
74 THE JOURNAL OF FAMILY PRACTICE  |   MARCH 2022  |   VOL 71, NO 2

Shirley Bodi, MD;  
Coral Matus, MD;  
Daniel Hickey, JD 
Department of Family 
Medicine, University of 
Toledo College of Medicine 
and Life Sciences, OH 

  Shirley.Bodi2@utoledo.
edu 

The authors reported no  
potential conflict of interest  
relevant to this article.

doi: 10.12788/jfp.0333

Strength of recommendation (SOR)

 A   Good-quality patient-oriented 
evidence

   B    Inconsistent or limited-quality 
patient-oriented evidence

   C   Consensus, usual practice,  
opinion, disease-oriented  
evidence, case series

PRACTICE  
RECOMMENDATIONS
❯ Improve patients’ quality 
of life and satisfaction 
with care through the 
successful implementation 
of palliative care.  C

❯ Initiate end-of-life (EOL) 
discussions with patients 
with dementia at diagnosis, 
while the patient is cognizant 
and able to actively express 
their values and preferences 
for EOL care.  C

❯ Engage surrogate decision 
makers in conversations 
about dementia, its trajectory, 
and their role in EOL care 
early in the process.  C

Right place, right time:  
Facilitating end-of-life  
conversations 
This guide offers tips and resources to help you to engage 
in end-of-life conversations that address patients’ needs 
and reduce the burden on friends and family. 

As the geriatric population continues to  grow and 
treatment advances blur the lines between improving 
the length of life vs improving its quality, end-of-life 

(EOL) conversations are becoming increasingly important. 
These discussions are a crucial part of the advance care plan-
ning (ACP) process, in which patients discuss their treatment 
preferences and values with their caregiver/surrogate deci-
sion maker and health care provider to ultimately improve 
EOL decision-making and care.1,2 

EOL conversations are most helpful when incorporated in 
the outpatient setting as part of the patient’s ongoing health 
care plan or when initiating treatment for a chronic or life-
threatening disease. Because family physicians promote gener-
al wellness, understand the patient’s health status and medical 
history, and have an ongoing—and often longstanding—rela-
tionship with patients and their families, we are ideally posi-
tioned to engage patients in EOL discussions. However, these 
conversations can be challenging in the outpatient setting, and 
often clinicians struggle not only to find ways to raise the subject, 
but also to find the time to have these supportive, meaningful  
conversations.3  

In this article, we will address the importance of having 
EOL discussions in the outpatient setting, specifically about 
advance directives (ADs), and the reasons why patients and 
physicians might avoid these discussions. The role of pallia-
tive care in EOL care, along with its benefits and methods for 
overcoming patient and physician barriers to its successful 
use, are reviewed. Finally, we examine specific challenges 
associated with discussing EOL care with patients with de-
creased mental capacity, such as those with dementia, and 
provide strategies to successfully facilitate EOL discussions in 
these populations. 
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As many as 
90% of patients 
with a life-
threatening 
illness report 
never having 
discussed EOL 
care issues with 
their clinician.

Moving patients toward 
completion of advance directives 
Although many older patients express a de-
sire to document their wishes before EOL 
situations arise, they may not fully under-
stand the benefits of an AD or how to com-
plete one.4 Often the family physician is best 
equipped to address the patient’s concerns 
and discuss their goals for EOL care, as well 
as the potential situations that might arise. 

z Managing an aging population. Pro-
jections suggest that primary care physicians 
will encounter increasing numbers of geriat-
ric patients in the next 2 decades. Thus it is 
essential for those in primary care to receive 
proper training during their residency for 
the care of this group of patients. According 
to a group of academic educators and geri-
atricians from internal medicine and family 
medicine whose goal was to define a set of 
minimal and essential competencies in the 
care of older adults, this includes training on 
how to discuss and document “advance care 
planning and goals of care with all patients 
with chronic or complex illness,” as well as 
how to differentiate among “types of code 
status, health care proxies, and advanced 
directives” within the state in which training 
occurs.5 

z Educate patients and ease fears. Pa-
tients often avoid EOL conversations or wait 
for their family physician to start the conver-
sation. They may not understand how ADs 
can help guide care or they may believe they 
are “too healthy” to have these conversations 
at this time.4 Simply asking about existing 
ADs or providing forms to patients during an 
outpatient visit can open the door to more in-
depth discussions. Some examples of open-
ing phrases include:

• Do you have a living will or durable 
power of attorney for health care?

• Have you ever discussed your health 
care wishes with your loved ones?

• Who would you want to speak for you 
regarding your health care if you could 
not speak for yourself? Have you dis-
cussed your health care wishes with 
that person?

By normalizing the conversation as 
a routine part of comprehensive, patient-

centered care, the family physician can allay 
patient fears, foster open and honest conver-
sations, and encourage ongoing discussions 
with loved ones as situations arise.6 

When ADs are executed, patients often 
fail to have meaningful conversations with 
their surrogates about specific treatment 
wishes or EOL scenarios. As a result, the sur-
rogate may not feel prepared to serve as a 
proxy decision maker or may find the role ex-
tremely stressful.7 Physicians should encour-
age open conversations between patients 
and their surrogates about potential EOL 
scenarios when possible. When possible and 
appropriate, it is also important to encourage 
the patient to include the surrogate in future 
outpatient visits so that the surrogate can un-
derstand the patient’s health status and po-
tential decisions they may need to make.

z Don’t overlook clinician barriers. 
Family physicians also might avoid AD dis-
cussions because they do not understand 
laws that govern ADs, which vary from state 
to state. Various online resources for patients 
and physicians exist that clarify state-specific 
regulations and provide state-specific forms 
(TABLE). 

Time constraints present another chal-
lenge for family physicians. This can be 
addressed by establishing workflows that 
include EOL elements. Also, the Centers for 
Medicare and Medicaid Services (CMS) has 
provided separate billing codes for AD dis-
cussion based on time spent explaining and 
discussing how to complete forms.8 CPT 
codes 99497 and 99498 are time-based codes 
that cover the first 30 minutes and each ad-
ditional 30 minutes, respectively, of time 
spent explaining and discussing how to com-
plete standard forms in a face-to-face setting 
(TABLE).9 CMS also includes discussion of AD 
documents as an optional element of the an-
nual Medicare wellness visit.8  

Improve quality of life 
for patients with any serious illness
Unlike hospice, which focuses on providing 
comfort rather than cure in the final months 
of a patient’s life, palliative care strives to pre-
vent and relieve the patient’s suffering from 
a serious illness that is not immediately life-
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threatening. Palliative care focuses on the 
early identification, careful assessment, and 
treatment of the physical, psychosocial, and 
spiritual symptoms associated with a pa-
tient’s condition(s).10,11 It has been well estab-
lished that palliative care has a positive effect 
on many clinical outcomes including symp-
tom burden, quality of life, satisfaction with 
care, and  survival.12-14 Patients who receive 
palliative care consultation also tend to per-
ceive a higher quality of care.15 

z Conversations lead to better out-
comes. Palliative care consultation is being 
increasingly used in the outpatient setting 
and can be introduced early in a disease pro-
cess. Doing so provides an additional oppor-
tunity for the family physician to introduce an 
EOL discussion. A comparison of outcomes 
between patients who had initial inpatient 
palliative care consultation vs outpatient 
palliative care referral found that outpatient 
referral improved quality EOL care and was 
associated with significantly fewer emergency 
department visits (68% vs 48%; P < .001) and 
hospital admissions (86% vs 52%; P < .001), 
as well as shorter hospital stays in the last  
30 days of  life (3-11 vs 5-14 days; P = .01).14 
Despite these benefits, 60% to 90% of patients 
with a serious illness report never having dis-
cussed EOL care issues with their clinician.16,17 

Early EOL discussions have also been 
shown to have a positive impact on families. 
In a US study, family members stated that 
timely EOL care discussions allowed them to 
make use of hospice and palliative care ser-
vices sooner and to make the most of their 
time with the patient.18 

Timing and communication are key 
Logistically it can be difficult to gather the 

right people (patient, family, etc) in the right 
place and at the right time. For physicians, 
the most often cited barriers include inade-
quate time to conduct an EOL discussion,19 a 
perceived lack of competence in EOL conver-
sations,1,20 difficulty navigating patient readi-
ness,21 and a fear of destroying hope due to 
prognostic uncertainty.19,20 

A prospective, observational study used 
the Quality of Communication (QOC) ques-
tionnaire to assess life-sustaining treatment 
preferences, ACP, and the quality of EOL 
care communication in Dutch outpatients 
with clinically stable but severe chronic ob-
structive pulmonary disease (n = 105) or 
congestive heart failure (n = 80). The QOC 
questionnaire is a validated instrument 
that asks patients to rate their physician on 
several communication skills from 0 (“the 
very worst” or “My doctor didn’t do this”) to  
10 (“the very best”). In this study, quality 
communication was identified by patients 
as one of the most important skills for physi-
cians to provide adequate EOL care.22 While 
QOC ratings were high for general commu-
nication skills (median, 8.0 points), quality 
EOL care communication was rated very low 
(median, 0.0 points). Researchers say that 
this was primarily because most EOL topics 
were not discussed—especially spirituality, 
prognosis, and what dying might be like.22 In 
a secondary analysis that evaluated quality 
of EOL care communication during 1-year 
follow-up of patients with advanced chronic 
organ failure (n = 265) with the QOC ques-
tionnaire, patient ratings improved to moder-
ate to good (medians, 6-8 points) when these 
topics were addressed.23  

z Pick a strategy and prepare. As the 
older population continues to grow, the de-

TABLE 

Physician and patient resources for successful advance care planning 
Advance care planning resources from the Centers for Disease Control and Prevention 
www.cdc.gov/aging/pdf/acp-resources-public.pdf

Advance directive forms by state from AARP 
www.aarp.org/caregiving/financial-legal/free-printable-advance-directives

Frequently asked questions about advance care planning billing from the Centers for Medicare and Medicaid Services 
www.cms.gov/Medicare/Medicare-Fee-for-Service-Payment/PhysicianFeeSched/Downloads/FAQ-Advance-Care-Planning.pdf

Resources from the National Hospice and Palliative Care Organization 
www.nhpco.org
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Researchers 
found that 
timely EOL care 
discussions 
allowed family 
members to 
make use of 
hospice and 
palliative care 
services sooner 
and maximize 
their time with 
the patient.

mands of palliative care management cannot 
be met by specialists alone and the respon-
sibility of discussing EOL care with patients 
and their families will increasingly fall to fam-
ily physicians as well.24 Several strategies and 
approaches have evolved to assist family phy-
sicians with acquiring the skills to conduct 
productive EOL discussions. These include 
widely referenced resources, such as Vital-
Talk25 and the ABCDE Plan.26 VitalTalk teach-
es skills to help clinicians navigate difficult 
conversations,25 and the “ABCDE” method 
provides a pneumonic for recommendations 
for how to deliver bad news (Advance prepa-
ration; Build a therapeutic environment/
relationship; Communicate well; Deal with 
patient and family reactions; Encourage and 
validate emotions).26

Other strategies  include familiarizing 
oneself with the patient’s medical history and 
present situation (eg, What are the patient’s 
symptoms? What do other involved clini-
cians think and recommend? What therapies 
have been attempted? What are the relevant 
social and emotional dynamics?); asking the 
patient who they want present for the EOL 
conversation; scheduling the conversation 
for when you can set aside an appropriate 
amount of time and in a private place where 
there will be no interruptions; and going into 
the meeting with your goal in mind, whether 
it is to deliver bad news, clarify the progno-
sis, establish goals of care, or communicate 
the patient’s goals and wishes for the EOL to 
those in attendance.27 It can be very helpful 
to begin the conversation by clarifying what 
the patient and their family/surrogate un-
derstand about the current diagnosis and 
prognosis. From there, the family physician 
can present a “headline” that prepares them 
for the current conversation (eg, “I have your 
latest test results, and I need to share some 
serious news”). This can facilitate a more 
detailed discussion of the patient’s and sur-
rogate’s goals of care. Using these strategies, 
family physicians can lead a productive EOL 
discussion that benefits everyone. 

How to navigate EOL discussions 
with patients with dementia 
EOL discussions with patients with demen-

tia become even more complex and warrant 
specific discussion because one must con-
sider the timing of such discussions,2,28,29 the 
trajectory of the disease and how that affects 
the patient’s capacity for EOL conversations, 
and the critical importance of engaging care-
givers/surrogate decision makers in these 
discussions.2 ACP provides an opportunity 
for the physician, patient, and caregiver/ 
surrogate to jointly explore the patient’s val-
ues, beliefs, and preferences for care through 
the EOL as the disease progresses and the pa-
tient’s decisional capacity declines. 

z Ensure meaningful participation with 
timing. EOL discussions should occur while 
the patient has the cognitive capacity to ac-
tively participate in the planning process. A 
National Institutes of Health stage I behavior-
al intervention development trial evaluated a 
structured psychoeducational intervention, 
known as SPIRIT (Sharing Patient’s Illness 
Representation to Increase Trust), that aimed 
to promote cognitive and emotional prepara-
tion for EOL decisions for patients and their 
surrogates.28 It was found to be effective in 
patients, including those with end-stage re-
nal disease and advanced heart failure, and 
their surrogates.28 Preliminary results from 
the trial confirmed that people with mild-
to- moderate dementia (recent Montreal 
Cognitive Assessment score ≥ 13)  are able 
to  participate meaningfully in EOL  discus-
sions and ACP.28 

Song et al29 adapted SPIRIT for use with 
patients with dementia and conducted a fea-
sibility study with 23 patient-surrogate dy-
ads. The mixed-methods study involved an 
expert panel review of the adapted SPIRIT, 
followed by a randomized trial with qualita-
tive interviews. All 23 patients with demen-
tia, including 14 with moderate dementia, 
were able to articulate their values and EOL 
preferences somewhat or very coherently  
(91.3% inter-rater reliability).29 In addition, 
dyad care goal congruence (agreement be-
tween patient’s EOL preferences and surro-
gate’s understanding of those preferences) 
and surrogate decision-making confidence 
(comfort in performing as a surrogate) were 
high and patient decisional conflict (pa-
tient difficulty in weighing the benefits and 
burdens of life-sustaining treatments and 
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Patient ratings 
of physician 
communication 
improved when 
EOL topics such 
as spirituality, 
prognosis, and 
what dying 
might be like 
were discussed.

decision-making) was low, both at baseline 
as well as post  intervention.29 Although pre-
paredness for EOL decision-making outcome 
measures did not change, people with de-
mentia and their surrogates perceived SPIRIT 
to be beneficial, particularly in helping them 
be on the same page.29 

The randomized trial portion of the 
study (phase 2) continues to recruit 120 pa-
tient-surrogate dyads. Patient and surrogate 
self-reported preparedness for EOL decision-
making are the primary outcomes, measured 
at baseline and 2 to 3 days post interven-
tion. The estimated study completion date is  
May 31, 2022.30

z Evidence-based clinical guidance can 
improve the process. Following the Belgian 
Centre for Evidence-Based Medicine’s pro-
cedures as a sample methodology, Piers et 
al2 developed evidence-based clinical rec-
ommendations for providers to use in the 
practical application of ACP in their care 
of patients with dementia. The researchers 
searched the literature; developed recom-
mendations based on the evidence obtained, 
as well as their collective expert opinion; and 
performed validation using expert and end-
user feedback and peer review. The study 
resulted in 32 recommendations focused on  
8 domains that ranged from the beginning of 
the process (preconditions for optimal imple-
mentation of ACP) to later stages (ACP when 
it is difficult/no longer possible to communi-
cate).2 Specific guidance for ACP in dementia 
care include the following: 

• ACP initiation. Begin conversations 
around the time of diagnosis, continue 
them throughout ongoing care, and 
revisit them when changes occur in 
the patient’s health, financial, or resi-
dential status. 

• ACP conversations. Use conversa-
tions to identify significant others in 
the patient’s life (potential caregivers 
and/or surrogate decision makers) 
and explore the patient’s awareness of 
the disease and its trajectory. Discuss 
the patient’s values and beliefs, as well 
as their fears about, and preferences 
for, future care and the EOL.  

• Role of significant others in the ACP 
process. Involve a patient’s signifi-

cant others early in the ACP process, 
educate them about the surrogate 
 decision-maker role, assess their dis-
ease awareness, and inform them 
about the disease trajectory and an-
ticipated EOL decisions.2

z Incorporate and document patients’ 
values and preferences with LEAD. Dassel 
et al31 developed the Life-planning in Early 
Alzheimer’s and Dementia (LEAD) tool, 
which is a validated  dementia-focused  EOL 
planning tool that can be used to promote 
discussion and document a patient’s care 
preferences and values within the context of 
their changing cognitive ability. Dassel et al31  
used a 4-phase mixed-method design that 
included (1) focus groups of patients with 
early-stage dementia and family caregivers, 
(2) clinical utility evaluation by content ex-
perts, (3) instrument completion sampling 
to evaluate its psychometric properties, and 
(4) additional focus groups to inform how the 
instrument should be used by families and in 
clinical practice. Six scales with high internal 
consistency and high test-retest reliability 
were identified: 3 scales represented patient 
values (concern about being a burden, the 
importance of quality [vs length] of life, and 
the preference for autonomy in decision-
making) and 3 scales represented patient 
preferences (use of life-prolonging measures, 
controlling the timing of death, and the loca-
tion of EOL care).31 

The LEAD Guide can be used as a self- 
assessment tool that is completed individual-
ly and then shared with the surrogate decision 
maker and health care provider.32 It also can 
be used to guide conversations with the sur-
rogate and physician, as well as with trusted 
family and friends.  Using this framework, 
family physicians can facilitate EOL planning 
with the patient and their surrogate that is 
based on the patient’s values and preferences 
for EOL care prior to, and in anticipation of, 
the patient’s loss of decisional capacity.31

Facilitate discussions that improve  
outcomes
Conversations about EOL care are taking on 
increased importance as the population ages 
and treatments advance. Understanding the 
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When having 
EOL discussions 
with patients 
with dementia, 
one needs to 
consider the 
timing of such 
discussions and 
the trajectory of 
the disease.

concerns of patients and their surrogate deci-
sion makers, as well as the resources available 
to guide these difficult discussions (TABLE), 
will help family physicians conduct effec-
tive conversations that enhance care, reduce 
the burden on surrogate decision makers, 
and have a positive impact on many clinical  
outcomes.                   JFP
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