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PREFACE - Consider removing this page prior to provision to patients
This Guide was developed at the request and with the help of a group of patients
who had experienced, or were experiencing, the life threatening illness of
themselves or a loved one. The idea was to create a resource created “by patients
for patients” that could help future people and their families walk through the end
of their life with as much dignity and as little frustration as possible. We hope that
it will be of help, either as a whole, or in part, to people that follow us. The initial
use was intended to be as a binder format provided to patients and their families.
Please feel free to use the binder in whole, or in part. If you would like to provide
specific feedback, or would like an editable copy (ie, word document) of the
document for use in your area please contact:
christine.ryan@saskhealthauthority.ca
Special thanks to the following people who provided much insight and feedback on
the project: Elke Hutton, Yvette Jacobs, Wolfe Herdemann, Rose Diesen, and Kyle
Mackie; as well as the many health care workers who provided feedback in their
free time.
Thanks also to Victoria Hospice, for the original “Binder” idea and format, as well as
Virtual Hospice, for the resources they provide.
Additionally, without the support of the Health Quality Council and the
Saskatchewan Medical Association, through their involvement in the CQIP program,
this resource would not have been possible.
Although it was developed for rural patients in the Shellbrook/Spiritwood/Big River
areas, it is made to be easily edited to suite any area of Saskatchewan with minimal
changes. If using this resource for another area the following sections will need to
have phone numbers/contact information changed:
● 3
● 4.2, 4.3
● 9.2
● 11.2
● 14.3
● 15
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1. Introduction
1.1 Why this Resource
Having a loved one, or yourself, diagnosed with a life threatening illness is hard.
lot of decisions need to be made regarding care and many questions arise.

A

This is where this binder is helpful. It serves as a comprehensive guide, which can
answer most of the questions families and patients might have about what palliative
care means, what resources can be accessed, and what to expect during the
process. It was developed by patients, for patients.
The intent is to empower you by providing information and education - allowing you
to make sound choices throughout your illness.
This manual will also improve planning and communication around your care.
Included are forms to help you with communicating with your caregivers.
You may find some sections more interesting and useful to you than others;
however, all the material is here for you and your family to look through. If you
have any concerns or questions, please do not hesitate to discuss them with your
Home Care Nurse, Family Physician, or Palliative Care Coordinator.
We would specifically like to thank the community members (Elke Hutton, in
honour of her husband Dennis Hutton; Rose Diesen, Wolfe Herdman in memory of
Anne Herdmann) and staff who put time into developing this resource.
Victoria Hospice, out of British Columbia, also provided the original idea for the
development of a binder or guide to help patients and families navigate their own
journeys. Their initial work was instrumental in the development of this resource.
Without their work on their own binder this resource would not have been
developed.

1.2 What is Palliative Care
Myth: Palliative care means my doctor has given up and there is no hope for
me.
Fact: P
 alliative care ensures the best quality of life for those who have been
diagnosed with an advanced illness. Hope becomes less about cure and more
about living life as fully as possible.
5

Palliative care is a type of health care for patients and families facing life-limiting
illness. Palliative care helps patients to achieve the best possible quality of life right
up until the end of life. Palliative care is sometimes considered end-of-life care, with
a main focus on comfort. However, it is increasingly recognized that a palliative
approach, as part of health care is beneficial early on in serious and chronic illness.
In Canada and around the world, quality palliative care:
●
●
●
●
●
●

focuses on the concerns of patients and their families;
pays close attention to physical symptoms such as pain, nausea, loss of
appetite and confusion;
considers the emotional and spiritual concerns of patients and families;
ensures that care is respectful and supportive of patient dignity;
respects the social and cultural needs of patients and families;
uses a team approach that may include volunteers, social workers and
spiritual leaders in addition to medical staff.

Palliative care does not necessarily end when someone has died. Family members
may need support as they grieve the loss of a loved one and try to manage
numerous strains and stresses. Bereavement programs are often part of the
comprehensive care offered as part of palliative care.

Myth: Palliative care hastens death.
Fact: P
 alliative care does not hasten death. It provides comfort and the best
quality of life from diagnosis of an advanced illness until end of life.
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2. Advanced Care Plan
Advance Care Planning (ACP) is a process of reflection and communication.
It is a time for us to reflect on our values and wishes, and to let others know
what kind of health and personal care we would want in the future if we
become incapable of making such decisions should a health crisis or
emergency occur. Advance Care Planning means having discussions with
family and friends, especially a substitute decision maker. A substitute
decision maker is the person who will speak on our behalf if we cannot speak
for ourselves – and make decisions about health care and medical
procedures. The process of creating an Advance Care Plan may involve
writing our wishes down. It should also involve discussions with the health
care team and significant others that are apart of our life. The conversations
should be revisited periodically – particularly if circumstances change, and
especially when you are diagnosed with a life threatening condition.
Advance Care Planning is not only for the very old or the very ill, but also for
all capable adults at all life stages. It allows family, substitute decision
makers, and health care providers to gain a better understanding of our
personal and cultural values in order to tailor the appropriate care. Studies
have shown that patients who have undertaken Advance Care Planning are
more satisfied with their overall health care. Given that people are living
longer and the increasing prevalence of chronic disease, Advance Care
Planning may help to reduce health care costs for older Canadians while, at
the same time, improving the quality of care that we receive.
Although any Advanced Care Plan or “Living Will” is accepted (as long as
we can tell it came from you and has a date) at all Saskatchewan Facilities,
we have attached a copy of an ACP for you to use. It should be placed at
the front of your palliative care binder/passport/information, and copies
should be placed at your local hospital as well as with your doctor/nursing
staff. Your family needs to know where it is and what is in it as well.
For more information visit Advanced Care Planning at advancedcareplanning.ca or
talk to your nurses or physician.
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3. Care Team Contact Information
Your care team is just some of the people who you may need to contact at different
times. They can help with a variety of things - and you, or someone else may need
to call them.
We encourage you to keep this at the front of this binder, or in another place that
you can easily find it.
In the Prince Albert and surrounding areas (ie, Big River, Kinistino,
Shellbrook etc) the number for the Palliative Care Coordinator
306-765-2487. This position is currently held by Darcie Aug, RN. She can
be called by patients, families, or health care providers.
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4. Home Care Services
Home Care is intended to help people with health related needs to remain
independent at home. Home Care is intended to support the family, not replace it.
Home care provides health care and support services for people living within the
Prince Albert area, including rural communities. Maximizing client wellness and
their ability to care for themselves is our focus. Our services supplement, but do
not replace clients' efforts to care for themselves with the assistance of their family,
friends and the community.
Home Care as a member of the Palliative Care Team will strive to provide you and
your family/caregivers with information and support you need while you are at
home. Other members of the regional palliative team include medical social
workers, pharmacists, dieticians, and therapists in addition to your primary care
provider (physicians, NP). We also encourage you to speak with your spiritual
advisor as well as anyone else who is a support to you.
Home Care is able to provide you with some supplies and nutrient supplements free
of charge and some of your in-home expenses may be covered by provincial or
private insurance. Speak with your Home Care nurse or manager regarding the
provision of supplies which you may require.

4.1 Communities Served by Home Care in the
Spiritwood-Big River-Shellbrook-Prince Albert Areas
Prince Albert Home Care Office
Unit D 4050 2nd Avenue West, Prince Albert
Phone:
306-765-2450
Facsimile: 306-763-4472
Providing services to:
Prince Albert, Birch Hills, Kinistino, Weldon, St. Louis, Christopher Lake,
Paddockwood, Meath Park, Candle Lake, Albertville, Henribourg
Rural Municipalities of Prince Albert, Buckland, Kinistino, St. Louis, Garden River,
Lakeland, Paddockwood
For Rural Areas, separate offices cover a variety of areas.
However they can all be reached through a Central Intake Phone and Fax.
Phone:
306-747-6849
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Facsimile:

306-747-6852

Shellbrook Home Care Office
Providing service to:
Shellbrook, Canwood, Debden, Big River, Parkside, Holbein, Mont Nebo, Erinferry,
Stump Lake, Crutwell
Rural Municipalities of Shellbrook, Canwood, Big River, Buckland
Spiritwood Home Care Office, Spiritwood and District Health Complex
Providing service to:
Spiritwood, Shell Lake, Leoville, Chitek Lake, Mayfair, Rabbit Lake, Medstead,
Glenbush, Mildred, Belbutte, Bapaume, Whitkow, Mullingar. Penn, Ranger, Rural
Municipalities of Spiritwood, Meeting Lake, Medstead, Roundhill
Hafford Home Care Office, Hafford Special Care Home and Primary Care Site
Providing service to:
Hafford, Blaine Lake, Leask, Marcelin, Krydor, Speers, Richard, Alticane, Keatley,
Rural Municipalities of Leask, Blaine Lake, Redberry, Douglas

4.2 Services
Services for eligible clients are delivered by teams of health care professionals and
may include:
● Nursing
● Home Care Nurse Practitioner
● physiotherapy and occupational therapy
● community counsellor/mental health worker where available
● home support
● long term care
● end of life care
● short term residential care for caregiver relief (respite)
(Due to population size and geographic remoteness, not all services
are available in every community. In communities where services are
limited, every effort is made to accommodate clients' care needs.)
Wait time can be weeks or longer for some services due to limited resources. It is
best to plan ahead for supports you may need.
Personal Care Homes are private enterprises. However information about them is
available through the central intake line (Section 4.1).
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Arranging Service
Please use the contact information above to call the Home Care Office in your
community. We are happy to answer any questions about our services and provide
you information about other community services that may meet your needs. A
referral from a physician is not required, but some physicians may refer you.

4.3 Palliative Care Passport
Living with a medical condition may involve meeting many new people. Keeping
family and health care staff updated about changing needs, diagnosis, and care
plans can be difficult, repetitious, and tiring.
The Palliative Care Passport is used by and available in most areas. It is a plastic
sleeve with forms intended to help care providers keep up to date on your
individual health.
It is designed to be simple. Family, healthcare staff, or yourself may add
information that they feel is important.
Take it with you to the hospital, doctors appointments, and the emergency room.
You may also use it to update your family and carers as your health situation
changes.
Some patients choose to keep it at the front of this resource, if using this resource
in a binder format, along with their Advanced Care Plan (Section 1) and Care Team
Contact Sheet (Section 2).
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5. Coverage and Access
5.1 Palliative Drug Coverage
In Saskatchewan, this program covers the costs of most prescription drugs
for palliative care patients in the late stages of terminal illnesses. The Drug
Plan manages this program.
A great benefit of being enrolled in the palliative care drug coverage
program is the financial relief it can provide. This can make a big difference
for many families.
Under this program, a palliative care patient is a person who:
● Has a terminal illness with a life expectancy measured in months;
● Does not have appropriate treatment options to cure their illness or to
prolong their life; and
● Requires care to improve or maintain their quality of life, including
managing symptoms such as pain, nausea, and stress.
In order to apply for this coverage, a patient’s physician must submit a
completed Request for Palliative Care Drug Coverage Form in order to
register a patient for this program. This form is available at the Government
of Saskatchewan website, through your pharmacy, and at physicians offices.

5.1.1 Drugs covered under this program
Prescription Drugs
Registered palliative care patients receive prescription drugs free, if listed in
the Saskatchewan Formulary or approved under Exception Drug Status. It
also covers some commonly used laxatives and other medications, as
prescribed by a doctor.
Dietary supplements and other basic supplies
Individuals who have been designated as Palliative by the Regional Health
Authority’s assessment and case management process may be provided
items such as dietary supplements, dressing supplies, hypodermoclysis
equipment, computerized ambulatory drug delivery pump equipment,
intravenous equipment, urinary catheter equipment, and incontinent
supplies. Some restrictions apply.
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5.1.2 Drugs not covered under this program
This program does not cover cancer drugs for cancer patients. However, The
Allan Blair Cancer Centre and the Saskatoon Cancer Centre Pharmacy
provide prescription drugs free to registered cancer patients by either the
Allan Blair Cancer Centre Pharmacy in Regina (306) 766-2816 or the
Saskatoon Cancer Centre Pharmacy (306) 655-2680.

5.1.3 Non Insured Health Benefits
Sometimes called “Treaty Benefits”, the Non-Insured Health Benefits (NIHB)
Program of the Department of Indigenous Services Canada provides
coverage to eligible registered First Nations people and recognized Inuit with
a limited range of medically necessary health-related goods and services not
provided through private or provincial/territorial health insurance plans. With
restrictions, benefits include drugs, medical transportation, dental care,
medical supplies and equipment, crisis intervention counselling, and vision
care.
NIHB clients who are diagnosed with a terminal illness and are near the end
of life may be eligible to receive additional benefits (such as nutritional
supplementation) that are not included in the NIHB Drug Benefit List.
To receive these benefits your physician must fill out a form and you must
meet some criteria. For more information, speak to your pharmacist, or call
your band office health centre.
Some equipment such as hospital beds or other equipment requires a home
assessment by a therapist. You can contact your Home Care Office or be
referred by a doctor to your local therapies department.
Note: Patients who are covered by NIHB and live on reserve are seen by
provincial health authority staff while in hospital. However once back home,
support is provided by the on reserve nursing staff. Those living off reserve
may be able to use provincial home care. However, their reserve must order
supplies and equipment through NIHB and not SAIL (Section 5.2.1)
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5.2 Equipment and Transport
When you are no longer able to drive or get around in your usual ways,
transportation can be difficult. When you are used to being independent, it may
feel awkward to ask others to drive you to the store or to appointments. However
this is the kind of task that family members, friends, and acquaintances often like
to take on. If you don’t have those resources, there may be resources available
locally to help. These may or may not have fees associated with them that are not
covered. Talk to your home care nurses, physician, or occupational therapist for
more information.
You may need home aids and other equipment to make your care at home safer
and easier - there are several ways to access this.

5.2.1 Saskatchewan Aids to Independent Living
Saskatchewan Aids to Independent Living (SAIL) provides assistance to
people with physical disabilities to live a more active and independent
lifestyle. It also helps people in the management of certain chronic health
conditions. This includes:
●
●
●
●
●
●
●

Mobility and Assistive Devices (Special Needs Equipment) Program
Therapeutic Nutritional Products Program
Respiratory Equipment Program
Home Oxygen Program
Children’s Enteral Feeding Pump Program
Compression Garment Program
Under the Special Benefits Program, special assistance for certain
conditions such as chronic renal patents, ostomy patients, and patient
with neurological conditions (MS/ALS)

These programs are often best accessed through your local occupational
therapist (via the hospital or from a referral by your physician or home care
office).
Wait time for occupational therapy is often several weeks - try to request
these referrals easily to make sure you have the equipment when you need
it.
Equipment available includes wheelchairs, bathing toileting equipment,
hospital beds, lifts, and walkers. Specialty programs can sometimes provide
17

things like ramps and home renovation support. Occupational therapy helps
with access to this as well.
Contact:
Toll Free: 1-888-787-8996
Phone: 306-787-7121
Email: dp.sys.support@health.gov.sk.ca

5.2.2 Non Government Transport Services
For Cancer Patients
If you are a cancer patient with the Saskatchewan Cancer Agency and are unable to
arrange for transportation with a family member, friend or neighbour, the Canadian
Cancer Society may be able to help, even for rural patients.
There is a $100 annual registration fee. The registration fee must be received by
CCS prior to trips being provided.
For More Information, call toll-free 1-800-263-6750 or visit
cancer.ca/en/support-and-services/support-services/transportation-sk

5.2.3 Ambulance Services
Ambulance trips (ground, plane, and helicopter) are not provincially insured in
Saskatchewan, but the cost is subsidized.
● The provincial government covers a substantial portion of service costs for
road and air ambulance. The remainder is paid through patient fees.
● Costs can vary based on where you live.
● You may choose to purchase additional health coverage, or perhaps you
already have coverage through a group health benefits program or travel
insurance. Another option is to see if you qualify for assistance programs to
help pay your portion of the cost.

Costs of a Road Ambulance Trip:
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●
●
●

●

a basic call “pick up” rate ranging from $245 to $325;
a per kilometre rate for rural residents to transfer into larger centres;
an hourly waiting time rate between $50 and $100 to cover the time an
ambulance waits in a larger centre to return a patient to their home
community; and
a special escort fee (ie, nurse) if needed

Air Ambulance and STARS:
● There is a $465 charge per flight for Saskatchewan residents.
● Patients are also responsible for the cost of road ambulance service to and
from the airport/hospital if applicable
Assistance Programs:
● If you are 65 years of age or older, the Senior Citizens' Ambulance
Assistance Program caps fees at $275 per ambulance trip within the
province.
● Lower-income families can have all or some of their fees covered through
Family Health Benefits and Supplementary Health Benefits.
● If you have been injured at work, or are involved in a motor vehicle accident,
Worker's Compensation and Saskatchewan Government Insurance (SGI)
covers the full cost.
● The Northern Medical Transportation Program covers the cost of emergency
transportation provided by private air carriers, medical taxi or road
ambulance for all northern residents.
For more information on Ambulance transfer contact the Acute and Emergency
Services Branch of the Government of Saskatchewan.
Email: info@health.gov.sk
Phone: (306) 787-3764

5.2.4 Accommodation
If travelling away from home for cancer treatments, including out of province. The
cancer centre can provide a list of hotels which charge less for anyone having to
stay for any medical appointments and may have volunteers available to transport
patients between hotels and the cancer centers.
It may also be useful to ask when booking at hotels for end of life related issues if
they can help with pricing.
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5.3 Home Oxygen
Some, but by no means a majority, of patients at the end of their life may have
benefit from home oxygen. It has generally been shown to benefit patients with low
oxygen levels AND who feel shortness of breath. For many patients with shortness
of breath a fan, medications, and breathing techniques, are much more helpful.
In Saskatchewan, the Home Oxygen Program provides funding towards the cost of
prescribed home oxygen therapy for clients who:
1) Have oxygen prescribed by a physician or nurse practitioner, AND
2) Meet the medical criteria for either continuous, exertional, or nocturnal
oxygen, OR
3) Be assessed by the Saskatchewan Health Authority and meet the criteria for
end stage palliative care.
Please note, the “criteria for end stage palliative care” are defined differently than
what we consider Palliative for patients receiving home care, or palliative supportive
care. The coverage for patients meeting the “end stage palliative care” criteria is
short-term only and requires renewal every four months. Your local home care
office is often the best resource for this discussion.
Oxygen is provided to people in their homes by private suppliers, either by use of a
concentrator, which extracts nearly pure oxygen from the air, or in liquid form.
Concentrators and liquid tank systems provide the same medical benefit, although
liquid systems can be more convenient. The average cost of full-time liquid systems
is more than double the average for concentrators.
Patients can choose their oxygen supplier. As user costs, delivery schedules, and
services vary among suppliers, it is good to check who is available as a supplier in
your area and compare them before deciding.
Patients who do not meet the Saskatchewan Health Authority criteria for coverage
are able to buy oxygen privately and may be able to receive coverage through
private entities.

5.4 Home Care Services
The Saskatchewan Health Authority provides home care in Saskatchewan,
including:
● Case management and assessment
● Home nursing
20

●
●
●

Physical and occupational therapy service
Home support services (such as continuing care aids)
Medical Social Worker and Counselling services (where available)

There is a fee to cover part of the cost of the following services, based on a
person’s income and the amount of services they receive:
● Homemaking, including personal care, respite, and home management
services
● Meals
● Home maintenance.
Private home care services are not covered, such as private homemaking and
private home nursing agencies, however, you may have private coverage
(veterans, private insurance).
Information about Home Care Services is more fully covered in Section 4

5.4.1 Long Term Care and Short Term Stay Beds
The Saskatchewan Health Authority's special care homes provide a host of
programs delivered to more than 590 residents. Of the 12 facilities, 11 are wholly
owned and operated by the SHA in the Prince Albert area, and one has a contracted
relationship with the SHA. All facilities focus on providing quality of care while
ensuring residents’ quality of life is met to the greatest degree possible.
What is provided? A special care home offers a range of personal and health
services to people who are elderly, disabled or chronically ill and who need 24-hour
care. Health care supports like day programs, respite and rehabilitation services to
people who still live in their own homes may be available. Care and services are
provided based on individual resident need using an interdisciplinary team
approach.
How do you access a special care home?
Admission is based on an assessment of health and personal needs. This
assessment is done by a team of health professionals. It is accessed through the
Region’s Home Care program.
Individuals who are assessed and do not meet the qualifications for admission to a
Special Care Home, but who may require assistance could find more information
about support from Home Care or a Personal Care Home. There are subsidies
available for individuals in Personal Care Homes.
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There are a number of alternatives to long-term care available to meet the
needs of you or your family member:
Planned respite care is for people who normally live at home but are dependent
on family for support. Respite care provides temporary relief to families or other
primary care providers. Bookings must be made in advance of requested dates and
will depend on available beds. You will be charged a standard fee and also
responsible for the costs of your medications and some personal supplies.
Emergency respite care provides short-term care where there is a sudden and
unexpected change to a person’s support system and the person requires 24-hour
supervision. You are charged a standard fee and also responsible for the cost of
transportation to and from a facility, and all costs for medications and some
personal supplies.
Adult day programs are available in some areas for a standard fee and designed
to:
● Maintain and increase your ability to perform activities of daily living
● Prevent premature admission to a special care home
● Provide relief to the individual’s family and caregivers.
Convalescence is a period of additional recovery time following surgery or serious
illness, usually following a stay in hospital. It provides you the opportunity to
recover your health and independence so you can safely return to your community
setting.
All of these are available to palliative patients as well (if offered).
For more information about the special care home that is right for you or your loved
one, contact the Saskatchewan Health Authority or your local homecare office.
If you are unsure of your local homecare office, please visit:
https://www.saskhealthauthority.ca/Services-Locations/Pages/Home.aspx

Admission to Special Care Homes
To apply for admission to a special care home, contact the Saskatchewan Health
Authority.
The health authority contact in your community will assign you an Assessor
Coordinator/Client Care Coordinator who will review, determine the type of care you
require, and approve admission to a special care home. Assessments ensure that
22

available beds go to individuals with the highest need and living at the greatest
risk.
An assessment looks at several factors, such as:
● Functional ability
● Physical health
● Mental status
● Living environment
● Informal support system
● Social relationships
● Emotional state and Spiritual needs
If a bed is not immediately available, you will be placed on a wait list. While
waiting, you will be offered support, such as home care.
Your care needs will also be reviewed regularly while waiting, so it is important to
let your Assessor Coordinator/Client Care Coordinator know of any significant
changes to your health that could affect your admission to a special care home.
You will be contacted by the health authority as soon as accommodation is
available.

Charges for Special Care Home Residents
Residents of special care homes pay a fee – a resident charge – based on their
personal income. This charge is based on your annual reported income from Line
150 of your Income Tax Return. The Ministry of Health continues to subsidize
approximately 80% of the overall province-wide cost of long-term care.
A resident pays the standard resident charge ($1,106 at July 1, 2018) plus 57.5%
of the portion of their income between $1,520 and $4,364.
For married residents (including common-law couples), the couple’s income is
combined, divided equally, and then the above formula is applied.
The resident and spouse (if applicable) are required to provide income information
from the most recent year’s notice of assessment. If income information is not
provided, the resident charge will be assessed at the maximum rate.
A resident admitted for temporary care must pay the income-tested resident charge
if their stay is more than 60 consecutive days.
Married residents who live in separate dwellings for reasons beyond their control
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may choose to complete an Optional Designation Form. With this designation, only
the resident’s income is considered when calculating the charge. Choosing this
designation does not change a couple’s marital status.
Additional charges
In addition to the resident charge, there is an additional cost for prescriptions,
medications, incontinence supplies, and certain medical and personal supplies and
services.
There is also a $21.50 monthly supply charge for personal hygiene items, such as
shampoo, conditioner, soap, denture crème, toothpaste, mouthwash, etc. This
charge is adjusted annually based on increases to Old Age Security and Guaranteed
Income Supplement benefits.

Recalculating resident charges
A request for recalculation of the resident charge may be made at any time by
submitting a written request to the Ministry of Health along with supporting
documentation to the Income Assessment Unit.
For more information about the calculation of resident charges, call:
Income Assessment Operations Unit
1-800-667-4884 (Toll-free)
306-787-5023 (Regina)
Other Housing Options
There are other housing options that might be right for you:
● Retirement communities
● Assisted living
● Low-income housing programs
● Personal care homes
These options provide you with a variety of living arrangements with a range of
services and programs. These privately-run businesses set their own rates.

5.5 Non Homecare Services
There are caregiver placement agencies (ex. Paragon Personnel in Vancouver) that
have prescreened caregivers available for hire. Check to ensure you are using a
reputable service.
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Locally resources vary. There may be local people available for hire. Again, it is
important to properly vet anyone coming into your home (criminal background
checks, references).

5.6 Canadian National Institute for the Blind
If you are blind or partially sighted you may be able to receive services from the
Canadian National Institute for the Blind (CNIB).
CNIB provides services to people of all ages with a wide range of programs and
services Canadians need to see beyond vision loss, build their independence, and
lead the lives they want.
Whether you're looking for vision loss rehabilitation, emotional support, help
staying active and independent, or the chance to connect with others who are living
with sight loss, CNIB can help.
To be referred for vision therapy, talk to your eye specialists or doctor. They can
visit cnib.ca or www.visionlossrehab.ca/en to refer you.
You can also contact CNIB at 1-800-563-2642 or visit them online at www.cnib.ca

5.7 Government Benefits
5.7.1 Employment Insurance Benefits
You may qualify for Employment Insurance Benefits.
For more information, call 1-800-206-7218 or go to
www.servicecanada.gc.ca/eng/ei/types/sickness.shtml

5.7.2 Caregiver Benefits through Canada Employment Insurance
Compassionate care benefits are Employment Insurance (EI) benefits paid to
people who have to be away from work temporarily to provide care or support to a
family member who is gravely ill and who has a significant risk of death within 26
weeks (six months). A maximum of 26 weeks of compassionate care benefits may
be paid to eligible people. You can receive compassionate care benefits for up to a
maximum of 26 weeks if you have to be absent from work to provide care or
support to a gravely ill family member at risk of dying within 26 weeks. If you are
unemployed and already receiving EI benefits, you can also apply for
compassionate care benefits.
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To be eligible for compassionate care benefits, you must be able to show that:
●
●

your regular weekly earnings from work have decreased by more than 40
percent; and
you have accumulated 600 insured hours of work in the last 52 weeks, or
since the start of your last claim (this period is called the qualifying period).

To receive compassionate care benefits, you must submit an EI application
online. Apply as soon as you stop working. If you delay filing your claim by more
than four weeks after your last day of work, you may lose benefits.
When requesting compassionate care benefits, as soon as possible after you apply,
you must provide medical proof showing that the ill family member needs care or
support and is at risk of dying within 26 weeks.
As proof, you must submit the following two forms:
●

●

Form INS5216A, Authorization to Release a Medical Certificate, which must
be completed and signed by the gravely ill person or their legal
representative; and
Form INS5216B, Medical Certificate for Employment Insurance
Compassionate Care Benefits, which must be completed and signed by the
medical doctor of the gravely ill person to confirm their significant risk of
death within 26 weeks.

Copies of these forms are available on the Service Canada website, or from any
Service Canada Centre.
For further information and specific details on the Compassionate Care Benefits
program, please access the Government of Canada Employment Insurance website.

5.7.3 Canada Pension Plan
A disability pension is available to Canada Pension Plan contributors who are under
the age of 65 and have a severe and prolonged disability.
For more information, call 1-800-277-9914 or go to
www.servicecanada.gc.ca/eng/isp/cpp/disaben.shtml

5.7.4 Canada Pension Plan Survivor Benefits
Working Canadians contribute to the Canada Pension Plan (CPP) through payroll
deductions. When a contributor dies, CPP survivor benefits are paid to the
contributor’s estate, surviving spouse or common-law partner, and dependent
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children. In order to receive CPP benefits, you must apply for them. There are three
types of benefits:
●

Death benefit: This a one-time payment to the estate of a deceased CPP
contributor.

●

Survivor's pension: This a monthly pension paid to the surviving spouse or
common-law partner of a deceased contributor.

●

Children's benefit: This a monthly benefit for dependent children of a
deceased contributor. Dependent children are those under 18, or between
the ages of 18 and 25 and attending school or university full-time.

5.7.5 Guaranteed Income Supplement
Depending on your income, you may be eligible for the Guaranteed Income
Supplement. For example, if your only income is the Old Age Security pension, you
would most likely qualify.
For more information, call 1-800-277-9914 or go to
www.servicecanada.gc.ca/eng/isp/pub/oas/gismain.shtml

5.7.6 Veterans Affairs Canada
If you
●
●
●
●
●

are a veteran, you may be eligible for:
An attendance allowance for caregiver while you are ill
A disability pension
Equipment and home alterations
An oxygen subsidy
Home maintenance

For more information, call 1-866-522-2122 or go to
www.veterans.gc.ca/eng/services (It will be helpful to know your service number
when you call)

5.7.7 Canada Revenue Agency
There are provisions to obtain income tax deductions for people who have been
“disabled” for an extended period of time. Their dependents and their medical
expenses. To claim these deductions, you must complete Revenue Taxation Form
T2201
For more information, call 1-800-959-8281 or go to www.cra-arc.gc.ca/disability
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5.8 Non Government Coverage
5.8.1 Community Organizations
If you are a member of a community organization, association or lodge, check to
see if it provides financial assistance during a member’s illness.
Some local groups also assist non-members (for example, the Kinsmen/Kinettes will
sometimes assist with local equipment purchases, scooters, ramps, and home
renovations).

5.8.2 Extended Health Plan
If you have an extended health plan, check to see what expenses may be covered
(e.g., nursing care, community health worker, medications, oxygen).

5.8.3 Life Insurance Policies
If you have a serious illness, it may be possible to apply to have your premiums
waived without affecting the policy itself. This requires a written application and
medical proof of illness.

5.9 Income Tax Deductions
Many medical expenses, including travel, can be deducted from you, or your
partner/spouses income tax. A full list of this is available at the Government of
Canada CRA website, for lines 330 and 331 deductions.
You can claim only eligible medical expenses on your tax return if you, or your
spouse or common-law partner:
● paid for the medical expenses in any 12-month period ending in that tax year
● did not claim them in the year prior
● OR for expenses paid in any 24-month period t hat includes the date of
death. It only applies if the expenses were not claimed for any other year.

It may be better for the spouse or common-law partner with the lower net
income (line 236) to claim the eligible medical expenses.
Generally, you can claim all amounts paid, even if they were not paid in Canada.
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For all expenses, you can only claim the part of the expense that you or someone
else have not been and will not be reimbursed for. However, the expense can be
claimed if the reimbursement is included in your or someone else's income (such as
a benefit shown on a T4, Statement of Remuneration Paid, slip) and the
reimbursement was not deducted anywhere else on the income tax and benefit
return.
You will need to keep receipts for these expenses in case they are requested by the
CRA. Some expenses also require a prescription from a physician, so it is best to
check.
For working individuals with low incomes and high medical expenses there is a
refundable medical expense supplement. This is put on line 452 of your income tax
forms, more information is available from the CRA.
Travel expenses cannot be claimed as a medical expense if you traveled less than
40 kilometers (one way) from your home to get medical services.
Travel expenses over 40km can be claimed, whether it is by private vehicle or
public transportation. For over 80km accommodations and meals may in some
instances also be claimed.
To claim transportation and travel expenses, the following conditions must be met:
● substantially equivalent medical services were not available near your home
● you took a reasonably direct travelling route
● it is reasonable, under the circumstances, for you to travel to that place for
those medical services
If a medical practitioner writes you were not able to travel alone, you can also claim
the transportation and travel expenses of an attendant.
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6. Planning Ahead
You and your family may choose to make some decisions and
arrangements ahead of time. All of the patients/families who helped
develop this resource stated that they could not stress this enough.
Planning ahead helps to:
● Ensure that your wishes are known and respected
● Reduce the number of decisions made immediately after death
● Provide an opportunity for you and your family to talk about
arrangements, concerns, and feelings
● Allow you to leave your affairs in order for your family
● Reduce family stress during the early hours and days of grief
This section is intended to help you make these arrangements and decisions. It
covers some of the practical things you need to think about - it is always easier to
deal with situations if you know what to expect, what to do, and who is available to
you.

6.1 Checklist
Many patients have found the “Just In Case” binder developed by a Saskatchewan
patient very helpful for organizing information. Binders are available here:
http://www.saskatooncommunityfoundation.ca/community-initiatives/just-in-case-b
inders/
If you are unable to access the binder, the following list contains many of the
important pieces of information that we should all have easy access to unfortunately this often gets forgotten about it.
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6.2 Advanced Care Planning
Advance care planning is sometimes called a living will, advance directive, or health
directive. It is not just for people who are ill - we recommend that everyone
has one.
Advance Care Planning is the legal set of directions you develop for your medical
care if you are too ill or injured to communicate or make decisions. The instructions
and information in the plan would only be used to give direction for your
treatment if you are not capable of speaking for yourself. (It’s your voice for
when you are not capable of speaking for yourself.)
An Advance Care Plan can be verbal or written. It is legal. You can complete this on
your own, with the help of your family, your health care team or your legal advisor.
However, it can be overridden if medical circumstances dictate.
In Saskatchewan, an Advance Care Plan is legal and protected under the Health
Care Directives and Substitute Health Care Decision Makers Act, 1997.
All Saskatchewan residents who are 16 and older can complete an Advance Care
Plan, and can change or revoke the plan at any time if mentally capable of doing
so.
A written advanced care plan is found at the front of this package - however there
are many available. Any one is considered appropriate.
For more information, talk to your physician, nurses, or visit:
http://www.rqhealth.ca/rqhr-central-files/my-voice
or
Advancedcareplanning.ca
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6.3 Completing estate plans
Having your legal and financial affairs in order will help your family take care of
estate matters after your death. If you do not already have a will, please consider
getting one, to ensure that your family is not left with legal issues around the
disbursement of your assets.
Making prior arrangements also protects against financial difficulties that can arise
when legal situations are unclear.
If a person dies without a will, this is known as intestate. Before distribution of
their assets can occur someone has to apply to the courts to be recognized as the
person having authority to deal with the deceased’s estate. This person will
become known as the administrator of the estate.
More information is available through the Public Legal Education Association at
plea.org
Phone: 306-653-1868
Fax: 306-653-1869

6.3.1 Enduring Power of Attorney
An enduring power of attorney authorizes another person to act on your behalf and
will continue in effect even if you later lose your legal capacity. It can be set up to
deal with both your property matters - such as banking, investments, leases or
sales - as well as personal affairs, such as where you will live and how your
personal care needs will be met. It can also be designed to deal with only property
matters or only personal matters.
It is important to note, however, that an enduring personal power of
attorney, either on its own or in combination with a property power of
attorney, cannot authorize decisions concerning medical treatment - these
decisions must be dealt with under a health care directive.
An enduring power of attorney only applies during your lifetime and ceases to be
effective upon your death.

6.3.2 Wills
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A will covers the distribution of your property or estate after you die. Properly
drafted and executed, a will can help ensure that your property is divided the way
you intended and benefits the people you intended. It can be drafted very broadly
(three equal shares to my three children) or contain very specific bequests (to my
only brother, David, I leave my entire art collection). A will only comes into effect
upon your death and may be changed during your lifetime to reflect changes in
your personal life, provided that you continue to be of sound mind. A will can also
be used as part of an overall estate plan. It also allows you to name your Executor,
the person that will be responsible for seeing your wishes through, and provides an
opportunity to record and discuss your wishes about matters such as guardianship
of your minor children or funeral arrangements.
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6.4 Pronouncement Plan
Although this section reviews planning for pronouncement of death, the final days
and weeks leading up to our deaths is often not thought about or planned until they
are happening. We encourage you, when ready, to review Section 12 to get
information about the dying process and options for care during this time.
Talk to your family physician or Home Care nurse about who will come to your
home (day or night) to pronounce the death, provide support, and guide family
members and caregivers through the next steps.

When death is expected, anticipated and/or due to natural causes a nurse (either in
hospital or at home through homecare) may:
● Pronounce death (usually by checking a pulse, listening to the chest,
checking pupils)
● Inform the physician, determine whether the physician wishes to make
a home visit
● Assist family, as they require, with contacting family and friends
● Perform care of body as per family request: wash, dress body.
Catheters, IV lines and NG tubes may be removed in the home
● Phone funeral home for removal of body. Inform funeral home if there
is a pacemaker or implanted vascular access device

A Coroner need be called ONLY when a death is unexpected, unexplained, appears
to be from unnatural causes, or when the death falls under the coroners act. In
these rare cases the body cannot be moved until the RCMP or a coroner have
viewed it. This is extremely uncommon in palliative care.
In some areas of the province pronouncement of death is provided by Emergency
Medical Services, and not homecare. Not all areas have homecare or nursing
availability - check ahead of time to make sure you know what is available to you.
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Support
If you wish to have family, friends, or a spiritual advisor to be with you during the
last few days or hours, arrange this ahead of time.
Contact Information:

Contact

Name

Number

Family

Neighbours/Friends

Spiritual Advisor
Nursing Staff
Physician/Nurse
Practitioner
Funeral Home
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6.5 Organ Donation
Discuss your wishes for any donation of organs with your family physician or home
Care Nurses. There are some restrictions based on age and cause of death.
Transplant Program Coordinators are available to answer questions and facilitate
organ donation for Saskatchewan residents.
St. Paul’s Hospital, 1702 20th Street West, Saskatoon, SK S7M 0Z9
306-655-5054
Regina: 306-766-6477
There are several organizations that accept donations for education and research
purposes. The University of Saskatchewan requires prior arrangements be made.
They can be contacted at:
University of Saskatchewan Body Bequeathal Program
Department of Anatomy and Cell Biology
2D01-107 Wiggins Rd Saskatoon, SK S7N 5E5
Phone: 1-306-966-4075
Fax:1-306-966-4298
It is important to have a “backup plan”, in case your body is not accepted.

6.6 Memorial Funeral Plans
Prearranging your memorial or funeral service can help avoid difficult
decision-making and emotional stress for family members after your death.
The first step is to make an appointment with a funeral director to complete your
arrangements.
Things to consider:
● Will there be a service?
● When will the service be held?
● What kind of service?
● Where will it be held?
● Who will officiate?
● Burial or cremation?
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●
●
●

Who will do the Eulogy; what will be said?
If you prefer cremation, will your remains be buried, scattered, or placed in a
columbarium?
Other preferences (music, readings, important rituals) should be arranged
with the funeral director, a family member, or officiating person.

It is helpful to attach a copy of your wishes to your will and give a copy to your
family member - but often the will is not looked at until after the funeral is
over - make sure your loved ones know that this information exists and where to
find it.

40

7. Patient Care
7.1 Self-Assessment, Reflection, and Care for the Spirit
7.1.1 Patient Self-Assessment
7.1.2 A Patient's Perspective on Grief
7.1.3 Care for the Spirit
7.2 Self Care - Patients and Families
7.4 Legacy Journey
7.5 A Guide to Physical Symptoms
7.5.1 Pain
7.5.2 Nausea and Vomiting
7.5.3 Poor Appetite
7.5.4 Constipation
7.5.5 Dry, Sore Mouth
7.5.6 Thrush Infection
7.5.7 Shortness of Breath
7.5.8 Skin Breakdown
7.5.9 Trouble Sleeping
7.6 Feeding Tubes and Eating for Comfort
7.7 Forms

42
42
43
47
51
54
59
60
60
61
62
64
65
66
67
69
69
70
72

41

7. Patient Care
7.1 Self-Assessment, Reflection, and Care for the Spirit
The months and weeks before death offer an opportunity to look back and
understand what our life has been about. It can be a time of gaining wisdom about
the meaning of life or spirituality, of discovering, and understanding our strength,
of learning to accept love and caring from others. It can also be a time to make
peace and heal difficult relationships. Dying is a great mystery. Keeping a curiosity
and willingness to learn about death can help people make the experience a
valuable and important part of living. However it is also a time of change, loss,
and grief.
The Patient Self-Assessment can help you put things in perspective and figure out
where you'd like some added support. Ask a palliative team member to help you
complete it if you feel unsure about attempting it yourself.
The Patient's Perspective on Grief can help you understand the emotional roller
coaster you may find yourself riding these days. Sharing this information with the
people you care about can help them find ways to give you the kind of support you
want.
Care for the Spirit discusses things that can be difficult to talk about, such as
philosophy of life or religious beliefs, and is more important to some of us than
others.
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7.1.1 Patient Self-Assessment
This worksheet has been designed as a way for you to reflect on who you are and
what's important for you at this time. It may also be a way for you to let others
know your thoughts and feelings about these things.
You may want to do the worksheet alone or with others. You may want to keep it
in the binder or take it out. You may not want to even look at it.
Remember, it's intended to be helpful; if it isn't, don't do it.

1. Values
The most important thing to me right now is:

My attitude towards this illness is:

Being sick has taught me:

I've changed my beliefs/attitude about:
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2. Thoughts and Feelings
Tick the box next to the sentence that best describes you at this time.
o
o
o
o
o
o
o
o
o
o
o
o
o
o
o
o

I enjoy being alone
I'm afraid of being alone
I like my independence
I want to be looked after
I'm afraid of what's ahead
I'm relieved to know the truth
I don't want to hear bad news
I want to be treated normally
I worry about my family
I can't be rude to people
I am able to say 'no'
I have trouble asking for help
I feel blamed for getting sick
I want to concentrate on living
All I think about is dying
I don't want to talk about being ill

I feel good about:

I feel misunderstood by:

I'm angry at:

I feel understood by:

I want control over:

The most difficult thing I faced is:

I feel overwhelmed by:

I feel:
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3.
o
o
o

Spirituality
I have a strong set of beliefs that sustain me
I have questions about life after death
My family supports my beliefs

My life has meaning and purpose because of:

My greatest fear for myself is:

My greatest fear for my family is:

My strengths are:

I find joy in:

I would like to speak with:
o
a priest/minister/rabbi
o
the Palliative Care Coordinator
o
other

4. Family
A phrase that describes my family is:

My family's strengths are:

We have these difficulties:
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My family is also dealing with: e.g. deaths, separation, moves, job loss

Past losses:

The most important thing for me to tell my family is:

Something I need to hear from my family is:

This disease has changed my relationship with my family by:
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7.1.2 A Patient's Perspective on Grief
When you face your own death, you grieve. This means you will have a wide range
of thoughts, feelings, and responses over the course of your illness. Your reactions
may be so strong that you feel frightened or overwhelmed – this is quite normal. It
helps to be prepared for them, because these reactions will be a necessary part of
your grieving. It is normal to feel different or unusual. If you feel overwhelmed
talk to someone.
However, there are things you can do and learn about, that will make it easier for
you to cope. For example, you may need to have someone you trust to talk to,
who will let you express your feelings without judging you, giving you advice, or
trying to cheer you up – unless that's what you want.
Sometimes, the very people you most want to trust and who most want to
understand what you are feeling will simply not know how to do that. A counselor,
pastor, or an elder can be contacted to talk with you and your family about the
ways of keeping communication channels open between you, and about the ways
you can help each other.
Remember, “taking care of yourself” means more than just taking your pills and
following your doctor's order. It means giving yourself permission to reach out and
use the services and supports that are available to you. You are not crazy, you
are grieving.
The following information can help you understand normal reactions to grief, and
offers some ideas to help you cope with them.
Social
As your roles and responsibilities change, you may experience a sense of loss and
low self-esteem. Your prior activities and interests may not be available to you.
You may withdraw from social contacts, or need company but find it difficult to ask.
You may be frustrated by the expectations of those around you.
Suggestions:
o
Try to see your illness as a series of losses, and expect to grieve each one of
them. This will allow you to plan for emotional support and added care as your
lifestyle changes.
o
Being with others can make you feel part of things, even if it doesn't relieve
the loneliness you might be feeling.
o
Try to be specific about what you want from them when you do reach out to
family and friends. Being clear helps you avoid much of the disappointment,
frustration, and rejection you may feel when you are misunderstood. Remember,
no matter how much people love you, they still can't read your mind.
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o
Be open to discovering reserves of strength in yourself and your loved ones
that you didn't know were there.

Body
Adjusting to changes in your physical well-being, energy, and appearance is often
difficult. Losing your independence may make you feel self-conscious, angry,
anxious, and confused about your new and unfamiliar self-image. If you have pain,
your sense of not being in control of your body may increase.
Suggestions:
o
Give yourself permission to be as free of pain as possible. Sometimes your
beliefs about how much pain you 'ought' to be able to handle will get in the way of
good pain management.
o
Knowing what to expect as time passes may help you plan for physical
changes ahead of time. You do have a right to have your questions about your
illness or prognosis answered. Be aware though, that definite answers are not
always possible and predictions are not always wise. Talking about your feelings
can help you deal with this uncertainty.
o
It is important to have some people with whom you can be honest about
your physical symptoms. Sometimes how you look is not how you feel, but you
may not be comfortable sharing information about your physical condition with
everyone.
o
Consider relaxation techniques, therapeutic touch, massage, or guided
imagery to help you feel a sense of inner peace.
Feelings
You will have a variety of feelings, and you may have acute upsurges of emotion.
Anger, sadness, depression, and guilt are common and natural for you to feel. You
may be irritable and easily frustrated. Old feelings, issues, or unresolved conflicts
may arise to the surface. You may be anxious or fearful about yourself and others,
and worried about your family's future.
Suggestions:
o
Find comfortable, non-destructive ways to express your emotions. Keeping
strong emotions under control is difficult when you feel vulnerable, and it takes a
lot of energy to keep them bottled up inside. A counselor can often help you accept
and manage your emotions at this difficult time.
o
Trying to protect others from the way you are feeling is frustrating for them
and not helpful to you. Remember, family and friends will often take their cues
from you about which emotions are acceptable.
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o
Share your feelings if you become angry and fearful of being 'replaced' as
other people take over the chores and responsibilities that once were yours.
Together, you may find ways of changing or sharing tasks so you can still
contribute and have some control in your life.
o
Remember that your experience is yours alone, and that all your feelings are
valid simply because you have them.
o
“Break Eggs” - one family member recommended throwing eggs “out in the
bush”. It is OK to punch pillows, rip paper, break eggs, or partake in other
non-violent options if you have pent up energy.
Thoughts
The stresses of your illness may interfere with how your mind works. Your memory
and concentration might be poor, and making decisions might be difficult.
Sometimes you may feel a sense of unreality or think you are going crazy.
Switching between acceptance and denial of your situation is quite natural. You
may be preoccupied with thinking about how you will die, or about being a burden
to your family.
Suggestions:
o
Sometimes just accepting that this is a stressful time for you helps to put
things in perspective.
o
Be patient with yourself. Take time to think things through before you make
choices.
o
Ask for help if you're having trouble, feel confused, don't understand, or have
thoughts that are upsetting. Pastors and elders are often untapped resources.

Spiritual
You may find that you are questioning your beliefs, searching for meaning in your
life, or looking for spiritual peace. Hoping for miracles may change to looking for
the hope in each day. Mourning for your hopes and dreams is a normal and
important part of grieving.
Suggestions:
o
Give yourself permission to ask questions about spiritual issues and beliefs if
you now feel unsure. Doubts and questions about long-held spiritual beliefs are
normal at this time.
o

Let yourself accept counseling and comfort, as you need it.

o

Forgive yourself and others for past hurts, disappointments, and lost
49

opportunities.
Remember, it often helps to talk to someone if you are concerned about your
reactions. A Home Care Nurse or Palliative Care Coordinator may discuss matters
with you.
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7.1.3 Care for the Spirit
When we speak of “care for the spirit”, we refer to needs that are hard to talk
about.
“Spirit” may mean “soul” to some of us, “life force” to others. These are terms we
use to try to capture something of our deeper natures, above and beyond the
material world.
Religious belief and practice, or a philosophy of life, may represent the way to the
spirit for some. For others, this approach does not explain their sense of “what it is
that is really me”.
In living with a final illness and the prospect that our death will occur much sooner
than we would like, it often becomes clear that healing, repair, and growth can
occur even during the last part of our lives. Palliative Care tries to clear the way by
controlling pain and other symptoms so that you are comfortable and able to
explore these areas if you wish.

Reassessment
Death confronts us with the need to reassess our own existence and think about the
“big” question of life: What is the purpose of all our efforts? Does life have a deeper
meaning? We may think about our life experiences, our loves and hates, interests
and aversions. How do they add up? What will we leave behind?
We see our mortality in new ways. How do we come to terms with our illness and
the process of dying? How do we understand that death is approaching?
Writing may be a way of leaving something of yourself – your feelings, ideas, moral
and spiritual values, concerns, hopes or fears – to the people who are important to
you. Can you write what you think about your life’s meaning and accomplishments?
Can you let them know something of the joy and suffering you have experienced?

Meeting Personal Values
No one can tell you what the meaning of your life is. Only you can do that, at the
mind, heart, and spirit levels. You may seek answers to your questions through
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quiet thought, meditation or prayer, or by talking with others. This may lead to a
deeper understanding of how you have met your personal goals. You may seek
forgiveness from others or from God, and find you can forgive those who have hurt
you. You may offer your thanks and appreciation for what you have been given,
and acknowledge your debts to others.

Healing and Repair
Many things are changing for you, as you move from caring for yourself to being
cared for, from independence to sharing decisions, or having them made by others.
Your faith, trust and courage may be tested by doubt, pain, fear, and despair. Are
there ways to work together with those close to you toward completion,
forgiveness, love and peace? Are there ways to accept the times when such
fulfillment does not occur?
Healing for the spirit means touching ourselves and each other at levels deeper
than religious differences, and deeper than historical or emotional disharmonies
that we all experience.

Growth
Dealing with our need to heal and become whole can help us to grow within
ourselves. You may find that self-exploration helps you feel ready to receive love
and caring from others, and to give of yourself. You may want to give expression to
some of your experiences through rituals – planned moments with your family or
caring community. Your Spiritual Advisor or a Palliative Care Coordinator,
Volunteer, or Spiritual Care Coordinator can help you explore this idea.
Letting Go
There are times when only silence and patience win us a break in what seems to be
impenetrable walls. At other times, talking, praying, or meditating may be helpful.
Facing death brings feelings of loneliness which can stretch our links to others to
the breaking point. We may respond by holding on even more tightly.
If there can be a degree of healing with yourself and with others, life can come to
feel whole and complete. You and your family may be able to say clear goodbyes
and to let go of each other.
Palliative team members are people who listen, care, accept, and share. They are
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willing to be with you as and where you are, being guided by your needs and
wants. They hope that you will be able to experience “the wonderful shift in
perception that breaks the spirit free.”
Suggestions:
o
Spend time looking at photo albums together. Create one.
o

Reminisce. Write down or record special stories, thoughts, and memories.

o
Create a more formal piece, such as a life history, an ethical will (what one
believes is important to know about life). This does not have to be long to be
significant.
o

Read from your favorite books, scripture, poetry etc.

o

Share music (recordings, singing, playing).

o
Keep connections with things or activities that have held meaning, e.g.
sunsets, art, particular TV shows or movies.
o
Identify rites and rituals that may be helpful such as communion,
sacraments, prayer, blessings. Contact the appropriate person.
o

Pray or meditate together if this is comfortable.
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7.2 Self Care - Patients and Families
While there are thoughts and ideas here that can be useful for everyone, this
section is aimed at those of you who are the main caregivers at home. In order to
take care of the patient, you must take care of yourself and each other.
Events can make you feel as though you are on an emotional roller coaster: guilt
about thoughts you may have, mixed feelings about being a caregiver, anger at
your helplessness. It is important to know this is to be expected. It is also
important that you deal with it, both within and outside your family circle.
It may seem that the need to care for yourselves just adds another responsibility or
'should' to an already long list of things to do. It may also feel selfish to think
about what you want or need, at a time when someone else is facing serious illness.
However, you must remember that you cannot continue to 'give' unless you find
ways to 'take': having energy for others depends on finding ongoing nourishment
for yourselves.
Finding this balance in your life is always important, and even more so now as you
face the unknown challenges ahead. You will need help from others to do it: other
family members, friends, volunteers, professional caregivers are all available to
support you in the best way that they can.
You have already started to grieve, even though the death hasn't occurred. The
'Grief' information is here to help you understand some of what you are going
through. There is also a list of a few recommended books included.
Palliative Care and other team members are available to help and support you at
this time. We may be able to teach you relaxation methods, help your family talk
openly together, listen and support you through your grief. Our Spiritual Care
department may also offer support as you explore spiritual matters. Volunteers
may be available to be companion or friend to patient and family members alike.
Your Home Care Nurse and Family Physician can refer you to community agencies
and services that are available.
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Finding Balance in Your Life
During this time, it may be that most of your attention and energy is focused on the
person you are caring for. While this is to be expected, it is important that you
begin taking care of yourself as well. You may not be the sick person, but you are
an important part of the care team. If you collapse (emotionally or physically)
during these next days, weeks, or months it will affect everyone else on that team
one way or another.
It seems that finding 'balance' becomes very important. There will most certainly
be times of stress, grief, change and exhaustion. That doesn't mean to say that
there cannot also be times of relaxation, joy, routine and energy for you and your
family.
Part of finding balance may be to put this illness into perspective for yourself.
Remember that the patient is more than just their illness; that changes are the
disease, not the person. Even though they have a terminal illness, you are still
allowed to have feelings and to think about your own needs.
Balance involves juggling the needs and wishes of the patient, yourself and other
family members – and these will continually change over time.
Balance also relates to how much you 'have to do' and how much you can allow
other team members to do. Think about where you need and want help.
There is another kind of sharing that can help you find balance: sharing the
emotional burden you carry. You may do this by talking openly with the patient,
your family or other caregivers. Your Home Care Nurse, Palliative Coordinator, and
Volunteers are also available to support you in this way.
It is not surprising to feel emotionally out-of-balance. You will most likely have
conflicts and wide swings in your thoughts and feelings, and this can be
overwhelming.
You may feel:
● Frustration with your inability to change things.
● Anger at the unfairness of it all, at the 'indignities' you see.
● Resentment for the demands on your time, the responsibilities you have to
take on.
● Sorrow at the patient's (and your own) daily losses.
● Fear about the future.
● Guilt about the time taken away from home and patient.
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Suggestions for Self-Care:
It may be difficult to take good care of yourself during times of stress and change.
However, this is when it is most important to do so. Looking after a seriously ill
person is demanding, so you need to find ways of looking after yourself. If you
maintain your health, then you will be more able to be helpful – refreshed,
renewed, and restored.
Emotional
● Deal with your grief and release the emotions that arise.
● Find quiet time to be alone (even 5 minutes can do wonders).
● Plan a 'day off' on a regular basis.
● Meet with a counselor or support group.
● Ask for support from understanding friends.
Physical
● Eat properly.
● Participate in some kind of exercise: e.g. walk, swim.
● Get adequate rest and sleep.
● Put your feet up, literally.
● Use proper lifting and moving of your body to prevent injury. Talk to your
occupational or physiotherapist (or get referred to by your doctor or
homecare) for advice.
Social
● Meet with old friends who understand your needs
● Talk about anything except illness
● Engage in shared activities: e.g. bridge, crafts, golf.
Spiritual
● Talk with a spiritual advisor, priest, or rabbi.
● Spend time in a nurturing place: e.g. church, hideaway, and beach.
● Explore your beliefs, reaffirm life.
Thoughts
● Read a light book, listen to soothing music.
● Meditate.
● Write in a private journal or diary, paint.

You will be able to come up with your own list of self-care activities that nourish
and re-energize you. Just remember to plan time for yourself every day to do
them.
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Hints for Stress Reduction
It is possible to reduce your stress, even in the midst of uncertainty, and change.
Practicing these techniques at less stressful times will make them more effective
when you need them most. Some will become second nature if you use them
regularly. Others you may already be doing, without even realizing it.
Awareness
Take a 'stress reading' for yourself several times a day. When you become really
stressed, it is helpful to notice what causes it and how you react to it. This kind of
information is a starting place for stress management. Is your stress?....
Low
Moderate
High
1 2 3 4 5 6 7 8 9 10
Breathing
Take 3 or 4 deep, calming breaths several times during the day. The increased
amount of oxygen tells your body that it is not under threat and can, therefore,
relax.
Physical Exercise
Any form of exercise is good.
Nutrition
Choose a balanced diet. Pay attention if you seem to want a particular kind of
food; your body can tell you what it needs. Consider avoiding caffeine (coffee, tea,
chocolate), sugar, alcohol, and food additives if they do not seem to make you feel
good.
Be Gentle with Yourself
Take time for you, both alone and with others who can support you. Don't expect
perfection.
Change Thought Patterns
When you become aware of fears and worries, it helps to stop the negative
thoughts from going around and around in your head by substituting a more helpful
or positive statement. For example, “I don't know what I'll do if he gets sick in the
middle of the night”, could be changed to “I do know what I'll do. I will call the
Palliative or Home Care number listed in the front of this binder.”
Deep Relaxation
When you have time, relaxation tapes, meditation, doing muscle relaxation, and
visualization are all useful ways to reduce stress. Counselors may be available to
teach you any of these techniques and to recommend other resources.
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Quick Relaxation
This technique can have the same physical impact as a 15 minute relaxation. It is
designed to keep your tension and stress levels from building up and has a quieting
effect.
Step 1

-

Become aware of the stress in your body.

Step 2

-

Take a slow, deep breath.

Step 3

-

On the out-breath, allow your shoulders to go limp and your jaw
and face muscles to soften

Step 4

-

Give yourself a positive suggestion (I am becoming more and more
relaxed).

Step 5

-

Step 6

-

Think of a special place, where you feel safe and comfortable.
Repeat the breath several times: breathe in relaxation, breathe out
tension.

Step 7

-

Smile inwardly. Notice the difference.

Step 8

-

Resume normal activity.
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7.4 Legacy Journey
As part of caring for yourself and your family, “leaving a legacy” is considered an
important part of living a meaningful and dignified life for many people.
Legacy-making can be defined as doing, or saying something, that is remembered
including both intentional and serendipitous legacies. Many people find that specific
projects assist themselves and their families in initiating the process of life review
and result in a product that can be enjoyed by family and friends prior to and after
the individual’s death.
“Legacy work isn’t about death and dying, it’s about life and living. It’s about making
connections and sharing precious moments with the special people in your life”
- Wendy Griffith

Personal Legacy Projects help with both meaning of life, reduce depression,
decrease caregiver stress, and increase family communication.
There are many things that can be considered Legacy Projects; the following is a
list of projects that can help spark ideas for things that may be meaningful for your
family.
●
●
●
●
●
●
●
●
●
●
●
●
●

Scrapbooking
Video or Audiotaping stories
Putting together or writing a cookbook
Creating a Vision board
Creating Memory boards
Leaving Things to people
Creating jewelry, quilts, paintings, crafts for family and friends
Letter Writing
Writing Songs
Putting together CD’s
Fingerprint Jewelry
Memory Pendants
Planning personal giving (ie donations) for either before or after death
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7.5 A Guide to Physical Symptoms
This section is designed to go over common physical symptoms. It is by no means
comprehensive. It is also important to know that many patients will not experience
these symptoms.
For medication specific questions, Section 10 has further information.

7.5.1 Pain
You may experience a variety of sensations that you might describe as pain or
discomfort. Pain usually begins at the physical level, but is affected by your
thoughts and emotions. We recommend you talk to your Family Physician about
the specific causes of your pain. It is important to remember that pain can be
controlled in a variety of ways and your care team will assist you to devise a plan to
help relieve your discomfort.

You May Notice:
● Your discomfort comes and goes.
● Certain things make it worse and certain things make it better.
● Your pain varies in intensity, e.g. mild, moderate, severe.
● Your activity level decreases.
● Your ability to sleep is affected so you don’t get adequate rest.
● You don’t feel like visiting with family and friends.
● You feel irritable or agitated.
Comfort Measures:
● Take pain medication on a regular basis. A constant source of discomfort
requires a constant source of relief.
● An extra dose of pain medication called a prn or “breakthrough” may be
ordered between regular doses to provide an extra boost if pain is not
controlled.
● A warm blanket can soothe cramping pain.
● Find a new position to relieve the discomfort of stiffness.
● Gentle massage of your hands, feet or back may be soothing.
● Activities that provide diversion may help distract you from your pain: Watch
television, listen to music, have someone read to you, listen to relaxation
tapes, practice a visualization exercise.
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●

Use mental imagery: Mental imagery involves using your imagination to
create mental pictures or actions. It is like daydreaming. It can help with
pain relief, and it can reduce anxiety, relieve boredom and enhance
relaxation. The imagery can be most beneficial when you imagine the mind
combating
the side effects of a treatment or the symptoms of disease.

Other Measures:
It is important for you to tell others what you notice about your pain, so that
treatment can be adapted to your special needs.
If you are unable to take your pain medications regularly or find that they are not
providing the relief they once did, please contact your Home Care Nurse or Family
Physician for advice.

7.5.2 Nausea and Vomiting
These are common problems in a progressive disease. There are several possible
causes for nausea and vomiting, e.g. irritation or pressure on part of the digestive
system. These symptoms may also arise as a side effect from medications required
for pain. We recommend you discuss the specific cause of your nausea and
vomiting with your Family Physician.

You May Notice:
● You feel sick and are unable to eat.
● You vomit occasionally or frequently.
● You are unable to keep down oral medications.
● You are comfortable at rest but feel ill or become nauseated with any
movement.
Comfort Measures:
● Adjust your diet according to the severity of your nausea and vomiting. For
example, very small amounts of clear fluids are best for severe vomiting.
Seek advice regarding your particular situation from your Home Care Nurse
or Family Physician.
● Take prescribed anti-nausea medications regularly. It can often help to take
these medications 30 minutes before any other medications.
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●

●

●
●
●

While you are feeling nauseated, it may be necessary to take medications in
a way other than mouth. Your Home Care Nurse may suggest suppositories
or injection while you are feeling sick. It is important to maintain your
medications to ensure your comfort through this temporary situation.
Freshen your mouth thoroughly after vomiting with a mild mouthwash or
toothpaste. Stomach contents can be very irritating to the lining of your
mouth.
Try using ginger or cold liquids for nausea
If you vomit, have the basin removed and cleaned promptly.
If strong odors bother you:
○ Cook outside
○ Try cold foods
○ Eat only one food at a time so the odors do not blend

Other Measures:
If you are unable to take medications by your mouth it is important that you
contact your Home Care Nurse or Family Physician.
Section 7.6 has information on Feeding tubes and Eating for Comfort

7.5.3 Poor Appetite
You may notice you no longer desire the same amount or type of food you once did.
As you become less active, your body will naturally not want or need as much food.
It is important to remember that this is a normal and expected change. Do not
force yourself to eat as this is likely to make you feel uncomfortable.

You May Notice:
● You eat very little
● You feel nauseated if presented with large portions of food.
● You do not want solids and find that liquids are filling and satisfying.
● You are losing weight.
Comfort Measures:
● Take nourishing snacks, e.g. eggnogs, soups, ice-cream.
● Keep meals small and light. Take favorite foods which are soft and easy to
eat.
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●
●
●
●
●
●

Ask a family member or friend to sit with you while you eat if you are unable
to be with the rest of your family at mealtime.
Make sure you are in a comfortable position before starting to eat.
If nausea is a problem, tell your Home Care Nurse or Family Physician so
appropriate medication can be ordered.
Keep your mouth fresh and clean.
Ensure your dentures fit tight.
If your lack of desire for food is upsetting to family members, ask your Home
Care nurse to discuss this with them.

Other Measures:
● Family - remember, the person is not dying room lack of food, they are
refusing food because they are dying.
● The following recipes provide similar calories and protein to commercial
supplements:
High Protein Milk - 180 calories, 15 grams protein
Blend: 1 cup milk (250ml)
¼ cup skim milk powder (50ml)
Milkshake – 380 calories, 20 grams protein
Blend: 1 cup high protein milk (250ml)
¾ cup ice cream (200ml)
Peanut Butter Shakes - 510 calories, 20 grams protein
Blend: ¾ cup ice cream (250ml)
½ cup milk (125ml)
¼ cup skim milk powder (50ml)
2 Tbsp. Strawberry jam (30ml)
Strawberry Delight – 765 calories, 20 grams protein
Blend: 1 cup ice cream (250ml)
¾ cup milk (200ml)
¾ cup half & half cream (200ml)
¼ cup skim milk powder (50ml)
2 Tbsp. Strawberry jam (30ml)
Yogurt Shake – 290 calories, 15 grams protein
Blend: ¾ cup plain yogurt (200ml)
¼ cup skim milk powder (50ml)
½ cup apple juice (125ml)
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1 Tbsp. sugar or honey (15 ml)
Super Pudding – 1065 calories, 35 grams protein
Blend: 1 pkg. (4 ½oz.) instant pudding
2 cups milk (250ml)
3 Tbsp. oil (30ml)
¾ cup skim milk powder (200ml)
Soup Plus – 295 calories, 20 grams protein
Blend: 1 cup cream soup (250ml)
2 oz. cooked meat or poultry (50 grams)
2 Tbsp. skim milk powder (30ml)
For safe use of homemade supplements:
o Keep refrigerated and discard after 24 hours.
o Do not keep at room temperature for longer than 2 hours
Taste Changes:
Your taste for certain food may change. You may find favourite foods may no
longer be appealing or have no taste. Each person’s taste may be affected
differently. Try lots of different foods to find what works for you.
Suggestions:
● If you don’t like red meat, try chicken, fish, ham, eggs, peanut butter, milk
products, tofu, or legumes to get your protein.
● Try marinating foods in beer, wine, sauces, butter, or fruit juice. Try
different seasonings and spices.
● Try using plastic utensils and dishes if food tastes metallic.
● Add sugar to tone down salty foods or salt to tone down sweet foods.

7.5.4 Constipation
Constipation is a common problem. It can be caused by progress in the disease,
changes in your diet and decreased activity. Also, if you take narcotics to control
pain, this will slow the movement of the bowel.
It is important not to cut back on pain medications if you are constipated. There are
bowel medications which can be given to counteract the slowing effects of the
narcotics. As one patient put it “expect your journey with constipation to be an
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interesting one, don’t get too frustrated”.

You May Notice:
● You have bowel movements less regularly and sometimes not for several
days at a time
● Your stool is constipated and you need to strain to have a bowel movement
● You may become very bloated and have a distended abdomen

Comfort Measures:
● Take bowel medications as advised by your Home Care Nurse or Family
Physician
● If nausea is not a problem, take fruit juices, fluids of all kinds and natural
laxative foods
● If you have no bowel movement for 3 days, it is important to tell your Home
Care Nurse or Family Physician so your bowel medications can be adjusted
There may be times when you need a suppository or a small enema. It is
often best to avoid “bulking agents” (fiber, metamucil) in this situation.
● Eat less if it makes you feel better
Other
●
●
●

Measures:
Sip on fluids throughout the day
Choose food ts that contain natural laxatives such as prunes and rhubarb
Choose high fiber foods like whole grain breads, crackers, vegetables, dried
beans, peas, and popcorn.
● Add small amounts of bran or flax to your cooking or baking

7.5.5 Dry, Sore Mouth
Your mouth may become dry and sore if you are unable to drink your usual amount
of fluids. This may happen if you have nausea, vomiting or a lack of appetite. The
reduced amount of body fluid will also dry up saliva. A dry mouth can also be
aggravated if you tend to breathe through your mouth.

You May Notice:
● Your mouth feels dry and uncomfortable
● Your tongue is red and coated
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●
●

Your lips are dry and cracked
You have a bad taste in your mouth

Comfort Measures:
● Clean your mouth frequently, especially after eating
● Check commercial mouthwashes before you use them, as many contain
alcohol which makes the dryness worse. Sometimes rinsing with other
solutions may be helpful
● Other suggestions:
- Saline (1 tsp salt – 2 cups water)
- Combination of 4 cups water, 1 tsp salt, 1 tsp baking soda
- Ginger ale
- Avoid lemon glycerin swabs
● If you have dentures, remove them and brush twice per day
● After cleansing your mouth, put a water soluble lubricant such as Muko or
K-Y Jelly on your lips
● Take small amounts of fluids as often as possible. Sips of water or dilute
juices are best if nausea and vomiting are a problem
● Suck on ice chips, popsicles, or fresh pineapple chunks
● Try a commercial product called Moi-Stir or Biotene to moisten your mouth.
This comes in either a swab or spray form and may be available over the
counter at your pharmacy
● Add small amounts of lemon juice to ice water or crushed ice to stimulate
saliva
● Soft fruit, cooked/creamed/mashed vegetables, gelatins, macaroni and
cheese/rice, eggs, cold foods, and soft cooked cereals often help with sore
mouths
● Avoid acidic or salty foods
● Try tiling your head back or moving it forward to make swallowing easier
● Avoid smoking/alcoholic beverages

Other Measures:

7.5.6 Thrush Infection
Thrush in the mouth sometimes occurs due to a lowered body resistance to
infection.
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You May Notice:
● Patches of white curds on tongue or inside of cheeks
● You have a sore throat or a burning sensation in the upper chest
● You have difficulty swallowing
● Your tongue is swollen and reddened

Comfort Measures:
● You may be prescribed a medication called Nystatin which is very effective in
decreasing the white patches and soreness associated with thrush. Your
Family Physician can prescribe this medication for you. Nystatin can come in
a powder that is quite bitter so it is often mixed in a pre-prepared sugary
solution.
● Clean your mouth after eating with a very dilute mouthwash or plain water to
reduce any stinging.
● Gently remove white patches when they begin to loosen, using a soft
toothbrush.
● If you have dentures, soak them overnight in full-strength Listerine. Rinse
before putting in your mouth.
● Avoid eating sweets/juices that can feed the thrush infection
Other Measures:

7.5.7 Shortness of Breath
Problems with breathing can be due to physical changes caused by progression of
your disease. We recommend you talk with your Family Physician about the specific
cause of your shortness of breath.

You May Notice:
● You become breathless when you move around, get dressed or if you try to
carry on a conversation.
● You have difficulty breathing even when you are resting.
● Your breath sounds congested.
● You sometimes cough up mucus.
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●
●

●

You feel the need to cough up mucus and find you are unable to.
You feel anxious or frightened if you are unable to breathe normally. The
anxiety can cause you to want to urinate urgently or even have a bowel
movement.
You can also feel breathless when toileting from the exertion.

Comfort Measures:
● If your shortness of breath is worse when you move, try to plan frequent rest
periods between your activities.
● If conversation makes you feel breathless, try reducing visiting times or ask
family members and friends to just sit quietly with you so you do not feel the
need to talk.
● If your Family Physician has prescribed any medication for shortness of
breath, take it as directed. Your doctor may prescribe a narcotic which, if
used correctly, can be a valuable drug of choice.
● You might find a humidifier helpful in loosening mucus so you can cough
more easily.
● Get as much fresh air as possible by opening a window or by using a fan
blowing directly at your face.
● Remove any clothing or bedding that feels tight or makes you feel
constricted.
● Change your position if possible. Usually a high-sitting position is best. This
can be done by putting several pillows behind your back.
● You might find a recliner chair useful for sleeping as it keeps you in a
semi-upright position
● Home Hospital beds can be provided for patient - this may help you sit up in
bed better. These are ordered through your occupational therapist.
● Ask a family member to remain with you if you feel anxious.
● Try to keep as relaxed as possible; tensing of your muscles will add to your
feeling of breathlessness.
● Since high heat or humidity can increase breathlessness an air-conditioner
might be helpful. For excessively dry air use a humidifier.

Other Measures:
If prescribed medication and comfort measures do not relieve your breathlessness,
please call your Family Physician or Home Care Nurse or seek emergency medical
assistance.
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7.5.8 Skin Breakdown
Sore areas or breaks in the skin can occur if you have lost weight and are in bed for
long periods of time.
You May Notice:
● You have red, sore skin at pressure areas such as your tailbone, elbows, etc.,
or in your skin folds.
● You have itchy skin.
● You have rashes or broken areas that are moist.
Comfort Measures:
● Change your body position frequently, approximately every 1 hours if able
● Lift your body across the sheet rather than sliding.
● Use small pillows or padding such as rolled up towels to keep skin surfaces
from rubbing together and to keep skin from constant contact with the
bedding.
● Have extra padding put on your bed. Foam mattresses, sheepskin pads and
other mattresses are available. Ask your care team what might work well for
you.
● Special surfaces (fancy cushions etc) are available through SAIL - talk to
your home care nurses or occupational therapists.
● A full bath is not required daily, as frequent washing can dry the skin. Keep
skin folds and creases clean and dry.
● Use lotions or oils in the bath to help dry or itchy skin.

Other Measures:
● Tell your Home Care Nurse if you notice any reddened or open areas. There
are protective dressings that can be applied to sensitive skin or pressure
areas to reduce irritation and make you more comfortable.
● Talk to your doctor or a dietician about food strategies to help with wound
healing

7.5.9 Trouble Sleeping
At some time or another, most people who are living with dying have
difficulty falling asleep or getting enough rest. Insomnia can be caused by
anxiety, fear, depression or other psychological or spiritual concerns.
Physical problems such as pain, nausea, vomiting, coughing and diarrhea
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may well keep your loved one awake.
Comfort Measures:
● Help your loved one to pace his/her activities, with room for a natural
slowing down at the end of the day. For example, avoid increased activity
in the evening.
● Special quiet times with your loved one, listening and talking. Giving
him/her the opportunity to express his/her feelings will do much to
relieve his/her psychological concerns.
● Back rubs, massage, relaxation techniques, mental imagery, and
warm baths are all ways of helping someone relax and eventually fall
Asleep.
● Herbal tea or warm milk might help. From late afternoon onwards,
avoid coffee, black tea or colas, which contain caffeine.
● If insomnia is related to physical symptoms, do all you can to relieve
them. Discuss the problem with the Home Care nurse or the doctor.
Ask your loved one what he/she thinks might help.
● Some people may need medication to help them sleep or to reduce
their anxiety. If your loved one wants sleeping medication, make sure
the doctor is aware of all other medications he/she is taking so the
appropriate medication can be ordered.
● Confusion and agitation can cause restlessness and insomnia. Although
both may occur throughout the day and night, frequently these
problems are more pronounced at night. Certain medications other than
sleeping pills may be required to help your loved one with these
problems.
● Remember it’s okay for your loved one not to go to sleep when you
think he/she should. He/she may want to read, write, listen to music or
watch TV for a while. Sometimes, people who are dying or who are
very ill become nocturnal; that is, they sleep through most of the day
and stay awake through most of the night.
The recommendations above are meant as a guide only - please consult
your nurse or physician with any symptoms you are having.

7.6 Feeding Tubes and Eating for Comfort
Eating is social and can bring up many emotions. GIving food and drink is a way of
showing you care. When your loved one is eating less or can’t eat, it can be very
hard to accept.
Why isn’t my loved one eating?
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As people get older or their health changes, it’s normal to eat and drink less.
Eating can be hard work. The body is less able to use the energy and nutrients in
food and drinks.
Eating may cause emotional stress and physical discomfort such as nausea or
bloating. As people near the end of their life, they usually feel less thirsty and
hungry and may begin to lose weight no matter how much they eat.
Families often ask if having different food textures or nutritional supplements (ie
Boost) will help. Sometimes it may - sometimes it may not. Dieticians and other
healthcare providers can help answer these questions.
How do I know my loved one doesn’t want to eat or drink?
Listen and watch to what your loved one is telling you. Respect what they say with words or actions. Remember what they have said or written before. Body
language and expressions can be just as powerful as words. Here are some signs:
● Saying “No, I just can’t” or “I’m too tired, you have it”.
● Making sounds or changing the tone of their voice
● Repeating a sound with more urgency
● Calling out or moaning as you offer food/drink
● Turning their head away, closing lips, pushing food away, frowning, or
clenching their hands
● Closing their eyes or falling asleep.
Depression, medicine, constipation, and dry mouth can decrease the appetite.
Swallowing problems can also cause problems. Talk to your care team about
options if you have concerns.
What is eating for comfort?
● Taking attention away from food and drink, knowing that food and drink may
not make your loved one better.
● Offering food and drink without forcing or pressuring to eat.
● Getting pleasure from food and drink without worrying about what, how
much, or how healthy the food is.
● Being flexible - things may change day to day. If you loved one shows signs
of discomfort, wait for another time to offer food and drink.
● Offering mouth care often. It gives comfort when a person isn’t eating or
drinking, even if they have no teeth.
● Encouraging loved ones to look for other ways to spend time together.
What can I do when my loved one won’t eat or drink?
You can do a lot to show your love:
● Be present. You don’t have to talk
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●
●
●
●
●
●

Spend time together that isn’t focused on food
Use gentle touch to give pleasure and comfort.
Go out for walk or activities if your loved one is able (even taking a
wheelchair outside to sit in the sun)
Enjoy quiet activities such as music, reading, or looking at pictures
Keep the mouth moist.
Remember that rejecting food doesn't mean the person is rejecting you or
giving up.
Caring is the best nourishment

Have we done everything we can:
What about tube feeding?
Many families wonder about different routes of giving food and fluids, such as tube
feeding. This allows nutrition to be given through a tube into the stomach.
Studies show that tube feeding may not make people more comfortable, live longer,
or improve their quality of life.
Some people find it harder to do their every activities or to move about because of
how and when the tube feed is given.
Many patients experience complications such as bloating, reflux, diarrhea,
aspiration (when the tube feed gets into the lungs), nausea, or infection.
There may be reasons why tube feeds are used with certain people. Families
should talk openly about tube feeding with their loved ones. Try to honour your
loved one’s wishes. For more information, please speak with your care team.

7.7 Forms
This section contains forms that patients have found helpful in the past. Please feel
free to make copies, use them for your own records, and to help with discussions
with your caregivers.
Many patients and families have said that keeping their own records
helped them significantly.

72

Things you may want to include are:
● Diagnosis/disease/condition names (it is OK to ask your doctor to write these
down for you)
● Names of doctors
● Dates of hospital visits
● Names and dates of surgeries (again, get your nurse/doctor to write it down
for you if unsure)
● Copies of results (you can ask for these to be printed off at your
appointment)
● Names of treatments/medications
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8. Communication and Connection
8.1 Communication in the Family
Every family is made up of individuals who feel, think and act in different ways.
While you may normally enjoy these differences, they can be very difficult during
times of illness and stress. These differences mean that people's ideas, needs and
concerns often aren't the same. They mean that people react differently to change
and crises. They mean that each one grieves in their own way.
This is a time of change – of endings and beginnings. Family life is no longer the
same: activities, plans, relationships and responsibilities are all changed. It can be
confusing and even frightening, at times, to realize things will never be the same
again.
It may seem easier to deal with this on your own, to hide your thoughts and
feelings or to protect your family from the turmoil. However, it is really important
that you find ways to communicate with one another.
The following suggestions are to help you and your family stay clear and connected
during this time
●

Talk about your concerns and encourage others to do the same. Most people
need to talk about their problems, fears, and losses. Don't stop talking in an
effort to protect one another. There may be questions you can ask to help
others talk about these concerns:
- What do you know about this disease?
- What do you think is ahead?
- How can you/we make every day count?
- How do you feel today?

●
●

●

Be truthful about the disease and its prognosis with the patient and others.
Make decisions as soon as possible, while the patient can be involved as
much as they wish to be. It is easier to cancel plans or options of care that
aren't needed, than it is to start from scratch during a crisis.
Share your grief.
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●

●
●
●
●

●
●
●
●

●

●

●

Talk about your feelings with the patient, family, friends, a counselor,
support group.
- I am angry, sad, afraid…
Release emotions in ways that work for you.
- Cry, paint, walk, pound, dance, swim, yell…
Maintain at least some outside interests and relationships. Celebrate
successes.
Deal with changes in family roles and responsibilities. Allow the patient to
tutor you in unfamiliar tasks. Talk about the future.
Reminisce together as a family to review your lives together.
- The good and bad times
- Family strengths
- Important times and events
- Memories.
Share a family project that provides some pleasant, relaxed time together.
Create a photo album or scrapbook; make a tape; tackle a jigsaw puzzle.
Be easy on yourself. Delegate tasks. Share both the patient and yourself
with others. Take respite time when family and friends visit.
Be easy on others. Remember everyone is different and will react in their
own way. Each of them is doing the best they can under the circumstances.
Allow yourself to be yourself: to have needs and to let others know what they
are. Remember, these will change over time. Find out what others can give
or help with.
- I need help with the garden … time to be alone … a change
Take good physical and emotional care of yourself. Eat regular, balanced
meals. Get enough rest, even though you may not sleep. Take time for
prayers, meditations, or just being quiet.
Ask for help if you need it. We seem to forget to do this. Others want to
help - they often don’t know how - tell others what you need (Mowing the
lawn, groceries, phone calls, driving to appointments)
Quiet time is important. “The most important thing was honouring the
grieving process and giving it time”, “I needed to accept the grief and
actually grieve and cry”

Family Grief
When someone is diagnosed with a terminal illness, that person and everyone close
to them begins to grieve. This process can be confusing and difficult for all
concerned. It means dealing with the changes that occur as a result of the illness:
activities no longer possible, lack of energy, symptoms that are reminders of the
presence of disease. It may also involve other concerns about the future or
disappointments from the past.
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For family members, there is also much to grieve: the loss of future plans,
companionship, and responsibilities shared. Not only are you grieving the losses
and changes of the present, but you are also anticipating what this will mean in the
days, months and years ahead.
If any family members have practical concerns, questions or difficulties in their
grieving, contact the Palliative Care Coordinator or Homecare Nurses.
Grief Tasks for Families
You are attending to the needs of the ill family member and maintaining
involvement with them. There is never enough time or energy to attend to these
opposing needs.
The steps that you take to cope are called tasks. You will find that you are engaged
in all of these tasks to varying degrees at the same time. Looking at each of these
separately will help you to understand more exactly the demands of the situation
and to make the best use of family time, energy and coping ability to deal with
them.

Fluctuating from denial to acceptance of the illness and death
Some denial of reality is healthy and necessary for you to function. It allows you to
take in information at a more tolerable pace and gives you a break from the
emotional stress of a situation. Acceptance of what is happening will not
necessarily bring peace.

Establishing a relationship with health professionals
You may need to learn how to be constructively assertive, and to find a way to deal
with frustration. Family and caregiver conferences can help to reduce your anxiety
by opening communication lines and giving you direct information. It may help to
write your concerns down before any meetings.
Meeting the needs of the dying person
As the illness progresses, the person's physical and emotional needs will change.
Your task is to help in the best way you can without taking away control or
independence. Don't assume you know what is wanted – ask.
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Maintaining a functional family unit
When someone is sick it means that everyone has to take on new roles and
responsibilities. At the same time it is really important to maintain some of the
normal family routines. This helps to give everyone some security in the midst of
uncertainty.
Living with the emotions of grief
During this time both patient and family experience intense swings in emotion.
Having information about these feelings and being aware of your own reactions will
help you begin to cope. It is important to let each other know how you are feeling
and what you need. There may also be things that you prefer to discuss with
someone outside the family.

Dealing with people outside the family
You have little energy at this time for outside relationships and everyone's reactions
are unpredictable. Friends avoid the sick person. You resent other's stability and
good fortune. People don't understand what you are going through.

Anticipating the family's new reality after death
It is impossible to imagine the future. However, estate planning, dealing with
different kinds of unfinished business, and building in emotional supports are things
that can help you prepare. The important thing is to do the best you can.

Finding appropriate hope
What you hope for throughout this time will change. Long term plans need to be
replaced by short term plans; you find yourself giving up treatment aimed at cure
for that which relieves symptoms. As you are able to accept the goal of comfort
rather than of cure, you are taking a step toward acceptance of the inevitability of
death.

Allowing the dying person to be at risk
Refusal to take medications or accept personal help may be very difficult for you to
deal with. It is important to recognize that people have a right to make choices
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that may put them at risk. Their choices should not put you at risk.

Making decisions for the dying person
There may come a time when a dying person is unable to make their own decisions.
Prior discussion, the use of a living will, or your knowledge of the person will help
you represent their best interests.
Legally, there is a single person who is designated as a proxy. If one is not
appointment beforehand, it assumed to be your spouse, then oldest living child,
parent… in that order. Ensure you have a proxy appointed for health care
decisions. This is different from a Legal Proxy/Power of Attorney.

Taking care of yourselves
When you are focused on caring for someone else, it is hard to have energy for
yourself and to see this as important. Building in time for yourself is crucial.
Recognize that you have needs … mental, physical, emotional, and spiritual.
These tasks are part of a process. You will find that you are more aware of
different ones at different times. There is no set procedure or need for completion.
Remember, the important thing is to do the best you can.

The Conversation Project at theconversationproject.org as well as Virtual
Hospice at virtualhospice.org have resources to help you and your family
explore your experiences and feelings.

8.2 How to Help
Sometimes family and friends feel inadequate to help someone who is seriously ill.
They see others tending to medication, schedules, emotional needs or planning
care, and they wonder what they should be doing. If you do not normally live with
the patient it is important to offer help in a way that respects their boundaries.
However, often when we are ill or in crisis, the emotional work of project managing,
or even thinking about what needs to be done, is itself overwhelming. Asking “how
can I help” is often not as helpful as saying things like “I can mow the lawn and do
the dishes, just tell me if that would be intrusive”.
If the person has a partner or spouse it is important to remember to respect their
84

boundaries as well. It is their practical and emotional support that brings quality to
life right now.
You may find that your relationship with the person is different or that it changes
over time. Here are a few suggestions that may help you find new (or old) ways to
communicate with one another.
Touch
● Touch can be one of the most comforting means of communication. A
squeeze of the hand or an embrace can show how much you care.
Smile and Laugh
● Continue to enjoy humorous incidents and stories. Illness should not put a
ban on laughter.
Be Comfortable with Silence
● Love understands love; it needs no words. Silence can be as supportive as
conversation.
Offer Truth
● When a person is doing poorly, don't deny it. Everyone, sick or healthy,
should be treated with honesty and not deceit.
Accept Limitations
● You cannot provide all the answers and solve all the problems. There may be
no complete solutions. Accept your limitations and commit yourself only to
what you are able to do. Ask for help!
Accept the Feelings of the Sick Person
● Don't pretend that everything is OK. Seriously ill people may need to
express their emotions. You can provide encouragement by saying: “What
are you feeling?” or “Tell me what is happening to you.”
Share Time Together
● Talking, listening to music, watching television or playing cards or games can
help fill lonely or frightening hours with shared companionship.
Offer Practical Help
● Offer to shop, to visit regularly, to make a casserole. Actions often do speak
louder than words.
Respect the Privacy and Integrity of the Sick Person
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●

If possible, check before you visit. Never assume you know what people
need. Respect their right to confidentiality.

Tips for Visiting
● Call the person or family members before arriving to see if it is a good time
for a visit. If you want to bring children, ask if that would be all right.
● If the person is in an advanced stage of illness, keep your visit to 20-30
minutes or less.
● Try not to interfere with regular schedules. If a meal or snack arrives,
encourage the person to eat while you are there, and provide whatever help
the person wants.
● If the person is in bed, pull up a chair instead of standing. This allows the
person to talk to you at eye level.
● If your visit is longer than 30 minutes, be sensitive to the fact the person
may need to use the toilet and may not be comfortable doing so with you
there. You could offer to get the primary caregiver or offer to leave if the
person needs some privacy.
● Check with a caregiver before bringing food. The person may have a craving
for a certain food or have specific food restrictions.
● If the person is in bed, check the bedside table to see that it is
well-equipped. Are there tissues, a telephone, a full glass of water, eye
glasses (if worn), lotions for skin, or lip balm for lips? If so, you may want to
assist the person in using these products.
● Make sure the moveable bedside table is always within reach of the person in
bed. Don’t move it away and forget to move it back.
● Offer to comb the person’s hair or clean their face with a warm washcloth.
● If you are a regular visitor, offer to help organize or limit other visitors.
● If the person says "I’m feeling tired" or something along those lines,
respond promptly and cut the visit short.
● Sometimes people grow tired of their surroundings. If they are able, they
might enjoy sitting on a deck, or going for a walk or a drive. If they spent
most or all of the day in bed, they may enjoy having their bed moved closer
to a window, or having the window opened on a nice day.
● If you want to bring a present, ask family members what might be
appreciated. Suggestions include a light blanket, new comfortable pajamas or
a small radio, CD player or other electronic equipment.
● Offer to do some errands for the person or the family. This may include
grocery shopping, cleaning or yard work (such as shoveling snow or mowing
the lawn).
● Offer to step in for the caregiver so they can go home and have a nap.
● Be flexible, as plans can change at a moment’s notice. The person may not
feel well or may want to change the day’s plan.
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8.3 What to Say/What NOT to Say
The following lists were developed by patients and family.
What NOT to Say:
● “You’re not dying” - It is not helpful, and it is not the truth. We are all dying.
Saying otherwise helps no one.
● “I understand” patients and family found this upsetting.
● “I know how you feel” - though everyone at some time experiences loss, it is
an overwhelmingly personal experience. You’re never able to know how
someone experiences the loss.
● “How are you doing”, when faced with this question, people are more likely
to respond with “fine” or “OK” rather than really communicating their
feelings.
● Avoid giving advice, unless it is asked for. If you have been through a
similar situation it is OK to offer to give advice “If you have questions about
how to navigate the cancer clinic, let me know” - but don’t go on about
things that worked for you or a friend of a friend without seeing if the person
wants to hear it first.
● “You should..”
● “You will…”
What TO Say:
● “I am really sorry you have to go through this”
● “It’s really tough for you right now” - acknowledge that what they’re going
through is very painful, let them have a chance to grieve fully and without
judgement.
● “Tell me more about that”
● “I love you” - say it freely and say it often
● “Please forgive me” - deal with feelings of regret by both asking for, and
offering forgiveness.
● “Thank you” - let people know how they will be remembered, and what
impact they left on your life and the world.
● “I am here to help”
● “I’ll go do the dishes”
● “I’ll come over to do a few loads of laundry”
● “I’ll go mow the lawn”
● “I walked your dog”
● If you don’t know what to say, sitting in silence is perfectly acceptable,
and if anything very comfortable.
● Don’t wait until the last moment to say goodbye
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●

●

“We are going to miss you terribly, but we will be alright” - sometimes people
who are nearing death want reassurance that it is okay for them to die. They
may be worried that the family will have burdens and stresses once they are
gone, and may be holding on for the family’s sake.
“I will be OK and you will live on in my heart. It’s OK for you to go”.

8.4 Hard Conversations
The following lists some conversations that may come up during your journey. Again, it may be
helpful to speak to someone outside your family (counsellor, physician, pastor, elder, nurse) if
your, or a loved one, are particularly distressed.
Boundaries
If you are needing a more in depth look at your own personal boundaries, or are having issues
with people you know, the book “Boundaries” by Drs Henry Cloud and John Townsend has
been helpful for many people.

Wanting to Die Sooner
It is not uncommon to have thoughts around wanting to die or wanting to kill ourselves at times
in our lives. It often comes out of sadness, frustration, depression, shame, and many other
feelings. Thinking about this from time to time or having a feeling about this is not necessarily
the same as being depressed.
If the thought or feeling is distressing to you, is it because of a particular situation (ie pain), or if
it is frequent, talk to a healthcare professional.
Assisted Suicide, or Medical Assistance in Death, is legal in Canada. It IS okay to talk to your
health care professionals about this - more information is available in section 11. It is NOT okay
to ask a family member or friend to kill you - this is not only illegal, but also very distressing for
family members. Family has told us that this is something, years later, that they still stress and
grieve about for various reasons. If someone is making this request (rather than just saying
they feel/wish they could die sooner) seriously, talk to your homecare nurses, physician, or a
mental health professional.
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8.5 Children, Teens, and Death
Myth: W
 e need to protect children from being exposed to death and dying.
Fact: Allowing children to talk about death and dying can help them develop
healthy attitudes that can benefit them as adults. Like adults, children also
need time to say goodbye to people who are important to them.

Explaining a serious illness to a child or youth can seem overwhelming. Adults who
are themselves feeling emotions related to a family member’s illness may want to
protect children from feeling the hurt that comes from knowing that someone you
care about is very sick and may die.
However, even very young children can sense when something is wrong within the
family. Children who are shielded from the truth are likely to worry, rely on
overheard bits of conversation, or make up something in order to make sense of
the unusual behaviours they’re observing. Many experts believe that young people
are better able to cope with situations if they know what is happening and feel
comfortable asking questions.
When you provide children and youth with information about what’s happening
within the family, you may be giving them the opportunity to:
●
●
●
●

work through their feelings with other family members who are experiencing
the same emotions;
feel less isolated;
learn to trust what adults are telling them;
learn to trust their own perceptions.

If you are uncomfortable talking about death and dying, as many of us are, you
may find yourself struggling for the right words to explain what is happening. After
reading the general suggestions here, you may want to ask for support.
Children know when others are anxious, or when something has changed in the
family. Telling them about the seriousness of the illness lets them know it’s okay to
ask questions and helps them understand why family members seem to be unhappy
or are crying sometimes.
Children become aware of death at a young age – they may see insects, animals or
pets die, and they may see death portrayed in books, on television or in movies.
You could draw upon these previous life experiences to start a discussion about
what’s happening. You will probably want to be up front about the fact that
someone they know is expected to die. It’s okay to use the words "death" and
"dying" in these discussions. Avoiding these words may only cause confusion.
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For a very young child, you will want to keep things very simple in language they
can understand:
"Grandpa has a disease called cancer. The disease is taking away his energy to
do things. It’s making him weaker and weaker. One day he won’t be able to get
out of bed anymore. And then he’ll be so weak that his heart will stop working
and he will die."
After this explanation, you will want to listen carefully and observe the child’s
reaction. As children go through different developmental stages, their
understanding of death and dying will change quite dramatically.
You may find yourself wanting to explore how a child is feeling about a family
member’s illness, but are unsure how to begin that conversation. A starting point
can be to connect with what they’ve likely been noticing:
"You’ve probably been noticing that Grandpa has been more tired lately, and
hasn’t been able to do as much as he used to. I’m wondering if you’ve been
thinking about that, and if you’d like to talk about that…"
When speaking with children or youth, respond in an open and honest way to
questions they may have. No matter how difficult a situation seems, children and
youth are remarkably able to cope and integrate illness and death into their lives.

Clear up misunderstandings
Even before you share the details of what’s happening with a child, you may want
to find out what they know about the situation. They may be feeling anxious about
things you haven’t even considered. For example, one person’s illness may cause
worry that other people in the family are also at risk of dying. You may want to
start the discussion by addressing these concerns.
Not all questions will be answered in one conversation. Encourage children and
youth to come back to you when they think of new questions. Other people might
also give them different information than what you have given them. Let them
know that you’re available to try to help sort things out.

Listen for cues
You might wonder how much detail to provide children and youth about the seriousness of the
illness. The best approach may be to take your cues from the child and give only as much
information as they seem to be able to take in or want to know.
Like adults, children and youth need time to let things sink in. If they want additional
explanations, they will usually ask questions about things they are wondering about.
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Children should be allowed to determine the pace of information that they receive. They will
often set this pace without any prompting from you. They might ask questions that seem to
come out of the blue, and then abruptly shift their attention back to a something else, such as
playing. This may seem like the child doesn’t understand how serious things are, however the
child is pacing the amount of information, and taking the time needed to think about it.
Reassure the child or youth that you will give them regular updates as to what is happening and
how the ill person is doing. Let them know that they can come to you (or another trusted adult)
at any time with questions or to share how they are feeling.

Provide information about what to expect
Knowing what to expect eases the fear of the unknown. Children and youth also
may have to adjust certain behaviours because of the physical limitations of the
person with illness.
You might want to share information about any of these:
●
●
●

●

treatments
where the person will be cared for (home, hospital, other environment);
side effects that might occur as a result of medications or procedures - that
the person may be more tired than usual, may look different, or may not be
able to participate in activities
symptoms of illness - if the person has back pain, the child should be aware
that a cuddle while sitting on the adult’s knees may not be possible.

Prepare for visits to new environments
Describing the health-care environment in advance of a visit helps children and
youth make sense of what they will see. Imagine yourself as a child…what will you
see and notice as you walk into a room? If the patient is using any medical
equipment (such as oxygen, a ventilator or an intravenous line), describe what the
equipment looks like and explain its purpose.
If children or youth need to behave in a certain way, prepare them for this too. For
example, visitors to an intensive care unit will need to remain quiet, as there are
usually several patients being cared for in one area.
When visiting someone who is ill, keep in mind that visits should not be too long,
especially if the person is quite tired. If the children are not close family members,
check with the patient or the patient’s family about whether it’s all right to bring
children or youth to visit. They may welcome your desire to normalize this
experience for the young person, or they may prefer to stop visits at a certain point
during the illness.
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You may wonder how involved your child should be as someone becomes more ill.
If the child or youth is not distressed by the patient’s changes and symptoms, and
the visits are still welcome, then there is no reason to stop visiting. Often families
do not want children to be around someone who is dying. However, this avoidance
may lead to more questions and possibly some fears developing about illness and
the end of life. Making death a natural part of life for children and youth will help
them integrate this experience into their lives.

Discuss changes to routine
Children and youth may be very concerned about who will look after them, and how
someone’s illness may affect their usual routines. This happens especially when the
person with the illness is a parent or primary caregiver. Try to clarify who will be
looking after them, where they will be cared for, and what changes might occur in
their day-to-day routines. If you can, continue to maintain a regular schedule, as
structure is important for both children and youth.

Speaking to more than one child
If there are several children in the family, you may want to bring them together for
discussions. However, there may be times when you want to set aside some time to
talk to each of them individually. If you have children or youth who are particularly
sensitive, you may find you have better discussions when they can explore their
feelings without their siblings present. You will likely have a sense of what will work
best in your situation.
If groups of children or youth are affected by someone’s illness, such as a
classroom of students, a team, or members of a club, it may be helpful to hold
serious discussions as a group. You may want to have someone come along to
support you in the discussion of these difficult issues.

Check in frequently
Check in with children or youth frequently by asking them if they have any
questions about what is happening or want to talk about how they may be feeling.
This will let them know that they can talk to you about their feelings. Exploring why
they have these feelings can also be helpful. You may also want to discuss how
you’re feeling and that’s okay. Children and youth will recognize that the situation is
sad, and it can be helpful for them to know that adults are experiencing the same
emotions that they are.
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Developmental stages
The ages here are rough guides to the stages of development, as children mature
at different rates. Depending on their developmental stage and past experiences
children will have a different view on what is happening.

Very young children (infant – 2 years)
Children younger than two will have a very limited understanding of illness and
death. If someone is not present, such as an important family member, a child may
recognize this absence. They seem to be affected by the emotions of those around
them, and often sense that things are not as they normally have been.
Very young children are often comforted by the presence of the familiar. They
respond to being held, having someone close to them, maintaining their routine,
possessing their favorite toy or blanket, as well as being in familiar surroundings.
Young children (2 – 6 years)
Children of about two to six years of age are beginning to develop an awareness of
illness and death. They may view death as something that is reversible and may
not understand its permanency. This can lead to misunderstandings about the
finality of death. You may find that for quite some time you are repeating what has
happened.
Children this age may ask questions about the person. These questions often come
up at random times. It is important to answer these questions honestly. If you don’t
have an answer, then let children know that you don’t know, but that you will find
out. Some questions may cause you to become emotional. It’s all right to show
your sadness to children. It will let kids know that sadness is normal.
Be aware that young children can have active imaginations and may not fully
understand what illness means. They may not understand the rituals that families
or communities have around death. If children express thoughts that are not
accurate, you can gently comment that their view is interesting. You can also
explain in simple, concrete terms what the reality of the situation is.
Sometimes children feel that they have caused the death. A child might remember
saying "I wish you were dead!" and feel completely responsible for the illness or
death. Children at this age need to be persuaded that their words and actions
cannot influence someone’s health.
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It is important to realize that children can be affected deeply by an illness or death,
and yet continue to participate in normal childhood activities. This does not mean
that they are not grieving; it means that they are integrating the illness or death
into their lives. When dealing with stress or new things, some children may fall back
in terms of their developmental progress. This is normal and no cause for alarm.
Activities that may be helpful for younger children to express their emotions or
discuss illness and death may include reading storybooks, playing or participating in
art activities.

Older children (6 – 12 years)
Older children around ages six to twelve are beginning to understand how the body
works and what it means to have an illness. They are coming to realize that
illnesses may not be directly caused by something external to a person. They can
also start to understand how the body functions and how illness can result from a
part of the body not working properly.
Older children are starting to develop an awareness of the world around them and
recognize that death usually occurs in older adulthood. They understand that life
has a beginning and an end. Between the ages of six to nine, children begin to
understand the permanency of death. Starting at around nine years old, children
recognize that death is permanent and that it can happen to anyone.
Activities that may be helpful for older children to express their emotions or discuss
illness and death may include reading, playing, art therapy, support groups,
workbooks, or writing (keeping a journal).

Youth (13 – 18 years)
By the time adolescence is reached, children have likely experienced the death of
someone they know. These earlier life experiences will shape how death is viewed
in the present. Teenagers and young adults understand that death is final,
personal, and that it will happen to all living things.
The illness or death of someone close can have quite an effect on the day-to-day
life of an adolescent. Their mood, usual behaviors, attitude, sleep and eating
patterns, and school work can all be affected.
Adolescents want to be older and do older things, but at the same time they may
envy younger children who have no hesitation in seeking out hugs or cuddles. This
struggle can bring out volatile emotions when someone dies, including anger.
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As parents and other adults reaching out to adolescents, you’ll probably need to
make repeated offers to help. Young adults will process a death in their own way
and there is no rushing it along.
By the age of 13 and older, peers have become an important part of life. Because of
this, support groups can be a great place for adolescents to meet others in similar
situations. At the same time, they may not want to stand out as being different
from their peers, so they may avoid talking frankly with their friends about their
feelings.
Keeping a journal may be a way for adolescents to express themselves. Music may
be another way for them to express or relate to their feelings.

Kids Help Phone: 1-800-668-6868
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9. Mental Health
9.1 Normal Feelings for Family and Others
Living with and caring for someone with a life threatening illness is a difficult task.
Family members are often surprised at the number of thoughts and feelings that
arise. These feelings come and go with changes in the patient's condition. Each
person involved will grieve and respond to each situation in his or her own way. It
may help you to know some of the usual reactions that may occur during this
stressful time.
As changes occur:
● Helplessness and hopelessness may occur with increases in care needs.
● Shock and numbness can accompany any sudden change in condition.
● Yearning for things to be the way they were before.
● Worrying about the quality of the patient's care.
As stresses increase:
● Anxiety and fear may arise:
- about your ability to carry on with tasks and responsibilities.
- about your ability to cope after the death.
- from a heightened awareness of your own mortality.
● Loneliness may increase as family roles change and as the patient becomes
more dependent.
● Edginess and irritability may show up in your relationships with other people.
● Fatigue is sometimes experienced as apathy or listlessness.
As losses are grieved:
● Sadness is a common feeling and may be expressed by crying, sighing, or
withdrawal from others.
● Anger is frequently experienced and can be confusing and overwhelming. It
may be aimed at the situation because there is nothing that can be done to
stop the progression of the illness, at the patient for getting sick, or at a
particular caregiver for their actions.
● Physical symptoms can crop up such as difficulty breathing, aches and pains
in the body, insomnia, restlessness, anxiety attacks, difficulty concentrating,
and changes in eating patterns. These are common symptoms of grief which
are expressed through the body.
● Grief usually begins even before a death, both for the patient and the family.
Families especially begin grieving at the time their loved ones receive a
terminal diagnosis.
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●

Guilt is a nagging feeling often accompanied by a need to keep going over
what has happened or what was neglected.

Remember, these are all normal feelings. If you have any concerns, it may help to
talk with a Palliative Care Coordinator, nurse, pastor, or elder.

9.2 Getting Help if You Need It
The dying process can be stressful for both patients and those close to them. Many
individuals going through this process have found benefit from accessing extra
resources in regard to their, or a loved one's, mental health.
You may find you have concerns or problems that are not medical in nature but still
need to be dealt with. It is very difficult to anticipate every need and event ahead
of time, and an outside person can often give you a fresh perspective on a
situation. You may need advice about where to go for help with something or may
want emotional support for yourself and family members.
Some areas of the province have access to a medical social worker and counselling
services through homecare/palliative care services.
In the Prince Albert Parkland Area Services include:
Prince Albert Mental Health Center offers confidential community-based mental
health assessment, treatment/counseling, and consultative services. Services can
be accessed by family or self-referral, physician referral, agency or school referral.
Psychiatric referrals are accepted by physicians only.
There are more local resources, but initially, access is through the central intake.
In the Prince Albert rural and urban area this is through:
Prince Albert Victoria Square
2345 10th Ave West
Phone:
306-765-6055
Facsimile: 306-765-6349
Toll-free:
1-888-765-6055
For all patients, there is Mental Health Walk-in Service available for times
of intense distress:
Monday to Friday, 9am-11am; 1pm - 4pm (last appointment start 3:30 pm)
at Victoria Square in Prince Albert (beside the hospital)
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Other Local Resources:
Prince Albert Mobile Crisis: 1-306-764-1011
North East Crisis Line (Melfort - 24hr) 1-800-611-6349
Hudson Bay Family and Support Centre - 306-865-3064
Addiction Services Intake: 1-306-765-6550/1-855-765-6550
Prince Albert Alcoholics Anonymous (Answering Service): 1-306-764-9449

Mental Health Resources are available through many individuals work
places free of charge.

Additionally the following resources have been helpful for
many people:
Farm Stress Line 1-800-667-4442 (24/7, will help with all concerns,
not just those related to farming)
Virtual Hospice (VirtualHospice.ca) - discussion forums for support
Saskatchewan Health line - 811
Kids Help Phone - 1-800-668-6868
Narcotics Anonymous - 1-877-463-3537
Problem Gambling Helpline - 1-800-306-6789
First Nations and Inuit Hope for Wellness Help Line - 24 hour toll free 1-855-242-3310
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10. Medications
Taking Medications
Most of us are reluctant to take medications, except for those odd times when we
have temporary minor pain or are fighting an infection. For some people,
medications provide a new lease on life by controlling symptoms that cause
problems when they are left unattended.
People with heart conditions need their medications to regulate their hearts, and
diabetics require insulin to control their blood sugar so they can lead normal lives.
For people who have a life threatening disease, medications may mean the
difference between being uncomfortable and experiencing some quality of life. Like
a diabetic needing insulin, the person with advanced disease often requires daily
medications. These are prescribed by the doctor to relieve symptoms such as pain
or nausea.
Not everyone experiences the same symptoms to the same degree. If you need
medication to relieve your symptoms, it helps to know something about how it
works, how to take it, and what to expect.
You will need to discuss your medication program with your Pharmacist, Family
Physician, or Home Care Nurse and plan a schedule to follow. The end sheets in this
section (Medication Records) are to assist you with tracking your medication times.
We have also included some general tips that we hope will help you in your
treatment.

Scheduling:
● Planning your medication schedule is easier if you use the Medication Record.
● Medications can be poured ahead for the next dose and kept in a dosette,
which is a container that has separate sections for each medication time. A
dosette can be purchased from your pharmacy.
● For some, prepackaged daily dose systems are required. Contact your Home
Care Nurse if a bubble pack system may be appropriate for you.
● If you require a medication during the night, it is best to get it ready and set
the alarm for the time to get up; then you need to only take the medication
and return to sleep.
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Swallowing Pills
If you have trouble swallowing pills, try some of these tips:
● Swallow water first to moisten your throat, place pills at the back of your
tongue and follow with more water. Try to relax your throat as you swallow.
● Mix pills in applesauce, ice cream, sherbet or pudding; anything that has
substance enough to carry the pills down your throat. Some pills can be
crushed and then mixed. Check first with your Family Physician or Pharmacist
about which ones can be crushed. Small pills can be put into a gelatin
capsule and then swallowed together in one capsule instead of separately.
● If you have trouble with pills, check with your Pharmacist to see if the
medication comes in a liquid form and ask your Family Physician to change
your prescription.
● If you are still unable to swallow your medications, check with your Family
Physician for alternative ways to take them, such as suppository or injection.
It is important that your medication schedule not be interrupted to ensure
your comfort level is maintained.

The medications prescribed for you are intended to make you feel better by
controlling your symptoms. Each person reacts differently to medications depending
on their unique body chemistry.
Should you experience any unexpected side effects from the medications or if they
are not doing what you expect them to do, discuss these concerns with your
Pharmacist, Family Physician, or Home Care Nurse as soon as possible.
Other tips:
● Bring all of your medications/pills/puffers etc with you to every appointment
or hospital visit

10.1 Commonly Used Medications
The following list is by no means all inclusive. It is meant as a brief overview to
answer commonly asked questions about the most frequently used medications in
palliative care.
Please talk to your physician, nurses, or pharmacist, if you have specific concerns
about your medications.
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NOTE: Many of the medications below are considered “controlled substances”. The
are dangerous if taken by someone else. They are also at risk of being taken or
stolen by others, even relatives. Keep those around you safe by keeping them
locked in a safe location, away from children, teens, and prying eyes.
Opioid drugs are prescribed for pain and sometimes shortness of breath. Some
common names include codeine, fentanyl, hydrocodone, hydromorphone,
meperidine, methadone, morphine, and oxycodone. Side effects can occur but
they can be avoided or lessened with appropriate care. Nausea is common but can
be treated easily with other medications and often go away after a few days.
Sedation and confusion are also a concern but these often resolve in 3 to 4 days.
Constipation is the major concern but with many options for laxatives and stool
softeners this can be mitigated.
Myth: Taking pain medications in palliative care leads to addiction.
Fact: Keeping people comfortable often requires increased doses of pain
medication. This is a result of tolerance to medication as the body adjusts,
not addiction.
Myth: Morphine is administered to hasten death.
Fact: Appropriate doses of morphine keep patients comfortable but do not
hasten death.

Laxatives include sennosides, bisacodyl, PEG-3350, and lactulose. These are
used to treat constipation.
NSAIDS (Naproxen/Aleve, Ibuprofen/Advil, Toradol/Ketorolac, Aspirin) are
most often used for many types of pain, especially bone pain. Common side effects
include stomach upset and increased risk of bleeding. The increased risk of stomach
ulcers can be decreased by using medications that decrease stomach acid.
Benzodiazepines (diazepam/Valium, Lorazepam/Ativan) are used for a
variety of reasons. They help with shortness of breath, anxiety (panic attacks), and
problems falling asleep. Sometimes, at the very end of life, these (along with other
medications) are used to sedate people (put them into a state of semi or
unconsciousness) when other means of managing symptoms have failed (See
Section 12.2) The main side effects are drowsiness which is often used in a
beneficial way.
Glucocorticoids or Corticosteroids (Dexamethasone, Prednisone) are used
for several things - usually decreasing tumour swelling or increasing appetite
(although the benefits of this are minimal for most patients). Common side effects
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include high blood sugars (which is often no longer a concern as the end of life
nears) and stomach ulcers.
Anti-emetics are useful to prevent nausea and vomiting. Some common drugs
include ondansetron, dimenhydrinate, metoclopramide, nabilone, and
haloperidol. There can be side effects such as drowsiness, headache, dry mouth,
and bowel disturbances. Most people feel the side effects are better than feeling
nausea. Haloperidol can also be used for delirium. Similar drugs such as hyoscine
can be used for lung secretions to help with breathing.
Haloperidol/Haldol is an antipsychotic drug and has been used extensively and
for more than 50 years as treatment for acute delirium - a disturbance in mental
function that results in confused thinking and reduced awareness of reality. The
drug works very well when given as needed and short term.
Oxygen - Some, but by no means a majority, of patients at the end of their life
may have benefit oxygen. It has generally been shown to benefit patients with low
oxygen levels AND who feel shortness of breath. For many patients with shortness
of breath a fan, medications, and breathing techniques, are much more helpful.
However, oxygen can be restrictive and uncomfortable - the mask, dryness, and
tubing is often more of a burden than a benefit. (Information on accessing home
oxygen is found in section 5.3)

Atropine is a derived from the belladonna plant and it is very useful in decreasing
respiratory secretions in the lungs, making breathing easier and less noisy.
Hyoscine injection and scopolamine patch are used for the same purpose.
Anti-Depressants include medications such as amitriptyline, fluoxetine
duloxetine, and others were initially prescribed for depression. However, now we
have found that they can often help people with anxiety, nerve pain, chronic pain,
sleep disturbances, among others. They do not come without side effects - the list
is long and can include nausea, weight gain, fatigue, constipation, dry mouth, etc.

Many people who have been on these medications for years previously will find that
they are no longer needed or that they are now having side effects that they did not
have previously. Sometimes they are started for people for symptoms at the end of
their life, other times patients benefit from having these stopped.
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10.2 Medical Marijuana/Medical Cannabinoids
The following is a brief overview of the current evidence and recommendations of
medical marijuana. Although many patients and physicians use the term “medical
marijuana” and “medical cannabinoids” interchangeably, the term “medical
cannabinoids” includes both medical marijuana and pharmaceutical cannabinoids,
and will be used here.
Current access to marijuana, for medical or recreational purposes, is set to change
in 2018. If you are using, or would like to discuss trying cannabinoids for your
symptoms, speak with your physician or nurse practitioner.
Currently, medical marijuana/in the form of dried or oils is not covered under any
government agency, however some private plans may cover this. Unfortunately the
cost of medical marijuana can be hundreds of dollars a month, although this does
depend on dosage.
Although cannabinoids have been promoted for many medical conditions, current
research does not support this. Two large evidence reviews suggest only 3
conditions have adequate evidence - chronic pain, nausea and vomiting, and
spasticity.
Current expert opinion suggests that medical cannabinoids may be considered for
neuropathic pain and pain in palliative care, chemotherapy-induced nausea and
vomiting, and spasticity in MS or spinal cord injury after other therapies have failed.
Marijuana derivatives, nabilone or nabiximols, are often recommended to be tried
first for these conditions, and may also be covered for some patients.
Unfortunately, harm is generally more common and often underestimated than
most people realize. It is common for patients to have side effects they find
unpleasant and that do not outweigh the benefits. These include: feeling high,
sedation, speech issues, dizziness, muscle twitching, numbness, poor attention, low
blood pressure, “feeling weird”, psychiatric issues, impaired memory, confusion,
blurred vision, and hallucinations.
Even in Palliative (end of life) cancer pain there is a strong recommendation to only
use medical cannabinoids after other things have been tried owing to the limited
benefits and high risks of harms. For patients experiencing non-chemotherapy
nausea and vomiting, it is not recommended unless other options have failed, again
due to the lack of evidence and known harms.
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10.3 When to Stop Medications
It is good practice for all of us to regularly look at medications we are taking and
assess if they are still necessary. This is especially the case after the diagnosis of a
life threatening illness. Some medications can be stopped earlier along in our
illnesses - for example, when life expectancy is less than 2-5 years, cholesterol
medications are no longer needed. Others can be harmful or start to cause side
effects that they did not previously cause.
Some physicians and nurses will bring this up with you, however often health care
providers are worried that discussing discontinuing medications is seen at them
giving up - which it is not. Many patients actually feel better by either decreased
side effects, a lower pill burden, lower costs or having less focus on their “illness”
and more focus on enjoying life. Talk to your physician or nursing staff if you would
like to look at decreasing your medications - for any reason.
As the end of our lives draw near, even more medications are no longer needed,
and again, can even be harmful. Some of the things below are good to consider.
What are the patient’s or family’s goals for care?
This may be the most important question. The goals must be realistic and
achievable. For example, it may not be realistic to give medications to increase
appetite when the patient isn’t hungry and eating won’t change the course of the
illness.
What is the patient’s condition?
For example, often oral medications are stopped if the patient has trouble
swallowing or is no longer alert.
What is the benefit of the medication?
In late stages of an illness, when maintaining comfort is a goal, it’s common to
stop any medications that are not essential for comfort.
What will the patient feel if the medication is stopped or decreased?
If the person is still feeling pain, then medications that relieve pain are still helpful.
If the person can’t swallow, then medications can be administered some other way.
There usually comes a time when medications that are not directly needed for
comfort are discontinued. This happens when a person is no longer able to swallow
or becomes unconscious. At this point discussions with the health care team will
include which medications to continue and how those medications will be
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administered. Often medications to treat symptoms such as pain can be
administered in other ways.

10.4 Intravenous Therapy
Many people believe that “to die dehydrated” somehow means, ‘to die in pain’.
People may think that an intravenous (IV) is a necessity. Others fear that
dehydration will hasten death.
Intravenous is a way to provide fluids when the individual is not able to take liquids
by mouth. When a person is dying, they often do not want to drink and they may
not want intravenous fluid either.
Advantages of no/stopping IV therapy may include:
● Decrease incidence of vomiting because of less fluid in the stomach
● Decrease in lung secretions resulting in less coughing and congestion
● Decrease in throat secretions and ratty respirations and reduce the need for
suctioning
● Less retention of fluid in the tissues (swelling)
● Natural sedation effect from the change in blood chemistry
Disadvantages of stopping IV therapy:
● Dry mouth. Mouth care can help prevent this complication
.
Advantages of IV therapy:
● Temporarily correct the blood chemistry imbalances
● Thin the throat secretions allowing for easier expectoration
● May prolong the dying person’s life
Disadvantages of IV Therapy:
● Requires an Intravenous needle pok.
● Increased amount of stomach & bowel fluid leading to increased nausea and
vomiting
● increased lung secretions leading to difficulty breathing
● Increased throat secretions creating a choking sensation and necessitating
more frequent suctioning
● Fluid retention and swelling
● Prolong the dying person’s life
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●
●
●

Attachment to an IV pole limiting freedom of movement
Noise if attached to an IV pump
IV therapy may create false hope for family and friends, who believe that as
long as the IV is running we are “treating” the patient

10.5 Subcutaneous Medications
Subcutaneous means ‘just below the skin’; a subcutaneous injection means giving
an injection just under the skin. There is good blood supply under the skin and this
carries the drug into the rest of the body. Subcutaneous injections are normally less
painful than an injection into the muscle and are easier to give than an intravenous
or intramuscular injection. The subcutaneous method is a safe and effective way of
giving medications, especially when a person is experiencing swallowing problems
or has nausea and/or vomiting.
How do I care for the cannula?
Caring for a cannula is quite easy; mostly it looks after itself. You will need to check
the insertion site before and after you give an injection into the cannula and report
to the nurse if there is any swelling, redness, inflammation, or leakage around the
cannula site. As mentioned previously, the cannula is secured in place with a clear
plastic film. This clear film is waterproof, so you can wash the area, either in the
shower or when bathing, without causing any problems. Cannulas do not last
forever – they need to be changed. Each nursing service will have different
guidelines that determine how frequently the cannula needs to be changed. The
frequency will depend on how often the cannula is being used and the number and
type of medications being injected into the site. Your nurse will advise you when
the cannula needs to be changed.
How will I know if the cannula is not working? What should I do if this
happens?
It is normal for a small lump to appear at the insertion site immediately after the
injection has been given. This is the medication sitting in the tissue just under the
skin. The small lump will disappear as the medication is absorbed into the
bloodstream. If it does not, contact your nurse. If you notice that the cannula site is
red, swollen, leaking or smelly, contact your nurse as it likely needs to be changed.
Leave the cannula in place for the nurse to remove. In the meantime, if there is a
second cannula, this can be used until the other cannula is changed.
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10.6 Forms for Monitoring Medications
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11. Medical Assistance in Dying (MAID)
11.1 Information about MAID
Medical Assistance in Dying is a deeply personal matter for many people. It is a
complex issue that has implications for patients and families.
Medical Assistance in Dying occurs when a physician or nurse practitioner
administers or provides a prescription for self-administration of a lethal dose of
drugs to intentionally cause the death of a competent adult, at the adult's request.
In 2015, the Supreme Court of Canada got rid of the law that makes it illegal for a
physician or RN(NP) to assist a patient in dying. In June of 2016, Bill C-14 was
passed. The legislation permits Medical Assistance in Dying for patients who meet
all the criteria as outlined below.
Under the federal legislation, an individual needs to meet the following criteria to be
considered eligible for Medical Assistance in Dying.
A patient must:
●
●
●
●
●

be eligible for health services funded by the federal government, or a
province or territory;
be at least 18 years old and mentally competent (this means capable of
making health care decisions for themselves);
have a grievous and irremediable medical condition;
make a request for Medical Assistance in Dying which is not the result of
outside pressure or influence; and
give informed consent to receive Medical Assistance in Dying. This means
the person has consented to Medical Assistance in Dying after being given all
the information needed to make a decision. This includes information about:
○ their medical diagnosis;
○ available forms of treatment; and
○ available options to relieve suffering, including palliative care.
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People with mental health conditions as the sole underlying medical condition, and
mature minors are not eligible. In addition, advance care directives cannot be used
as authority to provide the service.
An individual seeking Medical Assistance in Dying must clearly provide informed,
expressed, written, and voluntary consent to the termination of life.

11.2 Getting More Information
Patients are advised to have a discussion with their physician or nurse practitioner.
Not all physicians or nurse practitioners will be able to offer this service or will
choose to do so. However, they will continue to provide other medically required
care, and ensure the patient has access to information on end-of-life care options
and access to information on Medical Assistance in Dying if that is their wish.
In the Prince Albert Area (rural and urban, including Shellbrook an Spiritwood
areas) patients can call the confidential number below to talk to someone if they
are not comfortable talking with their physician about this.
●

Phone: 306-765-6300
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12. Death and Dying
This section addresses some of the concerns or difficulties that may face your
family and caregivers as you make plans for care. It will not cover everything, so if
you have any questions or problems, it’s important to talk to the Palliative Care
Coordinator or your Home Care Nurse.

Thinking about Death and Dying
This is the time to reflect what is important to you and a time to let others
involved in your care know your wishes.
● Do you want to remain at home?
● Who do you want to spend time with now?
● Is there someone you need to see?
● Do you want to go to the hospital or long term care facility near the end of
your life?
● What are your funeral wishes?
Some tasks you may want to do:
● Talk to your loved ones and let them know what you want at this stage of
your life.
● Talk with your health care providers and let them know what you want at this
stage of your life.
● Consult a lawyer to ensure legal issues such as completing a will, are
resolved.
● Talk with your pastor or other spiritual advisor.
● Discuss and prepare your Advanced Health Directive which will provide
direction when you are no longer able to speak your wishes. Keep it readily
available.
● Choose a funeral home and make your funeral plans.

Death at Home
One of the most difficult decisions to be made during this time is how and where to
provide care.
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Myth: Palliative care is only provided in a hospital.
Fact: Palliative care can be provided wherever the patient lives – home,
long-term care facility, hospice, or hospital
People often have concerns about the quality of care that can be provided in their
home. Sometimes they believe that hospitals are the only place where sick people
can receive good care. Other times it’s because the family doesn’t have the
“resources” they need; enough time, help, physical strength or energy. It could be
that they are worried about carrying on for a long period of time. They might think
they don’t have enough space or the right equipment to set up a sick room. Many
families have been surprised and are proud of the care that they are able to provide
for their loved one at home. We encourage all families to discuss care options, as
well as their concerns, with their health care team as far in advance as possible.
Myth: I’ve let my family member down because he/she didn’t die at home.
Fact: Sometimes the needs of the patient exceed what can be provided at
home despite best efforts. Ensuring that the best care is delivered,
regardless of setting, is not a failure.

12.1 Preparing for Death
As a person is dying, their body will go through a number of physical changes as it
slows down and moves toward the final stages of life. Many of these changes are
normal and to be expected. Each person is different; all of these signs and
symptoms won’t occur for everyone and variation is common.
If you notice change or have any concerns, please talk to your family physician and
nurses. They can make any needed adjustments and offer practical suggestions.
We hope this information will help you prepare for the changes that are likely to
happen. We have also included some practical advice and comfort measures to
help you in your role as caregiver and advocate.
A Dying Person May…..
Have decreasing strength
This usually occurs gradually, but can happen quickly over a matter of days. As the
person becomes weaker, you may need equipment, which can be accessed through
your local occupational therapist, to help with safe and easier care.
Suggestions:
● Have your Home Care nurse assist with arranging equipment
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●
●

●
●

Reassure the patient - loss of independence may be upsetting and one
more thing to grieve
Consider using a call bell or intercom (or text)
○ You can buy portable door chimes at any home improvement
store if the patient is being cared for at home and cannot call
loud enough for help. The patient receives the call button and
the actual bell can be placed throughout the house or in another
bedroom at night, much like the call bell in a hospital.
Space activities apart and provide for periods of rest
Try not to improve strength by forcing exercise. This wastes energy
and does not help you/the patient improve.

Sleep longer
This is very common - times of increased activity and talking may be followed by
hours or days of deep sleep and unresponsiveness. In the moments before death
occurs, many people appear to be sleeping or comatose.
Suggestions:
● Plan visits for times when the person is more wakeful and alert
● Encourage visitors to sit quietly, holding hands can be a good way to
connect
● Avoid over-tiring the person, limit number/lengths of visits unless they
state otherwise
● Assume the person can hear everything on some level

Have difficulty going to the bathroom
Using the Toilet:
● When your loved one is able to get up and go to the toilet, offer whatever
assistance he/she may need. Make sure the bathroom floor is dry and there
is toilet paper handy. Make sure the path to the toilet is
well lit and free of obstacles. Stay closely by and be ready to help.
● If your loved one needs help with wiping-up, make sure you wash
your hands when you are finished.
● Don’t rush the event. Let your loved one take as much time as needed. If
they have trouble getting started, the sound of running water might help.
Commodes:
● Commodes are portable toilets, in the shape of a chair that can be
positioned close to the bed. These can be provided by home care.
● Place a roll of toilet paper within your loved one’s reach and give
him/her some privacy.
119

●

When your loved one is finished using the commode, help him/her back
into bed, then empty the commode right away.

Urinals/bedpans:
● Urinals are small collection bottles that are used for peeing. Most of them
are for males.
● Some men are able to use the urinal lying down, while others prefer
sitting on the edge of the bed or standing up.
● Because some men like to keep the urinal close by, make sure it is
emptied and thoroughly rinsed after every use. This helps to prevent
spills and offensive odors.
● If your loved one wants to help using the urinal, be sure the penis is
placed directly into the urinal and that the urinal is tilted downward.
● Most females prefer to use a bedpan or a commode.
● Always warm the bedpan (especially if it is metal) by pouring warm
water on it then wiping it dry. Sprinkling a little talcum powder on the
bedpan will make it easier for your loved one to slide off when finished.
When taking a bedpan to the toilet, cover it with a towel to avoid getting
splashed if you trip.
Have decreased appetite
This is a normal response for many ill people. They feel less hungry and thirsty
because they are less active and their bodies are unable to process food and water.
If they are encouraged to eat and drink more than they want this can sometimes
lead to nausea, vomiting, and other problems. Although it is difficult to watch
those you care for eat less than usual. However, it is wise to offer smaller portions
and encourage them to eat and drink only as much as they want.
Suggestions:
○ Ask the person what he or she wishes to eat or drink
○ Serve small, nourishing servings of soups, ice cream, and so on
○ Make mealtime a social occasion
○ Do mouth care before and after eating
Become confused and/or restless
A dying person may be able to recognize familiar people/places, may see things
that you cannot see, or pull at their sheets/clothing or reach into the air
Suggestions:
● Speak calmly, slowly, and in a manner that is familiar to the person
● Reassure them that they are safe, and you are there
● Consider playing calm music, using touch and massage to help calm them
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Do not argue. Sometimes going along with someone who is mildly confused
allows the situation to pass
Keep the atmosphere quiet and turn down the lights. Minimize stimulation
Give gentle reminders about the time, place, and who is there, but again do
not argue
Medications are helpful when confusion and or restlessness are ongoing or
escalating - your health care staff can help with this

Have emotional and spiritual changes
A dying person may talk about going on a trip, ask to go home, or speak to people
you don’t see. Strong emotions may also be expressed near end of life. Although
not everyone will experience these responses, they are considered normal and
expected.
Suggestions:
● Continue to respond in your usual way
● Realize that the person may be working through important issues,
saying goodbye, and letting go
● Accept that unusual or symbolic language or reference are not always
a sign of a problem and may hold helpful insights into the person’s
experience
Have difficulty swallowing
A dying person may forget to swallow or have difficulty swallowing as weakness
increases. Foods and fluids with the consistency of yogurt are easier to swallow
than thin, water-like fluids. As the person’s condition declines, he or she will lose
the ability to swallow and will be unable to have any oral intake in the last few days
of life.
Suggestions:
● Give only small amounts of food and fluid
● Remind the person to swallow
● If the person chokes or coughs consistently with attempts to swallow,
have your physician or home care nurse assess the situation
Medications may need to be given in alternative ways
● Eat slowly with very small bites. Stay in a relaxed, upright position
● Tilt your head forward or backwards to make swallowing easier
● Cut up, mince, or blend foods. Consider using liquid foods.
● If liquids are difficult to swallow try adding a thickening agent.
● If you continue to have problems swallowing or are coughing and
choking with swallowing, talk to your doctor about a speech language
pathologist referral
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Have irregular or shallow breathing
A variety of changes can happen with breathing. Commonly, there may be pauses
between breaths, sometimes lasting as long as 50 seconds or longer. These
changing breathing patterns are normal, and usually the dying person is unaware of
and untroubled by these changes. There is nothing to do about these changes
except note that they are another signal that the person’s condition is changing.
Suggestions:
● Remind yourself to breathe

Develop wet-sounding/noisy breathing or moaning
As the body weakens, saliva may collect at the back of the throat and cause wetsounding breathing. This wet sound may be caused by fluids in the lungs. Moaning
as the person breathes out may, but is often not, an indication of discomfort. This is
sometimes called a “death rattle”.
Suggestions:
● Remember that just as with snoring, noisy breathing is more
uncomfortable for those listening than it for those who do the noisy
breathing.
● Discuss what you are hearing with the family physician or home care
nurse. There are medications that are sometimes needed to decrease
congestion or provide relief if pain is a concern, but this is rarely
necessary.
● Change the person’s position. Sometimes turning them to one side,
raising the head of the bed, or using pillows can be helpful.
Become unresponsive
The person may no longer respond to voice or touch or may seem to be sleeping
with his or her eyes open.
Suggestions:
● Continue to speak to the person. Your familiar voice is likely to be
comforting. It is generally believed that people can still hear, even
when they cannot respond verbally
● Tell the person what you are going to do before you do it (ie, position
change, mouth care etc)
● Let the person know when you are entering or leaving the room
Lose control of bladder or bowels
Loss of bladder and bowel control is normal at the end of life.
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Suggestions:
● Protective padding for the bed is generally required
● A catheter may be helpful, yet can also cause discomfort or infections
on it’s own.
○ Never pull or tug on the catheter - when moving your loved one
make sure the catheter tube remains slack
○ The collection bag should always be kept below the level of the
bladder
○ Ensure the collection tubing is free of kinks
● For a person who is bedbound, use protective briefs with taped side
openings, which are easier to use than pull up briefs.
Have Skin Breakdown
Sore areas or breaks in the skin can occur if the person has lost weight and has to
be in bed for long periods of time. You may notice the person develops red, sore
skin at pressure areas such as the tailbone, elbows, and heels. They may also have
broken areas in the skin, itchy areas, or rashes.

Suggestions:
● Change the person’s position at least every 4 hours. Your Home Care Nurse
can teach you how to move the person safely and protect yourself as well.
● Use small pillows or padding (such as rolled up towels) to put between knees
and to protect other areas from constant contact with bedding.
● Keep skin folds and creases clean with daily sponge baths. Dry thoroughly.
● Use bath oils and lotions to help dry or itchy skin.
● Put extra padding on the bed to cushion the person: sheepskin pads,
alternative mattresses. Your Home Care Nurse can advise you of choices and
availability of items.
● Occupational therapy can assist with proper fitting wheelchairs, fancy
cushions, and air mattresses.

Have a change in body temperature
The person may feel unusually warm or cool to the touch. When the
temperature-regulating part of the brain is not working as well, the person may
initially feel warm or even develop a fever. Then, as circulation decreases, the
body protects the core organs and the person's extremities may feel cool to the
touch. The hands, feet, arms, legs, may look somewhat bluish in colour. This is a
normal part of the dying process and generally signifies that death will be in hours
to days.
Suggestions:
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●
●

Remove blankets or place cool cloths on the person’s forehead if he or
she feels too warm.
Add a blanket, or keep the arms and hands covered if the person feels
cool.
If the person themselves if having fevers that are UNCOMFORTABLE
TO THEM discuss medications to help this with your nurses or
physician.

Suggestions for the Caregiver
At this time you may find you are so busy being a caregiver that you are not
looking after your own health. Remember - put on your own oxygen mask first!
Suggestions:
● Ask for and accept help with care, household and other tasks. IT IS OK TO
GIVE PEOPLE THINGS TO DO, often family and friends want to help, but don't
know how. It is OK to ask someone to mow the lawn, shovel the driveway,
get groceries, take over some appointments
● Find ways to handle updates and inquires (eg, email everyone at once,
designate a phone tree or one person to communicate things)
● Notice what give you comfort or pleasure, and do these things
● Remember to breathe, eat, sleep
● Set limits, say no to people visiting
● Let others know how you are doing
● Remember it is OK to laugh - even if it seems awkward
● Share memories and stories
● Acknowledge that this is a difficult time
● Do thinks that feel like self-care - make time to get a massage, haircut, nap,
walk, sit quietly, cry
● Maintain your spiritual and religious practices
● Sing, play, or listen to music that comforts you
Saying Goodbye
For many people, saying goodbye is very important. The person who is dying, as
well as friends and family members, may wish to express their love, gratitude, and
sorrow to each other. Some people may say goodbye through conversations,
letters, trips, or spending time. Some dying people are most comfortable having
people there, others prefer quiet and privacy. Sometimes a person seems to
choose the time to die, perhaps when alone or when particular people are present.
It is helpful to discuss beforehand how a person wishes to spend their last hours. It
makes setting boundaries easier on their proxy or the person who advocates for
them on their behalf.
You may wish to:
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Talk about shared experiences
Offer or ask for forgiveness
Remember that tears are a natural and healing release of sadness
Reassure the dying person that you and your family will be okay
Take time to gather information, such as that found in section 6
Work on memory books, letters, or a legacy journey

12.2 As Death Approaches
Changes at this stage will vary from person to person. They are usually more
difficult for caregivers to watch than for the patient to experience. Both parties
may feel anxious, and may want a specific answer about how soon death is likely to
occur.
Precise predictions are often difficult, but you can expect that time will be limited
once oral intake is not possible, urine output stops, and there are changes in
breathing patterns. The more you understand about what might happen and what
you can do about it, the more you will feel able to handle the situation.
You may notice that the person:
● Is extremely weak
● Has difficulty swallowing fluids and medications
● Slips into a coma, which is a sleep-like state, and is unable to respond
verbally
● Has decreased urinary control and output
● Has irregular breathing with periods when breathing stops for 10-50
seconds
● Has moist or rattling breathing sounds
● Has cool hands and feet, which may also appear mottled or patchy in
colour
Comfort Measures:
● Turn and position the person at least every four hours. Your nurses
can instruct you on different techniques.
● If the person is unable to swallow, do not attempt to give fluids.
Rather, a gentle mist of water or a wipe may provide comfort for a dry
mouth
● Continue to give pain medications as scheduled until death. Talk to
your nurses or doctor if swallowing is becoming difficult. There are
other ways to get medications.
● Moisten the mouth with a wet cloth or mouth swabs, lubricate lips with
ointment.
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Place protective pads or toweling under the patient’s hips, and change
when necessary.
If the breathing sounds moist or “rattling”, contact your physician or
nurses, however remember this is more distressing for caregivers than
it is for the patients.
Continue talking and touching to let the person know you are there
Limit or encourage visitors as you or the patient feel appropriate.
Don’t forget to take care of yourself

Although the following signs are not present in everyone, if you see the following it
is likely that the person has three or fewer days to live.
● Decreased reaction to visual cues
● Hyperextension (pushing back) of the neck
● Dropping of the fold between your nose and mouth
● Non reactive pupils
● Decreased response to sounds
● Grunting of vocal cords
● Inability to close eyelids

12.2.1 Palliative Sedation
Palliative sedation involves giving medications to make a patient less aware,
providing comfort that cannot be achieved otherwise. A legal and ethical practice in
Canada, its goal is not to cause or hasten death but to keep the person comfortable
until death. The decision to begin palliative sedation is made after an in-depth
conversation between the patient (if able) or the family or substitute
decision-maker, and the physician. Palliative sedation is considered a last resort in
the last days of life, when all possible treatments have failed to relieve severe and
unbearable symptoms such as pain, shortness of breath, or agitation from
confusion.
There are guidelines for palliative sedation that the nurses and physicians may use.
Some areas or facilities also have specific guidelines they must follow.
While the person is sedated, the health care team monitors and reviews his or her
condition and comfort and the family’s reaction to the treatment. The medications
and dosages can be adjusted, resulting in a range from a slight calming effect to full
sleep. The sedation can also be reversed, so the person is not completely asleep
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during the dying process. Research has shown that palliative sedation does not
shorten life. People die from their disease – not from sedatives.
If a home death is planned sedation should be discussed in depth and
arrangements made to have medications on hand, especially in rural areas as
distance and adverse weather can sometimes present management issues. It is
very important to plan this with your health care team and prepare for this
eventuality.

12.3 At time of Death
No matter how much we prepare, no matter what we expect, the moment of death
will arrive in its own time and in its own way. The experience of dying is different
for every person.
You will notice that the persons:
● Breathing and heartbeat have stopped
● Eyes are not moving and may be open or closed
● Mouth may fall open, and remain open, as the jaw relaxes
● Skin becomes pale and waxy looking
● The person’s bladder and bowel may empty
● There could be fluid coming out of the mouth
There may be no response.
Do what you feel will be helpful.  There is no rush to do anything.
● Allow your tears and feelings to come.
● Breathe deeply
● Be in physical contact with others - hug, hold hands
● Gather around the bed, say a prayer (silently or together)
● Have a warm drink
● Take the time you need
● Do whatever feels right for you.

When Death occurs at Home
●

For an expected, planned death at home, do NOT call 911,
police, ambulance or coroner
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●

DO call your physician or homecare nurse (where available). They
may arrange for someone to come to your home to pronounce the
death, unless you have arranged otherwise ahead of time.
DO call family members, friends or your spiritual advisor if you would
like
Spend as much time with the person who has died as you wish.
Remember, there is no need to rush. Take time to absorb the reality
of death, say goodbye, and partake in any traditions your family and
friends feel are important.
After the nurse or physician has pronounced the death, the funeral
home can be called whenever you are ready.

When Death occurs in Long Term Care
As the Canadian population ages, more of us will die in Long-Term Care Facilities.
Most long-term care facilities can provide palliative care that is just as good as any
hospital. In fact, because they are set up for patient comfort, and not for critical
care, many patients are more comfortable and provided with better supportive care
in long-term care than many hospital wards are equipped to do. Even when a
patient dies in Long-Term Care it often involves the entire family. It often takes an
entire team to rally around an individual who is in the process of passing and may
involve the family staying around the clock.
Remember that if the death is expected the staff will not call 911. They will notify
the physician after pronouncing death, and help with contacting the funeral home.
Depending on the facility you may be asked to collect your loved one’s belongings
as soon as 24 hours after death. This includes making calls to return equipment
such as hospital beds, TV equipment, and other rental equipment, depending on the
facility.

When Death occurs in Hospital
You may spend time with your loved one after the death. There may be a short period of time
when we will remove IVs, tubes or other things from your loved one's body. Once that is done,
you may be with your loved one.
It is okay to:
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Touch or stroke the body. We can lower the bed rail if you'd like to lie down
next to your loved one's body.
● Ask for time alone in the room.
● Take photos of your loved one.
● Ask for a chaplain or other support person.
● Invite your own clergy to be with you.
● Call other family or friends to come.
● Observe religious, traditional, or spiritual practices, such as smudging. Some
practices require rooms with special ventilation (i.e. anything that requires
burning of incense, sweetgrass) - please talk to the nursing staff to arrange
this.
● Take as much time as you need.
●

Before you leave, make sure to gather any personal items of your loved one. This
includes glasses, rings, a watch and hearing aids. Take these things with you, even
if you want them to be placed with your loved one for viewing of the body or for
burial. This will avoid the risk that they may get lost as we move your loved one's
body.
After you have spent the time you want with your loved one, let the nurse know
that you are leaving. They will arrange to call the funeral home of your choice you are welcome to wait with your loved one or may choose to leave prior to the
funeral home arriving. Either is fine.

Medical Certificate of Death
When an individual dies, a Medical Certificate of Death form must be completed,
usually by an attending physician or coroner. If the death took place in a hospital
the staff usually arrange for this to be done. For a death which occurred at home or
in some other setting, family members of the deceased may need to make the
arrangements. Usually with palliative care this involves calling your Home Care
Nurse, but may also involve calling your physician.
Funeral Director - Initial Contact
Unless arrangements have been made for the deceased person's body to be used in
medical research, a funeral director needs to be contacted to take charge of the
body. Saskatchewan law regulates the ways that human remains can be dealt with.
A funeral director will assist with this and process the required paperwork. In
hospital or long term care deaths the staff may contact them for you at first.
If the deceased person had a Will and the Executor is known, contact with a funeral
director should be coordinated with the Executor. Under a Will, the Executor of the
deceased person's estate is responsible for making funeral arrangements and
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paying for them out of the deceased person's estate. For this reason, the Executor
should be involved in the process as soon as possible.
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13. After Death
The death of a family member or close friend is difficult. You may wish to spend
time with the body of the person who has died. Before the funeral home attendants
arrive, you may want to bathe and/or dress the person or gather special objects or
notes to send with him or her. You may prefer to choose the clothes you want the
person to wear and give them to the attendants, or you can bring them with you to
the funeral home later.
When the funeral home attendants arrive, they will move the body to a stretcher in
preparation for leaving. The body will be placed in a special zippered bag made for
the purpose of transport. You may or may not wish to be present when the body is
removed. Either is fine, and is completely a personal preference.
Memorial or funeral plans can be made ahead of time and confirmed during an
appointment with the funeral home, often the next day. You will need to take
information to this appointment, or provide it to the funeral home ahead of time this information for the Vital Statistics agency and can be found in Section 6.1.
In addition to the grief of personal loss, those close to the deceased may also have
to make a number of pressing decisions about the affairs of the deceased person.
All of this can be stressful on those who are left behind.
Many duties, such as dealing with property of the deceased person, do not have to
be dealt with right away. Generally such duties can be handled later, usually by an
Executor or Administrator of the estate. Detailed information about managing an
estate can be found in on the Saskatchewan PLEA website, and further information
follows this section. However, many things, such as registration of death and
notification of certain agencies (see Section 11.4.2) cannot wait long.
In addition to notifying appropriate agencies and individuals, the following things
also need to be done after an individual dies. Many of these can be done by family
and friends, and we encourage you to enlist help.
● Return Medications to Pharmacy
● Return Equipment
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Other Things to Do After Death
1.
Contact your clergy person if you have not already done so. With your clergy
person, try to determine a possible time for the funeral. If you do not know any
clergy, the funeral home will assist you.
Clergy_______________________
Phone___________________
2.
Contact the funeral director during daytime office hours to complete
arrangements.
Funeral Director_______________
Phone___________________
When meeting at the funeral home the family will need to bring:
- A picture of the person for the memorial cards
- A full change of clothing IF viewing before cremation/a traditional funeral is
requested
- A short history (approx 375 words) for the obituary for the newspaper (can
also be sent by email)
3.
Prepare a list of people to be notified: immediate family, relatives, close
friends, employer, business colleagues, Union, Church, Royal Canadian Legion, or
other clubs in which the deceased was a member. Ask someone to help you with
the telephoning.
Telephone Helper______________
Phone___________________
4.
Contact the Executor of the Will and any lawyers involved. If there is a will,
there may be specific instructions about the funeral.
Executor_____________________
Phone___________________
Lawyer______________________
Phone___________________
5.
Make a list of distant persons and organizations to be notified later. If the
deceased lived alone, notify utilities, landlord, newspaper, etc.; tell the post office
where to send mail, and take precautions against thieves.
6.
●
●
●
●
●
●
●
●
●

What documents do I need to look for?
Birth certificates for deceased and dependents
Social Insurance Number for deceased and dependents
Marriage certificate
Several copies of the funeral director’s Statement of Death-it’s possible a
Death Certificate may be needed - the funeral home will advise
Most recent copy of the Will
Life insurance policies / annuities
Bank or credit institution passbooks / statements
Stock, bond, certificates, etc.
Previous two years of income tax returns
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●
●
●
●
●
●
●
●
●
●
●

Real Estate and property title deeds
Safety deposit box keys
Automobile ownership registration and insurance policies
Record of benefits through Canada Pension and or Old Age Security, the
Employer, or Workers Compensation
Recent contracts entered into
Loan and mortgage documentation
D.V.A.
Bills
Association and club memberships and subscriptions
Saskatchewan health card
Blue cross card/private medical insurance
Credit cards

Section 13.2 - Who To Notify - Has full information about who needs to be
notified after a death
Additionally, The Information Checklist in Section 6 or the “Just in Case”
Binder (See the Resources Section) have been helpful for many people,
especially if completed ahead of time.

13.1 Registration of Death
In Saskatchewan, all deaths must be registered with Vital Statistics. Vital Statistics
will not issue an official death certificate unless the death is registered. This may
seem like just a formality but this official certificate will be required in a number of
circumstances and, in any event, registration is required by law.
A physician (or coroner) will complete a Medical Certificate of Death and forward
the certificate to the funeral director. The funeral director completes a Registration
of Death form, usually with the assistance of the nearest relative of the deceased. If
you are involved at this stage, you may need to supply certain personal information
about the deceased person.
This information can be found on the Vital Information Checklist in Section
6. We recommend filling this out ahead of time.
The funeral director submits the Medical Certificate of Death and the Registration of
Death form to Vital Statistics for registration. Once the registration information is
verified, Vital Statistics can then issue an official death certificate upon payment of
a fee. An official death certificate may be required to establish legal proof of death
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for estate purposes and other matters such as life insurance and pension benefit
claims.

13.2 Who to Notify
There are many people and institutions to notify upon a person's death. Many of
these notifications are not urgent and can be left for the Executor or Administrator
to handle. These non-urgent matters include notifying government agencies and
are listed below.
It may be useful to make a list of names and phone numbers, to better organize
efforts to inform those who were close to the deceased person. Many families and
patients have found the “Just In Case” binder very helpful for organizing this
information.
(http://www.saskatooncommunityfoundation.ca/community-initiatives/just-in-casebinders/)
As part of funeral arrangements, many funeral homes will also provide checklists
for executors which outline their duties. Many funeral homes will assist in
paperwork processing and are generally a great resource about what needs to be
done after a death.
The following non-government groups/individuals need to be notified
relatively soon after death:
● a member of the clergy for the spiritual needs of the family or to help
make funeral arrangements
● employer or business associates of the deceased
● the landlord of the deceased (or care home operator, if that is the
case)
● any social worker or home care provider
● newspapers, to arrange an obituary if desired
● The Executor of the estate
The Executor is legally responsible for arranging the funeral and paying bills of the
deceased. For this reason, the Executor should be involved in making funeral
arrangements and publishing obituaries. In fact, as much as possible, the Executor
should be involved in any contact where financial liability could arise.
The following government agencies/groups require notification after
death:
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Pensions and Benefits:
If the deceased person was receiving a pension or benefits from an employer, you
need to cancel them. You may also ask if survivor benefits are available.
People related to the deceased person may be eligible for Government of Canada
benefits. Contact Service Canada to find out if benefits are available to the estate or
legal representative from a variety of programs.
Identification Agencies:
The following identification cards need to be cancelled/notified. This is important to
prevent ID fraud.
● Passport (1-800-567-6868)
● Citizenship card or permanent resident card
● Secure Certificate of Indian Status
● Government health insurance, driver’s license, etc. (contact the provincial
government)
Notify the Canada Revenue Agency:
Contact the Canada Revenue Agency to settle the taxes of the person who has died,
and to transfer benefits to a survivor. The Social Insurance Number of the deceased
person is used to settle their taxes.
Close personal accounts:
Once the estate has been settled, close any accounts that don’t need to be kept
open. For example:
● chequing and savings accounts
● registered accounts (RRSP, TFSA, RDSP)
● investment accounts
● utility accounts
● credit cards
● memberships or online accounts with regular fees
Contact the financial institution of the deceased person for more information.
Credit Bureaus:
To ensure that new credit is not fraudulently requested in the name of the deceased
person, it’s a good idea to advise Canada’s two credit bureaus, Equifax and
TransUnion, of the death.
Management of Firearms:
Non restricted Firearms (longarms, rifles, shotguns) can be willed to anyone with a
license without any special paperwork.
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Restricted Firearms (handguns) require special paperwork in order to be passed
down or sold. This paperwork is best done prior to death, however it is possible to
arrange inheritance after death as well. Contact your Chief Firearms Officer (below)
or visit the following website:
http://www.rcmp-grc.gc.ca/cfp-pcaf/information/exec-eng.htm
An executor, whether or not they have a gun license, can legally sell, hold, and
transport firearms in Canada until a person with a license can take permanent
possession of them. All transportation must be done in accordance to law (contact
your local RCMP if you are unsure how). Restricted firearms (ie, handguns) require
special paperwork prior to transport. This can be arranged through Chief Firearms
Officer of Saskatchewan at:
Room 310, 1783 Hamilton Street, Regina SK, S4P 2B6
Fax: 306-780-7400
Phone: 1-800-731-4000
Local RCMP offices will also take firearms, however, all firearms received by the
RCMP are destroyed.
If selling the firearms it important to ensure that the buyer has a valid license and it
is up to date. There are often local shops that will buy firearms, and the RCMP may
also know of individual buyers (but do not take guns into the RCMP office unless it
is to have them destroyed).
Others Associations that require notification:
Workers Compensation Board: 1-306-787-4370 or 1-800-667-7590
Veterans Affairs Benefits: 1-866-522-2122
Employment Insurance: 1-800-206-7218
Elections Saskatchewan: 1-306-787-4000 or 1-877-958-8683
Elections Canada: 1-800-463-6868

13.3 Ordering a Death Certificate
You may need several copies of the death certificate. For example, you may need it
to make a life insurance claim, sell the house of the deceased person, or apply for
survivor benefits. In Saskatchewan, you can access this service at:
https://www.ehealthsask.ca/residents/deaths
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13.4 Make a Life Insurance Claim
To make a life insurance claim, you will likely need:
● the policy number
● a claim form from the person’s insurance provider
● a copy of the death certificate
If you can’t locate the insurance policy, contact the OmbudService for Life and
Health Insurance.
Once you’ve made a life insurance claim, there may be a delay before the
beneficiaries receive the payment. This depends on things such as how long the
person held the policy and how they died. You may need to consider opening an
estate account with the financial institution of the deceased person, to deposit life
insurance proceeds payable to their estate.
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14. Bereavement
When someone important to you dies, your life changes forever. Bereavement can
be a time of uncertainty, when it is hard to know what to expect or what is
“normal”. The information in this section is intended to let you know about what
may happen as you grieve and what you may find helpful.
“Grief is the price we pay for love.”
Queen Elizabeth II

Here are some things we have learned from grieving people:
1. Grief is a natural part of the human experience, affecting all areas of our
lives.
2. Even healthy, strong people may need support for their grief.
3. Each person grieves in his or her own way and time.
4. Asking for help isn’t a sign of weakness, but it isn’t easy either. Many people
struggle with feeling more vulnerable than usual.
5. Bereaved people are experts on their own grief.

14.1 The Early Days of Grief
Usually, the time following a death is full of activity as family and friends gather to
offer support. This is a time of sharing when people acknowledge the life and death
of someone close. Often, there is a deep and heavy feeling of sadness as everyone
begins to feel the weight and emptiness of this loss. This is a time when people can
be drawn together by mutual sadness or pulled apart by conflicting needs and
responses. Fatigue and grief can make you raw and vulnerable. It is important to be
patient with yourself and others.
Friends and families can be surprised by how they feel and act when death finally
comes. Family members’ responses may be quite different from each other.
Sometimes a person’s reactions can seem strange and unpredictable compared to
how you know them in other situations. You, too, may experience feelings that you
didn’t expect. All this can be very unsettling.
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Some people experience a sense of relief now that the stresses and intensity of
caregiving are over and the person who has died is at peace or no longer suffering.
There are many details to be attended to after a death, and some people will find
comfort in the focus and activity of business. Some family members may feel
panicky about being alone or out in public. Others may be foggy, forgetful, and
disoriented.
In the early days of grief, people may cry, sob, weep or wail. When someone is
upset in this way, it can be extremely uncomfortable to see and hear. Remember
that people cry to release and express emotion. Tears may convey a mixture of
feelings such as anger, relief, love, longing, and emptiness. Most often, the loving
presence of family and friends provides comfort.

If a loss is experienced alone it is very helpful to reach out for outside help such as
professional counsellors or to approach your physician, since being alone magnifies
grief even more. Not everyone has extended families and support, so reach out for
help!

Family Member Tip: Even in these days of “connectivity”, many groups, offices, and
organizations will not have been informed of your loved ones passing. Be prepared
to get mail or phone calls addressed to your loved one, even a year or more after
they have passed.

14.2 Grief in Times of Celebration
Grieving the death of a family member or close friend is hard, exhausting work.
This work may be especially difficult during holiday seasons, and other days that
are filled with family and community traditions, such as anniversaries, birthdays,
and mother’s and father’s days. During these times you may be keenly aware of the
empty spot left by the one who has died, whether that death happened recently or
years ago.
If your loss is recent, you may dread the approach of a holiday and wonder how
you and your family will get through it. While others in your family or friendship
circle may share your dread, talking about it with them can be difficult. You may
believe that mentioning the empty spot that will be present during the holidays will
simply deepen your pain and sadness. The tendency to avoid addressing this empty
spot is so common that some have compared it to an elephant in the room that no
one wants to talk about.
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Other people who expect you to be over your grief and to get on with your life may
add to your difficulty. Their excitement and happiness in the holiday season may
feel like a mockery of your emptiness and a judgment on your sadness. As you and
your family try to face the holiday season, you may feel alone and out of step with
your community or culture. However, you are not alone. Many people around you
are painfully aware of the empty spots left by death in their own family circles. Each
grieving family faces a similar task of finding new ways to live through the holidays.
Suggestions:
● Honour your loved one - plant a tree, light a candle, make a special dish, or
continue an old tradition
● Simplify your holidays
● Maintain or return to a nutritious diet - even in times of indulgence, it is OK
to look after yourself
● Care for others - do or give gifts of charity in honour of your loved one
● Participate in community events

14.3 Helping Others
Things to remember when supporting a grieving person:
Be genuine by being yourself
Your connection with the bereaved person should be a continuation of your usual
relationship with them. If you are a close friend, they will want and expect caring
contact from you. A bereaved person will not want anyone to assume an unfamiliar
intimacy now. Your sensitivity and dependability can make a difference to how
understood and supported they feel.

Acknowledge the loss as soon as you can after you get the news
Send a sympathy card with a note of personal condolence. Don’t let fear that you
won’t say or do the right thing hold you back from talking with the bereaved
person. Simply say that you are sorry to hear of the death, mention the person by
name, be willing to listen to what the bereaved person may say. Ask how you can
be helpful, offer some assistance in a way that feels comfortable for you.

Get good information about grief so that you understand the normal responses and
phases of grief.
Grief is a natural and necessary process that helps the bereaved person to adjust to
life without the person who died.
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Be willing to open the subject and to mention the name of the person who died
Rather than filling conversation with other topics, let the bereaved person talk with
you about the death and their feelings. If there are silences, let these be shared
moments of quiet without rushing into the gap.

Listen to the bereaved person
Allowing them to talk and to repeat their story will help them to process their
thoughts and feelings. Sharing memories of times spent with the person who died
can be very comforting for you and the bereaved person.

Accept that you cannot take the pain away
The death of someone important is painful. Trying to ‘cheer up’ a bereaved person
denies the significance and depth of their grief. You can help by allowing the
expression of feelings - guilt, sorrow, anger, sadness - without judgment. These
feelings are healthy and normal aspects of grief.

Reach out to offer support
Be there by making regular contact over time. Many bereaved people find it hard
to reach out or are concerned about being a burden on friends and family. Your
initiative in keeping in touch will be appreciated.
Be patient
Mourning takes lots of time and grief never entirely goes away. The bereaved
person will have ups and downs as they move through their grief. Be flexible in
how you offer support as the needs of the bereaved person will change with the
grief process.

Understand that everyone grieves in their own way and at their own pace
How a person grieves is a result of their personality, their past history of loss and
the relationship that they had with the person who died. Accept the bereaved
person’s evaluation of the significance of the loss and the depth of their feelings.

Remember that there is no right way to grieve
Avoid criticizing how someone is grieving; you cannot know what is best for them.
Most often a person’s strengths, coping mechanisms and network of family, friends
and acquaintances are sufficient to sustain them through their grief. However, if
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you are concerned, encourage them to take care of themselves by getting help also
from their minister, doctor, or a counsellor.

Expect that your own grief may be triggered.
These feelings may be related to this loss or to a loss that happened in your own
past. You may want to share things that have been helpful to you when you were
grieving. Be sensitive in how and when you share suggestions or your own
feelings. Ask yourself: Does the bereaved person want to know, will it feel helpful
to them now?

In the days
●
●
●
●
●
●

after the death has occurred
help with answering the phone
make lists of what needs to be done
bring a meal
do errands and shopping
take care of the children
be a chauffeur to appointments

In the months following the death
● bring and share a meal
● spend time to listen
● help with garden chores or household maintenance
● offer some holiday baking
● share a regular walk or outing
● offer expertise you may have
● remember anniversaries, birthdays and special holiday
When the bereaved person is ready
● help build a bridge to the future
● include them in social gatherings with new people
● accompany them to new activities
● encourage their growing independence
● welcome their new friends in your social circle
● continue to remember the person who died and talk about them

14.4 Help in times of Grief
You will grieve in your own way and in your own time. While you may get lots of
well-intended advice, other people can’t fully understand your relationship with the
144

person who died or know how you need to grieve his or her death. If at any time,
you feel that you would like more (or less) support from homecare, please let us
know. You can reach us at_3
 06-765-2450 (In Prince Albert) or
306-747-6849 (rural areas)  and s
 peak to us directly Monday to Friday 8:00 to
4:30. At other times, you can leave us a message. We welcome your call and will
respond as soon as we can.
The funeral home is an excellent resource for local grief and remembrance groups.
“To live in hearts we leave behind is not to die.”
Thomas Campbell

If you should need it here is a list of both local and provincial resources.
For all patients, there is Mental Health Walk-in Service available:
Monday to Friday, 9am-11am; 1pm - 4pm (last appointment start 3:30 pm)
at Victoria Square in Prince Albert (beside the hospital)
Mental Health Intake: 1-888-765-6055
Prince Albert Mobile Crisis: 1-306-764-1011
North East Crisis Line (Melfort - 24hr: 1-800-611-6349
Hudson Bay Family and Support Centre: 306-865-3064
Mental Health Resources are available free through many individuals work
places.
The following resources have been helpful for many patients:
Farm Stress Line, 24/7, will help with non farming concerns - 1-800-667-4442
Virtual Hospice (VirtualHospice.ca) - discussion forums for support
Saskatchewan Health line: 811
Kids Help Phone: 1-800-668-6868
First Nations and Inuit Hope for Wellness Help Line, 24/7 toll free: 1-855-242-3310

“Only people who are capable of loving strongly can also suffer great sorrow, but
this same necessity of loving serves to counteract their grief and heals them.”
Leo Tolstoy
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15. Resources
A * denotes that it may be available through your local home care office
Handbooks
❏ A Caregivers Guide: A handbook about end-of life care. Canadian Hospice
Palliative Care Association, The Military and Hospitaler Order of Saint Lazarus
of Jerusalem, 2004. *
❏ Hard Choices for Loving People - Dunn*
Online Resources
❏ Virtual Hospice (Considered Canada’s leading online resource for palliative
care, very usable friendly, virtualhospice.ca)
❏ Canadian Hospice Palliative Care Association (www.chpca.net/)
❏ International Palliative Care Resource Centre (www.ipcrc.net)
❏ Children, Teens and Grief (kidsgrief.ca)
❏ Getting talking about your/your families wishes theconversationproject.org

Books (available through your local library and in stores)
❏ When Breath Becomes Air
❏ Living lessons: A guide for caregivers. Canadian Hospice Palliative Care
Association, GlaxoSmothKline, 2002
❏ Final Gifts. Maggie Callaman and Patricia Kelley, Bantam Books, 1993
❏ When Bad Things Happen to Good People. Harold S. Kushner, 1989
❏ I Don’t Know What to Say: How to help and support someone who is dying.
Dr. Robert Buckman, 2005.
❏ I Can’t Stop Crying: It’s so hard when someone you love dies. John D. Martin
and Frank D. Ferris, 1992.
❏ Between two worlds. Tyler Henry
❏ Dying to be me. Anita Moorjani
❏ Your soul’s plan. Robert Schwartz
Legal/Preparation Resources
❏ Just in Case Binder (available from
www.saskatooncommunityfoundationca/community-initiatives/just-in-case-bi
nders)
❏ PLEA (plea.org, Public Legal Education Association, a non-profit organization
providing legal information applicable to Saskatchewan Residents)
❏ Advance Care Planning (advancecareplanning.ca)
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