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What is Patient Centered Outcomes 
Research?

Patient-Centered Outcomes Research (PCOR) helps people and 
their caregivers communicate and make informed health care 
decisions.

PCOR is a type of comparative effectiveness research.

PCOR has the following characteristics:

•Actively engages patients and key stakeholders throughout the 
research process.

•Compares important clinical management options.

•Evaluates the outcomes that are most important to patients.

• Problem of measurement once outcomes are prioritized.

•Addresses implementation of the research findings in clinical care 
environments.

Presenter
Presentation Notes
Why was PCORI created?



For all of the research conducted; for all of the therapies created; for all of the advances in care that have been made – Patients do not have in many cases the information they need to make choices that reflect their unique situation, priorities or personal preferences.



Many patients find themselves drowning in a sea of information. From the internet to direct-to-consumer marketing, patients have access to more health information than ever, but in many ways we are “information rich” and “wisdom poor.” We do not have sufficient tools to analyze and appropriately apply that information to our care.



In some cases, where good evidence exists, we have failed to give patients information they can easily access, understand and utilize.



For many areas, research has yet to ask some of the most important questions patients have.  Take chronic back pain, for example, where surgery, physical therapy or medication are among the treatment options. Patients do not have reliable information that will tell them what the comparative differences are in terms of their short- and long-term functionality and quality of life.



PCORI is an opportunity to do a better job of disseminating existing quality research information, while answering some of patients’ persistent questions.





What Roles should Patients and Stakeholders What Roles should Patients and Stakeholders 
Play in Research TeamsPlay in Research Teams? ? 
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The engagement of patients and stakeholders 
should include:

•Participation in formulation of research questions; 

•Defining essential characteristics of study 
participants, comparators, and outcomes; 

•Monitoring of study conduct and progress; and 

•Dissemination of research results.

Source: PCORI PFA Application Guidelines (Sec. 3.1.3.4) http://www.pcori.org/assets/PFAguidelines.pdf

Presenter
Presentation Notes
A key goal of patient engagement in research is to present information that best supports health decisions through generation of evidence relevant to patients, their caregivers, and clinicians. Patients and other key stakeholders should be meaningfully involved in the research team. The specific members of the team will vary from study to study. 

http://www.pcori.org/assets/PFAguidelines.pdf


The patient – device – care delivery ecosystem

• Patient‐centric principle that  

 medical devices focus/deliver on: 

 Safety, efficacy, quality, value

• A spectrum of medical devices 

 addressing a variety of diseases, 

 clinical processes & settings 

 address needs of different users

• Patients, expert users and/or 

 stakeholders can comprise the 

 user profile and govern product 

 design requirements

• Other factors in product 

 development: Core competencies, 

 
intellectual property, technology, 

 
economics, strategic fit within company.



Usability and product development: 

 
How the preferences of the patient and other users of a product are considered in medical device product development

Iterative Design 

 

development
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Our approach:
Provide patients the tools and structure within 

which their data and experiences are collected, 
measured, aggregated and understood.  



• Who are the patients most likely to participate in an on-line 
patient-powered research network?
o Tweaker / tracker
o Interested in research
o Advocate / leader
o Social networks

• Inventory of existing measures and end points
• Input from clinical specialists and researchers 
• Ethnographic interviewing in the field with patient members 

and non-members
• Understanding the condition across the trajectory

Using persona based design…

Patient Identification



Understanding the journey…

Condition development:

Having 
symptoms

 

Having 
symptoms

Seeking 
diagnosis

 

Seeking 
diagnosis

Getting 
diagnosis 

(that you believe)

 

Getting 
diagnosis 

(that you believe)

Living 
with it
Living 
with it

Optimizing 
& adjusting

 

Optimizing 
& adjusting

Making 
sense of it

Finding a 
plan

Experiencing a change
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Panel Questions
•

 
How to identify patients and their preferences?

•
 

Who is a representative patient? What is the 
 average patient? How do you address patient 
 heterogeneity?

•
 

How can the spectrum of patients be represented?
•

 
What type of information can/should patients 

 provide?
•

 
What types of information do patients use to 

 formulate decisions about their treatment options?
•

 
Where can patient preference information be 

 found?
For the online webcast: Please submit your questions to the panel via the chat box. The 

 
online hosts will be collecting the questions during the session

 

to be brought to the panel 

 
moderator during the panel discussion.
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