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Abstract

Cancer is a growing concern for women in the Hmong community. Hmong women
experience poor health outcomes for both cervical and breast cancer, largely due to low
rates of screening and resultant late-stage at diagnosis. Both breast and cervical cancer
screening are complicated by a multitude of social, cultural and environmental factors
which influence health care decision-making and can otherwise serve to restrict access.

We argue that community-engaged research, an orientation which prioritizes collaborative,
equitable partnerships and community voice in identifying both problems and solutions,
can be a valuable approach to helping address cancer health disparities for Hmong women.
Using the Milwaukee-based “Healthy Hmong Women” project as a case example, we detalil
how the community-engaged approach implemented by the project partners was critical in
identifying factors contributing to Hmong cancer disparities and appropriate interventions,
as well as the overall acceptance and success of the project. Specifically, we discuss how
this approach: (1) promoted community investment and ownership in the project; (2)
facilitated the integration of local perspectives and experiences; (3) built capacity to
address cancer screening disparities; (4) facilitated the creation of interventions targeting
multiple ecological levels; and (5) framed the community as the foundation and driver of
positive change.
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Introduction

In recent years, awareness of and attention to health disparities in Hmong
communities in the United States (U.S.) has been increasing. Based on a growing collection
of regional and local studies, we know that Hmong-Americans suffer from elevated rates of
cancer, cardiovascular disease, diabetes, hepatitis, hypertension and gout (Smalkoski et al.,
2012; Xiong et al., 2013). However, to date there have been no large scale studies
examining Hmong health disparities, and little data exists to evaluate the prevalence or
burden of these diseases nationally (Smalkoski et al.,, 2012). What research does exist
tends to focus on specific diseases or specific communities with large Hmong populations,
or includes Hmong as one of several populations of interest.

The reasons behind this relative neglect of Hmong Americans in the health
disparities literature are twofold. First, while the Hmong population has increased
significantly over the past two decades, they still constitute only a very small percentage
(.08%) of the U.S. population (Pfeifer & Yang, 2013). Consequently, the Hmong tend to get
lumped together with other Asian/Pacific Islander (API) groups for purposes of research
and data reporting. This practice leads to the second problem. The API population has the
lowest all-cause mortality rate of any racial ethnic group in the United States (Population
Reference Bureau, 2002), thus any disparities in health experienced by Hmong Americans
get masked by their inclusion within the broader API category (Ro, 2002).

Cancer is one area of concern where significant disparities have been masked by
their inclusion within the comparatively low cancer-risk APl category. While overall
cancer rates in the Hmong community are lower than those for Asian Pacific Islanders
(API) or non-Hispanic whites (NHW), Hmong demonstrate elevated rates of several
cancers, most notably liver, stomach, nasopharyngeal, and cervical as well as leukemia
(Mills, Yang, & Riordan, 2005). And unfortunately, for many of these cancers, the Hmong
experience poorer health outcomes, a consequence of low screening rates and resultant
diagnosis at later disease stage (Mills et al., 2005; Yang, Mills, & Dodge, 2006).

For Hmong women, cervical and breast cancer are of particular concern. Hmong
women exhibit rates of invasive cervical cancer that are particularly high. Incidence and
mortality rates in all age groups are elevated, and overall are more than three times the API
rate and four times the rate of NHWSs (Mills et al., 2005; Yang, Mills, & Riordan, 2004).
Hmong women are also less likely to have their cancers diagnosed at a more readily
treatable, in situ stage — only 55% of Hmong cervical cancers are discovered in situ,
compared with 68% and 82% of APl and NHW women, respectively (Yang et al., 2004).
While breast cancer incidence rates are lower compared to APl and NHW populations,
Hmong breast cancer patients also tend to be diagnosed at a significantly later stage (9.3%
in situ for Hmong compared to 40% and 46% for APl & NHW women, respectively),
similarly resulting in poorer breast cancer outcomes (Mills et al., 2005; Warner et al.,
2012).

Critical to improving both cervical and breast cancer health outcomes for Hmong
women are regular screenings and, in cases where disease is discovered, prompt
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treatment. Five-year survival rates are quite high (>90%) for women whose cancer is
discovered in situ, but drop quickly as the cancer spreads. However, cancer screening
efforts presuppose a Western orientation to health and illness; they are difficult to
interpret from the traditional Hmong perspective that equates illness with the presentation
of physical symptoms, and challenging to implement in the context of Hmong views of
iliness and the body as private matters (Culhane-Pera & Xiong, 2003; Schroepfer, Waltz,
Noh, Matloub, & Kue, 2010). Consequently, cervical and breast screening rates for Hmong
women are very low. In a study of breast and cervical cancer screening utilization among
Hmong women in California, Yang and colleagues found that only 27.7% of Hmong women
reported ever receiving a Pap Test, while only 15.8% reported ever receiving a
mammogram (Yang et al., 2006).

Key to improving screening rates and cancer health outcomes for Hmong women is
a deep understanding of the local context that impacts decisions about screening and
treatment. Central to this are culturally-informed understandings of health, beliefs about
cancer as a disease, its cause and meaning, and the consequences of action and inaction.
Also relevant are perceptions of — and access to — Western medicine and the role of family
in decision-making regarding utilization of health care resources. Finally, other factors that
impact health care access such as insurance, literacy, and socio-economic status are also
important considerations in Hmong cancer health disparities.

This paper details the importance of a multi-year community-based research
partnership to the development and success of a program in Milwaukee, Wisconsin to
improve breast and cervical cancer screening rates for Hmong women. The development
of this program — known locally as “Healthy Hmong Women” —was guided by the
Milwaukee Consortium for Hmong Health, a coalition of academics, community-based
organizations, clinics, and members of the Hmong community. The Consortium utilizes a
community-engaged approach in its work with the Milwaukee Hmong community, an
orientation that prioritizes collaborative, non-hierarchical partnerships and community
voice in identifying and solving problems. This approach is reflected not only in the
processes utilized by the Consortium to ascertain local perspectives, needs, and priorities
and develop and implement interventions, but also in the engaged nature of the specific
intervention selected. This paper discusses the importance of such community-engaged
approaches to understanding the socio-ecological context within which health and health
disparities are produced, and identifying and developing interventions that improve health
outcomes. In addition, we describe the role of community-engaged approaches in building
trust with the community, facilitating community ownership of the project, and building
community capacity to address health outcomes.

The Socio-Ecological Context of Hmong Cancer Disparities

Health and illness, at both the individual and community level, are closely linked to
the larger socio-ecological environment. They are a product of a variety of aspects of the
environment — physical, social, cultural, economic, political, and historical — both directly
and as a result of interactive effects between the environment and the individual (Green,
Richard, & Potvin, 1996; Stokols, 1996). Consequently, health and health disparities are
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locally produced but distally influenced, an outcome of fit between multiple aspects of the
individual or community and multiple dimensions of the environmental context (Grzywacz
& Fuqua, 2000; Stokols, 1996).

The socio-ecological environment influences health in two key ways. First, it shapes
understandings of health and illness and culturally-appropriate reactions to illness.
Secondly, it frames the universe of options available to individuals and families as they
make decisions regarding the maintenance of health and the treatment of iliness (Berman,
Kendall, & Bhattacharyya, 1994; Denham, 2002; Schumann & Mosley, 1994). Such health
decisions are influenced by the family’s culture and collective beliefs about the world and
characteristics of the community setting, as well as more pragmatic issues such as cost,
access, distance, conflicting responsibilities, etc. (Frye, 1991; Grzywacz & Fuqua, 2000;
Wenger, 1995).

Hmong understandings of iliness generally, and cancer more specifically, figure
prominently into decisions about cancer screening and treatment. Cancer is viewed as a
new disease, one that they were never exposed to in their homeland and for which they do
not even have a name (Baisch, Vang, & Peterman, 2008; Schroepfer et al., 2010; Vang,
2008). While there is increasing awareness of it as a disease, there is a lack of
understanding of its causes and consequently significant fear. More traditional Hmong may
view cancer as spiritual in origin and consequently seek out a traditional healer. Others
may view it as within the purview of Western medicine, but incurable and untreatable,
essentially a death-sentence (Culhane-Pera & Xiong, 2003; Schroepfer et al., 2010).

Cancer is challenging to address in the Hmong community because, in the early
stages where it is more likely to be successfully treated, it is “invisible” or “silent,”
presenting few if any symptoms. In the traditional Hmong view of illness, an individual
must be feeling ill or sick to seek treatment (Schroepfer et al., 2010; Vang, 2008) — there is
no conception of an illness that could be developing invisibly within the body without
causing symptoms. Therefore, it can be difficult to convince a Hmong individual to undergo
screening for disease in the absence of symptoms, particularly if the procedures are viewed
as embarrassing or risky (Culhane-Pera & Xiong, 2003).

Cancer screening procedures involving the breasts or reproductive organs tend to
be particularly problematic for women (Culhane-Pera & Xiong, 2003). Traditional Hmong
are modest and view the body as private (Schroepfer et al., 2010). Furthermore, sex and
sexual organs are culturally silent issues that are rarely discussed (Yang et al., 2004).
Consequently, Hmong women are often extremely embarrassed and uncomfortable with
the intrusiveness of a gynecological exam, particularly if it is conducted by a male physician
(Vang, 2008; Yang et al., 2004) . In addition, Hmong women who are not yet married or are
beyond their childbearing years often do not find gynecological exams (and the associated
Pap test) warranted or appropriate (Fang, Lee, Stewart, Ly, & Chen, 2010; Vang, 2008).

Screening access is further complicated by linguistic and literacy barriers, as well as
low rates of insurance. While rates of English literacy among younger Hmong women in
the U.S. are high, many older Hmong women have limited English proficiency.
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Consequently, translators are needed for interactions with Western medical professionals.
The availability and quality of translators varies significantly, however, creating
communication barriers for Hmong women with limited English proficiency (Fang & Baker,
2013; Lor, Khang, Xiong, Moua, & Lauver, 2013). In addition, there is a lack of specific
terminology in the Hmong language for discussing cancer and health care screening which
creates challenges for translators trying to explain procedures and diagnoses to their
Hmong-speaking clients (Fang & Baker, 2013). Hmong women may face additional
barriers accessing health care resources due to low rates of insurance. Census 2010 data
indicate that less than 50% of the Hmong population has private insurance, and 15% are
completely uninsured, which can lead to barriers or delays in accessing screening (Pfeifer
& Yang, 2013). Even those with insurance, however, may not prioritize their own health
needs. As Fang and Baker (2013) note, traditional Hmong values dictate that women
should place the needs of their children, husband and in-laws above their own, thus Hmong
women overwhelmed by other family and household responsibilities may neglect their
own health needs.

Utilization of Community-Engaged Approaches to Reduce Cancer Health Disparities

To be effective and accepted in communities, health promotion and intervention
programs must be designed with a deep understanding of the socio-ecological context of
people’s lives. In regards to cancer, this includes understanding culturally-mediated beliefs
regarding etiology, prevention and treatment, where cancer prevention “fits in” with
regard to daily life priorities, as well as linguistic and economic barriers and other factors
(Meade, Menard, Luque, Martinez-Tyson, & Gwede, 2011). This deep attention to socio-
ecological contexts impacting health and health disparities is best accomplished through
methodologies which prioritize engagement with communities to identify their concerns,
needs and priorities and develop research and interventions that directly respond to these
community-identified needs.

Community-engaged research refers to a collection of epistemological approaches to
research which share a commitment to giving people a voice in identifying and solving
problems affecting their communities (Culhane-Pera et al., 2010). For the purposes of this
paper, we will utilize the term community-based participatory research (CBPR). CBPR is a
model of community-engaged research commonly used in health disparities research.
Minkler and Wallerstein (2003, p. 4) describe it as

... acollaborative approach to research [that] equitably involves all partners
in the research process and recognizes the unique strengths that each brings.
CBPR begins with a research topic of importance to the community with the
aim of combining knowledge and action for social change to improve
community health and eliminate health disparities.

Central to CBPR is the creation of collaborative, non-hierarchical partnerships comprised of
community members, researchers, organizational representatives, and other key
stakeholders. These partnerships practice shared decision-making and emphasize mutual
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ownership of all stages of the research process (Minkler & Wallerstein, 2003). In addition,
they recognize that all partners bring relevant knowledge and expertise to the partnership
and that co-learning is a critical aspect of a successful partnership (Israel, Eng, Schulz, &
Parker, 2005). This has the effect, as Hartwig, Calleson, and Williams (2006) note, of
transforming research from “a relationship where researchers act upon a community ... to
one where researchers work side by side with community members.”

While research is central to the process, ultimately its goal is to produce knowledge
that can lead to action. Consequently, CBPR emphasizes building upon a community’s
existing strengths and resources, capacity-building within the community, and long-term
commitments from all partners (Israel et al., 2005; Minkler & Wallerstein, 2003). And,
because CBPR recognizes community members as cultural experts and key partners in the
research process, the research and programming it generates is more valid, effective, and
relevant to the community and has more sustainable outcomes (Culhane-Pera et al., 2010;
Tung Thoa Nguyen et al., 2006).

CBPR has been utilized in many minority and immigrant communities in the U.S. to
investigate cancer disparities and design and implement effective, community-based
cancer interventions (Adams, 2007; Christopher, Gidley, Letiecq, Smith, & McCormick,
2008; Luque, Mason, Reyes-Garcia, Hinojosa, & Meade, 2011; Luque, Rivers, et al., 2011;
Tung T Nguyen et al,, 2010; Tung Thoa Nguyen et al.,, 2006; White, Haas, & Williams, 2012).
These commonly integrate lay education, health worker or navigation models that train
community members to provide services and programming. In a few cases, these have
been layered with other programs to created multi-level interventions targeting multiple
ecological levels. CBPR is likewise being increasingly utilized in Hmong communities to
investigate and address a number of health concerns. To date, cancer has been the most
common target of CBPR efforts (Fang & Baker, 2013; Kagawa-Singer, Tanjasiri, Valdez, Yu,
& Foo, 2009; Schroepfer et al., 2010; Tanjasiri et al., 2001), although mental health (Collier,
Munger, & Moua, 2012), domestic violence (Yoshihama & Carr, 2002), and immunization
utilization (Baker, Dang, Ly, & Diaz, 2010) have also been investigated.

The Milwaukee Consortium for Hmong Health: A Case Example

Key to improving Hmong women'’s cancer health outcomes is finding ways to
increase knowledge of cancer as a disease and the importance of early screening and
detection in ways that are culturally and linguistically appropriate (Tanjasiri et al., 2007).
For the past five years, my colleagues and | have been working with the Milwaukee
community — home to the fourth largest Hmong population (11,904) in the US (Pfeifer &
Yang, 2013) - to improve screening rates and cancer health outcomes for Hmong women.
Key to our success has been a slow process of partnership-building with the Milwaukee
Hmong community and the utilization of a community-engaged approach since the
partnership’s inception that prioritizes the needs, perspectives and voices of the
community.

In 2008, academic and community partners working on this health issue established
the Milwaukee Consortium for Hmong Health to facilitate engagement with the Hmong
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community around women'’s cancer health and wellness and build capacity to address this
issue. As has been detailed elsewhere (Sparks and Vang, accepted), the Consortium grew
out of a small partnership between the University of Wisconsin-Madison and the House of
Peace Community Nursing Center in Milwaukee (part of the University of Wisconsin-
Milwaukee Institute for Urban Health Partnerships) investigating anecdotal reports of high
rates of cervical cancer and late stage at diagnosis in the Wisconsin Hmong population.
Today, the Consortium includes 20+ members representing numerous academic
institutions, local and national non-profits, state and local government, Hmong-serving
clinics and organizations and the local Hmong community. This broad representation
allows us to build upon the diverse knowledge and resources of these different players and
pool the limited capacity of each member.

The Consortium’s mission is to “engage the Hmong community of Milwaukee for
positive change regarding women’s cancer health and wellness” more broadly. It operates
from the premise that the Hmong families in the community are central to identifying
strategies to address barriers to cancer screening and implementing solutions. The
Consortium serves primarily as an advisory board, providing important guidance and
feedback on the mission, vision, and priorities as well as Consortium education, research
and outreach efforts. Specifically, the group works to (1) provide communication,
education and outreach on cancer issues; (2) build capacity to address cancer issues; and
(3) address barriers to and encourage cancer screening and follow-up.

Community Dialogues

One of the first priorities of the Consortium after its establishment was to assess the
perspectives and needs of the Milwaukee Hmong community in relation to women’s cancer
health. While many of the Consortium members had extensive experience in the
community and a sense of barriers to cancer screening and treatment, we felt it was
important to engage the Hmong community directly in discussions and priority-setting
regarding future strategies. Our goal was to facilitate community ownership and alignment
of the Consortium with community needs and priorities. Thus, in the fall of 2008, the
Consortium sponsored a series of three facilitated community dialogues to (1) discuss how
understandings of cancer and perceptions of risk affect decision-making regarding cancer
screenings, and (2) explore with community members effective ways to overcome barriers
to accessing cancer screening and treatment.

These community dialogues resulted in a set of six community recommendations
aimed at improving Hmong women'’s health outcomes which are guiding the Consortium’s
efforts moving forward. These recommendations, which are detailed in Sparks and Pang
(accepted), are summarized in Table 1.
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Table 1: Community Recommendations for
Overcoming Barriers to Accessing Cancer Screening
& Treatment

1. Provide in-depth information and education
about the importance and consequences of
annual exams

2. Explore ways to make annual exams a
“requirement”

3. Ensure that annual exams are affordable

4. Ensure that Hmong women have access to

female doctors

Offer a peer education program

Offer a free community-based clinic

o g

Lay Health Education

Community recommendations 1 and 5 — which center on the idea of peer education
and information sharing around preventive health and cancer screening — framed the
development of “Healthy Hmong Women” (“Poj Niam Hmoob Kev Noj Qab Haus Huv”) which
the Consortium launched in 2011. This two-year lay health education pilot project was
modeled after lay health promotion programs successfully utilized in other API
communities to increase cancer literacy as well as access to and rates of cancer screening
(Kagawa-Singer et al., 2009; Lo et al,, 2010; T.-U. N. Nguyen et al., 2008; T.-U. N. Nguyen,
Tran, Kagawa-Singer, & Foo, 2009; Tanjasiri et al., 2007).

“Healthy Hmong Women” takes a two-pronged approach, providing both lay cancer
health education to the greater Milwaukee Hmong community and support to Hmong
women recently diagnosed with breast or cervical cancer. For our lay health education
module, we trained seven local bilingual/bicultural Hmong women as community health
workers (CHWs). Our CHWSs conduct small, family-based workshops educating Hmong
women and their families about cervical and breast cancer, cancer prevention and
screening tests. Women due and eligible for breast and/or cervical cancer screening are
encouraged to get screened and connected with resources to access screening and
translation services if needed. The CHWs have also conducted several large community
education luncheons, one of which was specifically designed to engage Hmong men in the
conversation about women’s cancer screenings, an addition considered important by the
community given the role of men in health care decision making for women in their family
(Parker & Neng, 1999).

To work with newly diagnosed cancer patients, we trained two Hmong cancer
survivors as community health mentors (CHMs). The CHMs provide emotional and
instrumental support to Hmong women with cervical or breast cancer after their diagnosis.
Utilizing their own cancer diagnosis and treatment experiences, these survivors provide
support to Hmong women facing the beginning of their own cancer journey and
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encouragement to engage in recommended treatments. Evaluation of both the CHW and
CHM programs is currently underway.

Importance and Value of Community-Engaged Approaches

The community-engaged approach utilized by the Consortium in its work with the Hmong
community has been beneficial in many ways:

1. This approach has promoted community investment and ownership in the
Consortium and its work. The process of involving and engaging the community
since the Consortium’s inception has established two-way communication between
the Hmong community and providers and academics, providing an opening and
forum for discussion and priority-setting with the community. Consequently, while
the Consortium was initially established by outside entities, the community is now
well represented in its membership and is coming to see the Consortium as part of
the community itself. In addition, because the Hmong community views itself as
helping to direct the Consortium’s work, that work is legitimized within the Hmong
community. The Consortium and its academic partners are understood to be
working to further the community’s goals rather than imposing their own agenda
upon the community.

2. Engagement with the community has facilitated the integration of local
perspectives and experiences. From the outset, the Consortium recognized the
need to understand the community’s perspective on — and understanding of —
cancer and cancer screening, and the community dialogues were a valuable part of
this process. We were able to identify an array of barriers to screening and
treatment specifically faced by Hmong women in Milwaukee, understand their
priorities for action, and design interventions with these in mind. Consequently,
Consortium initiatives fit with the community’s needs and priorities because they
have been designed in direct response to the perspective and insights that emerged
through the community dialogues. In addition, we have continued to respond to
issues and concerns brought forth by the community and our lay health educators
during our implementation process and adjust accordingly.

3. We have been able to build capacity in the community to address cancer
screening disparities through community engagement. Participants in our
project have indicated to us that, prior to the Consortium-sponsored community
dialogues and lay health education workshops, Pap tests and mammograms were
not part of their conversations. They emphasized, however, that it was important
for Hmong women to talk with one another and share their health experiences, and
the community dialogues and health education workshops provide a valuable
opportunity and safe environment to start doing so. In addition, by training a cadre
of local bilingual/bicultural Hmong women as community health workers with
expertise in cancer and cancer screening, we are helping increase capacity within
the Hmong community to improve cancer health literacy and cancer screening rates
and continue these conversations.
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4. We have putin place interventions and resources aimed at addressing
barriers to access at multiple ecological levels. While “Healthy Hmong Women”
is primarily about peer lay health education and creating change at the individual
level, the range of partners that we have brought into the Consortium has increased
our capacity to address a range of other critical barriers to screening tied to lack of
insurance, cost, language barriers, etc. Multilevel interventions which target the
contextual determinants of health at multiple ecological levels are important to
successfully addressing disparities in health (Trickett & Beehler, 2013), and our
engaged approach has facilitated the inclusion of partners and resources that are
able to address a greater range of health determinants.

5. The community is framed as the foundation and driver of positive change
rather than a barrier or “high risk” public. Too often, the culture or beliefs of
minority and immigrant communities are construed as being at the root of their
health problems, and populations consequently constructed as “at risk.” Culturally-
rooted health beliefs, for example, may be framed as erroneous or incorrect, and
blamed for the existence of health disparities. However, culture can also be an asset
that can be leveraged to improve health and well-being, as in the case described
here. By engaging the community in identification and prioritization of needs,
barriers, and modes of intervention, the community settled upon a strategy that
builds upon a cultural strength — the utilization of peer networks for the
communication of information. Thus, by training Hmong community health
workers, important health information is being introduced into existing lay
networks and reproduced through a traditional mode of communication (i.e.,
women’s peer networks). These networks are thus constructed as an asset and
important frame for facilitating change rather than a barrier.

Summary and Conclusion

The community-engaged approaches utilized by the Consortium and the “Healthy
Hmong Women” project — (1) community dialogues and (2) lay health education — have in
our view been critical to the acceptance and success of the Consortium and the project. The
process has been critical in identifying factors within the community contributing to the
production of Hmong cancer disparities and identifying appropriate interventions. And, as
a result of this process, we are engaged in work that fits with the priorities and needs of the
community and is consequently building community capacity. The community health
workers and community health mentors have become important resources in the
community, and have had success in increasing cancer health literacy and intent to screen.
While the ultimate impact of the project on rates of screening and treatment initiation are
still being assessed, it is clear that the project has been successful in increasing awareness
of breast and cervical cancer as issues of concern in the Hmong community and
encouraging conversations about these diseases. In addition, the community has indicated
that it sees value in the peer health education model and has already pushed to expand the
scope of the intervention to include men and other pressing health concerns. To this end,
the Consortium is in the process of broadening our CHW program to engage Hmong men
more integrally in conversations and workshops focusing on women'’s cancer health and
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preventive screenings. In addition, we are integrating other cancers such as liver cancer
which disproportionately affect Hmong men into our lay health education curriculum and
workshops and planning to train men as CHWs. Our hope and goal is that the community
will increasingly guide and drive the Consortium’s health improvement efforts. As the
community’s partners, our aim is to support their goals, priorities and agenda.
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