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What is ACCORDS?

ACCORDS is a ‘one-stop shop’ for pragmatic research:

• A multi-disciplinary, collaborative research environment to catalyze 

innovative and impactful research

• Strong methodological cores and programs, led by national experts

• Consultations & team-building for grant proposals

• Mentorship, training & support for junior faculty

• Extensive educational offerings, both locally and nationally

Adult and Child Center for Outcomes Research and Delivery Science

https://medschool.cuanschutz.edu/accords
https://twitter.com/accordsresearch
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ACCORDS Upcoming Events

December 18, 2023

Zoom

Statistical Methods for Pragmatic Research

Factorial Designs for Optimizing Intervention Development

Presented by: Maren Olsen, PhD (Duke)

January 10, 2024

10am MT

Zoom

D&I Science Graduate Certificate Program Informational Webinar

Learn about the upcoming application cycle, program requirements, and key competencies.

January 10, 2024

Bushnell Auditorium, Zoom

Ethics, Challenges, & Messy Decisions in Shared Decision Making

Who’s Sharing What? The Challenges of Adolescent Shared Decision Making

Presented by: Ellen Lipstein, MD (Cincinnati Children’s Hospital)

January 22, 2024

AHSB 2200/2201, Zoom

Statistical Methods for Pragmatic Research

Missing Data and Statistical Methods

Presented by: Jun Ying, PhD

February 7, 2024

Bushnell Auditorium, Zoom

Ethics, Challenges, & Messy Decisions in Shared Decision Making

Financial Toxicity and the Importance of Cost Discussions During Shared Decision Making

Presented by: Mary Politi, PhD (Washington University in St. Louis)

February 26, 2024

Zoom

Statistical Methods for Pragmatic Research

Latent  Class Analysis: Assumptions and Extensions

Presented by: Rashelle Musci, PhD (Johns Hopkins Bloomberg School of Public Health)

*all times 12-1pm MT unless otherwise noted

https://medschool.cuanschutz.edu/accords
https://twitter.com/accordsresearch


Innovations in Pragmatic 

Research Methods

June 5 - 7, 2024 | 10am-3pm MT

From Data to Equity, Policy, and Sustainability

Registration is open now at www.COPRHCon.com

http://www.coprhcon.com/
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Ethics, Challenges, and Messy Decisions in Shared Decision-Making
2023-2024 Seminar Series

Shared Decision Making 

in Breast Surgery

Sarah Tevis, MD Clara Lee, MD

https://medschool.cuanschutz.edu/accords
https://twitter.com/accordsresearch


Shared Decision Making in 
Breast Surgery

Dr. Clara Lee, Professor of Surgery

Dr. Sarah Tevis, Associate Professor of Surgery



Disclosures

• Funding Sources: Paul Calabresi K12 (K12CA086913), Doris Duke 
Foundation (2020141), Association for Academic Surgery Joel J. 
Roslyn Award

• No other disclosures



“care that is respectful of and 

responsive to individual patient 

preferences, needs, and 

values”…

and that ensures “that patient 

values guide all clinical 

decisions

Institute of Medicine, 2001



• Increase clinician’s awareness

• More meaningful conversations

• Customized plans of care





• Fantastic Evidence
• Overall survival

• Disease free survival

• Locoregional recurrence

• Paucity of Evidence
• Physical well-being

• Psychological well-being

• Sexual health

• Cosmetic outcomes

Fisher et al. NEJM 2002.





Challenges to Incorporating QOL

Little data on 
longitudinal outcomes 

How do patients want 
this information?

Patients want to know 
about “patients like me”



Any report of the status of a patient's health 
condition that comes directly from the patient, 

without interpretation of the patient's 
response by a clinician or anyone else.

- U.S. Food and Drug Administration

Patient Reported Outcome Measures 
(PROs)





Huynh et al, Ann Surg Onc 2021
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Huynh et al, Ann Surg Onc 2021

p = 0.001 p < 0.001



Chu et al. Ann Surg Onc 2023



Can we include PROs in shared 
decision making?

• Concerns
• How much data is enough?

• Will patients understand?

• Will clinicians be receptive?

• Potential solutions
• MSKCC, Denver Health

• Pilot study of data displays

• Qualitative study







Chu et al. Ann Surg Onc 2023.

What is a meaningful difference?

• MSKCC study from 2011-2021

• Lumpectomy patients

• Used 0.2 SD 
• Baseline 

• Change from baseline to 1 year

• Minimal Important Difference (Baseline) = 3 – 4

• Minimal Important Difference (∆) = 4 - 5



Preliminary Findings

• Patient preferences varied

• Patients favored:

• Simplicity

• Reading ease

• Timepoints over recovery



What (non-surgical) factors impact 
PROs?

• Patient demographics

• Disease factors

• Axillary surgery

• Reconstructive surgery

• Baseline PROs

• Patient distress

• Receipt of supportive services



Variables associated with PROs at 
6 months after surgery

↓ Physical well-being (6 months) ↓ Satisfaction with breasts (6 months) ↓ Sexual well-being (6 months)

Older age Lower satisfaction with breasts High practical distress

More axillary surgery

Lower physical well-being

High emotional distress

High health related distress

High practical distress



Future Goals

• Pilot test our decision aid

• Web-based decision aid “patients like  ou”
• Collaborate with MSKCC

• Integrates baseline information and treatment plan

• Provides individualized expected long-term PROs



Clinician and Patient Engagement with a 
Breast Reconstruction Decision Support 

Tool (BREASTChoice)

Clara N. Lee, MD, MPP
University of North Carolina Chapel Hill



Overview

The BREASTChoice tool

Questions related to electronic health record integration

Future directions

Project Funded by the Agency for  Heal thcare  
Research and Qual i ty  (AHRQ) R18 HS026699



OHIO STATE UNIVERSITY STUDY TEAM

Clara Lee MD, MPP (co-PI) Crystal Phommasathit MPH Guy Brock, PhD

Sarah Janse, PhD Kaleigh Clevenger, MPHRachel Smith, PhD, MPH



WASHINGTON UNIVERSITY STUDY TEAM

Mary C. Politi , PhD (co-PI) Jessica Boateng, MPH Katie Parrish, MPH

Randi Foraker PhD, MA, 
FAHA

Margaret Olsen PhD, MPHTerence M. Myckatyn, MD

Krista Cooksey, MPH



STAKEHOLDER ADVISORY GROUP (SAG)

Janine E. Guglielmino, MA
Patient Partner

Living Beyond Breast Cancer

Sherrill Jackson, CPNP, MHSA
Patient Partner

The Breakfast Club, Inc.

Debra Jacocks
Patient Partner
Columbus, OH

Paul Mills, MD
Surgeon Partner

St. Louis, MO

Anne Peled, MD
Surgeon Partner

San Francisco, CA

Milisa Rizer, MD, MPH
Informatics Partner

The Ohio State University



• Breast reconstruction choices:
• Reconstruction vs. not
• Timing (Immediate vs. delayed)
• Type (Implant vs. autologous)

• Risk of complications from immediate reconstruction: 
23% in first 1-2 years (range 5-52%)

• 70% of patients have knowledge deficits about risks

• Clinicians often think the complication risk is 2-5%

• Number of procedures: from 2-19, including “revisions”

The Breast Reconstruction Decision











BREASTChoice Risk Prediction Model

• Developed + validated in >17,000 people; updated 2020 with 
institutional data, 6 month follow-up, favorable concordance statistic

• BMI
• Smoking or e-cigs (w/in past 6 months)
• Previous chest radiation
• Diabetes
• Congestive Heart Failure
• Hypertension (chronic)
• Depression (treated in past 2 years)
• Psychosis (ever)



Politi et al., 2020, Ann. Surg.



“It was good at gathering and pulling my thoughts together in 
one place. That is definitely…going to help . . . most women . . . 

right at the time when they get their diagnosis . . . their brain is all 
over the place….”  [Patient #150]

“ A lot of times… they don’t realize that they're a high-risk 
patient…If they went into their consultation already knowing that, 

that would be good.” [Clinician #134]

Patients + Clinicians Support Using the Tool: Benefits

“I think it gives the patient a realistic outline of pros and cons of 

what their selected choices are, and sort of takes away the 

overwhelming information that they may seek if they were 

Googling this information. It’s just giving a very straightforward, 

“This is your pro. This is your con.”     [Clinician #129]

Boateng, Lee, Foraker, Myckatyn, Spilo, Goodwin, Lee, Politi, 2021. Medical Decision Making PP.



• WU : click on BREASTChoice summary under patients’ name.

• OSU: pop up BPA (less work at first), but needed to “accept” (extra step)

• Skills: reviewing information using SDM (brief training)

• Benefits:  

– Patient outcomes from earlier RCT (knowledge, activation)

– Clinician knowledge of risk and patient preferences

– Shared decision making process

– Possibility for better match between risk, preferences and choice

Clinician Role



Clinicians Suggested Location for Summary: WU





OSU: Accept/Dismiss: Extra Step





Smart Phrase: Minimize Work



Results: Did Clinicians Engage With BREASTChoice?

All clinicians (N=7 at WU; N=15 at OSU) completed training, supported study

At WU, motivation and workflow impacted use

2/3

Used/viewed the summary some of the time, 2    

Used/viewed the summary all or most of the time, 2    

In previous work described less motivation than others, 2    

Never opened the EHR; had resident or assitant relay info, 1Never viewed the summary at all, 3

2/3

1/3

2/7

2/7

3/7



Results: Did Clinicians Engage With BREASTChoice?

At OSU, technology challenges impacted engagement

• All but 1 accepted the BPA to view it at some point

– But at first, delay in programming led to paper-based printout

– Then, ~half initially dismissed the BPA before additional training

– End of study, bug in program stopped completing summary



Summary: Selected Patient Outcomes: ITT
BREASTChoice

(n=156)

Control

(n=165)

Unadjusted 

Analysis

Adjusted 

Stratified Analysis

DQI Knowledge

Mean (SD)

Median (IQR)

70.6 (13.2)

66.7 (66.7-77.8)

67.4 (14.7)

66.7 (55.6-77.8) p=0.08

By site:

p=0.04

By 

age: p=0.04

By race: 

p=0.04
Proportion of high-risk (32%+) 

patients choosing reconstruction

Chose reconstruction

Chose no reconstruction

n=16

10 (71.4%)

4 (28.6%)

n=13

11 (100.0%)

0 (0.0%)

-28.6%

(-57.9%, 0.8%)

p=0.056 - -
Knowledge as assessed in 

BREASTChoice tool

(Range 27.3-100%)            Mean (SD)

n=147

84.7 (13.8)

n=154

66.5 (15.8)

-18.2%

(-14.8, -21.6)

p<0.001 p<0.001 p<0.001
Exploratory Outcome

CollaboRATE Top Score Method 

Less than every effort was made

Every effort was made

n=141

78 (55.3%)

63 (44.7%)

n=156

92 (59.0%)

64 (41.0%)

3.7%

(-7.6%, 14.9%)

p=0.53 p=0.26 p=0.37



Summary: Selected Patient Outcomes: PP
BREASTChoice

(n=156)

Control

(n=165)

Unadjusted 

Analysis Stratified Analysis

DQI Knowledge

Mean (SD)

Median (IQR)

71.4 (12.8)

66.7 (66.7-77.8)

67.4 (14.7)

66.7 (55.6-

77.8)

p=0.03

By site: 

p=0.01

By age: 

p=0.02

By race: 

p=0.01
Proportion of high-risk (32%+) 

patients choosing reconstruction

Chose reconstruction

Chose no reconstruction

n=13

8 (66.7%)

4 (33.3%)

n=13

11 (100.0%)

0 (0.0%)

-33.3%

(-64.3%, 2.4%)

p=0.04 - -
Knowledge as assessed in 

BREASTChoice tool

(Range 27.3-100%)            Mean (SD)

n=147

84.7 (13.8)

n=154

66.5 (15.8)

-18.2%

(-14.8, -21.6)

p<0.001 p<0.001 p<0.001
Exploratory Outcome

CollaboRATE Top Score Method

Less than every effort was made

Every effort was made

n=135

73 (54.1%)

62 (45.0%)

n=156

92 (59.0%)

64 (41.0%)

4.9%

(-6.5%, 16.3%)

p=0.40 p=0.19 p=0.27



Summary: Patient Outcomes

• Improved knowledge about reconstruction, and reconstruction type, 
timing, and complication risks. 

• In PP analyses (those in the BREASTChoice group who accessed the 
intervention), fewer high-risk patients chose to have immediate 
reconstruction, a higher risk procedure than delayed or no reconstruction. 

• BREASTChoice did not decrease decisional conflict, improve the match 
between preferences and surgical choice (match was high in both groups), 
or increase shared decision-making (also high in both groups)



Summary: Implementation Challenges

• Implementation of digital tools can vary
- Clinician can fill in or view information solo

- Clinician can engage with patient** (this is our goal)

- Clinician/care team can send to patient to fill in or view solo

• Digital tools do not always support collaborative decision discussions

• Alert fatigue and EHR fatigue can be a barrier, even with stakeholder 
engagement and planning. Status quo is easier.

• How do we go from verbal support for an idea to use and change?



Barriers/Ideas to Address in Future Work 

• How can BPA’s work without the “alert fatigue?”

• How does BPA design affect clinician use?

• How can patient-facing tools also include clinician components?

• How can we build upon existing workflows, with clinical champions?

– Build into residency training? 



Questions/Follow-Up

Clara N. Lee, MD, MPP

clara_lee@med.unc.edu

https://www.med.unc.edu/surgery
/plastic/directory/clara-lee-md/

mailto:clara_lee@med.unc.edu
https://www.med.unc.edu/surgery/plastic/directory/clara-lee-md/

