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Abstract

Background: Early introduction of palliative care can improve patient-centered outcomes for 

older adults with complex medical conditions. However, identifying the need for and introducing 

palliative care with patients and caregivers is often difficult. We aim to identify how and why a 
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multi-setting approach to palliative care discussions may improve the identification of palliative 

care needs and how to facilitate these conversations.

Methods: Descriptive qualitative study to inform the development and future pilot testing of a 

model to improve recognition of, and support for, unmet palliative care needs in home health care 

(HHC). Thematic analysis of semi-structured interviews with providers across inpatient (n = 11), 

primary care (n = 17), and HHC settings (n = 10).

Results: Four key themes emerged: 1) providers across settings can identify palliative care 

needs using their unique perspectives of the patient’s care, 2) identifying palliative care needs is 

challenging due to infrequent communication and lack of shared information between providers, 

3) importance of identifying a clinical lead of patient care who will direct palliative care 

discussions (primary care provider), and 4) importance of identifying a care coordination lead 

(HHC) to bridge communication among multi-setting providers. These themes highlight a multi-

setting approach that would improve the frequency and quality of palliative care discussions.

Conclusions: A lack of structured communication across settings is a major barrier to 

introducing and providing palliative care. A novel model that improves communication and 

coordination of palliative care across HHC, inpatient and primary care providers may facilitate 

identifying and addressing palliative care needs in medically complex older adults.

Keywords

palliative care; team-based care; care coordination; end-of-life care; communication; home health 
care

Introduction

People who receive home health care (HHC) are often older adults with complex 

medical conditions and have multiple teams managing their care across settings. Poor 

communication between inpatient, primary care, and HHC can exacerbate patients’ risk 

for negative outcomes. Prior research shows that communication failures between HHC 

and providers in other settings (i.e., inpatient, primary care) are associated with a higher 

probability of hospital readmission, medication errors, and suboptimal patient safety.1,2 

Systematic reviews confirm that the transition from hospital to HHC is a vulnerable point 

for patients and have called for research that supports these transitions within the context of 

palliative care provision.3

Older Medicare beneficiaries referred for HHC have hospital readmission rates that can 

exceed those of patients discharged to skilled nursing facilities and an 18% mortality rate 

within the first year of starting HHC.4–6 Despite the high risk for mortality and hospital 

readmissions in older adults receiving HHC, few studies have identified approaches to meet 

and address unmet palliative care needs for this patient population. While palliative care can 

reduce healthcare utilization, much palliative care is delivered in the hospital near the end of 

life1 rather than at home.7–11

One barrier to the early introduction of palliative care is provider reluctance to discuss 

palliative care with patients and caregivers.12 For example, some providers feel that 
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palliative care is incompatible with other treatments and that it conveys “giving up” on 

the patient.13 Additionally, solutions to address these challenges often focus on support for 

individual or specialist providers, such as oncologists, rather than improving coordination 

and information sharing across settings and providers.3,14–16

To guide development and future pilot testing of a model to identify and address unmet 

palliative care needs among older adult HHC patients and their family caregivers across 

multiple settings, we conducted a qualitative descriptive study that addresses the following 

questions: (1) how can a coordinated multi-setting (i.e., inpatient, primary care, HHC) 

approach improve the early identification of palliative care needs, and (2) what is the best 

way to overcome existing communication challenges to facilitate these conversations?

Methods

Study Design

We conducted semi-structured interviews with key individuals involved in the care of 

older adults with complex medical conditions from hospitalization to HHC. This included 

providers across inpatient (physicians, nurse practitioners, social workers), primary care 

(physicians, nurse practitioners, registered nurses, social workers), and HHC (nurses, social 

workers, occupational therapists, and leadership) settings. These data were collected as part 

of a larger study aiming to inform the development and future pilot testing of a model to 

improve recognition of, and support for, unmet palliative care needs in HHC. Reporting 

follows the Consolidated Criteria for Reporting Qualitative Studies (COREQ) guidelines.17 

Ethical approval was obtained from the Colorado Multiple Institutional Review Board 

(#20-0259). Participation was voluntary and all participants provided informed consent.

Participants & Recruitment

Interviewees were recruited from HHC agencies (n = 2), hospitals (n = 2, academic and 

Veterans Administration (VA)), and primary care clinics (n = 7) in Colorado. Our rationale 

was that these individuals could inform priorities for the planned pilot. Interviewees were 

recruited using purposeful sampling through team members with pre-existing clinical 

relationships. One non-clinician member of the team with qualitative research experience 

conducted interviews to minimize potential bias from preexisting relationships. Recruitment 

continued until saturation for each subgroup was reached.18

Data Collection

The interview guide was developed using the Practical Robust Implementation Sustainability 

Model (PRISM).19 Questions included participants’ experiences and needs around 

identifying and addressing palliative care needs across inpatient, primary care, and HHC 

settings (Supplementary Material Appendix 1). Participants provided brief demographic 

information following the interviews. Interviews were conducted by phone, audio recorded, 

professionally transcribed by a University-affiliated, HIPAA approved transcription service, 

and de-identified. ATLAS.ti (version 9.0) software was used to facilitate data management.
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Data Analysis

Study members with qualitative research training and experience analyzed the interview 

data using thematic analysis.20 First, a list of codes was developed from iterative review of 

transcripts. Codes were applied to transcripts. A subset of the transcripts was double coded 

by another team member to ensure coding consistency.21 Coded data were analyzed within 

individual interview transcripts and across all interviews in the dataset to identify major 

themes. This process involved (1) combining, comparing, and making connections between 

codes based on review of coded data reports, (2) writing analytic memos to summarize 

coded data reports and record salient themes, quotes, and impressions, and (3) frequent team 

meetings to discuss emerging patterns. Investigator triangulation (multiple investigators with 

multiple areas of expertise) was used to establish the trustworthiness of our findings.22

Results

The 38 interview participants in this study included inpatient providers (n = 11) (physicians, 

nurse practitioner, social worker) and primary care providers (PCPs) (n = 17) (physicians, 

nurse practitioners, registered nurses, social workers) from two health systems (University 

and VA), and HHC providers (nurses, social workers, occupational therapists, and leaders) at 

agencies affiliated with the University and VA (n = 10) (Table 1). The mean age was 46.7 

years, 29 (76.3%) were female, and 31 (81.6%) were white. On average, interviews lasted 37 

minutes.

We identified four high-level themes: (1) providers across settings can identify palliative 

care needs based on their unique perspective of each patient, (2) identifying palliative care 

needs is challenging due to infrequent communication and lack of shared information among 

providers across settings, (3) importance of identifying a clinical lead of patient care to 

direct palliative care discussions, and (4) importance of identifying a care coordination lead 

to bridge communication among multi-setting providers. Together, these themes highlight 

the need for a triadic communication approach (Figure 1) for identifying and addressing 

palliative care needs for HHC patients. This approach could help improve the frequency and 

quality of palliative care discussions.

Providers Across Settings Can Identify Palliative Care Needs

Participants felt that older adults with complex medical conditions, poor prognoses, and/or 

caregiver burden could benefit from earlier introduction to palliative care. They explained 

that these patients receive frequent care from providers across multiple settings, particularly 

primary care, HHC, and inpatient care:

“[I had] a patient that was living at home with her husband and she was falling 

all the time and was back and forth into the hospital…It was almost to the point 

where I was [considering] calling Adult Protective Services because the husband 

really couldn’t take care of her…But palliative care wasn’t involved in that, and 

sometimes I think most people consider palliative care for cancer patients or 

patients in a lot of pain, but I think that palliative care could have been beneficial 

for this patient.” (PCP-14)
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Interviewees reported that providers across different settings could help identify palliative 

care needs for patients by drawing on each provider’s unique perspective. That is, 

participants explained that each provider has access to different cues that palliative care 

may be needed based on their setting and relationship to the patient. For example, one 

HHC clinical manager explained that “we may [have] a little more insight into [the 
patient’s] actual behaviors [and] actual medical status just because we’ve had more time 
with them…in their real-world context” (HHC-2). Participants reported that inpatient 

providers (inclusive of physicians, advanced practice providers, nurses and others) could 

identify repeated hospitalizations, escalations in disease progression or limited prognosis, 

or new symptoms during the hospitalization, while PCPs could draw on their knowledge 

of the patient’s medical history to identify palliative care needs. As one HHC participant 

explained:

“Probably all of them [can identify palliative care needs]…definitely the PCP 

because he knows the patient the best, because they’ve been with them for…in a lot 

of cases, years. Sometimes twenty, thirty years. The [inpatient provider], they see 

things from a different perspective because I think they’re a little bit more realistic 

with okay, here’s where we’re at and, you know, the patient keeps coming into the 

hospital… and this is why.” (HHC-1)

Together, providers across primary care, HHC, and inpatient settings have many 

opportunities to collectively identify and address palliative care needs. Then, as part of a 

model of care, inpatient providers at the time of discharge can communicate the relevant 

palliative care needs and changes that occurred throughout the hospitalization. Participants 

felt that unifying perspectives across settings added value by painting a more complete 

picture of the patient’s health status:

“You never know who’s going to see the situation that triggers ‘hey, something’s 

wrong here, right?’…if it’s the nurse that’s seeing the patient on a regular 

basis and is in the room a hell of a lot more than the doctor…If it’s the care 

management team that’s working on this complicated discharge and had multiple 

family meetings with the primary care doc…for the system to work, everybody has 

to feel comfortable saying ‘hey, I see a problem’.” (PCP-18)

Identifying Palliative Care Needs Is Challenging due to Infrequent Communication and 
Lack of Shared Information Among Providers Across Settings

Despite identifying opportunities to detect patient and caregiver needs across these care 

settings, participants reported that doing so is challenging due to infrequent communication 

and lack of shared information among providers across these settings. Without an 

established means to connect these perspectives and knowledge, each provider lacks the 

full picture of the patient’s health and may not independently identify palliative care needs.

Participants reported that without established, structured communication across this triad 

of PCP, HHC and inpatient providers, there can be confusion about what each provider 

knows, recommends, and is responsible for. As a result, providers described hesitation 

initiating sensitive palliative care conversations—even if the need has been identified—
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without coordinating with other providers. As one inpatient physician explained, they ‘hope 

for the best’ since this multi-setting communication structure does not exist:

“Unfortunately, I don’t actually indicate to the home health team… that the patient 

needs something. My hope is that if I’m arranging community palliative care, that 

they’re thinking about [how] the patient’s needs have changed, but I do not directly 

communicate with the home health team…I’m hoping that our care managers are 

setting it up like talking through some of the complexities of their situation…” 

(Inpatient physician-22)

Additionally, participants explained that deciding how and when to initiate a palliative care 

discussion also depended on factors such as the patient’s history, living situation, family 

dynamics, and physical or mental health status. PCPs offer a longitudinal, but intermittent, 

perspective on these factors that HHC providers can supplement with current observations 

in patients’ homes. Inpatient providers have high touch contact with patients and can assess 

how this hospitalization may result in changes in subsequent physical and mental status. 

However, participants explained that this information is not uniformly communicated across 

these providers, which can lead to missed opportunities to initiate palliative care:

“[The patient] so hung up on… who is going to feed my cat and take care of 

my apartment and make sure I don’t get evicted if I go to the hospital…[I think] 

that palliative care might have been a really good option because it could… [help 

her] make a decision…there was a big lack of communication from the hospital…I 

don’t know that they explained or discussed it with the patient because…they didn’t 

understand where she was with her mental status and her decision-making skills.” 

(HHC-4)

Identifying a Clinical Lead of Patient Care to Direct Palliative Care Discussions

Although participants thought that the lack of structured communication between inpatient, 

primary care, and HHC providers made it more difficult to identify palliative care needs and 

to determine the best way to introduce palliative care, they felt that these problems could be 

resolved with two changes. The first strategy participants described was to identify a lead of 

care for each patient. Participants felt that the PCP would likely serve as the lead of care, 

though they acknowledged that this may differ for some patients (e.g., oncology patients):

“I think the communication piece, the goal setting piece, the coming to grips with 

the reality of progressive grim chronic illness, my bias is that’s a clinician piece and 

not something for the home health aide or even the nurse and so I guess that aspect 

of care I view as being mainly in the clinician’s domain.” (PCP-12)

While each team member has the capacity to identify palliative care needs based on their 

unique perspective, participants felt that the task of initiating this conversation was best done 

by the lead of care because this clinician would be most likely to have an ongoing long-term 

relationship with the patient. As one home health social worker explained, “a lot of our 
people who are much older have a very trusting relationship with the PCP [and] trust them 
more than us, so if they hear [about palliative care] from them first, that’s always more 
beneficial” (HHC-6). However, participants felt that it was important for the lead of care to 

receive input from the HHC team before initiating a conversation about palliative care:
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“I think the best suited will be the primary care doctor with feedback and input 

from the home health staff [who]…see the patient more often. If a patient has a 

home health order usually we see them at least once or twice a week so we can give 

feedback to the [PCP] and [they] can take our feedback and combine with [their 

knowledge of the patient’s] medical condition.” (HHC-3)

This strategy would improve the frequency of palliative care discussions by clarifying which 

provider across multiple settings would be responsible for initiating the introduction of 

palliative care (and ordering palliative care when needed)—thus, removing hesitation about 

division of labor that might otherwise prevent a provider from having this discussion or 

assuming someone else would be taking care of it.

Identifying a Care Coordination Lead to Bridge Communication Among Multi-Setting 
Providers

The second suggestion participants described was to identify a lead of care coordination to 

bridge communication among multi-setting providers. Participants felt that designating this 

responsibility would improve palliative care discussions by providing a structured means 

to integrate team perspectives and share them with the lead of care prior to palliative care 

discussions. Most participants felt that HHC providers would be best suited to serve as 

the care coordination lead because they have the most current view of the patient’s health 

in their own (home) context. One participant explained how this makes HHC providers 

uniquely positioned to facilitate communication about palliative care:

“A lot of our patients aren’t going in for regular doctor’s appointments ‘cause they 

can’t get out or they don’t want to. It’s just that disconnect too and the doctor is 

like ‘hey, I haven’t even seen this person, let alone [know] if they’re appropriate for 

palliative or hospice’, but a lot of the times the doctor really trusts us.” (HHC-6)

Participants recognized that although direct communication channels between HHC, PCP, 

and inpatient providers were desired, they were largely unavailable. Participants across roles 

reported that the best solution to this problem was simple: a phone call or instant message. 

For the few HHC participants who did have access to a direct phone number for a patient’s 

PCP, this arrangement worked out well:

“We had each other’s phone numbers and would text. I always find that to be 

amazingly helpful…to be able to bypass the phone tree [and] just get straight to the 

doctor and nurse practitioner…we had a very cordial relationship and we’re able to 

communicate quickly.” (HHC-15)

A Multi-Setting Approach to Palliative Care Discussions with Medically Complex Patients

Together, these suggestions inform a multi-provider approach to identifying, 

communicating, and addressing palliative care needs that could improve early use of 

palliative care for medically complex older patients. This approach involves clearly defining 

provider roles and creating structured communication channels to facilitate information 

sharing. As shown in Figure 1, inpatient providers can communicate with HHC on discharge 

to share observations of patients’ needs such as repeated hospitalizations and escalations in 

disease progression indicating potential palliative care needs as they transition from hospital 
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care into HHC and primary care. HHC providers serve as the care coordination lead and 

take responsibility for collecting patient information across providers, and communicating 

this holistic patient perspective with the clinical lead of patient care (likely, the PCP). After 

receiving input from the care coordination lead, PCPs can then initiate discussions about 

palliative care with patients and tailor them to each patient’s medical history and current 

circumstances.

Discussion

Addressing palliative care needs for medically complex patients improves quality of life and 

symptom burden and can lower healthcare utilization.7 However, few studies have addressed 

palliative care supports for patients receiving HHC in the US.23 We address this gap by 

highlighting the perspectives of multiple stakeholders to show that clinicians across settings 

can help identify palliative care needs using their unique perspectives of the patient’s care. 

However, we also found that doing so is challenging due to infrequent communication and 

lack of shared information. We identified two strategies to address these issues, including 

a) identifying a clinical lead of patient care to direct palliative care discussions, and b) 

identifying a care coordination lead to bridge communication among providers in different 

settings.

This multi-setting approach to identifying palliative care needs for HHC patients could 

improve the early introduction of palliative care supports by addressing confusion among 

team members regarding who is responsible for initiating palliative care.16 Our findings 

actually split the notion of “initiating palliative care” into two distinct dimensions: the need 

for one team member to integrate communications about unmet palliative needs (theme 

4) and the need for another to direct those palliative care discussions with patients and 

caregivers (theme 3). Our findings that PCPs may optimally serve as the lead of care aligns 

with other studies that recognize PCPs’ desire to introduce the topic and participate in the 

delivery of primary palliative care for patients with serious illness.24 However, our approach 

relies on establishing a more direct line of communication between HHC, PCP, and inpatient 

providers. This aligns with previous work that has called for direct phone lines between 

clinicians to improve inadequate communication and its consequences, but may be difficult 

to implement consistently.1,25 Our findings suggest that direct communication via secure 

e-messaging platforms—an indicator of high-quality care coordination among teams that 

include HHC—may be an alternative.26 Secure e-messaging platforms are used to send texts 

both in hospital and home health settings, and can help reduce conflicting information.27,28 

However, secure texts may be most effective when they are concise and when used in 

combination with follow-up phone calls.29,30

Although our multi-stakeholder theme that positions HHC as lead of care coordination may 

seem aspirational, some of the infrastructure to support this already exists. For example, 

many home health agencies are already incurring the cost to have access to the hospital’s 

EHR to pull together clinical information necessary to start care ordered in the hospital 

and continue a plan of care ordered by the PCP. However, for HHC to become the lead 

of care coordination, the communication would need to become structured, concise, and 

bidirectional between HHC and the PCP.
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While previous research shows that many older adults could benefit from palliative care,7 

this could be especially relevant for patients and caregivers who are experiencing HHC for 

the first time and may have unclear expectations of care.31,32 Because this study included 

a range of stakeholder perspectives across university medical center and VA settings, our 

findings may be applicable to multiple populations and medical contexts.

This study has some limitations. Data was collected in one geographic location and 

represented HHC clinicians from only two organizations. However, our sample of clinicians 

and staff reflects national workforce characteristics and included clinicians practicing in 

both a university-affiliated academic medical center and a VA medical center. Yet, the 

perspectives expressed by individuals we interviewed may not be generalizable to a broader 

population. Future work should examine the feasibility and adaptations that may be required 

in other locations and settings. Additionally, there is a need to address institutional and 

policy considerations that impact palliative care delivery (e.g., reimbursement).

In summary, this study suggests that the outcomes of patients receiving HHC could 

be improved with early identification of unmet palliative care needs and coordinated 

introduction of palliative care. However, care coordination across providers in multiple 

settings does not readily account for involvement of HHC providers. We outline an 

approach that emphasizes the roles of primary care, inpatient and HHC providers in early 

identification and coordination of palliative care that could support patients’ and caregivers’ 

preferences. This approach could apply to other contexts involving patients with complex 

health conditions who receive care from multiple providers across settings.
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Figure 1. 
Multi-setting approach to palliative care discussions with medically complex patients.
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