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Program Background

Advancements in cancer diagnostics have led to signifi-
cant breakthroughs in precision medicine, genomics, and
targeted immunotherapies in recent years. While these
advancements have meant a steady decline in overall cancer
mortality rates, progress has not been equitable across
all populations: racial and ethnic minorities experience a
greater burden of cancer," individuals with lower education
levels, lower income levels, or living in impoverished areas
experience higher cancer mortality and incidence rates than
their more affluent counterparts, and socioeconomic dispar-

ities in cancer mortality continue to widen.?

Understanding health inequities and implicit bias—based on
race/ethnicity, ability, gender identity, geographic location,
income, education, age, sexual orientation, national origin,
and/or other personal characteristics—and understanding
their underlying causes can lead to more effective preven-
tion strategies and can help to manage and reduce existing

disparities in cancer incidence, treatment, and mortality.

The Association of Community Cancer Centers (ACCC)
has done a tremendous amount of work regarding health
disparities and implicit bias. In a joint effort with the Amer-
ican Society of Clinical Oncology (ASCO), ACCC released
resources to promote racial and ethnic diversity, equity, and
inclusion (DEI) in cancer clinical trials. This includes the Just
ASK™ Training Program, ASCO-ACCC Equity, Diversity,
and Inclusion Research Site Self-Assessment, and the Just
ASK™ Training Facilitation Guide. These outline key DEI

concepts and the role of implicit bias in clinical trial recruit-

ment, and identify opportunities and real-world examples
providers can utilize in practice. Other ACCC education
programs have sought to address mitigating disparities in
precision medicine, relative to specific cancer types such as
lung, breast, and prostate, as well as provide role-specific
tips and effective practices to address both regional and
national disparities.

In 2021, ACCC—uwith its partners the Virginia Mae King
Foundation, SHARE Cancer Support, the Latino Cancer
Institute, Cancer Support Community, Stupid Cancer, and
in collaboration with Pfizer—launched a program to explore
how well care teams identify and honor patients’ goals and

preferences.

As part of this program, comprehensive patient (n=148) and
provider (n=85) surveys were conducted in 2022 to gauge
perceptions on health care injustice and implicit bias, to iden-
tify patients’ goals and preferences, and through this lens,
highlight opportunities to personalize care for patients in the

community oncology setting.

Findings from these surveys have guided the development
of a suite of tools and resources that cancer teams can use to
further personalize care towards a patient’s unique goals and
preferences. These include a video series that demonstrates
best practices like gender-inclusive care, overcoming implicit
bias, and clear communication; a curated resource library that
multidisciplinary care teams can use to understand health care
injustices and guide personalized care; and a downloadable

infographic highlighting best practices for personalizing care.

These resources, together with expert insights from
ACCC's advisory committee, which include senior leaders
in health equity from both academic and community-based
cancer programs, can help prepare multidisciplinary care
teams to identify and address health care injustice and to
personalize care around patients’ unique characteristics,

goals, and preferences.

Snapshot of Current Landscape

Health disparities, health literacy, and implicit bias continue
to impact cancer care and cancer mortality rates, particularly
among medically underserved populations. According to
the World Health Organization (WHO), numerous studies
suggest that social determinants of health (SDOH) account
for 30% to 55% of poor health outcomes.®> SDOH are
defined as the nonmedical factors and conditions in which
people are born, grow, work, live, and age that shape the
conditions of daily life and influence health outcomes.?
These factors create more frequent and multilevel barriers
to quality cancer care, such as lack of access to treatment,
lack of health insurance, higher rates of financial toxicity, and
significant transportation obstacles.

Implicit bias, a form of bias that occurs automatically and unin-
tentionally, can affect judgements, decisions, and behaviors.
Studies have shown that the implicit biases of health care pro-
viders (eg, physicians, nurses, and other members of the care
team) can be associated with diagnostic uncertainty, negative
clinical interactions, less patient-centeredness, poor provider

communication, undertreatment of pain, and other ill effects.*
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https://courses.accc-cancer.org/products/just-ask-increasing-diversity-in-cancer-clinical-research#tab-product_tab_overview
https://courses.accc-cancer.org/products/just-ask-increasing-diversity-in-cancer-clinical-research#tab-product_tab_overview
https://redcap.asco.org/surveys/?s=MNXW38WFA3
https://redcap.asco.org/surveys/?s=MNXW38WFA3
https://www.accc-cancer.org/docs/projects/asco-accc/accc-asco-training-just-ask.pdf?sfvrsn=9d697dc6_16
https://www.accc-cancer.org/docs/projects/asco-accc/accc-asco-training-just-ask.pdf?sfvrsn=9d697dc6_16

Despite strides to reduce disparities, these factors con-
tinue to critically impact delivery of cancer care. While the
overall cancer death rate continues to decline in the United
States,® Black populations continue to carry a high cancer
burden; in fact, Black people have the highest cancer
mortality rate and the shortest survival of any racial/ethnic
group in the United States for most cancers.® The cancer
mortality rate of Black men (221 per 100,000) is 19% higher
than White men (186 per 100,000) and nearly twice that of
Asian and Pacific Islander men (113 per 100,000)." Black
women have a 40% higher breast cancer mortality rate
than White women, despite similar rates of incidence, and
are almost twice as likely as White women to experience
delays in surgery longer than 90 days.” These substantial
gaps in mortality compared to incidence rates spotlight the
ongoing disparities among the Black population stemming
from SDOH."

Patients living in rural Appalachia have a higher incidence
of colorectal, lung, and cervical cancer than those living
in urban areas. According to the American Association
for Cancer Research (AACR) Cancer Disparities Progress
Report 2022, lack of access or limited access to surgical
facilities continues to be a significant barrier for patients
needing cancer surgery, rendering patients from rural areas
across the United States extremely vulnerable. Studies
have shown that the density of surgical specialists is con-
siderably lower in rural areas compared with urban areas.
That gap widened significantly between 2004 and 2017,
with the largest increase in disparity among colorectal sur-

geons, specifically.”

Lesbian, gay, bisexual, transgender, queer, intersex, and
asexual (LGBTQIA+) minority populations also experience
significant disparities across the cancer care continuum,
from increased cancer risk to end-of-life care. According to
a 2022 survey by ASCO on sexual orientation and gender
identity data collection in oncology practices, sexual and
gender minority (SGM) populations (ie, LGBTQIA+ popu-
lations and those whose gender identity differs from their
sex assigned at birth) experience greater cancer risk than
the general population because of higher rates of smok-
ing, sexual minorities with breast cancer are diagnosed
at later stages and at younger ages than heterosexual/
cisgender counterparts, and sexual minorities with pros-
tate cancer experience greater psychological distress and

sexual dysfunction following treatment than heterosexual/

cisgender counterparts.® Moreover, the National Institutes
of Health have declared SGM populations as a health dis-
parities population, with national organizations (including
the American Medical Association and ASCO) calling for
increased attention to these populations in oncology care.?

Pre-Summit Survey

To inform the current program, ACCC conducted two
comprehensive surveys in 2022 to explore patients’ and
providers’ understanding of health care injustice in the
community oncology setting. Surveys probed whether and
how well care teams identified and honored patients’ goals
and preferences, and identified opportunities to personalize

care for patients in the community oncology setting.

Provider Survey Methodology

The online provider survey, conducted during the first 6
months of 2022, included 85 cancer care providers. For
inclusion in the survey, providers must have been clinical
or nonclinical health care professionals employed by an
ACCC-member cancer program or practice who provided

care and support services to patients with cancer.

Providers, 60% of whom practiced in urban areas, reported
working in community cancer programs, hospital systems,
or academic programs. Program administrators and nurses
represented the largest number of respondents (30% and
25%, respectively), however respondents also included phy-
sicians, financial advocates, navigators, and social workers.

(See Figure 1.)

Provider Survey Objectives
The provider survey, which was shared with multidisciplinary

cancer care providers, sought to:
¢ |dentify care team strategies for building trust with all
patient groups
* Gauge understanding of the concepts of health care
equity, equality, and justice
¢ Gauge whether social determinants of health are iden-

tified and addressed in practice

* Determine the percentage of practices that offered
training to care team members related to equity, diver-
sity, and inclusion; as well as the nature of the training
and the rate of provider participation

ASSOCIATION OF COMMUNITY CANCER CENTERS 3



Figure 1. ACCC Cancer Program Respondent Demographics (n= 85)

Area of Practice

Program Administrator 30% Community Cancer Program 30%
Nurse 25% Hospital/Hospital System 25%
Financial Advocate/Navigator/Counselor 13% Academic/NCI Cancer Program 13%
Social Worker 11% Private/Physician Practice 1%
Physician 8% Veteran Affairs Cancer Program 8%

*13% represented other multidisciplinary roles or did not identify a
specific role.

Years Practicing

<1 year

1-4 years
5-10 years
11-20 years

20 years +

*1% of participants surveyed did not respond.

*13% did not identify a specific area of practice.

Cancer Program Setting

N

60% 25% ‘ 15%

Urban Small town/

rural

Suburban

Patient Survey Methodology

The patient survey, conducted during the first 3 months
of 2022, included 148 patients gathered from an online
survey panel and ACCC partner organizations. For inclu-
sion in the survey, patients must have been treated for
cancer in the prior 5 years and belong to at least 1 of the
following populations: Black, Hispanic, other minority race,
LGBTQIA+, live in rural areas, or aged 75-plus.

Over 50% of patients surveyed identified as a member of
racial or ethnic minority population (inclusive of participants
who identified 2 or more races/ethnicities). Approximately
15% of patients identified as LGBTQIA+. For nearly 30% of
patients, a high school diploma/GED was the highest edu-
cational degree earned and reported household income
was less than $50,000 per year. Over half of patients did
not work due to retirement (36%) or disability (18%). Thir-
ty-two percent of patients lived in small towns/rural areas.

Patient Survey Objectives
The survey of patients with cancer and cancer survivors
sought to explore patient experiences and perceptions
related to:
¢ Health care and access to health care
¢ Health insurance
e Cancer treatment experience and satisfaction
* Provider discussions on clinical trials
¢ Fair and ethical treatment by providers
e Communication with providers
* Health care equity and justice in the community
oncology setting
e Diversity, equity, and inclusion in the community
oncology setting

¢ Shared decision-making and patient goals and
preferences

* Professional counseling services and patient
support services
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Figure 2. Patient Survey Demographics (n=148)

White 68%
Black or African American 24%
Hispanic 17%
Asian 7%
American Indian or Alaska Native 5%
Native Hawaiian or Other Pacific Islander 1%
Different identity 2%

*Some participants chose to report 2 or more races or ethnicities.

Sexual Orientation

N

85% 15%
Straight/ LGBTQIA+
Heterosexual

Health Insurance/Care

Medicare 47%

Private health insurance 46%

Medicaid (may also be called by your state’s
program name such as Medi-Cali in 17%
California, etc.)

Medigap (supplemental insurance s
) 13%
for Medicare)

Military related health care: TRICARE

O,
(CHAMPUS)VA 4%
State-sponsored healthplan (under 1%
Affordable Care Act/Obamacare) °
Other government program 1%

*Some participants chose to report 2 or more insurance types.

Less than HS

High school/GED
Some college

College

Graduate school

*1% of participants surveyed did not respond.

Household Income

\ w
32% 32% 28%

o

<$50K $50-100K $100K+

*8% of participants did not report household income.

Treatment Status

Diagnosed

First Treatment

Additional
treatment

Maintenance
therapy

Monitored, no
active treatment
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Topline Findings From Provider &

Patient Surveys

Across all patient surveys, most respondents were
satisfied with the overall quality of their care, however
they reported a lack of understanding and discussion on
identity factors and racially/culturally specific aspects of
care; patients did not feel their care teams took the time
to understand their backgrounds, values, lifestyle, or cir-
cumstances, and how those factors might impact patients’
decisions about treatment. Patients also stated that

their providers did not discuss or address issues related
to sexual identity; racial or cultural identity; religious
considerations; race-based injustices; financial situation;
past negative experiences with the health care system; or

personal pronouns (see Figure 3).

While provider and patient surveys were not in a matched
sample (ie, health care providers and patients were not

from the same practice), nearly 70% of providers reported
that they do not initiate conversations related to the needs
of target populations.

Surveys also identified differences between the services
providers believe are offered to patients at each visit versus
the services patients report being offered during visits. In
fact, regarding the provision of information on financial
support for medical and transportation services—both
critical considerations for patients from underserved pop-

ulations—this difference was over 50 percentage points.

From these surveys, opportunities for core improvements
were identified along 3 key themes: Building Conversations
and Personalizing Care Around Patient Identity; Recogniz-
ing Signs and Employing Strategies to Overcome Implicit

Bias; and Enhancing Provider and Patient Communication.

Figure 3. Providers: Frequency initiating conversations with patients

M Often

Insurance coverage

B Almost always

Transportation access

Patient caregiver/social support
Financial stability

Employment status
Palliative/supportive care
Family concerns

Food insecurity

Housing conditions
Community engagement options
Dependent care

Clinical trial options

Hospice care

Populations with specific needs
Religious considerations

Sexual identity

Past race-based medical injustices
Cultural norms

Personal pronouns 6%

69%

60%
71%

53%

59%
45%

54%

32%
32%
28%
22%

26%

31%
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Core Improvement: Building Conversations and
Personalizing Care Around Patient Identity

Both patient and provider surveys revealed that while
important conversations with patients are happening on
topics such as insurance coverage; transportation access;
caregiver and social support; and financial stability, few
providers are initiating conversations about the specific

needs of target populations.

Only 32% of providers reported regularly addressing the
specific needs or religious considerations of patients in
target populations. Even fewer discussed sexual identity
(28%), personal pronouns (31%), previous race-based med-

ical injustices (22%), or cultural norms (26%) (see Figure 3).

Less than half (45%) of providers reported discussing clini-
cal trial options with patients, an area which already suffers
from low participation of minority groups and underserved
populations. In fact, according to recent analysis of cancer
treatment clinical trials, only 4% to 6% of clinical trial par-
ticipants are Black and 3% to 6% are Latino.’

Patients also reported mixed feelings and feelings of

dissatisfaction with their level of involvement in the

Figure 4. Patients: Experience with Cancer Treatment

decision-making process about tests and treatments
they received.

These findings point to a need to have conversations and
personalize care based on patients’ backgrounds, values,
and lifestyles.

Core Improvement: Recognizing Signs and Employing
Strategies to Overcome Implicit Bias

Patient surveys revealed that feeling included and under-
stood by providers was limited. While approximately 60%
of patients felt that they received appropriate accommo-
dations and support to meet challenges they faced (eg,
economic, age-related, language barriers, etc), approxi-
mately 20% of respondents were not satisfied and did not

feel understood by providers.

Nearly a quarter of patients surveyed felt their racial or
ethnic identity was not understood and 20% felt similarly
about their cultural identity. Another 14% of patients felt
their gender and/or sexual identity was not understood,
and 17% of patients felt that their disabilities were not
understood (see Figure 4).

H Agree (strongly or somewhat)

Were spoken to by doctors in a welcoming 89%
and inclusive manner °
Were spoken to by other members of the care 89%
team in a welcoming and inclusive manner -
Felt that you received appropriate

(o)
accommodations/support 62%

Felt that you received the right support to
meet the challenges you faced (economic, 61%

age-related, language barriers, etc.)

Felt that your gender and/or sexual identity B/FL
was understood

Felt that your racial or ethnic identity 43%
was understood

Felt that your disabilities were understood ~ FSEAZ

Felt that your cultural identity was understood ~ FSEFE

M Disagree (strongly or somewhat)

B Does not apply to me

N 2%

10% K3

20% 18%

21%

14% 39%
22% 35%
17% 44%
20% 45%
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Figure 5. Patient vs. Provider Reported Services and Assessments

Services Offered

Patients: Were you offered any of the following services by ANY of the providers that treated you?
Providers: Which of the following comprehensive cancer care services are offered in your practice?

B Patients == Providers

72% 71%
68%

66%

11%

3%
Information Genetic Professional Information Spiritual Transportation Caregiver Legal aid
about food and counseling psychological about financial resources/ services for getting support
nutrition* counseling support for medical religious to and from the
services expenses** support hospital
* “Nutritional support” in Provider survey
** “Financial navigation/counseling” in Provider survey
Services Used
Patients: Did the health care team that cared for you during your cancer treatment provide/do any of the following?
Providers: Which of the following assessments/tools do you use?
M Patients === Providers
81%
57%
32%
21%
22% —
Offered resources Screening to Asked about or had Offered resources or Asked about or Asked about or Offered resources
or discussed identify challenges, you complete a discussed financial screened you for had you complete or discussed fertility
sexual function assess fitness for questionnaire planning during clinical trail eligibility a questionnaire on planning prior to
and concerns treatment, and on transportation treatment *** pronouns, manner of treatment****
about sexual gauge the need needs, housing address, and other
activity* for social support situation, income identity factors

services** or other needs

* “Sexual history and discussion of potential sexual impact of treatment” in Provider survey

** “Geriatric screening to identify challenges, assess fitness (physical, mental clarity, etc.), and gauge the need for social support services” in Provider survey
*** “Screening for risk of financial distress and referral to financial advocacy/navigation services” in Provider survey

***x Asked as “Which of the following comprehensive cancer care services are offered in your practice? Fertility consultation” in Provider survey
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Approximately 13% of patients were dissatisfied with the
level of diversity in their care team and 9% did not feel their
concerns and questions stemming from cultural, religious,
or other aspects of identity were addressed with respect.
Moreover, 13% of patients did not feel that they were

treated by their care teams as unique individuals.

These findings suggest that additional training for provid-
ers on recognizing implicit bias and providing strategies to

overcome bias in community care settings is needed.

Core Improvement: Enhancing Provider and

Patient Communication

Patient and provider surveys revealed differences between
the services and support providers believe are regularly
offered to patients and what services and support patients
reported were offered during visits (see Figure 5). While
provider and patient surveys were not in a matched sample
(ie, health care providers and patients were not from the
same practice), these differences highlight a need to

improve communication.

While 72% of providers reported that information about
financial support for medical expenses was offered to
patients, only 22% of patients reported that they were
offered these services. Similarly, 71% of providers believed
transportation services for getting to and from the hos-
pital were offered to patients, while only 18% of patients
reported being offered transportation. Moreover, provid-
ers (81%) reported utilizing assessments/tools (eg, patient
questionnaires) to gauge transportation, housing, income,
or other needs, yet only 18% of patients reported being
asked about or completing a questionnaire, revealing a
disparity of 63 percentage points.

Furthermore, critical conversations about genetic counsel-
ing and clinical trial eligibility are not taking place as often
as they should. While 66% of providers believed patients
are offered genetic counseling, just 30% of patients
reported being offered this service. Fifty-seven percent of
providers reported that they ask about or screen patients
for clinical trial eligibility, yet only 15% of patients reported

being asked about or screened for clinical trials.

Resources

In order to help multidisciplinary care teams identify and
address implicit bias and health care injustice and promote
humility and the personalization of care around patients’
identity, goals, and preferences, ACCC—in collaboration
with its advisory committee and program partners—has
developed an array of practical tools and resources that
are available on its website.

Personalizing Care Video Series

The Personalizing Care Video Series is a collection
of 3 short videos that have been professionally devel-
oped to help multidisciplinary care teams recognize
implicit bias and health care injustice and offer effective
strategies to personalize care. Through different scenarios
and role-playing based on real-world experiences observed

in various practice settings, these videos explore:

Q Building Conversations and Personalizing Care
Around Patient Identity

“Beyond Labels: Personalize Care Conversations”

A young transgender woman who is concerned about a
lump in her groin area undergoes an awkward experience
at a cancer clinic. Watch as she and her physician find ways
to overcome the awkwardness and personalize questions

around her specific circumstances.

Q Recognizing Signs and Employing Strategies to
Overcome Implicit Bias

“Beyond Bias: Promote Equity in Care”

A financial counselor makes assumptions about a patient’s
ability to pay for care based on his first impressions of her
well-to-do appearance and arrival to the appointment in a
fancy car. He does not ask her questions that adequately
probe her financial situation and is unwilling to accom-
modate her repeated requests for financial assistance for
her treatment because of his implicit bias. He later learns
that the car in fact belongs to a friend from her church,
who offered to drive her to the appointment because she
has no car. When he also realizes that she is a widow in
a desperate financial situation, he makes every effort to
accommodate her. He learns that he should not make
assumptions and should ask the same questions of every

patient to ensure equity.
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Q Enhancing Provider and Patient Communication

“Beyond Barriers: Speak Clearly, Care Deeply”

A well-meaning nurse who is aware of inclusivity and health
equity best practices, including a patients preferred lan-
guage, assumes that her patient would prefer to have his
son translate their conversation into Spanish rather than
try to understand the conversation himself in English. She
addresses the patient’s son rather than the patient and speaks
too quickly; thus, despite her patient’s limited ability to under-
stand English and his son’s willingness to translate, they all
realize that addlitional assistance through a professional inter-
preter is needed to address complex medical terminology

and concepts to ensure the patient understands.

Care teams can use these videos to consider the level of
personalized care offered in their own programs and reflect
on their competence with respect to these themes.

Resource Library

ACCC has curated a comprehensive resource library of
nationally available publications, tools, videos, and other
assets to help multidisciplinary care teams identify and
address implicit bias and health care injustice, and facil-
itate the personalization of care for patients. The library
also includes a downloadable infographic highlighting
best practices for personalized care. Access the library at

accc-cancer.org/personalizing-care-library.
The resource library encompasses the following topics:

L] Building Conversations and Personalizing Care
Around Patient Identity

This collection of articles, tools, and resources highlights
the challenges experienced by disproportionately affected
groups, including Black people, Indigenous people, people of
color, women, the LGBTQIA+ community, bariatric patients,

older adults, and adolescents and young adults.

m Recognizing Signs and Employing Strategies to
Overcome Implicit Bias

This comprehensive collection of articles, tools, and resources
highlights key concepts related to health equity, health liter-
acy, implicit bias, medical injustices, and social determinants
of health.

[ ]| Enhancing Provider and Patient Communication

This collection of articles, tools, and resources explores
issues related to language and cultural barriers, culturally
competent care, telemedicine, and measuring personal and

organizational health equity in practice.

Key Takeaways

The findings and resources from this ACCC program are
only the start of this important work. Understanding how
to identify and address health care injustice and implicit
bias lays the groundwork for real change, and the practical
tools developed through this program can help identify
and promote opportunities to personalize care for patients
according to their goals, values, and preferences.

By utilizing the tools and resources from this program, pro-
viders can better:

(¥) Initiate patient conversations that incorporate a
patient’s individual characteristics, values, lifestyle,

and unique circumstances

(¥) Ensure patient discussions consider identity factors
and social determinants of health (eg, race, culture,
sexual identity, religious considerations, financial situ-
ation) that may impact care or decision-making about

treatment

(¥) Consistently utilize universal health literacy best prac-
tices with all patients (eg, communicate clearly, use
plain language, utilize teach-back method) to ensure

equity in care

(¥) Learn to recognize the signs of implicit bias and

healthcare injustice to reduce disparities in care

(¥) Ensure every patient is informed about available ser-
vices (eg, financial support, transportation services,

clinical trials) to avoid implicit bias

(¥) Practice humility and regularly reflect on competence

level of personalizing care for patients
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