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Preparing for your death or the death of a loved one can be a difficult journey, but knowing what to expect may help you through the process.  This booklet has been designed to provide you with information that will help guide you through the preparations and decisions you may have to make, and hopefully, ease some of your worries. 

Advance Care Planning
[bookmark: _Toc243787086]Expressing Wishes
Advance care planning means you have made your beliefs and wishes known to a Substitute Decision Maker. This person will be responsible for making decisions for you based on your expressed wishes if you cannot do this yourself. Creating your Advance Care Plan is often as simple as having an open, honest discussion, so that your Substitute Decision Maker can communicate your wishes to others. When you write your wishes down, they become an advance directive, or living will.  
Planning ahead can help to reduce the stress on everyone during what may be an emotional time.  (We will discuss advance directives, living wills, and substitute decision makers in the pages that follow.)
Things to consider when talking about your wishes:
Where you prefer to be during your final days (home, hospital, or hospice)? If your preference is home, discuss this with your family doctor and health care team so that you and your Substitute Decision Maker know what should happen at the time of death.
What types of comfort measures would you want (medications, oxygen, massage, physiotherapy, acupuncture, music, therapeutic touch)?
What are your fears about dying, and how can these be eased?
What would be comforting to you at the end of your life? Who would you want there? (consider family, friends and religious leaders). 

Substitute Decision Makers

What is a “living will” or “an advance directive?”

[bookmark: _Toc243787088]A living will or advance directive is not a legal document in Ontario; however, a person may wish to provide a written summary that communicates their wishes. This is not something that has to be done, but it can be a useful guide for the Substitute Decision Maker. The advance directive is not consent to treatment, and it is not a Do Not Resuscitate Confirmation (DNRC). The Substitute Decision Maker must still be consulted before any treatment is started, unless there is an emergency where this is not possible.
Do Not Resuscitate Confirmation is an instruction to health care providers that lets them know not to take measures to resuscitate the person who has signed the DNRC. This may be a very difficult subject to discuss with someone because most people do not want to die. There is also a common misunderstanding that a do not resuscitate order means “do not treat.”  This is not the case - there are still many options for treatment in order to ensure that comfort, pain relief, and dignity are maintained. (For these reasons, it may be important to discuss the issue of DNRC with a nurse or physician.)  

When making a decision for someone else, a Substitute Decision Maker should: 
Involve the person in decision making as much as they can.
Ensure that the person’s most recent wishes are followed if possible.  
Consider the values, beliefs and best interests of the person when making decisions. 
Encourage continued contact and input from other important people in the person’s life.

WHO IS YOUR SUBSTITUTE DECISION MAKER?

In Ontario, when you are unable to make decisions for yourself, a Substitute Decision Maker will do this for you. Legally, your Substitute Decision Maker is chosen based on the following hierarchy:  
Legal guardian of the person
Individual granted Power of Attorney for Personal Care
Representative appointed by the Consent and Capacity Board
Spouse or partner
Child, parent, or right of custody i.e. CAS
Parent with right of access
Brother or sister
Any other relative
Office of the Public Guardian and Trustee 
You can choose one person, or several people, to be your substitute decision makers. However, if you choose someone from lower on the hierarchy to be your Substitute Decision Maker, there must be a legal document to name this person.  

POWER OF ATTORNEY

There are two kinds of decision making that people may need assistance with during their end of life journey; decisions about personal care and decisions about property. 
Power of Attorney for Personal Care
The individual who holds Power of Attorney for Personal Care makes health care decisions for a person who is no longer able to do so for themselves. This includes all aspects of care - personal care, medical treatments, nutrition, living arrangements, clothing, hygiene, and safety decisions. 
Continuing Powers of Attorney for Property
The individual who holds Continuing Power of Attorney makes decisions about property and financial transactions for a person who is no longer able to do these things. This includes budgeting, paying bills, filing tax returns, safeguarding valuables, and selling real estate. This person is not able to make a will for the incapable person.

Power of Attorney for Personal Care and Continuing Power of Attorney are not necessarily held by the same person. 
To obtain forms:
Call the Office of the Public Guardian and Trustee at 
[bookmark: _Toc243787091]1-800-366-0335 or download them from
www.attorneygeneral.jus.gov.on.ca/english/family/pgt/poa.pdf


FUNERAL ARRANGEMENTS
Pre-planning a funeral is a personal decision. Some people find it too difficult to talk about, while others wish to be very involved. Others may simply share a few wishes or desires. Talk to your family or Substitute Decision Maker, and do what feels right for you. 
Tips on planning:
Discuss elements that will make the funeral meaningful (music, readings, visitation, eulogy, symbols, service, memory sharing).
Make a list of everyone who will need to be called so that no one is forgotten during your time of grief.
You do not need to plan a funeral alone; get assistance from friends and family, and assign different tasks to different people.
Contact a funeral home of your choice and inquire about pre-planning. This may alleviate stress for loved ones during a very difficult time. 

To obtain a Consumer Information Guide to Funerals, Burials and Cremation Services, and a Funeral Planning Guide, contact the Ontario Board of Funeral Services by calling 1-800-387-4458, or by e-mail, info@funeralboard.com. You can also access Consumer Brochures from www.funeralboard.com.
CARE FOR THE CAREGIVER
Caring for a loved one as they are dying can absorb a great deal of energy. Caregivers are often selfless individuals, and because of this their needs may be overlooked. It is important to remember that your well-being is as important as that of the dying person, and one of the best things you can do to help your loved one is to take care of yourself physically, mentally and emotionally. Both you and the dying person may experience feelings of frustration, guilt, sadness, or anger. Remember that these emotions are common and normal, and occur in response to the losses you are anticipating. 

It is important for the caregiver to:
1. Eat properly: Do not forget to eat healthy foods. While you may not feel like eating, nutrition is important in maintaining strength.

1. Make time for yourself: Give yourself permission to be away from the dying person. This will help you re-energize.

1. Get enough sleep: Plan to sleep when your loved one is sleeping. If you have gone a few days without proper, uninterrupted sleep, ask someone to relieve you so that you can rest. 

1. Ask for help: Set realistic goals by only taking on what is possible for you. Ask for help when you need it. Do not feel guilty about stepping away when you are feeling overwhelmed.

1. Embrace your emotions: You will probably experience many ups and downs. Cry, shout, laugh – there is no right or wrong way to feel at this time.  

1. Ask about respite care:  Respite means rest. If you need a break from your responsibilities, speak to your North East LHIN Care Coordinator about respite care.  
SAYING GOODBYE 
Saying goodbye can be one of the most difficult parts of the journey, but it can be cathartic for both the dying person and their loved ones. Leaving things unsaid is often a great source of regret for survivors. Some suggestions for the conversation:
   
1. Tell your loved one how you feel:  Words of love and kindness are appreciated at any time. Speak what is in your heart.

1. Give the dying person permission to let go: It can be comforting for your loved one to know that you are prepared and aware that the end is nearing.

1. Keep talking even if you are not sure you are being heard: Hearing is the last sense to go. Your kind and loving words will continue to bring comfort to both you and your loved one even if there is no response.   

WHAT TO EXPECT IN THE FINAL DAYS
Here are some common and normal experiences that one can expect in the final days of life and some tips on how to cope with them: 

Changes of awareness and increased sleep.
Continue to speak naturally and calmly to your loved one.
Give permission to the person to let go.
Do not be afraid to touch or comfort your loved one.
	
Breathing becoming shallow, or stopping for 5 to 30 seconds at a time (known as apnea.) Breathing sounding strained or congested. 
Raise the head of the bed or raise the upper body with a pillow.
Turn the person to one side.
Hold the person’s hand and speak gently and reassuringly.
Provide comfortable clothing.
Provide a fan at the bedside.
Speak to the nurse: medication may be given to relieve chest congestion.

The skin becoming pale, swollen or blue/purple in color, and feeling cool and moist, especially in the hands and feet.  
Keep the person comfortable with usual bed covers.
Use a light sheet if the person continually removes the covers.
Reposition the person for comfort using pillows.

No interest in food or drink, and difficulty swallowing.
Do not get upset if the person does not want to eat.
Offer ice chips, popsicles, or sips of fruit juice if the person is able to swallow.
Keep lips moistened with lip balm.
Provide frequent mouth care - use a swab to moisten the inside of the mouth. (Available at most pharmacies. A dampened face cloth may work as well.)
Always have the person’s head elevated when providing drinks.

Loss of bladder and bowel control, coupled with little output of tea-coloured urine, or no urine at all.
Protective measures such pads, briefs, and barrier creams can be used to keep the person dry, clean and comfortable.

Restlessness and agitation. 
Do not restrain movements.
Reposition the person in bed - a change of position may be comforting.
Remove blankets if needed - too many blankets may feel restricting.
The nurse or visiting physician may provide medication to relieve anxiety.
Report all signs of pain promptly to the health care team.
Gently massage the hand/forehead/shoulders.
Offer relaxing music.

SIGNS THAT DEATH HAS OCCURRED
It is not always immediately obvious that your loved one has passed. Here are some signs:
The person is entirely unresponsive.
Breathing stops. 
Pulse and heartbeat stop.
Eyes may be open or closed, but the stare will be fixed in one direction.
The jaw relaxes. 
Loss of bladder or bowel control may occur.


WHAT TO DO IMMEDIATELY AFTER SOMEONE HAS DIED

No matter how much you prepare for the final moments, death arrives in its own time and in its own way. The experience of dying is different for each person and family. Do what you feel is right for you and not what you may feel is expected of you. You may cry, or you may not be able to cry. Both responses are completely normal.  
Carry out the plans or arrangements you have made with your doctor or nursing provider. Do not call the police, ambulance, or 911. There is no need to do so if death is expected.
After your loved one has passed on, take as much time as needed to say your goodbyes. For some this may be hours, while others may not wish to stay. Do not be afraid to touch, hug or kiss the person. Some people may wish to lie down beside him/her. All of these reactions are normal.
Call the funeral director when you are ready. They will come to the home to meet with you, and can arrange to have the Doctor / Nurse Practitioner sign the death certificate.
Some people may wish to be involved in preparing the body to be taken to the funeral home. Do whatever feels right to you and communicate your preferences to your health care team.  
You will need to contact healthcare providers (Doctor/Nurse Practitioner’s office, Specialists, labs) that were caring for your loved one to cancel any upcoming appointments and to prevent further bookings.

Who You Should Call	
We have provided this list so that you do not need to search for numbers to call, and you do not forget anyone during this emotional time. 
**Remember - if the death is expected DO NOT call emergency services (911).

The first call should be made to: __________________________________
Other important numbers:
	Relationship
	Name
	Number

	Family contact #1
	
	

	Family contact #2
	
	

	Family contact #3
	
	

	Family contact #4
	
	

	Family contact #4
	
	

	Physician
	
	

	Nurse Practitioner
	
	

	Visiting Nurse
	
	

	PSW Provider
	
	

	Funeral Home
	
	

	Estate Trustee
	
	

	Religious Leader
	
	


Resources and References 
Here is some additional reading and information that you may find comforting and/or useful: 
Preparing for the Death of a Loved One – St. Joseph’s Villa
‘Til Death Do Us Part…When Someone You Love is Dying - VON Algoma Pain & Symptom Management Team Serving Northeastern Ontario
Manitoba Health – Preparing for an Expected Death at Home – August 2003
A Death of One’s Own – Gerda Lerner (1978)
Health Services in the North East Region www.northeasthealthline.ca
A Guide to Advance Care Planning http://www.seniors.gov.on.ca/en/advancedcare/index.php
Ontario Edition Speak Up Campaign http://www.advancecareplanning.ca/	
When Someone Close to You is Dying - http://www.nicenet.ca
A Caregiver’s Guide: A Handbook about End-Of-Life Care - http://www.stlazarus.ca/english/news_pages/caregiversguide.html
Canadian Virtual Hospice – www.virtualhospice.ca
 A Guide to the Substitute Decisions Act http://www.attorneygeneral.jus.gov.on.ca/english/family/pgt/pgtsda.pdf
How to Say Good-bye When Someone You Love Is Dying - www.caring.com/articles/saying-goodbye
Funeral Planning:    www.memorialsociety.ca, www.meaningfulfunerals.com, www.funeralboard.com
http://www.attorneygeneral.jus.gov.on.ca
http://www.victoriahospice.org/planning-ahead
www.caregiver.org
http://www.ontario.ca/government/what-do-when-someone-dies
Preparing for an Expected Death at Home http://www.novascotia.ca/health/reports/pubs/PFEDH_brochure.pdf
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Contact Us
Call us toll-free at 310-2222, no area code required.
www.nelhin.on.ca

The North East LHIN has many community offices to serve you, including:
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310-2222
www.nelhin.on.ca


Kirkland Lake
53 Government Road West
Kirkland Lake ON P2N 2E5
Telephone: 705-567-2222
Toll free: 1-888-602-2222

North Bay
1164 Devonshire Ave.
North Bay ON P1B 6X7
Telephone: 705-476-2222
Toll free: 1-888-533-2222

Parry Sound
70 Joseph St.
Parry Sound ON P2A 2G5
Telephone: 705-773-4602
Toll free: 1-800-440-6762


Sault Ste. MarieFor a full listing of North East LHIN offices, visit www.nelhin.on.ca.

390 Bay Street, Suite 103
Sault Ste. Marie ON P6A 1X2
Telephone: 705-949-1650
Toll free: 1-800-668-7705

Sudbury
40 Elm St, Suite 41-C
Sudbury ON P3C 1S8
Telephone: 705-522-3461
Toll free: 1-800-461-2919
TTY: 711 (ask operator for
1-888-533-2222)

Timmins
330 Second Avenue, Suite 101
Timmins ON P4N 8A4
Telephone: 705-267-7766
Toll free: 1-888-668-2222
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