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Abstract

Lay health advisor (LHA) programs have made strong
contributions towards the elimination of health dispar-
ities and are increasingly being implemented to promote
health and prevent disease. Developed in collaboration
with African-American survivors, the National Witness
Project (NWP) is an evidence-based, community-led LHA
program that improves cancer screening among African-
American women. NWP has been successfully dissemi-
nated, replicated, and implemented nationally in over 40
sites in 22 states in diverse community settings, reaching
over 15,000 women annually. We sought to advance
understanding of barriers and facilitators to the long-term
implementation and sustainability of LHA programs in
community settings from the viewpoint of the LHAs, as
well as the broader impact of the program on African-
American communities and LHAs. In the context of a
mixed-methods study, in-depth telephone interviews
were conducted among 76 African-American LHAs at eight
NWP sites at baseline and 12-18 months later, between
2010 and 2013. Qualitative data provides insight into
inner and outer contextual factors (e.g., community part-
nerships, site leadership, funding), implementation pro-
cesses (e.g., training), as well as characteristics of the
intervention (e.g., perceived need and fit in African-
American community) and LHAs (e.g., motivations, burn-
out) that are perceived to impact the continued imple-
mentation and sustainability of NWP. Factors at the con-
textual levels and related to motivations of LHAs are
critical to the sustainability of LHA programs. We discuss
how findings are used to inform (1) the development of
the LHA Sustainability Framework and (2) strategies to
support the continued implementation and sustainability
of evidence-based LHA interventions in community
settings.
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There has been strong interest in “dissemination
and implementation science” (D&I) to address the
tremendous gap between research and practice

Implications

This research has not been previously published
and the present manuscript is not simultaneously
being submitted elsewhere. There has been no
previous reporting of the data. The authors have
full control of the primary data and agree to allow
the journal to review the data if requested.

[1-3]. Researchers have made significant advances
in understanding factors influencing the initial up-
take and integration of evidence-based programs
[1, 3, 4]. However, much less empirical work has
focused on understanding the ongoing implemen-
tation and long-term sustainability of interventions,
particularly in community settings [5]. Sustainabil-
ity is defined as the continued use of program
components for the sustained achievement of de-
sirable program and population outcomes [6, 7].
Experts have prioritized this understudied area,
identifying it as “one of the most significant trans-
lational research problems of our time” [1, 5]. In
particular, understanding which factors impact
sustainability was identified as critically important
by D&I experts [5]. There is tremendous value in
advancing research on sustainability in communi-
ty settings, since funding and public health agen-
cies make significant investments in developing
and implementing programs without an under-
standing of how to sustain them in the real world
[8-10]. The limited research conducted in this
area suggests that while funding is one important
influence on sustainability [11, 12], other factors
warrant further in-depth investigation including
factors at the organizational level and related to
characteristics of the intervention and interven-
tionists [5, 11, 13-21].

Lay health advisor (LHA) programs are being in-
creasingly implemented in the USA and are highly
successful in promoting health and reducing health
disparities for many diseases [22-24]. LHAs are trained
community members who typically deliver health ed-
ucation, navigation, resources, and social support [23,
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25]. LHA programs are based on the premise that
engaging community members contributes to commu-
nity empowerment and capacity-building, while also
raising awareness of health and social justice issues,
enhancing access to care, and improving health behav-
iors and outcomes [24]. Efficacy and effectiveness trials
indicate that LHA programs are effective in improving
health behavior change in several areas, including can-
cer screening, with the strongest evidence from studies
with racial/ethnic minority populations [23, 26-33].
Financial investments at the state and national level
are being made in the implementation of LHA pro-
grams by funding agencies and the government, with-
out an understanding of how to sustain such programs
in community-based settings [22]. This is critical to
investigate, as sustainability is a substantial challenge
for LHA programs [11, 34, 35], particularly in under-
served communities and settings [36]. Given that most
LHA research has focused on program efficacy and
their impact on program attendees, little is known about
the context of LHA programs in real-world settings that
can inform understanding of issues that impact pro-
gram implementation and sustainability [37, 38].

The National Witness Project (NWP) is an evidence-
based, nationally disseminated LHA program. NWP
was founded in 1990 with a group of community-
based African-American breast/cervical cancer survi-
vors to reduce cancer stigma and address disparities in
knowledge, awareness, and early detection behaviors
among underserved African-American women, with
the ultimate goal of reducing excess cancer morbidity
and mortality [39]. Historically, African-Americans
have had greater medical mistrust and lower healthcare
engagement and adherence rates to breast/cervical can-
cer screening guidelines [40]. NWP uses a theory-based,
culturally appropriate model [41] that is comparable to
many other community-based LHA programs. Trained
African-American LHAs are primarily responsible for
organizing, arranging recruitment for, and conducting
60-90 min group-based educational sessions in their
communities; serving as a community resource related
to cancer prevention/screening and navigation; provid—
ing social support; and making connections with com-
munity organizations [42, 43]. The program is commu-
nity-led, and about half of the LHAs are African-
American cancer survivors who deliver empowering
testimonials and narratives and serve as “role models”
[42, 44-47). LHAs are often volunteers, though some
sites provide LHAs with stipends. NWP leadership
varies across sites, though program directors or staff
typically help coordinate operations (LHA recruitment,
training), provide leadership, and secure funding. Each
program operates fairly independently, though national
leadership provides some support and communication
through newsletters, emails, conference calls, and tech-
nical support when possible. Consistent with many
community-based LHA programs [48], the organiza-
tional base of NWP sites includes a range of institutions:
non-profit organizations (e.g., YWCA, Komen), aca-
demic and medical centers, hospitals, faith-based orga-
nizations, and health departments [49]. Over the past

25 years, NWP has been disseminated, replicated, and
implemented nationally at over 40 urban and rural sites
across 22 states, with over 400 volunteers, reaching
over 15,000 women annually [49]. NWP is highly ef-
fective in increasing breast and cervical cancer screen-
ing; a replication trial found that mammography
screening rates increased by 43.3% among underserved
African-American women [49]. NWP is an exemplar of
sustained and effective LHA programs and has been
identified as one of the National Cancer Institute’s
(NCI) “Research Tested Intervention Programs” [41].
This research comes from a 2-year longitudinal,
mixed-methods study among eight NWP sites to un-
derstand factors that influence the long-term imple-
mentation, sustainability, and impact of this
community-engaged LHA program within African-
American communities [36, 50]. This paper focuses
on findings from qualitative interviews among 76
LHAs from eight NWP sites at baseline and 12—
18 month follow-up. This paper seeks to (1) advance
understanding of barriers and facilitators to the long-
term implementation and sustainability of
community-engaged and community-based LHA pro-
grams, including factors that impact the participation
and retention of LHAs, and (2) document the impact
of LHA programs on women who serve as LHAs and
more broadly in African-American communities.

Methods

Recruitment—We contacted eight NWP sites in the
northeast, south, and mid-west, selected from 20 na-
tional sites that had attended the most recent NWP
Annual Meeting. We used purposeful sampling in an
attempt to represent a full range of sites and LHA
experiences (e.g., sites and LHAs with varying levels
of activity). Following the meeting, the NWP local
program director and the study principal investigator
informed LHAs about the study through a letter,
phone, and/or presentations at scheduled local meet-
ings and trainings. LHAs interested in participating
provided written permission to be contacted. All inter-
ested LHAs were contacted by telephone to consent
them and schedule the telephone-based interview. In-
stitutional Review Board approval was awarded
through Columbia’s Mailman School of Public
Health. A total of 84 eligible LHAs were identified
and provided their contact information; of those, 76
women participated in the study (response rate = 91%)
at baseline and 68 of these women participated at
follow-up.

Eligibility and data collection—To participate in the
study, individuals had to be (1) self-identified as
African-American or black, (2) female, (3) a LHA from
the NWP (currently or within the past 2 years), (4) over
the age of 18, and (5) English-speaking. We chose a
convergent parallel mixed-methods design for the over-
all design of the study [51], with data collection for
qualitative and quantitative components occurring si-
multaneously. The quantitative data, reported elsewhere
[36], tested a conceptual model focused on
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understanding which LHA-related characteristics and
role-related factors predicted LHA retention and par-
ticipation. The goal of the gqualitative data, presented
here, was to inform a more in-depth and comprehen-
sive understanding of factors that influence long-term
NWP program implementation and sustainability, and
to increase the likelihood we had identified the full
range of factors, including organizational and contextu-
al factors that were not measured in the quantitative
study.

Baseline in-depth interviews and surveys took place by
telephone between 2010 and 2012 (see Table 1) and
follow-up in-depth interviews and surveys took place
by telephone 12-18 months later. Study participants
received a $25 gift card for each interview, which
lasted 60-90 min. Interviews were audio-taped and
professionally transcribed. We chose to have two time
points for data collection in an effort to increase the
likelihood that we had identified a comprehensive
range of factors and to identify any new challenges or
facilitators that arose over time. A semi-structured
interview guide was developed, with general areas
for investigation informed in part by the existing liter-
ature and sustainability frameworks [7, 11]. The ques-
tions asked were consistent at baseline and follow-up
(see sample questions in Table 1).

Data analysis—-Documents were analyzed using an
immersion and crystallization process and thematic
content analysis [52]. Analyses followed a systematic
process whereby all transcripts were independently
read through by two independent coders as text for
general familiarity (the PI and RA, both trained in
qualitative research). Following the identification of
general domains and codes, texts were subjected to
systematic, line-by-line coding based on initial catego-
ries from our interview guide. An iterative approach
was taken in which the coding scheme remained flex-
ible and open to accommodate the expansion of codes.
Disagreements on coding were resolved through con-
sensus among the investigative team. Content analysis
was conducted on the data once it had been coded,
identifying recurring patterns, themes, and sub-themes

that emerged, including illustrative quotes. Coding
and analysis were facilitated by the use of Dedoose
qualitative software. Findings were shared with pro-
gram directors and LHAs to ensure accuracy of our
interpretations (e.g., member check). Of note, the
quantitative data from this study was analyzed inde-
pendently from the qualitative data; the mixing of
results occurred during the interpretation phase to
understand points of divergence and convergence, as
presented in the “Discussion” section.

Results

Characteristics of the sample—Sociodemographic charac-
teristics are displayed in Table 2. Seventy-six (76)
female LHAs participated in this study; half (50%)
(n=38) were breast or cervical cancer survivors. Over
40% of women had associate’s or university degrees
and about half were unemployed (predominately re-
lated to retirement). LHAs were involved in the pro-
gram for a mean of 65.8 months (approximately 5
1/2 years), ranging from 0 months (newly trained
LHAS) to 16 years. Ninety-two percent (92%) of LHAs
were in voluntary NWP positions (i.e., were reported
not being paid a salary for being a LHA by NWP or
the organization where NWP is based). Geographic
locations of the sites are also provided in Table 2.

Qualitative themes

Key themes and sub-themes are reported below, with
illustrative quotes associated with each theme provid-
ed in Table 3. Some passages of text were coded under
multiple categories, and some themes are inter-related
(e.g., quotes related to organizational infrastructure
may also relate to issues of leadership and funding);
we present quotes under the theme that was most
salient. Of note, we compared themes at baseline with
those at follow-up to determine if there were substan-
tial differences in themes; we found they were consis-
tent across both time points, so we have presented

Table 1| Examples of topics and questions covered related to implementation and sustainability

Initial and ongoing motivation to be a LHA

What motivates you to be a LHA, initially and continually?
What benefits do you receive through being a LHA?

Broader impact of NWP program

How has being a LHA impacted your social networks, family,
and community?
How has being a LHA impacted you personally?

Facilitators and barriers to serving as a LHA

What are challenges or barriers to your participation as a
LHA?

What factors affect your activity level and participation as a

LHA?

What supports you in your role as a LHA?

Factors that support the ongoing implementation and
sustainability of NWP

What do you think makes the NWP successful?

What makes the program effective and supports its
continued implementation?

What factors support the program’s long-term continuation?

Factors that impede the ongoing implementation and
sustainability of NWP

What are challenges or barriers to continuing to implement
NWP?
What are challenges or barriers to sustaining the program?
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Table 2 | Sociodemographic characteristics of African-American lay health advisors from the National Witness Project (NWP) (n=76)

All LHAs (N= 76)

Study site Harlem, NY 14 (18%)
Syracuse, NY 10 (13%)
Little Rock, AR 17 (22%)
Long Island, NY 5 (7%)
Tampa, FL 6 (8%)
Chicago, IL 4 (5%)
Buffalo, NY 17 (22%)
Wichita, KS 3 (4%)
Type of institution Academic 54 (71%)
Non-academic 22 (29%)
Length of activity in role (months) Mean (SD) [range] 65.8 (53.0) [0-192]
Employed Employed by NWP 6 (8%)
Employed FT outside of NWP 24 (32%)
Employed PT outside of NWP 7 (9%)
Not employed 29 (51%)
Position in NWP Paid 6 (8%)
Voluntary 70 (92%)
Age Mean (SD) 54.9 (13.5)
[range] [21-78]
Education <Some college 30 (39%)
Associate’s or university graduate 33 (43%)
Graduate or professional degree 13 (17%)
Annual household income <$10,000-$24,999 16 (21%)
$25,000-$49,999 22 (29%)
»$50,000 32 (42%)
Refused 6 (8%)
Marital status Married 32 (42%)
Never married 23 (30%)
Separated/divorced/widowed 20 (26%)
Cancer survivorship status Cancer survivor (yes) 38 (50%)
Healthcare summary Have primary care provider (yes) 69 (91%)
Primary insurance Medicaid or Medicare 31 (41%)
Employer-provided insurance 33 (43%)
None/other 12 (16%)

them together. We also compared whether the themes
differed between women who were active or non-
active at follow-up and found that themes were similar
across participants, though LHAs who were not active
at follow-up tended to focus more on challenges asso-
ciated with the program.

Across themes, we found that factors related to con-
text (funding, partnerships, leadership, organizational
infrastructure) and related to LHA staffing (e.g., per-
sonal and social motivations and commitment to role)
were the most salient themes (e.g., most commonly
mentioned and identified by participants as most in-
fluential), while factors related to implementation pro-
cesses (e.g., training) and intervention characteristics
(e.g., perceived need for program) were coherent
themes, but less frequently discussed.

Factors influencing continued NWP implementation and
sustainability

Funding.—Limited funding and resources were the
most frequently cited factors and were a point of

frustration that put tremendous strain on their ability
to continue to implement and sustain NWP. As stated
by one LHA: “Most of the time resources and money
are in short supply and we really have to do more with
less. You are constantly in a state of trying to reach a
maximum number of people with the limited amount
of resources and money.” There was a common asser-
tion that funding issues at the policy level affected their
ability to implement and sustain the program (e.g., loss
of the state-level breast and cervical cancer program
that provided screening, diagnosis, and treatment to
underinsured women; reductions in funding for
breast/cervical cancer education nationally). Budget
and grant/funding cuts were mentioned often in rela-
tion to the economic recession that was ongoing at the
time of data collection. A few LHAs expressed confu-
sion over why less funding would be available when
women of color are more likely to die from the dis-
ease: “...I just feel that we need more funding...I just
don’t understand it...I'm taking it because we are
women of color and for whatever reason it’s not get-
ting the attention it should get.” Funding issues locally at
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Table 3 | Illustrative quotes that highlight key themes related to NWP implementation, sustainability, and impact

Funding

“The big thing that | don’t like is that we don’t have the funds we need...many
of our projects don’t have resources they need in order to do the programs
we need to do. ...if we had better funding we could train more women and
we would have more women to get out and do this work. And women get
burned out... if you are the only two or three ladies that are doing it then
you soon get burned out but if you could get more women involved and
that requires funding then it would help our programs to grow.”

“...1don’t like that | get discouraged finding money to sustain our programs

or lose programs more often than we should...it’s just not supported around

the country”

Partnerships

“... the Witness Project as an organization would be able to help a person to
get transitioned into or gain access because they partner a lot of times
with a lot of the resource fairs... there will be another component of the
cancer center that will come out with their bus, with their equipment the
mammogram do free mammography and different things like that. So
there we’re fortunate in that we have a partnership with a cancer research
hospital where there may be some of those resources that are available
that we would have influence with.”

“We are aspiring to be more and more involved and collaborating with other

health agencies and many times that information is not available to us but

we are beginning to know what agencies are available and how we can refer
people to the different agencies for whatever their needs may be.”

Leadership/program champion

«“...folks don’t always understand that you’ve got to have a leader you have
got to have someone giving direction. You have got to have nationally
giving direction you have to have administratively someone giving
direction to get the volunteers out there doing what they need to do and
doing it effectively.”

“First of all | would say it’s XX and XX...they are committed, they have a good

vision, they do whatever needs to be done and they get it done. They have a

wonderful network of people that they’ve connected with to provide a

greater, a broader level of support than just two people can provide.”

LHA staffing and commitment

“What makes it successful, because you have dedicated people...they are
concerned about people and the goal is to let people know that there
is life after cancer. You don’t have to crawl up in your bed and die, life
is after, there is life after cancer and there is a good a quality to life
after cancer.”

“| love the revelation that comes from doing this kind of work, | like to see the
light come on for people.”
“] had lost two family members to cancer and | know how devastating the
disease is...I guess this is kind of my outlet and my way to give back to the
community...”
“I have become a better person from it and | plan to be a Lay Health Advisor
for a very long time.”
“It’s one thing, | think on paper, to just provide outreach screening and
insurance support for people. The emotional side of what happens to
someone who has to deal with having cancer, recovering from it, counting
every anniversary that you have that you are cancer free watching other
people die from it is just huge, and we should not be expecting women to
deal with this in full isolation. So having a group, a support group, a place
where you can go and talk and share, and even just sometimes to vent about
how hard it is or how happy you are to be a survivor is | think critically
important in terms of emotionally surviving.”

Perceived need and fit of the program in
African-American community

“Well first of all | felt that our community, the African American
community, is not informed enough about what is going on in the
community and | feel that also that we are more trusting of our own
people when they bring information to us so that is one of the
reasons why | got involved, | felt that you know we weren’t...the fact
that the African American community was just not being informed or
not listening as they should to information that could save their
lives.”

“| like the sense of sisterhood, | like that especially that is women of color

because like | said in our community often we do not take [care] of ourselves

or we take care of ourselves last and that we are just helping one another to
become more and better informed about our health.”

TBM
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Organizational infrastructure

“We don’t have an office space that we can have our own materials laid out
when we do programs, make it easy access to, to load up everything and
have regular meetings. The hospital provides us with a place to meet, that
having a space of our own, but those are the logistical things.”

“We just happened to have a funder who came and said we are going to fund
you but we want you to get your infrastructure and the important thing this
year is your infrastructure. So we are on two paths...I have volunteers who
are on the program path and I, with our funder, are on the administrative
path and the infrastructure part...we have to create our structure and so we
are just in the midst of doing it.”

Implementation processes

“| think the self sustainability of the volunteers training each other and
training other people who train other people just the fact that it is a
volunteer power house, it is definitely something that people want to do, it
is not necessarily imposed and | feel like that is a very critical way for
people to stand by because they want to and they are in it because of you
know just their own free will and | feel like that’s just a really good aspect
of the self sustainability of the program.”

Broader impact

“I remember years ago | was ashamed to and afraid to talk to people and the
audience of people | will be scared to death to speak and | think by being a
part of Witness it keeps giving me strength to be able to go and stand
before an audience of people and talk. Now | am not scared, | am not
ashamed, | am not any of those things | used to be years ago, and each
time I do it, it just keeps on giving me more strength to be able to stand out
there and say things.”

“| like the fact that | help save lives | like the fact that | try as hard as | can to

accomplish a mission given to me and | like the fact that what | have and

what | am can translate into helping someone else, giving someone else a

float. It’s like reaching out to someone who has fallen overboard that’s how |

feel about it and all you have to do is make contact with a finger and pull
them back to shore.”

“So it has helped me gain not only this boldness, boldness to be able to

share, to educate so | think it really has helped me in the communication

skills and just being able to get up and speak in front of a large audience,
large or small.”

“We genuinely care about each other it’s not just a job it is something that is

meaningful it’s not just something that we do for the sake of doing

something. But it’s something meaningful.”

the organizational level were also discussed as a common
strain (e.g., budget cuts at the health department that
impact their program), as were challenges related to
the instability and inconsistency of financial resources
available (e.g., funding they had to apply for annually).
The perceived implications of funding cuts were
broad-reaching and commonly discussed and includ-
ed having no or few programs per month or significant
reductions in the number of LHA programs offered,
not being able to pay LHAs a stipend or having LHAs
overextended and experiencing burnout, reaching
fewer women and not being able to help connect
women to free mammogram services, inability to con-
duct program evaluation, and challenges related to
supporting the infrastructure and administration of
the program.

Most LHAs cited foundation funding and funding
from the state (typically re-applied for annually) as
key resources that sustained their program. Some
LHAs also discussed grant-writing at their sites (often
through partnerships with academic centers or, more
rarely, with an internal grant-writer) and the need to do
more fundraising and marketing for the program. A
few sites relied on personal resources to help sustain
the program during difficult times.

Partnerships.—Partnerships with community-based orga-
nizations and academic organizations were perceived
by most LHAs as critical support systems that
facilitated their ability to implement and sustain
NWP programs. Partnerships with academic cen-
ters, hospitals/cancer centers, health departments,
foundations (e.g., Komen Foundation), as well as
churches and senior/community centers were com-
monly mentioned. As one example: “We’re fortu-
nate in that we have a partnership with a cancer
research hospital where there may be some of
those resources that are available that we would
have influence with.” The purpose of these partner-
ships varied and typically existed at the state and/
or local level; in some cases, they helped facilitate
access to services (e.g., low cost or free mammog-
raphy screening, referrals to provider networks, di-
agnostic follow-up, support groups for survivors) or
provided access to critical materials and resources
(e.g., cancer-related information, space to hold pro-
grams or to administratively house the site). Some
partnerships were with one or two key organiza-
tions. In a few cases, coalitions or networks of
health-related resources had been built in their
community.
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Leadership and program champions.—-NWP leadership
at the local and national level was identified by most
LHAs as being critical to NWP’s success and continued
implementation. According to one LHA, “The leader-
ship are so supportive...I can’t help but turn around
and support them.” These leaders or program champions at
the local level (commonly the NWP program director)
were perceived as being integral to making contacts and
connections in the community to implement the pro-
gram. According to one LHA: .. .that’s what helps us
to be successful- that person who is networking and
doing the leg work to get these events scheduled and
these opportunities for us...it’s a vital part of our
success.” Other important NWP leadership activities
included providing a vision for the site and providing
emotional support to staff, volunteers, and program at-
tendees (“...You can’t run a tight ship if you don’t have
a good captain and she is an excellent captain, she’s
very hard working, she stays on the go but she takes
care of her people.”). A few LHASs reported interest in
having more national support and leadership in place to
support sites at the local level: “I think they need to do a
little more at the national level in getting information
and direction and visibility to the local levels and help
their partnerships with all their organizations out in the
field. We are their arms and their legs but they are the
umbirella that has to make it all work.”

Organizational infrastructure.—Building and maintain-
ing an organizational infrastructure was one of the
biggest challenges often mentioned with respect to
sustaining the NWP in the community and was closely
linked with financial issues. Many LHAs highlighted
“how important infrastructure is to keep the organiza-
tion running afloat,” both at the national and local
level. One issue expressed was the need to create and
maintain leadership or administrative positions that are
not on a volunteer basis, in order to provide stability,
program visibility, and serve as a form of institutional-
ization. At the local level, the biggest infrastructure
challenge for some sites was not having an office space
of their own and the logistical issues this introduced. A
few LHASs also discussed ongoing work at the national
level to establish NWP’s own community board and the
development of an administrative national foundation for
NWP (with non-profit status) “to promote ‘operational
longevity.” According to one LHA: “We need bigger
activity that is nationally recognized, we need that
national platform so that African-American women
and all women need to be educated....”

Implementation processes.—Initial and ongoing training
was identified by most participants as a critical strategy
that promoted program implementation and sustain-
ability, in that it facilitated knowledge, role-playing
practice and built self-efficacy. Limited resources often
impeded NWP’s ability to provide ongoing and wide-
spread training; for example, funding issues had
prevented them from having an annual conference
that provided an opportunity to convene and provide
updated education to all LHAs across the country. The
“train the trainer model” that NWP uses was per-
ceived by some participants as “a really good aspect

of the self-sustainability of the program” that allowed
NWP to develop a “volunteer power house.” While
several women acknowledged evaluation as an impor-
tant process and potential strategy to support sustain-
ability, they also acknowledged the challenges of con-
tinually doing so given the funding environment. A
few LHAs suggested that NWP would benefit from
having a marketing/communications or planning team that
would provide information and publicity about the
program and its successes, using the evaluation data.

LHA staffing and commitment.—There was strong con-
sensus that the passion and commitment of the staff
and LHAs was vital to the ongoing implementation of
the NWP, particularly in sites that had predominately
volunteer LHAs. According to one LHA: “I think the
passion of the volunteers that we have, I think the
passion of the director who first started the program
and I think the passion of the program coordinator
who actually runs it and puts everything together, I
think that makes it successful.” Many mentioned the
desire to provide stipends to LHAs to provide financial
support for this work, but given the economic context
and funding constraints, this was not always possible.
The majority of LHAs reported being initially moti-
vated to become a LHA by their desire to “give back”
and contribute to their community, as well as personal
experiences with cancer (their own experience or experi-
ences of family/friends) (“my real motivation is my
personal connection with cancer.”)

Most LHAs reported personal and social factors that
continued to motivate them remain in their roles,
including the development of new social networks
and emotional support from other LHAs and leaders,
encouragement and recognition from their family and
community, and the sense of empowerment they expe-
rienced through the program (e.g., felt like they were
making a difference, “saving lives”). In terms of the
continued implementation and success of the pro-
gram, a number of LHAs perceived the sharing of
the stories and personal experiences of the cancer
survivors to be particularly critical, especially in being
able to make a powerful emotional connection with
the women in the community. Some LHAs who were
cancer survivors discussed how “healing” it was for
them to share their stories. According to one LHA:
“So that’s what continues to motivate me because I
find that when I get back I'm healed in the process of
helping someone else heal.”

Challenges pertinent to LHA staffing and participation
related to LHA burnout or low participation, particular-
ly in sites where there were few LHAs or they were
taking on multiple roles and responsibilities (*...
There’s not enough women specifically for our site...
a lot of people can get burned out,”) and a few
women’s participation was limited by other competing
demands (e.g., school, work) or by their inability to
receive salary/benefits through the position.

Perceived need and fit of the program in African-American
community.—Some LHAs reported that part of the suc-
cessful continuation of NWP is that it has filled a critical
need in the African-American community to address and
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discuss cancer and cancer screening, particularly since
historically there has been much shame and stigma asso-
ciated with cancer. It was recognized that NWP was
developed for and by African-American women in the
community: “I think the dedication of the ladies...we as
African American women in the past have not had a lot
of programs and activities that are designed for us...the
emphasis and the start of this program was designed for
African American women and I think that makes a big
difference.” The program’s focus on addressing social and
health inequities among African-American women was highly
valued by LHAs. Having the program rooted in the com-
munity and faith-based settings was perceived by most as an
asset for being able to implement the program in the
community, reduce medical mistrust, and reach under-
served women: “...] think the fact that we are who we are
and we are on the platform that we are being a faith based
program that you know it knocks out some doors, it
removes some barriers that may not be easily moved if
we didn’t have that platform.”

A few participants also mentioned expanding or
adapting the program beyond screening by being re-
sponsive to the needs of the women in their commu-
nity (e.g., more emphasis on self-care and overall well-
ness, teaching how to advocate for oneself in the health
system, obtaining insurance and access to care, creat-
ing survivor support groups). There was also recogni-
tion from a few LHAs that screening recommenda-
tions have changed from when the program first
started, and there is a need to stay current with chang-
ing scientific evidence: ““...when I first started doing it
the focus was to encourage women to do self breast
exam and then go in and get an exam by a physician to
be followed up with a mammogram and now there is
lesser of an emphasis on the self exam and more to go
in and just, you know things keep changing....”).

The broader impact of NWP on LHAs and their communities

Building capacity in African-American communities.—Par-
ticipants referred to the effectiveness and impact of the
program in educating underserved women and facilitat-
ing breast and cervical cancer screening. Moreover,
LHAs commonly discussed how the program had a
much larger impact in their families, churches, and community
networks beyond the impact on women who attend the
educational programs (“there is a ripple that goes out
from you that touches other people’s lives positively”).
According to one LHA: “...I am going to always be a
Witness member whether actually a part of the group or
not I am always going to share the fact that women
should get their screening early and protect their selves
and be sensitive to their own bodies get to know their
bodies, so I am going to always teach that in church or
with the Witness Project or wherever.” Some LHAs also
reported how the program built LHA capacity to address
other needs within the community, beyond their role as a
LHA: for example, participation in the program as a
LHA encouraged one woman to start her own non-
profit organization, another grew her counseling business

to focus on spousal and patient cancer diagnosis support,
and other LHAs were encouraged to volunteer for other
organizations in their community.

Personal impact on LHAs-building capacity of LHAs as

leaders.—Participation in NWP also had tremendous
impact on the LHAs who served in these roles as in
terms of empowering women, developing new skills, and
building leaders in their community. Many LHAs noted
that it provided a platform for them in their commu-
nity; nurtured their confidence and assertiveness; built
their communication/public speaking, listening, and
computer skills; enhanced their knowledge and capac-
ity related to cancer and cancer prevention; and en-
couraged pursuit of educational or professional ad-
vancements. For many women, it helped them learn
to self-advocate and take better care of their own health.
According to one woman: “I think it’s a reinforcement,
the more engaged that you are in organizations like
Witness then the more you feel necessity to really walk
the walk as well as talk the talk.” Another LHA stated:
“I’d say it has empowered me definitely as far as I can
say the knowledge that I've gained and also just the
sense of being part of an active group working on an
important health issue both in a kind of a professional
way but also socially...I feel very much empowered
by that having that experience.”
Social networks and support were an additional important
benefit that almost all LHAs reported experiencing.
Cancer survivors identified this as being particularly
important for their own health and recovery, to pre-
vent the social isolation and depression that can ac-
company cancer and to promote their own health and
wellness. According to one LHA survivor: “Well, the
benefit has been that I feel more encouraged myself
that I can face whatever obstacles come my way
concerning the breast cancer, I can face it now better
than I could when I first found out and I feel strongly
the fact that I can speak to others about it....” The
support provided extended beyond issues related to
cancer survivorship. One LHA stated: “I mean it lit-
erally gets your heart popping and keeps you up; I
mean it is a great sisterhood it is a great support system.
It’s a support system for not just breast and cervical
cancer because once someone becomes your sister
then all kinds of aspects of support.”

Discussion
We conducted in-depth qualitative interviews at two
time points among 76 LHAs from eight NWP sites to
advance understanding of factors that affect the long-
term implementation and sustainability of this
community-engaged LHA program. Commonly cited
challenges and impediments to sustainability included
inconsistent and unstable funding and budget cuts at
the national and local levels, few resources to support
organizational capacity and infrastructure (e.g., limited
paid administrative positions for local leadership, chal-
lenges related to finding space to serve as home-base
for program), limited implementation processes in
TBM
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place to support evaluation or marketing to raise na-
tional visibility of the program, as well as challenges
related to active staffing of LHASs (e.g., burnout).

Factors and facilitators identified as supporting con-
tinued program implementation and sustainability in-
cluded key partnerships with academic/medical cen-
ters and community organizations to facilitate access to
resources or capacity (e.g., access to space, connec-
tions to funding sources); committed leadership and
program champions who supported the staff, provided
a vision, and organized the program; initial and ongo-
ing training; and passionate LHAs who gained tremen-
dous personal, social, and professional benefits
through their participation which motivated their on-
going participation (often as volunteers). Additional
aspects of the program that were viewed as critical to
its success included that it was developed for and by
African-American women and sought to address
health inequities in communities, as well as the central
role of cancer survivors in the program.

Our findings are consistent with and expand upon
the limited research that has previously been conduct-
ed on the sustainability of programs in community
settings that suggest that in addition to funding, orga-
nizational and contextual factors are critical to under-
stand [7, 13]. We are the first to document these factors
in community settings for African-American-focused
LHA programs. Prior research on implementation
and sustainability challenges among community
health workers and promotores suggested that staffing,
organizational costs, funding, evaluation challenges,
and lack of political and financial support are impor-
tant factors for consideration [34, 35].

Our findings also expand upon and complement
our prior work from this larger mixed-methods study.
We prospectively and quantitatively tested a concep-
tual framework of individual, social, and LHA role-
related factors and one organizational factor (organi-
zational partnerships) that predicted LHA participa-
tion and retention as an indicator of NWP sustainabil-
ity. We found that the organizational factor was the
most impactful: LHAs who were located at NWP sites
with strong partnerships with academic institutions
were 80% more likely to be retained and highly active
about 18 months later [36]. Sites with academic part-
nerships were more likely to have strong organization-
al infrastructure and processes in place (e.g., provision
of stipends to their LHAS, regular trainings, and ded-
icated physical space). This is also consistent with an
earlier replication study conducted by our group that
found that having organizational partnerships and
both community and academic champions were cru-
cial for successful replication of NWP [11]. The quan-
titative data from the larger mixed-methods study pre-
sented here also suggested that LHA role-related fac-
tors, including role self-efficacy, clarity, and commit-
ment, may also have a positive influence on LHA
participation and retention [36]. Based on the triangu-
lation of qualitative and quantitative data across our
study, we found convergence in identifying a range of
factors across multiple levels that likely influence

continued sustainability of community-based LHA
programs. However, across both studies, the data sug-
gests that factors at the organizational and contextual
levels and related to the motivations and characteris-
tics of LHAs may be particularly influential.

The research reported here has important implica-
tions for informing conceptual models in implementa-
tion science, including ones focused specifically on
sustainability in community settings. Some researchers
have argued that sustainability must be studied dis-
tinctly from implementation and should be specific
to intervention context [6, 11, 53]. Conceptual frame-
works specific to sustainability have been few and
rarely tested, and there is no “gold-standard” in the
field. We have developed the LHA Sustainability
Framework (see Fig. 1), informed by seminal concep-
tual frameworks that have been previously developed
to understand program sustainability in general and
that share similar and overlapping constructs [6, 54,
55]. As recommended by sustainability experts [7, 56],
we have adapted and contextualized these frameworks
for community-based LHA programs based on the
triangulation of findings from our qualitative research
reported here and our prior quantitative research [36].
The LHA Sustainability Framework highlights several
overarching characteristics, including (1) outer contextu-
al characteristics (policy environment and funding, or-
ganizational partnerships), (2) inner contextual character-
istics (organizational infrastructure and support, lead-
ership and program champions, funding), (3) imple-
mentation processes (e.g., recruitment, training, strate-
gic planning and communication, evaluation), (4) char-
acteristics of interventionists (role commitment and moti-
vation, self-efficacy, payment), and (5) intervention char-
acteristics (perceived benefit/need for program, pro-
gram fit and adaptability). Research is needed to em-
pirically test this conceptual framework through
quantitative prospective studies to understand which
factors are most critical in predicting program sustain-
ability of community-based LHA programs.

Furthermore, while most prior research on LHAs
has focused on the effectiveness of LHA programs for
program attendees [27, 32], our research has helped to
document some of the long-term impacts of
implementing and sustaining LHA programs and the
capacity that is built among LHAs and in African-
American communities. Examples included a
“ripple-effect” of the program to LHAS’ friends, fam-
ilies, and social networks, beyond the scope of the
NWP educational sessions they conduct, suggesting
the program has much bigger reach and impact in its
contribution to cancer prevention and control. Partic-
ipation as LHAs also affected many aspects of the
women’s lives, particularly among LHAs who are can-
cer survivors. Examples included increased and
strengthened social networks and support, profession-
al development (e.g., public speaking, communication
skills), expertise in navigating health systems, and per-
sonal development and health (e.g., increased confi-
dence and assertiveness in their own life, enhanced
self-worth in making a difference in their community).
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Inner Contextual Factors

- Organizational Infrastructure
- Leadership/Program Champion
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Outer Contextual

Implementation Processes
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- Program Evaluation 270976"1“'_ 'Progratm
- Political and Policy - Communications/Strategic ility mpac
Context Planning
- Recruitment
- Training

- Organizational
Partnerships

- External Funding

Characteristics of the
Interventionists

- Role Commitment and Clarity
- Role Self-efficacy
- Paid Stipend/Volunteer

Characteristics of the Intervention

- Adaptability and Fit of Intervention
- Perceived Benefit and Need

Fig 1] The lay health advisor sustainability framework

These findings complement our prior quantitative re-
search on the multi-level capacity that is built through
LHA programs [50].

Limitations should be recognized. Our findings are
primarily generalizable to LHA programs in
community-based settings among racial/ethnic minor-
ity populations, including programs that involve can-
cer survivors as LHAs. Though we had excellent par-
ticipation, there may be differences between those that
participated and those who did not given that the
sample was not randomly selected. While we recruited
from eight NWP sites, there are currently about 20-23
sites that have been active in recent years, and our sites
were predominately in the south, northeast, and mid-
west; therefore, we may not have represented all NWP
site experiences. There are also limitations to tele-
phone interviews, given the inability of interviewer
and research participants to observe visual cues and
body language. Strengths of the study should also be
recognized. We conducted data collection from eight
urban and rural sites in the USA and had a high
response and retention rate among LHAs. We con-
ducted research among African-American LHAs in
the US context, a population and setting that has been
highly underrepresented in this literature. Additional-
ly, we collected data longitudinally at two time points
among LHAs to fully support understanding of factors
that impact sustainability. LHAs from NWP are well-
suited to provide their perspectives on these issues
given that the program is community-led with
sustained and high levels of participation among many
LHAs that facilitate knowledge of programmatic issues
(the mean years of LHA participation was 5.5 years,
with some LHAs having up to 16 years of experience).
Furthermore, some LHAs were currently serving or
historically served as paid staff in the program (six

women were both LHAs and paid staff in our sample),
and some NWP sites hold regular steering committee
meetings; both of these factors may enhance institu-
tional knowledge among LHAs.

Our results also contribute to limited research on the
long-term implementation and sustainability of
evidence-based programs, as opposed to the initial im-
plementation of programs, which is more commonly
discussed in the literature. This is because the program
we are studying, NWP, was developed nearly 25 years
ago, and the sites we included in our study were repli-
cated predominately in the 1990s or early to mid-2000s.
However, we recognize that some factors we have iden-
tified do overlap with factors associated with initial
implementation (and associated frameworks) in the lit-
erature [57, 58]. Future research should help identify
empirically where there are areas of overlap and diver-
gence in factors related to initial implementation and
long-term implementation and sustainability.

Very little research has tested strategies and inter-
ventions to promote the sustainability of LHA pro-
grams in community settings. The limited research
that has been conducted suggests that a multi-level,
localized or context-specific approach may be impor-
tant and that planning and partnerships in the commu-
nity will be critical [59]. Our research further informs
potential strategies to address sustainability of LHA
programs in the community and suggests that strate-
gies that focus on the inner and outer context (e.g.,
obtaining funding, building organizational infrastruc-
ture, developing partnerships, building leadership,
identifying program champions) may be particularly
promising. Our finding that some sites and LHAs have
been expanding or adapting the NWP program to be
responsive to women’s needs and changing scientific
evidence in the area of cancer screening suggests that

TBM



understanding the tension and balance between fidel-
ity and adaptation in the context of long-term program
sustainability is a critical area for future investigation
[60]. Developing and testing evidence-based strategies
and policies that promote sustainability of LHA pro-
grams should be a priority area for future research.
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