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Brief Report

Development and Feasibility of a Structured
Goals of Care Communication Guide

David B. Bekelman, MD, MPH,1,2 Rachel Johnson-Koenke, LCSW,1 Sangeeta C. Ahluwalia, PhD, MPH,3,4

Anne M. Walling, MD, PhD,3,5,6 Jamie Peterson, RN, MPH,1 and Rebecca L. Sudore, MD7,8

Abstract

Background: Discussing goals of care and advance care planning is beneficial, yet how to best integrate goals
of care communication into clinical care remains unclear.
Objective: To develop and determine the feasibility of a structured goals of care communication guide for
nurses and social workers.
Design/Setting/Subjects: Developmental study with providers in an academic and Veterans Affairs (VA) health
system (n = 42) and subsequent pilot testing with patients with chronic obstructive pulmonary disease or heart
failure (n = 15) and informal caregivers (n = 4) in a VA health system. During pilot testing, the communication
guide was administered, followed by semistructured, open-ended questions about the content and process of
communication. Changes to the guide were made iteratively, and subsequent piloting occurred until no additional
changes emerged.
Measurements: Provider and patient feedback to the communication guide.
Results: Iterative input resulted in the goals of care communication guide. The guide included questions to elicit
patient understanding of and attitudes toward the future of illness, clarify values and goals, identify end-of-life
preferences, and agree on a follow-up plan. Revisions to guide content and phrasing continued during devel-
opment and pilot testing. In pilot testing, patients validated the importance of the topic; none said the goals of
care discussion should not be conducted. Patients and informal caregivers liked the final guide length (*30
minutes), felt it flowed well, and was clear.
Conclusions: In this developmental and pilot study, a structured goals of care communication guide was
iteratively designed, implemented by nurses and social workers, and was feasible based on administration time
and acceptability by patients and providers.

Keywords: advance care planning; goals of care; provider patient communication

Introduction

Studies demonstrate the benefits of discussing goals of
care and advance care planning, yet many patients with

serious illness do not engage in such discussions with
healthcare providers.1–5 The Institute of Medicine reported
that advance care planning is ‘‘critically important to ensure
that patients’ goals and needs are met.’’6 A recent review by

the American College of Physicians High Value Task Force
defined goals of care communication to include advance care
planning, goals of care, and end-of-life discussions.7 The
review concluded that communication about goals of care in
those with serious illness should be systematically integrated
into clinical care structures and processes.

There are a number of patients, providers, and system
barriers to integrate goals of care communication into
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clinical care.8–14 To address some of these barriers,
specifically patient difficulty in identifying values and
lack of physician time, we built on others’ work7,15–19 to
develop a structured goals of care communication guide
for nurses and social workers. Such a guide could be
used by a range of healthcare providers to help patients
to identify their healthcare values, enhance illness un-
derstanding, and increase patient readiness to engage in
other advance care planning steps with their physicians,
such as having prognosis discussions and documenting
their wishes in legal documents. Here we describe the

development and pilot testing of a structured goals of
care communication guide.

Methods

Development

The communication guide was developed to facilitate
goals of care communication among patients, families,
and healthcare providers in the outpatient or home set-
ting. The following objectives shaped the development
of the communication guide: (1) be within the scope of

FIG. 1. Goals of Care Communication Guide.
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FIG. 1. (Continued)
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practice for a general medical nurse or social worker,
(2) be salient across different serious illnesses, (3) be
structured to promote reproducibility and scalability, (4)
yield clinically relevant results that can be integrated
into the medical record, and (5) provide a clear path for
next steps in goals of care communication. Building on
prior work,7,15–19 a nurse (J.P.), social worker (R.J.-K.),
and physician (D.B.B.) jointly developed the initial goals
of care communication guide.

The initial guide included questions for nurses or social
workers to initiate goals of care communication, provided

scripts to anticipate and respond to patient reactions, and
included ways to customize questions and response options.
This guide was presented for feedback to a group of 6 mul-
tidisciplinary palliative care researchers (physicians, psy-
chologists, and nurses), and subsequently to a larger group of
30 multidisciplinary providers (chaplains, social workers,
nurses, and physicians) from multiple specialties (primary
care, geriatrics, oncology, and palliative care). The guide was
additionally reviewed separately by several other nurses, a
palliative care psychologist, and two advance care planning
and communication researchers.

FIG. 1. (Continued)
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Pilot testing

We piloted the goals of care communication guide with a
convenience sample of patients with New York Heart As-
sociation (NYHA) III or IV heart failure or Global Initiative
for Obstructive Lung Diseasse (GOLD) III or IV chronic
obstructive pulmonary disease (COPD) from the VA Eastern
Colorado Health Care System who would be able to provide
feedback on the guide. This population was chosen in prep-
aration for a clinical trial that is evaluating the effect of
palliative care in heart failure and COPD.20 There were no
exclusion criteria. Patient demographic/clinical information

was not collected because analyses based on this information
were not planned. Informal caregivers were present per par-
ticipant request. This study was reviewed by the Colorado
Multiple IRB and deemed exempt.

A social worker and nurse took turns using the guide to lead
one-on-one patient or patient and surrogate goals of care dis-
cussions. Study staff took notes during the discussions, and
these notes along with social worker and nurse observations
and reactions (elicited after each goals of care discussion) were
compiled in a semistructured debrief form (Supplementary
Fig. S1; Supplementary Data are available online at www.
liebertpub.com/jpm). After the discussion, patients were asked

FIG. 1. (Continued)
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semistructured, open-ended questions (Supplementary Fig.
S2) to obtain reactions to the communication guide as well as
to elicit feedback regarding improvements.

Process for making revisions

Revisions to the communication guide were made after input
from patients and healthcare providers at each step of guide
development and refinement based on consensus within the
core analytic team (J.P., R.J.K., and D.B.B.). During pilot
testing, data from the patient interviews and the nurse/social
worker debriefing form were placed into a matrix and com-
pared and contrasted throughout the study to identify com-
monalities that should lead to changes in the goals of care

communication guide.21 The core analytic team discussed
communication guide changes every three to five patients. Pilot
testing was continued until no new information was obtained
from patients or nurse/social worker debriefing. After pilot
testing was completed and feedback incorporated, the revised
communication guide was reviewed by a VA-based clinical
team comprising a geriatrician, pulmonologist, internist, and
cardiologist to obtain additional perspectives.

Results

Development

Iterative input resulted in the goals of care communication
guide. The guide included questions to (1) elicit patient

FIG. 1. (Continued)
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understanding of and attitudes toward the future of illness, (2)
clarify values and goals, (3) identify positive and negative
perceptions and feelings about the future, (4) identify end-of-
life preferences, (5) motivate patients to complete written
documents and speak with family and providers about values
and goals, and (6) agree on a follow-up plan.

Multidisciplinary providers recommended changes to in-
crease brevity, improve the clarity of certain questions, and
include questions pertaining to documentation of healthcare
goals. For example, the initial question was changed from
‘‘What is your understanding now of where you are with your
illness’’ to ‘‘What has your doctor told you about your ill-
ness?’’ At this stage of development, the communication
guide included multiple prompts, anticipated reactions from
patients alongside suggested responses, and ways to cus-
tomize each question.

Pilot testing

During pilot testing, 15 patients and 5 of their informal
caregivers participated (17 patients were approached, 2
refused and 1 agreed but ultimately did not participate).
Every patient said this was an important topic; none said
the goals of care communication should not be conducted.
For example, one patient said, ‘‘It is necessary. It takes the
guesswork out of what other people should be doing for
you. I am thinking about my daughter; she doesn’t have to
anguish over what I do want and don’t want. It clears ev-
erything up.’’

The communication guide prompts, anticipated reactions,
and ways to customize each question were removed and
placed into a user manual because they distracted from the
main communication guide questions, were uncommonly
used, and cluttered the guide. Removing this text also al-
lowed for greater spontaneity and flexibility.

Major substantive revisions (all of which were made dur-
ing piloting among the first 10 patients) are listed in Table 1.
The communication guide wording was changed for each
question. Patients and informal caregivers found the length
acceptable (*30 minutes), felt it flowed well, and was clear.
The final communication guide is presented in Figure 1. No
changes were made during piloting in the final five patients or
with review by the VA-based clinical team.

Discussion

We developed and revised a structured goals of care
communication guide based on providers’ feedback and pilot
testing among patients with heart failure and COPD. The
communication guide was designed for social workers and
nurses to initiate and facilitate further discussions and actions
among patients, family members, and healthcare providers.
In this small study, the goals of care communication guide
was feasible based on administration time and acceptability
by patients and providers.

Weiner et al.22 advocated for the need to formally develop
communication interventions through a series of steps, based
on a similar process used in the development of psycho-
therapeutic interventions such as interpersonal psychother-
apy.23 Our study represents such an effort. Key strengths
of our approach include the grounding in prior literature
and the iterative development and refinement of the com-
munication guide using patients and a diverse sample of

providers. Challenges included how to balance the need for
communication guide structure with flexibility for the pro-
viders based on patient questions or responses, how to bal-
ance the need for brevity with comprehensiveness, and how
much detail to place in the communication guide versus a
user manual.

Although this intervention builds on substantial work in
goals of care communication and advance care planning,
this is a developmental and feasibility study and should be
interpreted in that context. Based on our results, and given
the significant time constraints of physicians, it is possible
that nurses and social workers can use this guide during
stand-alone visits to prepare patients and family members
for further conversations and treatment decisions. De-
pending on the experience and expertise of the practitioner,
different levels of training and supervision would likely be
helpful in using the guide. The intervention was pilot tested
in a mostly white and male VA population with serious lung
and heart diseases. Further testing is needed in other ill-
nesses, patient populations, and over time to explore how it
works in coordination with other members of the medical
team; how training and supervision can be tailored based on
provider and patient needs and context; and how to adapt it
for longitudinal use. Future studies could also explore
whether the communication guide is useful in the context of
speaking with a surrogate decision maker or for others be-
sides nurses and social workers who are involved in caring
for those with serious illness.

In summary, a structured goals of care communication
guide developed for nurses and social workers was iteratively
developed with multidisciplinary providers and patients and
was acceptable to patients during pilot testing. Further testing
of this intervention is planned in a VA-funded clinical trial.20

Acknowledgments

The authors thank Alexandra Tillman for her help with
data collection. The contents of this article do not represent
the views of the United States Department of Veterans Af-
fairs or the United States Government. This work was sup-
ported, in part, by the Department of Veterans Affairs,
Veterans Health Administration, Office of Research and
Development grant HSR&D IIR 14-346. This work was
supported by VA Career Development Award 08-022 from
the United States Department of Veterans Affairs Health
Services Research and Development Program. Dr. Bekelman
was supported by NIH grant R01-NR014.

Author Disclosure Statement

No competing financial interests exist.

References

1. Walling AM, Tisnado D, Asch SM, et al.: The quality of
supportive cancer care in the veterans affairs health system
and targets for improvement. JAMA Intern Med 2013;173:
2071–2079.

2. Temel JS, Greer JA, Muzikansky A, et al.: Early palliative
care for patients with metastatic non-small-cell lung cancer.
N Engl J Med 2010;363:733–742.

3. Kolarik RC, Arnold RM, Fischer GS, et al.: Objectives for
advance care planning. J Palliat Med 2002;5:697–704.

8 BEKELMAN ET AL.



4. Wright AA, Zhang B, Ray A, et al.: Associations between
end-of-life discussions, patient mental health, medical care
near death, and caregiver bereavement adjustment. JAMA
2008;300:1665–1673.

5. Detering KM, Hancock AD, Reade MC, et al.: The impact
of advance care planning on end of life care in elderly
patients: Randomised controlled trial. BMJ 2010;340:
c1345.

6. Committee on Approaching Death: Addressing Key End of
Life Issues; Institute of Medicine: Dying In America: Im-
proving Quality and Honoring Individual Preferences Near
the End of Life. Washington, DC: The National Academies
Press, 2015.

7. Bernacki RE, Block SD; American College of Physicians
High Value Care Task Force: Communication about serious
illness care goals: A review and synthesis of best practices.
JAMA Intern Med 2014;174:1994–2003.

8. Quill TE: Initiating end-of-life discussions with seriously
ill patients: Addressing the ‘‘elephant in the room’’. JAMA
2000;284:2502–2507.

9. Mack JW, Cronin A, Taback N, et al.: End-of-life care
discussions among patients with advanced cancer: A cohort
study. Ann Intern Med 2012;156:204–210.

10. Ramsaroop SD, Reid MC, Adelman RD: Completing an
advance directive in the primary care setting: What do we
need for success? J Am Geriatr Soc 2007;55:277–283.

11. Curtis JR, Patrick DL, Caldwell ES, et al.: Why don’t pa-
tients and physicians talk about end-of-life care?: Barriers
to communication for patients with acquired immunodefi-
ciency syndrome and their primary care clinicians. Arch
Intern Med 2000;160:1690–1696.

12. Buss MK, Lessen DS, Sullivan AM, et al.: Hematology/
oncology fellows’ training in palliative care. Cancer 2011;
117:4304–4311.

13. Keating NL, Landrum MB, Rogers SO, et al.: Physician
factors associated with discussions about end-of-life care.
Cancer 2010;116:998–1006.

14. Holley JL, Carmody SS, Moss AH, et al.: The need for
end-of-life care training in nephrology: National survey
results of nephrology fellows. Am J Kidney Dis 2003;42:
813–820.

15. Steinhauser KE, Christakis NA, Clipp EC, et al.: Factors
considered important at the end of life by patients, family,
physicians, and other care providers. JAMA 2000;284:
2476–2482.

16. Kaldjian LC, Curtis AE, Shinkunas LA, et al.: Goals of care
toward the end of life: A structured literature review. Am J
Hosp Palliat Care 2009;25:501–511.

17. Singer PA, Martin DK, Kelner M: Quality end-of-life care:
Patients’ perspectives. JAMA 1999;281:163–168.

18. Back A, Arnold R, Edwards K, Tulsky J: Quick guide for
clinicians. www.vitaltalk.org (Last accessed November 6,
2015).

19. Colorado Advance Directives Consortium: Medical Orders
for Scope of Treatment form. http://coloradoadvance
directives.com/most-in-colorado/2015 (Last accessed March
29, 2017).

20. Bekelman DB. Advancing symptom alleviation with pal-
liative treatment (ADAPT). Bethesda, MD: US National
Library of Medicine. https://clinicaltrials.gov/ct2/show/
NCT02713347. NLM Identifier: NCT02713347 (Last ac-
cessed March 30, 2017).

21. Averill JB: Matrix analysis as a complementary analytic
strategy in qualitative inquiry. Qual Health Res 2002;12:
855–866.

22. Weiner JS, Arnold RM, Curtis JR, et al.: Manualized
communication interventions to enhance palliative care re-
search and training: Rigorous, testable approaches. J Palliat
Med 2006;9:371–381.

23. Rounsaville BJ, Carroll KM, Onken LS: A stage model of
behavioral therapies research: Getting started and moving
on from stage I. Clin Psychol (New York) 2001;8:133–142.

Address correspondence to:
David B. Bekelman, MD, MPH

VA Eastern Colorado Health Care System
1055 Clermont Street, Research (A3-151)

Denver, CO 80220

E-mail: david.bekelman@ucdenver.edu

GOALS OF CARE COMMUNICATION GUIDE 9




