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Patient-Reported Outcomes (PROs) 

• A patient reported outcome (PRO) is a measurement of any aspect of 
health status that comes directly from the patient 
 

• In the past decade, increasingly used in oncology:  
• In clinical trials 
• In clinical practice: distress and symptom screening 

 

• Core component of value-based healthcare delivery (Porter) 
 

• No single standardized set of validated measures, however… 
• Edmonton Symptom Assessment Scale (ESAS-r)  
• ICHOM: 5 standard sets for common cancers  
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iPEHOC 

rEFOCUS 

e-IMPAQc 
(Remote PROs) 

1 
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Clinical practice 
guideline (2017)  

ePROs at the RCN 
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Presenter
Presentation Notes
PROs have been a core part of RCN’s strategic plan for most of its existence Harmonization part of integrated patient-focused network vision1. Tested a common set of patient-reported outcome measures and gauged clinician and patient acceptability2. Create a viable structure for expanding, responding to and evaluating PROs3. Enabling switch to remote collection of PROs: “from the waiting room to the living room”iPEHOC: Improving Patient Experience and Health Outcomes Collaborative-2014-2017: collab w CPAC & CCO, instituted electronic platform for collecting PROs using iPads & kiosks called DART. Across select clinical settings in the RCN, ~2000 patient reports during 6-month pilot period. Goal was to test a common set of patient-reported outcome measures and to gauge patient and clinician acceptability. Outcome: majority of patients found PROs useful in describing and monitoring symptoms. Clinicians reported that this data improved their understanding of patients’ symptoms. rEFOCUS: responding to expanded outcomes-focused screeningBrings us to now: how do we move on from the pilot? How do we build on lessons learned and create a viable structure for expanding the collection, response and real-time evaluation of PROs? The timing for this also coincides with a priority guideline issued by the DGC on implementing distress screening across cancer centres in Quebec. E-IMPAQc: Implementation and evaluation of an e-Health application for the systematic assessment of patient and caregiver reported outcomes in Quebec across the cancer continuumWhen our patient reported outcomes structure is solidly in place, how do we take PROs from the waiting to the living room and collect PROs remotely? 
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Improved Patient 
Outcomes  

Patient 

Streamlined Clinic 
Assessment 

Person Centered 
Response 

Inter-professional collaborative team care and algorithm 

Low Distress  
(Patient self 

management) 

Moderate Distress  
(Team 

intervention) 

High Distress  
(Specialist 

intervention) 

PRO measurement 
assessment 

Additional assessment 
based on Sx Mgt guidelines 

Integration of PROM data 
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Not for distribution

Presenter
Presentation Notes
Screening is not enough, you need to implement interventions WHICH IS WHY we’re looking at… (next slide)
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Expand ePRO 
collection across 

the RCN 

Mobilize healthcare 
teams to respond to 

concerns 

Assess patient 
impact  

(and availability of 
downstream 
resources) 

1 2 
3 

Follow the patient 

rEFOCUS: Key components 
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Presentation Notes
1. Using electronic platform ALREADY in place in the 3 hospitals2. Highlight the presence of unmet health-care needs in individual patients, and to identify appropriate interventions or specialty services for them3. In order to ensure that the available psychosocial care resources were not overwhelmed, we monitored volume of care provider time, number of referrals, and outcomes, adjusting triage algorithms as needed.
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ePROs: Now ePROs: rEFOCUS 

Treatment room, 
Psychosocial oncology 

Nowhere. 

Nowhere. 

+ Oral chemotherapy, 
Palliative care 

+ Lung, Neuro, Pain, 
Head & Neck, Lachine, 
PSO, Cancer Rehab 

+ Treatment area 
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Where are ePROs currently used in routine clinical care in oncology? 
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Up to 9,000 
patients/year across RCN 

cancer care trajectory 

Patient Population 
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Presentation Notes
A LOT of data, used not only on the individual l patient level, but also on the health system level. Method:DART is an electronic screening tool used to detect physical and emotional distress and practical concerns and is linked to triaged interprofessional collaborative care pathways. The implementation of DART depended on clinician education, technological innovation, transparent communication, and an evaluation framework based on principles of change management and quality improvement.Results:There have been 364,378 DART surveys completed since 2010, with a sustained screening rate of > 70% for the past 3 years. High staff satisfaction, increased perception of teamwork, greater clinical attention to the psychosocial needs of patients, patient-clinician communication, and patient satisfaction with care were demonstrated without a resultant increase in referrals to specialized psychosocial services. DART is now a standard of care for all patients attending the cancer center and a quality performance indicator for the organization.Conclusion:Key factors in the success of DART implementation were the adoption of a programmatic approach, strong institutional commitment, and a primary focus on clinic-based response. We have demonstrated that large-scale routine screening for distress in a cancer center is achievable and has the potential to enhance the cancer care experience for both patients and staff.
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rEFOCUS 
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Potential for collecting and acting upon health outcomes that matter to patients across the cancer trajectory is vast. During diagnosis Collecting valuable data on overall quality of life, treatment side effects, toxicities and complications, 
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Facilitates 
screening 

Reports 
health status 

Reviews 
results Responds to results 

Acts on 
aggregate data 

C
H
A
N
G
E 

Oversight & 
coordination 

Shared responsibility within primary oncology team 

rEFOCUS: Proposed Patient Process 

Staff Patient Management 

Coordinator 
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Presentation Notes
The patient process includes: staff facilitating screening (eg. Giving tablet), patient reporting health status, HCPs reviewing results and responding to results, and management acting on aggregate data: at the end of the day there’s A LOT of data, used not only on the individual patient level, but also on the health system level. The data can help identify Improvements in quality and coordination of care at patient level + drive hospital/ policy/ system changesePRO data are of research quality, and are an important element of learning health-care systems and 'big-data' initiativesTo maximize the utility of big data in learning health-care systems, they must include the 'patient's voice' via the incorporation of PROs into routine care



Baseline analysis, 
evaluation  framework 

complete 

PRO trajectories 
revised/established 

Testing and 
consolidation 

complete 

Expansion to new 
populations (SMHC) 

rEFOCUS complete 
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Continuous, proactive monitoring & evaluation 

Change management embedded throughout 

Summer 2018 Fall 2018 Winter 2019 Spring 2019 Fall 2019 

rEFOCUS: Timeline 
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Centralizing patient and HCP resources
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Based on each clinic / area’s patient population and resources, we are: 
 

• Determining our processes: who should do screening, what sort of 
screening, how often, who should assess and discuss results 
 

• We are modifying the response algorithms: intervention guidelines 
based on screening results and discussions 
 

• Prioritizing clinics’ roll-out: considering readiness, training, patient 
groups, HCP teams, and complementary projects and research grants 
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Evidence shows… 
Better symptom 

management 

Better quality  
of life 

Increased survival 

Prompts discussion 
of relevant concerns 

Increases symptom 
awareness & recall 

Improves 
understanding of 

patient experience 

Systematic Review: Yang et al., Support Care Cancer (2018) 26:41-60 
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Mechanisms through which health outcomes are improved
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Key Elements for Success 
• Seeing PROs as an RCN Program vs. temporary QI/research project 

 
• Focus on clinic-based response 

 
• Comprehensive, real-time evaluation framework 

• Patient level: Improved clinical outcomes 
• Network level: Using data collected as a lever for change, to 

improve care & coordination throughout the RCN 
 

• Integration into pre-existing hospital committees/structures (ex: 
Accreditation) 
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Presentation Notes
RCN PROgram, Not just another “Rossy quality improvement or research project” THIS IS ONE OF THE CORE FOUNDATIONS OF THE RCN SUPPORTIVE CARE PROGRAMCoordination of the care trajectory throughout the RCN We've found the key is understanding that it takes more than IT for successful data collection. Engaging and supporting staff with a pro-active tracking system that provides prompts for missing PRO data helps assure capture of complete episode data.Emotional distress screening is being mandated more widely as an accreditation requirement. Successful screening requires an inter-professional effort with primary oncology staff assuming shared responsibility 
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