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As pediatric specialists, we believe in combining forces to achieve advances in therapy. 
That’s what we do every day in the Division of Pediatric Hematology, Oncology and Blood 
and Marrow Transplantation at Children’s Mercy Kansas City. We bring together our clinical 
excellence, groundbreaking research and treatment discoveries, and faculty who provide 
a full spectrum of expertise to support the nearly 2,000 children we see in a typical year 
with childhood cancers, sickle cell disease, hemophilia and other blood disorders. It is our 
primary goal to provide the highest quality family-centered care to these children. Patients 
with the most challenging refractory or recurring conditions typically are referred to Children’s 
Mercy, which serves as a regional resource, experiencing survival rates that are typically 
above national averages. 

Like all children’s hospitals, our volumes were impacted by COVID-19. Despite that, we 
were able to adapt and by year-end saw significant increases in referrals so we could 
get back to serving the kids who need us most. I am proud to share highlights from our 
division that demonstrate the impact we are having on our families and patients.

HEMATOLOGY, ONCOLOGY AND BLOOD  
AND MARROW TRANSPLANTATION

2020 HIGHLIGHTS

Once again ranked in the top 30 
oncology programs for kids in  

the nation, according to  
U.S. News & World Report.

Accredited by the Foundation for the 
Accreditation of Cellular Therapy.

The Hemophilia Treatment Center 
(HTC) cares for more than  

800 patients with bleeding  
disorders annually.

The sickle cell disease team cares for  
more than 300 patients each year. 

A Cancer Center designated by  
the National Cancer Institute.



CLINICAL EXCELLENCE SETTING NEW STANDARDS OF 
CARE IN PEDIATRIC HEMATOLOGY/ONCOLOGY/BMT

Surveillance for Predisposition to Tumors 
(SPoT) Clinic
The SPoT Clinic was developed to follow patients with a 
variety of hereditary cancer syndromes that predispose 
them to different types of tumors in all parts of the body. 
At each clinic visit, the team reviews national screening 
guidelines specific to the patient’s diagnosis, and makes 
sure the patient is current on all surveillance testing. “We 
focus on kids who have complex cancer risks, meaning 
their risk for tumor development requires more complex 
screening schedules,” explained Caitlin Schwager, MS, 
CGC, Genetic Counselor for oncology and Manager of 
the SPoT Clinic. 

The SPoT Clinic team includes Caitlin Schwager, MS, CGC, 
Kevin Ginn, MD, pediatric neuro-oncologist, and Erin 
Guest, MD, Director of the Cancer Genomics Program 
and the Cancer Center Biorepository. They conduct the 
clinic eight times a year, following approximately 30 to 
40 patients.

Connect with us: Caitlin Schwager, MS, CGC at 
cschwager@cmh.edu

Adolescent and Young Adult (AYA) Program
Children’s Mercy provides dedicated services for 
adolescents and young adults with cancer (ages 13 - 22). 
The AYA program is designed to support patients 
receiving treatment for cancer or blood disorders and 
specializes in providing psychosocial support and 
connecting patients with clinical trials through their  
early 20s. 

The team of providers includes a clinical social worker 
and Child Life specialist who work in collaboration with 
other disciplines toward the goal of improving the quality 
of care for the AYA population. Recent accomplishments 
include the development of a teen unit and teen room 
on our inpatient floor; a formalized peer mentoring 
program; additional programming and education 
around fertility preservation; and improvements to the 
process around transitioning to adult care. Ongoing 
projects include the Hematology/Oncology Teen Advisory 
Board; Teenapalooza events to promote peer interaction; 
and ongoing education and support.

Connect with us: Joy Fulbright, MD at  
jmfulbright@cmh.edu

Spanish-Speaking Cancer Clinic
The Spanish-Speaking Cancer Clinic offers pediatric 
oncology services to Hispanic patients and families who 
speak limited English. Our team is dedicated to providing 
quality medical care that recognizes Spanish language 
needs and cultural differences related to health care and 
to better understand the ethnic and genetic differences 
in outcomes among Hispanic patients with leukemia. 

Ongoing research in partnership with our genomics 
program focuses on the genetic factors in these 
differences, which will help us provide better treatment 
to patients. We also provide trainee education to develop 
and improve Spanish-language skills and promote 
cultural awareness in the clinical setting.

Connect with us: Terrie Flatt, DO, MA at  
tgflatt@cmh.edu
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Comprehensive Clinical Care
Children’s Mercy offers a breadth and depth of expertise 
in Hematology/Oncology/BMT with 24 faculty. 

Hematology
The sickle cell program offers comprehensive care 
and includes specialty services, such as a Sickle Cell 
Pulmonology Clinic and Sickle Cell Integrative Persistent 
Pain Clinic. The Hemophilia Treatment Center (HTC) is 
a federally designated treatment center that provides 
the latest, most advanced treatments for patients with 
bleeding disorders. Children’s Mercy also offers one of 
the only pediatric stroke centers in the country, bringing 
together specialists from hematology/oncology, neurology 
and rehabilitative medicine. Children’s Mercy also has a 
dedicated inpatient coagulation consult service.

Blood and Marrow Transplantation (BMT) and 
Cellular Therapy
The BMT team offers advanced treatment for leukemia,  
brain tumors, Hodgkin and non-Hodgkin lymphoma  
and a range of other cancer diagnoses. The innovative 
program has expanded its scope, with successful 
transplants that address a variety of rare and 
nonmalignant diseases. The team has experience 
performing haploidentical transplants, is at the forefront 
of cellular therapy for children, and is an experienced 
provider of Kymriah treatment for qualifying patients.

FY 2020 By the Numbers 

Oncology
Children’s Mercy is an official consortium partner 
within the National Cancer Institute-designated 
cancer center at The University of Kansas Cancer 
Center. The relationship creates increased resources 
for our researchers and brings cutting-edge 
cancer therapy to young patients. The specialists 
offer care for a range of conditions, as well as 
specialized programs that cross multiple service 
lines and support various patient populations. 

Erin Guest, MD and patient, Teo

*Estimate

Hematology

Sickle Cell

Active Sickle Cell Patients 291

Active Pediatric Bleeding Disorder Patients by Type 

F9 Deficiency 48

F8 Deficiency 202

vWD 244

Plt Dysfunction 86

FI, V, VII, X, XII Deficiencies 63

Other Hematology Disorders 100*

Total 1,034

Blood and Marrow Transplantation

Disease # of Transplants

Acute Lymphoblastic Leukemia 4

Acute Myeloid Leukemia 7

Chronic Granulomatous Disease 1

Medulloblastoma 0

Neuroepithelial Tumor 1

Neuroblastoma 4

Severe Aplastic Anemia 5

Severe Combined Immunodeficiency Disease 0

Schwachman Diamond Syndrome 0

Total 22

Cellular Therapies

Disease # of Infusions

Acute Lymphoblastic Leukemia 9

Severe Combined Immunodeficiency Disease 0

Total 9

HCT # of Infusions

  Allogeneic 27

  Autologous 7

Total 34

  Cellular Therapy # of Infusions

Allogeneic 2

Autologous 9

Total 11

Five-Year Pediatric Cancer Survival Percentage*

  Type of Cancer # Patients Overall Five-Year Survival Rate

Acute Lymphoblastic Leukemia 359 93.31%

Acute Myeloid Leukemia 113 64.60%

Neuroblastoma 106 86.79%

Rhabdomyosarcoma 56 69.64%

Wilms Tumor 67 92.54%

    *Patients diagnosed 2008-2018



CARE DURING COVID-19 
The past year was marked by a series of significant 
challenges resulting from the COVID pandemic. The 
impact was felt across all sectors – but especially in 
health care – as we addressed the virus globally, and 
in our local communities. While pediatric institutions 
were spared the influx of serious cases brought on 
by the virus, it was still necessary to re-think and 
re-structure our approach to providing care and to 
ensuring the health and safety of our patients, families 
and employees.

In the Division of Hematology/Oncology/BMT we 
maintained operations in the clinic, providers continued 
to see patients in regularly scheduled clinics, and patient 
volume decreased by 3% in FY20. Additionally, we 
created an MD and APRN of the Day model where one 
physician and nurse were onsite and readily available 
to see patients with urgent issues in clinic. Providers 
who did not have clinical requirements could work 
from home as one more measure to practice social 
distancing in our outpatient clinic.

The Division of Hematology/Oncology/BMT has a track 
record of being involved in a host of high-impact research. 
Our early investigator-initiated work in immunotherapy 
helped us to become one of the select hospitals to open 
studies leading to a life-saving treatment for children with 
relapsed leukemia. Similarly, our participation in studies  
for other new drugs has led to new approved treatments for 
patients with sickle cell disease and bleeding disorders. 
Locally, the division’s collaboration with our Genomics Center 
not only identifies better ways to treat newly diagnosed 
children, but also explores patterns in the genome that  
could lead to new treatment discoveries. 

LEADING THE WAY Through Research
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32 published manuscripts and  
       book chapters

Participation in clinical trials

• Retrospective IRB-approved studies:  
8 trials with 621 subjects

• Prospective studies:  
72 trials with 67 subjects

• Approved registries:  
13 studies with 308 subjects 

By the Numbers

New National Clinical Trials Began in 
2020 Despite COVID-19
Amidst the pandemic, the Section of Oncology saw the 
opening of several new trials in 2020, including trials in 
AML, ALL, low and high grade gliomas, kidney tumors, 
desmoid tumors, and recurring solid tumors. We continue 
to open new studies that are part of the NCI pediatric 
MATCH program that matches patients to targeted 
therapy according to testing done on their tumor. These 
trials continue the dedicated effort towards improving  
the cure rates of childhood cancer by safely offering the 
most advanced clinical trial options for our patients with 
newly diagnosed or recurrent cancer even in the face of 
the pandemic. 

This, along with ongoing and new research by Children’s 
Mercy researchers, ensures that progress is made towards  
better outcomes for our children with cancer and is not 
significantly delayed by the ongoing pandemic.



CHILDREN’S MERCY  
RESEARCH INSTITUTE

• The Children’s Mercy Research Institute® (CMRI) is a 
pediatric hospital research organization unlike any 
other. The CMRI opens in spring 2021 as the hub 
of pediatric research and discovery, not just in the 
greater Kansas City region but the world over.

• Only the CMRI integrates research and clinical care 
with multidisciplinary teams at the point of care while 
bringing together nationally recognized expertise in 
genomic medicine, precision therapeutics, population 
health and health care innovation. As a result, we 
accelerate the development of groundbreaking 
individualized therapies and treatments that transform 
the potential of all children, one child at a time.

• Every project, investment, partnership and discovery 
at the CMRI will stem from our unwavering 
commitment to integrated research with a purpose – 
one that focuses on the unique needs of the children 
and families who are the heart of Children’s Mercy.

• The institute’s new nine-story, 375,000-square 
foot building supports a collaborative approach to 
research, where physicians, scientists, academic 
colleagues, philanthropic partners and others work 
together to find the answers to pediatric medicine’s 
most challenging questions.

Targeting Solid Tumors with  
Multi-Antigen-Specific T-Cells
Children with solid tumors that do not respond to standard 
therapy, or who relapse, have a very poor prognosis – and 
the development of targeted therapies for pediatric cancer 
has progressed slowly. Midhat Farooqi, MD, PhD, Director  
of Molecular Oncology, is leading one part of a collaborative 
effort to find an effective therapy for pediatric patients 
with specific types of solid tumors using a patient’s own 
immune cells.

Dr. Farooqi’s study is in support of a clinical trial at 
Children’s National Hospital in Washington D.C., that is 
testing the safety and efficacy of specially derived T-cells 
in pediatric patients. While the main trial continues to be 
conducted in Washington D.C., Dr. Farooqi and his team 
are providing crucial support and correlative biological 
data to the trial.

Joining the Children’s Oncology 
Group Pediatric Early Phase 
Clinical Trial Network (PEP-CTN)
The Children’s Mercy Cancer Center was selected to 
join the PEP-CTN as a non-core member beginning 
in 2021. The PEP-CTN is the early phase clinical trial 
arm of the Children’s Oncology Group and previously 
included only 21 core member institutions. In the Fall of 
2020, Children’s Oncology Group member institutions 
were invited to apply as a non-core member and 
the PEP-CTN would choose up to 20 sites based on 
infrastructure, experience and patient numbers. Given 
our experience with consortium and industry-based 
early phase trials within our Experimental Therapeutics 
in Oncology Program and the infrastructure in place 
to run early phase clinical trials safely and effectively, 
Children’s Mercy was invited to join this prestigious 
group of pediatric oncology centers. Our involvement 
in the PEP-CTN provides the opportunity for regional 
children and adolescents battling cancer to access 
these trials on the forefront of cancer therapy research.

RESEARCH HIGHLIGHTS
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Managing CTC in Pediatric Cancer 
Patients and Survivors
Improvements in childhood cancer therapy have led to a 
growing number of long-term survivors. However, pediatric  
cancer patients are at risk for developing serious cardiac 
conditions, either during treatment or as much as 10 to 20  
years later, as a result of exposure to anthracyclines. In 
addition, chest radiation can cause similar risks. Heart issues  
that result from cancer treatment-related cardiotoxicity, or 
CTC, are the third leading cause of death post-treatment.

In 2016, Children’s Mercy Kansas City was one of the few 
pediatric hospitals in the world to create a dedicated 
cardio-oncology program. Its cardio-oncologists monitor 
current patients’ cumulative exposure to anthracyclines. 
For those patients who “graduate” from treatment and 
move to the survivorship program, strain imaging with 
3D echocardiograms is used as a key element of their 
ongoing cardiac screening. While this technology is not 
new, Children’s Mercy is an early adopter of it for the 
detection of CTC.

Notable Journal Publications

BMT: Ahmed I, et al. Frequency of Asymptomatic 
and Symptomatic Respiratory Virus Detection in 
Pediatric Hematopoietic Cell Transplant Patients. 
Pediatr Transplant. 2020 May 17;e13732. doi: 
10.1111/petr.13732.

Hematology: Carpenter SL, Wicklund B, et al. 
Design and Usability of an Electronic Health 
Record-Integrated, Point-of-Care, Clinical Decision 
Support Tool for Modeling and Simulation of 
Antihemophilic Factors. Appl Clin Inform. 2020 
Mar;11(2):253-264. doi: 10.1055/s-0040-1708050. 
Epub 2020 Apr 8. PMID: 32268389; PMCID: 
PMC7141904.

Oncology: Perry JM, Ryan R, Guest E, August 
K, Gamis AS, et al. Overcoming Wnt-β-Catenin 
Dependent Anticancer Therapy Resistance 
in Leukemia Stem Cells. Nat Cell Biol. 2020 
Jun;22(6):689-700. doi: 10.1038/s41556-020-
0507-y. Epub 2020 Apr 20. PMID: 32313104.

Midhat Farooqi, MD, PhD Joy Fulbright, MD

Learn how you can join us in transforming 
care and discovering cures at the CMRI: 
childrensmercy.org/research.
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