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End of Life Care in Primary Practice: A Study
• Systemic Review Of General Practice (GP) End of Life Symptom Control
• BACKGROUND: End of life care is a fundamental role of general practice, 

becoming more important as the population ages. 
• RESULTS: From 6209 journal articles, 46 papers reported GP performance in 

symptom management. 
• Most GPs expressed confidence in identifying end of life care symptoms. 
• However, they reported lack of confidence in providing end of life care at the 

beginning of their careers, and improvements with time in practice. 
• They perceived emotional support as being the most important aspect of 

end of life care that they provide, but there were barriers to its provision. 
• GPs felt most comfortable treating pain, and least confident with 

dyspnea and depression. 
Mitchell, Senior, Johnson et al., 2018
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End of Life Communication: Recent Evidence
• Early discussions about goals of end of life care are associated with better quality of 

life, reduced use of non-beneficial medical care near death, enhanced goal-
consistent care, positive family outcomes, and reduced costs (Bernacki, Block; American College of 
Physicians High Value Care Task Force). 

• Existing evidence does not support the commonly held belief that 
communication about end of life issues increases patient distress (Bernacki, Block; American 
College of Physicians High Value Care Task Force).

• Studies have found that structured communication tools when used in end of life 
conversations can increase the frequency and documentation of such 
discussions and contribute to concordance between the care desired and the 
care received (Oczkowski SJW, Chung HO, Hanvey L, Mbuagbaw L, You JJ,  2016). 

• Less than 1/3 of patients with end stage medical illness have an opportunity to 
discuss their goals and preferences with their clinicians 
(http://www.virtualhospice.ca)



4

Changing Models for End of Life Discussions

• Recently, the literature has supported collaborative models in which 
communication is rooted in teams rather than in the physician-patient dyad (Bowman PN, 

Slusser K, Allen D, 2018; Wittenberg-Lyles EM, Goldsmith J, Sanchez-Reilly S, Ragan SL, 2008; Pfaff K & Markaki A, 2017).

• Clinicians have the responsibility to provide opportunities for discussion and 
information to patients, caregivers, and surrogates throughout the 
trajectory of serious illness (Parker SM, Clayton JM, Hancock K, et al., 2007).

• End of life conversations can occur in the context of an uncertain, emotional 
environment (Frost DW, Cook DJ, Heyland DK, et al., 2011) and require core communication skills of 
sensitivity and empathy, skills that professionals in all disciplines should 
cultivate (Brighton LJ & Bristowe K., 2016)
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It Takes a Team 
• Dying involves much more than medical concerns and decisions.
• There are psychological, social, spiritual, and financial concerns that require the 

efforts of an interdisciplinary team. 
• The ideal team would include professionals from medicine, nursing, 

chaplaincy, and social work or similar fields to address the medical and 
psychosocial and spiritual needs of the patient and family.

Pfeifer M and Head BA, 2018
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Who, What, When, Where, and How Structure (1)

Who? Ask who the patient wants present at this conversation and plan for any 
psychosocial or family issues that might affect the discussion. 
What? Clinicians should have a goal in mind prior to the conversation. Goals 
might be delivering serious news, clarifying the prognosis, establishing goals of care, or 
communicating the patient’s goals and wishes for the end of life to those in attendance. 
When? Time constraints are often cited as a barrier to end of life communication. End 
of life discussions are challenging to integrate into routine hospital rounds or office 
visits. 
Schedule when there is time to patiently listen, reflect what you hear, seek 
understanding, make suggestions, and talk about next steps. 
A squeezed-in conversation, usually driven by urgency, is rarely efficacious or time 
effective. 
When incomplete, other conversations will be required, and ground is often lost (Pfeifer M and 
Head BA, 2018)
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Who, What, When, Where, and How Structure (2)

• Where? Ideally, end of life conversations are held in a quiet room 
without interruptions. 
• Realistically, such conversations are often held at the bedside due to the 

patient’s condition or lack of space. 
• Regardless, it is important somehow to sit down. 
• Standing above an ill person adds to his or her feelings of vulnerability. 
• Sitting means that we care and that we will not exit as soon as

possible.
Pfeifer M and Head BA, 2018
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Who, What, When, Where, and How Structure (3)

• How? Semi-structured discussion plans usually work best. Begin 
with some goals for this discussion as described above but be flexible 
depending on the dynamics and the patient’s needs. 
• It is important to remember that the patient is the most important team 

member and that his or her preferences and informational needs 
guide the meeting. 
• Communication should be adapted based on what is acceptable to the patient 

(Pfeifer M and Head BA, 2018).

• Listen first, don’t be an “explain-aholic”. http://scopeblog.stanford.edu/2015/03/04/author-physician-atul-gawande-on-

dying-and-end-of-life-care/
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What Happens When Physicians are Recorded During 
End of Life Conversations?

• Objectives: To review studies that used direct observation (videotaping or audiotaping) 
methods in palliative/end-of-life care communication research.

• Setting: Multinational studies conducted in both the outpatient and inpatient 
setting.

• Bibliographic searches found 20 articles.
• Four common themes: 
(1) physicians focus on medical/technical and avoid emotional/quality of life 
issues; 
(2) sensitive topics are perceived by physicians to take longer to discuss and often do take 
longer to discuss; 
(3) physicians dominate discussions; and 
(4) patient/family satisfaction is associated with supportive physician behaviors.

Fine, Reid, Shengelia, & Adelman, 2010
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Who, What, When, Where, and How Structure (4)

• Studies have found that structured communication tools when used in 
end of life conversations can increase the frequency and 
documentation of such discussions and contribute to concordance 
between the care desired and the care received. 

Oczkowski SJW, Chung HO, Hanvey L, Mbuagbaw L, You JJ,  2016; Oczkowski SJ, Chung HO, 
Hanvey L, Mbuagbaw L, You JJ, 2016 
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Serious Illness 
Conversation 
Guide is a 
Structured 
Communication 
Tool for End of 
Life Care
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End of Life Care Discussion 
Should Take Place While the 

Patient Has the Capacity to Make 
Health Care Decisions



13

Healthcare Consent Capacity

• Healthcare consent capacity is a form of civil law consent capacity, and is 
legally rather than medically defined.
• Involves a potential tension between two components of the ethical principle 

of “respect for persons.” 
• There is a generally recognized ethical duty to respect individuals as 

autonomous agents with the right to decide what happens (and does not 
happen) to their own bodies (Beauchamp & Childress, 2001), 

• But there is also a duty to protect those with diminished capacity for 
autonomous decision making (National Commission for the Protection of Human Subjects of Biomedical and Behavioral Research, 1979). 

• Components of capacity to make healthcare decisions are understanding, 
appreciation, reasoning and expression of a choice. 
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Impaired Cognition Secondary to 
Dementia, Delirium and the Side Effects of 

Medication and Psychiatric Disorder 
Especially Depression May Diminish 

Health Care Decisional Capacity
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Impaired Cognition and Hospice Patients 
• DESIGN: A total of 110 participants receiving hospice services completed a 1-hour 

neuropsychological battery, a measure of decisional capacity, and accompanying interviews.
• RESULTS: 54% of the sample was classified as having significant, previously 

undetected cognitive impairment. 
• These individuals performed significantly worse than the other participants on all 

neuropsychological and decisional capacity measures, with effect sizes ranging from medium to 
very large. 

• CONCLUSION: Despite an absence of documented or clinically obvious 
impairment, more than half of the sample had significant cognitive impairments. 

• Identification of patients at risk for impaired cognition and decision making may lead to 
effective interventions to improve decision making and honor the wishes of patients and 
families.

Burton, Twamley, Lee, Palmer, Jeste, Dunn, Irwin, 2012
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• In the Canadian National Palliative Care Survey, semi-structured interviews assessing 
depression and anxiety disorders were administered to 381 patients who were 
receiving palliative care for cancer. 

• We found that 24.4%, 95% confidence interval=20.2-29.0) fulfilled DSM, Fourth 
Edition diagnostic criteria for at least one anxiety or depressive disorder (20.7% 
prevalence of depressive disorders, 13.9% prevalence of anxiety disorders).

• The most frequent individual diagnosis was major depression (13.1%, 95% 
confidence interval=9.9-16.9). 

• Comorbidity was common, with 10.2% of participants meeting criteria for more than 
one disorder. 

Wilson, Chochinov, Skirko, Allard, Chary, Gagnon, Macmillan, De Luca, O'Shea, Kuhl, Fainsinger, Clinch, 2011

Depression Among Palliative Care Patients 
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• BACKGROUND: Although depression and mood-related disorders are common in 
persons with cancer, these conditions remain frequently overlooked in clinical practice. 

• Negative consequences of depressive disorder spectrum have been reported 
(e.g. suicidal ideation, increase physical complications and somatic 
symptoms, negative influence on prognosis), indicating the need for routine 
screening, assessment and management.

• METHODS: reviews and meta-analyses available in order to summarize relevant data 
concerning depressive disorders spectrum in terms of prevalence, risk factors, and 
screening and assessment among patients with cancer across the trajectory of the disease.

Caruso, Nanni, Riba, Sabato, Mitchell, Croce, Grassi, 2017

Depression Among Cancer Patients 
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Depression Among Cancer Patients (2)
• RESULTS: The data show a prevalence of depression and depressive 

disorders between 5% and 60% according to the different diagnostic 
criteria, the tools used in the studies (e.g. semi-structured psychiatric interview 
and psychometric questionnaires), as well as the stage and type of cancer. 
• Furthermore, despite the significant health care resources devoted 

to cancer care and the importance of addressing depressive 
symptoms, assessment and management of depressive spectrum 
disorders in cancer patients remains suboptimal.
• CONCLUSIONS: Routine screening and adequate assessment of depressive 

spectrum disorders is necessary in patients with cancer in order to effectively 
manage the multifaceted and complex consequences on cancer care. 

Caruso, Nanni, Riba, Sabato, Mitchell, Croce, Grassi, 2017



19

Despite Suboptimal Use, Treatment of  Depression in 
Palliative Care is Strongly Evidence Based
• Evidence for Improving Palliative Care at the End of Life: a Systematic Review, Journal of 

Internal Medicine, 2008
• BACKGROUND: Many persons and their families are burdened by serious chronic illness in 

late life. How to best support quality of life is an important consideration for care.
• PURPOSE: To assess evidence about interventions to improve palliative and end-of-life care.
• DATA EXTRACTION: screened 24,423 titles to find 6381 relevant abstracts and reviewed 

1274 articles in detail to identify 33 high-quality systematic reviews and 89 relevant intervention 
studies.

• Strong evidence supports treating cancer-associated depression with psychotherapy, tricyclics, 
and selective serotonin reuptake inhibitors. 

Lorenz, Lynn, Dy, Shugarman, et al., 2008
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Jurisdictions with Legalized Euthanasia and 
the Year of Legalization 

• Columbia 1997
• Netherlands 2001
• Belgium 2002
• Luxemburg 2008

• Euthanasia is available to less than 1% of the world’s 
population.
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Switzerland 1942
Netherlands 2001
Germany 2015 

• Medical assisted dying is available to 2% of the world’s population.  

Jurisdictions with Legalized Medical Assisted Dying and 
the Year of Legalization 
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U.S. Jurisdictions with Legalized Medical Assisted 
Dying and the Year of Legalization 

Oregon 1997
Washington  2008
Montana 2009 
Vermont 2013
California 2015
Colorado 2016
District of Columbia 2017
Hawaii 2019

o Medical assisted dying is available to 18.6% of the US population.
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• Female 52%
• Male 48%
• Some college 18%
• College degree 50%
• Doctorate+ 6%
• HS or GED 21%
• No HS diploma 3%
• Unknown 2%

California 2017 Ingested Gender and Education 
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California 2017:  Disease Categories

• Cancers 68.5%
• Neurologic 9.4%
• Cardiovascular 8.0%
• Other 5.9%
• Chronic Respiratory 4.5%
• Cerebrovascular 3.7%



25

• Caucasian 89%
• Asian/Native American/Pacific Islander 5%
• Hispanic 4%
• Unknown 2%
• African American 0

California 2017  Ethnicity 
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Reasons for Requesting Medical Assisted Dying
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• Oregon   2017 6.6
• Washington 2017 3.6
• California 2017 1.8

• Estimated Requests for Medical Assisted Dying for State of Hawaii for 2019 using 
Oregon rate    = 74

• Estimated Requests for Medical Assisted Dying for Hawaii for 2019 using 
California rate =  20

Requests for Medical Assisted Dying Rates 
per 100,000 adults over 18
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Hawaii H.B. 2739 H.D.1: Our Care, Our Choice Act
Hawaii residents, 18 years old or older who are diagnosed with a terminal disease and have 
a prognosis of six months or fewer to live may obtain an aid in dying prescription, 
1. After two separate verbal requests to two physicians,
2. A written request with a witness, 
3. And a mental health assessment to ensure that the patients are capable of 

making medical decisions for themselves.  
4. Forms for attending physician, consulting physician, patient and mental health 

assessment available for download on Department of Health website.

http://health.hawaii.gov/opppd/ococ/

http://health.hawaii.gov/opppd/ococ/
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Medications Used in Medical Aid in Dying
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Main Points

1. New models for end of life communication include using a team, having the 
discussion early in the course of illness, and using structured communication 
instruments.

2. Depression and impaired cognition are prevalent among the terminally ill and can 
adversely affect the capacity to make healthcare decisions; this supports having end of 
life conversations early in the course of serious illness.

4. Legalized euthanasia and medically assisted dying is relatively rare in the world; 
medically assisted dying is more available in United States than the rest of the world. 

5. In general, aged, educated, Caucasians with a cancer diagnosis using hospice care 
participate in Medically Assisted Dying in other states.  

6. Concerns about loss of dignity, autonomy and control over bodily functions are the 
most often cited reasons to participate in Medically Assisted Dying.

7. The roles of the patient, attending physician, consulting physician and mental health 
consultant are defined by State of Hawaii Department of Health forms under the 
requirements of the Our Care, Our Choices Act.  Hawaii is the only jurisdiction in the 
world requiring a mental health assessment and an assessment for depression. 
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Resources for End of Life Communication

• SPIKES 6-step protocol (Baile WF, Buckman R, Lenzi R, Glober G, Beale EA, 
Kudelka AP, 2000) 

• ABCDE plan (Rabow MW, McPhee SJ, 1999)
§ VitalTalk, Web based training for communication skills for serious illness  

(https://www.vitaltalk.org)
• Robert Buckman’s 1992 seminal book, How to Break Bad News: A Guide for 

Health Care Professionals, 
• The Serious Illness Conversation Guide. https://www.ariadnelabs.org/wp-

content/uploads/sites/2/2015/08/Serious-Illness-Conversation-Guide-
5.22.15.pdf


