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Mrs. Jenny Doull
Phoebe Rose Rocks Foundation
25 Columbus Avenue
Ottawa, ON, K1K 1R2

Dear Jenny, 

On behalf of the CHEO Foundation and CHEO Research Institute, it is our pleasure to once 
again extend a warm thank you to you and to the Board of Directors of the Phoebe Rose 
Rocks Foundation. We continue to be so grateful for your generous pledge of $129,000 in 
support of pediatric oncogenomic research and the PROFYLE program at CHEO.  

Our mission at CHEO is to provide exceptional care to both children and families at a time 
when they need it the most. The attached report will provide you with a snapshot of how 
your gift has advanced childhood cancer research and how it has improved day-to-day life 
for oncology patients at CHEO. Your commitment is allowing Dr. Ramphal, Dr. Sawyer,  
Dr. Holcik and their teams to continue giving hope to more families whose children have a 
difficult to diagnose, refractory or metastatic cancer that is not being investigated through 
mainstream research.

We hope you enjoy hearing about the difference your generosity has made at CHEO over the 
past year and we look forward to continuing to share with you the impact of your gift and the 
progress of this life-changing work. Thank you for your commitment to childhood cancer 
research! 

Kindly, 

Kevin Keohane                                                      Pat Zareba
President & CEO                                                     Annual Giving Officer 
CHEO Foundation                                                 CHEO Foundation

PEDIATRIC ONCOGENOMIC RESEARCH 



Dear Phoebe Rose Rocks Foundation Board Members,

On behalf of Dr. Sarah Sawyer, Dr. Martin Holcik and myself, I wish to express our sincere 
gratitude for the support that Jenny Doull and the Phoebe Rose Rocks Foundation has 
provided to us. The funds are being used to investigate patients with rare or unusual 
tumours, difficult to diagnose tumours and relapsed patients with no further curative 
treatment options. These are patients who are often not included in mainstream research 
because of the small numbers involved. Therefore any funding that supports this research 
makes a big difference.

We initially received a CHAMO Innovation grant to start this research. The funding that the 
Phoebe Rose Rocks Foundation provides now allows us to continue this research and 
thereby gives these patients ongoing hope. This funding also allows us to focus our time 
and effort on the actual research rather than grant writing to raise funds.

We realize fundraising is hard work and greatly appreciate all of your efforts. We know that 
there are many worthy causes so we appreciate your support of our work. We will make 
sure that every dollar we receive in funding is spent wisely to help this often forgotten group 
of patients. Thank you from the bottom of our hearts!

Yours sincerely,

Dr. Raveena Ramphal, MBChB, FRACP, MPH
Pediatric Hematologist Oncologist, CHEO
Associate Professor, Department of Pediatrics, University of Ottawa
Clinical Investigator, Children’s Hospital of Eastern Ontario Research Institute

Dr. Sarah Sawyer, PhD, MD, FRCPC, FCCMG
Clinical Geneticist
Medical Genetics
CHEO

Dr. Martin Holcik, Ph.D.
Professor and Chair
Department of Health Sciences
Carleton University, Ottawa



OVERVIEW OF THE PROGRAM

With your support a Pediatric Cancer Genomics Research Clinic has been established at 
CHEO, with the goal of making genomics part of the standard of care for all patients with 
cancer.

CHEO sees approximately 10 to 15 patients each year with a difficult to diagnose, refractory, 
or metastatic cancer. For these children there are no evidence-based therapies, and families 
struggle with an unknown or poor prognosis. This research program uses cutting-edge 
sequencing technologies to look for the genetic changes responsible for cancer development 
and progression in the patient’s blood and tumour. This information may provide a diagnosis, 
and/or suggest new therapies that can give hope to families. In addition, this program allows 
us to culture cells from tumours, removed during surgery or biopsy, to find existing therapies 
that will work for these patients. This is done by studying the response of cells in vitro to 
known chemotherapeutic drugs and experimental treatment options.

Genomic interrogation of pediatric tumours is not currently available at CHEO on a clinical 
basis, and only a few hospitals in Canada have started to set up similar research programs. 
Thanks to the support of the Phoebe Rose Rocks Foundation, CHEO is able to continue this 
very important initiative directly benefitting several families who otherwise would not have 
answers to their questions or tailored treatment protocols. 

Understanding the genetic changes and biology of a tumour has the potential to provide 
personalized and targeted treatment for children, which may result not only in improved 
therapies, but also in lower morbidity rates resulting from treatments that don’t work. This 
approach also provides information about other cancers that we might need to screen a 
patient for, and gives families answers about possible cancer risks to siblings.

Because the cancers this research team is studying are rare, data sharing and collaboration 
are essential to making progress. This is why CHEO has partnered with the Terry Fox 
PROFYLE Program.

“Oncogenomics is a rapidly growing field with new technologies being developed every 
year. This field is already changing the way medicine is practiced and will do so for decades 
to come. Treatment is tailored to individual patients rather than treating all patients with 
the same diagnosis in a generic manner. As technology evolves, medical breakthroughs 
follow. By investing in this research, you are investing in the future.”  - Dr. Ramphal



KEY MOMENTS IN 2018

Accrual:
Dr. Sawyer and Dr. Ramphal have both been away on maternity leave for much of 2018. 
Accrual to the study has continued but has been slower than expected. On average this 
project will consent about three to five patients per year given that we are only looking for 
very unusual or difficult to diagnose cancers. So far this year we have consented two new 
patients. One with synovial sarcoma and another with acute promyelocytic leukemia 
followed by T-cell lymphoma. In addition, we are sequencing the DNA from three others 
enrolled previously. 

Sequencing:
So far in 2018, the DNA of five patients was sent off for sequencing. Three are currently being 
analyzed and two failed, possibly because the biopsies were too small to extract an adequate 
amount of DNA. Biopsy samples are first used by pathologists for clinical purposes and only 
a leftover sample is sent for research so we are not usually in control of the size of the sample 
we receive. However, this has presented us with a learning opportunity and has allowed us 
to update our laboratory techniques in order to ensure successful sample sequencing.



CASE STUDIES

Below is an overview of two case studies that contributed to the evolution of this research. 
Because these are such rare cases the resulting studies that our researchers publish benefit 
not only the patient but potentially patients around the world who are also struggling with 
these conditions. 

*See attached a copy of the full publications.

Case 1: Patient was born with multiple soft tissue masses, initially diagnosed by pathology as 
atypical infantile myofibromatosis and treated with chemotherapy. After genetic testing, 
specifically whole exome sequencing, the diagnosis was changed to fibrodysplasia ossificans 
progressiva so chemotherapy was stopped and the treatment strategy was altered. In this 
case, genetic testing provided a more accurate diagnosis, changed disease management, 
gave parents the closure of a correct diagnosis and helped expand medical knowledge 
worldwide with the publication of the case findings.

Case 2: Patient was born with a soft tissue mass initially diagnosed as infantile fibromatosis 
by pathology. The mass transformed into a malignancy (soft tissue sarcoma) over time. 
Genetic testing through whole exome sequencing identified the genetic cause for the 
malignant transformation. In this case, the parents were provided with closure and 
reassurance. Initially they did not want to have more children but once the mutation was 
identified as spontaneous and they were reassured that there was no increased risk to 
current or future siblings, they went on to have another healthy child. Publication of the case 
also helped expand medical knowledge worldwide.



“Thanks to the incredibly generous support of the Phoebe Rose Rocks Foundation, we 
continue to make steady progress. We are gathering useful information that allows us to 
fine-tune our laboratory techniques, for example, identifying the best way to culture 
different types of tumour cells. So we continue to learn from both our successes and our 
failures.” Dr. Ramphal

There has been a significant impact from the re-investment of time into research rather 
than grant writing, allowing our researchers to focus their energy on the actual science. 
Equally important, the funds allowed us to hire a CRA part time which meant we could 
continue recruiting patients while Dr. Sawyer and Dr. Ramphal were both on leave for much 
of 2018.

Thanks to your support we were able to enroll a patient who had a rare leukemia named 
acute promyelocytic leukemia which responded to treatment. The patient then went on to 
develop a T-cell lymphoma. This is very unusual. We are currently working on trying to 
understand the patient’s underlying genetic predisposition to hematological malignancies. 
The answer may also help us to understand if other patients with hematological malignancies 
in childhood have the same or a similar genetic vulnerability. If a specific genetic abnormality 
is found, we would investigate whether specific treatments can be used to address 
hematological malignancies that arise from this genetic abnormality.

Program objectives 2018-2019
• Dr. Sawyer will be returning to work in December 2018 so we expect accrual to studies 

to increase by early 2019. 
• We expect to accrue five new patients in 2019 and continue with DNA analysis of samples 

already collected.
• Await approval from CHEO’s Research Ethics Board on submitted PROFYLE study.

THANK YOU!

YOUR IMPACT


