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1. Maude Lambert1,2 BSc., Sitara Sharma2, BSc., Amanda Wurz2, PhD, Andra M. Smith2, PhD, Jennifer 

Brunet2, PhD;  1 Children’s Hospital of Eastern Ontario (CHEO); 2 University of Ottawa (UWO) 

 

Adolescent and young adult cancer survivors’ brain health following physical activity: A proof-of-concept 

sub-study – Oral Presentation  

Background 

Cognitive deficits are common among adolescents and young adults (AYAs) after cancer treatment. Physical 

activity (PA) may help mitigate these deficits by positively impacting two indicators of general brain health: brain 

fractional anisotropy (FA) and functional connectivity (FC). As part of a two-arm, mixed-methods pilot 

randomized controlled trial (RCT), this sub-study was designed to provide preliminary proof-of-concept evidence 

for the effect of PA on FA and FC in AYA cancer survivors to help inform decisions about proceeding to larger 

trials. 

Methods 

AYA cancer survivors recruited into the pilot RCT were randomized to a 12-week home-based PA intervention 

or waitlist control group and given the option to take part in this sub-study. Those enrolled completed diffusion 

tensor imaging (DTI) to assess FA and resting-state functional magnetic resonance imaging (rsfMRI) to assess FC 

before and after the PA intervention. Data were analyzed with descriptive statistics, independent component 

analysis, and paired sample t-tests. 

Results 

Nine participants enrolled into this sub-study and 6 attended scheduled MRI scanning sessions. After removing 

one outlier, remaining participants (n=5) showed post-PA increases in the FA of the bilateral hippocampal 

cingulum, left anterior corona radiata, middle cingulum, left anterior thalamic radiation, and left cerebellum. Post-

PA decrease in the overall FC of the default mode network and post-PA increases in the cerebellar and visual 

networks were also noted (p<.05). 

Discussion 

Results provide proof-of-concept data for the potential effect of PA on FA and FC among AYA cancer survivors. 

On the basis on these results, larger trials assessing the effects of PA on specific brain health indicators, as 

captured by FA and FC, among AYA cancer survivors are appropriate and warranted. 

Conclusion  

Proof-of-concept studies are designed to provide preliminary evidence of efficacy for a treatment (e.g., PA) on a 

clinically relevant endpoint (e.g., brain health). Researchers can use the results from this proof-of-concept sub-

study to justify the undertaking of trials to determine whether PA improves FA and FC in AYA cancer survivors 

and to establish whether PA be a recommended strategy to improve brain health in this population. 

 

2. Carla Vlooswijk1 Msc, Daniëlle van de Graaf1 MSc, Prof. Dr. Winette TA van der Graaf1, Olga Husson2, 

Ph.D, Mies CHJ van Eenbergen3, MA 

1 Integraal Kankercentrum Nederland; 2 Netherlands Cancer Institute; 3 Eindhoven Cancer Registry  

AYAs’ online information and eHealth needs: A comparison with healthcare professionals’ perceptions – 

Oral Presentation  

Background 

Adolescents and young adults (AYAs) diagnosed with cancer greatly rely on the Internet. The internet is often the 

most important source of health-related information, and plays a considerable role in fulfilling needs and coping 

with cancer. Healthcare professionals (HCPs) have the important task to provide appropriate guidance and advice 

regarding online information and eHealth to AYAs, since HCPs are the most reliable source of information for 

patients. However, HCPs are often uncertain about patients’ online information needs and may also misjudge 

these needs, which could lead to inappropriate or insufficient information provision to patients. Despite the fact 

that many studies have examined AYAs’ needs of online information and eHealth, little attention has been paid to 

the perspective of HCPs, nor to a mutual comparison. We therefore aim to examine the extent to which AYAs’ 

indications and HCPs’ perceptions regarding AYAs’ online information and eHealth needs correspond. 

Methods 

N/A 

Results 
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299 AYAs and 80 HCPs completed a questionnaire via PROFILES about online cancer-related information and 

eHealth needs. 52% of the AYAS were referred by the HCP to websites with cancer related information. AYAs 

reported statistically significant more often that they searched online on the following topics compared to HCPs’ 

perceptions: return of the same cancer (76% vs 59%, p=0.0041), survival rates (69% vs 35%, p= <.0001), 

treatment guidelines (65% vs 41%, p=0.0003), metastases (64% vs 50%, p=0.0395) and what can I do myself 

(68% vs 54%, p=0.0286). Moreover, AYAs reported significantly more often unmet eHealth needs regarding 

access medical information (22% vs 0%), access own test result (25% vs 0%), e-consult physicians (38% vs 

13%), e-consult nurses (30% vs 10%), request prescriptions (33% vs 21%) and request tests (30% vs 7%) 

compared to the perceptions of HCPs. HCPs reported more unmet needs (64% and 47%) regarding online peers 

contact and face-to-face peers contact  compared to AYAs (42% and 34%). 

Discussion 

HCPs both overestimate and underestimate AYAs’ online information and eHealth needs. This could indicate that 

healthcare professionals sometimes provide AYAs insufficient advice about online information or provide 

insufficient information. To address the most common online information needs AYAs may use checklists 

including topics to be discussed in consultations. Such checklists can also be used as a starting for personalized 

information provision to tailor consultations to individual needs. This way, healthcare professionals will be better 

able to give advice about online health information, which contributes to better access to, understanding of, and 

satisfaction with eHealth. 

Conclusion 

Given the discrepancies between AYAs and HCPs in AYAs online information and eHealth needs, it is important 

to focus on individual needs of each AYA. As adequate information provision is vital for coping with cancer, it is 

important to understand how HCPs support AYAs in meeting their online information needs. 

 
3.  Emanuele, Cristina1. RN, MN., Avery, Jonathan2. PhD., MacMillan, Meghan2. RN, MN., Chapman, 

Stacy3. MD., Vora, Tushar1,2. MD., & Gupta, Abha1,2. MD, MSc 

1 The Hospital for Sick Children; 2 University Health Network; 3 University of Toronto  

AYA Supportive Care- Discovering Patient Preferences 

Background 

With the increasing number of curative treatments, adolescent and young adults (AYA), aged 15-39 with cancer, 

are surviving cancer and thus are at increased risk for long-term toxicities, cancer recurrence and psychological 

distress. The literature shows that during follow-up care, AYA have a low degree of health care utilization and 

poor knowledge around their treatment history and its potential risks on their future health status. In order to 

ensure appropriate and valuable care is provided, this study has been planned to explore what AYAs want in their 

post-treatment care at the Princess Margaret Cancer Centre (PM). 

Methods 

A mixed-methods sequential (Qual-quant) approach using qualitative descriptive methods and descriptive 

statistics will be used involving: 1) focus groups to understand AYA preferences for follow-up post-treatment and 

2) distribution of a questionnaire to AYA patients at PM to reach a broader understanding of their preferences. 

Patients will be recruited in disease site clinics at PM that have high volumes of AYA patients. 

Results 
Preliminary findings from part 1 - the qualitative segment of this study have begun and common themes thus far 

include: preparedness to transition to post treatment and supportive care, hybrid models of online and in-person 

education, and peer support led programming.  In addition, the importance of mental health support and 

resources, and the value and role of community health care providers in supportive care were discussed. 

Discussion 

Outcomes from the study will guide further refinement of the AYA supportive care program at PM and will lead 

to further exploration of creating supports for AYAs with cancer across Canada. 

Conclusion 

N/A 

 

4. Amina Benmessaoud1, BSc, MEngD; Anne Sorvari1, BA (Hon); Tari Little1, BSc; Nancy Baxter1, MD, 

PhD, FRCSC 1 St. Michael’s Hospital 

BEFORE (Begin Exploring Fertility Options, Risks, and Expectations); an eHealth Mobile Application for 

Assisting Young Cancer Patients With Fertility Decision Making 

Background 
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The ability to have children in the future is a major concern for young adults (YA) diagnosed with cancer, 

especially because some cancer treatments may reduce the chance of having children. Because of the importance 

of fertility, the American Society of Clinical Oncology (ASCO), published guidelines recommending discussion 

of fertility risks due to treatment and referral for consideration of fertility preservation techniques where 

appropriate. Currently however, few Canadian women or men at risk of infertility secondary to cancer treatment 

are referred to a reproductive specialist. Even with YA appropriately referred, oncofertility decision-making is 

challenging and YA may experience significant decisional conflict, because the fertility options may delay 

treatment, be costly, and do not guarantee the ability to have children after treatment. 

Methods 

To begin to address these challenges, we developed an innovative eHealth, patient-centred, app called: BEFORE (Begin 

Exploring Fertility Options, Risks and Expectations). This app is built on the work completed by our team to create an 

oncofertility decision aid (paper and online tool) for Canadian women with breast cancer. The BEFORE app will be available 

for both iPhone and Android users, to facilitate, support, and enhance the quality of shared oncofertility decision-making of 

Canadian women and men at risk of infertility related to cancer treatment. For development, we assembled two 10-member 

steering groups, for the male and female sections of the app respectively. The groups consisted of our research team 

members, survivors, advocates, health care providers and QoC Health (our health technology partner responsible for software 

development). We will also be conducting focus groups to test the app’s usability prior to official app store launches. 

Results 

The research team led the content synthesis and engaged stakeholders that informed the needs assessment of the app through 

17 healthcare provider, 12 male survivor and 9 female survivor qualitative interviews. Two female and two male steering 

committee meetings have been held thus far on the app’s progress, to ensure the app is user-friendly and value-driven. The 

feedback has been considered, and integrated into the app iterations. The app includes content on general fertility, fertility 

preservation options, resources for support groups and extra information, a list of questions to ask a doctor and a quiz section. 

Discussion 

This app will allow YA to learn more about the cancer treatment that can affect their fertility, fertility options available 

before and after cancer treatment, provide a personal exercise to help consider which options are right for them, provide 

resources for extra information and support, and sample questions to ask their health care team. The field of cancer and 

fertility is growing and to address this we will ensure the BEFORE app can be easily updated to include new fertility options 

and changes in recommendations as they occur. 

Conclusion  

The BEFORE app will help to begin fertility conversations between young cancer patients and their health care providers to 

ensure and empower patients to make informed fertility decisions that reflect their values before, during and after starting 

cancer treatment. 

 
5. Roxy O’Rourke1, MSc., Anika Petrella1, PhD, Daniel Santa Mina1, PhD, Andrew Matthew1,2, CPsych, PhD, 

Robert Hamilton1,2, MD, MPH, Catherine Sabiston1, PhD 

1 University of Toronto; 2 University Health Network  

Body image and perceived mental health among survivors of testicular cancer: A cross sectional study 

Background – Oral Presentation  

Testicular cancer is the most commonly diagnosed malignancy in adolescent and young adult (AYA) Canadian 

men. Altered self-image (i.e., body image concerns) after cancer is linked to mental health outcomes among cancer 

survivors, though reports disproportionately focus on women survivors. For men, research to date has focused on 

body image in the context of treatment (i.e., type, prosthesis uptake), sexual health, and romantic relationships. It 

remains unknown whether body image concerns experienced in this unique population of AYA survivors are 

associated with mental health. Thus, the purpose of this study was to examine body image concerns among 

testicular cancer survivors and the difference in perceptions of self-rated mental health. 

Methods 

Testicular cancer survivors (n = 135) diagnosed between the ages of 15 to 39 completed a cross-sectional survey 

during routine oncology visits. Survivors self-reported personal and cancer specific characteristics, current 

perceived mental health, and body image concern. To explore differences in perceived mental health specific to 

body image concerns (‘never caused concern’; ‘caused concern but resolved’; ‘currently causing concern’), while 

controlling for age, time since diagnosis, stage of cancer, and relationship status, a one-way analysis of variance 

(ANOVA) was conducted. 

Results 

There was a statistically significant difference between groups, F(2,96) = 5.109, p = .008, while controlling for age, 

time since diagnosis, stage of cancer, and relationship status. Specifically, perceived mental health scores were 
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statistically significantly higher for survivors who reported body image ‘never caused concern’ (2.93 ± 1.03) 

compared to survivors who reported body image was ‘currently causing concern’ (2.03 ± 1.14). There was no 

statistically significant difference in mental health for survivors who reported body image ‘caused concern but 

resolved’ compared to the other groups. 

Discussion 

These data support the notion that body image concerns contribute to self-rated mental health in AYA males 

diagnosed with testicular cancer.  

Conclusion  

Given testicular cancer survivors often report embarrassment and challenges in disclosure, which commonly leads 

to reduced help-seeking behaviours in this population, it is critical that stakeholders are aware of the factors 

contributing to mental health challenges in this population. Additionally, supportive care programming that 

addresses body image, specific to men, may benefit this population. 

 
6. Lorna A Fern1 PhD, Julie A Barber2 PhD, Javier Alvarez-Galvez2 PhD, Richard G Feltbower3 PhD, Sarah Lea2 PhD, 

Ana Martins1 PhD, Stephen Morris2 PhD, Louise Hooker1 MSc, Faith Gibson1 PhD, Rosalind Raine2 PhD, Dan P 

Stark1 MD, Jeremy S Whelan1 MD 

1 National Cancer Research Institute, University College London Hospitals; 2 University College London  

3 University of Leeds 

BRIGHTLIGHT: DO SPECIALIST SERVICES FOR TEENAGERS AND YOUNG ADULTS WITH CANCER ADD 

VALUE? 

Background 

The impact of cancer on teenagers and young adults (TYA) has driven the development of specialist care for TYA. In 

England this is delivered through 13 TYA Principal Treatment Centres (PTC)1, implemented without systematic 

investigation of the key components of TYA specialist care, associated outcomes and costs.  BRIGHTLIGHT aimed to 

determine if specialist care for young people added value, describing key components of specialist care, the impact of 

treatment in the TYA-PTC and associated costs through a mixed-methods programme of research. 

Methods 

Six interlinked studies explored healthcare professional competence (international e-Delphi study2), the culture of TYA care 

(case study3), quantified access to the TYA-PTC4, TYA experience of care (longitudinal cohort study4,5), caregivers unmet 

support and information needs6, and the cost of TYA-PTC care. 

Results 

Key professional competencies were identified. The case study highlighted that critical to developing a culture of TYA care 

was sufficient numbers of TYA accessing the service, leadership, passion/commitment to TYA and time: culture required 

time to develop in the TYA-PTC and relationships with hospitals linked to the TYA-PTC. The cohort showed that receiving 

no treatment in the TYA-PTC was associated with superior outcomes. Those receiving care in both the TYA-PTC and 

another cancer unit experienced inferior outcomes and higher NHS and patient costs. However, caregivers had fewer unmet 

needs if the TYA had all or some of their care in the TYA-PTC. 

Discussion 

Using this methodology, we could not fully determine the added value of the TYA-PTC care model as proposed in 20051. 

However, the case study highlighted time as a critical factor for a culture of TYA care to develop. Since 2014 when the 

cohort were recruited TYA services have evolved across England and therefore the outcomes we observed may not reflect 

current models of care. 

Conclusion 

n/a  
 

7. Narges Nazeri-Rad1 PhD, Tanya Navaneelan1 MSc, Felicia Leung2 PhD, Nicole Bradley2 MHSc, Bruna DiMonte2 RN, 

BScN, Gemma Lee1 BSc, Munaza Chaudhry1 PhD 

1 Ontario Health (Cancer Care Ontario); 2 Pediatric Oncology Group of Ontario (POGO) 

Cancer Survival Among Ontario’s AYA Population: Results from an Amalgamation of Data from Two Cancer 

Registries  

Background 

Adolescent and young adult (AYA) cancer patients experience different cancer types and disease progression than 

adult and pediatric cancer patients. We developed a cohort of AYA cancer patients by combining data from the Ontario 

Cancer Registry (OCR) and the Pediatric Oncology Group of Ontario Networked Information System (POGONIS). 

This AYA Cancer Data Cohort is the first population-based, dynamic cohort of AYAs with cancer in Ontario and will 

enable us to understand variations in survival and other outcomes, identify gaps in care, inform planning for the 
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delivery of services and monitor follow-up care for this population. Our first analyses focus on survival. This work was 

supported by the AYA Cancer Data Cohort Working Group and Ontario AYA Cancer Care Steering Committee. 

Methods 

We combined data from the two cancer registries – POGONIS, maintained by Pediatric Oncology Group of Ontario 

and OCR, maintained by Ontario Health – and reconciled differences. The cohort includes individuals diagnosed with 

a first malignant primary cancer (or borderline/benign central nervous system tumour), aged 15-39 years at diagnosis 

between 2010 and 2017 in Ontario. Relative survival (RS) was calculated using the period method and the Ederer II 

method of estimating expected survival. The variance estimates were computed using Greenwood’s formula. 

Results 

Of the 28,670 individuals in the cohort, 62.4% were females and 64.9% were aged 30–39. Five-year RS for the period 

2013–2017 was 89.4% (88.8%, 89.8%)*. RS was higher among females 90.3% (89.7%, 90.9%)  than males 87.8% 

(86.9%, 88.6%)*, and for those aged 15–29 than aged 30 or older. There was geographic variation in survival, with the 

north having the lowest at 85.7% (82.1%, 88.0%)* and Toronto having the highest at 91.8% (90.5%, 92.9%)*. As 

expected, survival varied considerably by cancer type, from 99.8% (99.5%, 100.0%)* for thyroid cancer to 45.6% 

(28.1%, 61.5%)* for rhabdomyosarcoma.  

*95% Confidence Interval 

Discussion 

To our knowledge, this is the first study of demographics and cancer survival among AYAs aged 15–39 in Ontario 

using data from both registries. Our findings suggest that survival in AYAs varies by age, geography and cancer type. 

Lower survival among the older age groups may be due to the higher incidence of astrocytoma and carcinomas of the 

gastrointestinal tract, trachea, bronchus and lung which have lower survival rates. This study is limited by the relatively 

short follow-up time in understanding time trends and long-term survival. 

Conclusion  

This study demonstrates one use for the AYA Cancer Data Cohort. We plan to operationalize this cohort, update it 

regularly and link it to additional data sources including treatment, symptom management and fertility preservation. 

Future analyses will include long-term survival, follow-up care, late effects, and guideline concordance in Ontario’s 

AYAs with cancer. 

 

8.  Amber M. Skinner1, MPH, Katie L. McLeod1, Lynda K. Beaupin2, MD, Susan T. Vadaparampil1, PhD,  Brooke L. 

Fridley1, PhD,and Damon R. Reed1, MD 

1 Moffitt Cancer Center; 2 John Hopkins All Children’s Hospital  

Clinical Trial Availability by Location for 1,000 simulated AYA patients – Oral Presentation  

Background 
Adolescent and Young Adult (AYA) oncology patients are less likely to enroll in clinical trials than pediatric patients. After 2 

decades of effort to improve enrollments, challenges remain. We sought to explore where phase 2 and 3 trials are available 

for an AYA cohort. 

Methods 
Based on the epidemiology of AYA cancers and outcomes, we assembled a simulated data set of 1,000 patients (AYAsims). 

Available phase 2 and 3 trials were matched to diseases and treatment setting (relapsed or newly diagnosed) and 

characterized by sponsor (industry, National Clinical Trials Network [NCTN], investigator initiated) and location (MCC, 

community or pediatric). 

Results 
The majority of AYAsims had potential first line (64.4%) and/or relapsed (68.1%) trials. The majority of these opportunities 

were industry sponsored trials available at MCC. Phase 2 trials for relapsed cancer were most often at the MCC and more 

likely to be Investigator initiated trials. Trial availability for histologies varied widely likely reflective of the overall 

epidemiology of cancers beyond the AYA age range. Pediatric hospitals offered trials for select cancers but had a trial 

portfolio that matched the fewest numbers of AYAsims. 

Discussion 
The distribution of clinical trials for AYAs among different hospital settings is due to the variation of cancer types seen 

across AYA age groups. Community partnerships may enhance the number of trials geographically available for AYAs 

within a given area. Collaboration between hospital settings align with the National Cancer Institute (NCI) and the substantial 

focus on ensuring all patients have access and appropriate availability to therapeutic clinical trials within catchment areas of 

NCI designated comprehensive cancer centers (not only those seen by the center). 

Conclusion  
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In general, newly diagnosed AYA patients have trial enrollment opportunities in both the community and comprehensive 

cancer center setting with select diagnoses having more trials in pediatric hospitals. Relapsed AYA patients have the most 

trial opportunities at a comprehensive cancer center. A facile system that navigates patients across health systems would 

maximize potential AYA trial enrollments. 
 

9. Mohammadreza Mortazavi1, MD; Nancy N. Baxter2, MD PhD; Abha A. Gupta3,4, MD, MSc; Sumit Gupta1,3, 

MD; Paul C. Nathan3, MD 

1 University of Toronto; 2 St. Michael’s Hospital; 3 The Hospital for Sick Children; 4 University Health Network  

Comparison of the Disease Characteristics, Treatment, and Outcomes of Osteosarcoma and Ewing Sarcoma 

in Adolescents and Young Adults (AYA) treated in Pediatric versus Adult Cancer Centres: An IMPACT 

Cohort Study 

Background 

Location of cancer care (LOC: pediatric versus adult centre) may impact outcomes in AYA with bone tumours. 

Although outcome disparities between pediatric and adult centres have been studied in other tumour types, data on 

AYA with osteosarcoma and Ewing sarcoma are limited.   

Objectives: To compare differences in demographics, disease/treatment characteristics, survival, and late effects in a 

population-based cohort of AYA with osteosarcoma or Ewing sarcoma treated in pediatric versus adult centres. 

Methods 

The Ontario population-based IMPACT Cohort captured demographics, disease characteristics, and treatment data 

for AYA (15 - 21 years old) diagnosed with osteosarcoma or Ewing sarcoma between 1992 - 2012. Patients were 

linked deterministically to provincial administrative healthcare databases. Diagnostic interval length (DIL) was 

calculated as the time interval between first presentation to a physician with a symptom consistent with a bone 

tumour and the date of definitive cancer diagnosis. Outcomes were determined using appropriate statistical methods 

(Kaplan-Meier method/log-rank tests, Cox proportional hazards models, and logistic regression) and were compared 

between patients treated at pediatric versus adult centres.    

Results 

137 AYA were diagnosed with osteosarcoma (47 pediatric and 90 adult LOC) and 84 with Ewing sarcoma (38 

pediatric and 46 adult LOC). For both tumour types, AYA treated in pediatric centres were more likely to be enrolled 

in clinical trials (osteosarcoma: 55% vs 1%; Ewing sarcoma: 53% vs 2%) and received higher cumulative 

chemotherapy doses (osteosarcoma: doxorubicin, methotrexate, ifosfamide; Ewing sarcoma: cyclophosphamide, 

ifosfamide, etoposide). Five-year event-free (EFS) and overall survival (OS) rates were 47% and 58% in 

osteosarcoma and 43% and 56% in Ewing sarcoma. In multivariable analysis, patients with osteosarcoma treated at 

pediatric centres did not have a significantly different EFS (adjusted hazard ratio [HR] 1.15, 95% CI 0.58-2.27, 

P=0.69) or OS (adjusted HR 1.65, 95% CI 0.82-4.62, P=0.13) in comparison to those treated at adult centres. 

Similarly, LOC did not impact EFS (adjusted HR 1.82, 95% CI 0.97-3.43, P=0.06) or OS (adjusted HR 1.71, 95% CI 

0.88-3.33, P=0.11) in Ewing sarcoma. The median DIL in osteosarcoma was 59.0 (Interquartile range [IQR] 16.0-

137.0) days and in Ewing sarcoma was 131.0 (IQR 29.0-218.0) days. DIL did not significantly differ by locus of care 

for either bone tumour type. None of age, primary site or metastatic status was associated with prolonged DIL in 

either tumour nor did DIL impact survival. Late effects (cardiotoxicity, nephrotoxicity, ototoxicity, and subsequent 

malignant neoplasms) were uncommon and did not differ in frequency by LOC. 

Discussion 

In this population-based study of AYA with bone tumours, LOC was not significantly associated with survival. This 

stands in contrast to AYA cancers such as acute lymphoblastic leukemia, where studies have shown superior survival 

associated with treatment in pediatric centres. Even though AYA with bone tumours treated in pediatric centres 

received higher cumulative doses of chemotherapy, these differences did not impact outcomes. DIL was not 

associated with any disease characteristics and did not impact outcome. 

Conclusion  

Outcomes in osteosarcoma and Ewing sarcoma did not differ by LOC.   

 

10. L. Abbott MD1, N. Kirolos1, K. Tang PhD2 

1 Children's Hospital of Eastern Ontario; 2 Children's Hospital of Eastern Ontario Research Institute 

COMPARISON OF FEVER AND NEUTROPENIA BETWEEN ADOLESCENTS AND YOUNG ADULTS 

AND YOUNGER CHILDREN WITH CANCER 

Background 

Adolescents and young adults with cancer (AYAWC), in the age range of 15-29 years, have proven to be a complex 

group of patients whose biologic, epidemiologic and psychosocial factors has resulted in a disparity of care that has 
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poorly influenced their disease incidence, outcomes and quality of life. Hematological toxicity of chemotherapy 

resulting in fever and neutropenia (FN) is a common oncologic emergency associated with increased morbidity and 

mortality. FN results in an increased risk of life-threatening infections, chemotherapy dose reductions and delays, 

which can negatively impact treatment outcomes. Given that about half of the pediatric oncologic population develop 

at least one episode of FN when treated with chemotherapy, risk stratification strategies and clinical decision rules 

for FN presentations have been adopted internationally to provide individualized treatment for patients which has 

significantly reduced mortality. However, such guidelines are based mainly on young pediatric patients, rather than 

AYAWC, thus we set out to identify risk factors, such as age, that contribute to FN incidence and can therefore be 

incorporated into risk stratification models. 

Methods 

We retrospectively examined patients diagnosed with a malignancy at the Children’s Hospital of Eastern Ontario 

(CHEO) from 2013 to 2017. The younger patient group were 0-14 years of age at the time of diagnosis while 

AYAWC were between the ages of 15-18, as 18 is the maximum age treated at CHEO. A FN event was identified at 

any time when the patient presented with an absolute neutrophil count of less than 1,500 cells/mm3 and a 

temperature greater than 38°C. The rate of FN episodes was determined by the number of episodes over years of 

treatment duration in the AYAWC and the non-AYAWC. 

Results 

Of 265 patients who met inclusion criteria, 228 (86%) were of an age less than 15 years. Cases were 55.8% male 

with varying cancer diagnoses of which 38.5% were leukemias, 18.1% were lymphomas, 11.3% were primary brain 

tumours, 6.5% were neuroblastoma, 4.9% were sarcomas, 4.5% were Wilms tumour and 16.2% were other 

malignancies. The treatment duration (mean ± SD) for AYAWC was 1.02±0.94 years and 1.84±1.39 for non-

AYAWC. The overall rate of FN (mean ± SD) was 1.62±2.68. The rate of FN among AYAWC and non-AYAWC 

was 1.91±2.63 and 1.57±2.69 respectively yielding a rate ratio of 1.601[(CI 95% 0.955-2.685), p=0.074] for FN 

events of AYAWC compared to non-AYAWC, adjusted for covariates of gender and diagnosis. 

Discussion 

This study demonstrates that compared to young children with cancer, AYAWC are 1.6 times more likely to develop 

FN events. Given that this presentation can result in significant clinical consequences, there is a possibility that 

implementation of age as a factor in risk stratification guidelines could reduce the incidence of morbidity and 

mortality in this population, through prophylactic treatment regimens. 

Conclusion  
AYAWC are more likely to develop FN events compared to younger patients at a tertiary care children's hospital. 

Next steps include refining the risk factors for FN further for the AYAWC group and working with our adult 

oncology teams to collect data up to 29 years of age, in order for our findings to be more applicable to the entire age 

group. 

 

11. Mateo Peralta1, Dr. Christian Schulz-Quach2 MD MSc MA MRCPsych(UK) FHEA MUKCP(UK) 

MBACP(UK) 

1 Riipen; 2 University Health Network 

Connection, Interrupted: COVID-19’s Impact on an AYA Short-term focused group-analytic psychotherapy 

(SFGAP) at Princess Margaret Cancer Centre 

Background 

Digital migration, magnification of loneliness, management of isolation, moral distress, moral injury, and battling 

with self-censoring; the first wave of the COVID-19 pandemic ushered in an era of unique and unprecedented 

challenges to psychotherapy, as experienced by a group of four AYA cancer patients led by a psychiatrist. This 

presentation will provide an experiential report and explore the question of how this group made virtual group 

therapy work in the midst of the COVID19 pandemic and whether it succeeded. 

Methods 

Short-term focused group-analytic psychotherapy (SFGAP) was offered to a closed group of four participants on 

Sunday afternoons for two hours over a period of 20 sessions from March 29, 2020, to August 9, 2020, via Microsoft 

Teams. Heuristic Inquiry qualitative methodology (HI) was employed to synthesize findings documented in email 

conversations, qualitative interviews and reflective notes. 

Results 

The group was marked by three events that changed the dynamic and direction of the therapeutic discussions: the 

commencement of the group, a member of the group suddenly leaving in June, 2020, and the cancer treatment-related 

complications of two group members that resulted in the group’s dissolution in August, 2020. The group members’ 
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discussions with one another contributed to a sense of community and a dropping of a facade of optimism, to 

different extents by each group members.  

Discussion 

The challenges that emerged for the group in the early stage of the pandemic could be categorized into: the 

magnifying of loneliness, the managing of isolation, and a persistent battle with self-censoring. The challenges 

stemmed largely from the gap of shared experiences, both related to their difference in cancer care experience and 

their personal lives, along with the barrier of communicating exclusively via video-chat. 

Conclusion 

Online SFGAP was feasible but group cohesion was more difficult to establish and maintain. The distinguishing 

perspective of HI methodology is that it treats participants not as subjects of research but rather as co-researchers in 

an exploratory process marked by genuineness and intersubjectivity. Hence, findings were co-researched and 

developed together, led by participants themselves, which might be of particular interest for future AYA research and 

patient empowerment. 

 

12. Natalie Kelly1, Ph.D., ABPP-CN, Lauren Creel1, MPH, MSW, Elaine Wheat-Dawson1, PsyD., Megan Duran1, 

BSW, Brett Evans1, Chelsea Feller1, M.S., Sherry Hite1, MOT, OTR/L, Marisol Trujillo1, M.S., CCLS, Karen 

Wohlgezogen1, BSN, RN, CPHON, Jeanelle Folbrecht1, Ph.D. 

1 City of Hope Comprehensive Cancer Center  

Development and Implementation of a Psychosocial Screening Program for Adolescent and Young Adult 

Cancer Patients 

Background 

Adolescents and young adults (AYAs) have unique psychosocial needs across the various phases of their cancer 

treatment and survivorship course (Zebrack, 2009). These needs derive from the special developmental context that 

typically requires increasing levels of independence across multiple life domains (Palmer et al., 2014). AYAs 

psychosocial needs might be overlooked given the broader medical context that often demands attention for acute 

and potentially chronic aspects of treatment and disease recovery, however these needs remain (Dyson et al, 2011; 

Sender et al., 2019; Zebrack, 2008; Zebrack et al., 2010). The current study describes the development and 

implementation of a screening program utilized to proactively assess and triage the psychosocial needs of AYA 

patients at a national cancer center. 

Methods 

The current program utilized SupportScreen, a digital psychosocial screening program developed at City of Hope. 

The initial phases focused on targeted rollouts to specific clinics (Head/Neck Cancer, Melanoma, and Pediatric) to 

ensure efficiency and identify any issues that could be dealt with on a smaller scale before implementing more 

widely. A total of 40 AYA patients have been screened since August 2020 (Age M= 32; 17-38). Approximately half 

of the patients were female (n=21). 

Results 

A range of psychosocial needs were identified by the respondents including financial, family support (e.g., for 

children of the patients) and connection to other AYAs. Patients were triaged to various services for intervention 

including social work, resource coordinator, child life services, nutrition and neuropsychology/cognitive 

rehabilitation assessment. 

Discussion  

This psychosocial screening program allowed the clinical team to proactively assess the needs of the AYA across 

several clinics.  When patient needs surfaced, the team triaged to the appropriate services for additional support and 

intervention as needed. Limitations of this study include its small sample size and limited characterization of those 

who declined screening. In addition, a specific challenge and area for growth was coordination with the clinical team 

in addressing psychosocial needs. 

Conclusion  

Routine psychosocial screening of AYAs is an important step in supporting these patients who have historically been 

overlooked in the oncology setting. The future of this program would benefit from a robust internal infrastructure to 

capture patients more reliably which may enhance integration of the clinical team in addressing patients’ 

psychosocial needs. There are many opportunities for expansion of such screening both within our institution and 

across cancer centers that serve this patient population. 

 

13. Sophia HE Sleeman1; Milou JP Reuvers2, BSc; Silvie HM Janssen2, MSc; Eveliene Manten-Horst1; Olga 

Husson1, Ph.D 
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1 Dutch AYA 'Young and Cancer' Care Network, Utrecht, The Netherlands; 2 Department of Psychosocial Research, 

Division of Psychosocial Research and Epidemiology, the Netherlands Cancer Institute 

Development of a mobile application for Adolescents and Young Adults (AYAs) with cancer and their loved 

ones to ‘normalize’ social contacts: the AYA Match App 

Background 
Dutch Adolescent and young adult (AYA) cancer patients actively reported a need for support to stay in contact with 

their ‘loved ones’ (e.g. friends, family, colleagues) after their diagnosis. The main issue they mentioned was that all 

conversations came back to their cancer, disconnecting them from who they are and what matters to them as a 

person, besides their disease. In response to this, the Dutch AYA ‘Young & Cancer’ Care Network co-created the 

mobile application ‘AYA Match’ with potential users. This participatory design process, directly involving AYA 

cancer patients, their loved ones and the application developers, delivered a working prototype of the AYA Match 

app. The aim of this study was to describe the characteristics of AYA Match users and their expectations of the 

application. 

Methods 
After the official launch of the prototype, participants for the expectation study were recruited via the onboarding 

screens of the AYA Match app, inviting them to complete a baseline questionnaire. Main outcomes were the 

expectations of the application of AYA cancer patients and their loved ones, regarding social contact and support 

after a cancer diagnosis. 

Results 
121 AYA cancer patients (83% female, mean age 28.8 years ± 4.3) and 37 loved ones (73% female, mean age 39.9 

years ± 14.7) were enrolled in the expectation study. Almost 25% of patients reported ‘staying in contact’ as an 

important reason for downloading the application, as did 69% of the loved ones. 60% of the loved ones indicated that 

they would like to use the application to offer help to their AYA with their daily tasks. 71% of the patients would like 

to use the application with their close friends, but they also reported considering inviting their parents (41%) and 

their partner (36%). 

Discussion 
This study has shown that AYA cancer patients and their loved ones have similar expectations of the app when it 

comes to ‘normalizing’ contact and mutual understanding after a cancer diagnosis. Due to the use of a participatory 

design approach, the needs of both parties have been integrated into a digital intervention. Undertaking activities 

together, as the AYA Match app stimulates, was experienced as distracting from living with a disease and perceived 

as pleasant. The participants in the study indicated that it was helpful if loved ones were available and reachable 

throughout treatment. 

Conclusion 
In conclusion, the AYA Match app could be an adequate solution to the issues AYA cancer patients and their loved 

ones experience when it comes to contact, support and mutual understanding after a cancer diagnosis. 
 

14. Eden Gelgoot1, MSc; Ekaterina Kruglova1, BA; Jordana Kazdan2, BA; Stephanie Robins2, MSc; Kirk Lo3, 

MD; Peter Chan3, MD; Zeev Rosberger2, PhD; Phyllis Zelkowitz2, EdD 

1 McGill University; 2 Jewish General Hospital; 3 University of Toronto  

Evaluation of a mobile health application offering fertility information to young male cancer patients 

Background 

As survival rates among AYA male cancer patients rise, there is an increasing emphasis on survivorship and quality 

of life. Cancer and its treatment can damage sperm production and cause infertility in male cancer survivors. 

However, male cancer survivors often lack knowledge of fertility issues and fertility preservation options. This study 

evaluates the information and features of a mobile health application (mHealth app), Infirtility XY, designed to 

provide male cancer patients with reliable information about the impact of cancer and its treatment on fertility, and 

fertility preservation options. 

Methods  

Participants were recruited by a market research company via patient and healthcare referrals and the company’s 

database. Eligibility criteria included: 18-45 years old; identified as male; recently (within 12 months) diagnosed 

with new/recurring cancer; not in fertility treatment; able to read and write in English/French; and had Internet 

access. After completing pre-questionnaires, participants obtained access to the app for two weeks. Participants then 

rated the app’s information on an adapted version of the Information Assessment Method (IAM), and the quality of 

the app’s engagement, functionality, aesthetics and information on the user version of the Mobile Application Rating 

Scale (uMARS). uMARS scores ranged from 1-5; higher scores represented higher quality ratings. 
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Results 

A total of 40 male oncology patients were recruited for this study; the present analyses used data from the 25 

participants who were 39 years old or younger. 80% of the sample indicated that they searched the app for 

information to satisfy their curiosity about a health matter. 84% found the app’s information relevant, and 96% 

understood the app’s information well. 72% indicated that they learned something new from the app’s information. 

Of the 72% of the sample who used the app’s information for themselves, 83.3% indicated that the information 

helped them better understand a particular issue about their health. Of the 84% who benefited or expect to benefit 

from the app’s information, 81% indicated that the information helped them feel less worried about a health problem, 

47.6% indicated that the information allowed them to better communicate with health professionals, and 57.1% 

indicated that the information allowed them to be more involved in making decisions about their health. Users rated 

the app highly on the uMARS, with mean scores of 3.50/5.00 (SD=.76) for engagement, 4.01/5.00 (SD=.68) for 

functionality, 3.79/5.00 (SD=.67) for aesthetics, and 4.02/5.00 (SD=.63) for information. 

Discussion 

Our preliminary findings suggest that the Infotility XY app was a useful resource for AYA male cancer patients, 

providing clear and relevant information about the effects of cancer and its treatment on fertility, and fertility 

treatment options. To our knowledge, no similar mHealth apps are currently available, and existing online resources 

on fertility preservation for cancer patients are not comprehensive. 

Conclusion  
mHealth resources may help address the gap in fertility knowledge among AYA male cancer patients and could be 

beneficial to incorporate into clinical care to enable shared decision-making about fertility preservation options. 

 
15. Anika Petrella1, PhD; Daniel Santa Mina1, PhD; Andrew Matthew1,2, CPsych, PhD; Robert Hamilton2, MD, 

MPH; Catherine Sabiston1, PhD 

1 University of Toronto; 2 University Health Network 

Evaluating the Ball’s In Your Court intervention for survivors of testicular cancer: A mixed methods study – 

Oral Presentation  

Background 

Testicular cancer survivors report unmet supportive care needs that are associated with poorer physical and mental 

health, yet engagement in traditional supportive care is low. The Ball’s In Your Court intervention was designed to 

engage testicular cancer survivors in supportive care by leveraging a community-based sport and exercise model. 

Age-appropriate, gender-sensitized, and disease-specific considerations were reflected in the intervention design, 

setting, content, and delivery. The intervention included one session weekly for five weeks promoting physical and 

mental health among a group of testicular cancer survivors. The purpose of this study was to explore the 

intervention’s (i) feasibility and acceptability, (ii) effects on testicular cancer survivors’ perceived health, and (iii) 

gain feedback for intervention refinement. 

Methods 

Ten testicular cancer survivors participated in the pilot and completed questionnaires on demographics, cancer 

history, perceived health, and physical activity behaviour at baseline (pre-intervention). Perceived health and 

intervention satisfaction were collected post-intervention. Open-ended feedback surveys were collected after each 

weekly session and researcher field notes were recorded by three members of the study team. One month following 

the intervention, a focus group was conducted with six intervention participants. 

Results 

All participants were satisfied with the intervention. Content analysis of the qualitative data supported intervention 

acceptability. Visual analysis conducted at the individual level indicated that perceived health either remained stable 

or improved from pre- to post-intervention. Recommendations for intervention refinement and optimization were 

also gained. 

Discussion 

The Ball’s In Your Court intervention provides a feasible and acceptable approach for the delivery of supportive care 

aimed at improving testicular cancer survivors’ health and wellness. 

Conclusion  

Recommendations for refinement and optimization specific to design and delivery should be considered and require 

future examination. 

 

16. Dr Jennifer Cohen (BSc; Masters Nutr&Diet, PhD)1,2, Ms Thomasin Powell (Bachelor of Psychology (Hons), 

Master of Professional Psychology, Registered Psychologist)1, Associate Professor Pandora Patterson (PhD)1, 3  
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1 Canteen, Australia, Sydney, Australia; 2 School of Women’s and Children’s Health, University of NSW, Sydney, 

Australia; 3 Faculty of Medicine and Health, Sydney University, Sydney, Australia 

Exploring how telepresence robots can connect adolescent cancer patients to school during treatment: The 

TRECA program – Oral Presentation  

Background 
When an adolescent faces cancer, their ability to attend school can be severely disrupted, resulting in disconnection 

from peers, missed educational milestones, reintegration difficulties post-treatment, and long-term societal impacts. 

Telepresence robots enable patients to maintain a ‘presence’ at school during treatment. The aim of this study was to 

explore the perceived acceptability and feasibility of implementing telepresence robots. 

Methods 
Phase one was a qualitative evaluation assessing the acceptability and feasibility of a telepresence robot to support 

social isolation and education during cancer therapy. Participants were 25 oncology health professionals, secondary 

school teachers, adolescent and young adult patients and parents of AYAs. Phase two was conducted with 15 key 

stakeholders after the implementation of the telepresence robot to assess feasibility and acceptability of the program. 

Participants were adolescent cancer patients, parents, Canteen staff and educators. Phase I and II was analysed using 

thematic analysis. 

Results 
In the phase 1 interviews, participants reported adolescents’ feelings of isolation from peers, and psychological issues 

such as anxiety and depression. Participants attributed this to adolescents’ complex treatment regimens causing them 

to miss out on engaging with school and their education. From Phase one, it was clear that telepresence robots are an 

innovative technology that could assist in reducing patients’ distress and isolation and improve educational 

engagement whilst physically absent from school. Barriers (school layout, network connection) and facilitators (IT 

support) to implementation were raised and informed the development of Canteen’s TRECA (using Telepresence 

Robots to Engage CAncer patients in education) service.  

Following program implementation, phase two qualitative interviews highlighted that telepresence robots were an 

acceptable and feasible tool for supporting social and educational engagement in adolescents with cancer. 

Technological issues, the timing of the TRECA service implementation for the individual adolescent, school staff 

miscommunications or errors and lack of stakeholder knowledge about TRECA were raised as the key barriers to the 

service running smoothly. Clear communication between stakeholders, supportive school staff, training in the robot’s 

use, and technological and psychosocial support were found to be necessary for the successful implementation of 

TRECA. 

Discussion 
Use of telepresence robots to connect adolescents to their classrooms during cancer treatment was regarded as a 

highly acceptable, albeit a complex program to design. Telepresence robots can offer adolescents going through the 

isolating experience of cancer treatment a sense of connection to their school and peers, and a sense of agency in 

being able to keep up with their schoolwork whilst they are unable to attend in-person. Despite the complex nature of 

the TRECA program, requiring the coordination of many stakeholders, it was widely reported that young patients 

benefitted richly from it, which made these difficulties worth persevering with. 

Conclusion  
When implemented in the context of a supportive school and clinical team, the use of telepresence robots can be 

highly beneficial in connecting patients to their classrooms and peers. Providing families with consistent and 

responsive IT and psychosocial support is a requisite for successful implementation. 
                                                                                                                                                          

 

17.  Shannae Carnell1, Pandora Patterson1, PhD, Fiona McDonald1, PhD 

1 Canteen Australia  

Giving young people with cancer a sense of agency: The development of the Cancer? App – Oral Presentation  

 

Background 

"I didn't even know what I didn't know." This a common feeling among adolescents and young adults with cancer 

(AYAs), who regularly identify an unmet need for better information provision. The doctor-patient relationship is 

reported to be an AYA’s greatest source of information and facilitator of health literacy. However, AYAs still regularly 

state a desire for improved communication and shared decision-making with their health-care professionals (HCPs).  To 

address this, we adapted the adult-focused CAN.recall app containing consultation recording and question prompt list 

(QPL) features for AYAs. 
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Methods 

The Cancer? app was co-designed with AYAs (n=26). They provided recommendations on app functions, changes to the 

user interface, the addition of a section for treating team details, and helped to curate the QPLs. The app was initially 

launched to AYA HCPs at a dedicated professional forum and then promoted to AYAs and HCPs through various social 

media channels to facilitate its uptake and use. This included a video created with a young cancer patient who talked 

about her own experience with the app and explained its functions. 

Results 

The Cancer? app audio-records consults and contains 19 unique question-prompt lists chosen by AYAs on topics 

relevant throughout their cancer journey including diagnosis, survivorship issues, and COVID-19. AYAs can enter the 

contact details of their treating team, can type notes while playing back the recordings, and can access online information 

relevant to their cancer experience needs. 

The Cancer? app has shown promising engagement with promotional material reaching 20 000 people and over 1500 

views of the video. This has resulted to date in over 110 downloads of the app through Australia, New Zealand and the 

UK across Apple and Android platforms. 

Discussion 

The Cancer? app was developed to address the health-literacy-based needs of AYAs with cancer; optimising the doctor-

patient relationship to help improve information provision and communication, and empowering AYAs to participate in 

shared decision-making and take control of their care. An implementation evaluation of the Cancer? app with AYAs and 

HCPs is now underway examining acceptability, utility, reach, and engagement. 

Conclusion 

The Cancer? app shows promise as a tool to facilitate health literacy for AYAs with cancer and provide them with a 

sense of agency in their care. 

 

18. Jonathan Avery1, PhD; Kristin Campbell2, PhD; Pamela Mosher2, MD MDiv; Ahmed Al-Awamer2,  MBBS 

MHSc; Karen Goddard3, MD; Corey Metcalf3, MD, Abha Gupta2,4, MD, MSc; Fuchsia Howard1, PhD RN 

1 The University of British Columbia; 2 United Health Network; 3 BC Cancer Agency; 4 The Hospital for Sick 

Children 

How do young adults (YAs) live with advanced cancer?: Building a palliative rehabilitation model of care to 

support YAs – Oral Presentation  

Background 

Young adults (YAs), defined as individuals between the ages of 18-39, are a group who experience unique challenges 

when diagnosed with advanced/incurable cancer. YAs often feel “stuck in life” and unable to be independent, pursue 

life goals or achieve developmental milestones because of their ongoing need for life-sustaining cancer treatments and 

symptom management in addition to facing the real prospect of dying at a younger age. Yet, there is a remarkable 

absence of healthcare services or programs that are designed specifically to address the supportive care needs of this 

unique age group. Further, there are no patient-centred models of care to guide the development of supportive care 

interventions for YAs’ day-to-day management of life with advanced/incurable cancer.  Palliative care and 

rehabilitation are areas of supportive cancer care that use multidisciplinary approaches to control symptoms and 

relieve physical, psychological, social, and spiritual suffering to help people pursue meaningful activities within the 

confines imposed by an incurable disease. Though palliative care and rehabilitation are two areas of cancer care that 

have traditionally been viewed as distinct specialities, combining these approaches offers ways to address the unique 

social, functional and emotional needs of this age group at a particular life stage associated with vitality rather than 

facing one’s mortality. The purpose of this research is to create an evidence-based framework/model of care that 

combines palliative care with rehabilitation to support YAs living with advanced/incurable cancer. 

Methods 

A qualitative design using the social constructivist grounded theory is being used to interview 30 YAs diagnosed with 

advanced/incurable cancer to develop the initial framework/model. Interviews focus on how YAs try to live with and 

adapt to living with advanced cancer with a focus on what supports are needed to enhance their abilities. Then, 15 

healthcare providers/decision-makers/administrators involved in YA care will be interviewed to help refine the 

model/framework to ensure it can be integrated into outpatient supportive care. Recruitment is occurring at BC Cancer 

Vancouver and the Princess Margaret Cancer Centre located in Toronto, Canada. The World Health Organization’s 

International Classification of Disability and Health and the Bowtie model of palliative care were chosen as 

conceptual frameworks to guide the data collection and analysis of this work. 

Results 

Early results illustrate how YAs ground their illness experience in a process of compromise - of finding a middle 

ground between acknowledging the prospect of dying at a younger age, while continuing to identify as YAs to reach 
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age specific life milestones. Peer lead support is seen as an important characteristic of this process to help YAs learn 

how to achieve milestones such as finding love, finishing school/establishing their careers and purchasing assets such 

as their first home. 

Discussion 

Results illustrate the importance of peer support and mentorship. Questions arise as to how to integrate these findings 

into outpatient supportive care. 

Conclusion  

This model will serve as the foundation for designing and testing supportive care for YAs living with 

advanced/incurable cancer. Further exploring will be completed to understand how to refine and build upon these 

findings. 

 

19. Kristen DeCaria1 PhD, Divya Handa1 MPH, Alice Muirhead1 MHA, Raquel Shaw-Moxam1 MSc and Deborah 

Dudgeon2 MD 

1 Canadian Partnership Against Cancer; 2 Queen’s University  

How the Canadian Partnership Against Cancer is Supporting Implementation of the pan-Canadian 

Adolescents and Young Adults Framework 

Background 

Every year, 7,600 adolescents and young adults (AYAs) are diagnosed with cancer in Canada. The Canadian 

Partnership Against Cancer (the Partnership) is the steward of the recently refreshed Canadian Strategy for Cancer 

Control, which calls for better support for children, adolescents and young adults through expanded access to a wide 

range of integrated services to address the unique challenges faced by AYAs living with cancer. AYAs face unique 

challenges during their cancer journey, including the impact of treatment on fertility, loss of independence and 

interrupted education and careers. Often, AYAs don’t get the support they need, and there is a lack of good data to 

inform better treatments and survivorship support for this population. To address these gaps, the Partnership worked 

with more than 100 stakeholders across the country—including AYAs and their families— to create the Canadian 

Framework for the Care and Support of Adolescents and Young Adults with Cancer. Released last year, the 

Framework sets priorities to improve care and services for this population and will drive policy and action at all 

levels, from individual providers to the broader cancer system. 

Methods 

Through a series of engagements, the Framework was developed through collaboration with the AYA National 

Network, international and national leaders, and in consultation with AYAs and their families. 

Results 

Cancer centres and others are already using the Framework, and the Partnership has begun work on one of the key 

priorities. Loss of fertility due to cancer treatments is a source of much distress for AYAs, yet few receive counselling 

on their options or referrals to services such as egg or sperm preservation prior to beginning treatment. Recent data 

shows that in Canada, only half of AYAs had a discussion about fertility with their medical team, and only 13 per cent 

used a fertility preserving procedure. The Partnership brought together the fertility and cancer sectors to determine 

how best to address this issue. Initial efforts will focus on adding a question on fertility risks to the patient-reported 

outcome screening tools, which have been implemented across the country with support from the Partnership. This 

will ensure patients are made aware of the issue before their treatment and will alert their medical team to do the 

appropriate follow-up or referrals. 

Discussion 

Over the coming years, the Framework will inspire future policy direction and investment and action at all levels so 

that every AYA receives optimal, developmentally appropriate care and survivorship support that will lead to 

improved outcomes and high-quality life. 

Conclusion  

While the Framework helps set the direction, this is just the beginning.  Key actions will be required to achieve the 

vision of the Framework including addressing and supporting the unmet needs of Canadian AYAs. 

 

20. Pamela J. Mosher1, MD, MDiv, Ahmed Al-Awamer1, MD 

1 University Health Network  

"I don't want to worry them"--When AYA's and parents/partners protect each other to the point of not 

communicating about important topics--what can clinicians do to help? 

Background 

From our clinical experience running an integrated AYA Supportive Care clinic (palliative care and mental health 

supports integrated in one clinic for young adults with advanced cancer), we have learned that AYA patients are 
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extremely concerned about protecting their parents and partners/friends from worry and upset, so they avoid 

discussing certain topics, even when doing so is not the best choice for them. Equally, parents and partners often have 

questions and need information but don't want to discuss in front of AYAs with cancer as they likewise don't want to 

upset or worry their ill loved one. In this presentation, we'll discuss the importance of supporting patients' and family 

members' desires for protection each other, while balancing the need to have more open communication around 

difficult subjects. What has worked for us, and we want to hear what is working for others in different regions. 

Methods 

We will review our experiences and our approaches to these issues in our clinic. 

Results 

We do not have research results to present so much as clinical experience and reflection to report, and would like to 

have a discussion with the audience re: their experiences and approaches to this clinical conundrum. 

Discussion 

We have found that a clear and expressed focus on family support in addition to patient-centered care needs to be 

conveyed at the first visit and maintained throughout our work with patients/families. So much of the fear and 

uncertainty that is unexpressed and unaddressed causes anguish for both patient and families. In providing ongoing 

(Ie, more than one-time support for parents, partners, caregivers) support for AYA caregivers in the form of both 

individual and family counseling, we find that barriers lower, communication opens, advance care planning happens 

earlier, and patients and families are prepared for the things that scare them. 

Conclusion 

See above. 

 

21. Alisha Kassam1, MD, MPH, Abha Gupta2,3 MD, Adam Rapoport4, MD, MHSc, Amirrtha Srikanthan5, MD, 

MHSc, Rinku Sutradhar6, PhD, Jin Luo4, MSc, Kimberley Widger4, RN, PhD, Joanne Wolfe7, MD, MPH, Craig 

Earle8, MD, MSc, Sumit Gupta1, MD, PhD 

1 Pediatric Oncology Group of Ontario (POGO); 2 The Hospital for Sick Children; 3 University Health Network  

4 University of Toronto; 5 The Ottawa Hospital Cancer Centre; 6 ICES Central Cancer Research Program; 7 Dana 

Farber Cancer Institute;  8 Sunnybrook Research Institute  

Impact of palliative care involvement on end-of-life care patterns among adolescents and young adults with 

cancer: a population-based cohort study 

Background 

Evidence suggests adolescents and young adults (AYA) with cancer (defined as ages 15-39) have poor quality end-of-

life (EOL) care in part due to receiving high intensity (HI) medical care in their last month of life. The purpose of this 

study was to evaluate prevalence and predictors of HI-EOL care in AYA with cancer in Ontario, Canada. A secondary 

aim was to evaluate the impact of palliative care physicians (PCP) on the intensity of EOL care in AYA. 

Methods 

A retrospective decedent cohort of AYA with cancer who died between 2000 and 2017 in Ontario, Canada, was 

assembled using a provincial registry and linked to population-based health-care data. Based on previous studies, the 

primary composite measure of HI-EOL care included any of the following: intravenous chemotherapy < 14 days from 

death; more than one ED visit; and more than one hospitalization or ICU admission < 30 days from death. Secondary 

measures included the most invasive (MI) EOL care (eg, mechanical ventilation < 14 days from death) and PCP 

involvement. We determined predictors of outcomes using appropriate regression models. 

Results 

Of 7,122 AYA, 43.8% experienced HI-EOL care.  PCP involvement (OR, 0.57; 95% CI, 0.51-0.63) and older age at 

death (OR, 0.60; 95% CI, 0.48-0.74) was associated with a lower risk of HI-EOL care.  AYA with hematologic 

malignancies were at highest risk for HI and MI-EOL care.  PCP involvement substantially reduced the odds of 

mechanical ventilation at EOL (OR, 0.36; 95% CI, 0.30-0.43). 

Discussion 

A large proportion of AYA with cancer experience HI-EOL care.  Specific subgroups, including younger AYA and 

those with hematologic malignancies, are at particular risk, suggesting that interventions should target these 

populations. 

Conclusion 

Our study provides strong evidence suggesting that PCP involvement may help mitigate the risk of both HI and MI-

EOL care in AYA, and that PCP involvement should thus be widely available to this group of patients. Additional 

research on the optimal timing of PCP integration, particularly for identified at risk groups, is needed. 
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22. Mahsa Samadi1, MD, Jonathan Avery2, PhD, SarahRose Black1, PhD, Abha Gupta1,3, MD, MSc, Chana 

Korenblum1,3, MD 

1 United Health Network; 2 University of British Columbia ; 3 The Hospital for Sick Children  

Music Meet-Up: Preliminary Results of a Novel Music Therapy Group Intervention for AYA with Cancer – 

Oral Presentation  

Background 

Adolescence and young adulthood (AYA) is a dynamic period that begins with the onset of puberty and ends with the 

achievement of developmental milestones including establishing independence, assigning increased importance to 

peers and relationships, and identity formation. This process is fundamentally disrupted for AYA with cancer due to 

the impact of a potentially life-threatening diagnosis and its required treatments. AYA routinely experience social 

isolation, body image concerns, and dependence on caregivers, with associated emotional distress that can persist long 

after treatment is complete. These unique challenges are often not adequately addressed by pediatric or adult-focused 

psychosocial supports. Though music therapy is increasingly becoming common psychosocial support in oncology, no 

rigorously studied group music therapy interventions have been identified for AYA with cancer. This study evaluated 

the feasibility and effectiveness of a novel, developmentally informed group music therapy intervention for AYA. 

Methods 

A simultaneous (Quant-Qual) pre-post mixed methods design was used to assess feasibility and acceptability and 

examine the group music therapy intervention's effectiveness. The program was offered three times to AYA patients 

at the Princess Margaret Cancer Center (Toronto, Canada). Prior to the start of the group, enrolled participants were 

approached regarding the study. Participants were excluded if they were unable to attend the majority of sessions or if 

they were non-English speaking. Self-administered paper and pencil measures were used to quantitatively assess the 

impact of the program using validated measures. Individual qualitative interviews were conducted over the phone or 

in person and analyzed using Braun and Clarke’s thematic analysis. 

Results 

A total of 20 AYA participated in the quantitative study measures, with 4/20 participating in the qualitative interviews 

across the program's three iterations. Based on qualitative feedback, three dominant themes emerged: 1) Using music 

as a universal way to connect with peers on a deeper emotional and psychological level; 2) Acquiring a “musical 

toolbox” for coping with cancer; 3) Providing an overall fun experience. Using the program facilitators’ specific 

approach described as being “challenged by choice,” music became a conduit for participants to express themselves 

emotionally and connect socially, thereby creating a strong bond with others during an isolating time. 

Discussion 

These emerging themes reveal that the "Music Meet-Up" reduced social isolation while offering practical tools and a 

fun and uplifting experience to help AYA cope with cancer. In addition, the 'challenge by choice' facilitation model 

was seen as fundamental to program participation. Given that AYA often lose their sense of autonomy at a stage in 

life associated with the desire to establish independence, 'the challenge by choice' approach helped participants re-

establish this sense of control and independence. 

Conclusion 

These early findings highlight the potential benefits of a group music therapy program for AYA. As data collection 

continues, aspects of program feasibility and acceptability will be explored more deeply by aggregating quantitative 

findings with qualitative data. 

 

23. Kelly Hancock1, MA, Larissa Waldman2, MSc, Bailey Gallinger1, MSc., Brittney Johnstone2, MSc., Ledia 

Brunga1, MD, David Malkin1, MD, Maru Barrera1, PhD, Anita Villani1, MD 

1 The Hospital for Sick Children; 2 Sunnybrook Hospital 

Perspectives of Adolescents Participating in a Pediatric Precision Oncology Program 

Background 

In early 2016, the SickKids Cancer Sequencing (KiCS) Program was launched to evaluate the clinical utility of Next 

Generation Sequencing (NGS) in pediatric oncology patients with hard to treat and rare diagnoses. In anticipation of 

future adoption of NGS analysis as a more standard component of oncology care for adolescents, we investigated the 

benefits and challenges of the program for this population, from their own perspective. 

Methods 

Patients over the age of 12 (adolescents), who have participated in KiCS were invited to engage in a semi-structured 

interview within 3 to 13 months of receiving their sequencing results (average of 7 months). Interviews were 

audiotaped, transcribed, and analyzed using an inductive content analysis approach. 

Results 
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Fourteen adolescents were invited and 10 consented to be interviewed (71% response rate). Common themes included 

low worry and stress about potential or actual results (i.e. not dwelling on findings, living in the here and now), 

feeling a sense of control over their situation and gaining closure, contributing to the advancement of medical science 

and helping future patients diagnosed with cancer. Some hoped for, and anticipated, benefit to their cancer treatment 

but in general, expectations for actionable results were low. Adolescents commonly expressed feeling fear of the 

unknown; however, coping was facilitated primarily by the nuclear family and health care team, and occasionally by 

peers. Generally, adolescents expressed satisfaction with enrollment in a precision oncology program, irrespective of 

sequencing outcomes. 

Discussion 

Our study identified opportunities to tailor counselling and education to the unique needs of adolescent patients 

referred to a precision oncology program. Adolescents express altruistic motivations for participating in precision 

oncology, and should be engaged in discussions to improve the experience for future participants. 

Conclusion  

Adolescents who participate in a precision oncology program show little psychosocial distress, and find benefits and 

decisional satisfaction with participation.  Adolescents’ communication with their family and health care team 

improved their experience. Findings from this study will help to tailor pre- and post-test education and support. 

 

24. Scott C. Adams1, PhD, Catherine M. Sabiston2, PhD, Norma D’Agostino1, PhD, Peter C. Ferguson2, MD, 

Anand Govindarajan1, MD, Anthony Griffin1, MSc, Abha Gupta1,3, MD, MSc, Ian M. Randall1, MD, Jay S. 

Wunder1, MD, Daniel Santa Mina2, PhD 

1 University Health Network ; 2 University of Toronto ; 3 The Hospital for Sick Children  

Prehabilitation to Improve Cancer Surgery Outcomes in Young Adults with Extremity Sarcomas (PICaSO-

ES): A proof-of-concept study protocol 

Background 

Prehabilitation research has largely focused on older, frail cancer populations, whereas adolescents and young adults 

with cancer (AYAs) remain significantly understudied. Extremity sarcomas (ES) are rare cancers that 

disproportionately impact AYAs. Prehabilitation may prevent and treat the deleterious effects of local (e.g., limb 

salvage surgery) and systemic (e.g., chemotherapy) anticancer treatment associated with significant physical 

dysfunction and impairments in ES patients. However, prehabilitation is a complex intervention, with adherence 

determined by intersecting physical, psychosocial, and ecological factors. The collective burden of extremity-based 

tumours, treatment burden, and life stage-related considerations poses major questions regarding prehabilitation 

feasibility and efficacy. Thus, the objective of PICaSO-ES is to investigate the feasibility and efficacy of a tri-modal 

prehabilitation intervention in AYAs awaiting ES surgery. 

Methods 

This is a single arm proof-of-concept study with nested interviews. A target of thirty AYA-ES patients, 18-39 years of 

age, with a minimum 21-day preoperative period will be included. Patients will be prescribed tri-modal prehabilitation 

consisting of (1) 4-5 days/week of aerobic (moderate-intensity continuous and high-intensity-interval training) and 

resistance exercise training, (2) daily whey protein supplementation, and (3) twice daily mindfulness practice. 

Outcomes will be measured at baseline (T0), prior to surgery (T1), and 1-month post-operatively (T2). Efficacy 

outcomes include physical function, quality of life, disease burden, anxiety and depression, fatigue, cardiorespiratory 

fitness, and physical activity. Feasibility outcomes include recruitment and attrition rates, adherence, and adverse 

events. Semi-structured interviews will be conducted post-operatively to capture patient perspectives of intervention 

feasibility, barriers, adherence facilitators, and benefits. 

Results 

We anticipate prehabilitation will be feasible, with greater adherence associated with greater benefits over the 

intervention period. We expect to demonstrate clinically meaningful improvements in our efficacy outcomes over the 

study period. 

Discussion 

PICaSO-ES will provide important insight to the feasibility and preliminary benefits of this tri-modal prehabilitation 

intervention in AYA-ES and will inform the design and conduct of a Phase II randomized control trial. Our mixed 

methods approach will provide critical context for our results by exploring aspects of participants’ lived experiences 

relating to life circumstance, cancer experience, and the study methods. 

Conclusion  

This study answers an urgent call for AYA-tailored research as the first to study prehabilitation in AYAs. Findings 

will clarify feasibility and impact of prehabilitation for AYA-ES, an understudied clinical population with unique 

tumor and life-stage considerations. 
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25. Stephana J. Cherak1, MSc PhD Candidate; Kirsten M. Fiest1, PhD; Sarah McKillop2, MD MSc; Winson 

Cheung1, MD MPH FRCPC; Ronald D. Barr3, MB ChB MD; Miranda Fidler-Benaoudia4, PhD 

1 University of Calgary ; 2 University of Alberta ; 3 BC Children’s Hospital Research Institute ; 

4 Alberta Children’s Hospital Research Institute  

Psychiatric Disorder Incidence Among Adolescents and Young Adults Aged 15-39 with Cancer: A Population-

Based Cohort Study – Oral Presentation  

Background 

Adolescent and young adult (AYA) cancer survivors have distinct patterns of cancer-associated late effects. It is 

unclear if AYA cancer survivors are at increased risk for psychiatric disorders.  

Methods 

We performed a population-based cohort study using administrative health data from the Alberta Adolescent and 

Young Adult Cancer Survivor Study cohort established in collaboration with the Alberta Cancer Registry of AYA 

cancer survivors aged 15-39 at cancer diagnosed during the period 1991 to 2013. We assessed incidence of seven 

psychiatric disorders (i.e., anxiety, depressive, severe psychiatric, trauma-and-stressor-related, substance use, 

psychotic including bipolar, and suicide and self-harm attempts) three years after first cancer diagnosis among five-

year AYA cancer survivors by validated algorithms and in consultation with a neuropsychiatrist and psychiatrist. 

Demographic and cancer- and treatment-related variables were explored as risk factors for psychiatric disorders. 

Results 

Among 12,116 five-year AYA cancer survivors (n=4,634 [38%] males; n=7,482 [62%] females), 9,602 (79%; 

n=4,634 [48%] males; n=7,482 [78%] females) were diagnosed with at least one of seven psychiatric disorders after 

three years post-cancer diagnosis. Survivors of all cancer types were most diagnosed with anxiety disorders (males, 

55.7 %, 95% confidence interval [CI] 54.2-57.1; females, 73.8%, 95%CI 72.8-74.8), depressive disorders (males, 

44.7%, 95%CI 43.4-46.3; females, 62.6%, 95%CI 61.5-63.7), and severe psychiatric disorders (males, 38.0%, 95%CI 

36.6-39.5; females, 54.2%, 95%CI 53.1-55.4). Males compared to females of all ages were diagnosed more frequently 

with substance use disorders (14.3%, 95%CI 13.3-15.3 versus females 9.5%, 95%CI 8.8-10.1), whereas females 

compared to males of all ages more frequently experienced trauma- and stressor-related disorders 34.8%, 95%CI 33.7-

35.8 versus males 21.7%, 95%CI 20.5-22.9). Substance use disorders, psychotic disorders including bipolar disorder, 

and suicide attempts and self-harm were most common among AYA cancer survivors aged 15-19 years at first cancer 

diagnosis. 

Discussion 

Our population-based retrospective cohort study included 12,116 five-year survivors of nine types of AYA-onset 

cancer and assessed diagnoses of seven types of psychiatric disorders. We found that AYA cancer survivors of all 

cancer types were most diagnosed with anxiety disorders, depressive disorders, and severe psychiatric disorders. 

Males compared to females of all ages were diagnosed more frequently with substance use disorders, whereas females 

compared to males of all ages more frequently experienced trauma- and stressor-related disorders. Substance use 

disorders, psychotic disorders including bipolar disorder as well as suicide attempts and self-harm, were most 

common among AYA cancer survivors aged 15-19 years at first cancer diagnosis. These findings suggest need for 

preventive strategies targeted to AYAs diagnosed with cancer at an early age to mitigate risk of potentially fatal 

outcomes due to long-term psychiatric disorders.  

Conclusion 

Anxiety disorders, depressive disorders, and severe psychiatric disorders are common amongst five-year survivors of 

AYA cancer. Preventive strategies for AYAs diagnosed with cancer at an early age are needed to mitigate risk of 

potentially fatal outcomes due to long-term psychiatric disorders. 

 

26. Ruhi Kiflen1, Kaitlin Atkinson2, Khairun Jivani1, Shawn Chirrey3, Laura Burnett1, Holly Bradley4, Tracy 

Torchetti1 

1 Canadian Cancer Society; 2 Community Action Initiative; 3 Canadian Mental Health Association; 4 Wellspring 

Supporting the underserved: exploring the cancer journey needs of adolescents and young adults 

Background 
Adolescents and young adults (AYA) diagnosed with cancer face unique challenges. In Canada, about 7,600 AYA 

aged 15 to 39 years are diagnosed with cancer each year. Although survival rates are high, AYAs do not fit paediatric 

or adult models of care.  AYA do not receive appropriate information and referrals to support services, and therefore 

experience an intense symptom burden, less developed coping mechanisms, and face challenges in decision-making.  

In addition, there are limited supports available for AYAs with cancer. 

Methods 
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We used a mixed-methods approach. In phase 1, we completed a literature review to summarize what is currently 

known regarding the challenges and supportive care needs of AYAs with cancer. In Phase 2, we are partnering with 

researchers at Princess Margaret Hospital to understand how the identified needs vary across age and identify desired 

solutions by AYAs. In addition, CCS will establish an AYA council and a multidisciplinary advisory council to help 

guide the development of holistic strategy. 

Results 

In phase one of the study, We identified a total of nine AYA unmet information and support needs during their cancer 

journey including: lack of career supports; lack of age-specific information; financial burden; issues related to 

psychosocial supports; physical challenges; palliative care; access to clinical trials; lack of supports for fertility 

services and poor self-management supports. 

Discussion 

Results highlight the importance of variation in experiences as a result of the social determinants of health such as 

socioeconomic status, culture and location. Strategies for improving information and support services for AYA 

include increasing availability of life stage-specific information, improving access to program-based peer support 

programs (i.e. yoga, cooking etc.), and practical support for financial, fertility and mental health services.  

Implementation solutions identified as part of the AYA strategy will be shared in the future. 

Conclusion 

The needs of AYA vary along the continuum of care, in addition to their age and stage in life. Our initial study results 

outline the needs of AYAs and illustrate gaps related to life stage appropriate resources, tailored peer and practical 

supports. This work provides a foundation to develop an AYA strategy to implement the necessary solutions to better 

support AYAs with cancer. 

 

27. Sumit Gupta1, MD, PhD, Nancy N. Baxter2, MD, PhD, Rinku Sutradhar3, PhD, Sarah Alexander1, MD, Jason 

D. Pole4, PhD, Chenthila Nagamuthu3, MPH, Paul C. Nathan1, MD, MSc 

1 The Hospital for Sick Children; 2 St. Michael’s Hospital; 3 ICES Central Cancer Research Program; 4 University of 

Toronto  

Survival Outcomes among Adolescents and Young Adults with Mature B-Cell Non-Hodgkin Lymphoma at 

Pediatric versus Adult Centers: A Population-Based Study Using the IMPACT Cohort – Oral Presentation  

Background 

Disparities in survival between adolescents and young adults (AYA) treated for acute lymphoblastic leukemia in 

pediatric versus adult centers are well documented. Whether similar disparities exist among AYA with mature B-cell 

non-Hodgkin lymphoma (B-NHL) is unknown, despite substantial differences between pediatric and adult treatment 

protocols. We compared outcomes among AYA with B-NHL by locus of care (LOC; pediatric versus adult) using a 

population-based clinical AYA database. We also assessed whether socioeconomic status or geographic area impacted 

outcome in this population. 

Methods 

The IMPACT cohort comprises all Ontario, Canada AYA aged 15-21 years diagnosed with one of six common 

cancers (including NHL) between 1992-2012. Detailed demographic, disease (histology, stage), treatment, and 

outcome data were collected through chart abstraction and validated by content experts. Postal code at diagnosis 

allowed determination of neighbourhood income quintile and rural residence. Linkage to population-based health 

administrative data identified additional events (second cancers, relapse, death). Event-free (EFS) and overall survival 

(OS) were determined using Kaplan-Meier methods. The impact of LOC on EFS and OS was determined using 

multivariable Cox proportional hazard models, adjusted for demographics and disease-related variables. 

Results 

Among 176 AYA with B-NHL, 62 (35.2%) received therapy at a pediatric center. Pediatric center AYA were more 

likely to have Burkitt lymphoma (BL) than diffuse large B-cell lymphoma (DLBCL) as compared to adult center 

AYA [26/62 (41.9%) vs. 21/114 (18.4%); p<0.001], and more likely to have advanced stage (i.e. Stage III/IV) disease 

[38/62 (61.3%) vs. 46/114 (40.4%); p=0.006]. The 5-year EFS and OS (with standard errors) for the whole cohort 

were 72.2%±3.4% and 76.1%±3.2%. Both EFS and OS were superior among pediatric center patients (EFS 

82.2%±4.9% vs. 66.7%±4.4%; p=0.02), (OS 85.5%±4.5% vs. 71.1%±4.3%; p=0.03). When stratified by histology 

(BL vs. DLBCL), the EFS and OS were similar. However, the superior outcome of pediatric center AYA retained 

statistical significance only among those with DLBCL (Table 1). Adjusted for histology (BL vs. DLBCL), stage, and 

time period of diagnosis, adult center AYA had inferior EFS [hazard ratio (HR) 2.4, 95% confidence interval (95CI) 

1.1-4.9, p=0.02] and OS (HR 2.5, CI 1.1-5.7, p=0.03). Neither neighbourhood income quintile nor rural residence was 

associated with EFS or OS. 

Discussion 
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In this population-based cohort, AYA with B-NHL treated at pediatric centers experienced substantially superior EFS 

and OS compared to those treated at adult centers, even accounting for disease characteristics. In subgroup analyses, 

this difference retained statistical significance among patients with DLBCL but not among patients with BL, though 

the latter analyses were limited by small sample sizes. Future analyses will analyze whether patterns of treatment 

failure and late effects vary by locus of care. 

Conclusion 

Further confirmatory studies are warranted, as are studies to determine the relative contribution of pediatric protocols 

versus other components of care. Our results nonetheless suggest that similar to AYA with acute lymphoblastic 

leukemia, AYA with B-NHL may benefit from being treated with in pediatric centers with pediatric protocols. 

 
28. Julie Bennett1 MD, Javal Sheth1, Karen Fang1, Scott Ryall1 PhD, Martin Komosa1, Nuno Nunes1 PhD, Liana 

Nobre1, Sunit Das1 MD PhD, James Perry2 MD, Arjun Sahgal2 MD, Warren Mason3 MD, Derek Tsang3 

MD, Lananh Nguyen4 MD MSc, Andrew Gao3 MD MSc, Normand Laperriere3 MD, Julia Keith2 MD, David 

Munoz4 MD MSc, Uri Tabori1 MD PhD, Cynthia Hawkins1 MD PhD 

1 The Hospital for Sick Children; 2 Sunnybrook Research Institute; 3 United Health Network; 4 St. Michael’s 

Hospital  

The Clinical and Molecular Landscape of Gliomas in Adolescents and Young Adults – Oral Presentation  

Background 

Gliomas are the most common primary central nervous system tumors in adolescents and young adults (AYA).  

Molecular drivers have been described in both pediatric and adult gliomas.  In adults, glioma is typically classified 

by IDH status, with IDH-1 p.R132H being the most common alteration.  In contrast, pediatric gliomas are often 

found to have activation of the RAS/MAPK pathway in low grade tumors, or recurrent mutations within histone 

proteins in high grade tumors.  We sought to describe the molecular landscape of gliomas in AYA and correlate 

this with clinical outcome. 

Methods 

Patients with glioma WHO grade I-IV, aged 15-39.9 years of age at time of initial histologic diagnosis were 

eligible.  Patients were identified using pathology database searches at The Hospital for Sick Children, St. 

Michael’s Hospital, University Health Network and Sunnybrook Health Sciences Center.  Clinical data was 

collected from chart review.  Survival data was obtained from Cancer Care Ontario.  Molecular analysis tested for 

hotspot alterations using ddPCR and NGS methods. 

Results 

A total of 876 patients were identified.  Fifty seven percent were male.  The median age was 30.2 years of age 

(range 8.9-39.9) at the time of radiographic diagnosis.  Seventy five percent of tumors were found in the cerebral 

hemisphere, with 9% in the diencephalon, 6% in the cerebellum, 2% in the brainstem, 1% in the spinal cord and 6% 

with multifocal or disseminated lesions.  They were approximately evenly divided by WHO grade with 22%, 29%, 

24% and 22% grade I, II, III and IV, respectively.  Forty three percent of tumors had IDH-1 p.R132H, 11% had 

BRAF p.V600E, 4% had H3 p.K27M, 5% were glioblastoma with TERT promoter mutation and 1% had H3 

p.G34R.  After initial analysis, 33% of tumors remain uncharacterized.  This was prognostic, with 5 year overall 

survival of 93% for IDH-1 p.R132H with co-deletion of 1p/19q, 85% for BRAF p.V600E, 83% for IDH-1 p.R132H 

with loss of ATRX and p53 mutation, 7.6% for those with glioblastoma with TERT promoter mutation and 0% for 

H3 p.K27M and p.G34R (p<0.0001). 

Discussion 

There is overlap of pediatric and adult-type alterations in AYA gliomas.  Less than half have IDH mutation with 

pediatric alterations also occurring, with differences in survival seen between different molecular alterations.  

Pediatric alterations are amenable to targeted inhibition and this should be considered in the analysis and 

management of these tumors.  Additionally, AYA tumors may be enriched for non-canonical or rare alterations 

given that 1/3 remain uncharacterized after analysis for hotspot alterations.  Molecular information provides 

prognostic information and may allow for new therapeutic options in the current era of precision medicine. 

Conclusion  

AYA glioma represents a unique age group with both pediatric and adult-type molecular alterations occurring.  

This has prognostic and therapeutic implications, and is crucial to understand for comprehensive care of these 

patients. 
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The Establishment of a Patient-led Advocacy Organization for Adolescent and Young Adults with Cancer in 

Canada: AYA Canada – Oral Presentation  

Background 

Cancer among adolescents and young adults (AYA’s) has risen 38% in recent decades. Although numerous 

community organizations exist within Canada to help meet the unique needs of AYA, disparities exist in treatment 

and access to community services. AYA face unique challenges with inadequate resources throughout their cancer 

experience, the consequences of which can last for years. Additionally, novel research is needed to support the 

development of tools, care guidelines, and to advocate for administrative and health policy change. Our purpose is 

to establish a national, patient led AYA advocacy organization, “AYA Canada''. Our goal is to address the unmet 

needs of Canadian AYAs affected by cancer by advocating for equitable and age-appropriate care, research and 

support in both clinical and community settings. 

Methods 

Our aims for the 2021 year are to (i) interconnect existing YA and pediatric oncology programs to share best 

practices, and (ii) to advocate for and help nurture the inclusion of patient perspectives in the development of age-

appropriate policies, research, care, and knowledge-translation. 

Results 

Since our establishment in May 2018, we have grown to a network of approximately 125 stakeholders including 

representation from health care providers, community organizations, researchers, and government from across 

Canada with a vested interest in improving the health and well-being of AYA with cancer. We lead tri-annual 

community calls that feature presentations from leaders in the AYA community, and provide opportunities for 

collaboration and connection among our members. We provide letters-of-support for researchers and community 

organizations seeking to secure funding for AYA-specific research and support initiatives. Importantly, we have 

worked alongside Childhood Cancer Canada to establish the COVID-19 Emergency Community Fund, a financial 

program for pediatric, and AYA cancer patients and survivors who have been negatively impacted by the 

pandemic. As of January 2021, the COVID-19 Emergency Community Fund has provided a total of nearly 

$64,250.00 to 257 families and patients, 41 of which were young adults aged 18-39. 

Discussion 

By interconnecting and supporting AYA initiatives from across Canada, we foster collaboration and amplify 

ongoing AYA support efforts. Through our patient-led advocacy for age-appropriate and equitable access to care, 

research, services, and knowledge-translation, we aim to support systematic and long-lasting improvements across 

the continuum of care for Canadian AYAs. 

Conclusion 

N/A 
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The Impact of COVID-19 Pandemic on Adolescents and Young Adults with Cancer in Canada – Oral 

Presentation  

Background  

Adolescents and Young Adults (AYAs) diagnosed with cancer encounter unique physical, psychological, 

emotional, social, educational, and occupational challenges leading to suboptimal health outcomes. The COVID-19 

pandemic has triggered many societal changes that have further impacted these domains and require exploration to 

provide comprehensive care to them. This study sought to determine the impact of the COVID-19 pandemic on 

AYAs with cancer in Canada. This study's primary objective is to identify the effect of the COVID-19 pandemic on 

the mental health of AYAs with cancer. The secondary objectives are to determine COVID-19 information needs, 

perceived risk and behavioral change; to compare anxiety, depression, psychological distress of AYAs with cancer 

with the pre-pandemic rates of these measures captured by the YACPRIME study (n= 622, 2019); to compare 

anxiety, depression and loneliness in AYAs with cancer to age and sex-specific aggregate data of AYAs without 

cancer reported by Centre of Addiction and Mental health in Canada during pandemic in December 2020 (n=1003). 

Methods 

We conducted an online, voluntary, self-administered, cross-sectional survey of AYAs with cancer living across 

Canada in January-February 2021. A 49-item bilingual survey questionnaire was developed using evidence-based 
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approaches. The survey included Kessler Psychological Distress Scale to assess anxiety, depression and distress, 

Insomnia Severity Index to evaluate sleep and the 4-item UCLA loneliness scale to measure loneliness. The survey 

was created using Research Electronic Data Capture (REDCap) software and was advertised to AYAs through 

oncology clinics and the social media sites of AYA support groups across the country. The survey will close on 

February 4, 2021. De-identified survey data will be automatically entered into a REDCap database and exported for 

analysis. Univariate association between the sociodemographic, disease and treatment-related variables with the 

outcomes of anxiety, depression, psychological distress, loneliness, insomnia and substance use will be performed 

using the chi-square test or student t-test. We will do multiple linear, logistic or quantile regression models to 

determine the independent predictors of outcomes of interest. All tests will be two-sided, with p < 0.05 indicating 

statistical significance. Self-reported free text items will undergo qualitative thematic analysis to present commonly 

recorded themes. 

Results 

The survey has been completed by 1179 AYAs across Canada: Ontario (224, 21.0%), Manitoba (146, 13.7%), 

Alberta (135,12.6%), British Columbia (112, 10,5%), New Brunswick (97, 9.1%), Newfoundland and Labrador 

(89, 8.3%), Northwest Territories (69, 6.5%), Quebec (51, 4.8%), Nova Scotia (47, 4.4%), Nunavut (33, 3.1%), 

Prince Edward Island (26, 2.4%), Saskatchewan (20, 1.9%), Yukon (19, 1.8%). Data analysis will be completed by 

March 2021. 

Discussion  

XX 

Conclusion  

This data will provide deeper insights into how COVID-19 has impacted the lives of AYAs with cancer in Canada. 

Besides highlighting the additional challenges posed by the COVID-19 pandemic, the survey will undercover the 

pandemic's positive effects on their lives and cancer care. These findings will help guide the development of 

strategies to support AYAs with cancer to improve their clinical care and overall health during the pandemic and 

even afterward. 

 

31. Wendy Shama, MSW, RSW (1), Sonia Lucchetta, MSW, RSW (2) 
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Through Our Eyes – A Photovoice Group for Teens on Cancer Treatment. Issues, Experiences, and 

Influencing Change – Oral Presentation  

Background 

A cancer diagnosis results in a marked disruption in the ‘normal’ journey through adolescence. Arts-based data 

collection has the ability to elicit information, evoke feelings, and stir memories in a way that focuses conversation.  

Photovoice is a methodology that empowers participants by promoting dialogue, encouraging action, and 

influencing policy. Group work amongst adolescents with cancer has been shown to provide a sense of normalcy, 

acceptance, and understanding, while also helping teenagers to develop self-efficacy and boost confidence.  

Photovoice is engaging and builds capacity, self-efficacy, and self-esteem among group members through the use 

of photography and the profound impact that art and image can evoke.  The group provides an environment to 

develop skills to advocate for how healthcare providers and policy makers can better meet their unique needs. 

Methods 

In our endeavor to create new and unique ways to meet the needs of our teenage population, the oncology social 

workers at SickKids implemented an innovative seven-week Photovoice group where teens diagnosed with cancer 

met to record, reflect, and critique issues they face on their treatment journey. 

Results 

Our photovoice group created an opportunity for teens with cancer to meet one another and establish important 

connections that extended beyond our sessions. This comradery helped to counter many of our participants’ 

experiences of isolation. Participants came to be one another’s friends and support networks. They were able to 

foster an environment within the group that enabled many participants to openly discuss difficult and often 

traumatic experiences. Conversations about depression, isolation, and fears of infertility, that are often difficult to 

elicit within individual therapy, were candidly discussed when participants prompted one another. The group also 

provided an important avenue to discuss the ways that clinicians, teachers, and peers helped or hindered 

participants’ psychosocial well-being. Participants explored the ways that clinicians can better meet their 

informational needs, whether it be by involving them in decisions around what to share and with whom or 
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respecting when they do not want to know something.  As a clinical intervention, our project highlighted important 

implications for future clinical interventions and research. 

Discussion 

Photovoice is an important clinical tool for working with adolescents on active cancer treatment. It provides them 

with opportunities to connect with other peers who share their experiences, engage in important socializing, and 

develop friendships and support networks within the hospital. It also provides an environment where teenagers can 

help one another to share difficult experiences, validating one another and helping each other to foster resilience in 

the process. The stories that are shared within the group provide a wealth of therapeutic knowledge and important 

insights into the ways that hospital clinicians, staff, and policy makers can work to meet the continuously evolving 

psychosocial needs of adolescents with cancer. 

Conclusion  

Photovoice is uniquely positioned as a novel group work intervention, and is an effective intervention for eliciting 

and addressing the psychosocial needs of adolescents on active cancer treatment. 

 

32. Two Steps Forward: Educating and Engaging AYAs in Exercise in Survivorship Care 

Scott Capozza1, PT, MSPT 

1 Yale Cancer Center  

Two Steps Forward: Educating and Engaging AYAs in Exercise in Survivorship Care 

Background 

Because of their younger age at the time of diagnosis, AYAs will potentially have decades of survivorship ahead of 

them.  AYAs require ongoing surveillance for rehabilitation needs due to potential late and long-term side effects 

from treatment, including the development of secondary cancers, increased risk of cardiovascular disease, and 

pulmonary complications.  Some AYAs who were active prior to their diagnosis may have difficulty re-engaging in 

exercise, while AYAs who were not physically active may not comprehend the essential role of exercise in 

recovery.  Providers must be cognizant not just of exercise recommendations for AYAs, but also be aware of how 

to successfully educate AYAs of the benefits of establishing an exercise routine to stave off late and long-term side 

effects. 

Methods 

Article review. 

Results 

Engaging AYAs in exercise as part of prospective surveillance through survivorship can be attained when providers 

understand the most current exercise recommendations. 

Discussion 

Understanding the exercise recommendations for AYAs is an area that providers need to be abreast of.  From there, 

providers need to have practical means to disseminate this information and develop strategies for implementation 

hat will be successful and meaningful to AYAs. 

Conclusion 

This abstract will review the most current exercise recommendations for AYAs and offer strategies to help 

providers engage AYAs in implementing exercise into long term survivorship. 
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Understanding the preferences for exercise support in adolescent and young adult cancer survivors – Oral 

Presentation  

Background 

Exercise benefits and support preferences are becoming increasingly well characterized in cancer survivors. However, 

direct evidence from studies targeting adolescent and young adult cancer survivors (AYAs) is limited. We describe the 

overall exercise behaviour and support preferences of AYAs and explore subgroup differences to inform AYA-specific 

exercise research and care. 

Methods 

A convenience sample of AYAs from the Princess Margaret Cancer Centre was recruited from 11 hospital clinics for this 

cross-sectional survey (REB# 16-5083). Eligible participants had a confirmed history of cancer diagnosed between 18 

and 39 years of age (irrespective of time since diagnosis) and could communicate in English. The survey instrument 
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consisted of validated questionnaires and investigator-developed items that assessed participants’ demographic, medical, 

exercise behaviour, and exercise support preferences. Overall characteristics and sub-group-specific differences were 

explored using Student’s t tests, chi-square, and exact McNemar’s tests with p-value adjustment (Benjamini and 

Hochberg) to limit multiple testing bias. 

Results 

533 AYAs were approached between June 2018 and September 2019. Of these, 318 (59%) completed the survey. At the 

time of the survey, respondents had a mean age of 32 years, and were mostly male (55%), post treatment (61%), and 

meeting exercise guidelines (62%). Most AYAs reported wanting exercise support (78%) and to increase their exercise 

levels (70%); yet, only 5% reported engagement with existing cancer exercise support services. AYAs were interested in 

interventions that involved strength (83%), walking (78%), and flexibility (75%) exercises, were individually supervised 

(82%), performed ≥3 days/week (75%) and for ≥30 minutes/session (78%), delivered at home (79%), restricted by age 

(63%), and offered following treatment (63%). Exploratory analyses revealed that AYAs’ exercise preferences differed 

significantly (p’s<.01) and most often according to sex, relationship status, treatment status, current exercise behaviour, 

and preferred exercise support setting (i.e. private vs. public). 

Discussion 

AYAs report great capacity and interest in several specific types of exercise and exercise support. Our finding that only 

5% of AYAs had engaged with local cancer exercise support services was noteworthy given AYAs’ interest in exercise 

support and that we recruited from one of the few hospitals in Ontario with dedicated cancer exercise support services. 

These seemingly discordant findings suggest that existing cancer exercise support services may not be well-aligned with 

AYAs’ unique exercise support needs and preferences and, more broadly, may partially explain the limited success of 

exercise interventions in AYAs to date. Researchers and clinicians are encouraged to consider our novel overall (e.g. 

age-restricted programs) and subgroup-specific (e.g. private vs. public exercise support setting) preference findings when 

developing exercise interventions and support services for AYAs. 

Conclusion  

Our findings highlight a potentially important knowledge gap between the perceived and actual exercise support 

preferences of AYAs. Findings of this study may inform the development of patient-preferred exercise interventions to 

prevent and treat potentially preventable forms of chronic cancer-related sequelae in AYAs. 

 

34. Lorna Larsen1 RN, BScN 

1 Team Shan  

Upstream Strategies to Address Late Diagnosis in Adolescents and Young Adults (AYA) with 

Cancer…public health awareness and early detection initiatives matter! – Oral Presentation  

Background 

Late diagnosis has been reported as an AYA with cancer issue over the past two decades. The AYA population 

has also been identified at being at higher risk for a delay in diagnosis. Late diagnosis in AYA has been 

attributed to both patient and physician inaction. 

Cancer is a leading cause of death for the AYA population and there are limited early detection screening 

opportunities for this population at risk. Efforts have been initiated to inform primary care providers to 

consider cancer in AYA patients presenting with symptoms. Knowledge of cancer risk, symptoms and self-

care strategies also provide the well AYA population with the opportunity for self-detection and earlier 

medical diagnosis. Public health awareness and education initiatives have been successful in reaching the AYA 

population with their cancer risk and early detection messaging. Team Shan Breast Cancer Awareness for 

Young Women (Team Shan) is a Canadian charity dedicated to reaching young women with their breast cancer 

risk and breast health information. Team Shan is named after Shanna (Shan) Larsen, a young woman 

misdiagnosed and diagnosed late with metastatic breast cancer. Shan was 24 when she passed away from the 

disease.  

Team Shan breast cancer awareness campaigns have been implemented on college and university campuses 

across Canada for over a decade. Multi-year campaigns across the Prairies and in British Columbia were 

evaluated using a pre/post design. Young women (17-29 years) on 12 targeted campuses participated in 

completing pre- (n=880) and post- (n=794) evaluation questionnaires. 

Methods 

Multi-year campaigns across the Prairies and in British Columbia were evaluated using a pre/post design. 

Young women (17-29 years) on 12 targeted campuses participated in completing pre- (n=880) and post- 

(n=794) evaluation questionnaires. 

Results 
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The majority (91.9%) of respondents noticed the campaign advertisements. The most common take home 

message was the understanding that breast cancer can happen at any age. Sample breast cancer knowledge 

levels increased, young women planned to take action and campaign information was shared. The comments 

reported on the campaigns were incredibly positive and acknowledged the importance of the campaign. 

Discussion 

The Team Shan campaigns were successful in implementing a variety of awareness and education strategies 

to inform young women about their risk of developing breast cancer. The vast majority reported seeing the 

campaigns and reacted positively to them. The understanding that breast cancer can affect women of any age 

was the most common take home message and a major message Team Shan hoped to communicate. The use 

of a real person (Shanna) and her story appealed to the target population and made a difference in 

communicating messages to them. Overall, the campaign feedback was extremely positive and demonstrated 

that participants valued the campaigns and the information provided. 

Conclusion 

Team Shan was successful in developing a variety of strategies to inform young women about their risk of 

developing breast cancer. The campaigns made a positive impact on breast cancer awareness and education 

targeting young women as an effective public health marketing initiative. Findings support health promotion 

strategies to reach young women, a population at risk of developing breast cancer. 

 

35. Michael Lang1, MSc., Post-Candidacy PhD Student, Catherine M. Laing1, RN, PhD, Dr. Nancy Moules1, 

RN, PhD, Deborah McLeod1 PhD, RN, RMFT 

1 University of Calgary 

When Coincidence Creates Harmony: Digital Storytelling as a Psychosocial Tool for AYAs 

Background – Oral Presentation  

Adolescents and Young Adults (AYA) report a high prevalence and severity of psychosocial comorbidity 

during cancer survivorship. Despite this, few age-appropriate psychosocial interventions have been created and 

evaluated for this population. Digital Storytelling (DST) is a video-creation methodology that uses images, 

videos, a voiceover, and various video editing techniques to convey an important story in a 3–4 minute “mini-

movie”. Originally positioned as a participatory, community-focused education and advocacy process, the 

principles and methodology of DST are congruent with other narrative-based psychosocial interventions and 

could be particularly appropriate for AYAs. 

Methods 

This presentation will screen one digital story created by an AYA cancer survivor, Harmony, as part of a 

philosophical hermeneutic-guided PhD thesis project. Harmony’s DST experience advances three 

interpretations that cultivate a deeper understanding of the value of narrative-based psychosocial interventions 

with AYAs. 

Results 

Harmony’s story illustrates DST with AYAs as an opportunity to 1) use metaphor to deepen the understanding 

of their own cancer experience, 2) make the coincidental aspects of a cancer diagnosis and treatment more 

meaningful, and 3) help AYAs stop, recognize, and internalize the life-altering wisdom embedded in their 

cancer story. 

Discussion  

In addition to providing a compelling glimpse into the lived-experience of AYA cancer, this presentation 

provides a salient example of an innovative, narrative-based psychosocial intervention (DST) and demonstrates 

the value of storytelling as a meaning-making activity that promotes psychosocial health. 

Conclusion  

Workshop participants will leave with a deeper understanding of both the AYA cancer experience and an 

innovative new psychosocial tool for this population. 

 

 

 


