study reviewing the outcome for children
with lymphoma diagnosed from 200I-
2010. The results revealed two important
findings that survival for lymphoma in chil-
dren has improved significantly compared
to the last era and despite having more
advanced disease with our patient popula-
tion, our results compared favorably with
the national trend.

We will continue to strive to improve
and enhance the quality of life of our pa-
tients by promoting the most advanced
treatment options available for their can-
cer. It is with this goal in mind that we can
offer patients the best opportunity for a
cure and healthy survivorship.

Lolie Yu, MD
Professor of Pediatrics,

Cancer Committee Chairman,
Pediatric Hematology/Oncology



About Children’s Hospital

Children’s Hospital began as a dream in the minds of a group of very
special community leaders about a decade before the hospital became

a reality. In the years following World War Il, a poliomyelitis epidemic
attacked thousands of children, leaving many handicapped. Concerns
about these children led the late Elizabeth Miller Robin, a polio victim
herself, to establish a rehabilitation hospital for children. The facility
opened in 1955.

What makRes the hospital unique is the combination of the latest
developments in medical treatment and an atmosphere of love and
concern for the whole child. Throughout its history, Children’s Hospital
has served as a teaching facility where faculty from the Louisiana State
University Health Sciences Center forms a strong pediatric teaching
program. In 1976, Children’s Hospital was expanded to become a full-
service general pediatric hospital. It has since expanded continually
to meet the growing healthcare needs of our community.

Today, Children’s Hospital is the only full-service pediatric hospital in
Louisiana. A 247-bed, not-for-profit regional medical center offering the

most advanced pediatric care, the hospital’s more than 300 pediatric
specialists care for children from birth to 21 years in more than 40
specialties, including life-threatening ilinesses, routine childhood
sicknesses and preventive care. In 2011, Children’s Hospital recorded
194,339 visits by 59,403 children.

ACCREDITATION

American Academy of Pediatrics, American College of Surgeons
(ACo0S), Commission on Cancer, Joint Commission on Accreditation
of Healthcare Organizations, National Marrow Donor Program

MEMBERSHIPS

Child Health Corporation of America, Children’s Oncology Group
(COQ), Louisiana Hospital Association, Children’s Hospital Association
formerly CHCA, NACHRI, and N.A.C.H., Metropolitan Hospital
Council of New Orleans




About the LaNasa Greco Center
For Cancer and Blood Disorders

HE LANASA
GRECO CENTER
FOR CANCER and
Blood Disorders at
Children’s Hospital
offers comprehen-
sive treatment of
all types of malig-
nancies and blood
disorders including leukRemia, anemia and
hemophilia, among many others.

Children’s Hospital is approved as a
Pediatric Hospital Cancer Program by the
American College of Surgeons. Children’s
Hospital is also a member of the Children’s
Oncology Group (COG), a national study
group of premier research institutes in the
United States and Canada. Our hospital
has the only approved COG bone marrow
transplant program in Louisiana. Though
patient care is our primary focus, Children’s
Hospital is an active participant in clinical
and basic research of childhood cancers
and blood disorders.

The Center for Cancer and Blood Disorders
is also a teaching facility for medical students,
nursing students and those completing grad-
uate and postgraduate training. The hospital
plays a major role in the training of pediatric
hematology/oncology fellows. Our program
is part of the LSU Health Sciences Center
Department of Pediatrics and the Stanley S.
Scott Cancer Center of LSUHSC.

OUR STAFF

The LaNasa Greco Center for Cancer and
Blood Disorders at Children’s Hospital
comprises the largest group of hematology
and oncology physicians and nurses in
the Gulf South dedicated exclusively to
pediatrics. They are specially trained to care
for the unique needs of children and work
side by side with a medical staff of more
than 300 pediatric specialists, including
pathologists, radiologists, oncology
surgeons and neurosurgeons.

Our pediatric experts realize that caring
for children with malignancies and blood
disorders commands a delicate balance of
medical care and emotional support. Sup-
port for patients and their families is pro-
vided by child psychiatrists, psychologists
and social worRers. Other members of the
multidisciplinary team include bone marrow
transplant coordinators, pharmacists, dieti-
cians, laboratory technologists, and physical,
occupational, speech and hearing, music and
recreation and child life therapists, who pro-
vide compassionate “total care” for the child
and family.

ONCOLOGY SERVICES

Leukemia/Lymphomas
A full range of treat-
ment options, includ-
ing chemotherapy,
stem cell transplan-
tation and radiation
therapy is available
for children. Our
medical staff devel-
ops a treatment plan
adequate for each child based on the type
of leukRemia, its stage and certain prognostic
factors. Children with HodgRin’s disease and
non-HodgRin’s lymphoma (NHL) are evalu-
ated and treated according to the specific
subtype and stage of the disease.

Soft tissue and solid tumors

Children’s Hospital treats a variety of tumors
including neuroblastoma, tumors of the brain
and spine, soft tissue and bone sarcoma, reti-
noblastoma and Wilms' tumor. The Center for
Cancer and Blood Disorders is represented
by the following medical and surgical disci-
plines: pediatric oncologic surgery, pediat-
ric neurosurgery, pediatric neuro-oncology,
genitourinary oncologic surgery, orthopaedic
oncologic surgery, pediatric ocular surgery,
radiation oncology and pediatric pathology.

The LaNasa Greco
Center for Cancer

and Blood Disorders
(504) 896-9740

Bone Marrow/Hematopoietic

Stem Cell Transplant Program Hematopoietic
stem cell transplantation (HSCT) has become
an alternative treatment of malignant diseases
for many patients as the list of diseases for
which hematopoietic stem cell transplantation
has been considered grows continually. The
sources of stem cells are varied: bone marrow,
peripheral blood stem cells mobilized by growth
factors or chemotherapy, and cord blood.

Diseases such as leukRemia are treated
at Children’s Hospital with the same proto-
cols as those that the 240 COG institutions
(i.e., St. Jude, MD Anderson, Johns HopRins)
have adopted throughout the nation. COG
has recognized Children’s Hospital as the
only approved bone marrow transplant site
in Louisiana for COG pro-
tocol studies.

A multidisciplinary team
of physicians, nurses, so-
cial worRers, nutritionists,
pharmacists, physical ther-
apists, psychologists and
blood banRk personnel is
available, with experience
and commitment to the clinical practice and
basic science of hematopoietic stem cell
transplantation.

Children’s Hospital is accredited by the
National Marrow Donor Program (NMDP)
as a transplant center. Through the NMDP,
Children’s Hospital has access to the larg-
est worldwide registry of hematopoietic
stem cell donors. This affiliation provides
patients with the best chance of finding a
suitable donor for transplantation.

In December 2008, our clinical HSCT
program, our cellular therapy collection and
processing facility obtained accreditation
from the Foundation for the Accreditation
of Cellular Therapy (FACT). We are only one
of 20 pediatric HSCT programs in the United
States to receive FACT accreditation.

In Reeping with our willingness to inno-

vate in order to provide patients the benefit




of advanced Rnowledge and technology, we
were the first transplant center to implement
the use of mesenchymal stem cells in trans-
plantation. This procedure was performed to
treat graft vs. host disease more effectively.
We also were the first program in Louisiana
to perform dual cord blood transplantation
and have entered into a study with Celgene
to perform transplants utilizing human pla-
centa-derived stem cells in combination with
cord blood stem cells.

For additional information regarding our
hematopoietic stem cell transplant program,
please contact Dr. Lolie Yu in the Hematolo-
gy/Oncology department at (504) 896-9740.

Children’s Oncology Group (COG)

COG is a National Cancer Institute (NCI)
sponsored cooperative group of individuals
and institutions dedicated to treating can-
ceramong children and adolescents. COG'’s
purpose is to: l.improve the diagnosis and
management of children and adolescents
with cancer, with the aim of curing every
newly diagnosed patient; 2. investigate the
etiology, pathology and pathophysiology of
childhood cancer; 3. assure that every child

with cancer achieves the highest quality of
life during and following treatment; 4. expe-

ditiously disseminate Rnowledge of these
objectives in all appropriate media.
Children’s Hospital and LSUHSC/Stanley
S. Scott Cancer Center have been members
of COG for more than 20 years. This allows
the Children’s Hospital/LSUHSC Minority
Community Clinical Oncology Program (MC-
COP) to offer innovative and up-to-date clini-
cal trials as part of the NCl-sponsored COG.

Late Effects Clinic

With advances in current therapy, 80% of
childhood cancer patients will be cured of
their disease and become survivors. Cur-
rently, there are more than 270,000 pediatric
cancer survivors living in the United States.
Research has demonstrated that some sur-
vivors are at risk for physical and psychologi-
cal issues related to cancer diagnosis and
its therapy. Radiation, chemotherapy and
surgery are used to successfully treat child-
hood cancers and can lead to “late effects.”
The Treatment after Cancer and Late Effects
Clinic is Louisiana’s first dedicated Cancer
Survivorship Clinic. The clinic Director is Dr.

PinRi Prasad; throughout her fellowship at
Vanderbilt University she conducted research
specific to late effects in childhood cancer
and trained with Late Effects guru Dr. Smita
Bhatia. The main goals of the Treatment after
Cancer and Late Effects Clinic is to improve
the health and well being of childhood cancer
survivors by promoting adherence to a sched-
ule of follow up appointments and routine
screening tests, to educate patients, families
and healthcare professionals about the long
term effects of cancer treatment, to provide
referrals to specialists as needed, offer psy-
chological counseling and neurocognitive
testing and transition patients to adult care
when they are ready. Survivors seen in this
clinic will receive an individualized treatment
summary and learn about the effects of treat-
ment they received. It is important for every
cancer survivor to Rnow about their treatment
and to understand how that treatment may
have the potential for long-term complica-
tions. In addition, survivors should Rknow how
to Reep themselves as healthy as possible
as they grow older.



Team Members

Lolie C. Yu, MD, Division Chief

Pediatric hematologist/oncologist, Children’s Hospital

Director, Bone Marrow Transplant Program, Children’s Hospital/LSUMC
Professor of Pediatrics, LSU Health Sciences Center

LSU CCOP/Children’s Oncology Group (COG) Principal Investigator

Renee V. Gardner, MD

Pediatric hematologist/oncologist, Children’s Hospital
Director, SicRle Cell Clinics Program

Professor of Pediatrics, LSU Health Sciences Center

Jaime Morales, MD

Pediatric hematologist/oncologist, Children’s Hospital
Director, Bleeding and Thrombosis Program

Assistant Professor of Pediatrics, LSU Health Sciences Center

Cori Morrison, MD
Pediatric hematologist/oncologist, Children’s Hospital
Assistant Professor of Pediatrics, LSU Health Sciences Center

FELLOWS

Jennifer Mullinax, MD
Matthew Fletcher, MD
Dana Leblanc, MD
Chittal Raulgi, MD

NURSES

Lynn Winfield, RN, Nurse Manager

Cherie Hadley, RN, Pediatric Nurse Coordinator

Lisa Patterson, RN, Bone Marrow Transplant Nurse Coordinator
Sherry Troquille, RN, CPON, Pediatric Nurse Coordinator
Claudette Vicks, RN, Pediatric Nurse Coordinator

Maria Patterson, RN, Pediatric Nurse Coordinator

SOCIAL WORKERS AND CHILD LIFE THERAPIST
IKay Casey, LCSW

Peggy Williams, LCSW

Roxanne Stegall, LCSW

Kristin Haugen, Child Life Specialist

PinkRi K. Prasad, MD

Pediatric hematologist/oncologist, Children’s Hospital

Assistant Professor of Pediatrics
Director, Late Effects/Survivorship Program,
LSU Health Sciences Center

Maria C. Velez, MD

RESEARCHERS
James Hempe, MD
Augusto Ochoa, MD
Yan Cui, PhD

Paulo Rodriquez, PhD

Cruz Velasco-Gonzalez, PhD

Pediatric hematologist/oncologist, Children’s Hospital
Pediatric Hematology-Oncology Fellowship Program Director,

LSU Health Sciences Center

Associate Professor of Pediatrics, LSU Health Sciences Center

HEMATOLOGY SERVICES

The hematology/oncology service treats a
wide variety of hematologic disorders includ-
ing sicRle cell disease and other anemias,
neutropenias, platelet and bleeding disorders.
More children with blood disorders come to
Children’s Hospital for treatment than to any
other hospital in the state. They receive the
highest level of care from a medical staff ex-
perienced in the latest treatments for a full
spectrum of disorders.

Hemophilia and other blood disorders

Patients with hemophilia, von Willebrand'’s
disease, and other bleeding disorders are
evaluated and treated with the most current
therapies. Appropriate support for patients
and parents is offered as needed. Nurse co-
ordinators educate and coordinate the pa-
tient’s care in clinic as well as at home. We
have partnered with manufacturers of Fac-
tor to secure for our patients mobile devices
that permit electronic data and therapeutic
management. This has allowed parents of
patients with bleeding disorders to record
bleeding episodes and infusion details that
enable the physician to better manage the

acute and chronic complications of the dis-
order. We also were participants in the He-
mophilia and Thrombosis Research Society
Registry. The registry provided insight into the
differing management strategies employed
by hemophiliacs, into the natural history of
patients with inhibitors, and assessment of
alternative therapies for acute bleeding epi-
sodes (NovoNordisR).

Outpatient clinic
Treatments that once required that a child be
admitted to the hospital are now often given
on an outpatient basis. Patients visiting the
Hematology/Oncology outpatient clinic will
find themselves in an environment where the
comfort and care of the child and family come
first. Located in the hospital’'s Ambulatory Care
Center, a separate patient suite with private
entrance and waiting area has been dedicated
for patients with cancer or blood disorders.
The location is convenient for families and
provides the safest conditions for immuno-
compromised patients.

Patients visiting our outpatient clinic are
closely monitored by their pediatric hema-
tologist/oncologist and nurses trained in

chemotherapy administration and receive

a variety of treatments, including blood
transfusions, platelet transfusions and
gammaglobulin infusions.

In addition to nine private rooms, there is
a large treatment room (which also includes
a private treatment room where stem cell or
red cell exchanges can take place or patients
can recover from anesthesia). In this room,
patients may watch TV, play video games, or
relax while watching tropical fish in tanks set
within the walls of the room—all this to induce
a much friendlier and non-threatening envi-
ronment while the child receives transfusion
and other therapies.

The clinic sees on average 40 patients per
day and is open Monday through Friday, 8
a.m.to 4:30 p.m.

If the need arises during a clinic visit, pa-
tients can be promptly admitted to the hospi-
tal’s acute care unit, designated specifically
for hematology/oncology patients.

SicRle cell anemia

Comprehensive management of sicRle cell
disease is available at Children’s Hospital.
Currently, we care for between 250 and 300
patients with sicRle cell disease. Satellite
clinics are located in Baton Rouge and Lake




Charles. From the time the patients are first

identified as having a hemoglobinopathy, they
are offered the most progressive treatment
available for stroke prevention, oral chela-
tion, retinopathy screening and monitoring
for long-term complications of sicRle cell
disease. In addition to sicRle cell disease, we
also treat individuals who are diagnosed with
other hemoglobinopathies, (e.g., CC Disease or
thalassemia). Our involvement in the National
Marrow Donor Program and the National Cord
Blood Registry permits us to offer this treat-
ment modality to greater numbers of patients
who might otherwise have had to forego this
treatment option for want of an eligible donor.
We are currently in an agreement with Viacord
(Celgene) that will enable patients to bank cord
blood—a service often beyond the financial
means of many of our families.

The members of the Hematology/Oncology
section of the Department of Pediatrics (LSU
and Children’s) have maintained a lively inter-
estin research, in the effort to improve care
and expand Rnowledge regarding the various
disease processes that are encountered by
them. One main venue for research has been
the Children’s Oncology Group, in which all
members of the division participate. Collabo-
ration with other LSUHSC faculty and with
research staff in The Clinical Trials Center has
brought about exciting and fruitful results.
Our staff has been active as mentors for
the summer cancer and/or genetics research

programs offered at LSUHSC and, as such,
have studied subjects such as problems had
by children in school re-entry, Rnowledge
of and acceptance of HPV vaccine, brain
tumors and late effects and prevention of
nosocomial infection, etc. Studies aimed at
insuring quality control improvement in the
hospital setting have been very important to
us, with the overreaching goal of improving
patient care. We have recently completed a
study on the use of chlorhexidine wash to
prevent nosocomial infection. The prelimi-
nary findings have been published in our
2010 cancer annual report. These results
were so encouraging which prompted us
to proceed with a follow-up study on using
chlorhexidine wash for all prospective oncol-
ogy patients admitted to the hospital. The
current group of patients were compared to
historical controls. Preliminary results sug-
gest that the rate of nosocomial infection
was higher among patient who did not get
chlorhexidine wash. These results were pre-
sented to the 2011 SSPR meeting. Similarly,
central line infections on the Hematology/
Oncology unit now have a prevalence that
is lower than the national average. Another
study led to the introduction of sample la-
beling practices in the operating or recovery
room during procedures that promise to re-
duce error rates. All of these studies have
resulted in the institution of new interven-
tion for the improvement of patient care.

The LaNasa Greco Center for Cancer and
Blood Disorders is on the fourth floor of Chil-
dren’s Hospital. The inpatient unit boasts 18
private rooms in a state-of-the-art and com-
fortable environment for patients and fami-
lies. Each room, as well as the entire unit,
is equipped with high efficiency particle air
(HEPA) filtration. This system allows bone
marrow transplants to be performed in any
room and is essential to reducing the risk of
infection. Located away from other inpatient
areas and accessed through a positive pres-
sure vestibule, the unit allows for the highest
level of protection for patients.

The unit, overlooRing Audubon ParR, also
includes a playroom stocked with games, toys,
art supplies and computers, and an activity
center, where music and recreation therapists
can interact with small groups of children for
organized play. A parents’ lounge is available
for those needing peace or respite.

When admission is indicated, an individual
treatment plan for each patient is devised by
pediatric oncologists, oncology nurses and
other members of the multidisciplinary team.
Patients and their families develop a special
bond with the staff on the fourth floor and
the staff is committed to helping them cope
both emotionally and physically with the side
effects and complications associated with dis-
ease and treatment.



Support Services

SOCIAL SERVICES

Pediatric cancer is a devastating diagnosis that
affects the entire family. Social workers help
patients and families identify their concerns,
consider effective solutions, and better cope
with the child’s illness. They assist families
dealing with cancer by providing emotional
support; guiding them to the most appropriate
sources of monetary assistance for the child’'s
medical care; directing them to transportation
services that might be used and helping find
temporary housing in New Orleans during
treatment, when this is suitable.

PSYCHIATRY/PSYCHOLOGY

The Child Psychiatry and Psychology depart-
ments provide comprehensive evaluation and
management of emotional and behavioral dis-
orders stemming from the diagnosis of cancer.
They work closely with the hematology/oncol-
ogy physicians and social workers pioneering
multidisciplinary psychosocial conference to
ensure the stability of mental health of these
patients under stressful conditions. Counsel-
ing is provided for patients and families that
enables them to freely discuss their concerns
regarding the diagnosis, treatment, treatment
aftermath, school and other social concerns.

CHILD LIFE

The Child Life department is dedicated to
improving the quality of life for children
facing the many challenges of cancer treat-
ment while they remain hospitalized. Using
developmentally appropriate play, music and
recreation therapists promote opportunities
for children to understand a new diagnosis,
adjust to the hospital experience, learn cop-
ing sRills, express themselves, and maintain
normal growth and development. An attrac-
tive playroom, with a view of Audubon Zoo is
located on the unit. Playroom activities include
unstructured and structured activities during
the evening hours, such as bingo night and
movie night.

REHABILITATION MEDICINE

The Rehabilitation Medicine team provides a
comprehensive approach to the treatment of

patients who may have experienced a tempo-
rary or permanent loss or impairment of func-
tional abilities as a result of their disorder or
treatment. Rehabilitation Medicine integrates
physical, occupational and speech therapy
services, nursing, nutritional and other ser-
vices to improve and strengthen the patient’s
functional capabilities.

OCCUPATIONAL THERAPY

Occupational Therapy’s involvement may
include assessment and treatment of the
patient’s upper extremity status (i.e., range
of motion, strength, endurance), fine motor
sRills, visual perception, visual motor sRills,
and activities of daily living, such as eating,
dressing, bathing, toileting and grooming.
Occupational Therapy actively promotes in-
dependence, feeling that by doing so, social
and emotional needs, as well as the physical,
can be effectively met.

PHYSICAL THERAPY

The Physical Therapy department specializes
in the assessment and treatment of gross mo-
tor function in the child with cancer. Physical
Therapy is consulted on both an inpatient
and outpatient basis for children who will
undergo stem cell transplant, as well as for
those children who might have motor deficits
resulting from either primary disease or treat-
ment effect.

DIETARY/NUTRITIONAL
SERVICES

Children undergoing chemotherapy or bone
marrow transplantation may suffer lack of ap-
petite, so the Dietary and Nutritional Services
department provides a complete nutritional
assessment and crafts an individualized nutri-
tional care plan to meet each patient’s specific
needs. Parents are thoroughly counseled on
diets meeting their child’s needs. Safe food
handling is emphasized for the immune
compromised patient and the nutritionist
meets with the family as much as necessary.

PHARMACY

The pharmacists work closely with the physi-
cians, nurses and other healthcare team mem-

bers to provide the best possible treatment
for our patients. Not only do they prepare the
therapeutic drug and advise on its administra-
tion and dosing, but they monitor patients who
are on, at times, complex chemotherapeutic
protocols, in order to prevent errors.

PASTORAL CARE

When a child is diagnosed with cancer, the
child and his/her family can experience in-
tense and often overwhelming feelings of
anxiety, helplessness, anger, guilt, fear, de-
pression, shocR and denial. Questions may
be raised, such as: Why is this happening to
me? |s God punishing me by causing my child
to become ill? How can a loving God allow
an innocent child to become so seriously ill?
How am | going to get through this? Who is
going to help us now?

Pastoral care services are provided to as-
sist the child and family members as they
ask these and other questions and express
their feelings. A chaplain is on call at all times,
in case of emergencies. Religious materials
such as Bibles, daily meditation and Sunday
services are available. The chaplain partici-
pates in weeRly meetings with the staff and
also participates in family conferences when
asked to do so.

VOLUNTEER SERVICES

Volunteers assist Child Life staff with activities
on the Hematology/Oncology unit, provid-
ing special services to the patients and their
families. Volunteers usually request to work
on this unit due to personal involvement with
either a family member or friend who has gone
through treatment at Children’s Hospital or
another institution. These volunteers bring
with them insight, understanding and com-
passion which comes from their first-hand
experience. They also spend time in the pa-
tient’s room, playing games, reading, talking
or just listening to the patient. They may also
relieve the parents for a short time, providing
respite for them.

STARBRIGHT WORLD

Starbright World (SBW) is an online social
networkR/community where teens can con-




nect with other teens who also have cancer.
Through videos, moderated chat rooms,
games and bulletin boards they help each
other confront the challenges they face every
day. SBW is a safe environment where teens
can express fears and frustrations, share ex-
periences and laugh. Teens are able to hang
out with peers who understand the realities
of living with a serious or chronic illness. The
Child Life department has laptops with web-
cams available for checkout to patients who
are interested in SBW.

Camp Challenge is a unique, week-long
camping experience geared to children
with cancer and other blood disorders and
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their siblings. The camp is held annually in
Louisiana. It provides recreation and the ca-
maraderie of associating with other children
who have undergone similar experiences with
cancer and chronic or serious illnesses. The
children looR forward to the opportunity to
swim, ride horsebacR, engage in competi-
tive sports, and generally have a ball while
forgetting the all-too-present concerns of
sickness and hospital.

The Hope Lodge houses our patients and
caregivers who need to travel a long distance
to New Orleans for cancer treatment. It offers

e

e
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temporary lodging in a warm, caring, support-
ive environment so they can focus on fighting
the disease.

The Ronald McDonald House provides tem-
porary residence for the families of children
receiving treatment in New Orleans area
hospitals. Non-resident families are given
the opportunity to stay at the house, located
in Mid City, New Orleans. It is a place where
families can get away from the hospital, yet
remain in touch with the support of hospital
and medical staff within a moment’s notice.

The Jazz Half Marathon raises funds to help support The Cancer Program at Children’s Hospital.
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CANDLELIGHTERS

Candlelighters is a national nonprofit organi-
zation that provides hope, support, education,
counseling and encouragement to those chil-
dren and families touched by cancer. Candle-
lighters organizes activities and programs for
families, provides psychosocial support, offers
financial relief to patients’ families, and works
to raise awareness of childhood cancer and
related issues. The organization also produces
a quarterly newspaper available at no charge
for parents of children with cancer.

A CHILD’S WISH

A Child’s Wish is a Louisiana-based nonprofit
organization that fulfills the dreams of children
who are terminally ill or have life-threatening
illnesses. Staffed by volunteers, this organi-
zation uses donations to enable children to
achieve their wishes. Many of our patient’s

fondest dreams have come true due to the
dedicated work of these special wish granters.

MAKE-A-WISH

Through its wish-granting worR, the Make-A-
Wish Foundation of the Texas Gulf Coast and
Louisiana has enriched the lives of countless
children who have life-threateningillnesses. It
provides children throughout Louisiana with
an opportunity to participate in activities that
they might never otherwise have been able to
enjoy such as a trip to Walt Disney World, a
shopping spree or a remodeling of their room.

CAPS FORKIDS

Caps for Kids is an international non-profit
organization dedicated to providing head-
wear autographed by athletes, entertainers
and other notable personalities to children,
adolescents and young adults with cancer

Actor Will Ferrell, serving as Bacchus XLIV, visits Children’s Hospital Hematology/Oncology patients.

=

who lose their hair as a result of their treat-
ment. Caps for Kids was founded in 1993 by
Dr. Stephen Heinrich, a pediatric orthopaedic
surgeon at Children’s Hospital. The program
now exists at more than 70 hospitals in the
United States, four in Canada, and one in
FranRkfurt, Germany.

CLINICAL TRIALS CENTER

The Clinical Trials Center at Children’s Hos-
pital was established in 1999 to improve
health- care for children and adolescents
through the development of new medica-
tions and treatments. Our efforts help to
create a culture in which safer and more ef-
fective drugs are available for a wide range
of health problems. The Clinical Trials Center
organizes community and hospital-based
physicians into a multi specialty research
network. Our goal is to set the standard for

-




w nd familie gMathayéon the Hematology/Oncology Unit.

excellence in clinical trials by providing ef-
fective administrative expertise and a staff
experienced in the conduct of clinical trials.

THE S.M.LL.E. PROJECT

For over a decade now, Children’s Hospital
has had the only successful SMILE Program
in the city. The SMILE Program is a collabora-
tion between Children’s Hospital, LSU, and
the American Cancer Society. The goal is to
pair first-and-second year medical students
as “buddies” with children with cancer. The
buddies then maintain a relationship with the

children that are non-medical but emotionally
supportive through difficult hospitalizations
and treatment. Additionally, each month there
is a SMILE party in the outpatient clinic that all
children are invited to attend. This has proven
to be a very rewarding program for both pa-
tients and medical students alike.

SPERM BANKING SERVICES

Since January 2011, we have actively been
looRing at our Sperm BanRing Services and
whether families have takRen advantage of

the services. Eleven males were possible
candidates. Three young men choose to
pursue this option. Cost did not appear to be
a prohibitive factor in maRing the decision.
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The Cancer Committee

HE MISSION OF
the Cancer Com-
mittee is to moni-
tor the care given
to children with
cancer and imple-
ment those ideas
that will lead to im-
provement in that
care. Since 1989,
the Cancer Committee has acted under the

DID YOU KNOW?

The Cancer Committee is comprised of
professionals who render care to children
with cancer. Together, they embody the mul-
tidisciplinary concept of cancer treatment, i.e.,
takRing a unified but comprehensive approach
to care or “treating mind, body and soul.” As
pediatric hematologists/oncologists, pediat-
ric neurosurgeons, urologic and orthopaedic
surgeons, radiation oncologists, pediatric ra-
diologists and pathologists, these profession-
als combine their specific outlooRs to view

Cancer Awareness Ribbons

% &

Kidney cancers

aegis of the American College of Surgeons,
Commission on Cancer (ACoS, CoC), using
guidelines established by them for pediatric
cancer centers in the United States. We remain
an approved pediatric cancer referral center.
We formally became the Center for Cancer and
Blood Disorders in 2002 and have offered, in
that capacity, up-to-date treatment protocols
and clinical trials which provide patients with
the opportunity to take advantage of the most
advanced and current therapies. It also affords
them the opportunity to learn of new advances
as soon as they emerge.

Neuroblastoma

AN

All pediatric cancers

the patient as a whole and offer suggestions
and plans to improve care. Child psychiatrists,
psychologists, social workers, play therapists,
non-denominational pastoral workers and
rehabilitation specialists also bring to the
table their unique outlooks on the support
of these children.

This past year, we also worked closely with
organizations such as the American Cancer So-
ciety and LeuRemia/Lymphoma Society. Such
connections have helped us to better reach out
to the community at large and initiate programs
for cancer prevention and education. They have

Y

also helped us better assist families in reset-
tling into the post-Katrina environment with its
attendant stresses and exigencies. Examples
of joint efforts by the Hematology/Oncology
Division and these organizations have included
lodging of our patients at the American Can-
cer Society’s Hope Lodge, the provision of a
grant that provides transportation vouchers
for needy parents and the Smile Program. The
Smile Program is an endeavor which remains
dear to our hearts; it was developed by the

)

CNS tumors

American Cancer Society, and is designed
to enable the establishment of Big Brother/
Sister-like relationships between our patients,
especially those with cancer,and medical stu-
dents atthe LSU Health Sciences Center. Such
relationships have lasted, at times, beyond the
tenure of the students at the medical schools;
life-long bonds have been forged which sustain
our children for years afterwards.

We also have been able to variably call
upon the services of anesthesiology, pharmacy,
cardiology, ophthalmology, nursing and labora-
tory services to ensure greater quality control.

LeukRemia and Lymphoma



Nursing staff has provided special insight into
the problems that sometimes develop on the
unit. They have been instrumental in carrying
out some Rey projects on patient satisfaction,
infection control and analgesic administration
that have allowed us to come up with creative
solutions to problems seen in patient care.

The Cancer Committee also oversees
clinical research activities, both those as-
sociated with our hospital and those carried
out through our affiliation with the Children’s
Oncology Group (COG), of which we have
been a member institution since 1987. COG
is a national, collaborative pediatric cancer
research organization, sponsored by the Na-
tional Cancer Institute at the National Insti-
tutes of Health (NCI, NIH). Over 90 percent
of children who are diagnosed with cancerin
the United States, Canada and other countries
throughout the world are enrolled in protocols
for therapeutic, cancer control, epidemiology
or biology trials through COG. It is our stance
that a high percentage of our patients should
participate in such trials in order to advance
our Rnowledge of childhood cancer and to
provide the patients with the latest advances
in treatment and Rnowledge about the pro-
cess of their diseases. It is acknowledged that
clinical trial participation has been associated
with improved survival overall after diagnosis
of cancer.

We regularly have residents, fellows and
other allied health specialists in attendance
atour meetings. This provides an opportunity
to educate them regarding the interactions
and intricacies involved in the care of chil-
dren with cancer and other blood disorders.
Children’s Hospital is closely affiliated with
LSUHSC and is one of its major teaching hos-
pitals, providing high-quality education to all
these individuals. The environment provided
by Children’s Hospital has likRely influenced
the career choices of the LSUHSC medical
students who, in high proportion, elect to
pursue a pediatric or med/peds residency.
Education, in general, remains an essential
goal at Children’s Hospital, with the Cancer

Lolie C. Yu, MD, Professor of Pediatrics, Cancer Committee Chairman,

Pediatric Hematology/ Oncology

Evans Valerie, MD, Physician Liaison, Pediatric Surgery

Simone Bienvenu, RN, Quality Assessment and Improvement

Rachel D. BufRin, CTR, Cancer Registrar

IKay Casey, MSW, Social Services Department
Chittalsinh Raulji, MD, Hematology/Oncology Fellow

Randall D. Craver, MD, Pathology

Matthew Fletcher, MD, Pediatric Hematology/ Oncology Fellow

Cheryl Fourcade, American Cancer Society

Renee V. Gardner, MD, Professor of Pediatrics, Hematology/Oncology

Cherie Hadley, RN, Pediatric Nurse Coordinator

IKristen Haugen, Child Life Specialist

Marie-Louise Haymon, MD, Radiology

Wendy Huval, RHIA, Director of Medical Records
Dana Leblanc, Pediatric Hematology/Oncology Fellow

Suresh Mandhare, Pharmacy

Jaime Morales, MD, Assistant Professor of Pediatrics, Hematology/Oncology

Cori A. Morrison, MD, Assistant Professor of Pediatrics, Hematology/Oncology

Jennifer Mullinex, MD, Pediatric Hematology/Oncology Fellow

PinRi Prasad, MD, Assistant Professor Pediatrics, Hematology/Oncology

Lisa Patterson, RN, Bone Marrow Transplant Nurse Coordinator

Mary Perrin, Vice-President, Hospital Operations

Murial Roberts, Clinical Trials
Stephanie Sonnier, Clinical Trials

Matthew StarRk, MD, Pathology/Laboratory Department
Roxanne Stegall, Social Services Department

Maria C. Velez, MD, Associate Professor of Pediatrics, Hematology/Oncology
Claudette VicRs, RN, Pediatric Hematology/Oncology Nurse Coordinator
Jennifer Walgamotte, Medical Records Coordinator

Peggy Williams, LSCW, Social Services Department

Lynn Winfield, RN, Nurse manager

Ellen L. Zakris, MD, Radiation Oncology

Committee recently incorporated programs on
cancer prevention trials such as the FreshStart
program, a comprehensive approach to the
cessation of smoRing during pregnancy and
after delivery. We are involved in providing
information to the families of children in Loui-
siana through our Web site, addressing their
concerns about long term environmental and
toxic hazards that might be encountered upon

their return to New Orleans and its environs
after Hurricane Katrina.

We hope that this annual report of the
Children’s Hospital Cancer Committee will
provide you with information about the on-
cology and hematology services available
at Children’s Hospital. Further information
can be obtained by calling the Hematology/
Oncology Department at (504) 896-9740.
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Advances in the Treatment of Pediatric
Lymphoma: A Single Center 10-Year Review

MATTHEW FLETCHER, MD; MEGHAN JONES, MS; CRUZ VELASCO-GONZALES, PHD;

AND MARIA C. VELEZ, MD

INTRODUCTION

Lymphomas are malignant neoplasms of the lymphatic system,
a part of the immune system, and can arise from any area of the
body where lymphatic tissue aggregates, such as lymph nodes,
bone marrow, liver or spleen. As a group, they constitute the third
most common malignant neoplasms in children, after leukRemia and
brain tumors, and they account for 15% of all malignancies!". Lym-
phomas are currently one of the most treatable and curable types
of pediatric cancer, with overall cure rates approaching 90%. Clas-
sically, lymphomas have been divided into two groups, HodgRin’s
and non-HodgRin’s. However, these two entities are clinically and
biologically distinct, and modern treatments for these two groups
are vastly different.

HodgRin’s disease (HD), or HodgRin’s lymphoma, is one of the
few cancers that affects both adults and children. It has a bimodal
distribution in its incidence, with one peak in the 15-34 year old age
group and a second peak in the older than 60 group. There are ~800
new pediatric cases of HD in United States per year, for an incidence
of 7 cases/million persons/year.”?? HodgRin’s lymphoma arises from
a type of immune cells Rnown as B-cells. While in most cases the
cause is unknown, recent studies have implicated Epstein-Barr virus
(EBV), the causative agent in infectious mononucleosis, in a signifi-
cant proportion of cases of HD.B! Treatment for HD is similar in both
children and adults, usually consisting of multiagent chemotherapy
for 4-6 months + radiation. Prognosis depends primarily upon initial
staging (See Table 1), with long-term survival >95% for early (stage
la) disease and 75-80% for advanced (stage IVb) disease.l Cure is
still possible after relapse, with ~50% of patients able to achieve a
durable remission after high-dose chemotherapy with autologous
stem cell rescue.™ Given the high rates of cure, more recent stud-
ies have examined using less intensive treatment regimens, such as
the elimination of radiation therapy, to minimize late effects.

Non-HodgRin’s lymphomas (NHL) are a diverse collection of
malignant neoplasms which includes all malignant lymphomas
not characterized as HodgRin’s disease. It affects primarily adults,
with only 1.7% of all cases affecting individuals <20 years old. There
are ~500 new pediatric cases of NHL in the United States per year,
for an incidence of 6.6 cases/million persons/year.’’ NHL is clas-
sified by the type of cell from which it arises, with the most com-
mon subtypes including BurRitt’'s lymphoma (see Figure 3), T-cell
lymphoblastic lymphoma and anaplastic large cell lymphoma. Nu-
merous clinical factors can predispose to the development of NHL,
including immunosuppression from either drugs or HIV infection,

FIGURE 1: Normal lymph node consisting of well defined germinal
centers. Image courtesy of Dr. Matthew StarR.

FIGURE 2: Bi-nucleate Reed-Sternberg cells (center) are pathog-
nomonic for HodgRin’s lymphoma. Image courtesy of Dr. Matthew
StarR.




TABLE 1 - ANN ARBOR STAGING CLASSIFICATION FOR HODGKIN’S LYMPHOMA

STAGE DESCRIPTION

| Involvement of a single lymph node region (I) or a single extralymphatic organ or site (IE)
1l Involvement of two or more lymph node regions on the same side of the diaphragm (lI) or localized contiguous involvement of only

one extralymphatic organ or site and its regional lymph node(s) on the same side of the diaphragm (lIE)

11 Involvement of lymph node regions on both sides of the diaphragm (lll), which may also be accompanied by involvement of the
spleen (I1IS) or by localized contiguous involvement of an extralymphatic organ or site (ll1IE) or both (IlISE)
A\ Diffuse or disseminated involvement of one or more extralymphatic organs or tissues, with or without associated lymph node

involvement
Designations applicable to any stage
A No B symptoms

B B symptoms, defined as presence of fever (>38° C [100.4° F]) for 3 consecutive days, drenching night sweats, or unexplained loss of
10% or more of body weight in the preceding 6 months

E Involvement of a single extranodal site that is contiguous or proximal to the Rnown nodal site

S Involvement of the spleen

viral infections such as EBV or human T-cell lymphotrophic virus-1
(HTLV-1),or genetic disorders such as X-linked lymphoproliferative
disease (XLP) or Wiskott-Aldrich syndrome.l”? Treatment for NHL is
dependent on the subtype, but consists primarily of chemotherapy
for 2-32 months. Radiation is typically only used in emergency or
high-risk situations, and surgery is not curative. Prognosis depends
upon subtype and staging (See Table 2), but overall long-term sur-
vival is ~60-90%.1®) Relapsed NHL carries a poor prognosis, with
<20% of patients able to achieve a second remission, though recent
studies using either autologous or allogeneic stem cell transplants
have had promising results, with 3-year event free survivals of 70-
75%.[9,]0]

The advent of monoclonal antibodies in the treatment of cancer,
while still in its earliest stages, offers hope for cure with less toxic-
ity than traditional cytotoxic chemotherapy. Rituximab, a human/
murine chimeric monoclonal antibody against CD20, was first ap-
proved in 1997 for the treatment of non-HodgRin’s lymphoma. It is
indicated for the treatment of B-cell ymphomas and leukemias, and
early results of studies in adults are very promising.!™ Data for its
safety and efficacy in pediatrics is lacRing, but the limited evidence
available shows response rates up to 70% in relapsed and refractory
B-cell ymphoma,?and prospective trials are currently ongoing.

Our institution previously described the lymphoma cases treated
at Children’s Hospital in New Orleans between 1995 and 2000.!
The current study will examine the cases of lymphoma treated at
our institution from 2001 to 2010, with additional emphasis on the
role of monoclonal antibodies in the treatment of non-HodgRin’s
lymphoma. Comparison to national survival data from the 2008
Survival, Epidemiology and End Results (SEER) study will also be
presented.

METHODS

A 10-year retrospective analysis of medical records for all patients
diagnosed with lymphoma at Children’s Hospital in New Orleans
between 2001 and 2010 was performed. Institutional Board Review
(IRB) was obtained following the compliance regulations of the in-
stitutions. Demographic information collected included: age, sex,

FIGURE 3: Classic "Starry sRy” appearance of BurRitt's lymphoma.
Image courtesy of Dr. Matthew StarR.

race and date of diagnosis. Clinical information collected included:
disease, stage, location, bone marrow involvement, central nervous
system involvement, chemotherapy received, including the use of
rituximab, underlying immunodeficiencies, hematopoietic stem
cell transplant, including type and date, date of relapse, and date
of death. Statistical analysis using Cox regression was performed
to determine correlation between clinical variables and overall/dis-
ease-free survival.

RESULTS

From January 1, 2001 through December 31, 2010, 97 patients were
treated for lymphoma at Children’s Hospital in New Orleans. Com-
plete records were available for review for 71 patients, with 38 cases
of HD and 33 cases of NHL. Mean duration of follow-up was 3.6
years. Demographic and presentation information from the cohort
is presented in Table 3. Of note, NHL was significantly more preva-
lent in younger patients, males and those with immunodeficiency,
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TABLE 2 - ST. JUDE STAGING SYSTEM FOR PEDIATRIC NON-HODGKIN’S LYMPHOMA

Stage Description

| A single tumor (extranodal) or involvement of a single anatomic area (nodal), with the exclusion of the mediastinum and abdomen

A single tumor (extranodal) with regional node involvement
Two or more nodal areas on the same side of the diaphragm

1 Two single (extranodal) tumors, with or without regional node involvement on the same side of the diaphragm

A primary gastrointestinal tract tumor, with or without involvement of associated mesenteric nodes, that is completely resectable
Two single tumors (extranodal) on opposite sides of the diaphragm

Two or more nodal areas above and below the diaphragm

11 Any primary intrathoracic tumor (mediastinal, pleural, or thymic)

Extensive primary intra-abdominal disease

Any paraspinal or epidural tumor, whether or not other sites are involved

v Any of the above findings with initial involvement of the central nervous system, bone marrow, or both

consistent with national norms. In addition, patients with NHL were
significantly more likely to present with advanced disease (stage Ill/
1V) than those with HD (60% vs. 50%).

Overall survival (OS) of all cases was 93% (See Figure 4), with
95% OS for HD and 91% for NHL. There was a significant improve-
ment in 5-year OS among NHL patients compared to the prior
cohort (91% vs. 72%) and slight improvement in 5-year OS among
HD patients compared to the prior cohort (95% vs. 94%). Advanced
stage disease (Stage IlI/1V) at presentation was more common in
our population than the national average (55% vs. 37%), though
this was an improvement compared to the prior cohort (63% ad-
vanced stage disease). Relapse rates remained stable (17% in both
cohorts), and among the clinical variables analyzed, only relapse
was associated with increased mortality (hazard ratio 18.2, [95%
Cl 2.0-163.2], p=0.002). Fourteen patients received a monoclonal
antibody (13 NHL patients received rituximab and 1 HD patient re-
ceived brentuximab), and the use of monoclonal antibodies did not
improve survival among patients with NHL (See Figure 5). Kaplan-
Meier survival curves for overall survival by stage for both HD and
NHL are presented (Figures 6 and 7). Disease stage was not sig-
nificantly associated with survival.

DISCUSSION

In the last decade we have witnessed remarRable progress in the
treatment and cure of children with lymphoma. Overall survival of
this cohort of patients reflects the current trend towards excellent
outcome in pediatric lymphoma, with 93% of the patients treated at
our institution in the last decade becoming cancer survivors, com-
pared with an 85% overall survival in the latter half of the 1990s.
Multiple factors likRely contributed to this improvement. Our ongoing
participation in national clinical trials through the Children’s Oncol-
ogy Group (COG) seekRs to continually improve outcomes by offer-
ing state-of-the-art therapy and accessibility to the most up-to-date
treatment options and modalities. Additionally, increasing cancer
awareness among the general pediatricians and family physicians
in the community has translated into earlier detection and prompt

FIGURE 4: Comparison of outcomes of current cohort with prior co-
hort and SEER data. Improvements in overall mortality and disease
specific mortality are noted compared to prior cohort. Relapse rates
remain stable, while fewer patients present with advanced disease

in the current cohort.
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FIGURE 5: Overall survival among non-HodgRin’s lymphoma
patients by use of monoclonal antibody. No significant difference
in survival was noted in patients receiving monoclonal antibody

therapy.
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TABLE 3 - DEMOGRAPHIC AND CLINICAL INFORMATION OF COHORT

DISEASE
TOTAL N (%) HD N (%) NHL N (%) P-VALUE
SEX 0.0266
Female 25(35) 18 (72) 7 (28)
Male 46 (64) 20 (43) 26 (56)
RACE 0.7334
African American 36 (50) 21(58) 15 (41)
White 28(39) 14 (50) 14 (50)
Other 7 (9) 3(42) 4 (57
PRIMARY SITE 0.1461
Head/neck 33 (46) 19 (57) 14 (42)
LN, multiple sites 10 (14) 6 (60) 4 (40)
Mediastinum 16 (22) 9 (56) 7 (43)
Below diaphragm 10 (14) 2 (20) 8(80)
Other 2(2) 2(100) 0O (O)
STAGE
I 5(7) 4 (80) 1(20) 0.0089
1] 27 (38) 15 (55) 12 (44)
I 20 (28) 5 (25) 15 (75)
v 19 (27) 14 (73) 5(26)
MEDIASTINAL MASS 0.0963
No 37 (52) 16 (43) 21(56)
Yes 34 (47) 22 (64) 12 (35)
MARROW INVOLVEMENT 0.5941
No 68 (95) 37 (54) 31 (45)
Yes 3 (4) 1(33) 2 (66)
MONOCLONAL ANTIBODY 0.0001
No 56 (80) 36 (64) 20 (35)
Yes 14 (20) 1(7) 13(92)
TRANSPLANT (TYPE) 1.0000
Allogeneic B 2 1
Autologous 9 8 1
IMMUNODEFICIENCY 0.0182
No 66 (92) 38 (57) 28 (42)
Yes 5 (7) 0 (0) 5(100)
RELAPSE 0.0285
No 59 (83) 28 (47) 31(52)
Yes 12 (16) 10 (83) 2(16)
AGE 0.0113

Mean (years) 13.8 1
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FIGURE 6: Overall survival by stage for HodgRin’s disease. No
significant difference was found in survival among those present-
irll%with early stage disease.
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FIGURE 7: Overall survival by stage for non-HodgRin’s lymphoma.
No significant difference was found in survival among those pre-
senting with early stage disease.
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referral to our cancer treatment center, which is reflected in the
decrease in the percentage of patients presenting with advanced
stage disease.

The most significant improvement in survival occurred among
patients with non-HodgRin’s lymphoma. Multiple advancements
in the treatment of NHL have taken place over the last decade,
especially in the most common types of NHL, BurRitt's lymphoma
and T-cell lymphoblastic lymphoma (TLL). With regards to BurRitt’s
lymphoma, advances in supportive care, such as the use of ras-
buricase in the management of acute tumor lysis syndrome[14],
have contributed to a significant decrease in early mortality and
morbidity, while in TLL, a transition to regimens based on T-cell
leuRemia treatment and the advent of newer therapeutic agents
such as nelarabine have contributed to significantly improved cure
rates. In addition, the emergence of monoclonal antibodies such
as rituximab offers an exciting new weapon in the arsenal to fight
these devastating diseases.

While this small study did not show a survival benefit among pa-
tients receiving rituximab, several limitations should be noted. Most
notably, only patients with B-cell and BurRitt’'s NHL were treated
with rituximab in this cohort, while the comparison group of patients
who did not receive rituximab consisted primarily of T-cell NHL, thus
no appropriate control group is available for comparison. Further-
more, as a new investigational agent, rituximab was initially used
in relapsed/refractory cases which had a poorer prognosis. Promis-
ing results both from recent Children’s Oncology Group trials and
from adult clinical trials have led to the incorporation of rituximab
into front-line treatment for all B-cell NHL patients. For example, in
a trial of young adults with diffuse large B-cell NHL, the addition
of rituximab increased 3-year overall survival from 84% to 93%[15],
while a pilot study in children with advanced B-cell leukRemia and
lymphoma showed 95% 3-year overall survival in patients receiving
rituximab[16]. The current Children’s Oncology Group study for B-
cell NHL is examining the effectiveness of rituximab in newly diag-
nosed patients. Other limitations of our study include the relatively
short follow-up period (mean 3.8 years), which does not allow for
accurate 5-year survival statistics, and the retrospective, single-
center nature of the study. Furthermore, the relatively small number
of patients do not allow for enough statistical power to find associa-
tions which are certainly present, such as improved survival among
early-stage disease.

CONCLUSIONS

This 10-year retrospective study showed significant improve-
ments in survival among both HodgRin’s and non-HodgRin’s lym-
phoma patients treated at our instititution from 2001 to 2010 com-
pared to patients treated from 1995-2000. In addition, outcomes of

patients treated at our institution continue to outpace national aver-
ages, in spite of treating a higher proportion of patients who present
with advanced stage disease.
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Histology

2009 2010 201
# % # % # %

Adenocarcinoma 6} 0.0% 2 3.8% 0] 0.0%
Astrocytoma 5 7.4% 5 9.7% 7 8.4%
Atypical Teratoid Rhabdoid Tumor 1 1.5% 0 0.0% 0] 0.0%
Carcinoma, NOS 2 29% 1 1.9% 1 1.2%
Chondrosarcoma 6} 0.0% 1 19% (0] 0.0%
Choroid Plexus Carcinoma 1 1.5% 6} 0.0% (0] 0.0%
Craniopharyngioma 2 29% (0] 0.0% 1 1.2%
Dermatofibrosarcoma 0 0.0% ¢} 0.0% 1 1.2%
Dermoid Cyst 1 1.5% 0 0.0% 0] 0.0%
Ependymoma 2 29% 0 0.0% 1 1.2%
Ewing’s Sarcoma 2 29% 6} 0.0% 4 4.8%
Ganglioglioma, NOS 3 4.4% 6} 0.0% 3 3.6%
Germ Cell Tumor 3 4.4% 3 59% 1 1.2%
Glioma, NOS 6 8.8% 3 59% 3 3.6%
Glioneuronal Tumor (0] 0.0% 1 1.9% 0] 0.0%
Hemangioma (CNS) 0 0.0% 0 0.0% 1 1.2%
Hepatoblastoma (0] 0.0% 2 3.8% 0 0.0%
Hepatocellular Carcinoma 1 1.5% 2 3.8% (0] 0.0%
ALL(Acute Lymphocytic Leukemia) 8 1.7% il 21.1% 22 265%
AML (Acute Myelocytic LeukRemia) 5 74% 4 7.8% 1 1.2%
APL (Acute Promyelocytic Leukemia) 0 0.0% 0 0.0% 2 2.4%
CML (Chronic Myelogenours Leukemia) 0 0.0% 2 3.8% 0] 0.0%
HodgRin Lymphoma 6 8.8% 1 19% 7 8.4%
Non-HodgRin Lymphoma 5 7.4% 2 3.8% 4 4.8%
Langerhans Cell Histiocytois 2 29% 2 3.8% 1 1.2%
Liposarcoma (0] 0.0% 1 19% (0] 0.0%
Medulloblastoma (0] 0.0% 1 1.9% 0] 0.0%
Melanoma 2 29% 0] 0.0% 0] 0.0%
Meningioma 1 1.5% (0] 0.0% 0 0.0%
Myelodysplastic Syndrome 1 1.5% 6} 0.0% 3 3.6%
Neuroblastoma 4 5.9% 3 59% 5 6.3%
Osteosarcoma, NOS 2 29% 0 0.0% 6 72%
Peripheral nerve sheath tumor, Malignant 1 1.5% 0 0.0% 0] 0.0%
Primitive Neuroectodermal Tumor (0] 0.0% 1 19% 0] 0.0%
Refractory Anemia 6} 0.0% 1 19% (0] 0.0%
Rhabdomyosarcoma 1 1.5% 2 3.8% 2 2.4%
Sarcoma 1 1.5% 1 19% (0] 0.0%
Schwannoma, NOS 0 0.0% 1 19% (0] 0.0%
Teratoma (0] 0.0% (0] 0.0% 1 1.2%
Wilm’s Tumor (0] 0.0% 1 19% 6 7.2%
Total 68 100.0% 52 100.0% 83 100.0%




Cancer Registry

NESSENTIALCOMPONENT
of the Children’s Hospital
cancer program is the
database maintained by the
cancer registry. The cancer
registry database, also Rnown as the cancer
data management system, is supported by
EleRta Medical Systems software program,
called METRIQ. It is a system designed for
the collection, management and analysis of
the data on cancer patients. The information
that is provided by the cancer registry is
utilized in research, education, and patient
care evaluation. It has also proven to be
of financial importance in administrative
planning of allocation of hospital resources.
January 1, 1986 was established as our
reference date, and as of December 31, 2011,
the cancer registry has accessioned 1898
cases. A comparison of Children’s Hospital
data from 2009, 2010, and 201l is presented
in the Cancer Statistics section of this
report. The following discussion will focus
primarily on Children’s Hospital analytic
case data from 2011. In 2011, a total of 100
cases were accessioned:

B 83% (n=83) being analytic
and 17% (n=17) being non-
analytic.

B 43% (n=36) were male and
57% (n=47) were female.

B 24% (n=20) of our patients
resided in Jefferson parish.

Site

Brain & CNS

Bone
B The median age at
diagnosis of our patients was [aluzy
9.
B 35% (n=29) were white

females with the highest incidence of
cancer.

B 27% (n=22) were ALL patients which was
our most common histology in 20I1.

In order to evaluate cancer care outcomes,
the cancer registry maintains long-term
follow-up on eligible patients included in
the registry. To successfully achieve survival
rates the American College of Surgeons
(ACoS) requires an 80% follow-up rate on
eligible patients, and a 90% follow-up rate
for eligible patients diagnosed within the
last 5 years. The cancer registry has been
able to successfully maintain the required

follow-up rate.

Cancer Statistics

Distribution by Sex and Race

(Analytic cases only)

Other female
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2009-2010
White male White male........ 29.0%
Black male.............. 23.0%
e Other female..... 2.0%
Other male

Bone Marrow

Lymph Nodes

# of Cases % of Cases
25 30.1%
19 229%
13 15.7%
8 9.6%
6 7.2%

Data is submitted to the National Cancer
Data Base (NCDB) and the Louisiana Tumor
Registry (LTR). In return, the NCDB provides
local, state and national statistics to cancer
programs that enables them to benchmark
patient care and quality improvement
efforts. The LTR also provides local and
state statistics as a benchmarking tool for
cancer programs.

Knowledgeable personnel, including at
least one CTR (Certified Tumor Registrar)
staff

registry is located in the Medical Records

the cancer registry. The cancer

Department. All inquiries may be directed
to Rachel BufRin, CTR at (504) 894-738l1.

White male

201

White male

Black male

Black male White female.........

Black female...

Other male

Other male.....c..... 2.0%

Other female... 0.0%



Distribution of
Analytic Cases by Parish

- PARISH 2009 2010 201

Analytic Cases z
Assumption

Avoyelles
Beauregard
Calcasieu
Concordia
East Baton Rouge
Evangeline
Iberia
Iberville
Jackson
Jefferson
Lafayette
Lafourche
Livingston
Orleans
Quachita
Plaquemines
Pointe Coupee
Rapides
St. Bernard
St. Charles
St. Helena
St. James
St. John th Baptisit
St. Landry
St. Martin
St. Mary
St. Tammany
Tangipahoa
Terrebone
Union
Vermilion
Vernon
Washington
Out-of-State

Total
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HILDREN'S HOSPITAL/LSUHSC PEDIATRIC
Hematopoietic stem cell transplantation (HSCT)
program is the only approved Children’s Oncology
Group (COG) transplant program in the state of
Louisiana. It offers patients access to all COG transplant protocols
without the need to travel far to get this life saving treatment.

We are also a full member of the Pediatric Blood and Marrow
Transplant Consortium (PBMTC) which is the largest forum focused
on Pediatric BMT and it is a core member of the NIH-funded BMT-
CTN networR. This affiliation allows our patients to participate in
clinical trials aimed at improving the clinical outcomes of BMT.

The transplant patient is treated in the state-of-the-art 18-bed
unit with a specialized HEPA air-filtration system. This special
environment provides the severely immunocompromised trans-
plant patients the best protection from opportunistic infections.

Our HSCT program applies a multidisciplinary approach to the
care of the transplant patient. The HSCT team consists of a highly
sRilled team of board certified Pediatric Hematologists/Oncolo-
gists, Bone Marrow Transplant (BMT) trained nurses, dieticians,
child life therapist, child psychologists, pharmacists, social workers,
clinical research associates, physical therapists and transplant
nurse coordinator.

Our HSCT program offers innovative treatment for children
with cancer such as leukRemia, lymphoma, neuroblastoma, brain
tumors and other recurrent cancers as well as for children with
non-malignant conditions including immunodeficiency disorders,
bone marrow failure syndromes and blood disorders such as
transfusion-dependent sicRle cell disease and thalassemia major.

Under the leadership of Lolie Yu, M.D., director of the HSCT pro-
gram, we performed the first human placenta-derived stem cell
transplant (HPDSC) in the world in 2008. These HPDSC cells will
be used for malignant and non-malignant conditions which can be
cured with transplantation. The study is in collaboration with the
cellular therapy section of Celgene. We also were the first transplant
center in Louisiana to implement the use of Mesenchymal stem
cells (MSC) to treat refractory graft versus host disease (GVHD).

Our HSCT is certified by the Foundation for the Accreditation
of Cellular Therapy (FACT) for its high quality of patient care and
HPC collection/processing laboratory performance. We are one
of only 20 pediatric facilities in the U.S. to be FACT- accredited.

Our Pediatric HSCT program provides quality care that is de-
signed to accommodate the full range of a child’s unique needs
with expertise in both autologous and allogeneic transplants.
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DISEASE TYPE TOTAL
ACUTE LEUKEMIA
AML/MDS 55
ALL 51
Other 13
SOLID TUMORS
Lymphoma 22
Neuroblastomas 48
Brain tumor 16
Wilms 8
Histiocytosis
Sarcoma 10
Germ cell tumor 2

NON-MALIGNANT CONDITIONS

BMF 46
Metabolic disorders 5
Immunodeficiency 23
Hemoglobinopathy:
SicRle cell 11
Thalassemia 2
TOTAL 311




Hematology/
Oncology ’rogram

HE PEDIATRIC HEMATOLOGY/ONCOLOGY AND HSCT

section of LSUHSC Department of Pediatrics was formally

accredited by the Accreditation Council for Graduate Medical

Education (ACGME) in 1989. It remains the only accredited
fellowship program between Florida and Texas. We are proud to report
that, this year, we again received approval from the ACGME for the
fellowship. The program now directed by Dr. Maria Velez and com-
prised of faculty members Drs. Gardner, Morales, Morrision, Prasad
and Yu, continues to draw individuals from around the country and
throughout the world. Graduates of the program have gone on to
distinguish themselves in many fields, assuming — at times - roles of
leadership wherever they have gone. The program utilizes the clinical
resources and faculty expertise available at Children’s Hospital and
LSUHSC, New Orleans.

The program maintains an active partnership with the LSUHSC
Stanley S. Scott Cancer Center. Teaching and patient care take
place at Children’s Hospital. Research activities are conducted
through the establishment of partnerships with experienced
and capable investigators such as Drs. Augusto Ochoa, James
Hempe, Yan Cui, Paula Rodriquez and Lily Leiva. Electives for the
fellowship are offered in blood banking, hemophilia care, radia-
tion oncology and hematopathology. Fellows play an integral role
in the planning and organization of conferences and lectures.

Teaching activities include the Cancer Conference, journal club,
protocol reviews, psychosocial conferences, core lectures and pro-
fessors’ rounds. Invited speakers from many excellent institutions
involved in cancer care, both local and national, help round out the
fellowship’s educational opportunities.

Cancer
Conference

T CHILDREN’S HOSPITAL, THE CANCER CONFERENCE

remains the major educational element of the cancer

program. These conferences are held weeRly to improve

the quality of care of pediatric cancer patients through
educational discussions. Children’s Hospital recognizes the impor-
tance of these multidisciplinary conferences and has been sponsoring
them since 1980.

All aspects of pediatric cancer management are embraced at
these conferences. Each presentation includes an outline of the
medical history, physical findings, appropriate staging, clinical and
surgical course, radiological studies and pathological interpretations
of each one of the cases to be discussed. An open discussion and
review of pertinent medical literature follow each case presentation
offering a comprehensive and multidisciplinary approach but, at
the same time, tailored to the patient’s individual needs.

In 2011, a total of 48 conferences were held. On average, approxi-
mately 22 physicians, residents, students and other cancer-related
supporting staff personnel attended the weeRly conferences. A
total of 131 cases were presented in 2011. These cases consisted of
prospective, retrospective and follow-up cases. It should be noted
that 98 percent of the cases presented were prospective and were
representative of the major sites of cancer at Children’s Hospital.

Allmembers of the medical staff are encouraged to attend and pres-
ent theironcology cases at these conferences. Physicians can schedule
case presentations by contacting the Hematology/Oncology office at
(504) 896-9740.

Community Outreach Program

MONG THE GOALS FOR OUR COMMUNITY OUTREACH PROGRAM ARE THE CONTINUING EFFORTS TO EDUCATE AND
inform the public and healthcare community on the signs and symptoms as well as the incidence of cancer in children. We pro-
mote cancer prevention through presentations and discussions, encouraging adequate nutrition, sun exposure reduction (sRin

cancer prevention), human papillomavirus (HPV) vaccine and smokRing cessation (tobacco use and cancer).

Informational sessions on cancer prevention are offered to school-aged children during their visit to Children’s Hospital. Lectures are
held in the local community for schools and businesses to address the significance of cancer prevention and encourage routine medical
examination for early cancer detection including breast self-exam for females and genitourinary exam for males. Brochures are available
for distribution at schools, health fairs and employee fairs through the Hematology/Oncology department. These brochures are located
throughout the hospital and in satellite clinics. Information about cancer prevention and interesting links can be found on the Children’s

Hospital website at www.chnola.org.




SUPPORT SERVICES HIGHLIGHT:

Beads of Courage

HILDREN WHO ARE DIAGNOSED
with cancer face many challenging
events throughout their treatment
path. Beads of Courage is a unique
program designed to honor that chal-
lenging journey patients and their
families takRe while receiving care
for cancer. The Beads of Courage program uses color-
ful beads that each symbolize different procedures and
milestones for children going through treatment includ-
ing bone marrow aspirate/biopsy, day of chemotherapy,
Port and central line insertion/Removal, and more. Chil-
dren are then able to tell their courageous story using the
beads they collect throughout treatment. Children also
receive a handmade glass purple heart bead when they
complete their treatment to symbolize their outstanding
courage and bravery.

beads™

of ®
COURAGE
f'ad
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ABOUT THE BEADS OF
COURAGE® PROGRAM

The Program is a resilience-based interven-
tion designed to support and strengthen chil-
dren and families coping with serious illness.
Through the program members tell their story
using colorful beads as meaningful symbols
of courage that they receive to honor and ac-
Rnowledge each step of their treatment jour-
ney. Beads are given according to a specific
program bead guide. For milestones in their
treatment journey, they receive handmade
one-of-a-Rind glass beads that are donated by
members of the International Society of Glass
Beadmakers (ISGB).

PROGRAM AREAS

The Beads of Courage® Program is available
for the following:

B Cancer and Blood Disorders

B Cardiac Conditions

HBurn injuries

B Neonatal Intensive Care Unit

B Chronic lliness

PROGRAM DEVELOPMENT

All Program bead guides were developed in
collaboration with experts in the field (nurses,
doctors, child life specialists and social work-
ers) so that each bead guide would reflect
meaningful acknowledgment of a member’s
treatment journey.

OUTCOMES

Ongoing evaluation of the Beads of Courage®
program indicates that the program helps to
decrease illness-related distress, increase the
use of positive coping strategies, helps mem-
bers find meaning in iliness, and restore sense
of self in those coping with serious illness. The
program also provides something tangible the
member can use to tell about their experience

during treatment and after.

CURRENT PROGRAMS

Currently, the Beads of Courage program is
provided to 130+ sites in 6 countries. By the
end of 2012, the program will have 150+ mem-
ber hospitals.

FACT SHEET 2012

M Beads of Courage, Inc. was founded in 2004
by Jean Baruch, RN, a pediatric oncology nurse
who was inspired to care for children and their
families with an arts-in-medicine program.

B Beads of Courage, Inc. headquarters are in
Tucson, Arizona.

B In February 2004, Phoenix Children’s Hospi-
tal became the first Beads of Courage Member
Hospital providing the Beads of Courage pro-
gram to families being cared for in their cancer
center. Today, Phoenix Children’s provides the
program to all families coping with serious ill-
ness.

B In 2010, Dr. Jean Baruch completed her doc-
toral study on the Beads of Courage Program
and received her PhD from the University of
Arizona, College of Nursing.

B Today, Beads of Courage, Inc. is providing in-
novative support programs to children in 130+
hospitals across the United States, Canada,
Ireland, Japan, New Zealand and the United
KKingdom.

B The Signature Beads of Courage Program is
available for children coping with cancer/blood
disorders, cardiac conditions, burn patients
and for families in the Neonatal Intensive Care
Unit (NICU). Late in 2011, the Program expand-
ed to support children with chronic illness.

B Beads of Courage has a multitude of pro-
grams available for our member hospitals en-
couraging family-centered care, these include:
Beads of Courage Sibling Program; Creative
Courage Journal; Workshop Series; Bereave-
ment Support; and coming soon..Touch for
Strength, a journal for Parents and Caregivers.
B |n 2010, Beads of Courage launched a pro-

gram to support clinicians caring for children

with serious illness. The Bead Caring Program
provides support and encouragement over
time using a Round of Caring with beads to
recognize professional milestones and provide
the staff time to reflect on the work they do car-
ing for children with serious illness.

M Beads of Courage, Inc. is proud of its part-
nership with the International Society of Glass
BeadmakRers (ISGB) who provide the hand-
made one-of-a-Rind glass beads for the Beads
of Courage Program. Over 50,000 beads are
donated annually to honor the COURAGE of
our members in the Beads of Courage Program.
M Beads of Courage, Inc. is proud to collabo-
rate with local and national organizations and
non-profits to support families at each member
hospital. Each member hospital has a Program
Sponsor providing the financial support for the
Beads of Courage Program and is committed
to supporting the maintenance of the program.
M Beads of Courage, Inc. is a Proud Member of
the Society for the Arts in Healthcare and has
partnerships with nursing and child life orga-

nizations.
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Treatment P’rotocols

DISEASE CLASSIFICATION:
ACUTE LYMPHOBLASTIC

LEUKEMIA

AALLO8B]I, Classification of Newly Diag-
nosed Acute Lymphoblastic Leukemia (ALL)

AALLO433, Intensive Treatment for Inter-
mediate-Risk Relapse of Childhood B-Pre-
cursor Acute Lymphoblastic LeukRemia (ALL):
A Randomized Trial of Vincristine Strategies

AALLO434, Intensified Methotrexate, Ne-
larabine (Compound 506U78; IND#52611)
and Augmented BFM Therapy for Children
and Young Adults with Newly Diagnosed T-
cell Acute Lymphoblastic Leukemia (ALL) or
T-cell Lymphoblastic Lymphoma

AALLO63I, A Phase Il Study of Risk Di-
rected Therapy for Infants with Acute Lym-
phoblastic Leukemia (ALL): Randomization
of Highest RisR Infants to Intensive Chemo-
therapy +/- FLT3 Inhibition (CEP-701, Lestaur-
tinib; IND#76431, NSC#617807)

AALLO7P1, A Phase Il Pilot Trial of Bort-
ezomib (PS-34l, Velcade, IND# 58,443) in
Combination with Intensive Re-Induction
Therapy for Children with Relapsed Acute
Lymphoblastic Leuremia (ALL)and Lympho-
blastic Lymphoma (LL)

AALLO932, Treatment of Patients with
Newly Diagnosed Standard Risk B-Precursor
Acute Lymphoblastic LeukRemia (ALL)

AALLI31, A Phase Ill Randomized Trial
for Newly Diagnosed High Risk B-precursor
Acute Lymphoblastic Leukemia (ALL) Testing
Clofarabine (IND# 73789, NSC# 606869)
in the Very High Risk Stratum

DISEASE CLASSIFICATION:

ACUTE MYELOID LEUKEMIA

AAMLOS8BI, Biology Study of Transient
Myeloproliferative Disorder (TMD) in Children
with Down Syndrome (DS)

AAMLIO31, A Phase Ill Randomized Trial
for Patients with de novo AML using Bort-
ezomib and Sorafenib (IND#114480; NSC#
681239, NSC# 724772) for Patients with High
Allelic Ratio FLT3/ITD

ACCLO933, A Randomized Open-Label
Trial of Caspofungin versus Fluconazole to
Prevent Invasive Fungal Infections in Children
Undergoing Chemotherapy for Acute Myeloid
LeukRemia (AML)

DISEASE CLASSIFICATION:

NEUROBLASTOMA
ANBLOOBI, Neuroblastoma Biology
Studies

ANBLOO32, Phase Ill Randomized Study

of Chimeric Antibody 14.18 (Ch14.18) in High
Risk Neuroblastoma Following Myeloablative
Therapy and Autologous Stem Cell Rescue

DISEASE CLASSIFICATION:
WILM’'S TUMOR /7 RENAL

9442, National Wilms Tumor Late Effects
Study

ARENO3B2, Renal Tumors Classification,
Biology, and Banking Study

ARENO32I, Treatment of High Risk Renal
Tumors

ARENOQ532, Treatment for Very Low and
Standard Risk Favorable Histology Wilms
Tumor

ARENO533, Treatment of Newly Diag-
nosed Higher Risk Favorable Histology
Wilms Tumors

ARENO534, Treatment for Patients with
Bilateral, Multicentric, or Bilaterally-Predis-
posed Unilateral Wilms Tumor

DISEASE CLASSIFICATION:

BRAIN TUMOR

ACNSO02B3, A Children’s Oncology Group
Protocol for Collecting and BanRing Pediatric
Brain Tumor Research Specimens

ACNSO331, A Study Evaluating Limited
Target Volume Boost Irradiation and Reduced
Dose Craniospinal Radiotherapy 18.00 Gy
and Chemotherapy In Children with Newly
Diagnosed Standard Risk Medulloblastoma:
A Phase Ill Double Randomized Trial

ACNSO0332, Efficacy of Carboplatin Ad-
ministered Concomitantly With Radiation
and Isotretinoin as a Pro-Apoptotic Agentin
Other Than Average Risk Medulloblastoma/
PNET Patients

ACNSO0333, Treatment of Atypical Tera-
toid/Rhabdoid Tumors of the Central Nervous
System with Surgery, Intensive Chemother-
apy, and 3-D Conformal Radiation

ACNSO0B831, Phase Ill Randomized Trial
of Post-Radiation Chemotherapy in Patients
with Newly Diagnosed Ependymoma Ages
1to 2l years

ACNSI123, Phase 2 Trial of Response-
Based Radiation Therapy for Patients with
Localized Central Nervous System Germ Cell
Tumors (CNS GCT)

ALTEO7CI, Neuropsychological, Social,
Emotional and Behavioral Outcomes in Chil-
dren with Cancer

DISEASE CLASSIFICATION:

RARE TUMOR
ABTROIBI, A Children’s Oncology Group

Protocol for Collecting and BanRing Pedi-
atric Research Specimens Including Rare
Pediatric Tumors

DISEASE CLASSIFCATION:

HEPATOBLASTOMA
AHEPQO73I, Treatment of Children with All
Stages of Hepatoblastoma

DISEASE CLASSIFICATION:

EWING SARCOMA

AEWSO0331, European Ewing Tumor Work-
ing Initiative of National Groups Ewing Tumor
Studies 1999 (EURO-E.W.I.N.G. 99)

AEWSI1031, A Phase Ill Randomized Trial
of Adding Vincristine-Topotecan-Cyclophos-
phamide to Standard Chemotherapy in Initial
Treatment of Non-metastatic Ewing Sarcoma

DISEASE CLASSIFICATION:

SARCOMA

ARSTO531, Randomized Study of Vincris-
tine, Dactinomycin and Cyclophosphamide
(VAC) versus VAC Alternating with Vincristine
and Irinotecan (VI) for Patients with Interme-
diate-RiskR Rhabdomyosarcoma (RMS)

ARSTO8P1, A Pilot Study to Evaluate Novel
Agents (Temozolomide and Cixutumumab
[IMC-AI12, Anti-IGF-IR Monoclonal Antibody,
IND #100947, NSC #742460]) in Combina-
tion with Intensive Multi-Agent Interval Com-
pressed Therapy for Patients with High-Risk
Rhabdomyosarcoma

ARST0921, ARandomized Phase Il Trial of
Bevacizumab (IND# 7921, Avastin) and Temsi-
rolimus (IND# 61010, Torisel) in Combination
with Intravenous Vinorelbine and Cyclophos-
phamide in Patients with Recurrent/Refractory
Rhabdomyosarcoma

D9902, A COG Soft Tissue Sarcoma Biol-
ogy and BanRing Protocol

CANCER CONTROL STUDIES

ACCRNO?7, Protocol for the Enroliment
on the Official COG Registry, The Childhood
Cancer Research NetworR (CCRN)

ALTEO3NI, Key Adverse Events after Child-
hood Cancer

ACCLIO31, ARandomized Double Blinded
Trial of Topical Caphosol to Prevent Oral Mu-
cositis in Children Undergoing Hematopoietic
Stem Cell Transplantation

ACCLO934, A Randomized Trial of Levo-
floxacin to Prevent Bacteremia in Children
Being Treated for Acute LeukRemia (AL) or
Undergoing Hematopoietic Stem Cell Trans-
plantation (HSCT)




HSCT ORNON-COG
EXPANDED ACCESS
STUDIES

Expanded Access of Prochymal® (Ex-vivo
Cultured Adult Human Mesenchymal Stem
Cells) Infusion for the Treatment of Pediat-
ric Patients Who Have Failed to Respond to
Steroid Treatment for Acute GVHD (Osiris
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Glossary

Accession: To list in order of acquisition. An
accession number is assigned to each new
patient who is eligible for inclusion in the
Cancer Registry database.

Allogenic: Having cell types that are
antigenically distinct. In transplantation
biology, denoting individuals (or tissues) that
are the same species but antigenically distinct.

American Joint Committee on Cancer
(AJCC): A committee designated to
coordinate efforts of sponsoring organizations
to develop staging systems for various cancers
within the TNM system in the United States.

American College of Surgeons (ACoS): A
fellowship of surgeons, organized in 1913 “to
elevate the standard of surgery, to establish
the standard of competency and character
for practitioners of surgery,” and, in general,
to assure that surgeons are properly qualified.

Analytic Cases: Cases that are first
diagnosed and/or receive all or part of their
first course of treatment at Children’s Hospital.
In accordance with the American College of
Surgeons guidelines for approved cancer
programs, these cases must be accessioned,
included in the patient index file, abstracted
and followed for the lifetime of the patient by
the Cancer Registry.

Autologous: Autogenous, related to self;
originating within an organism itself.

Class of Case: A classification of treatment
status determined by a reporting hospital.
This classification is determined at the
patient’s first admission. Whether a case is
included in the hospital’s treatment and/or
survival statistics depends upon the patient’s
classification.

Initial Therapy: Initial definitive treatment, or
series of treatments, that normally modifies,
controls, removes or destroys proliferating
tumor tissue. This is usually initiated within the
first four months (two months for leukemia)

of diagnosis. Types of initial therapy include
the list below:

Surgery: The partial or total removal of the
tumor, excluding biopsy.

Radiation: Cancer-related direct beam
and non-beam therapy. Non-beam includes
radium, cesium and radioactive isotopes.

Chemotherapy: Includes antimetabolites,
alkylating agents, vinca alkaloids and
antibiotics, among other agents.

Hormone: Includes administration of
hormones/steroids, and in some cases,
endocrine surgery.

Combination Therapy: Includes possible
combinations of surgery, radiation,
chemotherapy and hormone therapy.

Immunotherapy: Passive immunization of
an individual by administration of pre-formed
antibodies actively produced in an individual.

No Treatment: A treatment option that
includes cases in which no information was
available or no treatment was received.

Non-Analytic Cases: Cases that were not
seen at Children’s Hospital within the first
four months following diagnosis (two months
for leukRemia) or who were first diagnosed at
autopsy. This class of case is usually not
included in a report of hospital’s treatment
and survival statistics. In accordance with
the American College of Surgeons guidelines
for approved cancer programs, these cases
must be accessioned and a patient index
record prepared. Although abstracting and
lifetime follow-up are encouraged, these are
matters of local decision by the hospital cancer
committee.

Stage: The extent to which a primary tumor
has spread from its original site. The extent of
disease is determined at the time of diagnosis

and/or initial therapy.

Surveillance, Epidemiology and End
Results Program (SEER): A registry
conducted by the National Cancer Institute
for the collection and analysis of data on
the incidence and treatment of cancer and
survival of cancer patients in the United
States. A staging system was developed
in 1977 by SEER and is approved for use in
cancer registries by the American College of
Surgeons Commission of Cancer.

Survival: All survival statistics were
calculated using the actuarial or life-table
method for observed survival rate. This
method taRes into account both patients
with observations for varying lengths and
patients lost to follow-up.

TNM: A staging system developed by the
American Joint Committee on Cancer,in which
T stands for the size of the tumor, N for lymph
node involvement and M for metastasis.




Resources

Children’s Hospital Main Number........e. (504) 899-9511

Oncology Department (504) 896-9740
Oncology Department Fax ... (504) 896-9758
(504) 896-9442
(504) 896-9848
Neurosurgery Department (504) 896-9568
Social Services Department.... s (504) 896-9367
Surgery Department (504) 896-9478
Orthopaedics Department (504) 896-9569
Medical Records/Tumor RegiSIry ... (504) 896-9585
(504) 896-9450
(504) 896-9565
(504) 896-9873

Oncology Unit — inpatient

Oncology - outpatient clinic.

Administration

Diagnostic Radiology

Pathology Department

Bone Marrow Transplant Program ... (504) 896-9740
Lolie C. Yu, MD
Cancer Committee Chairman ... (504) 896-9741

Cancer Program Liaison
Evans Valerie, MD

(504) 896-3977

CANCER INFORMATION/RESOURCES

American Cancer Society (800) ACS-2345

American Cancer Society,
New Orleans Chapter (504) 469-0021

1-800-4CANCER

National Cancer Institute

CANCER INFORMATION WEB SITES

American Cancer Society, Www.cancer.org

National Cancer Institute

Www.cancer.gov
Children’s Hospital, New Orleans ... www.chnola.org
National Childhood

Cancer Foundation www.curesearch.org

Cancer Care

Wwww.cancercare.org
Cancer Surviors Project............. WWWw.cancersurvivorsproject.org
National Children’s

(@ gTal=1 Yo ol [] 420 www.children-cancer.com

FINANCIAL

Medicaid - Enroller

Office of Family Security

Social Security

Children’s Hospital Assistance
Program (CHAP)

American Cancer Society

LeukRemia/Lymphoma Society

Optimist Leukemia Foundation

J.L Foundation

National Children’s Cancer Society ...

Cancer Recovery Fund
First Hand Foundation

Cancer Association of Greater New Orleans
Total Community Action

Kids KicRing Cancer

HOUSING

Ronald McDonald House

American Cancer Society PatrickR F.
Taylor Hope Lodge

Hotels — medical rates list available
in Social Services Department

WISHES
A Child’s Wish

Make-A-Wish

A Special Wish

SUPPORT

Candlelighters

Sperm BanR Reproductive Services.......m.

Camp Challenge

Sunshine Kids

Caps for Kids

MENTAL HEALTH

Rehabilitation Program/RTC

Via LinR (24 hour counseling)
Angel’s Place (Respite Care)

COPELINE - Suicide Prevention

Children’s Hospital Behavioral Health Unit,
Calhoun Campus

Family Service of GNO

DEATH

Compassionate Friends

Seasons — The Center for Caring ...

St. Joseph Hospice

Serenity Hospice

(504) 896-9152
(504)599-1700
(800) 772-1213

(504) 894-5166
(504) 469-0021
(504) 887-0945
(800) 685-9611
(225) 698-1010
(314) 241-1600
(717) 564-4100
(816) 201-1569
(504) 733-5539
(504) 304-6676
(504) 455-7754

(504) 468-6668

(504) 219-2202

(504) 367-9474
(504) 846-9474
(614) 575-9474

(800) 366-2223
(504) 454-7973
(504) 347-2267
(713) 524-1264
(504) 891-4277

(504) 483-0415
(800) 749-2673
(504) 455-2620
(800) 273-8255

(504) 896-7200
(504) 822-0800

(504) 454-5078
(504) 834-1453

(504) 734-0320
(504)366-3996
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