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No Formal Disclosures
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Learning objectives: 

• Identify barriers and facilitators to 

screening for distress in patients 

diagnosed with cancer. 

• Describe current evidence-based 

efforts to improve quality of  life among 

individuals diagnosed with cancer. 
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Setting the 
Stage
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SOURCES: National Cancer Institute Behavioral Research Program:  https://cancercontrol.cancer.gov/brp/about.html

Behavioral Research 
in Cancer Prevention 

and Control 
Framework

https://cancercontrol.cancer.gov/brp/about.html


11/24/2020

Promote 
equity and 

value through
organization, 
delivery and 

payment

Facilitate 
adoption of 

healthy 
lifestyles

Provide 
access to a 

regular 
source of 

primary care 

Provide 
timely access 

to high 
quality, 

evidence-
based care

Affordability 
for patients, 
payors, and 

society

Enhance 
coordination and 
communication 

between 
providers, 
including 

primary care and 
specialty care

Promote patient 
centeredness, 

including 
effective 

patient-provider 
communication

Goals for 
a High 

Performin
g Health 

Care 
System

Goals for a High Performing 
Health Care System; 
Yabroff et al., 2019, Cancer
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Cancer Distress: Overview

• Distress is a multidimensional 

construct

• Considered ‘more acceptable’ 

and less stigmatizing than other 

terms

• Some refer to terms such as 

depression and anxiety (Andersen et 

al., 2014)

Source: SBM: https://create.piktochart.com/output/37777492-
cancer-is-distressing

https://create.piktochart.com/output/37777492-cancer-is-distressing
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Multi-Level Considerations for Distress Screening

Policy

Community-level

Healthcare 
organizations
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Ehlers et al., 2019 
Translational Behavioral Medicine
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Barriers to Distress Screening
• Identification of screening tool(s)

• NCCN Distress Thermometer; associated Problem Checklist

• Brief 1-item screeners (e.g., Hospital Anxiety and Depression 

Scale (HADS)

• Emerging evidence about predictive value of screening

• Recent study: 55 Institutions; adherence to distress screening 

protocols; lower ER visits and hospitalizations 

• Another single-site study did not see improvement in patient 

outcomes

• Workforce / System-Level challenges

• Too few mental health professionals

• Constrained financial resources 
7
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Dissemination and Implementation
• Initiating Screening:

– Identification of  target construct 

• Distress, depression, anxiety, resilience

– Selection of  appropriate measure(s)

• Brief  screeners (e.g., NCCN Distress Thermometer; 

depression screeners)

• Clinical assessments

• Consideration of  time, ease, workflow and referral 

procedures

– Determination of  who, what, how, when
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Dissemination and Implementation
• Improving Screening

– Interdisciplinary teams

– Distress ‘champion’

– Human factors engineering elements

• Designing systems, tools, software to fit 

human capacities and limitations

• Deliberate design to enhance safe, efficient, 

effective and timely clinical care

• Protocol for referrals; follow up 

Easier to do the 
right thing 

Harder to do 
the wrong thing

Identifies 
interactions  

between 
system and 

user

Identifies 
(hidden) 
needs of 
end-user
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Dissemination and Implementation

• Maintaining Screening

– Evaluation of  ‘upstream’ or ‘downstream’ burden 

• Longer screening measures with lower false positive rates

• Shorter screening measures with high false positive rates

– Reducing time, obtaining institutional leadership 

buy-in

– Provider burden, training, resources and costs

– Use of  efficient and effective electronic systems
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Case Study  
• Georgetown Lombardi 

–1,286 patients (1/18 to 4/19) 

–Distress screening included:

• NCCN Distress Thermometer (DT), Problem Checklist

• PROMIS® short-form (4-item) measures: Anxiety and Depression

• Screening on tablets at time of  diagnosis

–Focus on “Problems Communicating with Medical Team”
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18%

34%

41%

7%

Distress

No Distress Low Moderate Severe

Demographic Characteristics (N=1,286)

Age (M, SD) 59.9 years (14.70 years)

Gender 42.2% Male; 57.7% Female

Race 27.4% Black

63.6% White

8.1% Asian

0.9% Other Race

Ethnicity 4.7% Hispanic

Education 8.7% < High School

12.0% High School

12.8% Some College

66.5% College or more
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Results

• ‘Problems communicating with the medical team’ 

from Problem Checklist: 

–4.7% of  individuals (n=60) = Yes

–Problems communicating not associated with: gender, 

race, ethnicity, age

–Association with Distress (75%, n=45/60): 

• 53.3% (n=32 of  60) had moderate distress scores

• 13.3% (n=13 of  60) had severe distress



11/24/2020

Results, continued
 Controlling for overall distress score, patient gender and 

education, problems communicating associated with:

 anxiety (t=2.68, p=.007), depression (t=3.06, p=.002)
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Implications

• Perceived problems communicating 

with the medical team associated with 

overall distress, anxiety and 

depression

• Elements of  distress screening may 

suggest context for patient-centered 

interventions
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Next Steps: Improving Screening & Referrals

• Consider repeat screening 

–Toward end of  treatment

• Financial hardship

• Short-term effects

• Capture uptake of  referrals
Source: SBM: 
https://create.piktochart.com/output/37777492-
cancer-is-distressing

https://create.piktochart.com/output/37777492-cancer-is-distressing
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Survivors’ Distress / Unmet Needs

Unmet Needs of Cancer 

Survivors

 Now over 4,000 MedStar 

patients have completed 

Distress Screening

 Almost half (46%) reported 

moderate to severe distress

17
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Financial Distress among Latina 
Breast Cancer Survivors

Purpose: Explore relationships among 

acculturation, financial toxicity and quality of 

life among Latina breast cancer survivors

Data Source: Nueva Vida Intervention Study; 

Secondary Analyses of   

Baseline Data

Rush et al. (2014). Quality of Life Research, 24(5), 1107-18. 
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Financial Distress / Financial 
Hardship Background

19

• Distress or burden due 

to financial concerns

• Multi-factorial

• Example -- survivors 

report cutting down 

on food spending: 

 21.5% NHW patients

 22.5% Asian patients

 45.2% Black patients

 35.8% Latina patients 

• Jagsi et al., 2018, Cancer

Reginald Tucker-Seeley’s Conceptual Model of Financial Toxicity
http://tuckerseeley.org/measures

http://tuckerseeley.org/measures
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Nueva Vida Study Overview

• Community-academic partnership: Nueva 

Vida and Georgetown

• Nueva Vida, Inc. is a community-based 

organization serving DC, MD and VA

• Parent Study: Evaluation of an intervention 

to improve quality of life among Latina 

breast cancer survivors and their caregivers

• Collaborations with 3 other community 

organizations:
• Gilda’s Club New York City (NY)

• Latinas Contra Cancer (CA)

• SHARE (NY, NY)
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Nueva Vida Study Participant 
Characteristics
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Participant Characteristics

N = 135 dyads

Latina Survivors
(n = 135)

Caregivers
(n = 135)

55 males – 41%
80 females – 59%

% Spanish Survey 93% 82%

% Employed Full-Time at BL 15% 50%

% Less than HS Degree 43% 31%
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Countries of Origin
Latina Survivors Caregivers

Bolivia 5.8% Bolivia 3.6%

Colombia 4.4% Colombia 5.5%

Chile 2.9% Chile 3.6%

Ecuador 1.5% Ecuador 3.6%

El Salvador 7.3% El Salvador 7.3%

Guatemala 7.3% Guatemala 7.3%

Mexico 23.2% Mexico 20.0%

Peru 10.1% Peru 11.0%

Puerto Rico 4.5% Puerto Rico 3.6%

Dominican Republic 14.5% Dominican Republic 11.0%

United States 7.3% United States 18.2%

Other 10.1% Other 5.5%
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Secondary Analyses Study 
Measures

• Sociodemographic 
Variables  

• Age; Age at Diagnosis
• Level of Education
• Employment Status 
• Health Insurance Status
• Survey Language
• Immigrant Status
• Country of Origin
• Years in US

• Financial Distress 

• Clinical Variables: 
• Treatment history

• Surgery

• Chemotherapy
• Radiation

• Hormonal Therapy

• Disease Stage
• Comorbidities

• Acculturation: 
• Short Acculturation Scale-

Hispanics, 12-items 

(Marin et al., 1987)
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Financial Distress Items

1. What do you feel the level of your financial stress is 

today?  (1 to 10 scale)

2. How often do you worry about being able to meet 

normal monthly living expenses? 

(1 to 10 scale)

3. How often does this happen to you? You want to go out 

to eat, go to a movie or do something else and don't go 

because you can't afford to? (1 to 10 scale)

Cronbach's Alpha = .93

From the “MY-Health Study” (Potosky & Monpoir, MPIs; Prawitz et al., 2006)
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Outcomes: Domains of Quality of 
Life
•Patient Reported Outcomes Measurement 

Information System (PROMIS®)

• Physical Functioning

• Social Functioning

• Depression

• Anxiety

• Fatigue

Jensen et al., 2017, Journal of Clinical Oncology
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Results Among Survivors: 
Financial Concerns

Level of Financial Stress:

27.7

40.17

32.14

overwhelming

moderate to high

low to no stress

Worry about Normal Monthly Expenses:

34

32

34

All the time

Sometimes

Rarely / Never
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• Acculturation associated with financial 

distress, but relationships became non-

significant once controlling for other 

clinical and demographic factors 

• Financial distress associated with some 

quality of life domains: Physical, Social, 

Fatigue

• Controlling for age, acculturation, clinical 

variables, education, employment, baseline quality 

of life and randomization group

• Unrelated to Anxiety and Depression

Results Overview 
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How Might we Reduce Distress? 
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Nueva Vida Intervention
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Nueva Vida 
Intervention

Survivor Group Caregiver Group

Gather together / Discuss 
topics
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Nueva Vida Intervention

•8 “talleres” (workshops)

•2 per month 

•5 core topics 

•3 topics: “Research 

Democracy”

• Survivors and caregivers 

meet in separate rooms

•All gather together at 

end to discuss 

•Groups share a meal
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Results: PROMIS Outcomes
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Baseline PROMIS Scores
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Results: Anxiety
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Results: Depression
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Results: Fatigue
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Results: Physical 
Functioning

42

44

46

48

50

52

54

Baseline Post-Intervention 6-Month Follow-Up

Nueva Vida Intervention
Survivors

Usual Services Survivors

Nueva Vida Intervention
Caregivers

Usual Services Caregivers



11/24/2020

Results: Social 
Functioning
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What is the impact of COVID-19 on 
Survivors? 

41
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Cancer Survivors During COVID-19: 
Mental Health

42

64
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7 2

Depression

None Mild Moderate Severe

28

42
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Anxiety
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69.2%

Higher 
family 

support 
associated 
with lower 

anxiety

Letaief-Ksontini et al., 2020, Ann Oncol. 2020 Sep;31:S957–8. PMCID: PMC7506327.

29.7%
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Sources of Information & Patient 
Resources

43

• https://www.cancer.gov/about-cancer/coping/feelings

• https://www.cancer.gov/about-cancer/coping/feelings/anxiety-distress-pdq

• https://www.cancer.gov/news-events/cancer-currents-blog/2020/cancer-survivors-

managing-anxiety-distress

https://www.cancer.gov/about-cancer/coping/feelings/anxiety-distress-pdq
https://www.cancer.gov/news-events/cancer-currents-blog/2020/cancer-survivors-managing-anxiety-distress
https://www.cancer.gov/news-events/cancer-currents-blog/2020/cancer-survivors-managing-anxiety-distress
https://www.cancer.gov/news-events/cancer-currents-blog/2020/cancer-survivors-managing-anxiety-distress
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