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Abstract

Introduction: Disparities in access to palliative care persist, particularly among underserved
populations. We elicited recommendations for integrating community health workers (CHWs)
into clinical care teams, by exploring perspectives on potential barriers and facilitators,
ultimately aiming to facilitate equitable access to palliative care. Materials and Methods:
Twenty-five stakeholders were recruited for semi-structured interviews through purposive
snowball sampling at three enrollment sites in the USA. Interviews were conducted to
understand perspectives on the implementation of a CHW palliative care intervention for
African American patients with advanced cancer. After transcription, primary and secondary
coding were conducted. Framework analysis was utilized to refine the data, clarify themes, and
generate recommendations for integrating CHWs into palliative care teams. Results:
Our sample comprised 25 key informants, including 6 palliative care providers, 6 oncologists,
5 cancer center leaders, 2 cancer care navigators, and 6 CHWs. Thematic analysis revealed five
domains of recommendations: (1) increasing awareness and understanding of the CHW role,
(2) improving communication and collaboration, (3) ensuring access to resources,
(4) enhancing CHW training, and (5) ensuring leadership support for integration.
Informants shared barriers, facilitators, and recommendations within each domain based on
their experiences. Conclusion: Barriers to CHW integration within palliative care teams
included limited awareness of the CHW role and inadequate training opportunities, alongside
practical and logistical challenges. Conversely, promoting CHW engagement, providing
adequate training, and ensuring support from leadership have the potential to aid integration.

Background

Palliative care is a holistic caregiving approach aimed at improving quality of life and optimizing
goal-concordant care and is recommended for patients with advanced cancer [1]. However,
multilevel barriers impede its utilization, especially among African American patients [2–4].
These barriers include unequal access to care, lack of knowledge about federal, state, and local
benefits, and prevalent distrust of the medical system due to historically enacted abuses and
discrimination [5]. In the USA, African Americans make up approximately 12% of the overall
population; however, they constitute only 8.5% of all hospice users [6]. They are also less likely to
complete advanced directives and more likely to receive aggressive interventions at the end of
life [6–9].

At the provider level, access challenges are exacerbated by the low number of specialty care
providers and the growing number of patients requiring palliative care. This gap is projected to
widen into an impossible-to-match ratio by 2030 [10]. Furthermore, access disparities worsen in
resource-limited settings. Only 12% of providers in the USA practice in rural areas and retention
is a challenge owing to poor infrastructure and limited career advancement [11]. Moreover,
many palliative care services that are available remain underutilized, frequently due to
misconceptions that conflate palliative and hospice care [12,13]. One promising way to bridge
this disparity in access to palliative care is by integrating community health workers (CHWs)
within oncologic and palliative care teams to provide educational and navigational support to
patients who could benefit from palliative care services [14].
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According to the American Public Health Association, a CHW
is a “frontline public health worker who is a trusted member of
and/or has an unusually close understanding of the community
served”[15]. Studies on CHW-integrated healthcare delivery
models among marginalized communities report improved uptake
of primary and follow-up care, decreased costs, and improved
health knowledge and lifestyle behaviors [16,17]. The role of
CHWs in controlling disease outbreaks, delivering preventative
care for chronic illnesses like diabetes and hypertension, cancer
screening, and addressing psycho-emotional needs is well-
documented [18–25]. As a result, many US health systems are
eager to incorporate CHWs to improve the delivery of health
services [26]. This growing interest is paralleled by a significant gap
in the literature on the integration of CHWs within specialty care
practice. As part of the preparatory phase of a multicenter
randomized controlled trial, which is evaluating the effectiveness
and implementation of a CHW-integrated palliative care program
for African American patients with advanced cancer and their
informal caregivers (NCT05407844), we conducted qualitative
interviews with professional key informants including oncologists,
palliative care providers, cancer center leaders, and CHWs to
identify multilevel factors that may influence implementation [27].
The objective of this analysis was to characterize perspectives on
the integration of CHWs into palliative care teams, including
perceived barriers, facilitators, and recommendations related to
integration.

Methods

Study design, participants, and setting

Twenty-five semi-structured professional key informant inter-
views were conducted between November 2022 and April 2023
across three clinical trial study sites: the Johns Hopkins Hospital
(JHH) in Baltimore, MD, the University of Alabama at
Birmingham Hospital (UAB) in Birmingham, AL, and
TidalHealth Peninsula Regional (TH) in Salisbury, MD. Key
informants were classified into four categories: (1) CHWs or other
care navigators; (2) palliative and hospice care providers;
(3) medical, surgical, or radiation oncology providers; or
(4) cancer center leaders and administrators. The complete
methodology has been previously published [28].

Purposive sampling was used to identify and recruit individuals
from the three sites who had experience with similar programs or
would be able to speak to the barriers and facilitators associated
with implementing the intervention within their health center.
Participants were identified through recommendations from each
site’s principal investigator (PI) and a snowball sampling approach
was employed to broaden the depth and reach of our sample.
Eligible participants were approached by the research team via
email. Participants who agreed to participate received a $50 gift
card honorarium upon interview completion.

Data collection

We approached 33 key informants via email after identification
by site PIs, 25 of whom agreed to participate. Participants were
evenly distributed across the three study sites (eight from JHH,
eight from TH, and nine from UAB). We conducted interviews
using a university-affiliated version of Zoom (Zoom Video
Communications, Inc., San Jose, CA). All participants provided
verbal informed consent. The duration of each interview fell

between 60 and 90minutes, and all interviews were audio recorded
and transcribed.

A semi-structured interview guide was developed collabora-
tively by the PIs, interviewers, and two experienced qualitative
researchers. The Interview guide was informed by the
Consolidated Framework for Implementation Research to explore
key informants’ perspectives on multilevel implementation factors
across five main domains: the intervention, inner setting, outer
setting, individuals involved, and implementation process [29].
The interviews focused on eliciting recommendations for
implementing the CHW intervention within palliative care and
oncology settings.

Data analysis

As part of the larger study, we used an abductive coding process
involving primary and secondary reviewers to code and organize
the interview data in MAXQDA (VERBI Software, Berlin,
Germany). The details of the coding process have been covered
in more detail in a previous publication[28].

For this analysis, we focused on coded excerpts that included
information relevant to the integration of CHWs into clinical
teams and palliative care teams. We selected codes that fell within
the following content areas: (1) integrating CHWs into care teams,
(2) need and desire for training, (3) perceived value of CHWs,
(4) perceptions of inpatient and outpatient palliative care services,
and (5) training experiences. Coded data were subsequently
analyzed using the framework method to facilitate thematic
analysis [30,31]. As part of the framework method, three authors
(TM, SF, OM) reviewed and summarized all coded segments
contained within the abovementioned content areas. The lead
author then developed a summary matrix to facilitate comparison
across participants and domains. All analysts reviewed and
discussed the summary table, and together, synthesized the data
into five domains, which included perceived barriers, facilitators,
and recommendations.

Human Subjects Protections and Reporting Guidelines

This study was approved by the Johns Hopkins University School
of Medicine Institutional Review Board (#00283002). It is reported
using the Consolidated Criteria for Reporting Qualitative Research
(COREQ) guidelines [32].

Results

Our sample was comprised of 25 key informants, including
6 palliative care providers, 6 oncologists, 5 cancer center leaders,
2 cancer care navigators, and 6 CHWs. The key informant’s
recommendations for CHW integration clustered into five main
domains, including: (1) increasing awareness and understanding of
the CHW role, (2) improving communication and collaboration,
(3) ensuring access to resources, (4) enhancing CHW training, and
(5) ensuring leadership support for integration. Within each
domain, we highlighted the perceived barriers, facilitators, and
recommendations made by key informants based on their
experiences (See Fig. 1).

Increasing awareness and understanding of the CHW role

A prominent barrier cited by key informants was a lack of
awareness about the CHW role. Clinicians recognized that CHWs
could be helpful but identified a need for role clarity and improved
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education about CHWs’ value. Clearly defining roles among team
members was considered important to prevent role confusion and
foster trust. Clinicians highlighted the need for intentional
awareness efforts at the provider level to reduce ambiguity,
particularly regarding the perceived overlap of roles between
CHWs and social workers. Participants expressed the need for a
well-defined workflow, with each member having a clear purpose
and a mechanism for contact in place. A palliative care provider
highlighted the importance of education to help clinics integrate
CHWs into practice: “It’s all-around education, just awareness that
that role exists, and then how best to utilize that role.” (Palliative
Care Provider, KI05)

Similarly, CHWs reported that role ambiguity led to resistance
from clinic staff, which had to be overcome through time and
effort. One CHW shared their personal experience overcoming
such barriers in the past:

It wasn’t easy at the beginning. There were some barriers that
had to be removed. But once that clinic staff saw the value that we
were adding and taking some of the burden off them as well as
with – I’m going to be honest with you, as well as the social workers,
that was some barriers there. We had to prove ourselves, that we’re
here to help you help us and to help the patient. It’s all about the
28 patients. But the main thing going back to your question is it’s
very important to have a relationship, a very good working
relationship. (CHW, KI05)

Cancer center leaders recommended increasing the visibility of
CHWs in patient-facing areas of the clinic to raise awareness of
their role among patients and their families. One cancer center
leader suggested implementing best practice alerts, whereby both
the patient and care provider could be notified by the health system

when a patient with a certain diagnosis may benefit from CHW
support:

Whether it’s best practice alerts, or questionnaires : : : those
kinds of things that would result in some sort of introduction.
Those kinds of things might be helpful to get [CHWs] involved and
engaged and have some awareness, such as an alert to the
clinicians, alert to the cancer patients : : : Imagine if you had a
diagnosis/visit combo that says, “Have you met one of these folks
yet?” And you answer no, then it makes an introduction. (Cancer
Center Leader, KI03)

Informants also recommended leveraging patient-family
advisory boards and featuring advertisements in hospital lobbies
as ways to promote CHW recognition.

Improving communication and collaboration

In the context of care coordination, clinicians voiced reluctance
to trust CHWs to relay medical advice. They expressed concerns
about the CHWs’ lack of clinical training and the potential for
miscommunication when conveying medical information:

I would say that you can’t use a community health worker [to
relay medical advice]. That’s going to sound terrible, but
honestly, I think it would have to be nurse driven if you want
physicians to be talking to them [CHWs]. It’s going to be really
hard to explain something to somebody who’s non-clinical, to
then have them have to go explain it – like, it’s the game of
telephone at that point. When it comes to pain and symptom
management, I think 100%, I mean – I think they can make a
phone call and say “Hey, the patient is in pain. What can we do

Figure 1. Results summary. CHW = community health worker.
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about it?” But I would be hesitant to give anybody but a clinician
any kind of advice because I would be worried that it would be a
liability, misconstrued. (Palliative Care Provider, KI07)

However, clinicians were willing to task-shift by having
CHWs disseminate health information or assist with recording
advance directives. They expressed that CHWs could play a
crucial role in providing informational handouts and promoting
health literacy. Clinicians were also willing to have CHWs
reinforce important information related to disease and treat-
ment characteristics:

I also think providing handouts and health literacy aspects. As
much as we explain it, having someone that can reiterate things
and really help with understanding treatment toxicities andmaybe
provide some great handouts, all those things can be better because
we do not have tons of time to explain lots of complicated things to
patients, so if we start the conversation and then they can kind of
close and finish them on it would be ideal. (Oncology Provider,
KI02)

Furthermore, key informants underscored the importance of
effective communication and a collaborative approach to
integration. Relationship building was a factor cited by CHWs
and oncology team members as key for effective integration. It
was reinforced within the context of palliative care, as a tool that
would be helpful for the whole team. Some benefits described
included building trust and openness within the team, which
would enable problem areas to be shared and discussed.
Relationship-building strategies suggested by informants
included introducing CHWs at staff and faculty meetings,
team-building exercises, and incorporating didactic training on
relationship building and conflict resolution. One CHW stated
that showing their appreciation to the clinical team through kind
gestures may go a long way in building rapport and fostering
strong team dynamics:

It may mean taking some donuts, especially around the holiday
time. Giving a thank you card. Look, we appreciate you all working
with us. And once they see the value that you’re adding they’re going
to be on board. But it’s very important to have a relationship with
the physicians, with the nurses, with the front desk. Now, that front
desk is the main connection there. If we just can walk in and say,
look, I brought you something for lunch today. Is so-and-so here
today? We need to see her. What time can we see her? Can you
connect us? You’ve got to have a relationship starting with that front
desk, it’s very important. (CHW, KI05)

Access to electronic medical records, even with simple read and
write privileges, was described as an important and necessary step
to integrating CHWs into clinical teams. According to informants,
it would allow clinicians to read the after-visit summary and draw
attention to the important insights brought forth by a CHW’s
home visit. Similarly, having access to medical records would allow
CHWs to gain insight into patients’ needs before meeting them at
their homes and may help patients view CHWs as an extension of
their care team:

As long as you have an electronic medical record, like even if you
only give the CHWs read and write [privileges], you can read the
after-visit summary. You can message the care team once you leave
the patient’s house, or after you get finished talking to the patient.
I think that is very crucial with being integrated from the community
to the clinicians.When I was working at my last organization, that’s
what we did.We had access to [the site’s EMR,] Epic, so we were able
to read their chart before we even go out and meet the patient. You
know, an overview of what we would be walking into. We won’t be
blind-sided. (CHW, KI01)

Ensuring organizational capacity and CHWs’ access to
resources

At the clinician level, informants felt that a lack of practical
considerations might hinder the integration of CHWs within
clinical settings. Clinicians highlighted coordination challenges
between teammembers and were concerned that adding amember
with a new role may make it more confusing and harder to regulate
care. One participant shared:

We struggle already to communicate with caregivers and family.
Is this person [new CHW] physically there? How does this person
communicate? I think those are the biggest sort of questions that I
have – I mean, there’s no way that they can be there 24/7 with one
patient. And so, like, what does that time look like? Our health
systems are not set up that way, to say it’s patient navigator hour.
We’re going to go around and talk to all the navigators. We have to
think about that, otherwise now it’s just another person that we’re
trying to chase down. (Palliative Care Provider, KI03)

At the policy level, key informants also expressed concerns
over the lack of standardized practice and ambiguity of
guidelines for implementing palliative care in the inpatient
and outpatient settings. Before CHWs can be fully integrated,
they emphasized the need for a clear delineation of what services
are covered under palliative care in the state’s statute, in terms of
primary and specialty palliative care and a roadmap for
implementation:

Reimbursement is certainly [a challenge] on both hospital
patients and ambulatory but more so on the ambulatory side. You
know, large hospital systems can kind of absorb overhead costs and
provide the service : : : The [state] statute talks about providing
palliative care, but it doesn’t describe how to do that at the hospital
level, just that it must be provided. It could be a single provider, while
we have five, six, or more on the team. So, standardization is
another concern across hospitalized patients. And then it’s the wild
west on the ambulatory side. There are really no statutes, there are
really no regulations, and there are no consumer guidelines for what
it should look like, whether a single provider is a palliative care
program. Is it primary palliative care, or is it advanced practice?
(Cancer Center Leader, KI03)

At the CHW level, informants drew attention to issues with
patient allocation, logistics of CHW home visits, and resource
allocation. One CHW informant recommended a policy of two
patients at a time for newer CHWs and having a no-limit policy for
more experienced CHWs. Informants also recommended provid-
ing CHWs with necessary equipment and transportation, such as
work phones and laptops. One CHW shared their experience
working with an organization that covered their transportation
costs by reimbursing tracked mileage and fuel costs, which was
especially important considering the extensive areas they covered.
Many CHWs emphasized the importance of offering competitive
wage incentives and opportunities for training. Participants
underscored the need for hiring processes to select individuals
who are truly passionate about the work. As one participant
expressed:

Me personally, I do believe in compensation because you’re going
to get better results, but the main focus cannot be compensation.
To be a health advisor or an advocate for someone else, you’ve got to
also have a passion, it must come from within. As a patient
navigator and out there throughout and traveling, we would hear so
many people, “We want to do what you’re doing. Can we do what
you’re doing?” It takes a special type of person to be a navigator.
(CHW, KI05)
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Recommendations for having CHWs specialize in cancer-
specific teams were also shared. According to one participant, this
would improve practice and help patients know, “exactly who to
go to.”

Enhancing CHW training

One prominent challenge highlighted was a perceived lack of
standardized discipline-specific training programs for CHWs.
Informants emphasized that didactic training specific to health
diagnoses should be integral for integration. One informant shared
how an understanding of what lowered immunity entailed for a
cancer patient and knowledge of potential treatments would help
CHWs be effective patient advocates and care team members.
Furthermore, informants felt that observational training, such as
shadowing providers in the clinical setting, would be important.
One provider shared how shadowing could help CHWs better
understand the medical aspects of care and adjust to the provider
work style:

I think it would be helpful for them to almost shadow certain
providers just to see what the different aspects really look like. Each
individual provider can be a little different. (Oncologist, KI02)

Informants also emphasized that the current healthcare systems
lack practical training in palliative care for CHWs, which would be
an important antecedent to their integration, especially for the
development of skills specific to palliative care, including end-of-
life training. CHWs also shared that forming close connections
with individuals can be emotionally challenging; therefore, they
emphasized that training should enable them to address the
emotional needs of caregivers and family members. The ability to
interpret body language and address concerns without judgment
were considered important:

“I think you must absolutely cover getting comfortable with
having hard conversations because that is certainly a big part of it.
I’ll be honest, I feel like one of my biggest advantages in doing this job
is if I went in a room of 20 family members, being able, if you will, to
read the room. You’ve got to look around. I would watch people’s
expressions, their body language. So, somebody needs to be really
aware of that and pay attention because I really could tell who was
on board and who wasn’t or who had questions or who wasn’t
getting it at all and without calling them out, saying “Well, you
know, this could really be confusing. So, let me explain it this way,”
or “A lot of people feel this way about this. However : : : ” So that
you’re kind of answering. (CHW, KI06)

Ensure health system and leadership support for integration

Informants in a leadership role highlighted concerns for care
fragmentation and cost coverage for CHW-delivered services.
Informants described how CHW compensation is typically
provided through research grants and shared that sustainable
funding mechanisms for CHWs in the USA remain limited. An
informant comparing the CHW integration in Brazil to that in the
USA stated:

Community health workers here [in the US] : : : I work with that
model, have worked my entire career, is we employ them for the
research project, and then when it’s done, they lose their jobs, and
then the healthcare system never absorbs those individuals. There’s
some movement here in the US now to do so. The discussion is who’s
going to pay for it. The healthcare system does not want to pay for it
and the patient cannot absorb that cost. So, then what? (Cancer
Center Leader, KI08)

A few informants also expressed concern that providers may
perceive lay navigation as less potentially successful than nurse-led
navigation, which may influence stakeholder buy-in for CHW
integration. One leader shared their experience of implementing a
nurse-led navigation initiative:

We have navigators in a couple of our locations. They’re actually
transitioning out of what we’re calling navigators to calling them
office practice nurses : : : they really are tasked with all the things
that you described, helping people enter and move through the
system and make those care transitions. Being nursing-led has been
tremendously helpful in comparison to things like navigator roles
that are more social work based or lay-person based, which focus on
some other things. Navigation is not widely used in my observation
at [institution] by any of the definitions that we’ve talked about. I’m
not sure why that is. I think there’s been hesitancy to it in the past,
because it seems to add cost to the system. I think the cynical view of
navigation is that it’s a role that people create when their processes
stink. I do not know that that’s fully fair, but it’s also not completely
untrue. (Cancer Center Leader, KI02)

The interviews highlighted the strong need for ensuring
leadership support. When discussing the implementation of a
new healthcare strategy, informants emphasized leadership styles
centered on stakeholder involvement. Drawing from experiences,
they recommended that new leaders acquire a contextual under-
standing of the problem and involve key stakeholders during
decision-making in a genuine, purposeful way. As one informant
stated:

You get all stakeholders in a room, let them have a stake in the
game, and work towards a common goal. That’s the most effective
way for major kinds of change and minor kinds of change – have full
engagement, full transparency, and everybody’s got skin in the game.
(Cancer Center Leader, KI03)

A cancer center leader with 25 years of experience in the health
sector described the implementation of an intervention whereby
success was intricately linked to change management, team-
building efforts, physician leadership engaging frontline staff,
along with clear communication of goals and the “why” behind the
implementation of the intervention:

We’re taking from that first experience a lot of lessons that we’ve
learned and applying it to the others when we’re getting ready to go
forward. Honestly, it had to do a lot with change management more
than anything. It was about team building. It was about people
understanding the “why” behind the changes that we were making.
(Cancer Center Leader, KI02)

Discussion

Our study describes five main domains of recommendations
surrounding facilitators of and barriers to CHW integration within
palliative care teams as perceived by key informants. Key
informants principally recommended increasing CHW role
awareness, improving communication and collaboration between
teammembers –with a special focus on relationship building – and
providing training opportunities relevant to palliative care. There
was a strong emphasis on incentivizing engagement through the
provision of necessary equipment and compensation for effort, as
well as ensuring leadership support. Informants highlighted the
need for sustainable reimbursement models to support CHW
integration over the long term. Our findings build on the existing
literature on the role of CHWs within specialty care practice and
provide a framework for further research into their integration
within palliative care.
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CHWs have served in many different capacities as members of
the healthcare workforce, particularly in under-resourced pop-
ulations [33]. This heterogeneity in role adds to role confusion
especially when integrating CHWs within a new system such as
specialty care practice in the USA. Clinical staff’s lack of
understanding of the CHW’s role is a common finding across
the literature. Providers do not always understand what CHWs are
achieving and therefore struggle to meaningfully engage with them
[34–36]. Optimal integration entails clear assignment of roles
between team members and recognition of all roles as valuable.
CHWs’ unique ability to go into patients’ homes to optimize
nonmedical aspects of care helps differentiate them fromother care
team members, such as social workers or nurse navigators.
Transparency in the CHW hiring process, with a clearly outlined
job description, selection metrics, and evaluation criteria can help
further establish role efficacy and distinguish the CHW role [37].
Moreover, CHWs often must advocate for themselves. CHW
participants reported facing resistance from clinical staff and
having to gradually earn the trust of team members over time.
While trust-building is important, ensuring the education of the
care team on how to effectively utilize a CHW’s skillset can prevent
CHWs from being marginalized in clinical settings [38,39].

Health systems can incentivize CHW integration through
comprehensive training opportunities and providing them with
access to resources. CHWs are most effective when they are given
access to health records and included in care decisions within
multidisciplinary teams [39]. Our CHW participants emphasized
how access to health records helped them better understand their
patients and provide a feedback loop to physicians on patients’
care needs. Furthermore, although training in interpersonal skills
and managerial tasks, such as relationship building and resource
navigation is common, few programs have been reported to cover
training specific to orientating CHWs with the new role [37].
There is also a lack of standardization of the training
methodology for CHWs across institutions, in contrast to
training processes for other roles in the healthcare workforce.
In the context of palliative care, in addition to didactic training on
diagnoses and treatment plans, informants emphasized role-
specific training, such as conversational skills required in dealing
with palliative care patients and their families, as well as training
on effectively coordinating care with clinical team members.
Finally, our recommendations echoed similar calls for sustainable
reimbursement structures to support the long-term integration of
CHWs into health systems [35,38]. CHW-integrated models have
been shown to be cost-effective through generating increased
return on investments and lowering annual expenditure for
patients [38–41]. However, as expressed by our informants and
shown in the literature, most funding for CHWs in the USA
comes through research grants [42]. Encouragingly, public
insurance coverage of some CHW services is available through
Medicaid and Medicare [43,44]. In addition to funding, the
organizational environment needs to be receptive to the
incorporation of CHW positions. Our findings highlight the
importance of documentation of CHW efforts and outcomes and
leadership’s willingness to endorse CHW engagement.
Informants also underscored the importance of viewing CHW
integration within the context of existing disparities and engaging
key stakeholders in decision-making to facilitate integration.
Although these recommendations need further study to
determine the full extent of their impact on facilitating CHW
integration, our findings suggest that for health systems to fully
incorporate the CHW role, long-standing efforts at role

clarification, engagement, and sustainable reimbursement mod-
els are essential.

Conclusion

To address disparities in palliative care access, we explored key
informants’ recommendations for CHW integration within
palliative care teams. These included increasing role awareness
and provision of role-specific training at the provider and CHW
levels and making practical and logistical adjustments at the
institutional level. Promoting CHW engagement through involve-
ment in care team discussions, access to electronic health records,
and advisory board participation can facilitate their integration.
Recommendations for policymakers include pushing for sustain-
able reimbursement models so the full potential of CHW
integration into specialty care can be realized long term. Our
recommendations serve as signposts for further empirical research
in CHW integration within palliative care.
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