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PROgress Tracker Breast Cancer Registry: feasibility of a longitudinal patient-led, 
patient-reported outcomes (PROM) registry.

Background:
A breast cancer diagnosis has the greatest disability-adjusted life years 
lost of all cancers and significant impact on physical, psychoemotional,  
social and overall global functioning.1-3 Directed by Breast Cancer Canada,  
a registered non-profit patient-led organization and data managed by 
the University of Calgary’s POET Program, PROgress Tracker uses a novel, 
peer-to-peer support model for recruitment, engagement and retention, 
and is the first national longitudinal and non-interventional PROMs  
registry. Our aim is to demonstrate the feasibility and potential of this  
registry in centering patient voice and lived experience to transform 
breast cancer management. 

Results:
Recruitment began in October 2023. 162 participants from all Canadian  
regions including remote/rural geographic areas have shared baseline  
demographic and clinical data including stage, genetic/molecular tumor 
markers, treatment type(s) and completed an initial series of PROMs. 
Comprehensive PROMs including sensitive topics (finances, sexuality,  
mental health) were completed with minimal missing data (< 5%); 
3-month follow-up surveys show a current retention rate of 57%.  
Preliminary analysis: median age of participants 54 yrs, 95% identify  
as Caucasian, and 57% are currently working. 46% reported financial 
stress (99% response rate); 63% reported ongoing symptoms requiring 
follow-up. 6% were BRCA+ and 19% triple negative, 7% experienced  
recurrence, 3% Stage IV, 75% received systemic and/or radiation therapy, 
38% received targeted therapy.

Conclusion:
The lived experience of breast cancer is integral to patient-centred  
change in the era of precision/personalized medicine and is captured by 
PROgress Tracker using a diverse set of periodic PROMs to understand 
the evolution of global measures of wellbeing over time. Initial data  
indicates that this novel peer to peer model via digital administration of 
comprehensive and longitudinal PROMs is feasible. This initiative  
demonstrates attaining this scope of data is achievable, has interest and 
participation from the national breast cancer community and growing 
capacity to accrue important, real-time data to inform best practice and 
identify additional supports required for breast cancer care. While early 
feasibility is evident, further outreach and recruitment initiatives will  
ensure diversity of participants.

References:
1.	World Health Organization. Breast cancer. Published March 26, 2021. Accessed July 7, 2023. https://www.who. 
     int/news-room/fact-sheets/detail/breast-cancer
2.	Nardin S, Mora E, Varughese FM, et al. Breast Cancer Survivorship, Quality of Life, and Late Toxicities. Frontiers  
     in Oncology. 2020;10. Accessed June 26, 2023. https://www.frontiersin.org/articles/10.3389/fonc.2020.00864
3.	Harbeck N, Gnant M. Breast cancer. The Lancet. 2017;389(10074):1134-1150.  
     doi:10.1016/S0140-6736(16)31891-8
4.	van Egdom LSE, Oemrawsingh A, Verweij LM, et al. Implementing Patient-Reported Outcome Measures in  
    Clinical Breast Cancer Care: A Systematic Review. Value in Health. 2019;22(10):1197-1226.  
    doi:10.1016/j.jval.2019.04.1927 
5.	Howell D, Li M, Sutradhar R, et al. Integration of patient-reported outcomes (PROs) for personalized symptom  

     management in “real-world” oncology practices: a population-based cohort comparison study of impact on  
     healthcare utilization. Support Care Cancer. 2020;28(10):4933-4942. doi:10.1007/s00520-020-05313-3
6.	Basch E, Deal AM, Dueck AC, et al. Overall Survival Results of a Trial Assessing Patient-Reported Outcomes for  
     Symptom Monitoring During Routine Cancer Treatment. JAMA.2017;318(2):197-198. doi:10.1001/jama.2017.7156
7.	Breast Cancer Canada - The more we know, the sooner we can end breast cancer. Breast Cancer Canada.  
     Accessed June 26, 2023.  https://breastcancerprogress.ca/
8.	Harris PA, Taylor R, Minor BL, et al. The REDCap consortium: Building an international community of software  
     platform partners. Journal of Biomedical Informatics. 2019;95:103208. doi:10.1016/j.jbi.2019.103208
9.	Harris PA, Taylor R, Thielke R, Payne J, Gonzalez N, Conde JG. Research electronic data capture (REDCap)— 
     A metadata-driven methodology and workflow process for providing translational research informatics support.  
     Journal of Biomedical Informatics. 2009;42(2):377-381. doi:10.1016/j. jbi.2008.08.010

Patient Powered Research

EMOTIONAL & 
SOCIAL PROMs 
•  Social/Family Wellbeing (FACT-B) 
•  Financial Toxicity (COST-FACIT) 
•  Sexuality (BREAST-Q) 

SELF-EFFICACY 
PROMs 
•  PROMIS Self-Efficiacy for Managing Chronic Conditions 

GENERAL PHYSICAL  
FUNCTIONING PROMs 
•  Physical/Functional Well-being (FACT-B) 
•  PROMIS Physical Functioning 

GENERAL TREATMENT  
SYMPTOM PROMs 
•  Edmonton System Assessment System (ESAS-r) 
•  PROMIS Managing Symptoms 
•  CTCAE (Systemic Therapy, Radiation Therapy) 
•  NFBSI-16 (Radiation Therapy) 

BREAST CANCER SPECIFIC PROMs 
•  BREAST-Q Scales (Work Life) 
•  BREAST-Q (Pre/Post-Op, Satisfaction, Symptoms, Sensation, 

Symptoms Reconstruction (Abdomen, Back, Breast, Nipple, Animation 
Deformity) Radiation Therapy,  

•  EORTC QLQ-BR23 
MENTAL HEALTH 
PROMs 

•  Severe Anxiety (GAD-7) 
•  Insomnia Severity Index (ISI) 
•  Patient Health Questionnaire (PHQ-9) 

	

Stage at Diagnosis

4% with metastatic disease upon registration 7% experienced a recurrence 

[CATEGORY	
NAME]	

[PERCENTAGE]	

Stage	I		[VALUE]%	

Stage	II	34%	

Stage	III	
[PERCENTAGE]	

Stage	IV	
[PERCENTAGE]	

Stage	0	/	DCIS	 Stage	1	 Stage	2	 Stage	3	 Stage	4	

Demographics

POMs Collected

Sex/Gender

Age

Education

Social 
Responsibilities

Employment

100% indicated they were female at 
birth and currently identify as female

Median at at diagnosis: 54 years
Median age at registration: 57 years

57% were working at the time of 
registration, and a further 37% were 
have retired.

22% indicated they are in a caregiving 
role, with 58% of those caring for 

children under age 18

100% indicated they had completed high 
school, with 89% also having obtained a 
university degree

Finances
50% indicated no financial concerns, but 46% 

had financial concerns, but could currently 
meet their financial needs.

Less than 5% Missing Data

Methods:
PROgress Tracker, with 10-year enrollment goal of 50,000 Canadians  
with Stage 0-IV breast cancer, extends a series of validated PROMs 
(PROMIS, BREAST-Q, FACT-B, GAD, PHQ-9, COST-FACIT, ISI and ESASr-CA) 
via a digital platform every 3 months for up to 10 years. 8,9 Dynamic  
customization of additional PROMs (PRO-CTCAE, BREAST-Q) based on  
patient and treatment-specific trigger questions assess evolving  
components of wellbeing, including financial stress, work life and adverse 
treatment effects. 

	

162	participants	registering	in	the	first	4	months		
	

57% 
Preliminary Retention Rate 

(between registration and  

3 month follow-up period) 
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Launched in October 2023. 
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