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Lay summary of research findings 
 

This research study closely investigated the treatment approaches, outcomes 
and quality of life of adolescents and young adults (AYA) with intracranial germ cell 
tumours (IGCT), a disease that is categorized into germinoma and non-
germinomatous germ cell tumours (NGGCT). One-hundred nineteen Canadian 
oncologists who treat brain tumours completed our survey which showed that there 
was significant uncertainty and variability in the management of two hypothetical 
adolescent patients with IGCT. It was illustrated that the exact same 17-year old 
patient with localized germinoma has a much higher chance of receiving 
chemotherapy if he happens to present to a pediatric hospital rather than to an 
adult hospital. It was also shown the surveyed oncologists were very divided in their 
selection of the field and dose of radiation therapy for NGGCT, and no particular 
physician factors predicted for the treatment approaches chosen. A fair proportion 
of physicians selected non-standard treatments or responded that they did not 
know which treatment to recommend. 

 
Next, we performed a retrospective review of all 112 patients treated for 

IGCT at the age of 15-39 years at the British Columbia Cancer Agency and at 
Princess Margaret Cancer Centre, representing the largest study of IGCT in AYA thus 
far. It was demonstrated that patients with germinoma who received a large field of 
radiotherapy (RT) involving the entire brain and spine, or received a smaller field of 
RT plus chemotherapy had an excellent chance of long-term survival, whereas those 
who received a smaller field of RT without chemotherapy had a lower chance of 
long-term survival. There was no clear difference in survival according to field of RT 
in patients with NGGCT, but there was suggestion that a dose of <54Gy to the tumor 
bed alone led to a higher chance of relapse. 

 
Lastly, we prospectively examined the health-related quality of life in adult 

survivors of IGCT and found that it is lower than the general population, particularly 
in vitality, general health and social functioning. 

 
The results of this multi-part research study illustrate the need for increased 

knowledge and consistency in the management of AYAs with IGCT.  Our survey 
indicates that some oncologists would select non-standard treatment approaches, 
while our retrospective review demonstrates that some of these non-standard 
treatments may lead to inferior survival. The prospective part of our study suggests 
that quality of life is a significant concern for IGCT survivors, and physical and 
psychosocial supports should therefore be considered for this population. We 
believe that our research will help improve the outcomes and quality of life for AYAs 
with IGCT, and lead to larger research studies that strive towards this same goal. 
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- Oral podium presentation#1 at the 5th International CNS Germ Cell Tumor 
Symposium, Columbus, Jun 8-10, 2017: 
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Annual Meeting in Toronto, ON, Sept 13-16, 2017 
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- Poster presentation at the 49th Congress of the International Society of Paediatric 
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- Poster presentation at the Society of Neuro-Oncology Meeting in San Francisco, CA, 
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- Poster presentation at the 18th Biennial Canadian Neuro-Oncology Meeting in 
Banff, AB, May 10-12, 2018 
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- Poster presentation at the 2018 International Symposium on Pediatric Neuro-
Oncology Meeting in Denver, CO, July 1-3, 2018 
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- Poster presentation at the 2018 Canadian Association of Radiation Oncology 
Annual Meeting in Montreal, QB, Sept 12-15, 2018 
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- Poster presentation at the 2018 American Society for Radiation Oncology (ASTRO) 
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