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Flow of Session

1. PROMs Overview: a QI tool that can do many jobs 

2. Classic case studies on PROMs: 1998 - 2023

3. How to get started  

4. Key point, questions & discussion



Why PROMs?

Hypothesis: Using PROMs provides the 
best leverage to improve care experience, 
health outcomes, healthcare value & 
science in ways that matter to patients 



What are PROMs?

- Outcomes: Patient reports on health 
status changes over time (PROMs)

- Experience: Patient reports on 
experience of receiving care (PREMs)

- Personal Benefit: Ratings of person-
centered outcomes & goal 
achievement (PCOMs) 

PROMs come in 3 flavors



What is service 
value?
- Technical Answer

- Quality of service in relation to costs to purchase 
service

- Simple Answer
- What you get for what you spend
- The goodness of the service experience and the 

outcomes in relationship to what it costs to 
receive the service

Value: a good buy



What is healthcare value?

Value is a function of 
clinical & functional 

outcomes & experiences 
& costs
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Healthcare Value & Patient Reported Measures
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PROMs and 
PCOMs and 
PREMs are 

“happening” 
in flow of 

care as the
patient’s 
journey 

unfolds … 
Challenge is 
to measure 

them and use 
them 

PROMs & PCOMs PREMs PROMs & PCOMs
Goals set? Goals met?



THE PATIENT’S 
JOURNEY: FOLLOW 
THE STEPS OF 
PATIENTS AS THEY 
TRAVEL THROUGH THE 
HEALTHCARE SYSTEM 
TO TRACK VALUE!
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• 6 Months 
• 14 Different 

Microsystems
• 21 Visits 

Meet Amy…

Did Amy’s journey produce the best outcomes? 
How good was her experience?

How much did it all cost?



Experience of Care
Care Experiences

Decision Quality, Coordination
“My” Goals Were Attained

Red = patient reported data
Blue = clinical or administrative data 

Nelson EC, et al. Improving Health Care, Part 1: The Clinical Value Compass. 
The Joint Commission Journal on Quality Improvement, 22(4):243-258, April 1996.

Clinical Outcomes
Mortality
Morbidity
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2. Classic Cases
1998 to 2023

1. Spine Conditions
- Dartmouth Spine Center

2. Rheumatoid Arthritis 
- Swedish Rheumatology Quality Register

3. Metastatic Solid Tumors:
- Memorial Sloan Kettering

4. Inflammatory Bowel Disease: 
- IBD Qorus

PROMs are QI tools that can do many jobs for many different types of patients



Dartmouth Spine Center
A Pioneering Learning Health System
JIM WEINSTEIN LISA WEISS

1998 Weinstein JN, et al. The SPORT value compass: do the extra costs of undergoing 
spine surgery produce better health benefits? Medical Care 2014 Dec. 52(12):1055-63
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Feed Forward

Feedback

ü Improvement registry
ü Public reports website
ü SPORT &  research

Dartmouth Spine Center: Feedforward System



Patient 
Completing the 
Health Status 

(PROMs) Survey



SHARE 
SUMMARY 
INFORMATION 
WITH PATIENT



PCOMs: Patient Satisfaction
With Treatment Outcomes

History & Review 
of Systems

Red Flags

Coproduction Dashboard: Tracking Health for Individual Patient PROM: 
SF-36, 

Oswestry

Risk Factors

Clinical
Status & 

Pain

History of Present 
Illness
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X

X

Nov 26 2006 May 31 2007

NIH Trial: 12 Centers
Over 100 publications

NEW EVIDENCE:
A TRUE LEARNING HEALTH SYSTEM



1.64
QALY

1.44
QALY

Functional

C
lin

ic
al

Costs

Satisfaction

Reduced 
Oswestry 

Symptoms 
Satisfied With 
Improvement

Total Direct & 
Indirect Costs

Physical SF-36 
ImprovementHerniated Disk 

Outcomes @ 2 Years
Non-SurgerySurgery

44 Ave Age 43% 
Female

30 Ave Age 45% 
Female

Cost Per Quality 
Adjusted Life Year Added 

By Surgery $34,355

$74,870

44

30

59%

78%

-25

-37

$13,108
$27,341

$34,355

Measuring Value
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Physical SF-36 
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Personalized 
Medicine

$74,870

44

30

59%

78%

-25

-37

$13,108
$27,341

$34,355

Patient-Specific 
Prediction based on 

evidence
86 vs 55 better
6 vs 26 worse



Swedish Rheumatology Quality Registry

RA remission rates 
Improving Across all of 

Sweden

2002
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Feed Forward Innovation



Patient is Registering Data 
on Swollen and Tender 

Joints on her Tablet

https://www.youtube.com/watch?v=Kmqzy1hqcOw

The SRQ Approach

https://www.youtube.com/watch?v=Kmqzy1hqcOw


Patient 
Module



CLINICIAN MODULE

2015 2016

Rx
Prescribed

Patient Reported
Outcomes

Clinical
Outcomes



Case in point:
Swedish National Quality 

Registry
This patient is doing better!

N of 1 experiment…
Response to biologics

Jan-April

SRQ Clinician Coproduction Dashboard

Changed medication



RA Disease Burden in Sweden Decreasing*

starting Open-Tight clinics

BLUE Gavle

20142005

RED Sweden

BLUE Gavle

* CRP (C reactive protein) levels in RA patients 

Open-Tight Clinic Introduced

12%

5%



CANCER: USING PROMS AS EARLY 
WARNING SYSTEM TO INCREASE 
QUALITY OF LIFE AND SURVIVAL

Ethan Basch, MD, MPH
2017

• RCT:  N= 766 metastatic cancer patients
• Patients assigned to Usual Care or PROM symptom 

monitoring
• PROMs focused on Sx reports for 12 Sx associated 

with adverse events
• Sx reports between visits & at time of follow-up visits
• RNs alerted if Sx reports worsening

• Results: PROM group significantly better on 
• HRQOL at 6 months
• 1-year quality-adjusted survival 
• Long term survival

Bascsh E. et al. Overall survival results for a trial assessing patient reported outcomes for 
symptom monitoring during routine cancer treatment. JAMA, June 4, 2017.
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PRO PATIENTS VS. USUAL CARE PATIENTS HAD EXTENDED 
SURVIVAL: 31.2 MONTHS VS. 26.0 MONTHS

Percent 
Surviving
at 8 years

Favors 
PROs
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One Data, Multiple Purposes

Data fed 
forward to 
registry

Data fed 
back to 
clinical 
sites

IBD Qorus Leadership: Corey Siegel, Gil Melmed, Alandra Weaver
IBD Qorus Power BI Reporting System Leadership: Brant Oliver, Alice Kennedy, Ridhima Oberai, 
Shishir Basant



Patient-facing symptom 
management dashboard in 
development. 



Patient Reported Outcomes: 
The IBD Qorus Pre-Visit Survey

Current focus QI Indicators:

• Do you believe you would benefit 
from a change in your treatment?

• Have you been to the ED in the last 3 
months?

• Have you been hospitalized in the 
last 3 months?

• How confident are you that you can 
control and manage your symptoms 
related to IBD?



(n= 14,346)

Comparative Performance Feedback Reports Using SPC: My Site vs. All Sites
Patient Reported ED Utilization November 2020-November 2022 
(by Month) 

Individual Site Average = 5%

Collaborative Average = 8%

Site 67 = 21% Site 8 = 5%



Urgent Care QI Initiative 
Feb 2018-April 2019

Using PROMS For QI: 
Patient Reported ED Utilization February 2018- February 2020
(by Month, all sites)

(n=24,343)



Sustaining the Gains: A Split Limit Analysis
Patient Reported ED Utilization February 2018-November 2022 
(by Month)

(n=40,249)
Time Period: February 2018 – April 2019

Time Period: May 2019 - November 2022

Collaborative Average = 8%

Collaborative Average = 15%

For further learning about measurement for Quality Improvement: 
Oliver & Ogrinc, Eds, 2022. Practical Measurement for Healthcare Improvement.  Oak Hills: Joint Commission Resources.  https://store.jcrinc.com/practical-measurement-for-health-care-
improvement/

https://store.jcrinc.com/practical-measurement-for-health-care-improvement/


Case studies show that PROMs are QI tools that can do many jobs 

1. Improve Self-Management: Show trends in the patient’s health status over time for self-management at home by 
patient & family

2. Avoid Exacerbations: Connect self management & symptom monitoring with trusted clinical team to avoid 
exacerbations and to take timely action

3. Improve Care Experience: “Jump start” office visits using a point of care dashboard & thereby improve patient-
clinician communication, relationship, trust and care experience

4. Shared Decision Making: Promote shared decision making (i.e., building the care plan based on clinical evidence & 
patient preferences)

5. Predictive Analytics: Provide data for predictive analytics based on treatments and outcomes  for similar patients 

6. Patient Registry: Contribute patient reported data to a patient-centered registry for improvement & research

7. Value Measurement: Provide essential data elements to measure the outcomes, experience, & costs of care for 
individual patients and populations 

Feedforward to do the right thing now for this patient & Feedback 
to improve outcomes, experience, value & science for future patients



3. Getting 
Started: Basic, 
Practical Steps

Practical steps for using 
PROMs to improve 
health, quality, value and 
research



Getting Started: Basic, Practical Steps
1. Co-Design Team: Start small co-design team covering key roles: patient, receptionist, medical assistant, nurse, doctor, (IT expert), 

program leader etc. to guide planning and implementation. Identify a PROMs expert to work with you if possible.

2. Vision/Aim: What does success look like? Paint a vivid picture of how you would like it to work and how this will improve care & 
outcomes.

3. Dummy Data Display: Use co-design team to make a drawing of what data or topics (PROMs, PREMs, PCOMs) will be displayed 
in what way for whom to realize the vision.

4. Measure Selection: Try to identify, brief, validated measures that patients (or parents) can self-report to measure key outcomes 
and experiences. Try to use validated measures that have been used for similar purposes and populations.

5. Questionnaire: Design a questionnaire or health assessment that includes the questions that you have selected (i.e., the PROMs 
or PREMs or PCOM measures). 

6. Build: Build the questionnaire and build the data display to show the results from the questionnaire, and build documentation 
tools if needed (e.g., in electronic health record). 

7. Pilot Test Process Flow: One patient, one provider … and then use PDSA small tests of change and “agile design” methods to 
make the process of collecting and using the data smooth, and easy and helpful in real time.

8. Implementation Process: Once a best method has been worked out, spread it and adapt it to all the practices, or clinics or places 
that will use the PROMs. 

38Note: Based on Dr. Carolyn Kerrigan’s 12-Step Process



PROMs are QI tools that can be used to 
improve patient-centered:
• Outcomes
• Experience
• Value
• Science
While also improving professional 
workflows, efficiency and joy in work

4. Key Point

Questions & Discussion
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