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Advance Care Planning:
A Window to Palliative Care

Suleyki Medina, MD
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Disclosures



• Define Advance Care Planning (ACP)
• Identify benefits to ACP
• Discuss why ACP is a priority in the seriously ill population
• Review strategies to initiate this process and implement ACP 

practices
• Identify barriers to ACP and how to overcome them

Objectives



• Advocacy for ACP began 25 years ago, with the focus on 
completing an Advance Directive only

• Many have advocated a more comprehensive approach 
stressing communication

• This is known as the Advance Care Plan--a broader construct 
that focuses on conversations about eliciting goals rather than 
the creation of a document

Background

Presenter
Presentation Notes
The push for advance care planning has been ongoing for more than 25 years. Early on, the focus was on the creation of a document describing the patient’s preferences, called an advance directive.  The creation of advance directives have been in response to high profile cases in which patients in a PVS have been kept alive despite a presumption that such treatment violated their  preferences. Over time, many advocated for a more comprehensive approach to advance care planning that stresses ongoing conversations among the clinician, the patient, and the surrogate and results in a goal and value-based advance care plan. 

Unfortunately, little benefit has been seen from advance directives alone, with most studies focused on substantive directives.3,8  The Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatment (SUPPORT) trial, released in 1995, revealed that advance directives appeared to have no impact on communication or decisions about end-of-life care.3,9 

Why AD alone don’t work: First, people find it difficult to predict the type of care they would want to receive in a future hypothetical state of health. Second, concern exists that patients will change their minds, undercutting the directive power of the advance directive. Studies show that patients with serious illnesses may have end of life preferences that vary over time. Third, If the language is too specific, it is often difficult to extrapolate to the inherently more complex current medical condition.8,18,19

Because of these issues, both providers and surrogates have difficulty interpreting how an advance directive should be applied to certain scenarios of clinical care.8,20 

Without talking with the patient about the patient’s overarching goals, this interpretation may be based on factors that include their own values, beliefs, and preferences for end-of-life care

In addition to these conceptual issues with advance directives, implementation issues have limited their efficacy. Patients may have wishes for their care, but they often do not discuss them with their doctors23 or create an advance directive.24,25 If an advance directive is created, it is often not documented appropriately in the medical record26,27 or transferred between different sites of care.28 Finally, legal shortcomings of advance directives limit their implementation, including readability issues and witness and notary requirements






• Patients believe ACP is important but only a minority of them 
have had discussions with a doctor before or during a 
hospitalization

• Most patients expect physicians to initiate the conversation
• This topic is frequently avoided due to a number of barriers

Background

Presenter
Presentation Notes
In response to the numerous conceptual and implementation issues that have limited the efficacy of advance directives alone, more recent attention has focused on more comprehensive advance care plans. Advance care planning is a broader construct that focuses on conversations about eliciting goals rather than the creation of a document. The conversations among clinicians, patients, and families should attend to relationships, as well as the emotions of decision-making.30 The focus is on getting the patient and the surrogate together; ensuring a shared understanding of the diagnosis, prognosis, treatment options, and the relevant goals and values; and then establishing a plan to make sure the treatment plan matches the goals.30 The specific details of care are addressed when appropriate and include both biomedical interventions and the preferred site of end-of-life care.31 Preparations are made to ensure the plans can be enacted and that expected complications are appropriately addressed, such as making sure that medications are available to treat dyspnea if intubation is to be avoided.32 Any special instructions about how to involve family and how to address spiritual or religious issues should also be discussed over the course of the patient’s illness

****Advance directives alone do not seem to have an impact on care because of both conceptual (difficulty predicting future wishes, changing wishes, ability to adapt to previously undesired health states) and practical (discussions not held or not documented, documents not transferred between sites or not followed) issues.



• Ongoing communication whereby patients, their families, 
caregivers, and healthcare providers reflect on and explore:
– Goals
– Values 
– Beliefs
– Medical Care/Treatment options
– Fears, hopes, needs, and illness understanding

Advance care planning

Presenter
Presentation Notes
New Definition: May 2017: ACP is a process that supports adults at any age or stage of health in understanding and sharing their personal values, life goals, and preferences regarding future medical care. The goal of advance care planning is to help ensure that people receive medical care that is consistent with their values, goals, and preferences during serious and chronic illness.

Definition: Advance Care planning is the process by which patients, together with their families and healthcare providers, consider their values and goals and articulate preferences for future care. 

Definition:  The true goal of these conversations are to ensure patients receive care that is aligned with their goals and values.



ACP requires communication between patients, families, caregivers, healthcare providers.

Special considerations include patients relationships and cultures (including religions), which tend to drive medical decisions


ACP can often lead to completion of Advance Directives, this however is not the intent of advance care planning discussions. Ideally, however discussions should be followed by actionable medical treatment orders: reflecting a patient’s treatment preferences and current medical condition.

Communicating and documenting you wishes:

Advance Directives—allow you to
1. select a decision maker who can speak on your if you are no longer able to speak for yourself or make your wishes known to your doctors
2. provides a broad sense of your preferences 

DNR order—signed by a physician for a patient in an institution such as the hospital or nursing home when cardiopulmonary resuscitation is not in line with patient wishes. DNRs are good for one admission at a particular time. Must aks doc to  complete one during every care transition.

POLST: Physician order for life-sustaining treatments: follows patient wherever he/she goes, unlike the DNR. POLST specifies patient’s preferences regarding treatment to be used in the event of cardiopulmonary  arrest and other conditions.

Directives specified in POLSTS are legal orders and must be followed by anyone caring for the patient. 

Allows patients two options or approaches
Full treatment: goal is to prolong life using any means possible including breathing tubes and shock to the heart
Comfort focused treatment—goal is to maximize comfort and relief suffering—medicines to treat pain and shortness of breath, oxygen
Selective treatments—includes strategies for comfort measures in addition to antibiotics, IV fluids, masks to prolong life while keeping comfort in mind













• Ongoing
• Proactive
• Appropriately timed
• Integrated into routine care
• Revisited

Advance Care Planning

Presenter
Presentation Notes
Ongoing—conversations continue throughout disease trajectory/course of illness. This is a process where a patient’s current condition and prognosis are reviewed, their wishes for information regarding their illness are elicited, and likely medical dilemmas are presented and options discussed. 

Main focus is on preparing the patient and surrogate decision makers to participate with clinicians in making the best possible in the moment decisions. Process occurs longitudinally within the context of an existing and continuing medical relationship.


There is shared decision making

Appropriate timing: The timing and nature of ACP may vary depending on  the person’s condition:  healthy, with progressive chronic illness, or  advanced with life-threatening illness and patient likely thought to die within the next 12 months.





• www.healthcareproxy.org
• www.betterending.org
• www.agingwithdignity.org
• www.abcd-caring.org

ACP Planning Resources

http://www.healthcareproxy.org/
http://www.betterending.org/
http://www.agingwithdignity.org/
http://www.abcd-caring.org/


• www.abanet.org/aging
• www.caringinfo.org
• www.respectingchoices.org
• www.polst.org

ACP Planning Resources

http://www.abanet.org/aging
http://www.caringinfo.org/
http://www.respectingchoices.org/
http://www.polst.org/


• Patients want to learn more about what they can expect and 
the options for life sustaining treatment and palliative care.
• want a sense of control over their medical care and their 

future 
• want to be cared for in a manner that is consistent with 

their preferences
• Want to reflect
• Want to settle business

Why is ACP important?

Presenter
Presentation Notes
surveys show that most patients want to discuss these issues, early in the course of their disease, and that they think that the doctor should bring up the topic. 

Advance care planning creates an opportunity for patients to explore their own values, beliefs, and attitudes regarding quality of life and medical interventions, particularly as they think about the end of their lives

Patients want to obtain reassurance that they will die in a manner that is consistent with their preferences. 

Finally, patients may increase the probability that loved ones and health care providers will make decisions in accordance with their values and goals.


Psychological conflicts in patients with serious illnesses.

Uncertainty about the future
The search for meaning
Loss of control
The need for openness
The need for emotional support
The need for medical support


Reflect: on life, relationships, accomplishments. Patients may reflect on relationships with loved ones , unfinished business, and fears about future disability and loss of independence





• Misalignment between the medical care people want and the 
medical care they actually receive

• Discussions often occur too late 
– after a health crisis 
– loss of decision‐making capacity

• When ACP does happen
– treatment checkbox forms
– no emphasis on patient’s values, goals and priorities

Why prioritize ACP in the seriously ill population

Presenter
Presentation Notes
Important Outcomes of ACP.

Higher rates of completion of Ads
Increased likelihood that clinicians and families understand and comply with a patient’s wishes
Reduction in hospitalizations a the end of life
Receipt of less intensive treatments at the end of life 
Increase utilization of hospice services
Increased likelihood that a patient will die in their preferred place.
Reduction of costs at end of life without increasing mortality.





• Lowers risk of stress, anxiety, and depression of surviving 
relatives 

• Higher satisfaction with quality of care 
• Better family preparation on expectations and decisions 

process
• ACP Reduces family decisional burden by planning in the early 

stages

Benefits to patients, families, and, caregivers

Presenter
Presentation Notes

Higher satisfaction with the quality of care likely due to improved communication between patient, family, and clinicians, resulting in shared decision making; and better family preparation on what to expect during the dying process



• Ability to create a care plan consistent with patient wishes 
• Enhanced trust between patient and provider
• Patients reassured that their wishes will be respected
• Lessens conflict among family members and between family 

members and the healthcare team

Benefits to providers

Presenter
Presentation Notes

First, clinicians may use these discussions to reassure their patients that their wishes will be respected. This can enhance a sense of trust. Second, clinicians may hope that Ads will help to decrease conflict among family members and between family members and the healthcare team, when the patient is seriously ill. Finally, they may hope that Ads may assist them in making difficult decisions when the patient has lost decision making capacity. 

Moral Distress:

Allows seamless communication among providers and across different care settings and transitions.



• Facilitates seamless communication among providers and 
across different care settings 

• Supports providers in making difficult recommendations when 
the patient has lost decision making capacity. 

• Reduction of moral distress among healthcare providers

Benefits to providers

Presenter
Presentation Notes
Jameton Definition: moral distress is the stress that occurs when one knows the right thing to do, but institutional constraints make it nearly impossible to pursue the right course of action.



• See your current health status as it is
• Assess your level of Illness Understanding
• Be familiar with disease trajectory/course 
• Identify what is important to you
• Know your thoughts on life prolongation

Patient strategies

Presenter
Presentation Notes
I. Are you:
 Young and healthy, Older and healthy, Chronically ill, Have a serious diagnosis, Nearing death

II. Understand disease trajectory (pg 290); Know the likely disease trajectory: terminal illness, organ failure, frailty and dementia, combination of any of the above

III. 1. what do you think about my illness? , What pathway is my illness likely to take?, Would you be surprised if I were alive in 5 years? One year? 6 months?
,. Describe risks and benefits of interventions/treatment you are recommending? What are the alternatives/other options? What happens if I don’t pursue them?
Would you chose this treatment/intervention for a family member?

IV. Every second counts, regardless of my condition?
Being free of pain?
Having the ability to engage with loved ones?
Retaining a portion of autonomy (able to clean self, think for myself, and get around).
Engaging in tasks and/or behaviors that I find meaningful
Being able to live at home with my family versus an institution
Not being a burden to my loved ones (financially, emotionally, practically, and physically)

V. Is life prolongation important to you despite poor prognosis for recovery and/or return to previous baseline/function.
If you cannot achieve the lowest quality of life that would be acceptable to you, would you want to be kept comfortable and allow to die naturally or want to be kept alive at all cost (even at expense of great suffering).







• Step 1: Prepare for the conversation
• Step 2: Determine what the patient knows
• Step 3: Determine what the patient wants to know
• Step 4: Deliver any new information

Strategies to initiate conversation

Goldstein, N. M., Sean (2013). Evidence-Based Practice of Palliative Medicine, Saunders

Presenter
Presentation Notes
When is it appropriate to discuss ACP: Initiate the discussion with patients early in the relationship. According to the Respecting Choices Program, consider three different times of discussions: 1. when the patient is healthy and the goals are to name a surrogate and define wishes if the patient develops severe neurological injury and is unlikely to recover 2. when the patient has a life threatening illness and is starting to progress 3. for people likely in the last 12 months of life.

Some triggers to prompt urgent discussions of ACP in patients with life-threatening illnesses: worsening clinical status, declining functional status, frequent hospitalizations, or imminent expected complications


Step 1: who will be present, what are the facts, what spiritual or cultural norms may be relevant? When its it appropriate to discuss ACP? Where can the discussion be held? Why is the discussion occurring? How will the discussion be run if multiple clinicians are present?

Step 2 and 3:  introduce topic, assess readiness to discuss and address barriers as needed, choose and involve a decision-maker, assess what they know, Anticipate and address unasked questions


Step 4: correct any misunderstandings, discuss prognosis



• Step 5: Notice and respond to emotions
• Step 6: Determine goals of care and treatment priorities
• Step 7: Agree on a plan
• Step 8: Recap

Strategies to initiate conversation

Goldstein, N. M., Sean (2013). Evidence-Based Practice of Palliative Medicine, Saunders.

Presenter
Presentation Notes
Step 5:  convey empathy, allow the patient and surrogate to process the emotions enough to engage in further planning

Step 6: Establish overall goals and values that can subsequently guide formation of an advance care plan; discuss valued life activities, discuss acceptable health states, discuss specific scenarios as appropriate, discuss hopeless scenario; Find out what makes this patient’s life worthwhile, as well as what would be completely unacceptable, what she is hoping for, and what she fears; Ask specifically about patient’s wishes regarding resuscitation should they die, and the expectation about what life would be like after the resuscitation attempt; Correct unrealistic expectations and misconceptions about the process and likely sequelae of resuscitation and about the experience of being kept alive by a respirator


Step 7: Offer value-centered recommendations, make specific plans for expected complications, discuss decision-making uncertainty and leeway, discuss how decisions will need to be readdressed over time, explain how to use any documents; Discuss the utility and limitations of a durable power of attorney for health care, living wills, and other written advance directives for health care



• Putting ACP in context for health professionals
• Making ACP a team enterprise
• Making it routine
• Education
• Tools

Implementing ACP Practices

Presenter
Presentation Notes
Discuss strategies to implement ACP practices 

Engaging all team members from various disciplinary
background, roles and functions.

Entering these conversations may feel awkward, but if they are viewed as conversations about hopes, fears, and goals rather than decisions for specific preferences, they may be easier to engage.

3. Discuss how to promote cultural shift incorporating ACP
into the routine practice of every healthcare providers

-----------------------------------------------------------------------

Tools: Time constraints are difficult t overcome, plus insurance companies may not pay for such visits and many patients may not want to make an extra trip to the doctor for this purpose. Strategies to overcome these hurdles include booklets and other tools (videos) to introduce the concept of advance care planning, enlisting nurses and social workers to help with the ACP process.




• Accountability
• Poor Communication
• Avoidance
• Fear
• Time
• Poor structure and routine

Barriers and solutions

Presenter
Presentation Notes
It is often a challenge determining who is accountable for initiating ACP conversations . It is the responsibility of everyone in contact with a patient to initiate this process: Everyone/the Team: clinicians (Physicians, ARNPs, Nurses), SW, Chaplains, etc., other specialty services


2. Conversations are often initiated by a variety of healthcare providers who may or may not communicate with one another.

3. Cancer patients infrequently discuss or wish to discuss ACP with their oncologists. (Lamont et al, 2000, Dow et al, 2010)

If an advance directive discussion was necessary, 48% of cancer patients prefer to have this discussion with their oncologist.(Dow et al, 2010)

Avoidance :Health professionals misunderstand ACP based on their traumatic experienced with end of life conversations

6. Without structure and routines, individual providers are inconsistent and patients (correctly) feel singled out

Why are Physicians reluctant to initiate advance care planning discussions :

Physicians are forced to face their own feelings about mortality

Physicians dislike causing pain

Physicians feel guilty or are afraid of being blamed

Physicians assume they do not need to ask; they know their patients wishes

Physicians feel impotent to prevent death and have not grieved their many losses. 

They have unrecognized compassion fatigue (pg 144—def: the detachment and depersonalization that develops in those who care for people who have experienced extreme suffering (i.e. torture or rape) and in clinicians like ED specialists, oncologists, and palliative care clinicians, who are emotionally affected by the trauma their patients experience. It develops in clinicians whose patients have prolonged downhill courses, who suffer severely, and about whom clinicians feel guilty, insecure, frustrated, or inadequate”)










• Provider
– lack of training and fear of doing harm by discussing dying

• Patient
– lack of knowledge about ACP as a whole 
– worry about burdening family
– perceived lack of physician time
– uncertain of which physician to talk to
– perceived unwillingness of doctor to talk about the topic. 

Barriers and solutions

Presenter
Presentation Notes
Physician Barriers: 
Physicians are forced to face their own feelings about mortality
Physicians are loath to cause pain
Physicians feel guilty or are afraid of being blamed
Physicians assume they do not need to ask; they know their patients wishes
Physicians feel impotent to prevent death and have not grieved their many losses. They have unrecognized compassion fatigue (pg 144—def: the detachment and depersonalization that develops in therapists who care for people who have experienced extreme suffering (i.e. torture or rape) and in clinicians like ED specialists, oncologists, and palliative care clinicians, who are emotionally affected by the trauma their patients experience. It develops in clinicians whose patients have prolonged downhill courses, who suffer severely, and about whom clinicians feel guilty, insecure, frustrated, or inadequate”)

Physicians are often reluctant to raise the subject often and do so later when patients may desire. Reasons include: time constraints, lack of training required to discuss the issue at hand, not knowing how to introduce the topic, worry about giving patients the impression that they are giving up on them, or that they think they will die soon. If they have focused these discussion in the past on interventions rather than goals and values, they may have found these discussions frustrating and unhelpful.

Physicians worry that patients may be put off by discussions about ACP, surveys show that most patients want to discuss these issues, early in the course of their disease, and that they think that the doctor should bring up the topic. 

The root stem of much of physicians’ reluctance to stem from lack of training in how to have these discussions. With training physicians can feel more comfortable having these discussions and can learn how to deal with patients’ emotional responses


----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------


Provider solution: communication skills, training sessions, education about data demonstrating lack of harm

System solution: change in reimbursement structure to support dedicated ACP visits, EMR modification to support reminders and clearly display results of advance care planning discussions

Media solutions: coordinated, accurate media campaign

Patient solutions—education of clinicians regarding how to uncover and address these barriers, media campaings and system changes to ensure each patient sees a PCP
--------------------------------------



• System
– lack of time 
– lack of reimbursement for time spent
– lack of systematic reminder 
– lack of a transfer of wishes across care settings

• Media
– Charged and inaccurate descriptions of ACP

Barriers and solutions



• American Academy of Hospice and Palliative Medicine 
• American Geriatric Society
• Vital Talk
• Serious Illness Conversation Guide from Ariadne Labs.
• American College of Physicians High Value Care Task Force.

Resources for providers

Presenter
Presentation Notes
JAMA Intern Med.
2014;174(12):1994‐2003.
doi:10.1001/jamainternmed



Serious Illness Conversation Guide

https://www.ariadnelabs.org/wp-content/uploads/sites/2/2015/08/Serious-Illness-Conversation-Guide-5.22.15.pdf
https://www.ariadnelabs.org/wp-content/uploads/sites/2/2015/08/Serious-Illness-Conversation-Guide-5.22.15.pdf


• www.acpdecisions.org
• www.getpalliativecare.org
• http://theconversationproject.org/
• http://www.honoringchoices.org/
• https://www.prepareforyourcare.org/#/

Resources for patients, families, and caregivers

http://www.acpdecisions.org/
http://www.getpalliativecare.org/
http://theconversationproject.org/
http://www.honoringchoices.org/
https://www.prepareforyourcare.org/%23/


• http://upnorthlive.com/features/your-health-matters/putting-
yourself-family-at-ease-with-advance-care-planning

• https://www.acpdecisions.org/pr/story/

Resources for patients, families, and caregivers

http://upnorthlive.com/features/your-health-matters/putting-yourself-family-at-ease-with-advance-care-planning
https://www.acpdecisions.org/pr/story/


• Abrahm, J. L. (2005). A Physician's Guide to Pain and Symptom Management in Cancer Patients, Johns Hopkins 
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• "ACP Consulting ". Retrieved April 28th 2017, from http://coalitionccc.org/what-we-do/advance-care-planning/.
• (2017). American Academy of Hospice and Palliative Medicine (AAHPM) and the Hospice and Palliative Nurses 

Association (HPNA) Annual Assembly. Phoenix, Arizona 
• Bernacki, R. Block, S. (2017). Serious Illness Conversation Guide. Ariadne Labs.
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• Defining Advance Care Planning for Adults: A Consensus Definition From a Multidisciplinary Delphi Panel Sudore, R. L., 
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• Detering, K. S., Maria J. (2017). "Advance care planning and advance directives." Retrieved April 28th, 2017, 2017, 

from https://www.uptodate.com/contents/advance-care-planning-and-advance-
directives?source=search_result&search=advanced%20care%20planning&selectedTitle=1~150.
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Thank You! 
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