Ready for the
Unexpected?
Making Your Advanced Care Plan

March 25, 2021

\

Welcome to the companion to Ready for the Unexpected? Why You Should Have an Advanced
Care Plan. This information is for all adults regardless of their situation, whether single or in any
type of relationship.
This information is for people well before the end of life. If you are experiencing end of life
challenges you may require additional support.
This information may have profound implications for you and others who are important to you.
This project is funded by a BC Association of Community Response Networks Development
Plus Grant.
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•
•
•
•
•

This document is for information only and is not legal advice.
For legal advice see a lawyer. Lawyer Referral service in BC:
https://www.accessprobono.ca/our-programs/lawyer-referral-service
A notary may draft documents but cannot give legal advice.
Review the laws and regulations to confirm details and look for any changes.
Canlii.org is a free website for looking up laws, regulations and decisions of courts,
boards and tribunals.

This Document Addresses
•
•
•
•
•

Advance Directives
Representation Agreements
Roles of ‘Representative’ and ‘Monitor’
Supported Decision-Making
Clarifying beliefs, values and wishes
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Decision-Making Rights of Capable Adults
Every adult who is capable of giving or refusing consent to health care has:
• The right to give or refuse consent on any grounds, including moral or religious grounds,
even if the refusal will result in death.
• The right to select a particular form of available health care on any grounds, including
moral or religious grounds.
• The right to revoke consent.
• The right to expect their decision will be respected, and
• The right to be involved to the greatest degree possible in all case planning and decisionmaking.
Different legislation applies for people getting psychiatric health care who are involuntarily
admitted under the Mental Health Act. Even if a person is involuntarily committed, their
Advance Planning choices could still apply to their non-psychiatric health care. The Mental
Health Act is not an area we will explore in this document.

Concept of ‘Consent’
A person consents to health care if:
• Consent relates to the proposed health care.
• Consent is voluntary and not obtained by fraud or misrepresentation.
• The person can decide to give or refuse consent.
• The health care provider gives information including:
o the condition for which the health care is proposed.
o the nature, risks and benefits of the proposed health care.
o alternative courses of health care.
• There is an opportunity to ask questions and receive answers.
These requirements apply when a person makes a decision for themselves and when a
Representative makes a substitute decision
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Advance Directive (AD)
ADs enable an adult to give or refuse consent to various kinds of health care. ADs state your
wishes on specific possible treatments in certain circumstances (e.g., how to proceed in the event
of complications during surgery while you are anesthetized).
You must be capable when creating an AD. Instructions in the AD must be treated as wishes you
expressed while capable, and therefore should be followed by your Representative.
The AD must be clear, specific and relevant to your health condition and proposed health care.
If it is not, it may not meet the requirements of consent.
ADs may also be used alongside a Representation Agreement and be used to direct healthcare
providers in decision-making when you are incapable.
Examples of decisions an AD may address:
• End of life issues, such as CPR, ventilators, artificial feeding and hydration, and comfort
care.
• Faith-based issues, such as use of blood products or abortion.
• Treatment issues, such as surgery, chemotherapy, radiation, dialysis, antibiotics.

ADs and Representation Agreements
In your Representation Agreement, you may state that a healthcare provider can act in
accordance with a healthcare instruction within your AD without the consent of your
Representative.
In many situations, a Representation Agreement 9 (RA9) is the most comprehensive way of
having your values, wishes and beliefs represented when you are incapable.
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Directions to Healthcare Providers
A healthcare provider is not required to make more than a reasonable effort to determine if you
have an AD, or a Committee or Representative.
A healthcare provider:
• May provide health care if the AD gives consent to specific health care, and
• Must not provide health care if the AD refuses consent to that health care.
A health care provider must inform you about:
• Your illness or condition;
• Proposed treatment along with its risks and benefits; and
• Alternatives.
Your AD must state that you know that:
• A health care provider may not provide to you any health care for which you refuse
consent in the AD; and
• A person (a Temporary Substitute Decision Maker) may not be chosen to make decisions
on your behalf about any health care for which you have given or refused consent in the
AD.

When Does an AD Not Apply?
An AD will not be followed if a healthcare provider reasonably believes that:
• The instructions in the AD do not address the health care decision to be made.
• The instructions in the AD are so unclear that it cannot be determined whether you have
given or refused consent.
• Your wishes, values or beliefs in relation to a healthcare decision significantly changed,
and the change is not reflected in the AD.
• There have been significant changes in medical knowledge, practice or technology that
might benefit you since the AD was made.

Changing or Revoking an AD
There is a legal process for changing or revoking an AD.
You may change or revoke an AD unless you are incapable of understanding the nature and
consequences of the change or revocation.
A change must be in writing and must be signed and witnessed in the same manner as an AD.
You may revoke an AD by making another document, including a subsequent AD, and
expressing in it an intention to revoke the AD; or by destroying the AD with the intention of
revoking it.
It is good practice to inform anyone who had a copy of the previous AD.
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Representation Agreements (RAs)
Completing an RA
A lawyer or notary is not needed to complete a RA but may be used if you wish. Original
signatures are required. You cannot use electronic signatures.
Signatures for representatives and alternates do not need witnesses.
RA forms can be found on the Nidus or Government of British Columbia websites.
These forms allow you to name a Representative and an Alternate Representative. The Alternate
Representative will act only if the Representative cannot. A Representative and Alternative
Representative cannot act jointly. The two forms are publicly available at no charge. Neither
form provides a Monitor option. Monitors are not commonly assigned for an RA9.
Find the Nidus form at http://www.nidus.ca/PDFs/Nidus_Form_RA9.pdf
Find the Government of British Columbia form at
https://www2.gov.bc.ca/assets/gov/health/managing-your-health/incapacityplanning/representation_agreement_s9.pdf?bcgovtm=buffer
In response to COVID-19, the Minister of Public Safety and Solicitor General now allows
Electronic Witnessing of Enduring Powers of Attorney and RAs:
https://www.bclaws.ca/civix/document/id/mo/mo/2020_m162
Note: The instructions in this order may change over time.
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How will Others Know I have an RA?
You can notify others of your RA in a number of ways:
• Make a wallet card similar to this
one. Wrap it in clear packing tape
to make it water-resistant. Blank
wallet cards can be found at the
end of this document.
• Many smart phones allow health
information to be accessed during
an emergency. Add emergency
contacts to your phone’s
emergency health information.
Your Representative(s) should be
your first emergency contact(s).
• Inform your family doctor or nurse
practitioner. Ask them to note or
make a copy of your RA for your
health record.
• Inform or provide a copy of your
RA to specialists you see.
• Include your RA as an emergency
document on your fridge door.
• Register and upload your RA with
Nidus, where you can share
documents with your
Representative and Monitor. There is a cost for this service. (https://www.nidus.ca/newregistry-users-steps-to-register/)

RAs Made Outside of British Columbia
BC law may recognize an RA for health care or personal care decisions if it was created by
residents of:
• Canada
• USA
• United Kingdom of Great Britain and Northern Ireland
• Australia
• New Zealand
Other countries may also recognize Canadian RAs.
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Canadian Representation Agreement Documents
Yukon - The substitute decision-maker document is called a representation agreement. The
substitute decision-maker is called a representative. The supportive decision-maker document is
called a supported decision-making agreement. The supportive decision-maker is called an
associate decision-maker.
Alberta - The substitute decision-maker document is called a personal directive. The substitute
decision-maker is referred to as the agent. The supportive-decision-maker document is called a
supportive decision-making authorization. The supportive decision-maker is referred to as the
supporter.
Saskatchewan - The substitute decision-maker document is called a health care directive. The
substitute decision-maker is called a proxy.
Manitoba - The substitute decision-maker document is called the health care directive. The
substitute decision-maker is called a proxy.
Ontario – The substitute decision-maker document is called a power of attorney for personal
care. The substitute decision-maker is called the attorney.
Quebec - The substitute decision-maker document is called a protection mandate. The substitute
decision-maker is called a mandatary.
Nova Scotia - The substitute decision-maker document is called a personal directive. The
substitute decision-maker is called a delegate.
New Brunswick - The substitute decision-maker document is called an enduring power of
attorney for personal care. The substitute decision-maker is called an attorney for personal
care.
Prince Edward Island - The substitute decision-maker document is called a health care
directive. The substitute decision-maker is called a proxy.
Newfoundland - The substitute decision-maker document is called an advance health care
directive. The substitute decision-maker is called a substitute decision maker.
Northwest Territory – The substitute decision-maker document is called a personal directive.
The substitute decision-maker is called an agent.
Nunavut – has no legislation
RAs made outside of British Columbia are valid only if:
• It was validly made where the person resided, and where the Agreement was made.
• It continues to be in effect where the Agreement was made.
• It is accompanied by a certificate from a lawyer where Agreement was created, stating
the above conditions have been met.
• It allows for decisions of a Representative to be consistent with decisions allowed for by
a BC RA.
• Decisions allowed by a Representative are consistent with decisions allowed by a BC
RA.
• The Representative and the represented person are at least 19 years of age.
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An example of a certificate that must be completed by a solicitor or lawyer in in an outside
jurisdiction to allow the legal document to be recognized in BC can be found at:
http://www.nidus.ca/PDFs/Nidus_Info_Certificate_for_RA9_outsideBC.pdf

When an RA Ends
A RA ends when:
• You die.
• A court cancels the Agreement or appoints someone as a Committee.
• On the effective date the RA is revoked.
• Marriage or marriage-like relationship ends, if the Representative is a spouse (exceptions
below).
• The Representative becomes incapable, resigns or dies (exceptions below).
Exceptions include when:
• More than one Representative is named, and the Agreement provides that the remaining
Representative(s) may continue to act, or
• An Alternate Representative is named in the Agreement and is willing and able to act as
Representative.
• The representation agreement provides that it does not end in the event of the termination
of the marriage or marriage-like relationship.

Changing or Revoking an RA
Making a new agreement does not end the previous one.
To change or revoke the RA you:
• Must understand the nature and consequences of what you are doing.
• Must give written notice to each Representative, Alternate Representative, and Monitor
(if any).
A copy of the notice to revoke an RA must be given in one of the following ways:
• Sending a copy by registered mail to the person's last known address.
• Leaving a copy with the person.
• Leaving a copy at the person's address with an adult who resides with the person to be
notified.
• If the person carries on business, leaving a copy with an employee of the person at the
person’s business.
• Faxing a copy to the address provided by the person for notification purposes.
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Representative and Monitor Roles - In RA9 (Enhanced Powers)
Know Where the RA is Kept
The RA is an important document that needs to be available to the Representative(s) at any time.
The Representative(s) may need to produce a copy or the original RA.
• You can register the location of the original RA with Nidus.
• If you want reassurance that copies will be recognized, you can ask a lawyer or notary to
make a certified true copy and apply their seal.
• Keep your RA in a safe deposit box or in a secure drawer at home.

Duties of a Representative
A Representative must:
• Act honestly and in good faith.
• Exercise the care, diligence and skill of a reasonably prudent person.
• Act within the authority given in the RA.
Your Representative must consult with you, to a reasonable extent, to determine your current
wishes, unless the RA says your Representative only needs to comply with any instructions or
wishes you expressed while capable.
Consult to a reasonable extent means do your best, consult unless you cannot for practical
reasons, and consult but not to a point that causes harm. The idea is to keep you at the centre of
the process as much as possible.
‘Consulting to a reasonable extent’ might apply in the following example. Where a person who is
heavily medicated to manage chronic pain, the Representative decided she will not interrupt pain
medications in order to ask them non-urgent questions about their health care. The
Representative makes a decision informed by the person’s previously expressed wishes instead.
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When supporting you to make decisions or when making decisions on your behalf, your
Representative must comply with those wishes if it is reasonable to do so.
An example of a wish that is not reasonable to comply with is a documented wish regarding endof-life care that is impossible to fulfil, because a certain kind of treatment is unavailable.
If your current wishes cannot be determined or it is not reasonable to comply with them, your
Representative must comply with any instructions or wishes you expressed while capable.
On request, a court may exempt a Representative from the requirement to comply with any
instructions or wishes you expressed while capable.

Duties of a Representative: If Your Instructions or Expressed Wishes are Unknown
There are often unforeseen situations. If you are incapable and you have not provided
instructions relevant to that situation or condition, your Representative will make decisions
based on your known beliefs or values, or your best interests if they don’t know your beliefs
and values.

Limits to Decisions a Representative Can
Make
You are allowed to include conditions and
restrictions in your RA, and your
Representative must respect them.
The Representative must not:
• Interfere with your religious practices
unless you allowed it in the RA.
• Consent to non-therapeutic
sterilization.

Duties of Representative: Record-Keeping
A Representative must:
• Keep accounts and records concerning the exercise of their authority under the RA. (The
exception: if the RA clearly states the Representative is not required to keep specific
types of records.)
• Upon their request, produce accounts and other records for inspection and copying to
you, your Monitor and the Public Guardian and Trustee.

Records the Representative Must Keep
A Representative must keep a copy of any record made by you of your instructions, wishes,
beliefs and values.
A Representative must keep a record if your residence changes or your personal care or health
care needs change. Your Representative should record:
• What changed, and
• Their decision with respect to the change.
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A Representative may use either a paper journal or file, or an electronic record with appropriate
backups to an external hard drive or server.
A Representative should document all meetings with health care providers or long-term care
providers. All recorded entries should be dated.
A Representative should keep records about health care changes and decisions:
• Changes in your health status;
• Summaries of all meetings with health care team members, and long-term care
conferences; and
• All decisions made about health care.
A Representative should keep records of any residence changes and decisions, including your
admission to, or your continued residence in, a care facility.
Changes in residence include but are not limited to admission to:
• A community care facility licensed or designated under the Community Care and
Assisted Living Act, which provides residential care to adults;
• A private hospital licensed under the Hospital Act;
• An institution for the treatment of persons;
o Convalescing from or being rehabilitated after acute illness or injury, or
o Requiring extended care at a higher level than that generally provided in a
licensed private hospital.
A Representative must keep a description of the personal care decisions they made:
• Restricting a person from contacting or associating with you; (Record the nature of the
restriction and the decision they made.) and
• Allowing you to be physically restrained, moved or managed to provide necessary
personal care or health care to you despite your objections. (Record who physically
restrained, moved or managed you and why.)

Powers of a Representative
A Representative may request information and records about you, if the information or records
relate to:
• Your incapability; or
• An area of authority granted to the Representative.
A Representative has the same right to information and records as do you.
A Representative may consent for you to receive the services of a qualified person to do anything
you have authorized them to do (e.g., appointments with rehabilitation professionals, dental or
optometry services, escorts to appointments, barber services, foot care, private nursing). Paying
for those services requires a Financial RA7 or Enduring Power of Attorney.
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For a Representative for a Financial RA7 (Standard Powers), retaining an accountant to file
income taxes is another example of retaining the services of a qualified person.
Any agreement or undertaking by a Representative on your behalf is binding on you, even after
the Representative no longer has authority under the RA.

Undue Influence
Many adults will choose to make decisions with the input of others.
However, when decisions are being directed by others it is called undue influence.
•

•
•

Is the person named as your
Representative the person you freely
chose to represent you? Or were you
pressured to choose them?
Were you forced to sign a Representation
Agreement?
Is your Representative pressuring you to
make certain decisions?

All of the circumstances above indicate undue
influence.
Depending on the situation, different resolution
pathways may be available.
Adults may be more susceptible to undue influence in the following contexts:
• Lack of understanding of their legal right to make their own decisions
• Dominant or controlling relationships.
• History of abuse or neglect.
• Isolation resulting in dependence for physical, emotional, financial or other needs.
• Cultural deference to traditional authority.
• Impaired mental functioning.

Concerns About a Representative
A Representative’s behaviour, knowledge or personal situation may flag a concern:
• The Representative should not exert undue influence. If you still have capacity to make
your own decision, your Representative cannot override your choices. They can make
suggestions, but the decision is yours to make. You may make decisions that go against
their advice.
• If a Representative is involved in or ignoring abuse, neglect or exploitation, that is a
serious concern. If this abuse, neglect or exploitation cannot be resolved informally, you
or those who know you should consider legal help. You may be able to get free legal
assistance by contacting Seniors First BC. If anyone is in danger or needs immediate
assistance, consider calling 911. Many community agencies offer support to adults who
16

•
•
•

are experiencing abuse. Call the Seniors Abuse and Information Line at 604-437-1940 or
Toll Free: 1-866-437-1940.
If the Representative is mentally unstable or experiencing cognitive limitations, you
might not be being appropriately represented.
If the Representative cannot demonstrate an understanding of your medical and mental
health needs that is also a problem.
Involvement in disputes with your family members or loved ones may sometimes
indicate there is a problem.

If any of the above applies, you may wish to explore replacing your Representative with
someone more trustworthy as soon as possible. You can revoke your RA and appoint a new
Representative if you are capable of making those decisions.
Depending on the situation your Representative may choose to step aside and allow your
Alternate Representative (if any), to take over.
If you are no longer capable, someone can make an objection to the Public Guardian and Trustee
who will:
• Review the objection; and
• May conduct an investigation; and
• May apply to the court to change, revoke or cancel all or part of the RA.
If you are no longer capable someone can also report to a designated agency. They will
investigate reports of abuse, neglect, and self-neglect of vulnerable adults.
Designated agencies include:
• Health Authorities
• Community Living BC (for adult residents anywhere in British Columbia who are
eligible to receive community living support under the Community Living Authority Act).
• Providence Health Care Society (for adults in care at hospitals or facilities owned and
operated by Providence Health Care Society in the Lower Mainland.)
There is a helpful presentation ‘Elder abuse and Neglect: Legal Framework and Guiding
Principles for Best Practice in BC’ on the BCCRN website https://bccrns.ca/provincial-learningevent/

Resources
http://seniorsfirstbc.ca/wp-content/uploads/2016/04/factsheet-reporting-guardianship-actenglish.pdf
https://www.trustee.bc.ca/Documents/adultguardianship/Protecting%20Adults%20from%20Abuse,%20Neglect%20and%20Self%20Neglec
t.pdf

17

Duties and Powers of Monitors
A Monitor must make reasonable efforts to determine if a Representative is fulfilling their duties.
Monitors may be used, but are not commonly used, for RA9s. A Monitor may visit and speak
with you at any reasonable time. They must not be hindered from visiting or speaking to you by
anyone having custody or control.
If the Monitor believes a Representative may not be complying with their responsibilities, they:
• May require the Representative to produce accounts and other records and report on the
matters specified by the Monitor; and
• Must notify you and all Representatives of their reason for believing the Representative is
not complying with their responsibilities.
The Monitor must promptly inform the Public Guardian and Trustee if they still have reason to
believe the Representative is not complying with their responsibilities.

Resignation of Representatives and Monitors
Representatives, Alternate Representatives or the Monitor may resign by giving written notice to
the adult, other named Representatives and Alternate Representatives, and the Monitor (if any).
The resignation of a Representative, Alternate Representative or Monitor is effective when
written notice has been given, or on a later date specified in the written notice.

If a Monitor Resigns, Dies, Becomes Incapable or is Unable to Act as a Monitor
If a Monitor is not required under the Act for this type of RA (i.e., Health Care and Personal
Care RA7 and RA9), the RA can continue. There is no need to appoint another Monitor or make
any other changes to the RA. There is no suspension if the RA says that the authority of each
Representative is not suspended in these circumstances.
If it is a Financial RA7 the authority given to each Representative is suspended until a new
Monitor is appointed, or a court determines that a Monitor is not required.

Process for Replacing or Removing Monitors
On request by a Representative or other interested person, the Public Guardian and Trustee may
appoint a Monitor to replace one named in a RA if they are unsuitable, or no longer able to act,
or ceased to act as Monitor; and you are incapable of making a new RA.
If the Public Guardian and Trustee declines to appoint a Monitor or if any interested person is
dissatisfied with the Public Guardian and Trustee's decision, on application by any interested
person the court may do one or more of the following:
• Determine that a Monitor is not required.
• Confirm, vary or reverse the Public Guardian and Trustee's decision.
• Make any decision that the Public Guardian and Trustee could have made.
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Confidentiality
By law a Representative or a Monitor must keep personal, financial and health information
confidential unless disclosure is required:
• To perform their duties.
• By the Public Guardian and Trustee.
• By a court.
• By law (e.g., police investigation)

Liability
A Representative who complies with their duties is not liable for your injury or death.
A Monitor is not liable for a Representative’s act or failure to act if the Monitor acts honestly
and in good faith, and exercises the care, diligence and skill of a reasonably prudent person.

Payment of a Representative, Alternate Representative or Monitor
A Representative, Alternate Representative or Monitor is not entitled to be paid unless:
• The RA authorizes and sets the amount or rate of the payment.
• The Representative, Alternate Representative or Monitor applies to the court and the
court authorizes payment.
• The court ordered the Public Guardian and Trustee to be a Representative, Alternate
Representative or Monitor.
A Representative or Monitor is entitled to be reimbursed from your assets for reasonable
expenses properly incurred in performing their duties.

A Representative Must Consult
Your Representative must consult with you, to a reasonable extent, to determine your current
wishes. The only exception is if your RA says that your Representative only needs to comply
with any instructions or wishes you expressed while capable.
If you are able to make a decision with the support of your Representative, then your
Representative needs to comply with your decision if it is reasonable to do so.
On request, a court may exempt a Representative from the requirement to comply with any
instructions or wishes you expressed while capable.
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Supported Decision-Making
Supported decision-making is when anyone gets the support of friends, family members, and
professionals to help them understand the situations and choices they face, so they make their
own decisions.1
For people with disabilities this support is often critical to exercising their rights.
Capability and incapability are not
binary or black and white conditions.
There are grey areas where people
are capable of decision-making with
support.
You make your own decisions when
you are capable.
When you are unable to make a
decision even with support, your
Representative can make a substitute
decision for you.

1

Seniors First BC. Supported Decision Making. http://seniorsfirstbc.ca/for-professionals/supported-decisionmaking/ Accessed on Sep. 4, 2020
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Most of us make decisions after consulting people we trust (the middle box). Decision-making is
often a social process. We might get help from others who understand things better than we do,
or who help us think about how we might apply our values to choices we need to make.
Supported decision-making is based on the principle that people with disabilities are entitled to
equality, and respect for their decision-making autonomy. It is essential to provide support with
decision-making rather than controlling decision-making. In supported decision-making the adult
makes the decision themselves.
By supporting your decision-making when you are less capable, your preferences and choices are
respected. Your Representative respects that you are capable of making decisions with support,
and then your Representative respects those decisions that you have made with support.
By supporting rather than controlling decisions, your autonomy is maximized and respected.

Legal Requirements
Representatives and health care providers must ‘support’ decision-making and comply with
those decisions when possible.
All adults have the right to decision-making support and communication support when making
health care or ‘care facility’ admission decisions. ‘Care facilities’ are defined in the Health Care
Consent and Care Facility Admission Act. 2
People with different abilities need different supports to be involved in decision-making.
Equality means everyone gets the reasonable supports they need to be included.
Your Representative must try to determine your current wishes when they are not apparent to
others and help to communicate those wishes when necessary.

2

‘Care facility’ is defined in the Health Care Consent and Care Facility Admission Act to include:
A community care facility that is licensed or designated under the Community Care and Assisted Living Act, and
provides residential care to adults
A private hospital licensed under Part 2 of the Hospital Act;
An institution designated as a hospital under the Hospital Act for the treatment of persons convalescing from or being
rehabilitated after acute illness or injury, or requiring extended care; and
Any other facility, or class of facility, designated by regulation as a care facility, but does not include a service provider
under the Community Living Authority Act.
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Decision-Making
Decision-making is often an interdependent process and not an end in itself, but rather, a process
to reach a goal.3
When supporting decision-making of anyone who is or was in a relationship, it may be important
to understand if and how decisions are or were made as a couple. 4
• Is there a history of and comfort with joint decision-making?
• Is there a pre-existing power differential?
• Do goals and values differ within the couple?
• Have goals and values changed over time?
When supporting decision-making, it may also be important to understand cultural aspects of
decision-making.
A few examples include:
• Is there a history of cultural deference to experience, age, family, authority, expertise or
religion?
• Is the adult’s historical decision process familial or communal versus individual?
• What can you learn about the person’s culture and decision processes that might help you
better support them?

Capability
Capability may fluctuate over time with some chronic conditions.
Decision-making may be difficult due to a temporary or reversible condition. Examples include:
• Physical conditions (e.g., infections, dehydration, malnutrition, delirium, pain);
• Sensory deficits (e.g., hearing loss, vision loss);
• Medication side effects; or
• Brain injury;
•
Psychological conditions such as stress, grief, depression, and disorientation.1
Is it possible to postpone important decisions until capability has been restored?
• Would you benefit from medical care and recovery time?
• Would moving back home to a more familiar environment reduce delirium and improve
decision-making?
• Would hearing aids and glasses help?
• Would time reduce medication side effects, or are a reduced number of medications an
option?
• Is it possible to address the psychological condition causing reduced capability? Would
time help reduce grief and depression that affects decision-making?

3

Research and Practice in Intellectual and Developmental Disabilities, 2014 Vol. 1, No. 1, 34–45,
http://dx.doi.org/10.1080/23297018.2014.902726
4

Osamor, P.E., Grady, C. Autonomy and couples’ joint decision-making in healthcare. BMC Med Ethics 19, 3 (2018).
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Does ableism and ageism affect how a person’s capability is perceived?

Strategies for Communication
Examples of how communication can be adapted to needs include:
• Allowing more time to describe needs.
• Meeting in a quiet place.
• Using clear and simple language.
Recognize that decision-making ability may vary from day to day.
Communication may need to be adapted to the person’s abilities:5
• Communicate relevant information clearly.
• Don’t introduce irrelevant information.
• Provide support to make better decisions when emotions run high or during times of high
stress. Most people find it more difficult to make decisions when they are anxious or
depressed.
• Avoid making recommendations.
• There should be no limitation on the amount of support required.
Supportive decision makers ‘support’ a person to:6
• Understand the issues involved in a decision;
• Understand the consequences of a decision;
• Access appropriate assistance or information to help the person make a decision; and
• Express the adult’s views, and act as interpreter where needed.
A supportive decision maker can help others to:
• Truly hear or understand the person requiring support;
• Appreciate the person’s needs, rights, values, preferences and goals; and
• Respect the adult’s autonomy, dignity and wisdom, that is, help prevent discrimination
and bias linked to disability.

5

Ho A, Jameson K, and Eiser A 2017. Sowing the SEED for patient empowerment. American Journal of Bioethics 17 (11):42–
45. doi:10.1080/15265161.2017.1378762.
6

BC Law Institute, Health Care Consent Report, 2019 https://www.bcli.org/wordpress/wp-content/uploads/2019/02/HCC_reportFinal_web_Mar-29-2019.pdf pp.86-87, Accessed on Sep 4, 2020
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My Beliefs, Values & Wishes: Preparing for a Conversation with My
Representative
Advance Care Planning is important even if you don’t want to create a RA.
For example, Advance Care Planning could help your Temporary Substitute Decision Maker,
who has similar duties to consult and consider your previously expressed wishes. Appointing a
Representative can be a part of advance care planning, but it is not the only option, especially if
you do not know anyone you would trust with this role.
With an Advance Care Plan, the people caring for you will be able to make decisions on your
behalf about starting, continuing or stopping medical treatment, your personal care, and facility
or residential placement if necessary. They would base these decisions on:
• Your instructions and wishes while you were still capable;
• Your beliefs and values if your instructions and wishes are not known; or
• If none of these are known, your best interests.
There is no right or wrong way to create a plan. This is one tool and there are many others.
Talking to your Representative or Substitute Decision Maker will help them understand what is
important to you. Writing down your beliefs, wishes and values and sharing them with your
Representative or Substitute Decision Maker will help them support you when you are incapable
or experiencing challenges with decisions.
There is also no right or wrong way to document beliefs, values and wishes.
Some people will respond to a list of questions. (See our examples on the next page.) Some may
write a letter; others may make an audio or video recording.
It is important your Representative knows your beliefs, values and wishes.
The questionnaire called My Beliefs, Values and Wishes on page 33 can help you document your
beliefs values and wishes.
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Beliefs
The following questions are meant to help think about what makes life meaningful, what is
important, and what ‘quality of life’ means personally.
What do I believe?
1. What is my belief system? Do I have a motto that I live by? What do I believe in?
2. What cultural, religious or spiritual beliefs are important to me? (e.g., care of my body,
cultural practices, rituals, spiritual care provider visit when very ill, respect for non-belief
in deity or hereafter)
3. What are my personal beliefs or thoughts about illness, pain and suffering?
4. What are my personal beliefs and thoughts about dying?

Values
Think about what you value:
1. What three things about me should my health care team know to care for me well?
2. What are the things in my life that matter most to me? (e.g., being busy, achieving things,
time to reflect or read, relationships with friends/family, my faith, experiencing nature,
watching TV, volunteering, work, a hobby, music)
3. Do I have future goals? What are they?
4. What makes life meaningful for me now?
5. What gives me comfort or joy? (e.g., listening to music, being with people I love, being
outdoors)
6. What helped me cope during past health problems?
7. When I think about living with a serious chronic condition or disability, what do I worry
about? What do I fear?
8. What do I think and feel about the process of dying?
9. How would I deal with a conflict between quality or quantity of life?

Wishes and Instructions: Other People
1. Who are the most important people in my life?
2. How important are the wishes of other family members or friends? Should their wishes
be considered when it comes to my care?
3. If I am seriously ill, are there any people I would like my Representative to inform or to
consult with? Who are they?
4. Are there people I would not want involved?
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5. Are there specific people, or types of people I do not want to see if I am ill or dying?
6. What kinds of support do I want my family or loved ones who may assist with my care to
have (e.g., respite, home nursing)?
Many people worry about being a burden on family or loved ones who are helping with care.
Most people or families can provide care if they have enough support.

Wishes and Instructions: Living Arrangements
‘Home’ can be found in many places.
The diagram shows some examples of places a person
might live in during their life. There are many other
types of living arrangements. Separate hospice
facilities do not exist in many parts of British
Columbia.
I am comfortable with my current living arrangements:
• Yes
• No
I am more comfortable:
• Living alone
• Living with other people
Do I want any of these factors to be considered in my living arrangements?
• Proximity to friends/family
• Familiar neighbourhood
• Facility reputation
• Privacy
• Cost
• Quality of space (e.g., shared, brightness, windows, temperature, rooms can be
personalized)
• Facility religious affiliation / no religious affiliation
• Overall quality of care provided (e.g., average daily time spent with residents, frequency
of showers/baths)
• Access to various services (laundry, recreation, support with medications, transportation)
• Inclusive and affirming of sexual and gender minority residents and family, or ethnicity
• Ability to go outside, quality of outdoor green space
• Other ________________________________
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Examples of Circumstances or Outcomes that may Influence Treatment Decisions:
My Representative may be asked to make treatment decisions based on current negative
circumstances in my life. Sometimes my Representative’s decisions might result in foreseeable
negative outcomes.
Do I want my Representative to make treatment decisions when faced with these negative
circumstances or potential outcomes? If so, what do I want them to do? Some examples follow:
Treatment-Related:
• Ongoing confusion or fuzzy thinking due to needed medications
• Ongoing lack of privacy due to care needs
• Ongoing reliance on machines or tubes for living
Mental or Social Symptoms:
• Ongoing unconsciousness
• Chronic agitation and confusion that can’t be addressed through social, environmental or
chemical means
• Ongoing inability to make my own decisions
• Ongoing inability to recognize and communicate with others
Physical Symptoms:
• Chronic nausea
• Ongoing frequent choking during feeding
• Ongoing struggle to breathe
• Ongoing inability to control bladder or bowels
Activities of Daily Living:
• Ongoing inability to feed myself
• Ongoing inability to wash and clothe myself
• Ongoing inability to go to places independently
Are there circumstances or outcomes that would influence my decision about treatment options?
It is important that my Representative knows what I want and don’t want.

Wishes and Instructions: Dying
What do I think of as a ‘good death’?
How important is it that I live as long as possible? What might change my mind?
Do I want to live as long as possible using all appropriate interventions? Do I want to be allowed
to die? In what circumstances would I want to be allowed to die?
It is important that my Representative knows what I want and don’t want.
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Wishes and Instructions: Nearing Death
If I was nearing death, what would I want to make things better for me?
Hospice palliative care helps improve the quality of life of a person dying of a life-threatening
illness by preventing and relieving suffering. Hospice palliative care also supports family
members and loved ones to help them manage the details and emotional challenges of caring for
a dying person.
Hospice palliative care can be provided in many settings including my home. Hospice palliative
care can also provide support to loved ones after death.
“Hospice palliative care services usually include:
• Basic medical care with a focus on pain and symptom control.
• Medical supplies and equipment as needed.
• Counselling and social support to help me and my family with psychological, emotional,
and spiritual issues.
• Guidance with the difficult but normal issues of life completion and closure.
• A break (respite care) for caregivers, family, and others who regularly care for you.
• Volunteer support, such as preparing meals and running errands.
• Counselling and support for my loved ones after I die.”7
If I am dying, would I prefer to be at home, in a hospice setting or in the hospital? What might
change my mind about my choice?
Do I agree to palliative sedation therapy if appropriate to the circumstances of my dying?
Palliative/terminal sedation uses sedatives to relieve extreme suffering by making a patient calm,
unaware, or unconscious. Palliative sedation is for patients who have symptoms that cannot be
controlled with other treatment. The goal of palliative sedation is to make the end of life more
comfortable, not to result in shortened life. It may be used when all other palliative interventions
have been considered and are not possible or acceptable.
What thoughts do I have about what I would like my death to be like? (e.g., family and friends
around, religious or spiritual support, no conversations or contact about religion or spirituality,
music)

Wishes and Instructions: Cardiopulmonary Resuscitation (CPR)
Cardiopulmonary resuscitation is a set of procedures used to restart the heart or breathing if they
stop.
CPR may involve chest compressions, attempted defibrillation, injection of drugs and ventilation
of the lungs.

7

Quoted from: Health Link BC. Hospice Palliative Care https://www.healthlinkbc.ca/health-topics/aa114690
Accessed on October 5, 2020
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The outcomes of CPR vary greatly based on personal and contextual circumstances. Canadian
outcomes are hard to find. If adult CPR is started in the community, survival rates to the end of
hospitalization are no more than 10%. If adult CPR is started in the hospital, hospital discharge
survival rates are about 20%. CPR survival decreases with age and illness severity.
CPR is followed by prolonged treatment in an intensive care unit, which often includes artificial
ventilation.
Most people who survive CPR return home while about a quarter require alternate care, like a
rehabilitation centre or long-term care facility.
There is a risk of broken ribs and internal injuries arising from CPR, particularly for older
seniors. A small number of people may be left with brain or thinking problems, especially if CPR
is delayed. However, most people who survive after CPR, especially those who are young and
relatively healthy, can go back to living a fairly normal life.
A Canadian video to help with the CPR decision can be found at
https://www.youtube.com/watch?v=aE6bmNTUe5E or search for “CPR CARENET” in
YouTube. (length 7:07)
I may choose to wait to make a decision about CPR. Deciding about CPR may be most relevant
if I am facing a health issue that includes the possibility of cardiac arrest or approaching the
natural end of life. Unless I provide instruction ahead of time to not conduct CPR, a person who
knows CPR will normally provide it.
If I stopped breathing or my heart stopped beating, I would like:
• To have CPR;
• Not to have CPR; or
• To decline CPR if;
o I have an incurable injury or illness where I am expected to die soon anyway,
o Other (e.g., no one is with me at the time my heart and breathing stop and CPR
cannot be started immediately).

If I Have an Injury or Illness
If I have an injury or illness it may be helpful to know:
• Where I am on my health journey?
• What information about my illness or injury that I currently don’t know is important for
me to know? How will I get this information?
• Based on my illness or injury, what may happen in the future?
• What considerations would I like to include in my future care?
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Alternative Tools to Prepare for a Conversation with Your Representative
If you prefer, there are other tools you can use to help you think about and document your
beliefs, values and wishes.
The Equity in Palliative Approaches to Care Collaborative (2020) tool is simple and has a strong
focus on ‘end of life’. http://www.equityinpalliativecare.com/
The Speak Up Advance Care Planning: BC Workbook site allows you to email a PDF of your
beliefs, values and wishes to yourself. http://www.speak-upinbc.ca/make-a-plan/

When to Revisit your RAR
Revisit your RA when:
• Your personal circumstances change
• Your Representative’s personal circumstances have changed (e.g., availability, capability,
relationship with you)
• You identify someone who may be a better Representative
• RA law has changed
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Next Steps
1. Confirm that the person you chose is willing to take on the duties and responsibilities of a
Representative.
2. Think about your beliefs, values and wishes. Use the questions and questionnaire
provided to help with describing them to the person who may be called on to make
decisions on your behalf.
3. Talk about your beliefs, values and wishes with your Representative. This is the
most important step of all. If you have been unable to get a Representative, then speak
with your family and friends. It may also be helpful to discuss your beliefs, values and
wishes with your loved ones so there is no conflict and no surprises.

4. Document or record your beliefs, values and wishes to support your Representative(s)
with the difficult decisions they may be asked to make. Share your document or
recording with your Representative. You may choose to do a video or audio recording.
5. If you are going to have a RA, complete the RA form. This is very important and
often takes less than an hour. Be sure to talk to your Representative and Substitute
Decision Maker before this. Without a conversation, this step is meaningless.
6. Share the name of your Representative(s) with your loved ones so there is no conflict and
there are no surprises.
7. Inform your health care providers about your RA. You can ask them to note the names of
your Representative(s) in your health file.
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Blank Wallet Cards
•
•
•
•
•

Complete information on the wallet card.
Cut out the card.
Fold the card.
Wrap the card in clear packing tape to make it water-resistant.
Put the card in a visible location in your wallet or purse.

In Case of Emergency
My name:
My Address:

In Case of Emergency
My name:
My Address:

My Date of Birth:

My Date of Birth:

My representative has a copy of my
representation agreement. (See reverse)

My representative has a copy of my
representation agreement. (See reverse)

In Case of Emergency
My Representative:
Address:

In Case of Emergency
My Representative:
Address:

Phone Number: ___________________
Alternate Representative:
Address:

Phone Number: ___________________
Alternate Representative:
Address:

Phone:

Phone:

Links to RA Forms
Find the Nidus RA9 form at http://www.nidus.ca/PDFs/Nidus_Form_RA9.pdf
Find the Government of British Columbia RA9 form at
https://www2.gov.bc.ca/assets/gov/health/managing-your-health/incapacityplanning/representation_agreement_s9.pdf?bcgovtm=buffer
Find the Nidus RA7 form at http://www.nidus.ca/PDFs/Nidus_Form_BasicRA7All.pdf
Find the Government of British Columbia RA7 form at
https://www2.gov.bc.ca/assets/gov/health/managing-your-health/incapacityplanning/representation_agreement_s7.pdf
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My Beliefs, Values and Wishes: Questionnaire
This tool may help you express your beliefs, values and wishes.
With an Advance Care Plan, the people caring for you will be able to make decisions on your
behalf about starting, continuing or stopping medical treatment; your personal care; and facility
or residential placement if necessary. They would base these decisions on:
•
•
•

Your instructions and wishes while you were still capable,
Your beliefs and values if your instructions and wishes are not known, or
Your best interests, if your wishes or instructions are not known.

There is no right or wrong way to create a plan. This is just one tool and there are many others.
Talk to your Representative or Substitute Decision Maker to help them understand what is
important to you. Record your beliefs, wishes and values: they will help your Representative or
Substitute Decision Maker support you when you are incapable or having challenges with
decisions.
There is no right or wrong way to record your beliefs, values and wishes.
Some people complete questionnaires like the one on the pages that follow. Others may write a
letter or make an audio or video recording. Some may do both.
Whatever way you choose to record your beliefs, values, and wishes, it is important your
Representative knows what they are.
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Name: ________________________________

Date: ___________________________

Beliefs
What makes life meaningful? What is important? What does ‘quality of life’ mean to me?
5. What is my belief system? Do I have a motto that I live by? What do I believe in?

6. What cultural, religious or spiritual beliefs are important to me? (e.g., care of my body,
cultural practices, rituals, spiritual care provider visit when very ill, respect for non-belief in
deity or hereafter)

7. What are my beliefs or thoughts about illness, pain and suffering?

8. What are my beliefs and thoughts about dying?
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Values
10. What three things about me should my healthcare team know in order to care for me well?

11. What are the things in my life that matter most to me? (e.g., Being busy, achieving things,
time to reflect or read, relationships with friends/family, my faith, being in nature, watching
TV, volunteering, work, a hobby, music)

12. Do I have future goals? What are they?

13. What makes life meaningful for me now?

14. What gives me comfort or joy? (e.g., listening to music, being with people I love, being
outdoors)

15. What helped me cope during past health problems?
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16. When I think about living with a serious chronic condition or disability, what do I worry
about? What do I fear?

17. What do I think and feel about the process of dying?

18. How would I deal with a conflict between quality or quantity of life?
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Wishes and Instructions: Other People
7. Who are the most important people in my life?

8. How important are the wishes of other family members or friends? Should their wishes be
considered when it comes to my care?

9. If I am seriously ill, are there any people I would like my Representative to inform or to
consult with? Who are they?

10. Are there people I do not want to involve?

11. Are there specific people, or types of people I do not want to see if I am ill or dying?

12. What kinds of support do I want my family or loved ones who may assist with my care to
have (e.g., respite, home nursing)? Many people worry about being a burden on family or
loved ones who are helping with care. Most people or families can provide care if they have
enough support.
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Wishes and Instructions: Living Arrangements
‘Home’ can be found in many places.
The diagram shows some examples of places a person
might live in during their life. There are many other types
of living arrangements. Separate hospice facilities do not
exist in many parts of British Columbia.
I am comfortable with my current living arrangements:
• Yes
• No

Explain:
_____________________________________________________________________________

__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
I am more comfortable (check one):
• Living alone
• Living with other people
Do you want any of these factors to be considered in my living arrangements? (Check all that
apply.)
• Proximity to friends/family
• Familiar neighbourhood
• Facility reputation
• Privacy
• Cost
• Quality of space (e.g., shared, brightness, windows, temperature, rooms can be
personalized)
• Facility religious affiliation / no religious affiliation
• Overall quality of care provided (e.g., average daily time spent with residents, frequency
of showers/baths)
• Access to various services (laundry, recreation, support with medications, transportation)
• Inclusive and affirming of sexual and gender minority residents and family, or ethnicity
• Ability to go outside, quality of outdoor green space
• Other
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Explain:

Wishes and Instructions: Circumstances or Outcomes that May Influence Treatment
Decisions
My Representative may be asked to make treatment decisions based on current negative
circumstances in my life. Sometimes my Representative’s decisions might result in foreseeable
negative outcomes.
Do I want my Representative to make treatment decisions when faced with these negative
circumstances or potential outcomes? If so, what do I want them to do? Some examples follow:
Treatment-Related: (Check any that apply.)
• Ongoing confusion or fuzzy thinking due to needed medications
• Ongoing lack of privacy due to care needs
• Ongoing reliance on machines or tubes for living
What I want my Representative to do:

Mental or Social Symptoms: (Check any that apply)
• Ongoing unconsciousness
• Chronic agitation and confusion that can’t be addressed through social, environmental or
chemical means
• Ongoing inability to make my own decisions
• Ongoing inability to recognize and communicate with others
What I want my Representative to do:

39

Physical Symptoms: (Check any that apply.)
• Chronic nausea
• Ongoing frequent choking during feeding
• Ongoing struggle to breathe
• Ongoing inability to control bladder or bowels
What I want my Representative to do:

Activities of Daily Living: (Check any that apply.)
• Ongoing inability to feed myself
• Ongoing inability to wash and clothe myself
• Ongoing inability to go to places independently
What I want my Representative to do:
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Wishes and Instructions: Dying
1. What do I think of as a ‘good death’?

2. How important is it that I live as long as possible? What might change my mind?

3. Do I want to live as long as possible using all appropriate interventions? Do I want to be
allowed to die? In what circumstances would I want to be allowed to die?

Wishes and Instructions: Nearing Death
Hospice palliative care helps improve the quality of life of a person dying of a life-threatening
illness by preventing and relieving suffering. Hospice palliative care also supports family
members and loved ones to help them manage the details and emotional challenges of caring for
a dying person.
Hospice palliative care can be provided in many settings including in homes. Hospice palliative
care can also provide support to loved ones after death.
Hospice palliative care services usually include:
• Basic medical care with a focus on pain and symptom control.
• Medical supplies and equipment as needed.
• Counselling and social support to help you and your family with psychological,
emotional, and spiritual issues.
• Guidance with the difficult but normal issues of life completion and closure.
• A break (respite care) for caregivers, family, and others who regularly care for you.
• Volunteer support, such as preparing meals and running errands.

41

•

Counselling and support for your loved ones after you die.8

Would I want hospice palliative care? (Check one.)
• Yes
• No
If I am dying, would I prefer to be: (Check one.)
• At home
• In a hospice setting or
• In the hospital
• Location doesn’t matter, just keep me as comfortable as possible
What might change my mind about my choice?

Palliative sedation uses sedatives to relieve extreme suffering in patients by making them calm,
unaware, or unconscious. Palliative sedation is for patients who have symptoms that cannot be
controlled with other treatment. The goal of palliative sedation is to make the end of life more
comfortable, not to result in shortened life. It may be used when all other palliative interventions
have been considered and are not possible or acceptable. Do I agree to palliative sedation therapy
if appropriate to the circumstances of my dying? (Check one.)
• Yes
• No
What thoughts do I have about what my death should be like? (e.g., family and friends around,
religious or spiritual support, no conversations or contact about religion or spirituality, music)

8

Health Link BC. Hospice Palliative Care https://www.healthlinkbc.ca/health-topics/aa114690 Accessed October 5,
2020
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Wishes and Instructions: Cardiopulmonary Resuscitation (CPR)
CPR is a set of procedures used to restart the heart or breathing if they stop.
You may choose to wait to make a decision about CPR. Deciding about CPR may be most
relevant to those facing a health issue that includes possible cardiac arrest, or those approaching
the natural end of life. Unless you provide instruction ahead of time to not conduct CPR, a
person who knows CPR will normally provide it.
If I stopped breathing or my heart stopped beating, I would like: (Check one.)
• To have CPR
• Not to have CPR
• Not to have CPR if;
o I have an incurable injury or illness where I am expected to die soon anyway,
o Other (e.g., no one is with me at the time my heart and breathing stop and CPR
cannot be started immediately).

Reminder
Let your Representative or Substitute Decision Maker know when your beliefs, values or wishes
have changed.
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