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Introduction 
 

This guide is for anyone who is taking care of a loved one with a late-stage serious illness. 
It's a general reference manual that can be useful whether your loved one is being cared 
for at home, or in a hospital or at a nursing home.  
 
You might want to keep this guide close at hand for easy reference.  If ever you still have 
questions that aren't covered in his handbook, don't hesitate to speak with your loved 
one's healthcare providers. They will be able to answer all your questions and suggest 
further resources.  
 
 

Palliative and End-of-life Care 
 

Caregiving is a life-affirming act.  To give care to someone is to support them at any of 
life's stages. 
 
Palliative and end-of-life care aim to relieve a person's suffering while at the same time 
ensuring they have the best quality of life to the very end, with consideration for their 
rights, needs, physical condition, wishes and beliefs.  Rather than focusing on death, 
palliative and end-of-life care are life-sustaining when seen in this way. 
 

What sort of care will my loved one receive? 
 
Depending on their needs and physical condition, your loved one will receive a range of 
care, including nursing, oral hygiene, help with daily activities, and psychosocial support.  
They might also receive help from other specialists, such as nutritionists, occupational 
therapists, physiotherapists, or respiratory therapists. 
 
Controlling pain is a very important part of palliative and end-of-life care. This is done by 
both medication and complementary therapies.  
 
 

The Role of Caregiver: Some of the Challenges 
 
Being the caregiver of a loved one with a terminal illness can be very demanding. Despite 
this, many caregivers report that although it’s difficult, it’s also the most rewarding thing 
they have done in their lives. 
 
It's never an easy journey. However, even though you can never prevent the death of your 
loved one, there are still many things you can do to help make their last days easier1. 
 
  

                                                
1 Macmillan, K. et al (2004), Guide des aidants naturels, un manuel de soins de fin de vie, Association 
canadienne des soins palliatifs et Ordre militaire et hospitalier de Saint-Lazare de Jérusalem, p.2  
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Caregiving is an important commitment to make, so take the time to think things through 
at first. Talk to other members of your family if you can. Are you worried about any aspect 
of the responsibilities you'll be shouldering, or is there any care that you cannot or do not 
feel comfortable with?  Is there a way to share the burden?  
 
It's important to always respect your own limits.  
 

Your presence is important 
People at the end of life might need to express fear, anger or outrage.  They might just 
need to talk...and to feel understood.  Your simple presence can help them feel less 
anxious.  They also need you to be honest. Nothing is gained by denying reality to them, 
because people at the end of life know the truth of their situation.  They need to hear your 
voice and they need to feel tenderness and affection from you.   
 

Your participation in planning care 
Each team of healthcare providers meets regularly to discuss the best palliative options 
for a person who has reached the end-of-life stage.  As your loved one's caregiver, you 
are considered part of the team.  You are welcome to participate in their discussions if 
you want to.  Other members of the family can also make suggestions for a care plan, but 
if you have a large family it is probably best to designate one or two people for this role.  
 

 
 

Making your loved one comfortable 
There are a range of little things you can do on a daily basis that can make a difference: 
 

 Filter or dim the lights; control noise 

 Wipe your loved one’s face with a cool cloth 

 Keep their lips moist; use lip balm to prevent chapping 

 Apply a moisturizing cream to their hands and feet 

 Give them a gentle, relaxing massage 

 Play music or read out loud to them, if this seems helpful 

 Give medications to relieve pain, nausea or difficulty breathing, as prescribed 

 Help to turn the person once bedridden. 

How can I help with care? 
You can contribute by creating a safe, calm and peaceful environment, and by 
helping to make your loved one comfortable. 
 
Support at home 
You’ll have a bigger role to play if your loved one has chosen to die at home.   
 
Think things through and talk with other family members before committing to be a 
caregiver, if you can.  The home care support staff will do everything they can to 
support you in your role.  
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Create a calm and peaceful environment 
Listen for any sounds outside—such as children playing or heavy machinery—in case 
these might be disruptive to your loved one.  Limit visitors and the length of their stay so 
they are not a source of exhaustion. Ask visitors to call before dropping in and let them 
know if it is not a good time to come.   
 

Oral hygiene 
It is normal for people at the end of life to have a dry mouth.  This is due to dehydration 
or to the fact that they generally breathe through their mouth. However, this doesn't mean 
they are thirsty.  
 
With proper oral hygiene care, people don't experience the discomforts normally 
associated with dehydration; thus, the importance of such care.   
 
The key to good oral care is to do it in the same way and at the right frequency.  Family 
members are encouraged to help out. The nursing staff will give you the proper materials 
and explain how to use them.   
 

Repositioning  
When a person is bedridden, the bony, weight-bearing parts of the body can put pressure 
on skin and flesh by flattening the skin or causing it to rub against an external surface, 
such as a mattress. Such pressure points occur where the skin is very close to bone, 
such as at the hips, shoulder blades, elbows, ankles, heels and at the coccyx (tailbone).  
The bones put constant pressure on the skin, which causes problems with circulation that 
lead to rashes and eventually to painful bedsores.  
 
To avoid this, it's important to help the person change positions frequently by turning them. 
If you need some advice on how to do this, you can consult an occupational therapist or 
another member of your loved one's healthcare team. 
 
Applying cream to moisturize the skin can be an opportunity to give a gentle massage, 
unless this has been contra-indicated for health reasons.  
 

Normal emotional reactions 
You will feel a range of emotions as the illness progresses, and so will the person you 
are caring for.  Either of you might experience the following: 
 

 A sense of dread, or impatience, anxiety, irritability, and sadness. You might even 
feel guilt or a sense of regret. 

 Feelings of helplessness, confusion, and a loss of control. 

 Mood swings that fluctuate between periods of denial, acceptance, hope, and 
despair. 

 Worry, and a fear of not knowing what to do2. 

                                                
2 Macmillan, K. et al (2004), p. 10. 
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And what about your own needs? 
It's entirely normal that as a caregiver you have the need to be supported: please 
remember this.  There are different kinds of needs: 
 

 The need to be heard 
o as you express your doubts, struggles, and worries; 
o the need to be listened to when you express your emotions. 

 

 The need to be informed 
o about the care given and the reasoning behind it; 
o about the services available to you (e.g. psychological support, pastoral care). 

 

 The need to be involved 
o the wish to be involved in care and the desire to be useful. 

 

 The need to be advised, supported, and reassured 
o a sense that the health care team understands your needs and are responsive to 

them. 
 

 The need to be consulted and respected 
o respected in your choices, requests, personal rhythm and privacy. 

 

 The need for rest and respite 
o to care for yourself; 
o to rest when you need to; 
o to respect your own limits. 

 
 

 
 

  

At the end of your rope? 
Watch for signs of exhaustion, and never forget that there are people who can help 
you. 
 
Talk about what you're living with other family members, if you can.  You can also talk 
to members of the healthcare team, because they understand what you’re going 
through.  They can give you information about services in the community, such as 
those offered by caregiver associations.   
 
A list of further resources can be found at the end of this guide (page 22). 
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The importance of taking time for yourself 
Even though you're committed to being a caregiver, you need to take some time out to 
rest and recuperate. It might be as simple as finding some time to take a walk, read a 
book, or chat with a friend.  However, if you find that the task is growing too heavy for you, 
don't forget that it's always possible to change your mind about your role3.  
 

 
 
 

The Healthcare Team: Who They Are and What They Do 
 

The healthcare team will support you throughout the end-of-life journey.  The makeup of 
the team will depend on the needs of your loved one.  A variety of professionals can make 
contributions from calming the dying patient to supporting those left behind at the end.  
Here's a quick summary of who they are and the roles they play: 
 

 Doctors and Pharmacists 
The doctor follows your loved one closely from a medical standpoint. He or she will 
prescribe treatments to control pain and reduce the symptoms associated with a 
terminal illness. 

 
The pharmacist works closely with the doctor to adjust medications and dosages. 

 

 Nurses (RN) and Licensed Practical Nurses (LPN) 
Nurses evaluate the overall state of health of your loved one and give the appropriate 
care.  LPNs work alongside nurses. A nurse is generally the head of the healthcare 
team and ensures that the patient's needs are met.  

 

 Social Workers and Psychologists (and other psychosocial support staff) 
Psychosocial professionals help the patient and their family to deal with the terminal 
illness and the many losses that it entails.  They also support you at every step of the 
process.  
 
They can help you navigate the different legal aspects and give you information about 
different resources to support you in your role as caregiver (such as financial aid 
programs to help caregivers with a loved one at home). 
 
 

                                                
3 Macmillan, K. et al (2004), p. 3.  

Do I need respite care? 
Caring for someone at the end of life can be a very rewarding experience, but it can 
also be extremely demanding.  It's possible to feel helpless and powerless at times. 
Fatigue and the loss of family routine can also make caregiving even more challenging. 
 
If you feel exhausted, don't hesitate to tell somebody, whether it’s a family member or 
one of the healthcare providers. Support and respite care are available.  If your loved 
one is cared for at home, some financial aid might be possible. 
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 Nurses' aides and Orderlies 
Nurses' aides take care of your loved one's personal care and grooming needs, such 
as washing, oral hygiene, help with repositioning, dressing, and so on.  
 
They also tell members of the health care team, namely the nurses, about any 
changes in the patient's condition (such as pain or other signs of discomfort). 

 

 Occupational Therapists and Physiotherapists 
These professionals can find ways to make the patient more comfortable and to 
relieve discomfort.  They also make suggestions to adapt the home so that things can 
run smoothly and safely. 

 

 Respiratory Therapists 
Respiratory therapists draw on their clinical experience to relieve any breathing 
issues.  

 

 Nutritionists 
Their clinical experience allows nutritionists to facilitate eating and digestion. They 
might suggest a special diet adapted to the needs, personal preferences, or physical 
condition of your loved one.  

 

 Pastoral Care Workers/ Ministers 
A minister or pastoral care worker can offer support, listen, and help with the grieving 
process.   

 

 Volunteers 
The primary role of a volunteer is to be a supportive, helpful and friendly presence. A 
volunteer can take the patient out for some fresh air, read out loud, or just be there 
and listen. Let your healthcare team know if you have any special wishes or needs. 

 

 Administrators/Managers (Head of the Unit; Unit leader) 
An administrator is responsible for the quality and safety of the care given by the 
healthcare team.  You can communicate with the administrator or head of the unit if 
you have any special needs or wish to convey any comments or feedback.  
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Signs and Symptoms 
 
On a physical level, the process that leads to the end of life is characterized by general 
deterioration: there's fatigue, weakness, a loss of appetite and drowsiness. 
 
Here is a list of the most common symptoms: 
 

Pain 
Since pain can be difficult to evaluate when someone can’t speak, it's important to be 
attentive to other signs, such as facial expressions, sounds, and body language. Pain can 
have different causes and be on a muscular level or in the bones and joints.  It can be 
due to posture, a lack of mobility, urinary retention, constipation, or it can even be due to 
difficult emotions.  
 
“Total pain” is a term used often in palliative care to evaluate pain and as a reminder that 
pain is not only physical.  It refers to the sum of any possible physical, psychological, 
social and spiritual pain.  
 
 

 
 

Involuntary movements and spasms 
A spasm is a sudden, involuntary muscle movement of short duration. Spasms can 
happen when a person is bedridden.  They might be more upsetting to you than they are 
to your loved one; as a rule, spasms are not harmful. 
 

Difficulty breathing 
Having difficulty breathing can be very upsetting and anxiety-causing, but problems with 
breathing can be helped by certain medications. Please refer to the table on page 12 to 
find out more about the main medications used in palliative and end-of-life care.  
Sometimes the use of oxygen can be helpful at the end of life, but it depends on your 
loved one's needs. 
 

 
 

Noisy breathing 
Noisy breathing is caused by secretions in the bronchial tubes.  Laborious breathing can 
seem painful and distressing, but it is part of a normal physiological process and is not 
in fact painful. 

Don't forget... 
 
If you ever have any questions at all or worries about symptoms or the condition of 
your loved one, talk to the nursing staff. They're there to help you. 

Respiratory distress protocol 
 
Sometimes at the end of life it can be necessary to develop a respiratory 
distress protocol for your loved one.  The protocol is a combination of different 

medications used specifically to relieve respiratory distress.  
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It is not usually possible nor advisable to suction these bronchial secretions. 
Attempting to remove the secretions would actually increase them, irritate the lungs, and 
add to your loved one’s discomfort.  
 

 
 

Difficulty swallowing and eating 
As people approach the end of life, most begin to refuse part or all of the food they are 
given to eat.  Problems eating at the end of life can be due to various factors, such as 
pain or nausea.  
 
People at the end of life report that any thirst they feel is due to the dryness of their mouth, 
which a reminder of the importance of good oral care and hygiene. The part of the brain 
that lets us know when we are thirsty shuts down at the end of life.   
 

 
 

Confusion, anxiety, agitation, and disorientation 
People can become less aware of their surroundings as an illness progresses, and it's 
possible that their capacity to think and react is affected.  Changes at a mental level tend 
to go hand in hand with physical changes.  
 
During the last days of a terminal illness, a person might: 
 

 become agitated, excitable, aggressive or irritable without apparent reason; 

 have difficulty understanding simple instructions; 

 not be able to think clearly and have difficulty communicating; 

 not recognize people or familiar objects, or forget simple things; 

 experience hallucinations 

 become drowsy all the time, or even fall asleep in the middle of a conversation; 

 think they see, or hope to see, a previously deceased person, or even call out to them.  

One way to feel better about your loved one’s noisy breathing 
 
Your loved one is not bothered by their noisy breathing at the end of life.  To help 
you visualize this, think about sleeping with someone who snores.  Who sleeps most 
soundly?  Who is bothered more by the snoring? Is it the one who snores, or the 
one sleeping alongside? 

Why do people stop eating and drinking at the end? 
 
According to people who remain lucid at the end of life, such as cancer sufferers or 
people with a degenerative nerve disease, hunger and thirst are rarely experienced.  A 
person who is dying gradually stops eating.  This is normal, but it can be one of the 
most difficult stages for family members to accept.   
 
Try to keep in mind that dehydration isn't painful in and of itself.  It causes urine 
production to decrease and can also decrease bronchial secretions, which actually 
makes a person's breathing easier.  
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It's good to remember that these behaviours are part of the illness.   
 

 
 
 

Medications: What You Need to Know 
 

Medication is used in palliative and end-of-life care to relieve pain. The doctor chooses 
which medications to prescribe in each situation, with input from the nursing staff.  It can 
be very helpful for you to share your own observations with the healthcare team, because 
medications and dosages often need to be adjusted. 
 

Why adjust a medication? 
For medications to work properly, there are many factors to consider:  the pain must be 
evaluated, and the right medication or combination of medications chosen.  Furthermore, 
medications must be administered in the correct dosage, at the right frequency and in the 
most effective manner (i.e. orally or by injection).  As long as pain persists, adjustments 
can be made.  The correct combination of medications gives the patient the highest level 
of comfort while relieving physical pain as well as anxiety and symptoms of psychological 
distress. 
 

 
 

  

Why prescribe medications to relieve psychological suffering? 
 
It can be difficult to tell the difference between physical pain and anxiety; the two go 
hand in hand. 
 
This is why palliative care specialists are increasingly prescribing medications to 
reduce anxiety, agitation and hallucinations along with medications to control pain.  
Taken regularly, these medications can help make a person much more comfortable 
at the end of life. 

Medications that support quality of life 
 
The medications that are used in palliative care do not directly hasten the time of death, 
nor do they delay it.  If you or your loved one have concerns about any medications, 
you can talk to a member of the health care team.  
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Common medications used in palliative and end-of-life care  
 

Brand name Indicated for 

Morphine, Dilaudid, Duragesic The relief of pain and breathing difficulties 

Nozinan, Versed, Ativan Anxiety or agitation 

Scopolamine and Robinul The reduction of secretions 

Gravol or Stemetil Nausea relief 

Haldol The relief of nausea, agitation, or hiccups 

 
A doctor might decide to prescribe any of the above medications for reasons other than 
those noted here.  
 

Supplemental doses 
Supplemental doses are extra doses of medication that can be administered if a person 
does not get pain relief from their regular schedule of medications, or if a particular activity 
has caused pain to flare up suddenly (such as being moved or some form of personal 
care). 
 

Complementary therapies 
Certain complementary therapies can contribute to your loved one's overall well-being by 
reducing anxiety and encouraging relaxation.  Some good examples are music therapy, 
massage, and relaxation exercises.  
 
If your loved one is being cared for in a hospital or nursing home, it's a good idea to 
decorate their room by adding personal touches, such as by bringing photos or objects 
from home.  
 

 
 

  

Can morphine cut life short? 
 
A myth... 
Many people believe that the last dose of morphine is what causes a person to stop 
breathing. 
 
In reality... 
A person at the end of life can tolerate large doses of morphine if they have been taking 
it and gradually increasing their dose for some time. It's true that high doses of 
morphine can sometimes hasten death, but this is only because once a person no 
longer suffers pain, anxiety or fear, it becomes easier to relax and let go.   
 
To read more about common myths about palliative care, refer to Annex 1 on page 24. 
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End-of-life Care 
 

Some other options exist to control pain, once a person has reached the last stage of 
end-of-life care:  these are “continuous palliative sedation therapy” and “medically 
assisted dying”. These options are only available to those who fit certain strict criteria, 
however.  They always require a medical evaluation.   
 
In the case of medically assisted dying, the request can be made only by the patient in 
question.  
 
There are brochures that explain these options, but you can also ask a member of the 
healthcare staff if you want to find out more.  
 
 

Last Moments 
 

 
 

What happens at the end? 
The brain is designed to protect us from overwhelming pain (losing consciousness is an 
example of this).  In the terminal stage of life, the brain begins to shut down to avoid too 
much suffering.  In the final stages of your loved one's life, you will notice certain physical 
signs: 
 

 Limbs can sometimes become cold and take on a marbled appearance. This is due 
to circulation slowing down in order to concentrate blood flow to the vital organs. This 
is not a painful process. 

 Fever can be present, with an increase in sweating, and the skin might become damp. 
This is caused by a loss of the body's ability to control temperature.  

 Breathing gradually becomes more and more shallow and irregular.  More and more 
frequent pauses occur between breaths, the pauses lasting several seconds.  Finally, 
the unconscious person will take one or two final gasps of air before breathing out for 
the last time.  

 
 

What care is still given at the very end?  
 
When death is imminent and inevitable, it can be counterproductive to prolong a 
person's life “no matter the cost”, and harmful to their personal dignity.   
 
Once someone passes a certain stage in the dying process, it is no longer useful to 
take temperatures, to check blood pressure, or to monitor blood glucose levels.  This 
is especially true if a person is resting peacefully. At this stage, putting in an IV would 
create discomfort and make breathing more difficult.  
 
Other forms of care that keep a person comfortable and help maintain their dignity can 
go on to the very end, such as basic hygiene and oral care, keeping the skin 
moisturized, and repositioning or turning.   
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Saying goodbye 
It’s important to just be yourself. At the end of life, it’s okay to be honest and direct.  
A tip: Give your loved one permission to go.  Let them feel that you accept the situation; 
talk openly about your feelings. It might be time to do a life review and to forgive if 
necessary.  
 
Each person dies at a moment that is right for them.  
 

 
 

When death comes 
The first moments after a death, when you truly feel your loss for the first time, can be 
very painful.  You can sit quietly for awhile beside the body if you wish.  If you're alone but 
feel you want company, you can call a family member, a friend, or a member of the 
healthcare team to come and be with you. 
 

What happens next? 
You can ask members of the healthcare team to guide you in the next steps to be taken, 
such as obtaining a medical death certificate and contacting a funeral home, for example. 
They will also let you know what information they’ll need from you 

 
  

The experience of the last moments is unique to everyone.   In any individual case, 
there might be a few of the signs mentioned above, only one or another, or all the signs 
might be present all at once.   
 
Most people who witness their loved ones' last moments say that the experience was 
less difficult than they had originally feared it would be.  

Your role in the last moments 

You are the person who knows your loved one best.  Your presence will be reassuring.  
Be yourself; have confidence in yourself and trust the process.  

Things to remember... 

o Even if your loved one is asleep or unconscious, you can still touch them, hold their 
hand, or stroke their arm gently to let them know you are there. 

o Be true to yourself and your preferences.  For example, moments of silence can be 
precious, but if you and your loved one have always appreciated a busy 
environment, you can turn on the tv or play some music if you feel like it; whatever 
feels right for you.  

o Speaking slowly and gently can help you remain calm and communicate important 
things.  

o Hearing and touch are the senses that remain active the longest after the other 
senses have shut down. 
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The Grieving Process 
 
Grief is a reaction to loss and an experience of deep sadness and sorrow.  Death is an 
inevitable part of life.  People at the end of life and the loved ones they leave behind all 
go through the grieving process. Although it’s not easy, grief is normal and healthy, and it 
helps us to come to terms with loss.   
 
 

 
 

Stages of grief45 
Grief is experienced by family and friends after the loss of a loved one, but it is also 
experienced by those diagnosed with a terminal illness.  Grief involves several stages: 
 

 Shock and denial 
This early stage happens just after a terminal diagnosis is given.  We all experience it 
differently, feeling anything from numbness to a sense that “This can’t be happening 
to me!” 

 

 Anger 
This stage is characterized by anger and frustration; we might wonder, “Why me?”, 
and feel a sense of injustice. 

 

 Bargaining 
At this stage, we bargain for time.  We might try to make lifestyle changes or make 
promises in exchange for extra time.  We’re trying to regain a sense of control over 
our lives 

                                                
4 According to Kübler-Ross (2011), in Développement des compétences en soins palliatifs et de fin de vie 
des préposées aux bénéficiaires et des auxiliaires en santé et services sociaux, ministère de la Santé et 
des Services sociaux, 2016 
5 According to Jean Monbourquette, in Développer les compétences en soins palliatifs et de fin de vie des 
intervenants du réseau de la santé et des services sociaux, ministère de la Santé et des Services 
sociaux, fév 2016 (as adapted by the CIUSSS-MCQ) 

Grief: some things to consider… 
 
We all react differently in our grief. 
 
Not everyone experiences the different stages of grief in the same order.  Some 
people might not even go through one or other of the stages.  Sometimes, we might 
find ourselves going through a stage more than once. 
 
It can be helpful as we grieve to try to understand the process, and to share our 
thoughts and feelings with close friends or family, or with others who are also 
grieving.  
 
There’s no one way to grieve; nor is there any magic way to speed up the process. 
 
While the sense of loss never goes away entirely, it does become easier to deal with 
over time.  
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 Depression (and sadness) 
At this stage we don’t feel like fighting anymore. We feel sad, we cry, and we might try 
to isolate ourselves.  We can feel a deep sense of emptiness, fatigue, or emotional 
distress to the point that our appetite and sleep are affected.   

 

 Acceptance6 
We begin to accept and learn to live with the situation. Although we still experience 
sadness, we try to live life to the fullest, and take the time that’s left to make sense of 
our own life and death. 

 
Much has been written about the grieving process and its different stages. You can find 
some helpful resources at the end of this guide. 
 

 

Important matters to discuss 
 

Making personal choices about care 
It’s important for anyone receiving palliative care to take some time to think about the 
possibility of eventually losing the capacity to consent to care.  Choices and preferences 
about end-of-life care should be clearly expressed in advance.  
 
If someone becomes incapacitated, their choices and wishes, previously stated, help their 
caregivers make the best and most respectful decisions in their place. 
 

 
 

  

                                                
6 Macmillan, K. et al (2004), p. 130. 

Personal preferences about eventual care can be expressed in different ways. 

Has your loved one…: 

 Talked with you about their choices in case of incapacity? 

 Written an official mandate in case of incapacity? 

 Given any express medical directives? 

 Talked with their doctor about the level of medical intervention they wish to 
receive? 
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What is meant by the capacity or incapacity to consent to care?7 
Medical professionals will always ask a patient for consent when a decision must be made 
about care. A person has the right to give or refuse consent as long as they have the 
capacity to consent to care, that is, as long as the person understands: 
 

 the nature of their illness; 

 both the risks and advantages associated with the proposed care; 

 the risks of refusing the proposed care. 
 
A person is considered incapable of consenting to care if their state of health prevents 
them from doing so, whether this state is in passing or not.  If this happens, another 
person, such as a spouse or a close family member, must give consent for them. 
 
The doctor, with input from the healthcare team, decides whether a person has the 
capacity to consent to care or not, based on the person’s capacity to grasp the situation, 
as explained above.   
 

Last wishes and funeral arrangements 
Some wills contain information about funeral arrangements and the treatment of remains, 
but often the contents of a will are only revealed after a burial or cremation has already 
taken place.  It’s important that a person’s wishes on this subject be expressed in a 
separate document that can be easily accessed immediately following their passing.  
 
It’s possible to make plans with a funeral home ahead of time, and to sign a contract for 
a burial plot or space in a columbarium, for example.  Such arrangements guarantee that 
a person’s wishes are respected after death.  
 
If someone has not made their final wishes known, the decision concerning funeral 
arrangements will fall to their family members. 
 

 
 
For more information on expressing final wishes at the end of life, you can consult the 
Quebec government’s health portal website, which is also available in English (See the 
references section at the end of this guide). 
 

  

                                                
7 « Portail santé mieux-être », ministère de la Santé et des Services sociaux, online : 
http://sante.gouv.qc.ca/programmes-et-mesures-daide/directives-medicales-anticipees.  

Have you and your loved one discussed… 

 funeral arrangements? 

 any last wishes? 

 

http://sante.gouv.qc.ca/programmes-et-mesures-daide/directives-medicales-anticipees
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Children and Death 
 

Talking to kids about death8 
It’s important to give children the chance to ask questions about death, and to share their 
thoughts and feelings about it. Listen to them and validate their reactions and their 
understanding of the situation. 
 
Don’t try to protect children by hiding the fact that someone close to them is dying.  Kids 
sense the truth, and it’s important not to deny the truth to them. 
 
Children often grasp situations much more fully than we give them credit for.  They also 
have a remarkable ability to adapt to situations. They can be frightened when they are 
shut out or lied to.  Whispered conversations that happen behind closed doors can make 
children imagine the worst.    
 
Include children in activities or visits to the sick person if possible. Allow them to make 
choices and be respectful of their limits.  
 
Before a visit, let children know what to expect. In your own words, tell them about the 
patient’s condition and what the person might look like, or tell them about the equipment 
that they’ll see in the room, or any other details you think are important for them to know. 
You could even prepare them by showing them a photo first.  
 
Let the school and/or daycare know about the situation. Set some time aside to spend 
with the children.  
 
Respect your own beliefs and your family’s values as you search for the right words to 
explain things to children.  
 
The Canadian Virtual Hospice website has a helpful article that explores myths about 
children and dying.  It discusses 5 common myths that adults tend to believe about 
children’s views on death. 
 
This article can be useful when trying to help a child come to terms with the death of a 
loved one. It can be found in Annex 2 of this guide (page 25). 
 
 

  

                                                
8 Macmillan, K. et al (2004), p. 22. 
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A Few Thoughts in Closing9 
 
Some people mourn and go through the grieving process throughout an illness.  When 
death finally comes, there’s a sense of acceptance—a sense that the process is coming 
to an end.  For these people, healing has already started. 
 
For others, the grieving process is far from over.  
 
However, healing eventually comes for everyone as life gradually returns to normal, 
although the healing can take different forms:   
 

 You might feel a sense of relief:  your loved one’s suffering has come to an end. 

 Looking back, you might be struck by the immense courage and dignity of your loved 
one as they approached the end. 

 You might feel a new closeness to the family and friends who have been supporting 
you. 

 A taste for life will start to return. 

 You might have a sense of starting a new phase of life, with new experiences waiting 
for you. 

 You might decide to live life to the fullest to make up for the fact that your loved one 
no longer can. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
You’ll never forget your loved one and will keep them alive in your heart and mind, for 
they were an important part of your life. It will be a comfort to think that during their final 
days you gave them all the love, care, and comfort you could. 
 
  

                                                
9 Source : Macmillan, K. et al (2004), p. 136. 
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Useful References and Links 
 

Information on palliative and end-of-life care: 
 

“Info-Santé” (811) 
This is the provincial government’s free and confidential telephone health information 
service offered 24 hours/day, 365 days/year.  A qualified healthcare professional will take 
your calls and refer you to other services as needed. 
 
Canadian Hospice Palliative Care Association 
www.chpca.net  
Among the many useful articles and resources on this site, you can order the 
comprehensive handbook, “A Caregiver’s Guide”, in the “marketplace” section.  
 
Canadian Virtual Hospice 
www.virtualhospice.ca  
There is lots of useful information for patients, caregivers and healthcare professionals 
on this site put together by doctors and nurses specialized in palliative care.  It features 
videos, articles on multiple topics, discussion forums and the section “Ask a Professional”.  
 
Quebec government health portal 
www.sante.gouv.qc.ca/en  
https://www.quebec.ca/en/health/health-system-and-services/end-of-life-care/ 
The Quebec government’s healthcare portal includes sections on programs and 
resources related to end-of-life care. 
 
Service Quebec 
https://www.quebec.ca/en/family-and-support-for-individuals/death/ 
The general Quebec government site includes information about death and dying.  
 
Support for caregivers: 
 

Caregiver support line 
1-855-852-7784 
Monday to Friday, 8 a.m. to 8 p.m. A compassionate and confidential service offered by 
the organization “L’Appui,” (which means “Support”).  
 
L’Appui  
www.lappui.org/en 
“L’Appui” is an organization that supports caregivers and has regional offices in all areas 
of Quebec.  While the support line is available in English, there might or might not be a 
person in the regional offices of the Maurice and the Centre-du-Québec who speaks 
English. However, the website has news and resources available in English.  
 
CASE-MCQ 
Centre for Access to Services in English in the Mauricie-Centre-du-Québec 
www.casemcq.com  
CASE can be a source of support and help you find health and community resources in 
your area available in English.  
 

http://www.chpca.net/
http://www.virtualhospice.ca/
http://www.sante.gouv.qc.ca/en
https://www.quebec.ca/en/health/health-system-and-services/end-of-life-care/
https://www.quebec.ca/en/family-and-support-for-individuals/death/
http://www.lappui.org/en
http://www.casemcq.com/
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Biblio-Aidant 
www.biblioaidants.ca/en 
An excellent resource for caregivers coordinated by the Quebec Public Library 
Association.  The site publishes resource guides on a range of illnesses, including a 
booklet about palliative care and another for caregivers.  The booklets list some very 
useful internet sites and a wide selection of books, from non-fiction books on topics 
related to palliative care, to testimonials, biographies, comics, novels, and youth fiction.  
 

Information on grief and bereavement: 
 
Association Québécoise des soins palliatifs 
www.aqsp.org 
The Quebec association of palliative care; services available in French only.  
 
Fédération des coopératives funéraires du Québec 
(The Quebec Federation of Funeral Cooperatives) 
www.fcfq.coop/en 
The Quebec Federation of Funeral Cooperatives has information on their site about how 
to deal with grief and bereavement. 
 
Funeral Service Association of Canada 
www.fsac.ca  
The resource section of this website includes information about grief, palliative care, 
finding federal government benefits, and other topics related to death, grief and 
bereavement. 
   
Children and bereavement: 
 
www.kidsgrief.ca 
A site for parents to help them speak about grief and bereavement with children and 
teens.   
 
Kids Help Phone 
www.kidshelpphone.ca 
1-800-668-6868 
Text “CONNECT” to 686868 
Live chat from the website 
A confidential listening service that is available 24 hrs/day, 7 days/ week across Canada.  
Kids and teens can talk about any topic or problem, including death and bereavement.  
 
  

http://www.biblioaidants.ca/en
http://www.aqsp.org/
http://www.fcfq.coop/en
http://www.fsac.ca/
http://www.kidsgrief.ca/
http://www.kidshelpphone.ca/
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Palliative Care Homes in the Mauricie and Centre-du-Quebec 
 

La Maison René-Verrier 

Address : 2200, Boul. Allard, Drummondville (QC) J2B 8B5 

Phone : 819 477-3044 

Email : info@fondationreneverrier.com 

 

La Maison Marie-Pagé 

Address : 250, rang Pariseau, Victoriaville (QC) G6T 0J6 

Phone : 819 604-9250 

Email : info@maisonmariepage.com 

 

La Maison Albatros 

Address : 2325, 1st Avenue, Trois-Rivières (QC) G8Z 2X4 

Phone : 819 375-3323 

Email maisonalbatros@cgocable.ca 

 

La Maison Aline-Chrétien 

Address : 90, Terrasse de la Cascade, Shawinigan-Sud (QC) G9T 2V3 

Phone : 819 731-1314 

Email : maisontroiscolombes@gmail.com  

 
 

Other Resources: 
 
You can ask the nursing staff or your social worker for more information about local 
services, such as caregiver support groups, financial aid programs, or volunteer 
associations.  
 

  

mailto:maisonalbatros@cgocable.ca
mailto:maisontroiscolombes@gmail.com
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Annex 1 | 10 myths about palliative care 
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Annex 2 | Don’t Use the ‘D’ Word : Exploring Myths about Children 
and Death 

 
 

By: Andrea Warnick RN, MA 

Dying and death are natural processes in the circle of life. Yet, our experiences of these processes have 

changed dramatically over the last century. Most responsible for this change is the advancement of 

modern medicine. We have come to expect that new drugs and treatments will save our loved ones. But 

when death occurs, we see it as a medical failure, not as a natural process. This myth, that death is 

primarily a medical event as opposed to a natural one, can contribute greatly to the alienation of 

individuals who are dying, and deeply affect those who are grieving. 

Children experiencing the dying of someone close to them are particularly vulnerable. Many myths 

adults hold about children’s ability to cope with death can make children feel alone and alienated. 

Although current research advises being honest and inclusive with children, these myths permeate the 

health care disciplines. As a result, families are often prevented from receiving the guidance they need. 

Here are five common myths adults often hold about children and death. 
 

Myth 1: Children should not be at the bedside of the dying. 

Historically, children have always been at the bedside of the dying, and in many parts of the world, they 

still are. Yet, in the West, children often are not involved in the final stages of a family member’s life. 

One reason for this is the reluctance of many adults and health care professionals to expose children to 

the process of dying, often out of a concern for their well-being. Ironically, especially in recent years, 

we have condoned the increase in children’s exposure, through various forms of media, to violent, 

sudden death. 

Excluding children from the bedside of a dying friend or family member can have unintended effects. 

Children are deprived of the opportunity to share their loved one’s final days and to say goodbye. Many 

children will imagine scenes that are much worse than the reality of seeing the dying friend or family 

member. By preparing them for what to expect, we give children the chance to witness the dying 

process first hand, in the presence of supportive adults. This experience can go a long way toward 

helping them understand what is happening and will support them in their grieving process for years to 

come. 
 

 
 

Don't Use the 'D' Word: Exploring Myths about 

Children and Death 

https://www.virtualhospice.ca/en_US/Main+Site+Navigation/Home/Support/Support/Meet+the+Team/Exchange+Contributors/Andrea+Warnick_++RN_+MA.aspx
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Myth 2: If a child isn’t talking about the impending death, 

neither should we. 

It’s common for adults to mistakenly believe that it’s best to allow children to initiate conversations 

about the illness or dying of someone close to them. Even very young children will often try to protect 

the adults closest to them from experiencing feelings of sadness. As a result, children may not try to 

discuss topics they think will cause such feelings. Therefore, it’s important for parents to take the lead 

in starting these conversations. Let children know it can help to talk, even though the topic may be sad. 

Children benefit from knowing it’s okay to discuss dying, and that caring adults are in their lives with 

whom they can share their thoughts and worries. 

Try to create an environment where children know they can ask any question they may have. Don’t feel 

you have to have all the answers. Children can benefit from learning that there are some questions even 

adults can’t answer. “Wondering” together about some of life’s unanswerable questions can be a 

powerful experience for both parent and child. 
 

Myth 3: It’s best to avoid the “D” word. 

Adults often avoid using the words “dying,” “death” and “died” around children in an effort to protect 

them. Instead, we may say, “passing” and “passed away.” These terms are abstract and difficult for 

children to understand. 

We may also use indirect phrases, such as “dad will never get better” or “your sister has just gone to 

sleep.” Using these phrases may convince a child that a father will live on in his current state for years, 

or cause some children to fear falling asleep. To prevent confusion and help children understand death, 

it’s best to avoid all euphemisms. Use the word “death” and explain it as something that happens when 

a body stops working and will never work again. 
 

Myth 4: We need to protect children from emotional pain. 

Most parents instinctively try to protect their children from emotional pain. However, it’s not possible 

to protect children from the reality of a family member’s dying. Instead, it’s more helpful to think of 

our role in such situations as preparing our children for a death, rather than protecting them from it. 

Children benefit from simple, honest and age-appropriate information about an impending death. Such 

information helps them feel included in this significant life event. We also foster their trust by 

demonstrating that we are not keeping the truth from them. 

Like adults, children benefit from being able to say goodbye to a family member or friend who is 

dying. They don’t need to be distracted from their feelings of grief. Children need caring adults around 

them to grieve with them and let them know that their feelings are natural and healthy. By preparing 

them for a death, instead of trying to protect them from it, we can help children develop coping 

strategies they will be able to use throughout their lives. 
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Myth 5: A child will think about dying and death all the time. 

Many adults are tempted to withhold the news that a family member is dying because they’re 

concerned that the impending death will consume a child’s thoughts, leaving little room for the joy of 

childhood. Yet, most children grieve differently from adults. They have a wonderful capacity to balance 

joy and sorrow simultaneously. It’s not uncommon for parents to be surprised by how quickly children 

can transition from feeling devastated to wanting to play, even when faced with the impending death of 

a parent. 

Children naturally regulate the amount of time they spend experiencing intense emotions, taking breaks 

from their feelings by playing and continuing to enjoy life. Children grieve in “chunks”―alternating 

between joy and sorrow in a way that few adults can. 
 

Dispelling the myths 

Supporting children who are grieving the dying of someone they care about is a challenging experience 

for parents, especially when parents are in the midst of their own intense grief. The many myths about 

children and death that permeate our culture send mixed messages to parents. They also provide little 

guidance on how best to support children during the dying process. 

Dispelling these myths will not change the reality of the death, but it can shape the child’s story about 

that death and support them in their grief process for years to come. 

Content reviewed May 2019 
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