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After you have received a diagnosis of dementia it is recommended that you start thinking 

and talking with loved ones about your personal values and wishes, especially with respect 

to future healthcare, personal care, financial decisions and how you want to be involved in 

decision making.  

Talking about your wishes with trusted friends and family members when you are still able 

to do so can give you a sense of control over your future and put your family more at ease. 

Even though talking about these topics can be difficult, it is only by having open 

conversations with your designated Substitute Decision Maker that your wishes can be 

honored. 

WHAT IS ADVANCE CARE PLANNING? 

Advance Care Planning (ACP) is a voluntary ongoing process of reflecting and sharing 

your wishes and values while you are still capable of making your own medical and 

personal care decisions. ACP is about having conversations with family and friends, 

especially your Substitute Decision Maker (SDM) about your treatment and care that 

reflects your choices, wishes, and values.  

ACP is also about appointing a SDM and making him/her more confident and comfortable 

acting on your behalf. ACP is an ongoing process: 

 Learn about the rules, laws, and options. 

 Reflect on your values, wishes, relationships. 

 Choose your attorney(s) for personal care and have a deep conversation. 

 Prepare your Power of Attorney document. 

 Share with your SDM (and others!) your wishes, values, and priorities. 

 Keep talking! 

In Ontario, individuals are not required by law to engage in ACP. Engaging in ACP is 

voluntary and your values and wishes can be expressed in different forms (e.g., written 

down, discussed, audio, or video recording) as part of your advance care planning.  

The following questions will help you to get started with reflection: 

 What makes me ME? 

 What makes my life meaningful and worth living? 

 What do I value and enjoy most in my life? 
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 Are there any medical interventions I would find totally unacceptable, even for a very 

brief time? 

 Under what circumstances (if any) might I choose to continue living in a prolonged 

state of decreased consciousness or unconsciousness? 

 What would make my death peaceful? 

 What would make my death dignified? 

 Do I have any religious or spiritual beliefs that inform my wishes and priorities about 

life and death? 

SUBSTITUTE DECISION MAKER (SDM) 

A Substitute Decision Maker (SDM) is an individual who provides consent or refusal of 

consent for treatment or withdrawal of treatment on your behalf if you are considered 

incapable.   

Choosing a Substitute Decision Maker 

An SDM is the person (or in some cases, multiple people) who make(s) decisions and 

speaks on your behalf if you are no longer able to do so during a health emergency. These 

decisions could include: 

 Ongoing and future living arrangements  

 Options for type and extent of possible future medical treatments  

 Finances  

When choosing an SDM, consider their:  

 Availability to take on the role and act in your best interest 

 Their understanding and ability to respect your values, beliefs, and wishes 

 Ongoing ability to make health and personal care decisions when you can not 

 Willingness to act as SDM including consenting or refusing a proposed treatment 

 Ability to work with others, including when under stress, and ability to resolve any 

disagreements  
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The SDM must:  

 Be mentally capable themselves of making the decisions on your behalf 

 Be 16+ years old  

 Not be prohibited by a court order or separation agreement to have access to the 

incapable person  

 Be available, easy to access  

 Be willing to assume the responsibility of giving consent or refusing treatments offered. 

If you are not satisfied with your automatic SDM (example: husband, wife, partner adult 

children), you can choose another person(s) to be your substitute decision maker.  

In Ontario, a Power of Attorney for Personal Care form naming the substitute decision 

maker is required. The document can be accessed online or by consulting a lawyer in 

order to complete the required document. (See resources section for more information). 

The document must be witnessed by two people. Also, a wallet card is good to have, 

indicating the name and contact information of the substitute decision maker.  

This will help you ensure your future wishes are followed and empower the person you 

have chosen to represent you to and make decisions on your behalf. You can appoint 

multiple attorneys for personal care to act together. However, this creates the possibility of 

conflict and disagreement between equally ranked SDMs. Many people decide that it is 

best to appoint a single attorney for personal care, along with a backup (or multiple 

backups). 

You can change your mind or update you ACP and Power of Attorney whenever you wish, 

providing you are still deemed to be capable. 

Automatic Hierarchy of SDM in Absence of POA 

In the absence of a POA then the SDM hierarchy in Ontario’s Health Care Consent Act will 

apply and the individual(s) at the highest point in the hierarchy will be considered your 

SDM. If you are not capable of making a decision, the decision to give or refuse consent 

can be made by (in order): 

 Guardian of the person (appointed by the courts) 

 Attorney for personal care (granted in a power of attorney) 

 Representative (appt. by Consent and Capacity Board) 

 Spouse or partner 
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 Child or parent (or a children’s aid society) 

 Parent with only right of access 

 Brother or sister 

 Any other relative 

 Public Guardian & Trustee 

THINGS TO CONSIDER WHEN HAVING DISCUSSIONS ABOUT 
FINANCES, LIVING ARRANGEMENTS AND FUTURE HEALTH CARE  

Some people may find it difficult to have conversations about personal values, finances, 

living arrangements and end-of-life care. However, if the person does not have open and 

honest conversations with their family and/or future SDM, they may be denied the 

opportunity to express and realize their wishes about their own care. When making 

decisions on the person’s behalf, family members, and SDM should be aware of what the 

person values and how the person defines quality of life.   

Some topics for discussion are described below. 

Future healthcare 

 What kind of treatment would the person want for other major health problems, such 

as heart disease or cancer?  

 What medical interventions, if any, such as cardiopulmonary resuscitation (CPR) or 

feeding tubes, would the person want?  

 What effect would the treatment have on the person’s physical and cognitive health?  

End-of-life-care 

 If given a choice, would the person prefer to die where they are living, in a hospice or 

in the hospital?  

 Does the person have any special wishes at the time of death, such as family and 

friends nearby, music playing, or specific faith or cultural rituals?  

For more information about dementia and end of life, please visit 

www.alzheimer.ca/endoflife  

  

file://///pcccsvr168/projects$/Memory%20Clinic/04%20Living%20with%20Diagnosis%20of%20Dementia/04%20Advance%20Care%20Planning/www.alzheimer.ca/endoflife
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Finances 

 Has someone been named to look after the person’s financial interests? This may or 

may not be the same person responsible for decisions relating to health and personal 

care.  

 Are financial and legal documents, such as wills, insurance policies, and bank 

accounts gathered together in a safe location?  

 Have financial priorities been set? For example, a person with dementia might indicate 

that their top priority is their own comfort and wellbeing.  

Personal care 

 What language should be used in communicating with the person living with 

dementia?  

 Is there a specific type of diet the person wishes to follow? (e.g., vegetarian, kosher).  

 Is keeping well-groomed important? Are there specific routines that the person wishes 

to be followed? (e.g., hair dyeing, beard trimming).  

 Are there specific clothes the person wants to dress in? (e.g., a favourite sweater, 

prayer shawl, turban).  

 Are there daily habits to be followed? Is the person a morning person or a night 

person? (e.g., having tea before breakfast, watching the news every evening).  

 Are there any health practices that the person wishes to continue? (e.g., taking daily 

vitamins, special dental care).  

 Does the person want to continue to pursue certain activities? (e.g., daily walks, 

watching golf on TV, quilting, or listening to a specific type of music).  

 Is there anything the person is especially afraid of? (e.g., dogs, storms, loud noises, or 

spiders).  

 Does the person have any allergies?  

 If living at home is not possible or safe, what type of long-term care home would the 

person prefer? (e.g., small, large, culturally specific). For more information about 

moving to long-term care, please visit www.alzheimer.ca/longtermcare 

 

file://///pcccsvr168/projects$/Memory%20Clinic/04%20Living%20with%20Diagnosis%20of%20Dementia/04%20Advance%20Care%20Planning/www.alzheimer.ca/longtermcare
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An individual’s wishes can change, especially if health conditions change. An individual 

cannot predict the course of illness or plan for a particular situation. Values and beliefs will 

guide the care decisions if a person becomes incapable of decision making.  

The SDM should review wishes periodically. Written wishes may be vague and may not 

deal with the specific situation that might occur. Use of written wishes can be risky as they 

become outdated, misused or misinterpreted. See www.makingmywishesknown.ca/ for 

more guidance. 

CONSENT 

Consent is a decision given by a patient or incapable patient’s SDM to accept or refuse a 

treatment. Every province has its own rules on consent. In Ontario, the relevant law is the 

Health Care Consent Act. Health care providers are required by law to obtain an informed 

consent before providing or stopping any treatment, except in emergency situation when 

treatment may be provided without consent. 

The consent must be “informed”, fully explained, with risks and benefits outlined, in terms 

that are understandable. This means that, before giving consent, the person or substitute 

decision maker must be provided with information about:  

 The nature of the treatment  

 The expected benefits, risks, and side effects of the treatment  

 Alternative courses of action  

 The likely consequences of not having the treatment  

The consent is not informed until the person or substitute decision maker receives 

responses to any questions or requests for additional information about these matters. 

DECISION-MAKING AND CAPACITY  

The ability of a person to make their own decisions is called having capacity. Having 

capacity means the person is able to make “informed decisions.” A person is said to have 

capacity when they:  

 Understand all of the information relevant to the decision they are making.  

 Understand the possible consequences of their actions.  

 

https://www.makingmywishesknown.ca/
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It should not be assumed that just because someone has dementia that they are not able 

to make their own decisions. However, as the disease progresses, the person’s decision-

making abilities will change and they will need help and support in making decisions on 

important issues such as finances, accommodation, and care.  

It is important to note that the capacity to make decisions should not be confused with 

judgement. The issue is not whether a person is making a “good” decision, but whether 

they are able to make an informed decision after carefully weighing the pros and cons of 

the options available.  

Assessment of abilities  

Assessing whether the person living with dementia has capacity to make informed 

decisions can be difficult. Before making a decision on the person’s behalf, consider the 

following:  

 Memory problems do not automatically make the person living with dementia 

incapable of making informed decisions.  

 If the person is having difficulty remembering things, aids such as voice recorders or 

written notes could be used to support their memory and to record their decisions.  

 A person living with dementia has the right to be supported to make their own 

decisions until they are deemed incapable.  

 A decision should not be made on a person’s behalf until they have been provided 

with different types of support without success.  

 If necessary, an assessment by a healthcare provider may be required to determine 

the person’s capacity to make informed decisions. Regulations governing competency 

assessments can vary from province to province. Contact your local Alzheimer Society 

for information about the relevant regulations in your province.  

SUPPORTING THE PERSON LIVING WITH DEMENTIA TO MAKE 
DECISIONS  

The person living with dementia has the right to be supported to communicate their views 

and wishes. To support the person to make their own decisions, consider the following:  

 A person living with dementia may need more time to think about their decision. Be 

patient and give the person the time they need to think it through.  
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 Some decisions do not need to be made in one sitting. Decision-making is a process 

that can happen over a period of time. Encourage the person to think about the 

decision from time to time and ask them to write down any thoughts that occur to 

them. 

 Communicate all relevant information in simple terms, using clear language. Consider 

using props, such as photos, to help you with this.  

 Provide step-by-step guidance.  

 Find a time when the person is most alert.  

 Eliminate distractions and noise, such as turning off the TV.  

 If the person needs assistive devices, such as glasses and hearing aids, check that 

they are working.  

 If the person is in pain, discomfort, or taking medications which cause drowsiness, 

their ability to make decisions may be affected.  

 Reduce the number of options. For example, ask, “Would you like to have your bath 

now or later?” rather than, “When do you want a bath?”  

 Listen and be sensitive to the person’s facial expression, tone of voice, and body 

language.  

 

ADDITIONAL RESOURCES 

 Advanced Care Planning in Canada www.advancecareplanning.ca/ 

 Alzheimer Society of Canada www.alzheimer.ca 

 Communication archive.alzheimer.ca/sites/default/files/files/national/brochures-day-to-

day/day-to-day-series_communication.pdf 

 Communication challenges and helpful strategies for the person with dementia 

archive.alzheimer.ca/sites/default/files/files/national/brochures-day-to-day/day-to-day-

series_communication-challenges.pdf 

 Enhancing Communication the-ria.ca/wp-content/uploads/2018/11/BUFU-Guide-

Enhancing-Communication_AODA.pdf 

 The Guide to the Substitute Decision Act www.publications.gov.on.ca/300635 

https://www.advancecareplanning.ca/
http://www.alzheimer.ca/
https://archive.alzheimer.ca/sites/default/files/files/national/brochures-day-to-day/day-to-day-series_communication.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/brochures-day-to-day/day-to-day-series_communication.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/brochures-day-to-day/day-to-day-series_communication-challenges.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/brochures-day-to-day/day-to-day-series_communication-challenges.pdf
https://the-ria.ca/wp-content/uploads/2018/11/BUFU-Guide-Enhancing-Communication_AODA.pdf
https://the-ria.ca/wp-content/uploads/2018/11/BUFU-Guide-Enhancing-Communication_AODA.pdf
https://www.publications.gov.on.ca/300635
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 The Health Care Consent Act www.ontario.ca/laws/statute/96h02 

 Ontario Health Care Consent Act www.ontario.ca/laws/statute/96h02 

 Ministry of Health and Long-Term Care resources on Powers of Attorney 

www.attorneygeneral.jus.gov.on.ca/english/family/pgt/incapacity/poa.php 

 Advance Serious Illness Planning www.planwellguide.com 

 Decision-Making: Respecting Individual Choice 

archive.alzheimer.ca/sites/default/files/files/national/brochures-

conversations/conversations_decision-making.pdf 

 eFit Tool: Advanced Care Planning sagelink.ca/health-care/hcp-supportive-palliative-

care/  

 Speak Up Ontario www.speakupontario.ca/fr/home/ 
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