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Welcome to the August Disparities Reducing ECHO

Each ECHO session will be recorded and will be posted to echo.cancer.org

You will be muted with your video turned off when you join the call.                                                         

Use the buttons in the black menu bar to unmute your line and to turn on your video.                                                                      

If you do not wish to have your image recorded, please turn OFF the video option. 

Today’s materials will be made available on echo.cancer.org

Type your name and organization in the chat box

This ECHO session takes place on the Zoom platform.                                                                          

To review Zoom’s privacy policy, please visit zoom.us/privacy

Questions about Zoom? Type them in the chat box to: Maitreyee Shah

Remember: Do NOT share any personal information about any patient



Session 4 Recap

At a glance:
► Total attendees: 52

► Overall satisfaction rate : 100%

Reminder: Survey results are anonymous!

Questions/Comments? DisparitiesECHO@cancer.org

mailto:DisparitiesECHO@cancer.org


August Agenda
D i s p a r i t i e s  R e d u c i n g  E C H O

Housekeeping & Introductions 5 minutes

Didactic Presentation 
Medical Mistrust and Cancer Care
Jennifer Tsui, PhD, MPH
USC Keck School of Medicine

15 minutes 

Didactic Presentation 
Engaging patients in narrative medicine to increase patient-centered care for underserved 
populations
Shawn Johnson
Harvard Medical School

15 minutes

Didactic Q/A 5 minutes  

Facilitated Q&A
Breakout Sessions 10 minutes  

Facilitated Q/A Group Discussion 8 minutes  

Wrap-up 2 minutes 



A M E R I C A N  C A N C E R  S O C I E T Y

Introductions



ACS Hub Staff
Maitreyee Shah, MPA

Nikki Stephens

Kristen Wehling, MPH

Karla Wysocki, MA

Faculty
Ashley Brown, MPP

Laura Makaroff, DO

Emily Marlow, PhD

Shawn Johnson

Brian Rivers, PhD, MPH

Jennifer Tsui, PhD, MPH

Type your name and organization in the chat box!

Introductions

Grantees
Addressing Racial 
Disparities in Cancer Care

Breast Health Equity

Prostate Cancer Disparities
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Medical Mistrust and Cancer Care
Jennifer Tsui, PhD, MPH
USC Keck School of Medicine



About Our Presenter

Jennifer Tsui, PhD, MPH
University of Southern California

Keck School of Medicine
Associate Professor



ACS Disparities Reducing ECHO Series: 
Medical Mistrust and Cancer Care

Jennifer Tsui, PhD, MPH
Associate Professor 

University of Southern California

August 24, 2021



Overview

• History of Medical Mistrust & Multilevel Influences

• Medical Mistrust & Cancer Prevention and Control

• Measurement of Medical Mistrust

• Gaps in Research & Practice



Historical Trauma

Source: phil.cdc.gov

Prather, et al.; Health Equity 2018

For Black/African Americans in the US: 
• Medical experiments on enslaved people 
• Medical care of slaves
• Segregated Hospitals
• Tuskegee Study
• Henrietta Lacks 



• Implicit bias of health care professionals
• Institutional Racism

“Mistrust stems from historical events including the Tuskegee syphilis study and is 
reinforced by health system issues and discriminatory events that continue to this day. ”

Scharff DP et al. More than Tuskegee: understanding mistrust about research participation. J Health Care Poor 
Underserved. 2010;21(3):879-897. doi:10.1353/hpu.0.0323

And current discrimination… including among other marginalized 
groups



Defining Medical Mistrust

“A tendency to distrust medical systems and personnel believed 
to represent the dominant culture in a given society. …It is an 
active response to direct or vicarious (e.g., intergenerational or 
social network stories) experiences of marginalization.”

~ Benkert et al, Behavioral Medicine, 2019

“Medical mistrust, defined as “distrust of health care providers, 
the health care system, medical treatments, and the 
government as a steward of public health,” is a response to 
current and historical systemic racism in health care and society 
as a whole”

~ Bogart et al (via Jaiswal 2019, LaVeist 2009), JAIDS, 2021



Unequal Treatment: Confronting Racial and Ethnic Disparities in Health Care (IOM 
2002):
“difference in treatment provided to members of different racial (or ethnic) groups 
that is not justified by the underlying health conditions or treatment preferences of 
patients”

Health disparities shaped by experiences of racism and root causes





Commonwealth Fund, 2021 

Medical Mistrust on Health Care Utilization and Outcomes

Kaiser Family Foundation, 2021



Medical Mistrust and Cancer Prevention and Screening

Lower rates of colorectal cancer screening among African Americans due to mistrust 
(Adams et al, J Community Health, 2017)

Rural White women had higher medical mistrust compared to Rural Black Women, leading to lower 
Pap test utilization (Hall et al, JHCPU, 2018)

Negative attitudes towards prostate cancer screening among urban black men due to medical 
mistrust (Shelton et al, J Gen Intern Med, 2010)



Using Group-Based Medical Mistrust Scale to Understand Parental 
HPV Vaccine Hesitancy by Survey Language
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Measuring Medical Mistrust

1. Medical Mistrust Index (MMI) 

2. Group-Based Medical Mistrust Scale (GBMSS)

3. Health Care System Distrust Scale



Medical Mistrust Index (MMI) (LaVeist et al,  2009)



The Group-Based Medical Mistrust Scale (Thompson et al, 2004)



Health Care System Distrust Scale (Rose 2004, Shea 2009 )



Gaps in Research and Practice

• Continued need to recognize and address structural inequities & institutional racism

• Refining measurement and definitions of mistrust

• Understanding mistrust among diverse populations → Latinx, transgender, sexual minorities, 
chronic/mental illness, intersectionality

• More diverse methodologies to understand complex relationship of MM on health

• Practices to respond accordingly

• Building Relationships Inside and Outside of Exam Rooms

• Involving Patients in Research

• Aligning Incentives

Jaiswal et al, Behav Med. 2019
Commonwealth Fund, Transforming Care, 2021
Khullar, JAMA, 2019 



Questions? 

tsuijenn@usc.edu

@JenniferTsuiPhD

mailto:tsuijenn@usc.edu
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Engaging Patients in Narrative Medicine to Increase Patient-
Centered Care for Underserved Populations
Shawn Johnson
Harvard Medical School



About Our Presenter

Shawn Johnson
Harvard Medical School

Medical Student



Emotional Exhaustion

Depersonalization, 
Cynicism

Reduced Sense Of 
Personal 

Accomplishment

Provider Burnout and Health Equity…Is There A Connection?

Hlubocky et al, JCO Onc Prac (2020)

“WHO defines burnout as an occupation-related clinical 
syndrome resulting from chronic, unresolved, occupation-
related stress.”

“[Burnout] is characterized by physical and/or emotional 
exhaustion, cynicism and/or depersonalization, and 
inefficacy or low sense of professional accomplishment.”



Provider Burnout and Health Equity…Is There A Connection?



Scales for Measuring Depersonalization 

Trockel et al, Acad Psych 2018



Provider Burnout and Health Equity…Is There A Connection?

Dyrbye et al, JAMA Net Open (2019)



“Oncologists higher in implicit racial bias had shorter 
interactions, and patients and observers rated these 
oncologists’ communication as less patient-centered 
and supportive.” 

“Higher implicit bias also was associated with more 
patient difficulty remembering contents of the 
interaction.”

“Oncologist implicit bias indirectly predicted less 
patient confidence in recommended treatments, and 
greater perceived difficulty completing them, through 
its impact on oncologists’ communication (as rated by 
both patients and observers).”



Yancy, JAMA 2020



Looking outside of medicine…elections, deep canvassing, and the role of storytelling to 
change minds



• Narrative medicine program developed in the VA in 2013; 
has since expanded to over 60 VA sites

• Trained staff interview patients at the bedside about 
their life story, highlighting pieces that are most meaningful 
to them. 

• Interviewer and patient co-create a 1-2 page, first-person 
narrative of the patient’s life in their own words, which is 
uploaded to the EMR.

My Life, My Story (MLMS) – Centering patient voices in the EMR



“I had a lot of jobs after I got discharged [from Vietnam]. I worked in Portland as a dishwasher and 

then in Los Angeles as a building maintenance man. I moved to Colorado in 1968 and worked in a 

lead and zinc mine. The deepest parts of the mine were two and half miles underground and the trip 

down on the elevator took 15 minutes. They had to pipe in fresh air through tubes so that we could 

breathe. It was very dangerous work. One time my partner and I were working and he said to me, 

“Don’t look up now, but you’ve got a rock hanging above you that looks like it’s ready to go.” I took 

about three steps backwards. A second later a rock the size of a Volkswagen fell down from the ceiling 

on to the spot where I’d been standing. It had my name on it, but I cheated death that time. I would go 

up and down the ladders back then using only my arms and I carried the cribbing timbers on my 

shoulder like they were toothpicks. I used to be a strong son of a gun, but not anymore.”



“I had a lot of jobs after I got discharged [from Vietnam]. I worked in Portland as a dishwasher and 

then in Los Angeles as a building maintenance man. I moved to Colorado in 1968 and worked in a 

lead and zinc mine. The deepest parts of the mine were two and half miles underground and the trip 

down on the elevator took 15 minutes. They had to pipe in fresh air through tubes so that we could 

breathe. It was very dangerous work. One time my partner and I were working and he said to me, 

“Don’t look up now, but you’ve got a rock hanging above you that looks like it’s ready to go.” I took 

about three steps backwards. A second later a rock the size of a Volkswagen fell down from the ceiling 

on to the spot where I’d been standing. It had my name on it, but I cheated death that time. I would go 

up and down the ladders back then using only my arms and I carried the cribbing timbers on my 

shoulder like they were toothpicks. I used to be a strong son of a gun, but not anymore.”

How can we optimize the program to 
improve patient-centered care for 
vulnerable patient groups…?



• Expanded MLMS to Brigham and Women’s/Dana-
Farber in fall of 2019

• Program dually functions as pipeline program for local URM 
pre-medical students -> Increase representation in medicine 
and ensure diverse program staff

• Prioritization of patients most at risk of experiencing bias and 
stigma in healthcare
• Patients with limited-English proficiency
• Stigmatized diagnosis (e.g. sickle cell, hx substance use)
• Program pager for patient referrals

• Primary source of pages is social work and residents

• Completed ~300 patient interviews and narratives to date
• ~120 during COVID

My Life, My Story (MLMS) – Centering patient voices in the EMR



• Demographic Distribution of Spanish interviews (n=42) as of 12/2020
• Dominican Republic (n=17)
• Puerto Rico (n=16)
• El Salvador (n=4)
• Guatamela (n=2)
• Colombia (n=2)
• Mexico, Peru, Spain, Bolivia, Ecuador (n=1)

Expanding MLMS to Patients with Limited-English Proficiency



BWH/DFCI Provider Feedback Re: Utility of Patient Narratives During COVID

Unpublished

Q: “Reading a patient’s MLMS narrative helped me feel more connected to them during the COVID-19 
pandemic”

Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

89% strongly agree/agree
(n=161)



Q: “Reading a patient’s MLMS narrative helped me provide better treatment/care to them during the 
COVID-19 pandemic”

Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

Unpublished

75% strongly agree/agree
(n=161)

BWH/DFCI Provider Feedback Re: Utility of Patient Narratives During COVID



Unpublished

Positive Direct Relationship Between Worsening Provider Burnout and 
Favorable Opinions of MLMS



Unpublished

Select Provider Quotes - Impact on Depersonalization

• Question Prompt: “How do you feel reading MLMS narratives has impacted you 
during the COVID-19 pandemic?”

• “Provided the missing piece of humanity that the pandemic took away.” – Oncology Fellow

• “I feel the stories added to the humanity of the work we do. We are given a report about a 
person that describes them from a medical point of view. I feel as tough the "My Life Story" gave 
us a report of who they were.” – Inpatient RN

• “Thanks so much for taking the time to gather [the patient’s] story. It is wonderful to get a fuller 
sense of his life. Any story like this goes a long way towards really humanizing our patients and 
ensures that we see them as the real, complicated people they are and not just the “the Spanish-
speaking patient with new heart failure”. I really appreciate your efforts! It was a wonderful 
thing to wake up this morning and makes me look forward to caring for him today.” – Internal 
Medicine Resident



Unpublished

Select Provider Quotes - Impact on Empathy

• Question Prompt: “How do you feel reading MLMS narratives has impacted you 
during the COVID-19 pandemic?”

• “It made me reflect a lot on which patients I connect the most with—often those with shared 
interest, language (I speak several), or demographics—and how my personal commitment to 
anti-racism requires me to seek these connections in a more standardized way among all my 
patients.” - Attending

• “It gave me the ability to be more empathetic and understanding of my patient's needs.” – RN

• “Reading "My Life, My Story" narrative increases my sense of empathy for patients.” –
Attending



Need for interventions that can ensure equity at the individual patient-
provider level 



A M E R I C A N  C A N C E R  S O C I E T Y

Questions?
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Facilitated Q&A



Facilitated Q&A Breakouts

Discussion Questions:

1. Describe your experiences with patients, providers, community members, 
and health systems in measurement of medical mistrust or institutional 
racism in your studies?

➢ How do you measure it? Successes and/or challenges?

2. How has your institution addressed implicit bias and interpersonal 
discrimination experienced by patients at the provider-patient level?

➢ What outcomes have been measured?

10 minutes in breakouts



A M E R I C A N  C A N C E R  S O C I E T Y

Facilitated Q&A Discussion
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Session Survey



Disparities Reducing ECHO Series – Facilitated Q&A

Facilitated Q&A
► Share challenges and questions

► Small group or large group learning

► Feedback

► Submit questions/challenges via Microsoft Forms

Questions/Comments? DisparitiesECHO@cancer.org

https://forms.office.com/Pages/ResponsePage.aspx?id=jHa7r4LWrUKPfnIC0GwLYS9yxUy07HNEiJGOGJJUV6VUMkZOTDhMUjEzQzM2U0hISk9ENE5RNTRJSy4u
mailto:DisparitiesECHO@cancer.org
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Thank You and we will see you in September!


