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How to be a Patient Advocate
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A patient advocate, 

or support person, 

is someone who assists 

a patient in navigating 

the health care system. 

A patient advocate is 

not a legal role, nor is it 

the same as a Substitute 

Decision-Maker,  

although a Substitute 

Decision-Maker may also 

act as a patient advocate. 

HELPFUL
RESOURCES

Dying With Dignity Canada’s 

Support team can answer general 

questions about patient advocacy 

or provide navigation support. 

support@dyingwithdignity.ca 

1-844-395-3640

Download resources at
dyingwithdignity.ca

Navigating the health care system can be confusing 
and tiring. Managing appointments, remembering 
instructions, keeping track of tests and treatments, 
consulting specialists, refilling medications, and getting 
to and from a clinic can be overwhelming for someone 
suffering from pain, fatigue, nausea, or other symptoms 
of illness. It may be difficult for someone with impaired 
memory, speech, hearing, vision, or mobility, or whose first 
language is not English. Having a patient advocate can make 
the difference between managing a chronic illness well or 
experiencing a further decline in one’s health status.

A PATIENT ADVOCATE acts on the wishes and instructions of the 

patient but cannot make decisions on the patient’s behalf. A patient 

advocate can assist with managing care, coordinating appointments, 

taking notes, asking questions, clarifying information, and providing 

emotional support, while the patient is still competent. A health care 

provider or facility may seek confirmation from the patient that they 

have asked the patient advocate to assist them in their navigation of 

the health care system.

A SUBSTITUTE DECISION-MAKER is a person either appointed by 

the patient, or by operation of law, to make health care decisions for the 

patient after the patient is no longer capable of making their own decisions.

mailto: support@dyingwithdignity.ca
https://www.dyingwithdignity.ca/education-and-resources/


Becoming a Patient Advocate

A patient advocate 

can be a family 

member (chosen or 

biological), a friend, 

or neighbour – anyone 

who the patient trusts 

and with whom they are 

willing to openly discuss 

their health and care. 

Being a patient advocate 

requires time and 

commitment. The role 

can be shared with 

others, but the advocates 

must make time to 

communicate with each 

other and understand 

the patient’s needs and 

wishes if more than 

one is selected.   

OBTAIN CONSENT Personal health information is protected by privacy 

laws in each province and territory. Health care providers cannot share 

information about a patient without the explicit consent of the patient. 

Clinicians may ask the patient to give written permission for the 

patient advocate to be present and/or access health care information. 

Patients can specify the type and amount of health information that 

may be shared with the patient advocate. 

OBTAIN MEDICAL RECORDS If the patient is seeing multiple clinicians, 

it is helpful to have records of current and past treatments, medications, 

diagnostic test results, and other medical information. Patients can ask 

a clinician for a copy of their medical records at any time. Please note 

that there may be a reasonable fee to access records.

KEEP A TIMELINE OF HEALTH CARE AND TREATMENTS 

In addition, or as an alternative to full medical records, a simple timeline 

of current and past treatments, including illnesses and surgeries, tests and 

results, medications and other medical information can be very helpful 

when speaking with multiple health care providers. Take the time to 

help the patient recall and record their health history, as well as family 

history; these questions come up often in medical appointments. 
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Becoming a Patient Advocate

KEEP TRACK OF MEDICATIONS Compile and keep up to date a 

list of current medications, both prescription and over-the-counter 

drugs, and natural supplements or vitamins the patient may be taking, 

including doses. If a medication is discontinued, note the reason for 

future reference (e.g., side effects, allergy, ineffectiveness) and amend 

the medication list.

LEARN ABOUT AND SUPPORT PATIENT RIGHTS Health care laws 

and regulations vary by province and territory, but patients in Canada 

generally have the right to:

	 •	Have a patient advocate

	 •	Health care services without discrimination

	 •	Understand their health condition and the treatments 
		  available to them

	 •	Obtain a second opinion  

	 •	Have their Advance Care Plan/prior capable wishes respected

	 •	Have the authority of their Substitute Decision-Maker recognized

	 •	Accept, refuse, or discontinue medical treatments, and to change
		  their mind at any time 

	 •	Decline cardiopulmonary resuscitation
		  (in accordance with a DNR order)

	 •	 Refuse nutrition and hydration or any other aspects of care

	 •	 Receive pain and symptom management

	 •	 Receive palliative care (including palliative sedation) if it is
		  appropriate for their condition

	 •	Request an assessment for medical assistance in dying (MAID)

	 •	View, obtain, amend, and limit access to their own health record
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HELPFUL
RESOURCES

For information about 

patient rights, Dying With 

Dignity Canada has a helpful 

Patient Rights Guide
available for free online.

Download resources at
dyingwithdignity.ca
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Your role as a Patient Advocate

HERE ARE SOME RESPONSIBILITIES YOU MAY BE ASKED TO 

TAKE ON AS A PATIENT ADVOCATE:

	 •	Understand the patient’s health care wishes and help articulate them  

	 •	 Listen and take notes at appointments 

	 •	Ask questions and clarify information provided 

	 •	Arrange follow-up appointments after treatments or new medications 

	 •	 Reduce risk and complications

	 •	Arrange for extra care at home or in a care facility 

	 •	 Keep other family and loved ones informed, if the patient asks you to

TIPS FOR PREPARING FOR A MEDICAL APPOINTMENT:

	 •	 Bring a pen, paper, glasses, hearing aids or calendar

	 •	 Prepare a list of questions that the patient has and write them down

		  Questions could include: 

		  –	What are the risks of the treatment? 

		  –	What are the benefits?

		  –	Would there be any interactions with the patient’s current medications?  

		  – Are there other medications/treatments we could try that have
			   fewer side effects? 

		  – How long could we expect the treatment to take?  

		  – Where can we get a second opinion? 

	 •	 Prepare a list of concerns that the patient might have 

EXPRESS CONCERNS EFFECTIVELY If a patient has a negative 

experience in the health care system, there are processes in place to 

report issues. However, people who are very ill or frail usually do not 

have the energy to address their concerns. Having a patient advocate 

can be very helpful in these situations.

If the patient feels dismissed or uncomfortable with the recommendations 

for their care, support them in asking for a second opinion, if they want.
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The patient experience 

in the health care 

system can vary from 

person to person. 

It is important to be 

supportive and only 

act on the patient’s 

instructions. It is also 

key to maintain respect 

for and encourage the 

autonomy of the patient. 

The role of the patient 

advocate will vary 

based on need and 

comfort level.
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Your role as a Patient Advocate

If the patient wants help to file a complaint about their care, you can 

contact the Patient Ombudsman or the licensing body for the health 

care discipline involved (e.g., physicians, physiotherapists, nurses, etc.) 

in their province or territory. In hospital, complaints can usually be 

directed to the Patient Relations Department.

LOOK AFTER YOURSELF, TOO The role of a patient advocate can be 

weighty and difficult at times. It’s important to also manage your own 

physical and emotional needs.

	 •	Make sure you eat well, get enough sleep, and manage your stress.
		  Sometimes this requires setting boundaries and asking for help. 

	 •	 If you are a caregiver as well as a patient advocate and you need some
support, look for a caregiver support group near you. Most clinicians 
will be aware of groups in the area; or search for an organization 
related to the patient’s diagnosis (e.g., Alzheimer’s Society; MS Society; 
Cancer Society; Parkinson’s Society).

SUPPORT THE PATIENT’S PLANS FOR FUTURE HEALTH CARE 

Health care planning is important at all stages of life, but especially if 

there are ongoing health challenges. The patient should reflect on their 

beliefs and wishes regarding health care and consider creating documents 

that express those beliefs and wishes. A patient advocate can support 

the patient through Advance Care Planning and encouraging the patient 

to consider who their Substitute Decision-Maker should be. 

Advance Care Planning is the process of recording the patient’s values 

and wishes for future health care and medical treatment if they cannot 

speak for themselves. Advance Care Planning includes considering and 

documenting who the patient’s Substitute Decision-Maker should be. 

A Substitute Decision-Maker is a person entrusted by the patient to make 

health care decisions for them if they lose capacity to make their own 

decisions. The patient must appoint their Substitute Decision-Maker 

using an approved form for their province or territory.

If the patient advocate and the Substitute Decision-Maker are not the same 

person, then the patient advocate should be aware of who the Substitute 

Decision-Maker is. It may also be helpful for the patient advocate to be 

aware of the contents of the Advance Care Plan. 

HELPFUL
RESOURCES

For information about 

Advance Care Planning 

and selecting a Substitute 

Decision-Maker, Dying With 

Dignity Canada has a helpful 

Advance Care 

Planning Kit
available for free online.
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