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ABSTRACT

Background: The Patient Self Determination Act was passed in 1991 and requires healthcare 
facilities to present patients with information regarding advanced directives. Since that 
time, there has been no improvement in the number of patients reported to have had such 
discussions. Numerous barriers to these discussions exist both on the patient and provider 
side. This study aims to identify barriers to end of life discussions among providers in the 
primary care setting.

Methods: The study population included practicing primary care physicians in the OhioHealth 
system. They were administered an anonymous questionnaire addressing demographic 
information and questions specific to end of life discussions and what barriers exist.

Results: A majority of primary care physicians reported engaging in end of life discussions 
with their patients. A majority of physicians cited lack of time as a barrier to having these 
discussions. There was a statistically significant age difference among primary care physicians 
who reported they have end of life discussions with their patients and among these physicians 
there was a statistically significant increase in their level of comfort having these discussions. 

Conclusion: Primary care physicians further into their career reported having end of life 
discussions more frequently and felt more comfortable doing so. Additionally, physicians cite 
lack of time as the most common barrier to holding end of life discussions.
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INTRODUCTION

The Patient Self-Determination Act (PSDA) was passed in 1991 
and requires hospitals, skilled nursing facilities, home healthcare 
agencies, and providers of home healthcare to: (1) provide 
patients with a written summary of patients’ healthcare decision-
making rights and the facilities’ policies with respect to advance 
directives; (2) ask individuals at the time of admission if they 
have an advance directive; and (3) provide education to staff and 
the community about advance directives.1 Despite increased 
advocacy and awareness for advance care planning (ACP), more 
recent studies were no more successful than studies completed 
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shortly after passage of the PSDA, with success defined as patient 
completion of ACP documents.2 Although it is required through 
the PSDA to “educate patients,” there is no requirement in regards 
to monitoring completion rates, which is likely a contributing 
factor to low completion rates of advance directives in the US. 
Could this also be due to the fact that patients opt to not complete 
them, or due to lack of discussion and understanding? 

Multiple studies have shown the existence of certain barriers to 
having these discussions. From the perspective of physicians, 
barriers to having these discussions include: lack of time; low 
health literacy of patients; lack of necessary skills; lack of privacy 
for discussions; and patients not being “sick enough.”2 From 
the patient perspective, barriers to completing ACP documents 
include: deferring to family members or physicians; inconsistency 
with religious beliefs; too distressing to think about; difficulty 
completing documents; and planning to do it later.2 These reasons, 
in addition to lack of comfort, concern for depression in patients, 
and lack of confidence in prognosticating abilities, are based 
mostly on observational studies and pertain to a very specific area 
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of medicine (such as chronic kidney disease) instead of medicine 
and aging in general.3,4,5 To our knowledge, there has yet to be a 
detailed study on the perceptions of physicians as to the barriers to 
holding end-of-life or advanced care planning discussion with their 
patients. These discussions are imperative to carrying out patient 
wishes while also being cognizant of the physician commitment 
to “do no harm” as it relates to futile, invasive treatments. This is 
supported by the fact that, paradoxically, patients diagnosed with 
a severe, life-limiting illness who are introduced to palliative care 
early in their disease course live an average of 25% longer than 
those who pursue aggressive treatments.6 

Despite these good outcomes being adequately researched and 
presented, a majority of end-of-life discussions occurred in the 
acute setting during a hospitalization.7 In addition, upon diagnosis 
with a serious, life-limiting illness such as end-stage renal disease 
(ESRD) requiring dialysis, 90% of patient’s reported that they had 
not discussed prognosis with their physician.8 This is staggering 
as there is an annual mortality rate in these patients of 22%.8 If 
this were not evidence enough of the void that has been created 
surrounding end-of-life discussion, 61% of ESRD patients requiring 
dialysis wish in hindsight that they would have never started it, the 
alternative to which would have been death.9

Prior studies have shown that patients want their primary care 
doctor to initiate advance care planning while they are in good 
health.10 Moreover, one investigation revealed that patients felt 
that advanced directive discussions should occur earlier than 
physicians did across several important domains (i.e., at an earlier 
age, earlier in the natural history of disease, and earlier in the 
patient-physician relationship).11 In addition, most patients felt 
that it was the physician’s responsibility to initiate the discussion 
about advance care planning.11 It seems most appropriate that 
these discussions would occur in the primary care setting between 
the patient and their physician with whom they have built a good 
relationship, who knows their medical history, and who plans to 
see them and care for them in the future. Advanced care planning 
regarding serious illness is ideally carried out well before such 
a diagnosis is made. Many studies indicate that by having end-
of-life or goals of care discussions, patient’s desires are carried 
out more frequently, healthcare resources are preserved, and 
patient’s surrogate stress decreased.12,13,14

The benefits of early advanced care planning and/or end-of-life 
discussions are plainly clear, however, it is also clear that these 
discussions are not taking place as often as they should. This 
study aims to determine exactly why primary care physicians are, 
by and large, not having these discussions with their patients. In 
addition, it will characterize by level of experience, gender, age, 
and practice setting the comfort level of primary care physicians 
regarding this topic. 

Specific Aims

The goal of this study is to describe feedback from primary 
care physicians (PCPs) regarding end-of-life discussions with 
patients. This project is designed as an anonymous survey to be 
administered to physicians from three large healthcare systems in 
a large Midwestern city, with the following specific aims:

Aim 1. Describe physician-reported comfort level with initiating 
and engaging in end-of-life discussions with patients. Describe 
physician-reported barriers to end-of-life discussions.

Aim 2. Describe proportion of patients with whom physician 
reports having end-of-life discussions, and evaluate if this 
varies based on physician/practice characteristics, or patient 
demographics. 

METHODS 

Study Population

The study population included family medicine residents and 
attending physicians from 3 large healthcare centers from a large 
Midwestern city. 

Study Variables & Outcomes of Interest

The following data was collected via anonymous survey, by 
means of project-specific REDCap data collection database and 
paper surveys. Only the study staff had access to the responses 
collected in this study. No identifiers were collected. 

Study Design

Overall Design

This study was a prospective, anonymous survey to evaluate how 
end-of-life discussions take place among primary care providers 
and what barriers exist to holding such discussions. Responses 
were collected responses from PCPs from central Ohio, including 
both resident and attending physicians who attended the 
bi-annual Family Medicine Affiliation Conference, in a large 
Midwestern city.  This affiliation conference occurs twice a year as 
an educational and networking event.

Eligible physicians received a cover letter and survey regarding 
end-of-life discussions. Participants were asked to submit 
responses to participate in this study.  Participation was voluntary.

Participants were not excluded on gender, sexual orientation, 
socioeconomic, racial, or religious identity. 

Data Storage and Confidentiality

Only de-identified or non-identifiable data was reported in the 
study. In addition to collection and storage of data in the HIPAA-
compliant, web-based REDCap database and in paper files, 
resulting data will be stored in electronic format; electronic files 
will be stored on a password-protected computer and paper files 
will be stored in a locked office. The data collection and storage 
processes will follow HIPAA guidelines in accordance with 21 CFR 
46.115 (b): to protect both confidentiality and privacy of each 
participant.

Risks & Benefits, Bias

The only potential risk associated with this study was loss of 
confidentiality, which was be minimized by collecting anonymous 
surveys, as well as limiting access to data. Participants did not 
expect any direct benefit from participating in the study; however, 
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the outcomes of the study might have identified deficits in 
continuing medical education (CME), which may prompt CME 
opportunities. The information from this study will be used to 
describe PCP feedback on end-of-life discussions with patients, 
including frequency and barriers. 

Statistical Analysis

Demographics and physician/ practice characteristics were 
described using means, medians and standard deviations for 
continuous variables and compared using two-sample tests or 
Wilcoxon Mann Whitney U tests. Discrete variables were described 
using frequencies and percentages and compared using Chi-
square tests or Fisher’s exact test between the groups made  
by the answer to “As a PCP, do you have end-of-life discussions 
with your patients?” and overall.

Results

The results of this study are in Table 1.  There were n=74 PCPs 
involved in this study.  The groups being compared are those that 
answered yes vs. no on the question, “As a PCP, do you have end-
of-life discussions with your patients?”  One PCP did not answer 
this question, so there was a total of n=73 PCPs for this study, 
with n=8 for No and n=65 for Yes.

Those in the “Yes” Group were statistically significantly older than 
those in the “No” Group, median (range) of 31(26 to 53) vs. 28(26 
to 34), respectively, p=0.0364.

Those in the “Yes” Group were statistically significantly more 
comfortable initiating and engaging in these conversations 
compared to those in the “No” Group, 44.6% (29/65) vs. 25% (2/8), 
p<0.0001.

100% of those in the No Group were still in their residency training.

The most common barrier indicated for not holding end of life 
discussions in both the “Yes” Group and the “No” Group was lack 
of time during office visits (50% and 69%, respectively).

DISCUSSION

This study clearly showed that age and time in practice were major 
factors in holding end of life discussions with patients. This may be 
attributed to experience, a better knowledge of communication 
methods, longer relationships with patients, or any combination 
therein. The most common reason indicated for not holding such 
discussions, lack of time during office visits, is a trend that is seen 
nationwide among primary care physicians. The shorter and 
shorter office visits create an environment that is less conducive 
to holding serious conversations. Potential ways to overcome 
these issues include billing based on time and/or having specific 
visits to address goals of care which is now a billable ICD-10 code.  

This study was limited in sample size to those present during 
the aforementioned conference. Additionally, the sample was 
representative only to PCPs in one Midwestern city.  There may 
also have been some response and social desirability bias among 
the answers provided. Lastly, while there was a decent range 
in years of practice, a large majority of those surveyed were 

TABLE 1:

Reactions to methamphetamine12

CATEGORY

Participant 
Demographics

Advanced  
Directives  
Feedback

DATA POINTS

1.  Age (y)

2.  Gender (male, female)

3.  Medical degree (MD, DO)

4.  Practice setting (urban, sub-urban, rural)

5.  Duration of PCP career (resident; less than 
 5 years, 5 to 10 years, 11 to 20 years, greater
 than 20 years)

6.  Have you ever participated in formal training
 on how to have end-of-life/advanced directives  
 discussions with patients? (yes/no)

1.  As a PCP, do you have end-of-life discussions  
 with your patients?

  a.  No, I do not have end-of-life discussions  
   with my patients.

  b.  Yes, I have end-of-life discussions with 
   some of my patients. 

  c.  Yes, I have end-of-life discussions with 
   most of my patients. 

  d.  Yes, I have end-of-life discussions with 
   all of my patients. 

2. If you have end-of-life discussions with your 
 patients, please describe your level of comfort 
 initiating and engaging in these conversations: 

  a. Not at all comfortable

  b. Hesitant 

  c. Comfortable

  d. Very Comfortable

  e. Not Applicable – I do not have these 
   conversations with my patients.

3. What is the primary barrier that prevents you 
 from initiating or engaging in end-of-life 
 discussions with patients?

  a. Not enough time during appointments

  b. Level of comfort

  c. Knowledge of relevant issues surrounding 
   end-of-life decisions (e.g. advanced 
   directives/living wills, health care power 
   of attorney)

  d. Concern that it will increase patient  
   anxiety

  e. Not the responsibility of the PCP

  f. Other (describe):

4. At what age should patients have advanced  
 directives established?

  a. All adult patients should discuss and  
   record end-of-life preferences

  b. Age 35-50

  c. Age 51-65

  d. Age 66+
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Advanced  
Directives  
Feedback

5. What health status prompts you to have 
 end-of-life planning discussions with your   
 patients?

  a.  have end-of-life discussions with most 
   or all of my patients, no matter their  
   health status.

  b. I have end-of-life discussions with my
   patients who have chronic but   
   manageable disease/health concerns.

  c. I have end-of-life discussions with my 
   patients who have non-manageable or 
   untreated disease/health concerns.

  d. I have end-of-life discussions with my  
   patients who have terminal disease.

  e. Not applicable - I do not have these   
   conversations with my patients.

6. At what age do you most often initiate 
 end-of-life discussions?

  a. Any adult patient

  b. Age 35-64

  c. Age 65+

  d. Not applicable - I do not have these   
   conversations with my patients.

7. What percentage of patients have you had 
 end-of-life discussions?

  a. Less than 25%

  b. 26-50%

  c. 51-75%

  d. 76-100%

resident physicians or very early in their career.  Strengths of this 
study included surveying physicians across a broad spectrum 
of experience, ability to indicate personal barriers to end of life 
discussions, and assessing if there was a difference between 
practice settings.

Additional research is needed in this area to better identify 
broader trends in barriers to holding end of life discussions as  
well as to determine what standardized methods may be 
employed in encourage holding these discussions more often.

CONCLUSION

While a majority of primary care physicians report holding end 
of life discussions with their patients, a review of the literature 
suggests most patients end up having these discussions in the acute 
setting while hospitalized. Our evidence supports the hypothesis 
that older physicians who are further along in their career have 
a higher degree of comfort having end of life discussions with 
their patients.  This is possibly due to their relative advanced 
experience level but also may be a measure of how long they have 
known their patients. While multiple barriers exist to having these 
discussions, it appears that lack of time during office visits is the 
most common problem indicated. Further studies are necessary 
to decipher why most end of life discussions are happening after 
an acute event rather than in a controlled office setting by the 
primary care physician. Through this additional research, primary 
care physicians could better identify broader trends in barriers 

to holding end of life discussions as well as to determine what 
standardized methods may be employed in encourage holding 
these discussions more often.
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