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TRUST AND MISTRUST IN SHAPING
ADAPTATION AND DE-IMPLEMENTATION
IN THE CONTEXT OF CHANGING

SCREENING GUIDELINES

Objective: To understand barriers and
facilitators to the adaptation of programs
reflecting changing scientific guidelines for
breast/cervical cancer screening, including
factors influencing the de-implementation of
messaging, program components, or screen-
ing practices no longer recommended due to
new scientific evidence.

Design and Methods: We conducted a con-
vergent mixed-methods design in partnership
with The National Witness Project (NWP), a
nationally implemented evidence-based lay
health advisor (LHA) program for breast/cer-
vical cancer screening among African Ameri-
can (AA) women. Surveys were conducted
among 201 project directors (PDs) and

LHAs representing 14 NWP sites; in-depth
interviews were conducted among 14 PDs to
provide context to findings. Survey data and
qualitative interviews were collected concur-
rently from January 2019-January 2020.

Setting: National sample of NWP sites from
across the United States.

Results: Trust and mistrust were important
themes that arose in quantitative and qualita-
tive data. Common concerns about adapting
to new guidelines included: 1) percep-

tions that new guidelines misalign with the
personal values and beliefs of AA women;

2) mistrust of guidelines, providers, medical
organizations; 3) confusion about inconsis-
tent guidelines and concern they are based
on studies that don't reflect the experience of
AA women (who experience more aggressive
tumors at younger ages); and 4) belief that
breast self-exam (BSE) is an empowerment
tool for AA women and should be included
to promote awareness, given many women
discovered lumps/cancer through BSE.

Conclusion: Findings highlight that trust
and mistrust are important but understudied
social determinants of health among AAs
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INTRODUCTION

Eliminating racial inequities in
cancer is a national priority." Breast
cancer is responsible for a large pro-
portion of cancer-related morbidity
and mortality among African Ameri-
can (AA) women.' Markedly, breast
cancer death rates are 40% higher
in AA women compared with White
women, despite similar incidence
rates overall." Further, AA women
have a higher proportional incidence
of aggressive breast cancer at young-
er ages and less explanatory benefit
of BRCA1/2 genes.! While many
factors contribute to this disparity,
including tumor characteristics, co-
morbidities, and differential access
to and response to cancer treatment,

later stage at diagnosis is one con-
tributing factor.! Only about half of
breast cancers among AA women are
diagnosed at a local stage compared
with 64% in White women'; this
has been attributed in part to lower
frequency of, and longer intervals
between, mammograms and delayed
diagnostic follow-up.! Mammogra-
phy screening is the most effective
method for early detection of breast
associated with
30%-50% reduction in breast can-
cer mortality.” Increasing participa-

cancer available,

tion in, and maintenance of, repeat
screening and diagnostic follow-up
among AA women is necessary to
reduce the excess burden of cancer
experienced among this population.

Lay health advisors (LHAs) are

that should be considered in implementation
science as they: 1) have critical implications
for shaping health inequities; and 2) help ex-
plain and contextualize why new screening
guidelines may not be fully embraced in the
AA community. Ethn Dis. 2021;31(1):119-
132; doi:10.18865/ed.31.1.119
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trained community members who
deliver health education, naviga-
tion, resources, and social support in
community and clinical settings.**
Efficacy and effectiveness trials in-
dicate that LHA programs are effec-
tive in improving behavior change
for many health issues, including
cancer screening, with the stron-
gest evidence from studies among
racially/ethnically diverse popula-
tions.”” LHA programs have made
strong contributions toward the re-
duction of health disparities and are

1he goal of this
research was to advance
understanding of how
1o support programs to
stay evidence-based over

time. ..

increasingly being implemented in
the prevention and management of
many chronic diseases.” Research is
needed to inform how to best imple-
ment and sustain such programs
over time to maximize their impact
on populations experiencing inequi-
ties and reduce the burden of breast
cancer among AA women. The Na-
tional Witness Project (NWP) is an
exemplar of sustained and effective
LHA programs; it has been identi-
fied as one of the National Cancer

Institute’s (NCI) Evidence-Based
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Cancer Control Programs (compen-
dium of evidence-based programs)
for its impact on breast/cervical can-
cer screening among AA women.
NWP was founded by AA breast/
cervical cancer survivors to reduce
cancer stigma and address inequities
in early detection behaviors among
AA women who experience greater
structural barriers to screening and
health care access, including experi-
ences of discrimination and medi-
cal mistrust.>” NWP uses a theory-
based, culturally appropriate model;
during 60-90 minute group-based
LHAs

provide resources, support, and edu-

‘sessions’ in communities,

cation, with follow-up navigation
as needed.®’ Half of the LHAs are
cancer survivors who deliver power-
ful testimonials. Since 1990, N'WP
has been disseminated and imple-
mented across 22 states, with more
than 400 volunteers, reaching more
than 15,000 women annually.®’

There has been strong growth
in the field of dissemination and
implementation science (D&I) to
address the gap between research
and practice.'” While there has been
great focus on context, including
the multi-level factors that shape the
initial implementation of evidence-
based 1

has focused on de-implementation

intervention,'" little work
of interventions or program com-
ponents/messaging over time. De-
implementation is the removal or
replacement of practices that no
longer are (or never were) supported
by the best available evidence, be-
cause they are unnecessary, costly,
harmful, or do not improve health

outcomes, > a priority area for the

National Institutes of Health (NIH,
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NOSI NOT-CA-20-021). Consis-
tent with The Dynamic Sustainabil-
ity Framework,'* some changes may
be adaptive and appropriate in real-
world contexts that are dynamic and
change over time. For example, de-
implementation may be warranted in
the context of changing evidence,”
as is the case with updates in breast
cancer screening guidelines. Current
recommendations differ from guide-
lines that were in place when NWP
was developed more than 25 years
ago and have changed multiple times
in recent years. These changes have
caused confusion among commu-
nity members, related in part to of-
ten conflicting screening guidelines
across national organizations (eg, age
and interval of reccommended screen-
ing).118
time NWP was developed endorsed

Previous guidelines at the

mammography screening annually
for women aged >40 years and clini-
cal breast exams (CBE) and breast
self-exams (BSE). As of 2016, the
US Preventive Services Task Force

(USPSTEF)

SC[‘CCI‘IiI‘lg mammography fOl‘ wom-

recommends biennial
en aged between 50-74 years; as of
2009, they no longer recommend
CBE or BSE. The American Cancer
Society (ACS) recommends average
risk women start annual mammogra-
phy at aged 45 and women, aged >55
years should transition to biennial.
CBE is not recommended for breast
cancer screening and no BSE state-
ment is provided.”” Both ACS and
USPSTEF support breast self-aware-
ness and informed decision-making.

Research is needed to under-
stand barriers and facilitators to
adaptation of programs to reflect
changing scientific guidelines for



cancer screening, including factors
influencing the de-implementation
of messaging or program compo-
nents that reflect screening practices
no longer recommended or with
limited benefit according to new sci-
entific evidence. This is particularly
important to understand among AA
communities that may experience
higher levels of mistrust of provid-
ers and medicine, rooted in a system
of both historical and ongoing struc-
tural discrimination and abuses in
the US context (including but not
limited to the Tuskegee study).?"*

Despite the critical role of social
determinants of health (SDOH) and
structural factors in shaping health
inequities, relatively little work in
D&I science has examined the role
of SDOHs in shaping implementa-
tion and de-implementation of pro-
grams, especially in racially diverse
community settings experiencing in-
equities. The goal of this research was
to advance understanding of how to
support programs to stay evidence-
based over time; to do so, we con-
ducted a mixed-methods study in
partnership with NWP sites to pro-
vide a contextualized understand-
ing of perceptions of and barriers to
implementing new guidelines and
de-implementing outdated screen-
ing guidelines among AA women.

METHODS

Participant Recruitment

Our research was approved by
the Columbia University institu-
tional review board (IRB) and all
procedures followed were in accor-
dance with the ethical standards of
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the IRB. All NWP sites that were
considered as operational at the
start of the study (eg, sites conduct-
ing at least one educational session
in past two years) were invited to
through dis-
tributed by mail and email to site
project directors (PDs). Of the 16
sites, a total of 14 sites participated.

participate letters

Data Collection

We used a convergent mixed-
methods data collection® that lever-
ages the strengths of rigorous quali-
tative methods (eg, greater depth)
and breadth of quantitative survey
data. Survey data and qualitative
interviews were collected concur-
rently from January 2019 — Janu-
ary 2020. LHAs learned about the
study through in-person meetings or
webinars with the principal investi-
gator (PI) and national NWP team.
If interested, they completed a par-
ticipant interest form and were con-
tacted by the research assistant (RA).
We sought to recruit as many eligible
and active LHAs as the site had. To
be eligible, participants had to be an
active PD or LHA at participating
NWP sites. Informed consent was
obtained from all patients being in-
cluded in the study. Survey data were
collected online through Survey
Monkey (83%) or by paper surveys
that were mailed or securely scanned
back to the study team (17%); quali-
tative

by phone by a trained RA or PIL.

interviews were conducted

Surveys

Surveys involved a combination
of open- and closed-ended ques-
tions, informed by prior measures

piloted with NWP or from the lit-
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erature. We used an adapted mea-
sure from Massatti and colleagues®
that has demonstrated acceptable
reliability in prior work. We used
25 items among PDs and 14 items
among LHAs to assess barriers/
facilitators  to  de-implementation
across six domains (Decision and
planning influences; Organizational
support; Implementation enhance-
ment factors; Organizational beliefs/
expectations about compatibility;
and Implementation processes and
progress; Trust/Mistrust)** as well
as the adaptation sub-scale from
the Program Sustainability Assess-
ment Tool.” Additional questions
assessed knowledge of and attitudes
toward guidelines, extent to which
the program has been adapted based
on new guidelines, and barriers and
facilitators to de-implementation of
certain screening practices (eg, BSE,
CBE, changes in age and interval of
mammography and pap tests). Uni-
variate and descriptive analyses were
conducted based on survey items.

Interviews

Using semi-structured interviews,
the RA or PI (both trained in quali-
tative methods) interviewed site PDs
and asked open-ended questions
with neutral, open-ended probes.
Interviews were transcribed verbatim
from audiotapes. The PI and the RA
reviewed all transcriptions using a

26

thematic analytic approach.”® Analy-
ses followed a systematic, iterative
process in which transcripts were
read for familiarity with content.
Researchers took an inductive ap-
proach to analysis to identify codes
and general themes, with accompa-

nying quotes reflecting these themes.
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Table 1. Lay health advisor (LHA) and project director (PD) sociodemographic characteristics

PDs, N=14 LHAs, N=187 Overall, N=201
n (%) n(%) n (%)

Race
Hispanic (0%) (3%) 5 (3%)
Non-Hispanic: African American/Black 14 (100%) 179 (97%) 193 (97%)
Age 24-78 (mean=57) 17-88 (mean=55) 17-88 (mean=55)
Education level

Less than high school 0 (0%) 4 (2%) 4 (2%)

High school graduate or GED 0 (0%) 26 (14%) 26 (13%)

Some college training 1 (7%) 1 (22%) 42 (21%)

Associate’s degree 0 (0%) 4 (13%) 24 (12%)

College or university graduate 3 (21%) 4 (24%) 47 (24%)

Craduate or professional degree 10 (71%) 4 (24%) 54 (27%)
Employment status

Working full-time 7 (50%) 1 (49%) 98 (49%)

Working part-time (7%) 3 (13%) 4 (12%)

Retired 3(21%) 5 (30%) 8 (29%)

Homemaker 0 (0%) 6( %) 6 (3%)

Unable to work 0 (0%) 2 (1%) ( %)

Other 3 (21%) 7 (4%) (5%)
Survivorship

Cancer survivor 53 (29%)

Not a cancer survivor 130 (71%)
Primary care

Has a primary care physician (PCP) 13 (93%) 178 (97%) 191 (97%)

Does not have a PCP 1 (7%) (3%) 6 (3%)
Health insurance

Medicaid and/or Medicare 5 (36%) 64 (35%) 69 (35%)

Employer-provided insurance 8 (57%) 87 (48%) 95 (49%)

Pay for insurance out-of-pocket 0 (0%) 9 (5%) 9 (5%)

Affordable Care Act 1 (7%) 4 (2%) 5 (3%)

| do not have health insurance 0 (0%) 6 (3%) 5 (3%)
Other 0 (0%) (6%) (6%)
Health status

Excellent 2 (14%) 5 (10%) 7 (10%)

Very good 6 (43%) 3 (35%) 9 (36%)

Good 4 (29%) 5 (36%) 9 (36%)

Fair 2 (14%) 9 (19%) 1 (19%)

Poor 0 (0%) 0 (0%) 0 (0%)
RESULTS ifornia, Connecticut, Harlem NY, organization. All but five partici-

Sociodemographic and Site
Characteristics

In 2019, surveys and interviews
were conducted with 14 PDs and
187 LHAs (total N=201). An aver-
age of 14 LHAs were surveyed per
site (ranging from 0-29/site). Sites
included: Arkansas, Buffalo NY, Cal-
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Houston, Kansas, Las Vegas, Long
Island NY, Madison, NE Louisiana,
Rochester NY, South Carolina, and
Saint Louis. Most sites (71%) were
free-standing in the community,
21% were partially or fully support-
ed by an academic or medical organi-
zation, and 7% were affiliated with/
based in another community-based

pants identified as African American
or Black women, with an average age
of 55 years. Half of the sample was
working full-time (49%) and 29%
were retired. Nearly 30% were can-
cer survivors and most had employ-
er-provided insurance (49%). Table
1 displays sociodemographic char-
acteristics for the study population.

Ethnicity & Disease, Volume 31, Number 1, Winter 2021
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Table 2. Implementation of screening guidelines

PDs LHAs Overall

Recommended age to begin mammography screening (n=13) (n=161) (n=174)
Before 40 23% 14% 14%
40 77% 80% 80%
45 0% 4% 3%
50 and later 0% 2% 2%

Recommended mammography screening frequency (n=13) (n=181) (n=194)
Every year 92% 86% 87%
Every other year 8% 7% 7%

I don’t know 0% 4% 4%
Other 0% 3% 3%
Screening guidelines used at NWP site (n=13) (n=176) (n=189)
American Cancer Society 54% 39% 40%
US Preventive Services Task Force 8% 2% 2%
Materials and guidelines from local NWP site 23% 13% 13%
Materials and guidelines from NWP national organization 15% 28% 28%

I don’t know 0% 14% 13%
Other 0% 4% 4%
Awareness of changing breast/cervical cancer screening guidelines in recent years (n=13) (n=180) (n=193)
Not so aware 0% 10% 9%
Somewhat aware 15% 39% 37%
Very aware 85% 52% 53%
Awareness of changes made to NWP programming to reflect new breast/cervical cancer screening (n=14) (n=181) (n=195)

guidelines
Aware 79% 75% 75%
Not aware 21% 25% 25%

PD, project director; LHA, lay health advisor; NWP National Witness Project.

Attitudes and Beliefs Toward
Evidence-based Guidelines and
Adaptations

Overall, both LHAs and PDs
were supportive of making adap-
tations to keep the program evi-
dence-based. The majority of those
surveyed believed using evidence-
based practices and guidelines is
important within the NWP pro-
gram (89%) and that their site de-
livers education and services that
are evidence-based (85%). More
than 70% agreed that their site
regularly reviews the evidence-
base of the program and adapts
the program as needed (eg, based

on new screening guidelines).

Implementation of Guidelines
Most LHAs and PDs reported

their site uses screening guidelines
from ACS (40%) or guidelines from
the NWP organization (41%), and
recommend women begin mam-
mography at age 40 (80%) and get
screened annually (87%). Most par-
ticipants reported being very aware
of changes made to breast/cervical
cancer screening guidelines in recent
years (53% overall; 85% PDs; 52%
LHAs). Reflecting this, more than
half the participants reported that
their site updated messaging about
age of initiation or frequency of mam-
mography screening (56%), and re-
ported changes made at their site to

Ethnicity & Disease, Volume 31, Number 1, Winter 2021

program components relating to BSE
(38%) and CBE (26%). BSE (86%)
and CBE (70%) were commonly re-
ported as educational components
in NWP programming (Table 2).

Barriers and Facilitators to
Adaptation (Quantitative)

The most commonly reported
barriers to adapting programming to
reflect new screening guidelines were
fairly consistent across LHAs and
PDs and included: 1) lack of fund-
ing (33% of PDs, 38% of LHAs), 2)
insufficient number of trained LHAs/
staff (50% of PDs, 20% of LHAs),
3) need for new educational mate-

rials/video (33% of PDs, 19% of
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Table 3. Barriers and facilitators to implementation and de-implementation in the context of new screening guidelines among
lay health advisors and project directors, Part 1

Domain Construct Question PDs, n=13 LHAs, n=178 Overall, n=192

Agree Neutral Disagree Agree Neutral Disagree Agree Neutral Disagree

Trust/ mistrust ~ Trust/ mistrust ~ There is high 53%  15% 31% 57%  30% 12% 57%  29% 14%
trust of medical
organizations and
providers among
our community

| trust the new 46%  31% 23% 67%  27% 6% 64%  27% 9%
breast cancer
screening guidelines

Decision External Other sites are 23%  69% 8% 47%  51% 2% 46%  52% 2%
find planning support implementing the
influences new screening

guidelines

Scientific There is evidence 92% 0% 8% 85% 12% 4% 86% 11% 4%
evidence that BSE is effective

Strong evidence 61% 8% 0% 63%  35% 2% 65%  33% 2%
informed the

changes in

mammography

guidelines

There is evidence 92% 7% 0% - - - - - -
that CBE is effective

External group  We receive pressure  30% 31% 38% - - - - - -
influence from our partners

and funders to use

the new guidelines

Organizational  Staff and Women in the 61% 8% 31% 57%  39% 5% 56%  37% 7%
support community community are
support supportive in
making guideline
changes

LHAs are supportive  54%  31% 15%  74%  24% 2% 72%  25% 3%
of making the

recommended

guideline changes

Organizational ~ Organizational 84%  15% 0% 85%  13% 2% 85%  14% 2%
commitment  leadership is

supportive

in making

recommended

guideline changes

Attitude toward | think 46% 31% 23% - - - - - -
innovation implementing the

new guidelines is a

very good idea

The training we

Technical need to use the o o o o o o o o o
assistance new guidelines is 77% 15% 8% 71% 24% 5% 74% 24% 3%
available

My site is well-
Knowledge informed aboutthe  69%  31% 0% 75%  23% 2% 75%  23% 2%
new guidelines

PDs, project directors; LHAs, lay health advisors; BSE, breast self-exam; CBE, clinical breast exam
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Table 4. Barriers and facilitators to implementation and de-implementation in the context of new screening guidelines among
lay health advisors and project directors, Part 2

Domain

Implementation
enhancement
factors

Organizational
compatibility

Implementation
process and
progress

Adaptation

Construct

Question

PDs, n=13

LHAs, n=178

Overall, n=192

Agree Neutral Disagree Agree Neutral Disagree Agree Neutral

Disagree

Ongoing
slack
resources

We have the
resources
necessary to
support the
recommended
changes

62%

8%

30%

70%

25% 5% 70% 24% 5%

Resource
availability

Limited funding
is a barrier to
using the new
guidelines

31%

31%

38%

Compatibility

The new
guidelines are
compatible with
my beliefs about
breast cancer
screening

31%

46%

23%

Ease of use

Itis easy to
train staff on
new screening
guidelines

74%

25% 3% - - -

Assimilation

There has been
healthy discussion
about changing
the program

to reflect new
guidelines at our
site

46%

38%

15%

Adaptation

My site regularly
reviews the
evidence base of
the program

79%

21%

0%

71%

21% 8% 71% 21% 8%

My site adapts
program as
needed

79%

7%

14%

83%

13% 4% 83% 12% 6%

My site makes
decisions about
which program
parts are
ineffective

71%

7%

21%

75%

16% 9% 75% 15% 10%

PDs, project directors; LHAs, lay health advisors.

LHAs), and 4) lack of support from
the community (25% of PDs, 12%
of LHAs). In expanding on these con-
cerns through short-answer, women
elaborated on several issues, includ-
ing: 1) perception that guidelines are
confusing for community; 2) concern
that guidelines recommending that
mammograms occur less frequently

may result in AA women not getting
screened at all; and 3) concern that re-
moving BSE from programming will
not be supported by survivors who
found their lump/cancer through
BSE or younger AA women who do
not have other screening options.

We examined a range of factors
that may influence implementation

Ethnicity & Disease, Volume 31, Number 1, Winter 2021

of new guidelines and de-implemen-
tation of old guidelines across six
key domains (Tables 3 and 4). We
found that trust and mistrust were
important domains: 1) only 57% of
women agreed that there is high trust
of medical organizations/providers in
their community (53% of PDs; 57%
of LHAs); and 2) 64% of women
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trusted the new breast/cervical can-
cer guidelines (46% of PDs; 67% of
LHAs). Additionally, we found that
only 56% of the sample perceived
AA women in the community to be
supportive of adapting to changes

(61% of PDs; 57%

in guidelines

of LHAs) and 72% perceived LHAs
as supportive of making changes
(54% of PDs; 74% of LHAs). Fur-
thermore, 31% of PDs perceived
the new screening guidelines to be
compatible with their beliefs about
breast/cervical

cancer screening.

PD Perceptions and Concerns
Regarding Updating Screening
Guidelines (Qualitative)

We conducted qualitative inter-
views among PDs at 14 sites to pro-
vide depth to the quantitative find-
ings. Tables 5 and 6 provide details on

Table 5. Key themes/quotes representing project director concerns about implementing new guidelines and de-

implementation of outdated guidelines

Key Concern: Changing guidelines misaligned with African American women’s needs and experiences

1) Perception that AA
women may need
screening at younger
ages due to invasive
cancers and strong
family history

2. Perception that

if program keeps
changing, women in
the community will
stop listening and
trusting them, and
will ultimately be left
behind

3) Belief that
guidelines don’t

reflect AA women
experiences & BSE is
important for those not
getting mammograms

“We think [BSE] is very important. Because we know several women, especially some of the women that were
volunteers in the past. Most of them found their lumps themselves. And we’re gonna continue that, because
everybody doesn’t go out & get a mammogram, even though you really stress it, but they don’t do it...So, it's very
important that you do the BSE, we're still teaching that...you’ve got to consider the social economic conditions.
Everybody just doesn’t go out & get a mammogram... those women that are under age 40, whose doctors don’t
even recommend getting mammograms until they’re 40. If you start teaching them young, to examine your
breast every month, you don’t know how many lives you can save.”

“[Taking out BSE] has been hard, because that was something that we were taught in the beginning. But | know
that as the world changes, ...everything else change. They'll tell you that it will be a screening every other year,
and then they’ll go back the next year and tell you screening every year, but this is my take on it is: if you have
family history of cancer, I think that you should be screened yearly. That’s just me. But when the guidelines
change, we have to go with the guidelines. We use the ACS...the BSE is educational... You get them in the habit
of going yearly, and then it changes and they think that it shouldn’t change. It shouldn’t be every other year. But,
if they think every year, instead of them not getting it period, then go every year...I wouldn’t want them to say,
since y’all keep changing that, just forget it. I'm not doing it...because | know that everything is forever changing,
and | just go with the changes.”

“The population of people we’re dealing with is quite different from population on a national level where people
are going in from mammography, and a physician’s exam, a lot of these people don’t go to the doctor, period.

So we still have to mention both BSE and clinical exams. | think those are critical pieces of information....All that
to say that BSE and checking yourself, it still has a place. Right and people in rural communities, they don’t have
always access to care and there are disparities... a lot of them feel like it is not broken, don’t fix it. I'm not hurting
and | don’t have a problem. I don’t need to go to a doctor.”

Key concern: Eliminating breast self-exam (BSE)

4) Many AA LHAs and
role models in the
program found their
own cancers through
BSE and importance is
ingrained in them

5) Belief that BSE
is conducive when
trained

“They're not recommending self-exams anymore, but I know all of my volunteers still educate on self-exams...As
a group, we decided that it's still worth giving our shower cards, because a lot of volunteers have been the ones
to find their lumps, so that’s going to be something that’s going to be part of us....so many of them have found
their breast cancer on their own while doing their self-examination, so I think that it’s just important to continue
to educate women on just being able to identify the problems, and being acquainted with their bodies... if a
volunteer that has been educating on BSE for 20 years, then | think it’s ingrained in them...

“We were on top of that stuff..Women were empowered to take control over their breast health and talk to the
doctor-- | found something, this is where | found it, we need to see what we need to do about it. A lot of the
women had detected their lumps too. And theirs was still age 40, but since so many African American women,
well women of color, also had the invasive breast cancers, we started asking younger women to look at their
family history...if there was breast cancer in their family, to go and approach their doctors and ask them to get
genetic testing done... and insist that they let them start getting mammograms.”

“Currently, we follow ACS....and then we also actually teach national guidelines so we explain you may or may
not get the same answer from your provider...We actually disagree with the suggestion that BSE is actually not
conducive. It is, when trained appropriately, and with the right system. At the end of the day, we teach informed
decision-making.”
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key themes (concerns and strategies)
that arose related to updating screen-
ing guidelines and de-implementing
BSE. Key concerns included: 1) Per-
ception that AA women may need
screening at younger ages due to in-
vasive cancers and strong family his-
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tory; 2) Perception that if sites keep
changing the program (based on
changing guidelines), women in the
community will stop listening to and
trusting them, and will ultimately be
left behind; 3) Many AA LHAs in

the program found their own can-

cers through BSE and its importance
is ingrained in them; 4) Confu-
sion due to perceived inconsistency
across guidelines and belief that BSE
is conducive when trained correctly;
and 5) Belief that guidelines don’t
reflect and weren’t informed by the

Table 6. Key themes/quotes representing project director strategies for implementing new guidelines and de-implementation

of outdated guidelines

Recommended strategy: reframing breast self-exam (BSE)

1) Framing BSE as
empowerment and
awareness tool for AA
women

2) Aligning BSE as breast
self-awareness (vs screening)
in line with funder
requirements

3) Leveraging trust in NWP
as organizational resource
to communicate changes in
guidelines.

“The struggle I have is it took us a long time to get women to even consider doing BSE that I think it's a
shame that we're not recommending that they do it anymore...the history of African American women and
treating themselves last, not taking care of the signals that their bodies are sending them... It's just gonna be
a pound the pavement, one woman at a time to get people to understand, women to understand that they
are valuable. That they are important. They need to listen to their bodies. If it means, touching their breast,
doing a self-exam. That's gonna work for them, then that’s gonna work for them.”

“We do the clinical breast exam and then we do breast self-awareness, because our funders won't allow us
to do breast self-exam.... We are giving the same information as the breast self-exam, except we're saying
breast self-awareness. The women need to be aware of her breast and the breast changes, and that’s how
we have to do it with this particular grant...there’s been no resistance. Our team, they just basically want to
make sure that they we're giving out the right information at all times.”

“We really didn’t remove [BSE]. We still teach and we just make sure that they know it's an awareness tool
and not a preventative/screening tool. We teach that during the training... Everybody’s been really receptive
about the new information and they are about to impart into their communities. We're getting good
feedback from those ladies about how excited and up to date and how we are always factual and right on
time with the new information. Wow, it’s so exciting that we've got new information that we’re gone be able
to share with the community...but I’'m not sure if they trust the ACS guidelines. | just know they trust the
Witness Project. We have established relationships with those folks, and we're telling them that’s what we're
using...and rationale on why we're using them.”

Recommended strategy: education

4) Educating about how
changes in guidelines
impacts AA women who
are diagnosed with more
aggressive cancer

“We explain the guidelines...we teach people how to do BSE because you're supposed to become familiar
with your breast, and you need to do an adequate self-exam to be familiar...But we do talk about the
change in guidelines, the change in screening schedule, how that impacts African American women, in
particular, since we are diagnosed with more aggressive cancers, and how this needs to be a conversation
you have with your doctor...let people know that, a fast growing cancer, you need to be familiar with your
breast, because something could happen after your mammogram. And because we are stressed, we are
diagnosed with more aggressive cancers. Getting a mammogram every 2 years could be problematic for
some women.”

Recommended strategy: partnerships

5) Partnerships with cancer/
academic organizations

to keep informed about
guidelines

“ We were active members in the American Cancer Society, so we went to the local American Cancer
Society information meetings and networking meetings. So, we got a lot of updated information — brochure,
booklets, pamphlets from ACS. | sat on the Institutional Review Board for the local regional, county hospital,
so | had an opportunity to find out what was going on that way. And that was really into keeping us updated
as to what was actually going on in the industry of breast cancer and breast health...and new research

that was out there...and we would follow through to make sure that the information she was giving us

was accurate and, especially when they were having that controversial debate over was self-breast exams
relevant.”
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lived experiences of AA women or
data that represent AA women (eg,
who are diagnosed at younger ages),
and that BSE is important for popu-
lations not reached by mammograms
(younger, low-income, rural). Strat-
egies used or suggested in adapting
to guidelines included: 1) Framing
BSE as empowerment and aware-
ness tool (not a screening tool) for
AA women to be familiar with their
breasts/breast changes; 2) Aligning
BSE as part of breast self-awareness
(vs screening) in line with some ex-
ternal funder requirements; 3) Part-
nerships with cancer/academic or-

Medical mistrust has
critical implications for
contributing to health
inequities and should be
accounted for within the
de-implementation or

adaptation process.

ganizations to keep informed about
guidelines; 4) Educating about how
changes in guidelines impact AA
women who are diagnosed with
more aggressive cancer and frame as
tool for informed decision-making;
and 5) Leveraging existing trust in
NWP as organizational resource to
communicate

guideline  changes.
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DiscussioN

The goal of this mixed-methods
study was to investigate how com-
munity-based programs addressing
health inequities adapt over time to
changing scientific evidence, and to
identify barriers and facilitators to
implementing new and de-imple-
menting outdated screening guide-
lines. Our findings highlight that
medical mistrust should be consid-
ered a SDOH?” in that mistrust in
health care systems, providers, and/
or guidelines is an important social
factor that influences health-pro-
moting behaviors (eg, mammogra-
phy)** and has been associated with
underuse of preventative screening?®
and health services more generally.”
As such, medical mistrust has criti-
cal implications for contributing to
health inequities and should be ac-
counted for within the de-imple-
mentation or adaptation process.

Overall, we found most women
support adapting the NWP program
to reflect evidence-based guidelines
and believe their site changes the
program as needed to reflect updat-
ed screening guidelines. More than
half of women reported being very
aware of the new guidelines. Much
of the broader research on attitudes
and knowledge of new screening
guidelines suggests most women are
unaware of the revised guidelines.'
Further, while we know that at-
titudes toward, and knowledge of,
guidelines among implementers are
important for both implementa-
tion and de-implementation of pro-

1230 we are not aware of any

grams,
prior studies examining these factors

among LHA programs or in com-
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munity settings that may experience
higher levels of medical mistrust.
Findings also suggest that posi-
tive attitudes and strong knowledge
may not translate into adaptation if
recommendations are inconsistent
with values and lived experiences.

Most LHAs and PDs reported
implementing guidelines informed
by their local or national NWP or-
ganization, indicating strong trust
in this specific organization; partici-
pants also commonly reported using
guidelines from ACS, which recom-
mend mammography screening initi-
ation at a younger age than USPSTFE.
The majority of women believe
mammography screening should be-
gin at aged 40 years (or earlier) and
occur annually, and many still in-
clude BSE and CBE as part of their
educational programming. These
findings are very consistent with
prior semi-structured survey data we
collected in 2017 among a sub-sam-
ple of 55 LHAs and 11 PDs from 11
sites nationally,” where we found
80% of women supported initiating
mammograms at aged 40 years and
91% supported annual screening.
We also saw lower delivery of BSE
and CBE over time (86% and 70%
in 2019 vs 91% and 96% in 2017),
possibly due to a new NWP training
curriculum disseminated in 2019.
As such, it is possible that changes
in practice are not fully captured
yet or that PDs may have a better
sense of program adaptations than
LHAs at the time of data collection.

Our data suggest organizational
factors are important to overcome
barriers to adaptations, including
funding and resources to facilitate
new messaging/materials and train



staff/LHAs. However, the mixed-
methods data highlight additional
underlying concerns that reflect is-
sues of trust and mistrust as foun-
dational, important concerns. This
was reflected by the fact that both
PDs and LHAs reported only mod-
erate trust of medical organizational,
providers and the new guidelines.
Further, LHAs and PDs reported
strong concerns that AA women in
their community would not be sup-
portive of the new guidelines and
did not see the new guidelines as
compatible with their personal be-
liefs/values about screening. In in-
terviews, PDs elaborated upon spe-
cific concerns that often related to
issues of mistrust, perceptions that
the guidelines were not informed by
data that represent the experience of
or best interests of AA women (eg,
who have more aggressive tumors
at younger ages), and concerns re-
lated to removal of BSE from pro-
gramming, especially since many in
their network discovered their own
breast cancer through BSE. It is also
important to recognize that the de-
velopment of guidelines for breast
cancer screening has not typically
focused on or prioritized scientific
or racial equity (eg, guidelines are
based on studies that disproportion-
ately represent White women and
typically do not include representa-
tive samples of AA women or con-
duct sub-analyses among AAs).”””

Findings are consistent with bar-
riers identified by surveys among
LHAs and PDs in 2017,*" includ-
ing concerns that: 1) guidelines were
based on data that did not include
AA women; 2) changing age/fre-
quency would result in delaying/

Determinants of Health Equity in Implementation Science - Shelton et al

stopping mammograms (eg, “excuse
to delay”); 3) mistrust of provid-
ers/health systems in the AA com-
munity (“dont believe the health
care system has your best interest in
mind”); 4) confusion about varying
ages/intervals for mammogram and
concern this would cause conflict
in AA community; and 5) concerns
about removing BSE. Having these
two time points suggests that issues
of trust and mistrust are founda-
tional and persistent concerns for
this population. Further, data col-
lected among a sample of 76 NWP
LHAs eight years prior indicated
that medical mistrust was moder-
ate among this group of women.”

A growing literature documents
medical mistrust or distrust as an
important factor that shapes a range
of health behaviors and outcomes.””
Prior work has shown that race-based
medical mistrust, related to lack of
health care support, experiences of
discrimination, and suspicion, is as-
sociated with lower screening uptake

2238 Hijstorical events

among AAs.
underlie and reinforce this distrust,
including structural discrimination
and mistreatment by research and
medical/public health communities
(eg, Tuskegee Syphillis study and
Henrietta Lacks), as well as ongoing
personal experiences in the health
care system and broader societal
experiences of discrimination and
racism.”>?”% Research on changing
screening guidelines has found some
women are suspicious that guideline
changes are a cost-saving measure
by insurers or providers.'®” An ad-
ditional component of mistrust that
these findings highlight is distrust of

data/evidence/guidelines that are not
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perceived as reflective of their experi-
ence (eg, as AA women with poorer
cancer outcomes, more aggressive
tumors, higher incidence at younger
ages)*’ or that invalidate empowering
or potentially life-saving experiences
that AA women have had (eg, as with
removing BSE for cancer survivors
who found their own lumps/cancer).

PDs reported strategies they use
in light of new screening guidelines.
Some successful approaches related
to aligning their program compo-
nents/messaging directly with exter-
nal funding agency requirements (eg,
ACS) and forming partnerships with
trusted cancer/academic organiza-
tions and funding agencies to stay
updated on screening guidelines.
Our prior work with NWP indicates
organizational partnerships provide
an important flow of resources and
infrastructure to deliver the pro-
gram and support adaptations to
remain evidence-based.”’ Addition-
ally, given the existing trust within
the NWP organization nationally,
there is great potential in having
them act as a centralized resource
and infrastructure for communicat-
ing changes in guidelines over time
through regular webinars and train-
ings (as was rolled out in 2019).

One of the biggest tensions in ad-
aptation is related to de-implement-
ing BSE. In communities that expe-
rience medical mistrust, when there
is no harm caused, and where the
community has decisional authority,
it may be more useful to think about
reframing BSE instead of completely
removing program components to
reflect updated guidelines. For ex-
ample, the programs that continued
BSE spoke about the importance of
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keeping this component for many
women in their community and
cancer survivors, and have adapted
their messaging to frame BSE as an
empowerment/education/aware-
ness tool (not a screening modality).
BSE has been found to be important
in the AA community to empower
women to be more comfortable with
their bodies and gain familiarity
with breast changes, which in turn
has been associated with mammog-
raphy use.” It is important to recog-
nize that published guidelines from
a historically White medical system
may carry little weight compared
with the struggle against the SDOHs
and lived social realities of AA wom-
en that reflect patterns of structural
racism and interpersonal discrimi-
nation within the medical system
and limited access to timely, qual-
ity healthcare. What may be more
prominent to them is the shared
body of knowledge and experiences
they carry about the realities of breast
cancer diagnoses among AA women.
This indicates the importance of sci-
entific communities reflecting on
what counts as evidence-based, who
is at the table when such decisions
are made, whose opinion is heard/
valued, and who is represented in the
data. This includes moving beyond
a focus only on considering tradi-
tional scientific evidence when de-
cisions are made about what should
be de-implemented and adapted.

Strengths and Limitations
Strengths should be recognized.
NWP is an ideal program in which
to investigate these issues given it
has been effective nationally imple-
mented for more than 25 years, dur-
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ing which guidelines have changed.
This is the first study to our knowl-
edge that has empirically examined
these issues among disparity-focused
LHA programs in AA communi-
ties. Further, we used mixed-meth-
od data collection among a robust
national sample. One limitation is
our cross-sectional sample, though
findings are compared with data
conducted in prior years with N'WP.
While this research provides insight
into these understudied issues, re-
search on trust and mistrust are in
their infancy in D&I research.'” Re-
search should examine whether cer-
tain strategies are more appropriate
and effective for addressing issues of
de-implementation, particularly if
removing a service may cause harm
or further distrust in the healthcare
system or patient/provider relation-
ship, or when there may be other
unintended negative consequences.

CONCLUSION

We assert that trust and mistrust
are important but understudied de-
terminants of equity in implemen-
tation science and should be priori-
tized for studying their impact on
various domains along the imple-
mentation continuum (adaptation,
implementation, sustainability, de-
implementation). Further, this work
helps contextualize why adaptations
in screening guidelines may not be
fully embraced in the AA commu-
nity and illustrates that trust and
mistrust are critical but understud-
ied SDOHs that have foundational,
multi-layered influences on health
behaviors/outcomes and inequities.

Ethnicity & Disease, Volume 31, Number 1, Winter 2021

We also recognize that mistrust and
trust are part of a larger embedded
system and are themselves influ-
enced and reinforced by historical
and ongoing underlying racial and
structural discrimination. Making
progress toward health equity and
racial justice will require recogniz-
ing the structural and institutional
roles and responsibilities for SDOHs

and prioritizing them for action.
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