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Abstract

Purpose: Although interventions can increase advance care planning (ACP) engagement, it 

remains unclear which interventions to choose in primary care settings. This study compares a 

passive intervention (mailed materials) to an interactive intervention (group visits) on participant 

ACP engagement and experiences.

Methods: We used mixed methods to examine ACP engagement at baseline and six months 

following two ACP interventions. Eligible patients were randomized to receive mailed materials 

or participate in two ACP group visits. We administered the 4-item ACP Engagement survey (n = 

110) and conducted interviews (n = 23). We compared mean scores and percent change in ACP 
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engagement, analyzed interviews with directed content analysis to understand participants’ ACP 

experiences, and integrated the findings based on mailed materials or group visits intervention.

Results: All participants demonstrated increased ACP engagement scores. At six months, 

group visit participants reported higher percent change in mean overall score compared with 

mailed materials participants (+8% vs +3%, P <. 0001). Group visits participants reported 

that being prompted to think about end-of-life preferences, gaining knowledge about ACP, and 

understanding the value of completing ACP documentation influenced their ACP readiness. 

While both interventions encouraged patients to start considering and refining their end-of-life 

preferences, group visits made patients feel more knowledgeable about ACP, highlighted the 

importance of completing ACP documentation early, and sparked further ACP discussions with 

others.

Conclusions: While primary care patients may benefit from mailed ACP materials, patients 

reported increased readiness after ACP group visits. Group visits emphasized the value of 

upstream preparation, ongoing conversations, and increased knowledge about ACP.

Keywords

Advance Care Planning; Advance Directives; Aging; Clinical Trial; Communication; End of Life 
Care; Evaluation Studies; Geriatrics; Medical Decision-Making; Primary Health Care; Qualitative 
Research

Introduction

Advance care planning (ACP) – the process of planning for future care based on a person’s 

values and preferences – is associated with benefits for patients, families, and the health 

care system.1,2 For example, ACP confers improved end-of-life communication, reduced 

stress for surviving family, and decreased use of intensive medical treatments.1,2 Yet, even 

with recommendations and reimbursements for engaging older adults in ACP, prior work 

has found that only 59% of older adults have talked to someone about their medical care 

preferences if they become seriously ill, and less than half have completed a medical 

durable power of attorney (MDPOA) and/or advance directive.3–6 One reason that ACP rates 

remain low is that ACP is complex and involves coordinating multiple behaviors (including 

discussions, decisions, and documentation) over time.7–11 Patients’ readiness to engage in 

these behaviors also varies,12,13 making it important to choose interventions that assess and 

can be tailored to a patient’s level of readiness.

Given the heterogeneity of ACP trial characteristics and heterogeneity of outcomes that 

are measured, the literature on ACP interventions provides mixed evidence regarding the 

efficacy of different interventions. Research suggests that a range of promising interventions 

are associated with increases in different ACP outcomes, including both interactive 

interventions (eg, facilitated discussions such as Respecting Choices, group visits) and 

passive interventions (eg, written-only materials, video-only materials).14,15 However, other 

studies suggest that interactive interventions are more effective than passive interventions.16 

Without evidence demonstrating the superiority of one type of intervention over another, 
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scholars have called for head-to-head comparisons that might help answer this question15 

and inform the choice of ACP interventions that are implemented into primary care settings.

In the recent (anonymized) randomized trial, we found that group visits resulted in higher 

4-item ACP engagement scores than written-only ACP; however, the written-only group 

also experienced improved engagement from baseline.17 The current study expands on these 

findings to examine if and how participants who received mailed materials or participated in 

ACP group visits differed in their ACP engagement and experiences. This mixed methods 

study integrates survey and interview data to understand participant changes in ACP 

engagement and to provide guidance regarding when each intervention type may be most 

appropriate.

Methods

Study Design

This study draws on interview and survey data collected for a two-arm randomized clinical 

trial comparing ACP group visits and mailed materials. Patients were recruited from a 

primary care clinic and randomized to: 1) (anonymized) Group Visits, including two ACP 

group visits conducted one month apart with ACP resources including PREPARE videos18 

on flexibility in decision making and a state-specific MDPOA form, or 2) mailed materials, 

including a two-page version of the Conversation Starter Kit,19 state-specific MDPOA 

form, and a letter from the patient’s primary care clinician about ACP that encourages 

follow-up. Further details about the (anonymized) clinical trial are described elsewhere, 

including registration at ClinicalTrials.gov (anonymized).17 The study was approved by the 

university’s Institutional Review Board.

Participants

Patients were eligible to participate if they were age 60 years or older and if their primary 

care clinician determined that they were appropriate for group visits. Patients were excluded 

based on preferred language other than English; diagnosis of cognitive impairment or 

dementia; diagnosis of deafness; living out of state/unable to travel to clinic; or living 

with someone already in the study - dyads were not enrolled because they needed to 

be independently randomized to minimize contamination. All patients provided informed 

consent. Participants received a $25 gift card for completing the survey and interview.

Data Collection

Surveys measured patients’ ACP engagement at baseline and six months using the 4-item 

validated ACP Engagement Survey20 (Appendix A). The survey focuses on patient readiness 

within the ACP domains of surrogate decision makers, medical wishes, and documentation 

of medical wishes. The items assess readiness on a 5-point Likert scale and were averaged to 

create the overall ACP Engagement score, with higher scores indicating a higher degree of 

readiness. There was less than 10% missingness.

Semistructured interviews were conducted at six months with a subset of participants to 

expand on survey findings. A purposeful sample from the group visits and mailed materials 
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arms were interviewed about their experiences. Group visits participants were oversampled 

to ensure adequate understanding of the group visits experience. Participants from both 

study arms agreed to participate in the interviews at equivalent rates. The interview guide 

(Appendix B) included questions about patients’ reasons for participating, personal goals 

around ACP, group visits content and delivery, and how the study impacted the ACP process. 

Interviews were conducted between March 2018 and May 2019 by a research assistant 

with qualitative experience, who was independent of the broader clinical study activities 

such as recruitment and intervention implementation. All interviews were audio-recorded 

and professionally transcribed. Based on simultaneous data analysis during data collection, 

thematic saturation was reached around 20 participants, and the additional three interviews 

were conducted as confirmatory and because they were already scheduled.21

Data Analysis

Descriptive statistics were calculated for participant demographics (self-reported). Mean 

overall and individual ACP readiness scores were calculated and compared between baseline 

and 6-month follow up for each study arm, using a difference-indifferences method. Since 

less than 10% of ACP engagement survey data were missing at random, we chose to exclude 

these data from the 6-month time point. In addition, we calculated percent change for 

overall score and individual items between baseline and 6-month follow up and compared 

them using Student’s t test. These findings were contextualized with results from qualitative 

interview data. For interview data, directed content analysis was used.22 We developed a list 

of codes that captured the concepts and ideas. Codes were identified both inductively (based 

on multiple rounds of reading transcripts) and deductively (informed by the ACP behavior 

change constructs in the survey). The codes were then applied to every interview transcript. 

Coded data were analyzed within and across cases to identify major themes. ATLAS.ti 

software and SAS version 9.4 was used to facilitate data management.

Matrix analysis23 was used to integrate findings from the interview and survey data sets, 

comparing patients’ readiness scores to interview findings. This allowed us to elaborate on 

the survey findings in greater detail. We used a multiple triangulation approach to establish 

the trustworthiness of findings, including investigator triangulation (multiple investigators 

with multiple areas of expertise) and method triangulation (multiple methods of data 

collection).24 The multidisciplinary team included physicians, a sociologist, qualitatively 

trained research analysts, and an epidemiologist. We used the Consolidated Criteria for 

Reporting Qualitative Health Research (COREQ) as a framework to report findings for this 

study (checklist available on request).25

Results

A total of 110 patients enrolled in the (anonymized) trial, with 55 participants per study 

arm. All 110 participants completed the baseline ACP Engagement survey, 100 completed 

6-month follow up surveys (91% retention rate), and 23 participants were interviewed. 

There were 15 group visits interviewees and eight mailed materials interviewees. Table 

1 shows participant demographics; there were no significant differences in demographic 

characteristics.
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Both participants who received mailed materials and group visits participants reported 

increased levels in overall ACP engagement score. Group visits participants reported a 

greater percent change across all survey items (8% in group visits vs 3% in mailed 

materials, P<.0001). Compared with patients who received mailed materials only, group 

visits participants experienced a 4% greater increase in readiness to sign paperwork naming 

a decision maker (7% vs 3%, P =. 015), 12% greater increase in readiness to talk to 

the doctor (15% vs 3%, P < .0001), and 6% greater increase in readiness to sign official 

paperwork putting wishes in writing (11% vs 5%, P < .0005). These self-reported items 

were aligned with rates of advance directives at 6-month follow up, where participants in the 

group visits, compared with those receiving mailed materials, had a higher rate of advance 

directives in the electronic health record (71% vs 45%, P < .001).17

Findings from interviews expanded on these differences by highlighting factors that 

influenced patients’ readiness scores and how readiness changed after participating 

in either intervention. Participants reported being prompted to think about end-of-life 

preferences, gaining knowledge about ACP, and understanding the value of completing ACP 

documentation were upstream factors that influenced how ready they felt to carry out the 

ACP actions measured in the survey. Interviewees also discussed the downstream effects 

after either intervention, including feeling more ready to complete ACP documents, actually 

completing documents, and having discussions with decision makers. Participants’ responses 

to survey items and interviews are summarized in Table 2 (group visits) and Table 3 (mailed 

materials). Next, we describe how the upstream factors and downstream effects of ACP 

readiness differed among mailed materials participants and group visits participants.

Upstream Factors: Thinking about End-of-Life Preferences

Participants in both ACP interventions were prompted to think about their end-of-

life preferences. For some participants, especially in the mailed materials arm, these 

interventions led them to consider their personal wishes for the first time:

“I never gave it much thought until I got the questionnaire. And then looking at [the 

materials] I kind of knew what I wanted to do, but then I had no idea when I really 

put my mind to it. I thought, ‘What would I do? How would I do that and who 

would be the one who would decide?’ And the one who would decide and I talked 

it over and over and over and we’ve been thinking about it all this time.”

(Mailed Materials, Participant 27)

Even though group visits participants had completed some ACP documentation before 

enrolling in the study (44% at baseline),17 these participants described that the group visits 

helped them reflect on and improve the quality of their current documentation.

“We sharpened a few statements to be more precise with respect to some of the 

discussions we had in the group, which I think made for a better document… 

[The group visits] certainly caused us to…[revise] the wishes. . . It also motivated 

us to do some revisions in our will which needed to be done. We had been 

procrastinating on doing that.”

(Group Visits, Participant 45)
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Upstream Factors: Gaining Knowledge about ACP

Level of ACP knowledge was found to affect patient readiness to engage in ACP. Although 

both study arms encouraged patients to think about end-of-life preferences, patients who 

received mailed materials required more information before they could initiate discussions 

with family or complete documentation:

“I have a lot of questions about [ACP] because I’m not knowledgeable about it. 

I planned to be [more knowledgeable] when I talk to the kids so that I can ask 

questions with them [and] they can understand why I’m hesitant.”

(Mailed Materials, Participant 69)

To answer lingering questions about ACP, many participants turned to their primary care 

clinicians. However, patients in both study arms reported that finding time to discuss ACP 

with their primary care clinicians was challenging because other health concerns took 

priority during appointments.

“I don’t think I’ve actually discussed it with my primary care provider…I’m going 

to see her again pretty soon. I’m scheduled to have an operation. I’m having my 

knee replaced. To me, [ACP is] not very important to me right now.”

(Group Visits, Participant 65)

Group visits participants reported that the intervention addressed this ACP knowledge gap 

and clarified the primary care clinician’s role in ACP beyond serving as an information 

resource. Conversely, many patients who received mailed materials perceived ACP as a legal 

matter and expressed uncertainty about whether ACP discussions were the primary care 

clinician’s responsibility. As one participant explained, “I do not think that is [the doctor’s] 
job. And I’d just as soon go to the attorney.” (Mailed Materials, Participant 54). Notably, 

group visits participants reported the greatest percent change on the “readiness to talk to 

doctor” item (15% increase in group visits arm vs 3% increase in mailed materials arm).

Upstream Factor: Understanding the Value of Completing ACP Documentation

Another factor that influenced participants’ readiness to engage in ACP was their perceived 

value of doing so. Although participants in both arms reported some engagement with ACP 

at follow up, group visits participants were more prepared to sign paperwork because they 

understood its purpose. For example, group visits participants described the significance of 

learning that ACP is separate from their current state of health:

“I’m surprised that we need to think about it sort of so soon. I’m only 75 and in 

pretty good health, and, even so, we feel like it’s a little more immediate for us to 

pay attention to these things now.”

(Group Visits, Participant 36)

Some of the ACP knowledge that group visits participants learned also contributed to 

their perceived value of completing documentation. Group visits participants reported a 

greater increase in readiness to sign official paperwork detailing wishes (11%) and naming 

a decision maker (7%) compared with those who received mailed materials (5% and 3%, 

respectively). In contrast, many participants who received mailed materials had not signed 
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ACP documents by the six-month follow-up interview. Some described that ACP was not 

prioritized due to a belief in the sufficiency of preventative care and their good health:

“When you get to a certain age it’s kind of a day to day thing. And I believe in 

preventive care. So far—cross my fingers—things have been going well for me. 

And so probably that’s why I haven’t really considered filling out the paperwork as 

yet.”

(Mailed Materials, Participant 54)

Downstream Effect: Discussions with Decision Makers

As a downstream effect, patients in both arms showed little change on the “readiness to 

talk to decision makers” survey item (2% for group visits and 1% for mailed materials). 

Some patients attributed this lack of change to having already initiated ACP discussions with 

family members before participation (consistent with high baseline scores of readiness to 

talk with a decision maker). However, interviews revealed some participants who received 

mailed materials had not had these conversations because their decision maker was not 

ready. One participant described her adult child’s reaction to ACP: “You are not going to 
die tomorrow, Mom. We can talk about it the next day, or the next visit,” (Mailed Materials, 
Participant 74). Although group visits participants did not describe this sense of ACP inertia, 

even those who attempted to engage decision makers reported that these conversations were 

sometimes unproductive because decision makers did not value ACP:

“I had all of [my ACP documents] and I met with my daughters. But the problem 

was they kind of blew it off like, ‘Oh, you’re fine. You don’t need this, blah, blah, 

blah.’ And it wasn’t out of disrespect, it was about not wanting to deal with the fact 

that I may die.”

(Group Visits, Participant 21)

For participants who received mailed materials, these conversations felt informal due to 

both decision makers’ resistance and because most had not completed documentation. 

Conversely, group visits participants reported being prepared for formal discussions with 

decision makers because many had completed ACP documentation and wanted to review 

their decisions. Group visits participants characterized discussions with decision makers 

as more of a “handoff” than a back-and-forth exchange or coming to consensus. As one 

participant explained, this is because “there were no ifs, ands, or buts; this was my decision” 
(Group Visits, Participant 78). That is, participants viewed the purpose of discussions 

with family members as separating their responsibility regarding ACP from their decision 

maker’s role, not collaborating to come to an agreement together. One participant explained 

ACP as a shared responsibility between patients and decision makers where there is a clear 

division of labor:

“We had one big talk in the conference call and now it’s their responsibility. I’ve 

given them everything I can… I’ve done my part and I have had expert input and so 

my point is, well, this is up to you now. I took care of all my business so you can 

take care of me.”

(Group Visits, Participant 21)
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Though group visits participants reported that these conversations tended to be short, they 

had a “ripple effect.” Patients shared their ACP documentation with a wide circle of 

family members, sparking subsequent ACP conversations between other family members. 

For example, one group visit participant began thinking about her husband’s ACP; another 

reported that her daughter-in-law began speaking to her own mother about ACP:

“[The conversation] was short and brief, except with our daughter-in-law who is 

more interested in learning what we did up here. She was taking note because she 

thought some of this would be helpful to her own mother down in [another state]…. 

So, I think it prompted discussions with her. In turn, she went on to proceed to 

talk with her mother about what the [family name] were doing. So, it had a ripple 

effect.”

(Group Visits, Participant 45)

Discussion

This study compared an interactive, group visits intervention to a passive, mailed materials 

intervention and revealed that, a) group visits increased patients’ readiness to complete 

documentation more effectively than mailed materials, but b) both interventions had positive 

impacts on multiple aspects of the ACP process. Combining survey and interview data, 

we identified key factors that influenced patients’ readiness to complete ACP: thinking 

about end-of-life preferences, gaining knowledge about ACP, and understanding the value 

of ACP documentation. While both arms encouraged patients to start considering end-

of-life preferences, group visits conferred more knowledge about ACP and highlighted 

the importance of completing ACP documentation early. Together, these benefits helped 

more group visits participants feel ready to complete – and actually complete – ACP 

documentation at six-month follow up.17 Further, group visits participants reported 

sharing their ACP documents with a wider network of people, prompting additional ACP 

conversations.

Although ACP knowledge can be conveyed through mailed materials, our findings show 

that printed information alone cannot replace an interactive discussion about ACP. Without a 

dedicated appointment focused on ACP, participants in the mailed materials arm missed an 

opportunity to fill knowledge gaps related to completing ACP documentation. Participants 

reported that these knowledge gaps were not sufficiently addressed during visits that 

primarily focused on other concerns, highlighting the need for interactive interventions that 

create space to talk about ACP.

Creating space to discuss ACP with loved ones was also a challenge. Participants 

encountered resistance to discussing death, making these conversations brief across both 

arms. For group visits participants, these conversations represented a formal “passing of 

the baton” that was aided by sharing completed ACP documents. For participants who 

received mailed materials, however, discussions were either informal or avoided altogether 

due to uncertainty about their decision maker’s comfort discussing death. Prior work has 

documented this reluctance around end-of-life communication,26 and our findings suggest 

that group visits could help by equipping patients with knowledge and completed ACP 
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documents. Future work should explore additional approaches to end-of-life communication 

between patients and family that could be incorporated into ACP interventions, including 

ACP group visit curriculum.

This study also addresses questions raised by prior work on ACP engagement and behavior 

change. For example, prior research found that neither the PREPARE website with an 

easy-to-read advance directive (AD) nor the AD-only interventions improved actions 

related to asking clinicians questions.27 Our findings suggest that certain action-oriented 

ACP behaviors, like discussion with clinicians, might not improve without an interactive 

intervention because patients may lack sufficient knowledge to initiate the discussion or 

formulate questions and because primary care visits often focus on pressing health concerns. 

Still, our findings also suggest that any intervention is better than no intervention since all 

patients reported some increase in ACP engagement.

Scholars have advocated for research involving interventions that are tailored to local 

resources and contexts, rather than global recommendations.14,28 This study highlights 

the relative advantage of two ACP approaches in a primary care setting so that future 

work can address when one might be more fitting. For example, group visits are more 

effective at engendering change and facilitating ACP documentation but mailed materials are 

inexpensive and could be used broadly as an initial nudge to patients that could be followed 

by additional ACP interventions, including group visits.

This study has specific limitations. Our sample was recruited from one health care 

organization and only focuses on two ACP approaches (ie, mailed materials only vs 

ACP group visits). In addition, ACP engagement scores were a secondary outcome and 

reflected participants with a relatively high baseline level of ACP readiness, potentially 

contributing to a smaller relative and absolute increase from group visits. Future work 

should expand on these exploratory outcomes. Further comparison between – and testing 

combinations of – approaches to increase ACP engagement will allow clinical champions 

to maximize the intervention’s effectiveness by tailoring the intervention to the setting, 

population, and available resources. For example, depending on resources, clinics could 

assess ACP readiness through an integrated article or patient portal-based questionnaire. 

When screening across all patients and visits is not feasible, clinics could offer multiple ACP 

interventions simultaneously or sequentially to enable patients to opt-in to the interventions 

of their choosing. Because this study represents one patient population, future work should 

investigate how patients from varying backgrounds perceive action-oriented behaviors that 

may be less preferred or acceptable in some cultures or communities.

In conclusion, this study supports the idea that all patients may benefit from support 

regarding ACP decisions and discussions with clinicians, family members, and decision 

makers. However, given that patients’ readiness to engage in these behaviors varies,12,13 

choosing interventions like ACP group visits that can assess and be tailored to a patient’s 

level of readiness is crucial. In the future, tailoring these interventions appropriately should 

include adaptations suited to the cultural preferences of the populations served by each 

clinic, including input from patient and family advisory councils.
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Appendix A.: ACP Engagement Survey

1. How ready are you to sign official papers naming a person or group of people to 

make medical decisions for you?

• I have already done it

• I am definitely planning to do it in the next 30 days

• I am thinking about doing it in the next 6 months

• I have thought about it, but am not ready to do it

• I have never thought about it

• Missing/not answered

2. How ready are you to talk to your doctor about the kind of medical care you 

would want if you were very sick or near the end of life?

• I have already done it

• I am definitely planning to do it in the next 30 days

• I am thinking about doing it in the next 6 months

• I have thought about it, but am not ready to do it

• I have never thought about it

• Missing/not answered

3. How ready are you to sign official papers putting your wishes in writing about 

the kind of medical care you would want if you were very sick or near the end of 

life?

• I have already done it

• I am definitely planning to do it in the next 30 days

• I am thinking about doing it in the next 6 months
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• I have thought about it, but am not ready to do it

• I have never thought about it

• Missing/not answered

4. How ready are you to talk to your decision maker about the kind of medical care 

you would want if you were very sick or near the end of life?

• I have already done it

• I am definitely planning to do it in the next 30 days

• I am thinking about doing it in the next 6 months

• I have thought about it, but am not ready to do it

• I have never thought about it

• Missing/not answered

Appendix B.: Interview Guide

Follow-up Interview for Patients

Organizational & Patient Characteristics

1. Thinking back to before the study, what had you already done as far as ACP?

2. When you started the study, what were your goals related to ACP?

• How did the study help or hinder you achieving those goals?

3. In your own words, tell me about what the benefit of the study was for you.

• Were there any disadvantages?

4. Do you have any ACP goals or next steps that are unmet?

• What would be helpful to achieve these?

• Have any of your goals changed? Have you added any new goals?

5. Have you discussed ACP with someone close to you since being in the study?

• Tell me about that discussion.

6. Have you discussed ACP with a health care provider since being in the study?

• Tell me about that discussion.

Intervention Content

7. For MAILED CONTROL ARM: Do you remember the mailed materials we sent 

you?

• Tell me about them (what did you think, what did you do, how did you 

feel).
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8. For GROUP VISITS ARM: Thinking back to the group visits you came to, what 

did you think about…

• Content? Topics covered, education

• Format? Gro up style, length of session, 2 visits

• Environment? Room, supplies, materials, videos

• Facilitators? Doctor, SW, volunteer, PRA, etc.

• Your care plan, including what is part of your medical record? Did you 

review this? What did you think of this?

9. Tell me what you learned from the study.

Sustainability

7. What should we do differently?

8. Anything else you’d like to share about this study overall?

References

1. Sudore RL, Lum HD, You JJ, et al. Defining advance care planning for adults: a consensus 
definition from a multidisciplinary delphi panel. J Pain Symptom Manage May 2017;53:821–32.e1.

2. Hickman SE, Lum HD, Walling AM, Savoy A, Sudore RL. The care planning umbrella: the 
evolution of advance care planning. J Am Geriatr Soc 2023;71:2350–6. [PubMed: 36840690] 

3. Bischoff KE, Sudore R, Miao Y, Boscardin WJ, Smith AK. Advance care planning and the quality 
of end-of-life care in older adults. J Am Geriatr Soc 2013;61:209–14. [PubMed: 23350921] 

4. Silveira MJ, Kim SYH, Langa KM. Advance directives and outcomes of surrogate decision making 
before death. N Engl J Med 2010;362:1211–8. [PubMed: 20357283] 

5. Yadav KN, Gabler NB, Cooney E, et al. Approximately one in three US adults completes any 
type of advance directive for end-of-life care. Health Aff (Millwood). 2017;36:1244–51. [PubMed: 
28679811] 

6. Perumalswami C, Burke J, Singer D, et al. Older adults’ experiences with advance care planning. 
2021. National Poll on Healthy Aging. Available at: http://hdl.handle.net/2027.42/167012.

7. AAFP. Shared medical appointments/group visits. AAFP. Accessed August 10, 2023. Available at: 
http://www.aafp.org/about/policies/all/shared-medical.html.

8. Park EJ, Jo M, Park M, Kang SJ. Advance care planning for older adults in community-based 
settings: An umbrella review. Int J Older People Nurs 2021;16:e12397. [PubMed: 34216191] 

9. Jaber R, Braksmajer A, Trilling JS. Group visits: a qualitative review of current research. J Am 
Board Fam Med 2006;19:276–90. [PubMed: 16672681] 

10. LorentA, SwaiM, GalM, Collazo-ClavelL. Combined group and individual model for postbariatric 
surgery follow-up care. Surg Obes Relat Dis . 2012;8:220–4. [PubMed: 22078936] 

11. Sikon A, Bronson DL. Shared medical appointments: challenges and opportunities. Ann Intern 
Med 2010;152:745–6. [PubMed: 20513830] 

12. Cherniack EP. The use of shared medical appointments in the care of the elderly. J Ambul Care 
Manage 2014;37:32–7. [PubMed: 24309393] 

13. Vaughan EM, Johnston CA, Arlinghaus KR, Hyman DJ, Foreyt JP. A narrative review of 
diabetes group visits in low-income and underserved settings. Curr Diabetes Rev 2019;15:372–81. 
[PubMed: 30421682] 

14. McMahan RD, Tellez I, Sudore RL. Deconstructing the complexities of advance care planning 
outcomes: what do we know and where do we go? A scoping review. J Am Geriatr Soc 
2020;69:234–44. [PubMed: 32894787] 

Tietbohl et al. Page 12

J Am Board Fam Med. Author manuscript; available in PMC 2024 July 22.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://hdl.handle.net/2027.42/167012
http://www.aafp.org/about/policies/all/shared-medical.html


15. Walczak A, Butow PN, Bu S, Clayton JM. A systematic review of evidence for end-of-life 
communication interventions: who do they target, how are they structured and do they work? 
Patient Educ Couns 2016;99:3–16. [PubMed: 26404055] 

16. Ramsaroop S, Reid MC, Adelman RD. Completing an advance directive in the primary care 
setting: what do we need for success? J Am Geriatr Soc 2007;55:277–83. [PubMed: 17302667] 

17. Anonymized.

18. Sudore RL, Knight SJ, McMahan RD, et al. A novel website to prepare diverse older adults for 
decision making and advance care planning: a pilot study. J Pain Symptom Manage 2014;47:674–
86. [PubMed: 23972574] 

19. Improvement IfH. The Conversation Project. Accessed August 10, 2023. Available at: https://
theconversationproject.org/get-started.

20. Sudore RL, Heyland DK, Barnes DE, et al. Measuring advance care planning: optimizing 
the advance care planning engagement survey. J Pain Symptom Manage 2017;53:669–81.e8. 
[PubMed: 28042072] 

21. Hennink MM, Kaiser BN, Marconi VC. Code saturation versus meaning saturation: how many 
interviews are enough? Qual Health Res 2017;27:591–608. [PubMed: 27670770] 

22. Hsieh HF, Shannon SE. Three approaches to qualitative content analysis. Qual Health Res 
2005;15:1277–88. [PubMed: 16204405] 

23. Averill JB. Matrix analysis as a complementary analytic strategy in qualitative inquiry. Qual Health 
Res 2002;12:855–66. [PubMed: 12109729] 

24. Denzin NK. The research act: a theoretical introduction to sociological methods. 1970.

25. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): 
a 32-item checklist for interviews and focus groups. Int J Qual Health Care 2007;19:349–57. 
[PubMed: 17872937] 

26. Im J, Mak S, Upshur R, Steinberg L, Kuluski K. “Whatever happens, happens” challenges of 
end-of-life communication from the perspective of older adults and family caregivers: a qualitative 
study. BMC Palliat Care 2019;18:113. [PubMed: 31830967] 

27. Lum HD, Barnes DE, Katen MT, Shi Y, Boscardin J, Sudore RL. Improving a full range of 
advance care planning behavior change and action domains: the PREPARE Randomized Trial. J 
Pain Symptom Manage 2018;56:575–81.e7. [PubMed: 29940209] 

28. Jimenez G, Tan WS, Virk AK, Low CK, Car J, Ho AHY. Overview of systematic reviews 
of advance care planning: summary of evidence and global lessons. J Pain Symptom Manage 
2018;56:436–59.e25. [PubMed: 29807158] 

Tietbohl et al. Page 13

J Am Board Fam Med. Author manuscript; available in PMC 2024 July 22.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://theconversationproject.org/get-started
https://theconversationproject.org/get-started


A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Tietbohl et al. Page 14

Ta
b

le
 1

.

Pa
rt

ic
ip

an
t C

ha
ra

ct
er

is
tic

s

Su
rv

ey
 P

ar
ti

ci
pa

nt
s 

(n
 =

 1
10

)
In

te
rv

ie
w

 P
ar

ti
ci

pa
nt

s 
(n

 =
 2

3)
p-

V
al

ue

M
ea

n 
A

ge
 (

SD
)

77
.3

 (
5.

7)
76

.9
 (

5.
6)

G
en

de
r

0.
57

 
W

om
en

66
 (

60
%

)
15

 (
65

%
)

 
M

en
44

 (
40

%
)

8 
(3

5%
)

R
ac

e/
et

hn
ic

ity
0.

56

 
W

hi
te

87
 (

79
%

)
20

 (
87

%
)

 
B

la
ck

 o
r 

A
fr

ic
an

 A
m

er
ic

an
11

 (
10

%
)

2 
(8

.7
%

)

 
L

at
in

o/
H

is
pa

ni
c

4 
(3

.6
%

)
0 

(0
.0

%
)

 
A

si
an

/P
ac

if
ic

 I
sl

an
de

r
1 

(0
.0

1%
)

0 
(0

.0
%

)

 
A

m
er

ic
an

 I
nd

ia
n/

N
at

iv
e 

A
m

er
ic

an
2 

(2
%

)
1 

(4
.3

%
)

 
M

ul
tie

th
ni

c/
O

th
er

5 
(4

.5
%

)
0

C
ar

eg
iv

er
 in

 p
as

t 1
2 

m
on

th
s

24
 (

22
%

)
4 

(1
7%

)
0.

56

R
el

at
io

ns
hi

p 
st

at
us

0.
43

 
M

ar
ri

ed
69

 (
63

%
)

12
 (

52
%

)

 
W

id
ow

ed
22

 (
20

%
)

5 
(2

2%
)

 
D

iv
or

ce
d 

or
 s

ep
ar

at
ed

9 
(8

%
)

2 
(8

.7
%

)

 
Si

ng
le

10
 (

9%
)

4 
(1

7%
)

E
du

ca
tio

n
0.

26

 
H

ig
h 

sc
ho

ol
 g

ra
du

at
e

8 
(7

.3
%

)
0

 
So

m
e 

co
lle

ge
26

 (
24

%
)

7 
(3

0%
)

 
C

ol
le

ge
 g

ra
du

at
e

20
 (

18
%

)
6 

(2
6%

)

 
A

ny
 p

os
tg

ra
du

at
e 

or
 p

ro
fe

ss
io

na
l e

du
ca

tio
n

56
 (

51
%

)
10

 (
44

%
)

In
su

ra
nc

e 
ty

pe
*

 
M

ed
ic

ar
e

10
8 

(9
8%

)
23

 (
10

0%
)

0.
46

 
M

ed
ic

ar
e 

su
pp

le
m

en
t

61
 (

55
%

)
11

 (
48

%
)

0.
41

 
M

ed
ic

ai
d

2 
(1

.8
%

)
1 

(4
.3

%
)

0.
31

 
T

ri
ca

re
23

 (
21

%
)

2 
(8

.7
%

)
0.

11

 
Se

lf
-p

ay
0 

(0
.0

%
)

0 
(0

.0
%

)
0.

00

J Am Board Fam Med. Author manuscript; available in PMC 2024 July 22.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Tietbohl et al. Page 15

Su
rv

ey
 P

ar
ti

ci
pa

nt
s 

(n
 =

 1
10

)
In

te
rv

ie
w

 P
ar

ti
ci

pa
nt

s 
(n

 =
 2

3)
p-

V
al

ue

 
O

th
er

19
 (

17
%

)
7 

(3
0%

)
0.

06

* M
ul

tip
le

 o
pt

io
ns

, s
uc

h 
th

at
 to

ta
l d

oe
s 

no
t e

qu
al

 to
 1

00
%

.

A
bb

re
vi

at
io

n:
 S

D
, s

ta
nd

ar
d 

de
vi

at
io

n.

J Am Board Fam Med. Author manuscript; available in PMC 2024 July 22.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Tietbohl et al. Page 16

Ta
b

le
 2

.

G
ro

up
 V

is
it 

Pa
rt

ic
ip

an
ts

’ 
C

ha
ng

es
 a

nd
 E

xp
er

ie
nc

es
 R

el
at

ed
 to

 A
C

P 
R

ea
di

ne
ss

Su
rv

ey
 D

at
a

In
te

rv
ie

w
 D

at
a 

(n
 =

 1
5)

A
C

P
 R

ea
di

ne
ss

 Q
ue

st
io

ns

B
as

el
in

e 
M

ea
n 

(n
 =

 
11

0)

6 
M

on
th

s 
M

ea
n 

(n
 

= 
10

0
%

 c
ha

ng
e

D
es

cr
ip

ti
on

 o
f 

fi
nd

in
gs

Su
pp

or
ti

ng
 Q

uo
te

s

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 s
ig

n 
of

fi
ci

al
 

pa
pe

rs
 n

am
in

g 
a 

m
ed

ic
al

 d
ec

is
io

n 
m

ak
er

 to
 m

ak
e 

m
ed

ic
al

 d
ec

is
io

ns
 

fo
r 

yo
u?

4.
49

4.
80

7%
 (

p-
va

lu
e:

 
0.

04
6)

In
te

rv
en

tio
n 

pa
rt

ic
ip

an
ts

 d
es

cr
ib

ed
 b

ei
ng

 
re

ad
y 

to
 n

am
e 

de
ci

si
on

 m
ak

er
s.

 P
ar

tic
ip

an
ts

 
us

ed
 th

e 
in

te
rv

en
tio

n 
as

 a
n 

op
po

rt
un

ity
 

to
 u

pd
at

e 
or

 c
on

fi
rm

 p
re

vi
ou

s 
ch

oi
ce

s,
 

w
hi

le
 th

os
e 

w
ith

ou
t e

xi
st

in
g 

do
cu

m
en

ta
tio

n 
re

po
rt

ed
 a

ss
ig

ni
ng

 d
ec

is
io

n 
m

ak
er

s 
af

te
rw

ar
ds

.

“A
ll 

of
 m

y 
ki

ds
 a

re
 v

er
y 

re
sp

on
si

bl
e 

pe
op

le
, b

ut
 th

e 
on

e 
th

at
 I

 h
ad

 
ch

os
en

 li
ve

s 
in

 [
an

ot
he

r 
st

at
e]

 a
nd

 s
he

 h
as

 h
er

 o
w

n 
bu

si
ne

ss
 th

at
 

re
al

ly
 n

ee
ds

 h
er

 p
re

tty
 ti

ed
 d

ow
n.

 I
 th

ou
gh

t t
ha

t’
s 

no
t v

er
y 

pr
ac

tic
al

 
to

 h
av

e 
to

 e
xp

ec
t h

er
 to

 c
om

e 
to

 D
en

ve
r 

to
 ta

ke
 c

ar
e 

of
 a

ll 
of

 th
es

e 
th

in
gs

 if
 I

 f
al

l i
nt

o 
ba

d 
he

al
th

 o
r 

up
on

 m
y 

de
at

h 
an

d 
so

 f
or

th
. I

 
en

de
d 

up
 c

ha
ng

in
g 

it 
to

 a
 d

au
gh

te
r 

th
at

 li
ve

s 
he

re
.”

 (
In

te
rv

en
tio

n,
 

Pa
rt

ic
ip

an
t 2

7)
)

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 ta
lk

 to
 y

ou
r 

de
ci

si
on

 m
ak

er
 a

bo
ut

 th
e 

ki
nd

 o
f 

m
ed

ic
al

 c
ar

e 
yo

u 
w

ou
ld

 w
an

t i
f 

yo
u 

w
er

e 
ve

ry
 s

ic
k 

or
 n

ea
r 

th
e 

en
d 

of
 

lif
e?

4.
65

4.
74

2%
 (

p-
va

lu
e:

 0
.5

9)
Pa

rt
ic

ip
an

ts
 r

ep
or

te
d 

ha
vi

ng
 b

ri
ef

 d
is

cu
ss

io
ns

 
w

ith
 th

ei
r 

de
ci

si
on

 m
ak

er
s.

 T
he

y 
di

d 
no

t 
in

vo
lv

e 
de

ci
si

on
 m

ak
er

s 
in

 d
is

cu
ss

io
ns

 a
bo

ut
 

pr
ef

er
en

ce
s.

 R
at

he
r, 

th
ey

 in
fo

rm
ed

 th
em

 o
f 

th
ei

r 
re

sp
on

si
bi

lit
y 

as
 d

ec
is

io
n 

m
ak

er
 o

nc
e 

th
ey

 h
ad

 c
om

pl
et

ed
 A

C
P 

do
cu

m
en

ta
tio

n.

“W
e 

ha
d 

on
e 

bi
g 

ta
lk

 a
nd

 n
ow

 it
’s

 th
ei

r 
re

sp
on

si
bi

lit
y.

 I
’v

e 
gi

ve
n 

th
em

 e
ve

ry
th

in
g 

I 
ca

n.
 C

ar
ry

in
g 

th
em

 a
ny

m
or

e 
as

 a
du

lt 
ch

ild
re

n 
is

 
us

el
es

s 
an

d 
it 

re
al

ly
—

it 
is

n’
t m

y 
jo

b.
 I

’v
e 

do
ne

 m
y 

pa
rt

 a
nd

 I
 h

av
e 

ha
d 

ex
pe

rt
 in

pu
t a

nd
 s

o 
m

y 
po

in
t i

s,
 w

el
l, 

th
is

 is
 u

p 
to

 y
ou

 n
ow

. I
 

to
ok

 c
ar

e 
of

 a
ll 

m
y 

bu
si

ne
ss

 s
o 

yo
u 

ca
n 

ta
ke

 c
ar

e 
of

 m
e.

 T
ha

t’
s 

it.
” 

(I
nt

er
ve

nt
io

n,
 P

ar
tic

ip
an

t 2
1)

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 ta
lk

 to
 y

ou
r 

do
ct

or
 a

bo
ut

 th
e 

ki
nd

 o
f 

m
ed

ic
al

 
ca

re
 y

ou
 w

ou
ld

 w
an

t i
f 

yo
u 

w
er

e 
ve

ry
 s

ic
k 

or
 n

ea
r 

th
e 

en
d 

of
 li

fe
?

3.
47

3.
99

15
%

 (
p-

va
lu

e:
 

0.
03

9)

Pa
rt

ic
ip

an
ts

 r
ep

or
te

d 
fe

el
in

g 
re

ad
y 

to
 d

is
cu

ss
 

A
C

P 
w

ith
 th

ei
r 

do
ct

or
 a

nd
 th

at
 th

e 
pr

im
ar

y 
pu

rp
os

e 
of

 d
oi

ng
 s

o 
w

as
 to

 g
et

 th
ei

r 
do

cu
m

en
ts

 o
n 

re
co

rd
 a

t t
he

 lo
ca

tio
ns

 w
he

re
 

th
ey

 a
re

 li
ke

ly
 to

 r
ec

ei
ve

 c
ar

e.
 H

ow
ev

er
, 

pa
rt

ic
ip

an
ts

 w
er

e 
un

lik
el

y 
to

 in
iti

at
e 

a 
co

nv
er

sa
tio

n 
ab

ou
t A

C
P 

du
ri

ng
 c

lin
ic

 v
is

its
 

fo
cu

se
d 

on
 m

or
e 

pr
es

si
ng

 h
ea

lth
 c

on
ce

rn
s.

“W
e 

ha
d 

a 
br

ie
f 

co
nv

er
sa

tio
n 

on
 it

. I
 a

pp
re

ci
at

e 
[m

y 
do

ct
or

’s
] 

vi
ew

 
an

d 
hi

s 
th

ou
gh

ts
 o

n 
al

l o
f 

th
is

. O
th

er
 th

an
 th

at
, w

e 
di

dn
’t

 g
et

 in
to

 
an

y 
of

 th
e 

pa
rt

ic
ul

ar
s.

 H
e 

m
ad

e 
ce

rt
ai

n 
th

at
 h

e 
m

ad
e 

co
pi

es
 a

nd
 g

av
e 

m
e 

ba
ck

 w
ha

t I
 g

av
e 

to
 h

im
. H

e 
pu

t i
t i

n 
m

y 
m

ed
ic

al
 c

ha
rt

. H
e 

ac
kn

ow
le

dg
ed

 w
ha

t I
 h

ad
 w

ri
tte

n…
 it

 w
as

 a
 p

os
iti

ve
 a

cc
ep

ta
nc

e 
of

 
w

ha
t I

 h
ad

 p
re

pa
re

d.
” 

(I
nt

er
ve

nt
io

n,
 P

ar
tic

ip
an

t 4
5)

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 s
ig

n 
of

fi
ci

al
 

pa
pe

rs
 p

ut
tin

g 
yo

ur
 w

is
he

s 
in

 
w

ri
tin

g 
ab

ou
t t

he
 k

in
d 

of
 m

ed
ic

al
 

ca
re

 y
ou

 w
ou

ld
 w

an
t i

f 
yo

u 
w

er
e 

ve
ry

 s
ic

k 
or

 n
ea

r 
th

e 
en

d 
of

 li
fe

?

4.
24

4.
69

11
%

 (
p-

va
lu

e:
 

0.
01

5)

G
ro

up
 v

is
its

 h
el

pe
d 

pa
tie

nt
s 

co
nf

ir
m

, r
ev

is
e,

 
an

d 
ex

pa
nd

 e
xi

st
in

g 
A

C
P 

do
cu

m
en

ta
tio

n.
 

Pa
tie

nt
s 

re
po

rt
ed

 a
n 

im
pr

ov
em

en
t i

n 
bo

th
 

qu
an

tit
y 

an
d 

qu
al

ity
 o

f 
A

C
P 

do
cu

m
en

ta
tio

n.

“W
e 

sh
ar

pe
ne

d 
a 

fe
w

 s
ta

te
m

en
ts

 to
 b

e 
a 

lit
tle

 m
or

e 
pr

ec
is

e 
w

ith
 

re
sp

ec
t t

o 
so

m
e 

of
 th

e 
di

sc
us

si
on

s 
w

e 
ha

d 
th

er
e 

in
 th

e 
gr

ou
p,

 w
hi

ch
 

I 
th

in
k 

m
ad

e 
fo

r 
a 

be
tte

r 
do

cu
m

en
t”

 (
In

te
rv

en
tio

n,
 P

ar
tic

ip
an

t 4
5)

O
ve

ra
ll 

A
C

P 
en

ga
ge

m
en

t s
co

re
s:

4.
21

4.
56

8%
 (

p-
va

lu
e:

 
0.

02
1)

J Am Board Fam Med. Author manuscript; available in PMC 2024 July 22.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Tietbohl et al. Page 17

Ta
b

le
 3

.

M
ai

le
d 

M
at

er
ia

ls
 P

ar
tic

ip
an

ts
’ 

C
ha

ng
es

 a
nd

 E
xp

er
ie

nc
es

 R
el

at
ed

 to
 A

C
P 

R
ea

di
ne

ss

Su
rv

ey
 D

at
a

In
te

rv
ie

w
 D

at
a 

(n
 =

 8
)

R
ea

di
ne

ss
 Q

ue
st

io
ns

B
as

el
in

e 
M

ea
n

6 
M

on
th

s 
M

ea
n

%
 c

ha
ng

e
D

es
cr

ip
ti

on
 o

f 
fi

nd
in

gs
Su

pp
or

ti
ng

 Q
uo

te
s

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 s
ig

n 
of

fi
ci

al
 

pa
pe

rs
 n

am
in

g 
a 

m
ed

ic
al

 d
ec

is
io

n 
m

ak
er

 to
 m

ak
e 

m
ed

ic
al

 d
ec

is
io

ns
 f

or
 

yo
u?

4.
25

4.
39

3%
 (

p-
va

lu
e:

 0
.5

4)
M

ai
le

d 
m

at
er

ia
ls

 p
ro

m
pt

ed
 p

ar
tic

ip
an

ts
 to

 id
en

tif
y 

a 
de

ci
si

on
 m

ak
er

 a
nd

 d
is

cu
ss

 A
C

P.
 W

hi
le

 m
an

y 
ha

ve
 

se
le

ct
ed

 a
 d

ec
is

io
n 

m
ak

er
, t

he
y 

ha
d 

no
t f

or
m

al
iz

ed
 

in
 w

ri
tin

g.
 P

ar
tic

ip
an

ts
 e

xp
re

ss
ed

 u
nc

er
ta

in
ty

 a
bo

ut
 

w
he

re
 th

is
 s

ho
ul

d 
be

 d
oc

um
en

te
d.

“W
el

l, 
I 

ne
ve

r 
ga

ve
 it

 m
uc

h 
th

ou
gh

t u
nt

il 
I 

go
t t

he
 

qu
es

tio
nn

ai
re

. A
nd

 th
en

 o
ve

r 
lo

ok
in

g 
at

 th
em

 I
 k

in
d 

of
 k

ne
w

 
w

ha
t I

 w
an

te
d 

to
 d

o,
 b

ut
 th

en
 I

 h
ad

 n
o 

id
ea

 w
he

n 
I 

re
al

ly
 p

ut
 

m
y 

m
in

d 
to

 it
. I

 th
ou

gh
t, 

“W
ha

t w
ou

ld
 I

 d
o?

 H
ow

 w
ou

ld
 I

 d
o 

th
at

 a
nd

 w
ho

 w
ou

ld
 b

e 
th

e 
on

e 
w

ho
 w

ou
ld

 d
ec

id
e?

” 
(C

on
tr

ol
, 

Pa
rt

ic
ip

an
t 2

7)

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 ta
lk

 to
 y

ou
r 

de
ci

si
on

 m
ak

er
 a

bo
ut

 th
e 

ki
nd

 o
f 

m
ed

ic
al

 c
ar

e 
yo

u 
w

ou
ld

 w
an

t i
f 

yo
u 

w
er

e 
ve

ry
 s

ic
k 

or
 n

ea
r 

th
e 

en
d 

of
 

lif
e?

4.
25

4.
28

1%
 (

p-
va

lu
e:

 0
.8

9)
M

an
y 

pa
rt

ic
ip

an
ts

 f
ou

nd
 A

C
P 

ea
sy

 to
 d

is
cu

ss
 w

ith
 

th
ei

r 
de

ci
si

on
 m

ak
er

s.
 M

os
t h

ad
 e

ng
ag

ed
 in

 s
om

e 
di

sc
us

si
on

 a
bo

ut
 A

C
P 

pr
ef

er
en

ce
s,

 b
ut

 th
e 

le
ve

l o
f 

de
ta

il 
va

ri
ed

. M
an

y 
no

te
 a

 d
eg

re
e 

of
 in

fo
rm

al
ity

 
in

 th
es

e 
di

sc
us

si
on

s,
 a

s 
th

e 
co

nv
er

sa
tio

ns
 a

re
 n

ot
 

de
ta

ile
d 

an
d 

so
m

et
im

es
 d

ec
is

io
n 

m
ak

er
s 

w
er

e 
no

t 
ye

t f
or

m
al

ly
 a

pp
oi

nt
ed

.

“G
et

tin
g 

th
e 

ad
va

nc
e 

di
re

ct
iv

e 
an

d 
di

sc
us

si
ng

 th
in

gs
 [

ca
us

ed
 

us
 to

 h
av

e]
 a

 c
on

ve
rs

at
io

n 
w

ith
 o

ur
 d

au
gh

te
r, 

gr
an

dd
au

gh
te

r, 
an

d 
gr

an
ds

on
 a

nd
 h

is
 g

ir
lf

ri
en

d.
 T

he
y 

al
l s

at
 a

ro
un

d 
an

d 
w

e 
ta

lk
ed

 a
bo

ut
, y

ou
 k

no
w

, ‘
W

e’
re

 g
et

tin
g 

ol
de

r. 
T

hi
ng

s 
ar

e 
go

in
g 

w
ro

ng
. W

e 
ne

ed
 to

 b
e 

pr
ep

ar
ed

 f
or

 e
ve

nt
ua

lit
ie

s.
’ 

A
nd

 
ev

er
yb

od
y 

w
as

 s
ee

m
ed

 to
 b

e 
op

en
 a

bo
ut

 th
at

 a
nd

 e
nc

ou
ra

ge
d 

us
 to

 d
o 

th
in

gs
.”

 (
C

on
tr

ol
, P

ar
tic

ip
an

t 5
5)

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 ta
lk

 to
 y

ou
r 

do
ct

or
 a

bo
ut

 th
e 

ki
nd

 o
f 

m
ed

ic
al

 c
ar

e 
yo

u 
w

ou
ld

 w
an

t i
f 

yo
u 

w
er

e 
ve

ry
 

si
ck

 o
r 

ne
ar

 th
e 

en
d 

of
 li

fe
?

3.
47

3.
59

3%
 (

p-
va

lu
e:

 0
.6

4)
M

an
y 

pa
rt

ic
ip

an
ts

 h
ad

 n
ot

 ta
lk

ed
 to

 th
ei

r 
do

ct
or

 
ab

ou
t A

C
P 

an
d 

ex
pr

es
se

d 
un

ce
rt

ai
nt

y 
re

ga
rd

in
g 

w
he

th
er

 A
C

P 
is

 w
ith

in
 d

oc
to

r’
s 

sc
op

e 
(e

.g
. 

pe
rc

ei
ve

d 
A

C
P 

as
 a

 le
ga

l i
ss

ue
).

 P
ar

tic
ip

an
ts

 w
er

e 
co

m
fo

rt
ab

le
 d

is
cu

ss
in

g 
A

C
P 

w
ith

 th
ei

r 
do

ct
or

, b
ut

 
w

er
e 

un
su

re
 w

ha
t d

oc
to

r’
s 

ro
le

 w
ou

ld
 b

e.

“I
 d

on
’t

 th
in

k 
th

at
’s

 th
ei

r 
[a

 d
oc

to
r’

s]
 jo

b.
 A

nd
 I

’d
 ju

st
 a

s 
so

on
 g

o 
to

 th
e 

at
to

rn
ey

 th
at

 w
e 

w
en

t t
o 

w
he

n 
m

y 
hu

sb
an

d 
go

t 
si

ck
 a

nd
 a

sk
 h

im
 q

ue
st

io
ns

.”
 (

C
on

tr
ol

, P
ar

tic
ip

an
t 5

4)

H
ow

 r
ea

dy
 a

re
 y

ou
 to

 s
ig

n 
of

fi
ci

al
 

pa
pe

rs
 p

ut
tin

g 
yo

ur
 w

is
he

s 
in

 w
ri

tin
g 

ab
ou

t t
he

 k
in

d 
of

 m
ed

ic
al

 c
ar

e 
yo

u 
w

ou
ld

 w
an

t i
f 

yo
u 

w
er

e 
ve

ry
 s

ic
k 

or
 

ne
ar

 th
e 

en
d 

of
 li

fe
?

4.
04

4.
26

5%
 (

p-
va

lu
e:

 0
.3

0)
Pa

rt
ic

ip
an

ts
 v

ar
ie

d 
in

 th
e 

am
ou

nt
 a

nd
 ty

pe
 o

f 
do

cu
m

en
ta

tio
n 

co
m

pl
et

ed
, b

ut
 w

er
e 

m
or

e 
lik

el
y 

to
 h

av
e 

co
m

pl
et

ed
 le

ga
l r

at
he

r 
th

an
 m

ed
ic

al
 

do
cu

m
en

ts
. R

ea
so

ns
 f

or
 d

el
ay

in
g 

in
cl

ud
ed

 g
oo

d 
he

al
th

 a
nd

 b
ei

ng
 in

tim
id

at
ed

 b
y 

A
C

P.
 R

ep
or

te
d 

de
si

re
 f

or
 g

ui
da

nc
e 

(l
ik

e 
gr

ou
p 

vi
si

t)
.

“W
he

n 
yo

u 
ge

t t
o 

a 
ce

rt
ai

n 
ag

e 
it’

s 
ki

nd
 o

f 
a 

da
y 

to
 d

ay
 th

in
g.

 
A

nd
 I

 b
el

ie
ve

 in
 p

re
ve

nt
iv

e 
ca

re
. S

o 
fa

r 
– 

cr
os

s 
m

y 
fi

ng
er

s 
– 

th
in

gs
 h

av
e 

be
en

 g
oi

ng
 w

el
l f

or
 m

e.
 A

nd
 s

o 
pr

ob
ab

ly
 th

at
’s

 
w

hy
 I

 h
av

en
’t

 r
ea

lly
 c

on
si

de
re

d 
fi

lli
ng

 o
ut

 th
e 

pa
pe

rw
or

k 
as

 
ye

t.”
 (

C
on

tr
ol

, P
ar

tic
ip

an
t 5

4)

O
ve

ra
ll 

A
C

P 
en

ga
ge

m
en

t s
co

re
s:

4.
00

4.
13

3%
 (

p-
va

lu
e:

 0
.4

5)

J Am Board Fam Med. Author manuscript; available in PMC 2024 July 22.


	Abstract
	Introduction
	Methods
	Study Design
	Participants
	Data Collection
	Data Analysis

	Results
	Upstream Factors: Thinking about End-of-Life Preferences
	Upstream Factors: Gaining Knowledge about ACP
	Upstream Factor: Understanding the Value of Completing ACP Documentation
	Downstream Effect: Discussions with Decision Makers

	Discussion
	ACP Engagement Survey
	Interview Guide
	References
	Table 1.
	Table 2.
	Table 3.



