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Abstract

Context—Advance care planning (ACP) improves alignment between patient preferences for 

life-sustaining treatment and care received at end of life (EOL).

Objectives—To evaluate implementation of lay navigator-led ACP.

Methods—A convergent, parallel mixed-methods design was employed to evaluate 

implementation of navigator-led ACP across 12 cancer centers. Data collection included: (1) 
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electronic navigation records, (2) navigator surveys (n=45), (3) claims-based patient outcomes 

(n=820), and (4) semi-structured navigator interviews (n=26). Outcomes of interest included (1) 

the number of ACP conversations completed, (2) navigator self-efficacy, (3) patient resource 

utilization, hospice use, and chemotherapy at EOL, and (4) navigator-perceived barriers and 

facilitators to ACP.

Results—From 6/1/14–12/31/15, 50 navigators completed Respecting Choices® First Steps ACP 

Facilitator training. Navigators approached 18% (1319/8704) of patients; 481 completed; 472 in 

process; 366 declined. Navigators were more likely to approach African American patients than 

Caucasian patients (20% vs. 14%, p < 0.001). Significant increases in ACP self-efficacy were 

observed after training. The mean score for feeling prepared to conduct ACP conversations 

increased from 5.6/10 to 7.5/10 (p<0.001). In comparison to patients declining ACP participation 

(n=171), decedents in their final 30 days of life who engaged in ACP (n=437) had fewer 

hospitalizations (46% vs 56%, p=0.02). Key facilitators of successful implementation included 

physician buy-in, patient readiness and prior ACP experience; barriers included space limitations, 

identifying the “right” time to start conversations, and personal discomfort discussing EOL.

Conclusion and Relevance—A navigator-led ACP program was feasible and may be 

associated with lower rates of resource utilization near EOL.

Introduction

In the days to weeks before death, nearly all individuals will experience periods of being 

unable to make decisions for themselves about their preferred end of life (EOL) care. 

Professional organizations, including the American Society of Clinical Oncology and the 

Institute of Medicine, recommend that persons with serious, life-limiting illness engage in 

advance care planning (ACP).[1, 2] The Patient Self-Determination Act (PDSA) of 1991 

requires hospitals to provide patients the opportunity to complete advance directives.[3] 

ACP is defined by the National Hospice and Palliative Care Organization as “making 

decisions about the care you would want to receive if you become unable to speak for 

yourself.”[4] ACP interventions have been shown to increase patient and family satisfaction, 

reduce caregiver depression and anxiety, and reduce healthcare utilization at the end of life.

[5–9] [5, 6, 10–13]

Despite ACP’s demonstrated benefit, widespread institutional implementation remains 

challenging.[14] For example, 30–38% of cancer patients at EOL do not engage in 

discussions about EOL care with their physicians.[10, 15] In the SUPPORT study, only 47% 

of physicians reported knowing their patient’s preferences for cardiopulmonary 

resuscitation.[16] A national survey found that 90% of individuals believe that it is important 

to talk about EOL, but only 27% have actually done so.[17] This problem is especially 

pronounced in the Southeastern US which has a high proportion of African-Americans and a 

large rural, underserved population, all of whom have been shown to have lower rates of 

advanced directives and high resource utilization at the EOL.[18, 19]

ACP is time-consuming, which is a significant barrier to successful delivery in the face of 

competing interests for clinician time and resources.[14] One potential solution to 

implementing ACP is to delegate the task to lay (non-clinical) patient navigators. Navigators 
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are currently required both for Commission on Cancer certification and for participation in 

Medicare’s new payment reform project, the Oncology Care Model; thus navigators are 

increasingly prevalent in US cancer care delivery.[20–22] Patient navigators provide 

emotional support, information, opportunities for problem solving, and logistical assistance 

to mitigate or overcome obstacles to health.[22, 23]

In 2012, a lay (non-clinical) navigation program called Patient Care Connect Program 

(PCCP) was implemented at the University of Alabama at Birmingham (UAB) and 11 

affiliate community-based cancer centers in Alabama, Georgia, Florida, Mississippi, and 

Tennessee as part of a Health Care Innovation Challenge Grant from the Centers for 

Medicare and Medicaid Innovation. Within this previously described program,[24] 

navigators did not have nursing or social work backgrounds, although they may have had 

personal experience with cancer or have been employed in healthcare. The overarching goal 

of PCCP was to enhance the health of geriatric (age ≥ 65) Medicare patients with cancer 

through a focus on patient empowerment and by providing an extra layer of support from 

diagnosis through survivorship and EOL.[24, 25] Navigators within PCCP were trained to 

facilitate ACP using the Respecting Choices® program.

Respecting Choices®, a nationally recognized ACP program, offers certification programs 

to prepare individuals in the skills of ACP conversations. This standardized program 

includes scripted interview tools and communication techniques to engage patients through 

the process of understanding ACP, exploring personal values, identifying an appropriate 

healthcare decision-maker, and communicating preferences for EOL care with healthcare 

agents and healthcare providers.[26] The Respecting Choices® blended curriculum 

consisted of 6 online educational modules focusing on concepts of effective communication, 

advance directives and ACP, selection of healthcare agents, and national and local policies 

related to ACP. This program was selected due to mounting research evidence that the 

Respecting Choices program is acceptable to patients and impacts hospice use.[26–30] 

Furthermore, the scripted, standardized nature of the program was appealing for a non-

clinical workforce, which may lack the experience and confidence to initiate these 

conversations independently.

To our knowledge, lay navigators have not been trained to provide ACP, and information is 

not available on the feasibility, barriers and challenges of this model of delivering ACPs. We 

hypothesized that lay navigators could be trained to deliver ACP conversation as Respecting 

Choices® First Steps ACP Facilitators.[31] To examine implementation of navigator-led 

ACP in the PCC program, we conducted a mixed-methods study to evaluate: (1) number of 

ACP conversations using electronic navigation records, (2) navigator self-efficacy and site 

culture using navigator surveys, (3) association between ACP conversation participation and 

patient EOL utilization outcomes from Medicare claims data, and (4) barriers and facilitators 

to navigator-led ACP using navigator interviews.
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Methods

Design

We conducted a convergent, parallel mixed-methods study to evaluate implementation of a 

lay navigator-led ACP that consisted of a quantitative component and a qualitative 

component (Figure 1).[32] The quantitative component or strand, as described in detail 

below, included ACP conversation timing extracted from the medical records, self-efficacy 

in facilitating ACP conversations and site culture as measured by self-report questionnaires, 

and EOL utilization outcomes abstracted from the claims data. The qualitative strand, 

collected within the same time frame as the quantitative strand, consisted of one-on-one 

interviews (n=26 PCC navigators) to elicit barriers and facilitators to navigator-led ACP. 

Nine authors (GR, EK, SN, JND-0, CSH, KK, KB, AW, CW) reviewed the qualitative 

themes derived from the navigator interviews to ascertain what additional layer of insight 

could complement the quantitative survey data. The rationale for this mixed-methods 

approach was that themes generated from qualitative interviews would provide additional 

insight to findings from the quantitative strand, such as specific reasons for any differences 

in perceived self-efficacy to facilitate ACP. This study was approved by the Institutional 

Review Board of the UAB.

Respecting Choices® Training

From 6/1/14–12/31/15, 50 PCC navigators completed Respecting Choices® First Steps ACP 

Facilitator certification training.[33]After completing the online modules, navigators 

attended an in-person, 1-day certification course led by certified Respecting Choices® 

Instructors including the PCCP training manager (NL), director of nursing (RT), medical 

director (GR), and UAB’s Director for Ambulatory Palliative Care (EK). The classroom 

course focused on achieving competency in facilitating ACP conversations through video 

demonstration, instructor role modeling, role-play exercises, and feedback on competency.

[31] After certification, lay navigators completed additional practice sessions using role-

modeling exercises and evaluation checklists provided during training. When the navigator 

and site manager were comfortable with the navigator’s skill in delivering ACP 

conversations, navigators began engaging with patients.

Each site was allowed to choose how their navigators identified potential patients for ACP 

conversations. Navigators could approach patients with any stage of cancer. Several sites 

preferred including material on ACP in their introductory packet for new patients, whereas 

other sites preferred engaging with patients with whom the navigator had a previously 

established relationship. ACP conversations were conducted either in clinic, infusion center, 

or by telephone.

Quantitative Strand

Medical Record Abstraction

Timing and Frequency of ACP Conversations: Navigators recorded activities related to 

ACP using a navigation documentation software system. As conversations occurred over 

time, they were tracked as completed, in process, or declined. The frequency of ACP 

conversation was abstracted from navigator’s electronic records.
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Navigator Questionnaires

Navigator Self-efficacy: Navigators’ self-efficacy in facilitating ACP conversations was 

measured in an online survey using a self-efficacy tool designed by Respecting Choices®, 

which is included in the program’s curriculum. The tool includes 5 items about motivation, 

confidence, preparedness, and skill in conducting ACP conversations. Response options 

ranged from 0–10 where 0 is “strongly disagree” and 10 is “strongly agree”. Pre-training 

self-efficacy was measured prior to Respecting Choices® First Steps ACP Facilitator 

certification. Post-training surveys were conducted at multiple points over 2 years to target 

navigators at novice stages (i.e., completed 0–9 ACP conversations) and experienced stages 

(i.e., completed 10+ ACP conversations). At the time of each survey, the number of 

completed ACP conversations was identified for each navigator. The average time between 

training and receipt of navigators first and last post-training surveys were 4.8 (SD 3.5) and 

11.1 (SD 5.7) months, respectively. Wilcoxon-Mann-Whitney tests were used to compare 

baseline (pre-training) surveys to the final navigator surveys on all of the 5 items. To better 

understand the impact of experience on self-efficacy, we also assessed average scores 

reported by novice and expert navigators.

Site Culture: Five questions were added to the final post-training questionnaire pertaining 

to site culture, including assessment of support for navigator-led ACP by the institution, 

medical oncologist, other physicians, nurses, and social workers. Wilcoxon-Mann-Whitney 

tests were used to assess site culture surveys.

Claims-based Analysis

Patient EOL Utilization Outcomes: Medicare claims data from January 2012 through 

March 2015 were extracted from the Centers for Medicare & Medicaid Services Chronic 

Condition Data Warehouse and linked to health system data. Hospitalizations, ER visits, 

ICU visits, and chemotherapy were each assessed as within the last 30 days of life. Hospice 

use was identified as any utilization during the quarter of death. Hospitalizations, ER, and 

ICU were identified from inpatient and outpatient-based claims. Chemotherapy was assessed 

by Healthcare Common Procedure Coding System (HCPCS) codes, National Drug Codes 

(NDC) codes, ICD-9 procedure codes, and Berenson-Eggers Type of Service (BETOS) 

codes. Frequencies and percentages of utilization outcomes are presented and chi-square 

tests were used to assess between-group differences in resource utilization for (1) those who 

engaged or declined ACP and (2) reported having or not having an advance directive. All 

analyses were performed using SAS v.9.4 with a two-sided 0.05 level of significance.

Qualitative Strand

Navigator-Reported Barriers and Facilitators to Implementing ACPs—
Navigators from 11 Patient Care Connect sites participated in one-on-one, face-to-face semi-

structured interviews regarding their experiences delivering Respecting Choices® First Steps 

ACP conversations. One site declined participation in interviews and surveys. The interview 

guide was developed by coauthors (GR, EK, JND-O, RT, NL) and included questions 

regarding training in ACP, knowledge and comfort with delivering ACP conversations, and 

barriers and facilitators associated with implementation. To ensure consistency, all 
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interviews were conducted from April-July 2015 by one member of the study team (JND-O) 

with expertise and experience in qualitative interviewing. After signing informed consent, 

participating navigators completed a demographic data form that included age, race, sex, 

education, religious affiliation, healthcare experience, navigation experience, and whether 

they had personal experience with cancer.

All interviews were audio-recorded and transcribed verbatim by a professional transcription 

service. Thematic analysis was conducted using QSR International’s NVivo 10 Software.

[34, 35] Investigator triangulation methodology was conducted;[36, 37] the two-member 

analysis team (SN, CSH) with experience in qualitative methodology in social sciences 

disciplines (clinical psychology and medical sociology) independently reviewed transcripts 

through line-by-line coding. After initial categories and themes were generated in a cyclical, 

iterative process, the full research team refined existing categories, themes, and subthemes. 

Discrepancies, though infrequent, were addressed with the research team. Inter-rater 

agreement was assessed using Cohen’s Kappa (κ=0.81), indicating high agreement.[38]

Results

Quantitative Strand

Medical Record Abstraction

Timing and Frequency of ACP Conversations: From 6/1/14–12/31/15, 50 navigators 

initiated ACP conversations with 15% (1319/8704) of patients; 481 (36%) completed the 

conversation, 472 (36%) were in process at time of analysis, and 366 (28%) declined. Patient 

demographics are shown in Table 1. Navigator engagement varied by site, with one site 

completing only 6 ACP conversations and one site completing 272 conversations. In 

addition, individual navigators completed up to 76 conversations. At the time of navigator 

surveys, 12 navigators completed 10 or more ACP conversations. Navigators were more 

likely to approach African American patients (20% vs. 14%, p < 0.001; Table 1). African 

American and Caucasian patients were equally likely to participate in ACP, with 72% 

participating in each subset (Table 1).

Navigator Questionnaires

Navigator Self-efficacy: Forty-five of the 50 navigators trained participated in the baseline 

survey; 33 navigators (73%)completed at least one follow-up survey. The maximum number 

of follow-up surveys was 3. Four of five elements of self-efficacy significantly increased 

from baseline to the last completed survey (all p<.05, Figure 2). At baseline, the mean score 

for feeling prepared to conduct ACP conversations was 5.6, which increased to 7.5 at the last 

survey (p < 0.001). Navigators completing 10 or more conversations were considered 

experienced, based on feedback from both trainers and navigators. The experienced 

navigators had a trend toward higher self-efficacy than navigators with <10 conversations 

(novice) (Figure 2).

Site culture: Navigators who completed 10 or more conversations (n= 12) were more likely 

to report support from their institutions for conducting ACP conversations (8.6 vs 6.5, p = 

0.02). They also reported more support for their role from medical oncologists (8.3 vs 6.0, p 
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= 0.03) and nursing staff (8.0 vs 5.5, p = 0.05). Support from social workers (7.4 vs 8.5, p = 

0.23) and other physicians (7.5 vs. 4.5, p=0.13) were similar for experienced navigators and 

novice navigators.

Claims-based Analysis

Resource Utilization in Patient Completing ACPs: 2752 deceased patients were included 

in the analysis; 437 participated in ACP; 171 declined, and 2144 were not approached. 

Patients who started or completed an ACP discussion with a navigator had significantly 

lower hospitalization rates (46% vs 56%; p = 0.02). Trends were observed toward lower 

chemotherapy use (14% vs 19%, p =0.17), fewer ICU admission (18% vs 24%; p = 0.07), 

and fewer ER visits in the last 30 days of life (46% vs 53%; p = 0.08) for patients engaging 

in ACP than those who declined. Hospice use at the EOL was similar (68% vs. 71%; p 

=0.47; Table 3).

Qualitative Strand

Navigator Characteristics—Navigators (N=26) participating in interviews were 

predominantly female (81%), with college or advanced degrees (77%), and had an average 

of 2 years of navigation experience. Thirty-nine percent were African American. The 

majority had personal experience with cancer (86%), either with family or friends or as a 

survivor (Table 1).

Navigator Identified Barriers and Facilitators to Care—During interviews, 

navigators identified multi-level barriers and facilitators to conducting ACP conversations 

(Table 2). Three domains of Facilitators and Barriers emerged: patient, navigator, and system 

domains. At the patient level, prior exposure to ACP, such as witnessing family conflicts due 

to the lack of an AD, enhanced their openness to engage in ACP conversations. Barriers 

included limited health literacy, fears, lack of readiness, and a “battle” mentality. At the 

navigator level, key facilitators included established rapport, patient readiness, and the 

ability to engage in continuous follow-up. Navigators reported challenges identifying the 

best timing to initiate ACP conversations with different cancer stages and prognosis. Some 

navigators also noted they did not feel comfortable initiating the conversation due to 

personal reservations about discussing death and dying. System facilitators included 

physician introduction of navigators to patients as part of the ACP process and establishment 

of a referral or consultation support system to support navigator-led ACP conversations 

facilitated implementation. System barriers included lack of time and space specifically 

designated for ACP conversations, lack of stakeholder buy-in, and cultural suspicion linking 

ACP facilitators as “death panels.”

Mixed Methods Findings

The qualitative and quantitative analysis were confirmatory, without evidence of divergence. 

Wide variation in navigator experiences and self-efficacy were reflected in this surveys and 

interviews, as well as the number of completed ACP conversations (range 0–76). The 

qualitative themes revealed that oncologist engagement and personal comfort of both 

navigators and patient readiness to discuss EOL played a large role in navigator perception 

of their role and desire to complete ACPs. Concerns expressed during interviews regarding 
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clinical staff buy-in were substantiated by the site culture survey, where experienced 

navigators more often reported support from both administration and collaborating 

physicians. Navigators reported lower levels of support from nurses and social workers than 

physicians. This corresponded to the qualitative analysis where navigators expressed 

concern about roles and responsibilities of navigators compared to the social workers and 

nurses, including whether or not ACP should fall within the scope of these clinical providers 

instead of the navigator.

Discussion

To our knowledge, this is the first published report of training and engaging lay navigators to 

perform ACP conversations. Our results demonstrated that lay healthcare navigators or 

similar community health workers can be successfully trained and can confidently facilitate 

Respecting Choices® First Steps ACP conversations. Initiation of an ACP conversation with 

a navigator was associated with fewer hospitalizations and trends toward lower ER visits, 

and ICU admissions at the EOL. This finding is consistent with previous literature indicating 

that ACP conversations lead to improved quality of care and decreased aggressiveness of 

care at EOL.[12, 39]

The time intensive nature of ACP limits integration into physician and nursing practice.[14] 

However, navigators are able to spend greater time focused on ACP. In our program, only 

about a quarter of patients approached by navigators for ACP conversations declined to have 

them, thus demonstrating that this model is acceptable for patients. Moreover, navigator self-

efficacy to facilitate ACP conversations improved with training and experience. Self-efficacy 

improved after a 6-hour set of online didactic modules and a 1-day in-person training. This 

suggests that a systematic training curriculum, such as Respecting Choices® First Steps, is 

an approach that supports wide dissemination to other health systems using navigators. 

Furthermore, navigator self-efficacy increased even further with experience in delivering 

ACP conversations.

It is noteworthy that this program was implemented in a Deep South “bible belt” region, 

where strong religious beliefs and community involvement play an important role in health 

care decision making and EOL care planning, particularly among African American 

population.[40–42] PCCP navigators are hired from within their communities and 38.5% of 

navigators were African American. Lay navigators may be ideally positioned to provide 

culturally sensitive ACP for the communities they serve, which is supported by higher 

engagement with the African American population in this study. This population has been 

historically difficult to access for ACP interventions due to mistrust of the medical 

community;[43, 44] however in this study, African American patients were as likely to 

complete ACP as their Caucasian counterparts. These findings are highly relevant to other 

community-based population health management strategies employing lay community 

health-workers as front-line care delivery personnel.

Implementation of navigator-led ACP appeared to be significantly affected by system 

factors, particularly oncology provider buy-in and infrastructure support. Our findings are 

consistent with previous work showing that effective leadership is important for successful 
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program implementation.[45, 46] Oncologist endorsement of the navigator as part of the 

care-team may increase patient uptake of these conversations. Patients may be more 

receptive to participating in ACP discussions with navigators when oncology providers 

communicate to patients the navigator’s role in this conversation. Appreciation of the multi-

level components, catalysts, and synergies of a system wide implementation to improve ACP 

will be essential to the replication of positive results. Future work should explore the impact 

that provider and clinical staff engagement has on enhancing buy-in prior to implementing 

navigator-led ACP.

This mixed methods study had some limitations. Data were initially collected for training 

purposes, which resulted in an inability to identify individual’s baseline survey responses, 

and we do not have complete demographic information on all navigators who were trained 

to facilitate ACP conversations. However, the demographic data collected at the time of the 

interviews was felt to be representative of the navigator population. Another limitation is the 

potential reporting bias due to more engaged, experienced navigators being more likely to 

respond to the survey and report higher self-efficacy, limiting ability to make causal 

inferences. In addition, the sites utilized varied approaches for targeting patients. Thus, 

further investigation of the navigator experience is warranted with a larger number of health 

systems and navigators. In addition, although we utilized the self-efficacy survey used by 

Respecting Choices® First Steps ACP Instructors throughout the country, little data is 

published and available for comparison. Evaluation of patient outcomes is limited by 

incomplete information on the entire navigated population, as not all patients were asked to 

engage in ACPs. We also did not capture why patients declined to participate in ACPs. We 

did not track the paper advanced directive documents or how these documents were used for 

specific patients at the end of life, as each institution had different methods to store such 

documents; thus the ability to evaluate alignment of care with patient preference was not 

possible. We prioritized “advance care planning”, rather than completion of a specific 

advance directive, as this has been shown to impact patient outcomes.[10] The limited 

sample size in some comparisons increases the risk that important trends are statistically 

non-significant due to type 2 error. There may be inherent differences in patients who 

decline ACP discussions.

Despite these limitations, the data suggests a benefit to navigator-initiated ACPs in terms of 

fewer ICU stays and hospitalizations and trends in a number of other outcomes. Expansion 

of the role of the lay navigator or other community health workers to initiate ACPs may be 

an option for engaging a greater number of patients in ACPs.

Conclusions

Training navigators to facilitate Respecting Choices® First Steps ACP conversations is 

feasible, with improvements in navigator self-efficacy scores after training. Navigator uptake 

of the program is facilitated by physician and administrator engagement. Further work is 

needed to understand the cost-effectiveness of training lay personal as ACP facilitators, the 

role of other healthcare providers in ACPs, contributing factors to enhance space, time, and 

staff support from health care systems, and impact on patient experiences and health 

outcomes.
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Fig. 1. 
Mixed-method study schema. PCCP = Patient Care Connect Program; ACP = advance care 

planning.
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Fig. 2. 
Self-efficacy results. ACP = advance care planning.
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Table 1.

Patient and Navigator Demographics

Demographics of PCCP Navigated Subjects (n = 8704)

Completed/Pending Refused Not Approached

n = 953 % n = 366 % n = 7385 %

Age at first diagnosis, yrs

Mean, SD 73.3 7.3 73.0 7.0 72.9 7.5

Age at death, yrs

Mean, SD 79.6 7.1 76.0 6.8 76.1 7.1

Gender

Female 480 51.7 205 56.5 3840 53.2

Male 448 48.3 158 43.5 3373 46.8

Race

Black 167 18.1 64 17.9 913 12.7

Other 6 0.7 6 1.7 112 1.6

White 751 81.3 288 80.5 6166 85.8

Comorbidity score

Mean, SD 2.5 2.2 2.31 2.2 2.27 2.3

Score-category

0 186 20.2 81 22.6 1843 25.7

1 192 20.9 80 22.4 1601 22.3

2–3 285 30.9 106 29.6 1961 27.3

4+ 258 28.0 91 25.4 1769 24.7

High acuity
a

Yes 359 37.7 136 37.2 183 38.1

Demographics of Deceased PCCP Navigated Subjects (n = 2752)

Completed/Pending Refused Not Approached

n = 437 % n = 171 % n = 2144 %

Age at first diagnosis, yrs

Mean, SD 74.2 7.4 74.1 7.2 73.9 7.7

Age at death, yrs

Mean, SD 76.6 7.1 76.0 6.8 76.1 7.1

Gender

Female 188 44.0 82 48.2 905 43.0

Male 239 56.0 88 51.8 1199 57.0

Race

Black 84 19.6 26 15.3 276 13.1

Other 2 0.5 3 1.8 27 1.3

White 342 79.9 141 82.9 1811 85.7

Comorbidity score

Mean, SD 3.0 2.3 2.9 2.3 3.0 2.5

Score-category
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0 53 12.4 24 14.1 313 14.9

1 86 20.2 28 16.5 386 18.3

2–3 139 32.6 60 35.3 633 30.1

4+ 148 34.7 58 34.1 774 36.8

High acuity
a

Yes 226 51.7 97 56.7 1234 57.6

Demographics of Navigators (n = 26)

Age, yrs

Mean, SD 44.7 13.5

Gender

Female 21 80.8

Male 5 19.2

Race

Black 10 38.5

Other 1 3.9

White 15 57.7

Education

High school or GED 1 3.9

Some college, vocational or technical school 5 19.2

College graduate (four years) 14 53.9

Masters 6 23.1

Religious affiliation

Protestant 18 69.2

Nondenominational 4 15.4

Catholic 1 3.9

No religious affiliation 1 3.9

Other 2 7.7

Navigator experience, yrs

Mean (range) 2.07 (0.7–2.3)

SD 1.9

Prior employment in healthcare

Yes 23 88.5

No 3 11.5

Personal experience with cancer

Yes, I have a family member with cancer 18 64.3

Yes, I have a friend with cancer 5 17.9

No 4 14.3

Other 1 3.6

PCCP = Patient Care Connect Program; GED = General Educational Development.

a
High-acuity cancer defined as cancers of the brain, pancreas, ovaries, lung, and head & neck or any stage IV cancer.
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Table 2.

Healthcare Utilization Among Decedents According to Advance Directive and Respecting Choices First Steps 

ACP Facilitator Status

Completed/In Process Declined
P-value

n = 437 % n = 171 %

ER visit within 14 days of death 146 33.4 72 42.1 0.04

ER visit within 30 days of death 199 45.5 91 53.2 0.09

ICU visit within 14 days of death 64 14.7 34 19.9 0.11

ICU visit within 30 days of death 77 17.6 41 24.0 0.07

Hospitalization within 14 days of death 159 36.4 75 43.9 0.09

Hospitalization within 30 days of death 200 45.8 96 56.1 0.02

Hospice less than three days
a 20 6.6 11 9.1 0.37

Any hospice use
b 296 67.7 121 70.8 0.47

Chemotherapy within 30 days of death 62 14.2 32 18.7 0.17

ER = emergency room; ICU = intensive care unit.

P-values are from χ2 test.

a
Proportion of subjects in last quarter of life that who had hospice and were enrolled for less than three days before death.

b
In the quarter of death.
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Table 3.

Barriers and Facilitators to Navigator-Led Advance Care Planning Conversations Emerged From 

Semistructured Interviews

Categories Theme Subtheme Selected Quotes

Patient-level Barriers Limited health literacy
“Sure, they're anxious about usually whether or not they want to be on what 
they deem to be life-supportive equipment or whether they want a CPR. It 
kinda gets into the medical jargon.” [NV#05]

Fear
“It's amazing how much fear—and I'm gonna tell ya something crazy that I see 
all the time. How much fear of cancer and how much fear of dying that these 
patients have” [NV#22]

Battle mode

“My experience has been that people come to the hospital wanting their lives to 
be saved. Either in survivorship, so they were kind of distanced from it and 
didn't wanna engage too much in cancer conversation, or they were in more or 
less battle mode. Still trying to receive treatment to the very end … there was 
still an avoidance of not being fully engaged in the conversation.” [NV#16]

Facilitators Prior exposure to death or 
advance care planning

“If they have experienced someone who have not had an advance directive, and 
something happen, and it's like a big family feud— that helps. Oh, no, we're 
not going through this. We're going to get this in writing, and that's it.” 
[NV#02]

Navigator-level Barriers Identify best timing

“Knowing exactly when is a good time to bring it up. I think that's a barrier cuz 
you never can tell what place somebody is in at that time. You may bring it up 
this day and they don't want anything to do with it … I guess the barrier of just 
knowing when to present it.” [NV#01]

Personal discomfort “The difficulty is just dealing with somewhat your own—not issues, but your 
own reserves about this.” [NV#03]

Facilitators Respect patient readiness
“I formulated a way where I could do it where I felt that I wasn't pressuring 
them because it just—it has the title of Respecting Choices, and that's exactly 
what it needs to be, their choice.” [NV#06]

Establish rapport and trust

“Of course, all of these patients, as I've stated earlier, have a relationship with 
me. Have rapport with me. I have seen them several times previously before I 
bring it up, so they know who I am and what I look like. They trust me. I have 
a rapport with them. I'm established with them.” [NV#24]

Continues follow-up
“I'll explain the type of services I can offer. The first time I may just mention it 
and tell them that one of the things that we can offer is advance care planning 
and we can talk about that another time if you're more interested.” [NV#14]

System-level Barriers Lack of time and space

“it's just hard to deliver given our time with the patient and actually space to 
actually have a private conversation with them. We don't really have the space 
for it. Overall, the program is a great thing to have and to put in place. It's just 
hard to execute it.” [NV#01]

Lack of stakeholder support

“… when certain initiatives are pushed, it's always pushback because it's 
something new or it's something that, at that time, a lot of providers or nurses 
or people that work in clinics don't agree with, but yet they won't give an ear to 
it. They don't even give it a chance, to say, ‘Okay, well, we'll try it,’ or, ‘We'll 
be behind this,’ or, ‘It will work.’” [NV#03]

Cultural suspicion

“I think it's just—there's a cultural suspicion about it … they call people who 
would discuss these things like death panels … I don't know if that's just our 
region or whatever … the difficulty is, I think, getting people to understand this 
is for their benefit.” [NV#21]

Facilitators Physician engagement

“I want to get into the clinics and I want to have where the doctor will say to 
the patient, ‘Your navigator is gonna come in, and they're gonna cover all of 
this, including advance directive, and I think that everybody should get it 
done.’” [NV#19]

Referral or consultation 
support

“… if they start askin' questions that I'm not sure of, then I'll get a nurse that 
we work—we'll get her. I'll ask her questions, and I'll come back to ‘em. I 
mean, if there's medical questions I'm not sure of. A lot of them—I've had one 
that would ask about, well, how long would they keep feeding me before they 
would turn me off or whatever … I wasn't sure, so I went and got an MD to 
answer the question for me.” [NV#12]
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