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Beginnings of PRO

• Patient-reported outcomes measures (PROMs) are a critical 
component of assessing whether clinicians are improving the health 
of patients. 

• Until now, state and federal governments as well as private payers 
attempting to assess outcomes have mostly relied on measures of 
avoidable readmissions, hospital-acquired infections, and mortality.

• Yet the ultimate measure of health system performance is whether it 
helps people recover from an acute illness, live well with a chronic 
condition, and face the end of life with dignity.



PRO

• Patient-reported measures are expected to play a more prominent 
role in assessing performance and determining the comparative 
effectiveness of different treatments, in part because of a growing 
emphasis on patient-centered care and value-based payment 
approaches.

• Health care providers participating in accountable care organizations 
will have to provide evidence that the care they've delivered 
produced value for the patient—as reported by the patient. The 
Department of Health and Human Services' Office of the National 
Coordinator for Health Information Technology also plans to 
incorporate PROMs into meaningful use standards, which is likely to 
prompt more widespread use. 



Accountable Care Organization

• What is an ACO?

• An ACO is a group of health care providers that take responsibility for the total cost and 
quality of care for their patients, and in exchange they can receive a portion of the 
savings they achieve, according to CMS.

• The Mayo Clinic Community ACO includes Mayo Clinic in Rochester and all Mayo Clinic 
Health System regions. Last year was the first time Mayo Clinic has participated in a 
Medicare ACO program. Mayo Clinic Community ACO provided care for about 57,000 
Medicare beneficiaries assigned by CMS.

• Quality measures for an ACO

• In addition to the savings achieved, the ACO is assessed by CMS on quality performance 
in the following categories: patient experience (10 measures), care coordination and 
safety (4 measures), preventive health (6 measures) and care for at-risk populations (3 
measures). 







Why PRO

• The 2015 Medicare Access and Children’s Health Insurance Program 
Reauthorization Act, (MACRA also known as the Permanent Doc Fix) 
providers will be evaluated based on quality and cost efficiency and 
ultimately receive adjusted reimbursement as per their performance.

• MACRA included several provisions, some of which include:
• Repeals the sustainable growth rate (SGR) methodology for determining 

updates to the Medicare fee schedule.

• ​Establishes two new payment tracks: the Merit-based Incentive Payment 
System (MIPS) that retains FFS but consolidates existing Medicare quality 
programs.



Why PRO?

• MACRA replaces the current Medicare reimbursement schedule with 
a new pay-for-performance program that's focused on quality, value, 
and accountability.

• MACRA related regulations also address incentives for use of health 
information technology by physicians and other providers. It created 
the Medicare Quality Payment Program.

• Clinicians can choose to participate in the Quality Payment Program 
through the Merit-based Incentive Payment System (MIPS) or 
Advanced Alternative Payment Models (APMs)



PRO Impact Patient Clinical 
Provider

Academic 
Researcher

Institution/
Employer/
Organizatio

n

Payer Research 
Funding 
Agency

Regulatory 
Agency

Evaluation of 
Novel 
Treatments

X X X X X X

Shared 
Decision 
Making

X X

Evaluating 
Provider 
Performance

X X X X

Determining 
Treatment 
effectiveness

X X X X X

System Level 
Quality 
Improvement

X X X



Reported Outcomes

• Clinician Reported
• Performance of the patient

• Caregiver Reported
• Functional Status

• Patient Reported
• Symptoms



General Advantages of PRO

• Can Measure Swallowing, Speech, 

• Psychological Well Being

• Social Well Being

• Cognitive Functioning

• Give Indications for specific clinical trials



Advantages of PRO for Patients with Head and 
Neck Cancer
• Determining negative effects of Radiation/Chemotherapy

• Identifying Need for Supportive/Palliative  Care

• Comparing 2 standard therapies for similar survival outcome

• To find out if a new therapy is superior to standard therapy

• To find out if a specific therapy is better than supportive care alone 
when survival time is short

• Targeting Problems and making communication easier in clinical 
practice



Head and Neck Research 
Network

Edmonton 33

www.hnrn.org



Objectives

• To be a clinical research network that studies 
functional outcomes in individuals with defects of 
the head and neck

• To maintain an international database
• To study longitudinal outcomes in all head and neck 

patient groups



Data on functional outcomes

• Systematic

• Standardized

• PRO

• Edmonton 33





Team Sites
Edmonton (AB, Canada)

Turku (Finland)

Gainesville (Fl, USA)

Calgary (AB, Canada)



• Collaboration Agreements
• Inter-Institutional Agreements
• Policies and Procedures Manual
• Terms of Reference and processes for all 

committees
• Program Coordinator manual
• A core set of variables

Infrastructure 



HNRN database



HNRN database



HNRN database
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Data custodians share data with 
centers/PIs with ethics approval 

De-personalized 
data behind AHS 

firewall

HNRN data retrieval



Edmonton 33
Adrian Mendez



Patient Centered Functional Outcomes in 
Head and Neck Oncology Patients

A.I. Mendez, D. Côté, J. Wolfaardt, D. O’Connell, H. El-Hakim,
M. Urken, C. Lazarus, J. Rieger, D. Eurich, H. Seikaly



Edmonton-33

Swallowing assessment

Speech assessment

Chewing assessment

Salivary assessment

E-33



www.hnrn.org

https://irsmyeg.ca

http://www.hnrn.org/
https://irsmyeg.ca/
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Patient Reported Outcomes Measurement Information System

https://commonfund.nih.gov/promis/index

https://commonfund.nih.gov/promis/index


Common Measurement of PROMIS domains

• The measures, which are in the public domain for use by researchers 
and health care organizations, were developed across several 
different domains of well-being, such as 
• pain, 
• fatigue, 
• depression, and 
• social or physical functioning. 
• Each domain includes several items from which users can select the most 

appropriate type and number, and then roll up to create an overall score—
allowing for flexibility in use for different conditions and enabling 
computerized-adaptive testing, in which patients are given the most 
appropriate questions, based on their answers to previous questions. 



Types of Instruments

• General (Psychologic Well Being Index)

• Disease Specific (University of Washington Head and Neck QOL (UW-
QOL)

• Dimension Specific (Physical Activity Index) PAI

• Region Site specific (MD Anderson Symptom Inventory-head and 
Neck (MDASI-HN)

• Individualized



Instruments used to establish relative baseline functioning:

• MD Anderson Symptom Inventory-head and Neck (MDASI-HN)

• Patient Concern Inventory (PCI)

• Head and Neck Cancer Inventory 

• University of Washington Head and Neck QOL (UW-QOL)

• Vanderbilt Head and Neck Symptom Survey 



http://www.omeract.org

http://www.omeract.org/


OMERACT 
Filter Process 

in Creating 
Core Domain 

Sets



Core Outcome Measures in Effectiveness Trials

• https://www.comet-initiative.org/

https://www.comet-initiative.org/


PROMIS
PCORI

OMERACT

• The issue is here is a struggle or 
disagreement between these 
instruments.  Kirwan and Nowell, J. 
Rhem 38(8): 1699-1701), defined an 
approach:  

•Define the domains of interest, 
develop a questionnaire, 
validate the instrument with 
cognitive interviewing. 



International Consortium for Health 
Outcomes Measurement (ICHOM)

• ICHOM seeks to help standardize and align outcome measurement efforts globally.
•Standardization and alignment of this sort does not exist for head and neck cancer.

• Cleft Palate and Adult Oral Health are standard sets that are established.

• ICHOM hopes this standardization effort will increase quality and value in oral health
care.

https://www.ichom.org/portfolio/oral-health/

https://www.ichom.org/portfolio/oral-health/


Face Q 

• Analyzes and normalizes answers for patients relating to:
• Speaking
• Lip Competence
• Appearance
• Swallowing
• Eating

http://qportfolio.org/face-q/head-neck-cancer/

http://qportfolio.org/face-q/head-neck-cancer/


Conceptual framework in PRO instrument

Concept

Domain
Item

Item

Domain Item



Cracchiolo et al. Leveraging Patient-Reported Outcomes Data to Inform Oncology
Clinical Decision Making: Introducing the FACE-Q Head and Neck
Cancer Module, Cancer 2019;125:863-872.









Conclusions

• Recognizing a new approach is needed

• Identifying Domains that are Patient Oriented and Identified

• The use of available H and N Instruments:
• Edmonton 33:http://www.hnrn.org/

• Face Q: http://qportfolio.org/face-q/

• ICHOMS- https://www.ichom.org/standard-sets/

• PROMIS- https://commonfund.nih.gov/promis/index

• PCORI- https://www.pcori.org/

• COMET: https://www.comet-initiative.org/

http://www.hnrn.org/
http://qportfolio.org/face-q/
https://www.ichom.org/standard-sets/
https://commonfund.nih.gov/promis/index
https://www.pcori.org/
https://www.comet-initiative.org/

