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Executive Summary

People think about dying. Individuals think about it when they are
diagnosed with a terminal illness. Families think about it when their
loved one becomes seriously ill. Physicians think about it when their
patient’s health starts to deteriorate. Nobody, however, wants to
talk about it.

People have many reasons to delay discussing the end of their own life or that of a loved
one. Patients may want to keep a brave face and not want to give the impression they've
given up hope for recovery. Family members may think it’s inappropriate or depressing.
Some physicians may hesitate because they fear upsetting their patient. Others may be
reluctant to talk about death because their training, and the entire culture of health care,
centres on the preservation of life.

Evidence shows, though, that introducing discussions about values, goals, and wishes for
end of life is better for both patients and providers. These discussions are not easy, but
normalizing them by introducing them early can have tremendous impact. The process
of advance care planning improves the patient, family, and provider experience at the
end of life in a number of ways, including:

« Decreasing the likelihood of overly aggressive treatment at the end of life.
* Increasing patient and family satisfaction with care received at the end of life.

* Easing the bereavement process for surviving loved ones.

Despite the availability of excellent resources aimed at assisting with advance care
planning, few British Columbians have engaged in the process. There is an opportunity

to increase awareness of, and engagement in, advance care planning. Further, potential
exists to better integrate services so that when an individual creates a plan, providers and
family members are aware and can better support the patient. Given the unique nature
of the physician-patient relationship, physicians are best suited to initiate advance care
planning and support the process over the long-term as their patients transition through
various life stages.

In an effort to ensure the best possible care for patients and their families, this policy
paper explores the benefits of advance care planning, its associated challenges and
opportunities, and makes commitments and recommendations to support advance
care planning in BC.
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Doctors of BC Policy

Doctors of BC supports physician-initiated advance care planning as a standard
of care for all patients regardless of age, life stage, or health status.

To support this policy, Doctors of BC has identified the following commitments
and recommendations.

Commitments

Doctors of BC commits to the following:

a. Supporting advance care planning discussions that reflect age, life stage, and
health status as a standard of care for all patients. Doctors of BC supports
identifying transition periods to prompt physicians to initiate or revisit advance
care plans with patients.

b. Supporting physicians and patients in their use of existing resources for advance
care planning for all patients and families within the context of each patient’s age,
life stage, and/or health status.

c. Collaborating with government to ensure all health care providers have access
to appropriate patient information with respect to advance care planning.

d. Continuing to support training on the subject of advance care planning and
endeavouring to make these resources available to all physicians.

Recommendations

Doctors of BC recommends the following:

a. Physicians in British Columbia include in consultation notes, when possible and
appropriate, details about prognosis, including details about transitions in health
status, as a standard of coommunication for all patients with chronic, complex, or
life-limiting illnesses.

b.  The British Columbia Ministry of Health amend or expand upon existing advance
care planning resources to increase their relevance for all British Columbians,
regardless of age, life stage and/or health status.

c. Integration of advance care plans with patient records to provide
all health care providers with access to patient plans.

d. Advance care planning form part of the required standard of care for patients with
chronic or complex illness.
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Susan’s Story

Aged 55 and fit, Susan and her husband Mike were enjoying life.
They had worked hard and planned carefully for their retirement.

They kicked off their early retirement with a European vacation, but several weeks into
the trip, Susan began coughing constantly. At first they assumed it was from the big city
smog, but Susan was feeling worse. Mike was cautious and cut the trip short.

A trip to the emergency department, followed by a referral to an oncologist, confirmed
that Susan had adenocarcinoma of the lung. The prognosis wasn't good. To maximize
the amount of time Susan would have, the oncologist recommended surgery followed by
chemotherapy and radiation.

The aggressive treatment made Susan weak. Despite feeling tired and overwhelmed
himself as they rushed between doctor visits, Mike kept a brave face for Susan.

Susan and Mike had always been planners. They had followed a financial plan and had
used a lawyer to prepare wills and powers of attorney, yet they had never talked about
their wishes or goals for end-of-life care. Trying to stay positive, Mike didn’t want to ask
Susan about her end-of-life wishes, but decided he would do so when they had some
time to slow down after the next round of chemotherapy.

Suddenly, Susan’s condition deteriorated and Mike rushed her to emergency. Despite
heroic measures, Susan died. It was so unexpected that Mike couldn’t believe what
was happening. It felt as though one moment they had been planning their future
and now Mike was planning Susan’s funeral.

In addition to his grief, Mike was wracked with questions and guilt. He wondered
whether, instead of spending all their time in doctors’ offices, they should have just
spent these last weeks together at home. Mike would never know if that's what
Susan would have wanted.
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1. Introduction

Susan and Mike’s story is like that of many British Columbians.
Without discussing end-of-life care goals, wishes, or values, Susan’s
family was left unprepared.

Advancements in medical treatment have profoundly prolonged life expectancy. As the
population of BC is increasing, it is also aging. Life expectancies are projected to reach
an average of 83 years by 2036." This will result in larger numbers of British Columbians
facing chronic disease and/or life limitations in the years before their death.

Many people avoid the process of advance care planning even when they are faced
with a life-limiting illness. Discussing death and dying can be challenging for health
care providers who must balance sensitivity for patients and families with pragmatic
discussions about prognosis, symptom management, treatment, and quality of life.
However, without early planning, many patients and families are forced to make difficult
decisions in a time of crisis and without the time to consider all the options.

Without advance care planning, there is a real risk that patients will undergo interventions
or care that is contrary to their beliefs, values, and wishes.

2. What is Advance Care Planning?

Like Susan and Mike, most British Columbians consider a will
and power of attorney sufficient for end-of-life planning. The
distinctions between the various documents available for estate
planning and advance care planning can be difficult to
comprehend, for both patients and physicians.

A will takes effect after a person passes, and an enduring power of attorney reflects a
capable adult’'s appointment of a person to look after their legal and financial affairs
should they become incapable of managing their affairs themselves during their lifetime.
Neither a will nor an enduring power of attorney provides direction with respect to
health care treatment.

In its guide, My Voice: Expressing my wishes for future health care treatment,? the BC
Ministry of Health outlines various options related to health care planning.
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a) Advance care planning is a process by which a
capable adult talks over their beliefs, values, and
wishes for health care with their close family/friend(s)
and a health care provider in advance of a time when
they may be incapable of deciding for themselves.

b) An advance care plan is a written summary of a
capable adult’'s wishes or instructions to guide a
substitute decision-maker* if that person is asked by
a physician or other health care provider to make a
health care treatment decision on behalf of the adult.
It may include additional legal documents including:

An advance directive is a legal document that
sets out a capable adult’s written instructions
to their health care provider about the health
care treatment the adult consents to, or refuses.
It is effective when the capable adult becomes
incapable, and only applies to the health care
conditions and treatments noted in the
advance directive.

As people’s
needs and
wishes will
vary over
time and as
their health
status changes,
advance care
plans should
be adapted
as necessary.

ii. Arepresentation agreement is a legal document in which a capable adult names
their representative to make health care and other decisions on their behalf when

incapable. There are two types of representation agreements:

«  Section 7: May authorize a representative to make decisions about the
routine management of financial affairs, personal care, and some health care

decisions on behalf of the adult, excluding decisions about the refusal of life

support and/or life-prolonging medical interventions.

e Section 9: May authorize a representative to make personal care and
health care decisions on behalf of the adult, including decisions about
the acceptance or refusal of life support and life-prolonging medical

interventions.

*In My Voice: Expressing my wishes for future health care treatment, the BC Ministry of Health defines a substitute
decision-maker as a capable person with the authority to make health care treatment decisions on behalf of an
incapable adult, and includes a personal guardian (committee of the person), representative, and/or temporary

substitute decision maker.
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The planning process and the associated documents can be
developed at any point in a person’s life, whether young or old,
healthy or ill, or entering palliative, end-of-life, or terminal care.

A patient’s lifestyle also directs their need for an advance care plan. For instance,

young people travelling to high-risk regions or engaging in dangerous activities should

understand that an advance care plan is an important tool for their families should they

be involved in an accident. As a person’s needs and wishes will vary over time and as

their health status changes, the plan should be adapted and revised as needed.

The following table describes various life stages and elements of advance care planning

that should be considered. The plan should be enhanced when individuals transition

to new life stages, or experience major health or lifestyle changes. These events can

be a trigger for physicians to suggest updating plans. Ideally, everyone should

have — regardless of age, life stage, or health status — completed an advance care

plan and shared it with family members and providers.

Advance Care Planning Elements by Life Stage

Life stage

Young healthy aduit

Adult

Adult first diagnosed
with complex or
chronic illness

Adult nearing the end
of life or diagnosed
with terminal illness

Physician-initiated
advance care plan
elements

Discussion with and
identification of
substitute decision-maker

Discussion with and
identification of
substitute decision-maker

Discussion with and
identification of
substitute decision-maker

Advance care plan

Discussion with and
identification of
substitute decision-maker

Advance care plan

Discussion with family
members

Considerations to
enhance plan elements

¢ High-risk lifestyle

¢ Travelling

¢ Risk of complex or
chronic illness

¢ Co-morbidities

e General poor health

¢ Co-morbidities

¢ Rapidly declining
health

¢ Family discord or lack
of communication

* Co-morbidities

* Rapidly declining health
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3. Policy Problem and Opportunity

Physicians who are aware of a patient’s end-of-life care goals are
better able to support patient and family decision-making.

The BC government reports that nearly 300,000 copies of the advance care planning
guide My Voice: Expressing my wishes for future health care treatment have been
distributed.® Despite considerable interest in the subject and the numerous planning
resources and options available, according to a 2012 Ipsos Reid Poll,* few Canadians
are adequately engaging in the process.

The lack of engagement in advance care planning may be attributable to a variety of
factors, including:

* Few age- and life-stage
appropriate materials for all

tients. i i
patients Despite media

« Advance care planning is not interest in the

currently promoted as something . |
o subject and wide
to be done across a patient’s

lifespan as a standard of care. availability of
quality advance

* |Inadequate support for health
care providers in the provision of care plannlng

ongoing planning for patients and resources, few
their families. Canadians are
engaging in the

There is an opportunity to create and
implement policies that address these process.
issues, improve patient, family, and

provider experience at the end of life,
and ease the bereavement process.
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4. Advance Care Planning in BC and Canada

While British Columbians have access to many advance care planning
resources, the number of British Columbians who engage in the
process is low.

BC Demographics

As baby boomers age, the population mix in BC is changing. As illustrated below, since
the 1970s, there has been a tremendous increase in the number of people aged 65 and
over. Meanwhile, the percentage of the total population under age 18 has decreased.
These trends are predicted to continue.

BC population mix by age group: year 1976, 2011, and 2036."

201

65 and
over

15%

Under 18
30%

Under 18

19%

2036

65 and
over

24%

Under 18
18%
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As illustrated in the figure below, by age 65, over 80% of the population in BC has
accessed the health care system due to a confirmed or possible chronic condition.
This percentage increases to over 85% by age 75.

Distribution of chronic conditions by age group

100.0%
80.0%
60.0%
40.0%
20.0%
0%
18-34 35-49 50-64 65-74 75+
Adapted from: Broemeling, Anne-Marie, . Non users
Diane Watson, and Charlyn Black. Chronic
conditions and co-morbidity among residents [ Non-chronic service use
of British Columbia. Centre for Health Services . . .
and Policy Research, University of British B Chronic conditions (possible)

Columbia, 2005. B Chronic conditions (confirmed)

Along with changes in BC’'s demographics, there is a shift in the kinds of care that
BC’s population will need. With longer life, there is also an increased risk of life-limiting
illnesses, chronic conditions, and co-morbidities, which increase the need for, and use
of, health care resources. Risk of a significant number of illnesses increases with

age — for example, cancer, arthritis, cardiovascular disease, diabetes, and chronic
respiratory diseases.
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Support for Health Care Providers

Physicians are well positioned to assist patients and their families with advance care
planning. As family physicians provide longitudinal care to patients, they are able to
initiate planning discussions early, have knowledge of transitions in a patient’s health care
status, and revise plans as appropriate. However, physicians need support in order to
provide this care.

Alberta

In addition to other resources for health care providers, Alberta Health Services has
created the “Goals of Care Designation Order” (Appendix A). The Order outlines a
patient’s specific goals of care at the end of life with respect to admission to the intensive
care unit, resuscitation, and comfort. In addition to the Order, providers have access to a
simple pocket card that lists appropriate interventions for each patient’s selected “Goals
of Care Designation.”

The Order and pocket card assist providers and patients with communication of goals of
care, as well as values and wishes, thereby reducing undesired or aggressive treatment
at the end of life. Identifying and communicating broad patient wishes in a simplified
way allows for succinct and clear communication and increases the likelihood that the
patient’s wishes will be reflected in the care provided.

British Columbia

The BC Ministry of Health has developed a number of initiatives for patients, including
advance care planning guides and physician training programs, aimed at encouraging
physicians to assist patients with their planning.

Patient Resources

As previously referenced, in 2013 the BC Ministry of Health developed a guide, My
Voice: Expressing my wishes for future health care treatment,? an advance care planning
resource intended for patients of all ages. The guide thoroughly explains the legal
aspects of the process and provides a workbook that facilitates discussion between
individuals and their families.

While British Columbians are fortunate to have access to many quality resources, some
patients may feel that components are not relevant to them as they may not reflect the
patient’s own age, life stage, or health status. While the existing materials are very useful
for older patients or those with a life-limiting illness, they may lack relevance for those
wishing to engage in advance care planning earlier.
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KEY FINDING

There are many patient resources available to support advance
care planning but there is a general lack of awareness of their
existence, or patients are not aware that they are applicable

to them.

Physician Resources

Advance care planning resources have been developed by various areas of the health
care system including government, health authorities, joint committees, and the Medical
Services Commission.

In March 2013, the BC Ministry of Health published the Provincial End-of-Life Care Action
Plan for British Columbia.® This plan identifies key priorities and commitments from
government to ensure that patients at the end of life, as well as their families, have the
best care available.

At the health authority level, the Fraser Health Authority has implemented an initiative
similar to that of Alberta Health Services. The Fraser Health Authority has replaced

“Do Not Resuscitate” orders with “Medical Orders for Scope of Treatment” (Appendix

B) and advance care planning forms (Appendix C). The Medical Orders for Scope of
Treatment form is a physician order in the “greensleeve” of a patient’s chart to set out
the code status and various other decisions regarding the scope of medical interventions
for inpatients. In addition to providing guidelines for use of the forms, the Fraser Health
Authority has further integrated care by collaborating with the BC Ambulance Service to
ensure that paramedics honour these records of patient wishes.

The Ministry of Health and Doctors of BC work in partnership on collaborative
committees to optimize health care in BC. Two of these committees, the Shared Care
Committee and the General Practice Services Committee, have developed the Practice
Support Program as a joint initiative to improve patient care and provider experience.
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The Practice Support Program has worked to improve end-of-life care by developing a

training module to support providers to enhance their skills in the provision of advance
care planning. Approximately 1,000 physicians have taken the training module to date
and have used this training to help patients throughout BC. The collaborative committees
have encouraged patient planning by introducing fee codes that allow family and

specialist physicians to bill for providing these services in some circumstances.

The BC Ministry
of Health has
developed
initiatives,
including
advance care
planning guides

and physician
training
programs,
aimed at
encouraging
advance care
planning in
the province.
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The Medical Services Commission guidelines
for BC physicians outline clinical problems
and preferred approaches to treatment and
management. These guidelines suggest
advance care planning as the standard

of care for the following groups: elderly
patients with cognitive impairment, patients
with congestive heart failure, and patients
with cancer. While advance care planning is
important regardless of age or health status,
including it as a standard of care at least

in these circumstances serves as a good
reminder for providers that it is an important
component of health care treatment and
management.



5. Challenges in Advance Care Planning

By its nature, planning for end of life is challenging for patients,
family members/caregivers, and health care providers.

Susan’s story illustrates how many patients and families do not consider advance care
planning until faced with a serious health crisis, at which point they may be reluctant to
engage in the discussion.

Low Rates of Advance Care Planning
Despite the availability of the resources noted above, most people do not outline their
wishes for care. According to a 2012 lpsos Reid Poll:4

* Only 14% of Canadians have heard of advance care planning.
« Of those who have heard of advance care planning, only 20% have a written plan.

* Only 9% of Canadians have discussed their end-of-life care goals with a health
care provider.

Challenges for Patients

Even when facing significant illness or death, patients and their families focus on life.
There is a reluctance to face mortality. Therefore, despite access to planning guides and
resources, there is generally an avoidance of discussing and planning care goals, values,
and wishes for the end of life.

Planning Avoidance

Research has demonstrated that people are more comfortable with physician-initiated
end-of-life and advance care planning discussions® Most people report having avoided
the process because they either associated the process with planning for euthanasia or
feared that their preferences would change but their physician or family would be legally
bound by the plan.”

Poor Communication

In the absence of an open discussion about end of life, patients and their families may
be unaware of their prognosis and the nature of their illness; this is particularly true for
older patients.? Family members who reported a negative experience related to the
death of a loved one attributed it to a lack of information about the dying process.? In
some circumstances, hospital patients are referred to palliative care without ever having
had a frank discussion with their primary physician about their prognosis. Without
discussion about prognosis and ensuring availability of that information, patients may
feel abandoned by their primary care physician if they hear this information from another
provider!® Avoiding a sense of abandonment and optimizing patient autonomy are
important elements in quality care at the end of life/o ™"
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Challenges for Providers

Health care culture is founded on the preservation of life. From early in their medical
education, physicians begin associating patient survival with “success,” so it is not
surprising that physicians may have difficulty discussing death and dying with patients.

In a systematic review, Hancock et al.? identified issues that prevent health care providers
from discussing end of life with patients, even in the advanced stages of a life-limiting
illness. These include:

* Perceived lack of training.

» Stress.

» Lack of time to attend to the patient’s emotional needs.
* Fear of a negative impact on the patient.

» Uncertainty about prognostication.

* Requests from family members to withhold information.

« A feeling of inadequacy or hopelessness regarding the unavailability of further
curative treatment.

Physician-Patient Communication

Many patients believe that informally sharing their wishes with family members is
sufficient. Research indicates, however, that despite family members’ efforts to advocate
for their loved ones, if plans are not explicit or shared with providers, these wishes are
not implemented.”

Physicians report their reluctance to “prematurely” discuss death and dying because they
fear that dispelling hope is bad for patients.? Evidence suggests however, that discussing
and planning for end of life does not dispel hope or negatively impact patients, even for
those patients who are terminally ill>" An advance care plan developed between patient,
provider, and extended family allows the physician to gain a better understanding of

the individual and family’s cultural background, family dynamics, and decision-making
process that will influence patient wishes as well as the end-of-life experience.

To promote advance care planning discussions between physicians and patients, there
are resources available in the form of training modules and scripts in peer-reviewed
journals, (see Appendix D).®? While these exist, there is not sufficient awareness of their
existence, ease of use, or applicability for all physicians.
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KEY FINDING

Despite the quantity and quality of advance care planning
resources available to BC physicians, there are still
opportunities to increase training uptake and to
disseminate information more widely.

Physician-Physician Communication

The ability of primary care physicians to provide patient care is often limited by

the information provided to them. Without normalizing discussions about death by
implementing advance care planning early on, it can be difficult for physicians to

initiate discussions. This difficulty is compounded when family physicians lack a clear
understanding of a patient’s prognosis. A shared care model can ensure that each
member of the care team has the information necessary to appropriately initiate and
engage in planning with their patients. A firm understanding of their patient’s prognosis
ensures that family physicians are able to guide their patient in their decision-making as it
relates to the likely outcomes of their condition as well as the patient’s values and goals.

Even when an advance care plan exists, physicians unexpectedly treating a patient, such
as in emergency departments, often have little access to information about a patient’s
end-of-life goals and wishes beyond organ donation status. As the number of general
practitioners with hospital privileges decreases, it is important to find ways to ensure
patient wishes are upheld even if the primary care physician is not available. Providers
who are unaware of a patient’s values and beliefs are less able to counsel family members
or others in appropriate decision-making related to care at the end of life®

Challenges for the Health Care System

At the end of life, physicians may need to act as facilitators, assisting patients and their
families with decision-making. Where there has been no explicit plan or discussion,
family discord may direct life-prolonging care regardless of the patient’s wishes.®
Without documented plans, families and caregivers have limited ability to uphold patient
autonomy. In emergency situations, treating physicians without access to a documented
advance care plan have no clear direction about the patient’s wishes and must defer

to emergency department protocols that are focused on patient survival to discharge.
Currently, BC providers can access some information, including organ donation status,
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on a patient’s BC Services Card/CareCard. Enhancing available information to include
advance care plans would improve the patient, family, and provider experience.

BC Transplant is an excellent example of successful integration of services whereby
people can register for the organ donation registry using various public services

(online, driver service centres, doctors’ offices, etc.). Once registered, the information

is connected to the individual's BC Services Card and accessible to potential providers
including physicians and emergency services. In contrast, with respect to advance care
plans, there is little integration of services or access to information with the exception of
Fraser Health Authority and BC Ambulance Service as noted above. Thus, while there are
great resources created by government and other initiatives, their impact is limited by the
level of awareness of the existence of plans among patients, families, and providers.

Other jurisdictions have begun pilot projects including “Coordinate My Care,” a program
by England’s National Health Service. The project provides patients with a mobile phone
application that outlines values and goals for end-of-life care, including preferences for
dying at home, and makes the information easily accessible to all potential providers.?°
If BC patients are being encouraged to create plans, then there must be accessibility to,
and integration of, services to ensure their wishes are available to others.

KEY FINDING

As lack of advance care planning among British Columbians
has an effect on the entire health care system, BC must work to
integrate services and access to information across the system.
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Physicians report
reluctance to discuss
death and dying
“prematurely” because
they fear it will dispel
hope in their patients,
but evidence suggests
it does not have a
negative effect.




6. Benefits of Advance Care Planning

Advance care planning can contribute to a “good” death.
Communication of patient wishes is at the centre of the
process and may contribute to improved patient, family,
and provider experience.

Benefits for Patients

In the past, there has been a perception that discussions of death should be avoided
because such discussions increase “death anxiety” and are potentially traumatic.©
However, current research demonstrates that advance care planning can actually

reduce death anxiety.? In fact, patients report that engaging in educational discussions
empowers them and helps sustain hope for the future!®* Engaging family members

early in the process can also improve the eventual bereavement process.?? Patients can
overcome their feelings of resistance or avoidance of discussing death if they understand
that having a plan improves the bereavement process for family members.®

Perhaps most importantly, advance care planning is a social process in which patients
and their family members engage with the physician and build a relationship.22°
Advance care plans are highly personal, and reflect a patient’s personal needs and
experiences as well as their desires surrounding end of life.?* A patient’s cultural
background will also drive his or her desires for an advance care plan.?®

Normalizing discussions about death early in the physician-patient relationship allows
both parties to engage in discussions to ensure that the patient is able to make informed
decisions and that the physician understands their patient’s values and goals with respect
to treatment at end of life.

Benefits for Providers

Physicians are now caring for larger numbers of patients with complex or chronic illness.?”
For physicians, the advance care planning process is as important as the plan itself
because it informs the delivery of quality care as well as improves the patient and
family experience.

The support physicians need in order to assist patients with their planning varies
depending on their experience and the focus of their practice. For instance, medical
students may require more mentorship and opportunities to observe the process in order
to gain the confidence to initiate these discussions.

Patient Care

Advance care planning with patients can give physicians confidence that they understand
their patients’ wishes and have the information necessary to provide care. Planning can
help reduce in-hospital deaths?” and overly aggressive medical interventions.
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When caring for patients and their family members during a stressful time, physicians
who are aware of their patients’ advance care goals are better equipped to focus on
immediate patient needs,?® which contributes to a positive provider experience.

Empowered Decision-Making

The advance care planning process gives providers an indication of how individual
patients respond to various treatment options. Because no plan can outline specific
wishes for every eventuality, a broad understanding of a patient’s wishes provides a
guide in case the patient cannot be consulted. With a plan, physicians are more familiar
with a patient’s values and can therefore speak with families about the types of decisions
a patient would likely make.

Open and informed discussions about a patient’s wishes and values can align the
physician’s, patient’s, and family’s understanding of the patient’s goals and wishes and
subsequently ease the sense of guilt that can accompany the bereavement process. At
some point, family members may be included in advance care planning discussions that
can provide physicians with insight into family dynamics and assist with future decision-
making interactions with family members.?*2¢ Given that family inclusion is linked to
patient satisfaction, communication between providers, patients, and family/caregivers
may lead to greater patient satisfaction and provider experience. 24 2°

Benefits for the Health Care System

As outlined throughout this paper, research has identified many benefits of advance care
planning, particularly related to improving provider, patient, and family experience. In
addition, research has also looked at advance care planning and cost avoidance.

Cost Avoidance
To date, research regarding advance care planning and cost avoidance has been
contradictory.

Evidence suggests that patients who discuss advance care planning with their providers
have lower medical costs in their final week of life due to less intensive interventions.*©
Conversely, other research claims this is an illusion because associated savings are only
a reflection of reduced hospital days.®' Nonetheless, it is widely accepted that patients
with advance care plans choose less aggressive treatment at the end of life, have fewer
unnecessary readmissions to hospital, and fewer hospital days overall, all of which have
an associated cost reduction.

Cost avoidance from reduced hospital days is only of benefit if it is a true reflection of

a patient’s wishes to avoid or reduce in-hospital stay. Using advance care planning to
improve continuity of care upon discharge and subsequently reduce hospital readmission
or hospital days overall is a cost benefit that should be examined further.
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/. Conclusion

Susan had a great life. This should not be minimized by focusing
on the few weeks at the end of life when she and her family
faced challenges.

She was fortunate to have had access to, and support
from, the great physicians and services available in BC.
Nonetheless, reviewing some of the challenges she and An advance
her family faced reveals the simplicity of advance care
. . . . care plan can
planning and the value it provides. Advance care planning | .
could have: articulate patient

* Encouraged Susan and Mike to share their values and wishes for the

goals for end of life early on. end of life and
*« Empowered providers to better guide Susan and Mike ensure that

in their decisions about treatment. loved ones,
+ Provided a framework for Susan’s providers to follow. caregivers,
+ Clarified Susan’s and Mike’s wishes regarding hospital and health

versus home care when Susan’s condition deteriorated. care providers

* Eased Mike’s sense of guilt following Susan’s death. are prepared
to meet their

Talking about death is difficult for most people. For needs.
patients and family members, discussion of mortality can
be overwhelming. Normalizing discussions of death and
outlining care goals for end of life can help overcome this
fear. Advance care planning that reflects the particular
health status and life stage of all patients can help shift
the culture of care. Physicians can provide the support patients need to articulate their
overall goals for their end of life into a plan that promotes autonomy and a respectful
death. Improving communication about patients’ planning and initiating the discussion
earlier can ensure that family members, caregivers, and health care providers are
prepared to support them in their last days.
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Appendix A: Alberta Health Services Goals of
Care Designation Order

... Mhﬂ[la Health Site:
B Services

Goals of Care Designation Order

Physician to initial in the box
beside the chosen designation
(Please choose only ONE)

2

Parient is expected to benefit from and is accepting of any appropriate investigations/
R R | interventions that can be offered including the option of ICU care and
resuscitation.

Medical Care
and ; Patient is expected to benefit from and is accepting of any appropriate investigations/
Interventions, R2 | interventions that can be offered including the option of ICU care and
including intubation, but excluding chest compression.
Resuscitation
followed by
Intensive Patient is expected to benefit from and is accepting of any appropriate investigations/
Care Unit R3 | interventions that can be offered including the option of ICU care, but excluding

intubation and chest compression.

Goals of Care and interventions are for cure or control of illness, excluding the
MI option of ICU care.

For non-hospital patients, transfer to an Acute Care facility is considered if
required for diagnosis and treatment.

M

Medical Care
and Goals of Care and interventions are for cure or control of illness, excluding the
Interventions, option of ICU care.
excluding M2 For non-hospital patients, transfer to an Acute Care facility or surgical
Resuscitation intervention, are not generally undertaken for an acute deterioration but may
be considered in special circumstances to better understand or control
symptoms.

Goals of Care and interventions are for maximal symptom control and maintenance

C of function without cure or control of underlying condition. Transfer may be
Cl undertaken in order to better understand or control symptoms. Surgery

may be undertaken in special circumstances to better understand or

Medica]dCare control symptoms.
an
Interventions,
focused on Goals of Care and interventions are for physical, psychological and spiritual preparation
ComiaRt C?2 | for imminent death (usually within hours or days). Maximal efforts directed at
compassionate symptom control. Transfer is usually not undertaken.
Physician (Print Name) Signature Date

Current Location of Care (name the specific facility/service/office)

103547 © Alberta Health Services, (2010/02) Page | of 2
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Appendix B: Fraser Health Medical Orders for
Scope of Treatment

&
fraserhealth
MEDICAL ORDERS for SCOPE of TREATMENT

(MOST)
End of Life Care Program

ADDI105016A New: Oct 03/12 Page: 1 of 1

DRUG & FOOD ALLERGIES

SECTION 1: CODE STATUS: Note: CPR is not attempted on a patient who has suffered an unwitnessed cardiac arrest.

[0 Attempt Cardio Pulmonary Resuscitation (CPR). Automatically designated as C2. Please initial below.
[l Do Not Attempt Cardio Pulmonary Resuscitation (DNR)

SECTION 2: MOST DESIGNATION based on documented conversations (Initial appropriate level)

Medical treatments excluding Critical Care interventions & Resuscitation

Supportive care, symptom management & comfort measures. Allow natural death.

M1

T Transfer to higher level of care enly/if patient's comfort needs not met in current location.
M2 Medical treatments available within location of care. Current Location:

- Transfer to higher level of care only if patient's comfort needs not met in current location
M3 Full Medical treatments excluding critical care

Critical Care Interventions requested. NOTE: Consultation will be required prior to admission.

. c Critical Care interventions excluding intubation.
_____c2 Critical Care interventions including intubation.
SECTION 3: SPECIFICINTERVENTIONS (Optional. Complete Gonsént Forms as appropriate)
Blood products | []YES [71'NO Enteral nutrition [[]'YES [71'NO Dialysis [ ]YES []NO

Non-invasive ventilation [[] YES [] NO
Other Directions:

SURGICAL RESUSCITATION ORDER
[_] WAIVE DNR for duration of procedure and peri-operative period. Attempt CPR as indicated.

[] Do Not Attempt Resuscitation during procedure.

SECTION 4: MOST ORDER ENTERED AS A RESULT OF (check all that apply)

[] CONVERSATIONS/CONSENSUS NAME: DATE: (dd/mm/yr)
[[] Capable Adult
[] Representative NAME: DATE:
[] Temporary Substitute Decision Maker | NAME: DATE:

] PHYSICIAN ASSESSMENT and. [] Adult/SDM Informed and aware [_] Adult not capable/SDM not available

[] SUPPORTING DOCUMENTATION (Copies placed in Greensleeve and sent with patient on discharge)

] Previous MOST [] FH ACP Record Representation Agreement | [] Other:
] Provincial No CPR | [] Advance Directive | [ ] Section9 [] Section 7

Date (dd/mmiyr) Print Name Physician Signature:
MSP # Contact #
Stores # 430438

Copyright © Fraser Health Authority 2012. All rights reserved.
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Appendix C: Fraser Health Advance Care
Planning Record

&
fraserhealth

ADVANCE CARE PLANNING (ACP) RECORD

This is a reference and may not reflect most up to date conversations.

Form ID: ADDI101231D Rev: Oct 03/12 Page: 1 of 1
CORE ELEMENTS: Previous Advance Care Planning Reviewed, copy in
1. S.P.E.AK to adult about Advance Care Planning (see back) Documentation Greensleeve
2. Learn about & understand the adult & what is important to them. MOST
Involve substitute decision makers. Provincial No CPR
3. Clarify understanding & provide medical information about ACP Record
di progression, pr is, & options. Advance Care Plan
Ensure interdisciplinary invol and utilize ilabl Advance Directive
resources/options for care Repr ion Agr
5. Define goals of care, document and create plan (including Other
potential complications).
Parti c%a;:‘gdé‘";_/zrc ation Key s of conversati (include which core
Name /Signature & element(s) dlscussgd gnd comp[etlon of any forms). Next Steps/Plan
Document details in the adult's health record.

Discipline of recorder

Education

ORIGINAL located in GREEN SLEEVE AND ACCOMPANIES PATI /CLIENT/ RESIDENT.
RETAIN A CHART COPY when person is TRANSFERRED/ DISCHARGED and FAX COPY to FAMILY PHYSICIAN.

Stores # 341997 Copyright © Fraser Health Authority 2012. All rights reserved.
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ADVANCE CARE PLANNING (ACP)
RECORD Cont'd

Back of Page 1

GUIDELINES FOR USE

« The purpose of the ACP Record is to document the outcomes of conversations related to Advance Care Planning and scope of treatment.

« This form is to be used by all members of the health care team (e.g., physicians, nurse practitioners, nurses, social workers, respiratory
therapists) in all program areas (medicine, residential, renal etc) as a written communication tool.

- This is a reference and may not reflect the most up to date conversations.

« Before initiating conversations please ask if a My Voice Guide was previously provided. Ask to obtain copies of a previous MOST, Provincial
No CPR, ACP Record, Advance Care Pland, Advance Directive, Representation Agreement. Review and place in the GREENSLEEVE.

« Conversations with the adult, or substitute decision maker(s) are documented, along with the Key Outcomes and subsequent plan of
action to be implemented (e.g., Physician notified, or My Voice Guide introduced, completed) and who was involved.

* This form is placed in the GREENSLEEVE (green page protector) behind the physician order forms.

« On transfer the GREENSLEEVE contents accompanies the adult.

« On hospital discharge, retain the chart copy, give a copy of the ACP record to the adult. With consent from the adult or
substitute decision maker, fax a copy to family physician.

« In primary care, give a copy of ACP record to the adult.

3. Clarify ur ing & provide
the di prog ion, prog
What is the medical assessment?

CORE ELEMENTS:

ACP conversations are ongoing and may include any
combination of the five [5] Core Elements.

1. S.P.E.A.K. to adult about Advance Care Planning
Determine if the adult:has:

Chosen a Substitute Decision Maker (Representative
appointed or TSDM)

Thought about Preferences for treatment options.

Any previously Expressed wishes (e.g. Advance Care
Plan, Living Will)

Written an Advance Directive. (instructions)

appointed or (Representative

Then assess the adult and/or SDM's:

Level of Knowledge regarding diagnosis, treatment options,
risks and benefits.

2. Learn about & understand the adult & what is important to
them. Involve Substitute Decision Maker(s).
Possible questions to ask:

What does it mean to live well? What gives your life meaning?
What does quality of life mean to you? Tell me

your thoughts about quantity of life.

What fears/concerns do you have?

How has your changing health status impacted you and your
family? What is acceptable risk?

Who or what gives you support in times of difficulty?,
information about

is & treatment options.

Diagnosis and implications now and in the future.

Expected prognosis: Months to years? Weeks to months? Days
to weeks? Hours to days?

How might this disease progress (include discussion regarding
resuscitation (CPR) and otherlife:prolonging treatments (dialysis,
tube feeds, ventilation support, etc.)

What are the expected benefits and burdens of treatment?

4. Ensure interdisciplinary involvement and utilize available
resources

Ensure process is interdisciplinary. Utilize available resources
and expertise including MD, NP, Social work, Palliative Care;
Community resources (Alzheimer's, Parkinson's or Hospice
Society)

If treatment is not available in current location, does the adult wish
to be transferred from their current location?

Options may include acute care, hospice residences, residential
care, and home.

5. Define goals of care, document & create plan.

Discuss specifics of plan to ensure understanding of possible
complications and how to manage them.
If goal may not be attainable, what are the alternatives?

WHO MAKES MEDICAL DECISIONS?

(1) Capable Adult (19 years of age or older): ALWAYS first
if adult is able to provide consent.

(2) Personal Guardian/Committee of Person
(court-appointed) under the Patients Property Act

ONLY IF the adult is no longer-able to provide informed.consent

then BC's hierarchical-healthcare decision making list as dictated

by provincial law for substitute consent applies. To obtain
substitute consent to provide major or minor health care to an
adult, a health care provider must choose the first, in'listed ‘order,
of the following who is available and qualifies as dictated by BC
provincial law for substitute consent.

(3) Representative: under the Representation Agreement Act
(Section 9 agreement required for life sustaining consent)

(4). Advance Directive (if no Representative is appointed)**

(5) Temporary Substitute Decision Maker: If there is no
Representative or Committee of Person, under the Adult
Guardianship and Planning Statues Amendment Act a
health care provider must choose the nearest relative as
ranked below:

(a) The adult's spouse (common law, same sex);

(b) The adult's childfen (equally ranked);

(c) The-adult's parents (equally.ranked);

(d) The adult's brothers or sisters (equally ranked);

(e)The adult's grandparent (equally ranked)

(f) The adult's grandchild (equally ranked)

(g) Anyone else related by birth or adoption to the adult

(h) A close friend of the adult

(i) A person related immediately to the adult by marriage

(i) Another person appointed by Public Guardian and Trustee

Duties of a substitute decision maker: A person chosen to give
or refuse substitute consent.to health.care for an adult must be 19
years of age or older, have had communication within the last 12
monthswith the.adult and:notbe in dispute with the adult, be
capable of giving, refusing or revoking substitute consent. Before
giving or refusing substitute the SDM(s) must

ply with any instr or wishes the adult expressed
while he or she was capable.

When no one from the ranked list of substitute decision makers is
available or qualified, or there is a dispute between two equally
ranked substitutes that cannot be resolved by the health care
provider, the health care provider must contact a Health Care
Decisions Consultant at the Public Guardian and Trustee at.
1.877.511.4111
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Appendix D: Advance Care Planning
Discussion Script

Mrs. Jones has come in for a routine examination:

“Mrs. Jones, I'd like to talk with you about something | try to discuss with all of my
patients. It's called advance care planning. In fact, | feel that this is such an important
topic that | have done this myself, with my own physician. Are you familiar with
advance care planning?...”

“Have you thought about the type of medical care you would like to have if you ever
became too sick to speak for yourself? That is the purpose of advance care planning,
to ensure that you are cared for the way you would want to be, even in times when
communication may be impossible....”

“There is no change in your health that we have not already discussed. | am bringing this
up Nnow because it is prudent for everyone, no matter what their age or state of health, to
plan for the future....”

“Advance care planning will help both of us to understand your values and goals for
health care if you were to become critically ill. Eventually, we may put your choices into a
written document that | would make part of your patient record. We call this document
an advance directive, and it would only be used if you were to lose the capacity to make
decisions on your own, either temporarily or permanently....”

“Would you like to talk further about the kind of care you would want to have if you were
no longer able to express your own wishes?”

“l also like to ask my patients if they have someone that they would like to identify to act
on their behalf in the event that they are unable to express their own wishes. This person
could be a relative or a friend. Is there someone whom you would want to be part of our
discussion and whom you might want to have act on your behalf?...”

“Here is a copy of the form that | would like to use to structure our conversation. We will
talk about it in more depth the next time we meet. Please think about it, talk with your
family, and write down any questions you have. Also, next time please bring anyone with
you whom you want to include in our discussion....”

Next visit:

Ask questions about specific scenarios. Start by asking about a persistent vegetative state.

“Mrs. Jones, | suggest we start by considering a few examples as a way of getting to
know your thinking. | will use examples that | use for everyone. Let’s try to imagine
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several circumstances. First, imagine you were in a coma with no awareness. Assume

there was a slight chance that you might wake up and be yourself again, but it was not
likely. Some people would want us to withdraw treatment and let them die, others would
want us to attempt everything possible, and yet others would want us to try to restore
health, but stop treatment and allow death if it were not working. What do you think you
would want under these circumstances?”

Then ask Mrs. Jones similar questions about three other scenarios:
* Onset of coma from which there is a chance of recovery, but with significant
disability.

* Onset of dementia when there is already an advanced life-threatening illness.

If she is already experiencing a significant illness, ask Mrs. Jones questions specific to her
current iliness:

“We should also consider the situations that your particular illness can cause; that way
you can be confident we will do what you want. For sure, all people are different and you
may never face these circumstances. Nevertheless, let’s imagine...”

“People sometimes think about circumstances they have seen or heard about. Some may
seem worse than death. Do you ever think about such circumstances?”

Finally, ask Mrs. Jones about how she would like to handle a sudden critical life-
threatening illness.

At the end of these scenarios, recap what you understand:

“Well, we've gone through several scenarios now. It seems to me that you feel particularly
strongly about.... Indeed, you move from wanting intervention to wanting to be allowed
to die in peace at the point when.... Do | speak for you correctly if | say that your personal
threshold for deciding to let go is ..?”"

Conclude by inquiring about broader values and beliefs:

“I think you have given a good picture of particular decisions you would want. Can you
also say something about the values or beliefs that you hold? Understanding your more
general views can be an important part of getting specific decisions right.”

Next visit:

“Mrs. Jones, have you and [your proxy/family member] had a chance to continue the

discussion we started 2 weeks ago? | see you have a completed statement now. Let’s
review your preferences.”

It’s Time to Talk: Advance Care Planning in British Columbia




“I am glad we went through this planning process together. | have a much better idea of

what matters to you than | did before, and that will help me to be a good physician for
you — in general, as well as in case of serious illness.”

“If you feel ready, we can write down your preferences, and all three of us can sign this
document and make it official. Then we will put it into your medical record and give you
copies to take home.”

After a change in health status (such as relapse), after allowing time to adjust to the
new reality:

“Mrs. Jones, we have had some changes in your health since we completed your advance
care plans. People sometimes change their wishes, so let’s review the wishes you wrote
down before.”

If the patient seems unsure of decisions:

“Your choices have changed on a couple of your earlier decisions when we reviewed
your statement. You have also said that you want [proxy/family member] to be your
proxy. Would you prefer to give these few decisions over to him/her to decide according
to what he/she thinks would be in your best interests?”

“For the remaining decisions, about which you are clear and firm, would you like
[proxy/family member] to stick closely to them, or would you prefer to give him/her
room to make changes if he/she thinks your best interests would be better served
by a different decision?”
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Notes:
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