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Harry van Bommel is the author of more than 25 books in the fields of
hospice and home care, management and staff development, adult learning, and how to help people record their life story or family history. His
interest in home care comes from helping both his parents and grandfather live at home until they died as well as providing care during the
birth of his children and when family and friends
are ill or recovering from an illness. His writing and
teaching of home care are presented from a patient
and family perspective.

Caring for Loved Ones at Home

Providing home care for loved ones is one of the most precious gifts
we can give them and ourselves. These are times of great love, intimacy and laughter. These are also times of frustration and exhaustion,
often caused by a lack of practical skills and support. From personal
experience and extensive research, Harry van Bommel gives step-by- step
instructions, with illustrations, on how to provide basic home care.
As well as practical skills, this book provides caregivers with
questions to ask the right people so you can better underOver
stand tests, drugs, diagnoses, infections and treatment
alternatives. It lists questions to ask when going to the
in
s
e
i
p
o
c
hospital, undergoing surgery and includes a glossary of
print
medical and home care terms.

VAN BOMMEL

CARING FOR LOVED ONES AT HOME

Caring for Loved Ones
at Home

Harry van Bommel is the author of more than 25 books
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This book is meant to help people who need extra health care support at home. It does not matter if the person is recovering from
an illness or surgery or whether they have a more chronic condition. The tips in this book will help both that person and their
family members and friends who are providing support. Talk to a
professional health care provider (e.g., nurse, doctor, physiotherapist
or pharmacist) before trying any of these tips and techniques to make
sure you are doing them correctly. You want to make sure that you do
not hurt your loved one or yourself as you provide care.
The simple line drawings are meant to illustrate specific points
in the instructions. Use them as guides to help you practice each
of the different techniques. Remember that you are not trying to
be a professional nurse. Instead you are trying to help someone
you care about. These techniques will help you do exactly that. Be
proud of your accomplishments. You are making a real difference
in someone’s life. Without you, they might not be able to stay in
the comfort of their own home. When you are trying a new technique, don’t be shy to ask the person you are helping to tell you
what is working and what you might try to do differently. You are
not doing this alone. You are working together with the person
you are caring for so that both of you feel satisfied with the results.
Wherever you live, there is probably some form of Home Care
Program available through your health care system. Find out at
the hospital, through your family doctor, or through your telephone directory about services that are available in your area.
Through such a program you will meet your home care case manager who can be an invaluable resource to get you the support you
need to stay at home.
I helped both of my parents and grandfather to live at home
until they died. I have also helped other loved ones who were ill,
recovering from an illness or getting their strength back after giv-
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ing birth. During the first few times I was reminded of how little I
knew about caring for someone at home. With practice, I was learning more each time I helped someone at home or even in the hospital. I hope you find this book will spare you some of the ‘trial
and error’ learning I went through. The information may also help
you to ask the kinds of questions to get the support you and your
loved ones need.
We must always remember that everyone in our lives has gifts
to offer. It does not matter whether they are young or old, women
or men, family members or friends, or if they are disabled in some
way. They can all participate, in varying degrees, in providing home
care. Do not be shy in asking for specific help with errands, cooking, cleaning or providing physical or emotional support. Encourage their efforts. Ask for help when you need it.
Note: This is a short book. Therefore, we cannot cover every
kind of health care situation you, or a loved one, may experience.
Adapt the information in this book to meet your needs. If you cannot
find what you need in this book, ask your home care case manager,
visiting home nurse, family doctor, pharmacist, social worker, librarian, or bookstore employee for more specific information.
Sincere Best Wishes
HARRY VAN BOMMEL
Scarborough, Ontario

Dedication
In memory of Moeder, Vader and Opa, with love and gratitude.
In thanks to Dr. Hung Der, a friend and unwavering supporter.
In honour of Rieky Haas; Philo van Enckevort; Annie and Leo
van Ryswyk and their extended families who all model caring for
loved ones with such joyful compassion.
Dedicated to Janet, Joanna and Bram who lovingly share in
this continuing adventure.
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1
WHAT TO DO IN AN
EMERGENCY
Talk to your doctor and health care team about who should be
called for what type of emergency. Keep a list of their names and
telephone numbers by the telephone and in your pocket. What
may feel like an emergency may only need some telephone help
from your doctor, nurse, social worker or home care case manager.
In almost all other emergency situations where you cannot
deal with whatever is happening, call 911 or your local hospital,
fire department or ambulance service. Do not call 911 if someone
has died a natural, expected death at home, except in Quebec where
legal procedures are in place to prevent resuscitation efforts on
behalf of emergency staff. Instead, call your family doctor who can
tell you what you should do next.
If you are expecting to care for someone at home, and have
enough time to plan for that situation (e.g., someone is having
surgery in 6 months) take an emergency first aid course or upgrading program. There are also family health care programs offered through local organizations including St. John Ambulance,
The Red Cross, community colleges and others. The more you
know about what to do in an emergency situation, the more comfortable you will feel and the more control you will have during
the situation.
As with all good planning, you should think about what you
will do in different situations before they happen. Just as we should
plan our fire escape route from our home, we should also know
what to do if someone gets seriously ill at home. The more we think
about these situations in advance, the more we will act naturally
and with relative calm if the situation ever happens.
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2
HOME CARE EXAMPLES
The following are some stories of how different people met their
home care needs. For Jennifer, all of her home care was provided
by family, friends and familiar health care providers. Francis needed
a mix of family and special home care programs offered through
the health care system. Jorge had to rely, almost exclusively, on the
professional services offered through Home Care Programs and
other community organizations. Justin’s story highlights some of
the similarities and differences of providing care to children at
home. Sara’s daughter Julie lives thousands of miles away yet is
actively involved in the home care of her mother. These stories give
us examples of what we might do in similar circumstances.

Home Birth
Jennifer has decided to have a home birth if her pregnancy continues to go well. Her husband Joe is a little nervous but agrees as
long as the midwives teach him what to do if there is an emergency in the middle of the night. As Jennifer’s pregnancy continues, there are some typical ups and downs and concerns. All of
these are met with compassion and honest communication between Jennifer, Joe, their midwives and their family doctor.
When the baby announces it is time to arrive, Jennifer and Joe
call their midwives and their two friends, Susan and Margaret, and
prepare their bedroom for the birth. Jennifer has time for a hot
shower while Joe gets their young son, Daniel ready for a day with
his ‘Auntie’ Margaret. When Margaret arrives, she takes Daniel out
for a morning full of pre-planned activities. When Susan arrives,
she begins to make muffins for everyone and prepares tea and other
‘comfort foods’ for Jennifer, Joe and the midwives. When the mid-
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wives arrive, they have all the equipment one would find in a community hospital for deliveries, and they equip the room using towels to cover the equipment that will likely not be needed. They come
in and out of the room to check on Jennifer, but for the most part,
leave Jennifer and Joe together.
When the baby is ready to come out, Joe helps support Jennifer while the midwives talk Jennifer through the process. It takes
different body positions, careful attention to breathing and
Jennifer’s loving attention to her baby. With the midwives’ gentle
assistance, the baby is born at 12:12 p.m. just in time for Daniel to
see his new sister. The midwives help clean up the room and one
stays during the afternoon to make sure that everything is going
well. Joe, other family members, friends and the midwives continue
to provide home care support to Jennifer and the new baby for the
next few days and weeks until everyone is strong again. Joe helps
Jennifer wash herself in bed. He also helps her begin to move around
the house and go to the washroom. Jennifer, Joe and Daniel are all
proud of Maria’s arrival in the safety and comfort of their own
home.

Recovering at Home
Francis lives on a farm about 25 miles from the nearest hospital.
One night she wakes up in extreme pain. Her husband Willy rushes
her to hospital where she undergoes emergency surgery. After about
a week in the hospital, Francis is able to go home to recover. Willy
has to spend most of the time out in the fields as this is harvest
time. However, he always gets back to prepare Francis a good lunch
and supper before going out to work a little longer.
Their daughter Marion, still lives at home and is able to help
around the house when she is not at work. Marion makes sure
that Francis takes the right medication at the right times, helps
her mother do some simple washing up in bed, and helps her to
the washroom. She changes the linen on the bed regularly so that
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Francis is comfortable. Marion tries to be home when the nurse
arrives so she and her mother can ask the nurse specific questions
and record the nurse’s answers. She cooks and freezes some meals
so that her father only has to warm them up the next day.
Every day during the first week at home, a visiting nurse comes
to change Francis’ dressing. The surgery was major, so Francis cannot have a bath and the visiting nurse gives her a sponge bath in
bed. After the first week, the nurse only comes every third day for
another two weeks. By then Francis is able to take care of her own
personal care and will be back to full strength in another three
weeks.

help Jorge go to the washroom, help review the charts left by the
visiting nurses or give him a wonderful massage just before leaving for the night. They have become friends over the past few years
and David invites Jorge to his home once every month or two to
share in some family activities.
Jorge had to go to hospital suddenly with a heart problem.
Before he returned home, an occupational therapist visited his
apartment to see if there was other equipment that could be
brought in to help Jorge with his daily tasks. Home Care arranged
to bring in a few more metal bars that Jorge could hold onto in his
kitchenette and by his bed. They also recommended that Jorge
subscribe to an emergency telephone signal that he would wear
around his neck. If he fell or could not get to a phone, he just presses
the button and a signal goes to a business that calls a neighbour to
check on him.
Jorge is able to stay in his home because of the services available in his community. If he becomes less able to care for himself,
however, he will require further services not yet available to him at
home. Since he has no family or close friends nearby to help, he
will need to go into a long-term care facility or nursing home. This
frightens Jorge but he continues to hope that it will never come to
that for him, as it has for so many of his friends who used to live in
the same building.

Long-Term Care at Home
Jorge is 82 years old and lives in a Home for the Aged in a big city.
His wife died 11 years ago and he has no family living nearby. He
has difficulty getting around so he uses a motorized scooter. His
Home Care Case Manager arranged for him to get his bed raised
so that it is easier to get in and out of it alone at night. She also
arranged to have Jorge’s bathtub adapted with strong holding bars
to make it easier to use. An adaptive toilet seat is also used so that
Jorge does not have to bend as far to sit down.
A nurse comes every three days to help him shower and wash
his hair. A homemaker comes once a week to give his single-room
apartment a good cleaning and do some of his laundry. The homemaker also prepares a nutritious lunch and supper for him. Some
of Jorge’s other meals come through the community group Meals
on Wheels and the rest he cooks himself or eats with friends in his
building.
A volunteer comes to visit Jorge for a few hours every week.
Jorge and David chat about common interests, play cribbage and
make plans for special occasions like the winter holidays, shopping trips, drives in the country or a simple stroll around the building. David understands some basic home care skills so he is able to

Caring for a Child
Many of the suggestions in this book hold true for children as well.
A few extra points are illustrated by Justin’s story.
Justin is 7 years old and was in the hospital for surgery on his
elbow, which he injured in a soccer game. His parents, Doreen and
Tyrone, had talked with his physician about what would happen,
the after-care situations that might come up and what services were
available at the hospital and for home care for both Justin and his
family.
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They answered all of Justin’s questions honestly and in
simple terms. They also gave him information that he didn’t
know to ask for that would give him some comfort and relieve
some of his natural anxiety. They never overwhelmed him with
long answers but broke down the questions into manageable
chunks. They’d ask him to repeat, in his words, some of the explanations to make sure he understood what they were saying.
Before the surgery and after, they used library books about hospitals, surgery and recovery to help him understand he was not
alone in having certain feelings and fears.
Whether in the hospital or at home, Doreen and Tyrone never
gave Justin a promise they couldn’t keep. They told him what to
expect, how long it would probably take and if it would hurt. They
didn’t want him surprised or frustrated.
When Justin cried in fear, anger, pain or frustration, his parents comforted him and helped him get through. They used distractions (e.g., music, television, books, stories, laughter and games)
to speed along the long waits during appointments and his recovery. They brought in friends and family to provide company and
further distractions. To help Justin cope with any discomfort or
for particularly anxious moments, they used techniques like visualization (having Justin close his eyes and taking him on a peaceful adventure he could imagine in his mind), deep breathing, or
squeezing a hand.
Children and adults feel a loss of control when they are sick or
recovering. By letting Justin choose which arm a nurse would use
to get a blood sample, or what foods he could eat, or which friends
to invite over, Doreen and Tyrone gave Justin choices and a sense
of control during a difficult time.

well cared for if her physical or mental abilities diminish. There
are no siblings living near by and Sara relies on Julie’s semi-annual
visits to help her arrange medical, legal and financial affairs.
Rather than wait for an emergency to happen, Julie has done
the following:
She has spent the past several years talking with her mother’s
friends and neighbours to create a support circle (similar to what
is described later in this book). A next door neighbour of many
years has agreed to check in on Sara each day to make sure she is
okay. If a problem arises, the neighbour will call one of several
members of the support circle who has agreed to look after medical, legal or financial matters. If Sara needs some extra physical
support at home, the circle has agreed to co-ordinate care with the
local home care program and family physician with regular telephone direction from Julie. The circle members have also agreed
to make regular visits during times of need so that no single member of the circle has to feel overwhelmed with Sara’s care.
Julie has also made visits with Sara to her family doctor, local
bank, and lawyer to make necessary arrangements and pass along
Julie’s telephone number in case of emergency. Sara has made Julie
her power of attorney for health care. At present, Sara is able to
maintain control over her own legal and financial matters.
In a more recent visit, Julie has gone over legal, funeral and
financial matters so that in case of emergency, she knows where
Sara’s investments are kept, her Social Insurance Number, health
numbers, insurance policies, will, credit cards, what funeral plans
have been made, etc. Julie knows where all the important documents are kept including birth certificate, marriage certificate, and
veteran’s papers for her father, etc. She has also copied a directory
of important telephone numbers so that she can be in immediate
contact with the people who can best help Sara at any given time.
Sara has made copies of her home, car, and safety deposit keys.
When the two visit together, they go over these matters but spend
more time on sharing memories, visiting friends and nurturing

Long Distance Care
Julie’s mother, Sara, lives a thousand miles away in her hometown.
Julie is worried that her mother, now in her early 80s, will not be
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their relationship.
“It isn’t easy living so far away. We are doing the best we can
but it is scary for both of us. I call almost everyday for a quick
‘catch-up’. I searched for the best long-distance telephone rate I
could get. We send each other ‘care’ packages with little gifts to
remind each other of how important we are in each other’s life. We
don’t have a perfect relationship, of course. There are days when
we don’t talk to each other because of a disagreement. She sometimes thinks I am trying to take over her life and I sometimes think
she isn’t doing enough to take care of herself and be safe. I worry
that she might die alone in her home and she worries about dying
alone in a hospital or nursing home. There is so much to work out
but we are trying and we don’t give up on each other.”
These stories illustrate just some of the situations that might
arise where someone requires extra support at home. Other situations may include parents caring for a child with disabilities, adult
children caring for an ailing parent at home, a partner caring for a
loved one with cancer or AIDS, or a family caring for someone who
wants to live at home until they die.
Whatever the circumstances, providing care for a loved one at
home involves some of the basic skills described in this book. If
possible, it helps to do some of the caregiving for someone in hospital where the nurses and other professionals can teach you specific techniques. It makes caring for someone at home a lot easier
if you have had the chance to practice under the supervision of
skilled caregivers.

CARING FOR LOVED ONES AT HOME
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3
UNDERSTANDING HOW
ILLNESS AFFECTS YOU AND
YOUR FAMILY
Whenever I ask people if they would like to be a patient – they all
answer no! No one likes to be sick. Few of us enjoy having others
take care of us except to be spoiled for a few days when we have the
flu.
Long-term care can be quite frustrating for people and for
those who care for them. Most of us would prefer to give the care
rather than receive it. We have been brought up in the last 50 years
to believe that allowing people to care for you is a burden to them.
For those of us who have cared for others for quite some time, we
recognize that often it is an honour and a pleasure to care for someone we love. There are times of great love, intimacy and laughter.
There are also times of frustration and exhaustion. Often the difficulties do not come from taking care of someone else but because we forget to take care of ourselves or we do not ask for enough
support from family, friends and community services. Some of the
frustration comes from trying to understand and benefit from the
complex health care system where we live.
The people who spend most of their time caring for someone
they love need physical, emotional, spiritual and information supports just like the person who is getting home care. We often do
not know how to ask for these supports and many people do not
know how to offer them – so the needed support is not there. One
of the last sections of this book, Creating Your Own Support Team, is
one way to change that. Modify the list of suggestions to meet your
own needs. People generally love to help if they know it is only for a
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few hours every week or two. They will cut lawns, get groceries, walk
your dog, pick up people at the airport, or prepare a frozen meal you
can use whenever you want. You only have to give people an excuse
to help and most are more than happy to do it. They want a specific task or duty to perform to show they care and respect the
person who is getting home care.
There are a few other things you can do to make home care
more successful:
■ Understand that your lives have changed for a while and that
you cannot do everything you used to, or when you used to do
it. Recognize as well (and this is just as important) that you
will be doing new things that will enrich your life, make a real
difference in the life of your loved one and will help you remember what is truly important in life. This is a time of both
giving and receiving. This is also a time that will make you
stronger if you get the supports and information you need.
■ Understand that both the person who is receiving care at home
and those giving the care must work to help each other. In
other words, if your mother is at home sick and the rest of the
family is helping, you must all share in supporting each other.
Your mother must recognize that she is still your mother and
has gifts to offer you even though she is sick. She still needs to
be treated as a mother rather than a sick person. She still needs
to offer her motherly advice and wisdom. She can still participate in her own care, to her best ability, while also doing things
to provide support to her family. As much as she can, she
should continue to offer her gifts of favourite recipes, her
needlework or letter writing, or her enjoyment of singing or
playing an instrument.
■ She must not expect service that one gets from servants just
as you cannot expect to provide that kind of service most of
the time. While she is being the most helpful person she can
be, you need to recognize that you would not want to change
places with her and that she is going through a difficult time.

UNDERSTANDING HOW ILLNESS AFFECTS YOU AND YOUR FAMILY
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Working together and communicating honestly will provide
each of you the support you need. If you do not have that kind
of relationship, you may need some help to improve the relationship you have. No one is a servant and no one is the master. You are all in this situation together doing the best you
can with the knowledge and skills you have right now.
You will need to plan ahead to meet the changes in your lives.
If you feel overwhelmed with everything that is happening,
ask for help from your home care co-coordinator, family doctor, or friends. Ask them to help you schedule your activities
differently so that there is time to rest, relax and think rather
than rush all the time. Other people have done this too and
we can all learn from their experiences. Perhaps there are selfhelp support groups in your area to provide extra information and encouragement.
Both the person who is ill and their family members may need
more knowledge and skills to give the necessary support to
each other. Learn as much as you can from this book and others listed in the references. The best people to learn from are
the visiting home nurses so stay in the room with them as
they nurse your loved one. Ask questions and offer to help so
that you can practice the skills you need.
Try to keep as many of your typical contacts as you can. Neither the person nor the family members should isolate themselves completely from those who love them. Your other family, friends and neighbours can provide you with the kind of
emotional and spiritual support we all need. Again, they may
not know how to offer, so ask them over for tea or take some
time away from home to meet them somewhere else for a little
break. If you do not know anyone who will stay with your loved
one at home while you go out, ask your home care coordinator, visiting home nurse or family doctor for some volunteer
services in your community that may be able to help. There
are also some organizations that provide what is called ‘re-
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spite care’ to family members to give them some free time.
Ideally the person who is ill should not have to leave home to
give their family members a rest. It is better if the family is
given an opportunity to have a weekend away or some similar
time off.
Understand that people’s personalities do not change very
much because of illness. If someone was very happy and family-oriented before their illness, they will probably remain that
way now. If someone was quite unhappy and grouchy before,
they will not suddenly become happy and enjoy everyone’s
company. This is just as true for family members caring for
someone. The more we understand this basic truth, the less
frustration we will have when people do not suddenly change
to suit our needs. When there are significant changes in personality one should check about possible side effects from
medication or a physical cause (e.g., dementia, brain cancer).
Each of us deals with stress differently. This is just as true with
the stress of an illness or some of the stress of caring for someone else. The more you recognize how someone has dealt with
stress in the past the more you can help them deal positively
with this stress. Whatever people have done in the past, they
will probably do again. Listening to them and helping them
to sort out other possible ways of dealing with stress will help
you both.
Few people enjoy hearing about how someone else has had
the “exact same illness or condition and you should have seen
how bad they had it!” These kinds of comparisons are not very
helpful. If you have ever had your wisdom teeth removed or
have been pregnant you will instantly know what we mean.
Avoid comparing people’s conditions and how well they are
dealing with it compared to other people’s experiences.
When you have time away from caregiving or receiving care,
you may want to join others to find ways to support those in
the community who have long-term care commitments. You
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may also begin to discuss with community leaders, employers
and politicians how we can adapt our systems to provide the
economic stability and personal support that people need who
are caring for others full time in their home. This group of
mostly women is saving our country billions of dollars in institutional care but we often isolate them, force them to quit
jobs they enjoy and provide them with little physical, emotional, spiritual and information support to care for loved ones
at home. You only have to imagine what it is like to care for
someone with dementia at home, or someone with physical
disabilities requiring round-the-clock care, to understand how
important it is that we all support each other in caring for
loved ones at home. What we do for maternity leave we should
do for people providing short and longer-term home care.
From personal experience I know that home care has many
positive moments and some frustrating and angry ones. This is
typical. You have all had jobs, relationships and vacations that included positive and negative experiences. That is reality for most
of us. Home care is no different.
The greatest predictor of how much you get out of this time together is whether or not you believe home care is a wonderful opportunity for everyone to slow down their lives and share in a common,
life-defining experience. If you believe that, you will be fine.
When you experience difficulties, talk to your home care coordinator, visiting home nurse, family doctor and other family
members and friends to get their help.
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4
ADAPTING YOUR HOME
AND GETTING THE RIGHT
EQUIPMENT
When someone at home needs some extra health care it may be
helpful to adapt your home in some of the following ways.
Perhaps the person will need to stay in bed or is unable to
move around very much. They can do that in their own bedroom
or perhaps, they prefer that the bed is moved to a more common
room, like a living room or den. In this way they can participate in
the daily activities of the family. They may want to stay on the main
floor for a while to avoid climbing any stairs. It may be helpful to
have the bed near to a bathroom so the person does not have far to
travel. Carpeted floors (not throw rugs) help make sure the person
is less likely to slip and fall and also cuts down on noise. Being
near a window and sunlight is very enjoyable for many people as
well as being surrounded by favourite pictures, music and pets.
The room should be comfortably warm or cool depending on the
season, with good air ventilation (without causing drafts).
Some furniture that is helpful to have in arm’s reach of a comfortable bed includes:
■ A small table (the same height as the bed) for medication,
snacks, radio, writing paper, etc. Even better is a table with a
few drawers (like in a hospital) where a person can put some
personal items like comb, brush, toothbrush, mirror, box of
tissues, urinal or bedpan.
■ A comfortable armchair nearby where they can sit, perhaps
look out a window, watch television or read. The chair should
be high enough so that it is easy to get in and out of.

ADAPTING YOUR HOME AND GETTING THE RIGHT EQUIPMENT
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A sturdy foot stool to help the person get in and out of bed if
the bed is too high.
■ A small bell, intercom or buzzer to call for help.
■ Something fresh to drink especially water and some favourite
snacks.
■ A place to put magazines, books, television remote controls,
knitting or other leisure things.
■ Good lighting for talking with people, reading, or watching
television.
■ A sturdy food tray to help make eating more comfortable in
bed.
■ A telephone.
You may also need some special equipment to help you. Talk
with your home care case manager to arrange for the things that
you need to borrow, rent or buy. These may include:
■ An adjustable bed
(similar to a hospital
bed).
■ A bed table high
enough to fit over one’s
knees lying in bed.
■ A bed cradle to protect
a sensitive part of the
body from the weight
or movement of sheets and blankets.
■ A back rest to help a person sit up in bed.
■ Sheepskin padding or pillows, foam or sponge pads to help
prevent bedsores.
■ Incontinence pads for under the person in bed in case there
is any urine or feces (stool) incontinence.
■ A footboard made of strong cardboard, or hard pillow or
something else quite creative to allow the person in bed to
push against it so that they can keep their body position comfortable. Often people who are sitting up in bed end up slid■
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ing down the bed to uncomfortable positions.
Adaptive devices may be helpful such as:
A walker, wheelchair or canes to help the person move about.
A commode so the person does not have to use the bathroom.
Grab bars along hallways when walking, on staircases, in bathrooms by the toilet and in the tub/shower, near the bed, etc.;
wherever a person could use a bit of extra support with their
balance and movement.
There are many simple aids to help with lifting, reaching, and
eating. Ask an occupational therapist for what might best help
in your situation.
A backrest specific for the person may help for long periods
of bed rest.

Preventing Falls
People fall most often in their own homes. This can lead to serious
injuries such as broken hips in elders or broken wrists. These falls
often happen because of:
■ Loose rugs.
■ Wet or slippery floors.
■ Objects left on the floor (toys, magazines, paper).
Check with your physiotherapist or nurse about ways to make
the home safe. If the person needs their home adapted for longterm care situations you might:
■ Ask home care for side rails on the bed for someone who might
fall out of bed.
■ Install night lights so someone doesn’t fall in the dark on the
way to the bathroom or to get a snack from the kitchen.
■ Install grab bars in the bathroom by the toilet, sink and in the
bathtub/shower.
■ Install handrails in hallways and staircases.
■ Laying down non-slip mats in the bathroom, by the kitchen
sink, in entranceways to the home where there is no carpet.

ADAPTING YOUR HOME AND GETTING THE RIGHT EQUIPMENT
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Lower frequently used objects from upper shelves in kitchen,
bathroom, bedroom and other common areas.
■ Either get rid of throw rugs or secure them with tacks or twosided tape.
■ Make sure all electrical, telephone and other cords are under
carpets or laid along the baseboards. If a cord must be in a
pathway, secure it with wide tape.
■ Put a slip-resistant floor finish on hardwood floors.
■ Older people need better light to see so increase lighting in
the home and have a flashlight by their bedside in case the
power goes off.
■ Make sure the layout of the furniture allows easy access to exits, hallways, telephones, etc., so a person does not need to
move around too many objects in their daily movements.
For information on modifying or renovating your home using mostly volunteer labour and donated or lower cost materials,
go to http://www.legacies.ca and read/print off the free online
book, No Place Like Home.
■
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5
BASIC CARE
The Mutual Gift of Caring
Caring for someone can be quite time consuming. Just reading
the previous instructions may be enough to make you ask if you
have what it takes to do this well. When I was caring for my parents, I was a recent university graduate in the fields of history and
political science. I had no experience caring for anyone (including
myself if the truth be told). Using some of these basic care skills
that I learned from nurses, or through trial and error, I was amazed
at how calming and enjoyable they were to use for my parents. These
were intimate moments of real caring. Physical care of people we
love is one of the greatest gifts we give to them and to ourselves. I
would not have believed that if I had not experienced it. These are
life-defining moments that make us better children, spouses, parents, friends and neighbours.
The people we care for may not remember what we said. They
will remember how we make them feel and physical care is one of
the most intimate forms of communication we ever experience.
In the days and weeks ahead you may be involved in a wide
range of activities. You may be able to give another family member
or friend some of the activities that you are less comfortable with
while concentrating on your own strengths. However, you will likely
have to do things you have never done before or do not feel comfortable doing at first. Give it a little time and you will be amazed
at how quickly you learn.

BASIC CARE
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Preventing Further Illness/Infection Control
We were always told to wash our hands before meals for good reason. When caring for someone it is wise to wash your hands before
touching them or their food in any way. This helps prevent infections from spreading from you to them and vice-versa.
Wash your hands before and after physical contact with someone who is ill. Ask your visiting home nurse what kind of hand
soap and lotion are best.
■ Wet your hands under running warm water.
■ Add soap to work up a good lather, washing your whole hand
vigorously, including the wrists, back of hands, between your
fingers and under your fingernails.
■ Rinse thoroughly and let drip dry in the sink for a moment.
■ Dry your hands using your own towel or a paper towel.
■ Turn the faucet off with your used towel (not your bare hands).
■ You may want to use a hand lotion to prevent dryness or chapping.
It may be wise to use disposable latex or vinyl gloves and a
disposable apron if you are likely to touch blood or other body
fluids. Dispose of the gloves, dirty dressings, apron, etc., in two
plastic bags for extra safety to prevent the spread of infection or
disease. Needles should not be thrown into the trash. Put them in
a plastic or metal container (e.g., empty bleach bottle) and tape lid
shut once the container is full to prevent needles from falling out
accidentally. Check with your nurse about how best to dispose of
the needle container.
It is likely in North America that someone will have a cold or
flu in your home during the year. Use a mask to cover their mouths
if they are coughing and wear one yourself if you need to be near
them. Children and pets also spread germs. Remind children about
hand washing. Have pets checked by a veterinarian to make sure
they are healthy with up-to-date shots. Be especially careful to wash
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your hands after cleaning up after your pet, cleaning out the litter
box or bottom of the cage.

Helping People Get Around
■

A good deal of your time may be spent helping the person get in or
out of bed, walk around their home or helping them to the bathroom. You have seen relatively short nurses help people around
the hospital so you know that you do not need to be very tall or
physically strong. You do need to be smart about what you do so
that you do not hurt yourself. Ask your home care coordinator/
case manager to bring in an occupational therapist or physiotherapist for an in-house assessment. They are experts at helping you
decide what assistive devices might be helpful and what types of
support and care you can provide that would be most helpful to
the person who needs it. Also ask your visiting home nurse for
further tips.
Note: The tips in this section apply best to people who are
weak and need some extra support. They do not necessarily apply
to people who have muscular or neurologic conditions or those
who have had a stroke. Always check with a physiotherapist or occupational therapist or visiting home nurse before trying something new.
Here are some specific tips that might help as well:
■ If movement causes extra pain, check with the physician or
visiting home nurse about giving a pain relieving medication
about 30 minutes before the movements happen (e.g., before
daily baths, regular trips to the dining room).
■ Keep your feet and toes pointed straight ahead with your
weight evenly divided on both feet.
■ You need to stand as straight as you can, keep your head up,
shoulders down and knees slightly bent.
■ When lifting someone, you should have your head, shoulders
and hips form a straight line. You need to bend your knees

■
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and keep your back as straight as
possible when lifting. Have your
feet about 30 cm (one foot) apart
for the best stability.
Learn a few stretching exercises
for your legs, arms, back and
stomach muscles and practice
them before you do any lifting or
assisting.
The closer you are to the person
or object you are lifting, the less strain on your muscles.
Make sure the area you will be lifting or walking in does not
have anything in the way (e.g., toys and throw rugs) and that
it is not slippery.
Wear comfortable, low heel shoes and loose fitting clothes.
Always use wheelchair breaks to prevent people from losing
their balance and falling.
Remove the foot pedals on wheelchairs or move them to the
side to give extra room.
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Moving Someone in Bed
The greatest invention in the world (or so it seemed to me at the
time I was taking care of my parents) is a draw sheet. This is just a
regular sheet folded several times and placed side-ways on the bed.
The person lies on top with the sheet under their shoulders and
hips. A person on either side of the bed grabs the sheet at the same
time and together they lift the person up to move them closer to
the head or the bottom of the bed. This is very helpful when someone is sitting up in bed and they keep sliding to the foot of the
bed. If they cannot move themselves, the draw sheet is perfect to
move them without a lot of pulling or pushing on their skin. You
can also use the draw sheet to help turn someone onto their side
by placing one end of the draw sheet over the person and pulling it
towards you.

Helping Turn Someone in Bed
Other than the draw sheet, you can also help a person turn in bed
in the following way:
■ Have their far arm across their chest towards you.
■ Bend their far leg at the knee while their foot still rests on the
mattress.
■ Bring the bent leg towards you. As you do this, their far shoulder will naturally start to move towards you through the leverage of the leg.
■ Reach over with your hand to guide their shoulder towards
you comfortably and safely. This will put the person on their
side with their bent knee giving extra security.
■ Place pillows to support their back and, if necessary, between
their legs for added comfort.
■ Adjust the head pillow as needed.
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Getting Someone Out of Bed and Into a Chair
Get a physiotherapist, occupational therapist or nurse to show you
the proper techniques for your specific situation. Also ask them
about transfer and walking belts that can give you something to
hold onto when helping the person move about. Remember, what
you do for someone who is weak from surgery is not the same as
what you might do for someone who has partial paralysis. The
following are some general tips that can help you remember what
you have been shown by a professional.
1. Put a safe and solid chair with arm rests next to the bed facing
you. The chair should be high enough to make it easy for the
person to get into it and out again.
2. Raise the head of the bed as high as it will go. Help move the
person’s legs over the side of the bed. If the bed is not adjustable, have them lay on their side, move their legs over the side
of the bed and slip your closest hand under their neck and
shoulder to support those parts as they lift up. Give them a
moment to rest, as they may be a bit dizzy after lying down so
long.
3. Help put the person’s slippers or shoes on (or do it when they
are still lying down if they cannot help).
4. If the bed is too high put a strong footrest by the bed to help
the person step down comfortably.
5. Help the person slide forward to the edge of the bed so their
feet are touching the floor or footstool.
6. Face the person with your foot that is nearest the chair one
step behind the other. This will allow you to turn easily in
the direction of the chair. Have the person put their hands
on their knees to help them push up with their legs. Guide
them with your hands around and under their buttocks and
assist the person to stand on their own feet. If they need extra support, hold them under their elbows as they hold your
upper arms and lift together. If necessary, use two people to

provide the support
needed to lift the person
and transfer them to a
chair safely.
7. Have the person brace
themselves with their hands
around your elbows while
you hold them under their
elbows for leverage.
8. Help the person slide off the
bed.
9. Bend your knees and press your forward knee against the
person’s opposite knee. Let them catch their breath and balance themselves as they stand.
10. Let the person shuffle backward towards the chair if they can
and help them lower themselves. If they need help, pivot them
using the pressure on their knee, and then lower them into
the chair.
From a Chair into Bed
Reverse the instructions from above making sure the person helps
with as much of the moving as possible. As well, make sure the
chair, footstool and bed won’t move while you are helping the person.
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Walking
Help the person stand (as above) from
their bed or a chair. You can offer extra
support either by holding them under
their arm or elbow or using a ‘walking
belt’ or their own belt to grab onto for
extra support.
When you walk together,
have your closest arm around their waist and the
other hand can hold their nearest elbow or hand for
extra support. Stay close to the person so that your
hip can give them extra stability.

using their right leg to pivot on, use your left hand to help them
turn. Once in the chair, let them sit down for a more comfortable
rest. If they cannot get up, wait for help to bring them back to bed
or try to slide the chair to the bed. At all times, remember to safeguard your own back since you cannot
be helpful if you injure yourself.
If the person is too weak to use
both hands to push themselves up
from the ground, have them use one
hand on the chair and you use your
strongest forearm under their remaining bent forearm. As they lift up from
the ground using their bent pivot leg, you lift with your arm at the
same time with your other arm providing support at their belt or
around their waist.

Note: If the person
can no longer stand and they begin to slowly slump onto the floor,
bend your own knees and help
them glide against your body and
down your knee to the floor. They
may have their legs in front of them
and sitting down or their legs are
under them and they are in a slumped kneeing position. After they
have rested, you can put a chair in front of them and help them
kneel in front of it for support as you slowly bring them to a standing position. If their legs are out in front, help them turn onto
their knees. Let them rest their hands on the chair so they can push
themselves up. (See below if they are too weak to push up on their
own.) Help them put their strongest leg up with their foot flat on
the floor and their knee bent. Use your arms under their armpits
or use their belt to help while they use the chair to push themselves up. Bend at the knees and try to keep your back in good
alignment (although this is difficult in this position). Lift up with
your arm at the same time the person pushes up from the chair.
Turn them slowly using their strong leg to pivot on. If they are

Personal Care
Using a Bedpan or Urinal
None of us enjoy having to use a bedpan or urinal. No matter how
hard we try, it is an unnatural feeling and not all that comfortable.
However, it is necessary sometimes. After you have helped the person with the equipment, give them some privacy and wait for them
to call you for help again. Leave a clean bedpan or urinal and toilet
paper close to the bed so that people who are able can use it themselves and just call you when they are done.
Specific Tips
Find out if they can use a commode beside the bed. A commode is
a portable toilet that looks like a chair. It allows someone to go to
the toilet without having to go to the bathroom. There are various
types including ones on wheels and ones with removable armrests.
Your visiting home nurse, home care case manager or family doctor can help you decide which is best.
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Note: People who are receiving narcotic pain medication may
have difficulty with bowel functions (e.g., constipation). Talk to
your family doctor or visiting home nurse right away to prevent
the problem from getting worse. People need to continue using
the right dose of pain medication so that they can remain relatively pain free and alert but they also need help controlling any
side effects of that medication.
If they cannot use a commode, follow these tips:
1. Make sure you get the right kind of bedpan or urinal. There
are different models for different purposes and you should
get the kind that is most comfortable for your specific purpose. Plastic bedpans, vomit trays and the like are not as cold
as metal ones.
2. Make sure the bedpan or urinal is clean, warm (you can rinse
it with hot water), and dry.
3. Wash your hands thoroughly and dry them with a clean towel.
4. You may want to put some talcum powder on the top of the
bedpan so it does not stick to the skin.
5. Once they are using the bedpan or urinal, you can raise the
head of the bed to help them feel more comfortable. Make
sure the foot of the bed is down so that urine will run into the
urinal and not pour out by mistake.
6. Make sure the person is wiped clean and dry.
7. Cover the bedpan or urinal before removing it to prevent spilling. Empty in the toilet and clean. If you rinse with cold water
and baking soda it helps keep the equipment odour free.
8. Wash your hands and help the person to wash theirs.
Urinating and having bowel movements in such a public way
can be a major source of embarrassment and frustration for people.
They should not have to wait to use the equipment or to have it
taken away when they are done. Anything you can do to help people
maintain their sense of control at this time will be an invaluable
gift.

People do not have to have a bowel movement everyday to be
healthy. It varies from person to person. They will know if the frequency of their bowel movements is normal or abnormal.
Menstruating women should have all the supplies and assistance they need. Again ask them what they need and what kind of
help would be appreciated and who they prefer to help them.
Helping Someone Onto a Bedpan
If they can help, have them lay on their back, bend their knees so
their feet are flat on the mattress and ask them to lift their buttocks while you put the
bedpan under them.
If they prefer, they can
roll onto the bedpan. Have
the person roll onto their
side, place the bedpan
against their buttocks and
ask them to roll onto their
back.
If they cannot lift themselves or roll onto a bedpan help them
to roll onto their side. They will tell you how to help them. Place an
incontinence pad on the mattress (if there is not one already), put
the bedpan on the mattress in the correct spot (often a little dent
in the mattress where the person was lying), and help them to roll
onto the bedpan. You may need to adjust it a little for comfort.
If Someone is Incontinent of Urine or Feces
Incontinence means that the person cannot control their bladder
or bowel movements. Odour, infections or rashes may develop if
the person does not regularly change and keep dry. Their skin care
becomes especially important at this point to prevent painful bedsores and other uncomfortable skin conditions.
■ Get specific advice from a dietitian, visiting home nurse, home
care case manager or your family doctor.
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Put a plastic sheet under the bottom sheet of the bed.
Use incontinent pads or a clean towel under the person in bed.
Change as needed. Reusable incontinence pads or towels
should be placed in a sealable container until they are washed.
Wash the container with a disinfectant and air out regularly
to diminish odour. Sometimes having a vinegar and water solution in the container helps minimize odour as well. Nonreusable incontinence pads should be sealed into an airtight
garbage bag and kept outdoors and away from the person’s
room. Oranges with cloves stuck in them, and left in the room,
can also reduce odours. There are also commercial products
to help with odour. Ask your visiting home nurse or home
care case manager about suitable products for your situation.
Make sure the person’s skin remains clean and dry. Use soapy
water and pat as needed. You may also want to use a waterresistant cream to protect the skin. Bedsores are extremely
painful and dangerous. They are frequently the result of damp
skin and poor blood circulation. Anything you do to keep the
skin clean and dry helps a lot. You will also need to keep the
bedclothes dry at all times.
Pajama bottoms are not very practical. Long t-shirts, pajamas
tops or oversized flannel shirts are quite comfortable. Socks
may also help keep someone warm.
The person may want to use adult diapers to keep dry and
comfortable and to allow them to get out of bed and walk
around for exercise. Check to see if your local home care program covers these and other supplies.
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Helping With a Bath or Shower
When the person can go into the bath or shower you may find the
following tips useful:
■ Before the person goes into the bathroom, have all the things
they will need ready. Run the bath and check the water for the
person’s preferred temperature. Have the soap, washcloth,

■
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shampoo and other items (razor blade, cream, etc.) nearby.
Have the towels within easy reach. If possible, put the towels
in the dryer for two minutes to warm them up so the person
can feel warm when they dry themselves.
Helping people to stand up or sit/lie down can be very difficult on your own body. It is important to remember all the
rules of lifting and leaning over that you were taught in school.
Remember to bend at the knees when you are picking up an
object and keep your back as straight as possible. Remember
as well, that the closer you are to the person or object you are
lifting, the less strain you put on your lower back, arms and
legs. Some regular squatting exercises will help strengthen your
legs and lower back.
If you get quite sore by helping someone get up or down, ask
your family doctor, visiting home nurse, occupational therapist or chiropractor to give you clearer instructions of how to
lift someone properly so that you do not continue to hurt yourself.
Help the person into the bath or shower making sure you bend
your knees slightly and keep your back as straight as you can.
You may want to put a long towel under their arms to help
lower them into the bath.
If the person is able to help themselves more, you can help
them sit on the side of the tub (on a warm, non-slip towel or
mat), swing their legs over and help them to ease into the tub.
Reverse the procedure when they want to get out.
Make sure the bath or shower has a non-slip bath mat.
If the person needs help for weeks or months, it may be wise
to adapt your bath or shower with handles and other safety
aids. Check with an occupational therapist or physiotherapist
through your home care program.
If the person prefers a shower, rent or borrow a bath chair or
use a water-resistant chair so they can sit down comfortably.
Your home care program may be able to arrange this.
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The person may feel more comfortable if their genital area is
covered. You can use a short apron or modified towel with
Velcro tabs so the person has the privacy they want.
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■
■

Giving a Bed Bath
Bed baths may be a little (or a lot) embarrassing for someone. However, they are necessary for people who cannot take a bath or shower.
The person must stay clean and dry throughout the day and night.
Bed baths can be quite comforting because they allow a little exercise, improve blood circulation and also provide an opportunity
for gentle massage and a chat if the person enjoys that. They also
give you a chance to check for bedsores, bruises, rashes and other
skin conditions. Bed baths are an intimate experience and must be
done with respect and compassion. They should not be rushed.
You may even want some music playing in the background for
mutual enjoyment.
My father and I were very shy the first time we helped wash
my mother in bed. We didn’t know what we were doing so my father and I washed her from top to bottom, all at once. Then we
dried her from top to bottom, all at once. She froze. We learned to
wash and dry one part at a time and keep the rest covered for
warmth. She was so patient with us.
What You Need
❑ A large bowl or basin filled with hot water (hot enough to be
warming).
❑ Mild soap.
❑ Skin lotion, cream and/or powder.
❑ Washcloths (for washing and rinsing) and towels.
❑ Personal toiletries: comb, brush, toothbrush and paste, nail
file and clippers, make-up, deodorant, shaving items, perfume/
cologne (whatever the person needs).
❑ A suitable change of clothing.
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Wash your hands thoroughly and try to make the room temperature comfortably warm or cool depending on the season.
Let the person do as much as possible for themselves.
Wash one body part at a time starting at the face and working
down or in the reverse direction; whichever the person prefers. The rest of the body should be covered with the top bed
sheet or a large warm towel.
During a bed bath, you may also put a basin of water on a
towel at the foot of the bed so the person can soak one foot at
a time in the basin. It is very comforting. Dry the feet when
they are finished.
Wash carefully under the skin folds since these are the most
likely spots for rashes or other skin problems. This is especially true under the arm, in the groin area, buttocks, stomach
skin folds, and under a woman’s breasts. In sensitive areas,
the person may be able to help with the washing more than in
other areas.
Cleaning the back is the perfect opportunity to give someone a back rub
whether they are on their stomach or
on their side. Once you have cleaned
them you can use skin lotion to evenly
massage the upper and lower back and
buttocks. Ask the person how they like
their backs rubbed best and follow their
lead. Use soft pressure and move your
hands in circular motions. Do it several
times, always keeping your hands on the person’s skin and
using enough lotion so that your hands move smoothly. You
can also do this while a person is sitting at a table leaning over
and resting their head on a pillow. This may be very helpful
for people who cannot lay on their stomach or sides for very
long e.g., elders or people who have had recent surgery or who
have breathing problems.
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People often enjoy having their face, temples, neck, hands, elbows, feet and heels massaged as well. Again follow their
wishes.
Once you have completely washed and dried the person, help
them with their personal hygiene. For example, they may want
to use deodorant, put on some makeup, have their hair
combed, etc.
Help them put on their clothes in whatever way they ask.

General Care of Hair
People need their hair cleaned, combed/brushed (at least twice a
day), cut and set. The condition of one’s hair often tells visitors
and the person themselves how well they are doing. Clean and
groomed hair is important for good health and feeling good about
yourself.
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Wet Shampoo
If the person needs a normal hair wash but cannot use the bath or
shower you can wash their hair in bed. You will need:
❑ A plastic sheet to protect the bed.
❑ A waterproof cape (like in a hair salon) or a plastic garbage
bag with a hole for the head and cut along the sides to make a
cape.
❑ A jug or pitcher of warm-to-hot water (several if the person
has long hair).
❑ A bucket or large basin to collect water, (there are also special
shampoo trays available through some drug stores).
❑ A washcloth or small towel, plus two larger towels for drying.
❑ Pillow(s).
❑ Shampoo.
❑ Comb or brush.
❑ A hair dryer (if needed).

Dry Shampoo
You can wash someone’s hair using ‘dry’ shampoo like a commercial dry shampoo, cornstarch or natural (unscented) talcum powder. This method was all the rage in the late 1960s and early 1970s
for teenagers – I remember it well!
For someone who needs their hair washed in bed, dry shampoo can sometimes be a quick alternative to a normal wash. Do
the following:
■ Place a towel under the person’s head.
■ Sprinkle powder on the scalp and massage the hair and scalp
gently.
■ Brush the powder out of the hair with slow, even strokes. If
hair is tangled, hold the hair near the scalp before brushing
through to the end.
■ Wash the hairbrush after each dry shampooing.

To Help the Person Wash Their Hair if They Cannot Do it Themselves
1.
2.

3.

4.

You may want to put a towel or plastic sheet on the floor
under the bucket to catch any spilled water.
Have the person lie on their back with their head over the
side of the bed
(adjust pillows,
covers, etc. so they
are comfortable). Put
the bucket or basin
on a small table
under the person’s hair.
Cover the area with the plastic sheet and have the person wear
their cape with the back side covering their pillow rather than
tucked under them.
Pour warm water from the jug over their hair so that the water
falls in the bucket or basin below.
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5.
6.
7.
8.

9.
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Put the shampoo into the hair and gently massage it in to
lather the hair and scalp.
Rinse the hair with the remaining water.
Dry the hair with a towel and then with the dryer if necessary.
Empty the bucket and tidy up the bed. Remove the cape and
plastic sheet. Place the other dry towel on the pillow to soak
up any moisture still in the hair.
Other tasks like setting or colouring the hair can be done in
bed using the same common sense approach to comfort and
cleaning as described here.

Taking Care of Someone’s Back
Many people like a back rub whether they get a bed bath or not. If
the person agrees, you can give them a back rub while they lie on
their stomach or on their side just as in the diagram earlier. Use a
good skin lotion or experiment with natural oils such as rose or
almond oil. Check with the visiting home nurse or family doctor
for suggestions.
If the person cannot turn in bed themselves, they need to be
turned every two hours or so. Otherwise there is too much pressure on just one part of their skin and they may get painful bedsores. Use pillows to provide the back support they need when they
are on their side. Earlier in the book there are illustrations that
show proper back support in different lying positions.
Other Areas Needing Care
Most people can brush their own teeth (or soak them), clean their
mouths, ears and nose. Some people may need a little bit of help;
let them tell you how you can best help. They may need extra help
especially with their fingernails. For example, you might brighten
up a woman’s day by helping them use their favourite nail polish.
Feet and toenails may require a good footbath (with the person sitting in a chair or lying in bed with the basin on the mattress). It is important to clean and dry between the toes as well as
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the rest of the foot. They may need a cream to help prevent skin
dryness. This is a good time to check their toenails. They should
be trimmed in the same shape as their toes without sharp edges to
prevent damage to other toes and ingrown nails.
Adaptive Clothing
If someone must stay in bed for a long time or if they must stay
around the home for long periods they may wish to adapt some of
their clothes to make care easier on themselves and for others.
For example, rather than long pants or pajamas bottoms, they
may wear oversized shirts or pajamas tops that are buttoned in
front to keep their upper and lower body warm while also making
it easier to get dressed and undressed. Sometimes, the back part of
a shirt or pajamas top can get wrinkled and be quite uncomfortable for someone in bed for a long time. It may be worth taking
some older shirts/pajamas tops and cutting up the back and sewing a seam on each side (much like those wonderful hospital gowns
everyone loves to wear). Use a strip of extra cloth to make a tie at
the top and middle if you like. You can also use oversized shirts/
pajamas tops and put them on backwards for a similar effect although it may not fit as nicely and may need a little cutting and
sewing to fit better around the neck.
Scarves (light or heavy) may be very useful to make sure that
someone remains warm if there is a draft. Also, scarves can be used
to keep one’s head warm if the person has lost their hair during
treatments. The book Changes, Choices and Challenges (in the reference section) gives examples of the creative uses of scarves. Socks
or good slippers will also help keep feet warm.
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Bed Care
Supported Lying Positions
People need to rest in different lying positions so that they do not
put too much pressure on any single body part or skin area. People can sit up, lay down or lay on their sides as they normally do
for sleeping.
Sitting Up
The head should be raised about
45 to 60° with small pillows under their head, lower back and
under their knees (or raise the
foot portion of the bed). This
position is helpful for eating, using a bedpan or urinal and helps
improve how the person’s heart and lungs work. If the person likes
a large pillow, place it lengthwise to support their upper back,
shoulders and head. It may help to have a footboard at the bottom
of their feet to allow them to push up a little as they will naturally
slide down in bed over time.
Lying Down
With the person in the centre of the bed,
put a pillow under their shoulders, neck and
head. Another pillow can go under their
lower back for extra support and a rolled
up towel or smaller pillow under their ankles and knees. The person may also enjoy
pillows under the upper arms and hands.
Follow the person’s wishes and change pillow positions as requested.
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Lying on the Side
When you look at a person lying on their
side you should see the same body position
as if they were standing with one leg bent
up. The back is in line with the straight leg
with pillows under the head, top arm and
bent leg. Pillows can also be rolled along the
person’s back for extra support to prevent
them from rolling onto their back when
they are sleeping.
Making a Bed
People may spend a lot of time in bed. It is important that the bed
stay clean, dry and comfortable.
Making an Unoccupied Bed
It seems silly to have a section on making a bed. Add to that that
my mother would be amazed that I am offering advise on this subject at all and you get the idea that you should accept or reject any
of the following advice based on your own expertise. However, many
of us have never had to make a bed for someone who will spend
days there. How you make the bed will decide how comfortable
the person may be.
Try to use fitted bottom sheets so that the sheet has few wrinkles in it. Wrinkles add extra pressure to the person’s skin and may
cause bedsores. If you can, try to make the bed when the person is
normally out of bed (e.g., taking a bath, sitting in a chair). Try to
avoid extra efforts to get the person out of bed so that you can
change it. The more natural the effort, the less trouble for everyone.
Making an Occupied Bed
Sometimes the person cannot get out of bed while you change the
sheets. This takes a little more planning but is quite simple after a
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few tries. The idea is to make one side of the bed at a time. It is
harder to explain what you need to do than to actually do it. After
you have done this once or twice you will master the steps and fill
in the little details that are most important to you and your loved
ones.
1. Make sure you have all the clean sheets, pillowcases, etc., that
you need on a chair beside the bed.
2. If possible, have the bed lying flat (if it is adjustable) and the
person using only one pillow.
3. Place another chair on the opposite side of the bed you are
working on. If you are using a hospital bed, you can raise the
side rail on the far side. Either way will allow the person in bed
to hold onto something as they roll onto their side closest to
the chair. Their back should face you and they should be covered with a top sheet, blanket or cover so they can stay warm.
4. Loosen the bottom sheet at the head and foot end of the bed,
as well as any top sheets and blankets. Roll the bottom sheet
as close to the person’s back as possible. They will have to roll
over this old sheet and the new one when you are ready.
5. Smooth out the mattress cover.
6. Lay down the clean fitted bottom sheet, folded lengthwise,
from head to foot ends of the bed. Tuck in the head and foot
ends and smooth out the sheet as much as possible.
7. Roll the remaining bottom sheet, lengthwise, as close to the
person’s back as possible. It will be right beside the old bottom sheet.
8. Ask (or help) the
person roll toward you, over
the sheets. If
they need extra
support, have
them roll onto
their back first,

lift their far leg towards you gently, and help them roll onto
their side facing you. Bring the chair from the other side to
put where you were standing or lift the hospital bed’s side rail
so that the person has something to hold onto and help them
from falling out of bed.
9. Move to the other side of the bed. Loosen the old bottom sheet
and pull it completely off the bed as well as pulling the new
sheet from under the person. Some of the sheets might get
caught under the body weight of the person in bed but just
pull gently until they are loose. If necessary, gently push the
bottom part of the person’s back to release some of the body
weight on the sheets. Smooth the mattress cover.
10. Tuck in the new bottom sheet at the head and foot of the bed
and make sure there are few, if any, wrinkles.
11. Have the person lie on their back and position the bed comfortably for them. Replace old pillowcases.
12. If the person uses a duvet, replace the outside cover as needed.
13. If the person uses sheets and blankets they will already be
untucked from replacing the bottom sheets. Place a clean sheet
on top of the blanket. Have the person hold onto the blanket
and clean sheet as you pull out the old top sheet from the foot
of the bed. If they cannot help you, you will have to do this
yourself and take a little more time.
14. Turn the sheet and blanket around so that the blanket is on
top, tuck in the top sheet, blankets, and bedspread (if they
like).
Extra Tips: Sometimes there may be other things on the bottom sheet that will need to be changed or at least kept there. For
example, draw sheets, sheepskin pads and incontinence pads are
often used for someone who is in bed. The same principles apply
as in the instructions above. You do one side of the bed at a time
and the person rolls over the old and new items you are changing.
The more things there are, the higher the ‘bump’ the person has to
roll over.
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Pain and Symptom Control

Very severe A potent narcotic e.g., morphine.
Overwhelming A potent narcotic and sedative e.g., diazepam.
It takes time and experimentation to arrive at the exact combination of medications that will keep a patient pain-free and alert.
Patients and families can shorten this process by recording any
positive or negative results of new medications and talking to their
doctor about these results.

Describing Pain and Symptoms
Pain is a very subjective sensation. One person’s headache may force
him to bed while another person’s headache may allow her to continue to work. The following checklist will allow you to describe
your pain and other symptoms as clearly as possible. If you or a
family member/friend can, write down the answers for your doctor.
■ Where in the body did the pain/symptom begin?
■ When did it start (date and time)?
■ On a scale of 1-10, with 10 equalling the worst pain you have
ever had (e.g., broken arm, back pain, severe toothache), how
do you rate your pain?
■ Describe any other symptoms you have had.
■ What were you doing at the time of the pain/symptom?
■ To what degree does your pain/symptom limit your normal
activities?
■ How long does the pain/symptom last (an hour, all day)?
■ Is the pain/symptom constant or does it change?
■ Does the pain/symptom stay in one place or spread out to
other parts of your body?
■ What makes the pain/symptom worse?
■ What makes the pain/symptom better?
■ Other information.
Pain Control Medication
Pain has different degrees of intensity. Pain control experts divide
pain into: mild, moderate, severe, very severe and overwhelming.
At present, experts recommend the following types of medication
for each level of pain:
Mild A non-narcotic e.g., aspirin (ASA).
Moderate weak narcotic e.g., codeine.
Severe An intermediate-strength narcotic e.g., increased dose
of codeine.

Other Pain Control Techniques
There are other treatments for pain control. A few of these techniques use medications in a different way or use other forms of
therapy such as:
Radiotherapy Radiation is used to shrink tumours to reduce a
patient’s symptoms.
Nerve blocks For localized acute cancer pains, a local anesthetic
or neurolytic injection is given to block nerves from sending pain
messages to the brain. Results may be temporary or long-lasting.
Hypnosis A hypnotist can use oral suggestion to sometimes
increase a person’s pain threshold.
Acupuncture This ancient Chinese art uses sterile needles in
very specific spots to neutralize pain messages going to the brain.
Neurosurgery With the proper use of medication and other
techniques, the need for neurosurgery should be uncommon. If
other measures do not work, neurosurgery should not be delayed.

Symptom Control Techniques
Total pain is not only the sensation or feeling of pain. Total pain is
a combination of physical and psychological feelings. The primary
psychological component of total pain is fear. Fear can aggravate a
patient’s physical pain, so fear, anxiety and other negative emotions
must also be treated. Add to this list diarrhea, constipation, lack of
hunger and energy, bedsores, lack of mobility, and other symptoms
and you will understand the need for symptom control and relief.
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Some of the symptom control and stress management techniques that home care personnel use, other than medications, include:
Diet Some foods cause constipation while others cause loose
stool. Knowing which foods cause what reaction can help caregivers
to alleviate a specific symptom.
Exercise Extended bed rest can lead to bedsores, constipation,
back aches, general immobility and loss of muscle strength because
of the decreased use of muscles. Exercises, active or passive, can be
done by the patient or with someone’s help in bed or they can be
done when the patient is out of bed. Walking, stretching and
breathing are excellent forms of exercise.
Skin care Nurses that visit patients at home will often tell you
that bedsores are one of their greatest concerns. Bedsores are very
painful and almost always avoidable. They occur most often when
elbows, ankles, shoulders, hips, buttocks, heels and the back are in
constant contact with a surface. Paralyzed or unconscious patients
are most likely to get bedsores. Proper skin care includes daily washing, skin cream treatments and the use of a lamb or sheep’s skin
mattress covering or water-circulating mattress pad. For people
unable to move themselves in bed it is important to change their
body position at least every two hours to avoid bedsores.
Massage Gets the blood circulating, invigorates the skin and
can be very soothing and or exhilarating depending on the type of
massage. Everyone enjoys a massage so it is not a surprise that they
are excellent for the physical and emotional well being of a patient
as well.
Recreational therapy Physical activity like a walk in the garden
or a card game with friends encourages people to make decisions
and participate in things that they have always enjoyed.
Art therapy People can express feelings by doing creative work.
Whatever the person decides to do may end up as a gift to a grandchild or a cherished memento for a family member or caregiver.
Music therapy People can relax and be comforted by playing,

listening, interpreting, and talking about music. Personal preferences are important to the success of music therapy – just playing
favourite music can be therapeutic.
Laughter Technically it increases the production of endorphins
(natural chemical pain killers in our bodies), reduces tension, distracts attention, changes expectations, and is an internal jog of
organs for exercise. In another sense, laughter is contagious and
lets people express their feelings in a less threatening way. It can
change the mood of a place faster than any other emotion. Find a
few good records or videos of comedians like Bill Cosby and sit
back and enjoy yourself.
Relaxation exercises Deep breathing, visualization, hypnosis,
meditation and prayer are all ways to relax. They help to relax the
body physically and mentally.
Listening Perhaps no method of symptom control has a greater
impact on a patient’s fear, anxiety, loneliness and depression than
someone who listens unconditionally and answers questions in
an honest way.
The purpose of all of these techniques is to give people a sense
of control over their lives. Even if they are bedridden, decisions
have to be made about exercises, diets and other daily living tasks.
Making decisions about their care helps to give patients a sense of
control. Independence is very important to people and symptom
control helps them to be as independent for as long as possible.

What Prevents Adequate Pain and
Symptom Control?
Errors by the Person Receiving Care
■ Believing the pain and symptoms are untreatable.
■ Not contacting the doctor for help.
■ Telling the doctor and family that the pain isn’t strong or the
symptoms aren’t bad.
■ Failing to take medication.
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Taking the medication at the wrong times or not consistently.
Fearing drug addiction or drug tolerance.
Believing pain killers are only for extreme pain.
Discontinuing medication because of severe side effects and
not telling the doctor.

Doctors or Nurses’ Errors
■ Ignoring a patient’s description of pain and symptoms because
it sounds extreme.
■ Not seeing through the patient’s brave face.
■ Prescribing medications that are too weak.
■ Giving medication only when the person says her pain has returned (effective pain control prevents the return of pain).
■ Believing post-surgery pain killers are suitable for cancer pain
(generally, surgical pain is acute but short-lasting while cancer pain is chronic and can increase over time).
■ Not giving enough information about the medication, its use
and when it must be taken.
■ Not knowing enough about different types of medication and
how to move from one to another as the pain increases.
To deal with pain and symptoms, we must recognize that pain
and symptoms are always real and unique for each person. Proper
pain control requires the right drug or treatment, in the right way,
and at the right time. Proper pain control includes some experimentation to discover the right combination of medication and
treatments, requiring the complete co-operation of the patient, the
family and the caregivers. When the pain is under control, other
symptoms can be addressed, so that the patient’s suffering is reduced and he can remain alert and active for as long as possible.

Helping With Medication
The three biggest problems with taking medication (drugs) are:
(1) that some people take far too many different ones without
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knowing how they react with each other, (2) they take the wrong
kind of drugs or (3) they take too little of a drug for it to be helpful. For drugs to work best, people must:
■ Use the right drug.
■ In the right amount.
■ At the right time.
■ Buy the right method: liquid, tablets, drops (for ears, eyes and
nose), ointment, sprays, suppositories, injections.
■ Make sure they work well with any other drugs they are taking.
Whenever you see your doctor, go to a clinic or to an emergency department, make sure to have a current list of all your medications, how often you take them and what dose you take. This
helps to spot any oversights in the amount and kind of medication you are taking. If you do not have a list, bring all your medications with you in the containers you got from the pharmacist.
Pharmacists are very knowledgeable about drugs and how they
react with other medications. When you get a prescription filled,
ask the pharmacist about side effects, mixing with other drugs
(have a list of your drugs with you) and any tips on how you can
take your drugs in the right way. Also ask if there are any foods,
drinks or personal habits that might affect the usefulness of the
medication. For example, ask if one should not have alcohol with
this medication or should not drive after taking it. Medications
do affect people mentally and physically. People may have behaviour changes, hallucinations or other mild to severe reactions. You
have to be very careful to make sure the medications are more helpful than harmful.
If you forget to give a drug at the right time, check with your
doctor or pharmacist about what to do. Do not double the dose at
the next scheduled time without their permission, as this might
be dangerous.
Note: If you are taking complementary therapies like vitamins,
herbs, or are on a special diet, tell your doctor or pharmacist. For
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example, some Chinese herbs may be harmful when combined with
certain medications.

If you are taking various drugs, a Medication Table is useful to help
you remember what to take, when and with what special instructions (e.g., with milk, during a meal). Use a pencil to fill in the
drugs since they may change over time and you do not want to
rewrite a whole list each time.

Medication Records
You may be taking several drugs and your prescriptions may
change from time to time. The following record allows you to keep
track of your drugs, what dose should be taken, at what time, with
what conditions (e.g., take one hour before a meal, only with milk),
and how well the drugs are working. The prescription date and the
doctor’s name are useful in emergency situations when your regular doctor may not be available to help you.
Make up your own chart on some separate pages. The following is a sample of how it might look. Change it to meet your own
needs.
Date

Drug

Dose

Taken

Doctor

Aug 1

Tylenol 3

10 mg

4 times a day

Kildair

Aug 23 Tylenol 3

20 mg

4 times a day

Kildair

Results/Side
Effects
Pain relieved after
5 hours but
returned three
weeks later.
Pain relieved after
6 hours.

Time
8:00 a.m.

Drug(s)
Give drug names, dose and
colour (e.g., yellow pills).
4:00 p.m. Give drug names, dose and
colour (e.g., yellow pills).
10:00 p.m. Give drug names, dose and
colour (e.g., yellow pills).

Special Instructions
Take yellow pills with milk
Do not drive after taking pink
liquid
Take drugs before bedtime.

Make up your own schedule. Under the time column, list all the
different times of the day that you need to take drugs. Some drugs
you will only need to take once a day while another one might be
every 4, 8 or 12 hours.
Local pharmacists often sell ‘Dosettes’. These boxes have many
small compartments and they can be used to prepare medication
for a day or a few days at a time. They are very helpful in reminding
people what to take at what time of day.
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HOME CARE SUGGESTIONS
There are many books listed in the reference section on the subject
of home care and what family members can do and learn to make
the situation more comfortable for everyone involved. The following are a few suggestions:
■ Remember that people do not change much in character because of their illness. If they were easygoing, caring and enjoyed a good joke before their illness they will probably be the
same now. If they were unsatisfied with their lives, not easy to
please and uncommunicative, they will probably not change a
great deal because they are dying. Therefore, treat them respectfully and give them the opportunity to direct your involvement in their care.
■ Do not try to force someone to eat. People need control over
their lives and should be encouraged to make their own decisions. Patients know that food is important to living. Their
diet may be prescribed but a hot plate, small cooler or refrigerator by the bed allows them to eat many small meals when
they are hungry. Also have lots of liquids available. If the person needs some help with eating, remember to keep common
courtesies as part of the help. Do not make them go too fast
or too slow. Give them a proper napkin and place setting, if
possible. Remember that older people’s tongues change shape
and they must be fed differently than young children or adults.
■ If conditions permit, encourage patients to decide if they wish
to smoke, drink, walk around and have visitors. Even if these
activities are tiring or unhealthy, the decision must rest with
the person who is dying unless it harms someone else.
■ Although family members often want to do what is best for
their loved one, they must not forget about themselves. If you
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feel like you are being used, say so. If you are uncomfortable
with decisions that the ill person has made, be honest about
your feelings and arrange for someone else to help.
■ Have a bell or other device available so that people in bed feel
they have direct access to you. An ability to make contact, at
their discretion, is crucial for the emotional support of people
who are ill.
■ Have music and television available. People who are great
sports fans, for example, may benefit from a channel that has
sports most of the day. This may be a great distraction from
what is happening to them physically.
■ Perhaps you can move the bed to the living room, den or other
area where the person who is ill feels more a part of the family
and everyday living situations. If you live in a multi-level home
you might move the patient to a ground floor room. If the
bed is near a window the person can see what is going on outside.
■ If the person needs to stay in bed for a long time, get a hospital-style bed or raise the one you have so that the people helping do not hurt their backs.
■ For the caregivers at home, get all the help you need from your
family, friends and professionals. Most people do not know
what to do under these circumstances so they need to know
how they can be helpful at this important time. Ask for specific help with chores, errands or providing care to your loved
one.
■ If the person is chronically or terminally ill, you may want to
buy or borrow a home care book specifically for your situation. See the references listed at the back of this book for suggestions. Visit our Web site for free information at http://
www.legacies.ca
Helping a loved one at home sometimes requires you to act as
their spokesperson or advocate. When you work with the health
care providers (e.g., doctors, nurses or pharmacists) make sure that:
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The person is properly fed the prescribed food on time.
The person’s medication and treatment is accurate and given
at the proper times.
Any tests or examinations have been approved.
The doctor and other caregivers communicate with your loved
ones and you about all matters.
The person is given a sense of control and respect.
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7
FAMILY AND FRIENDS:
VISITING SOMEONE WHO IS
ILL OR RECOVERING
Many family members and friends find it difficult to visit someone who is very ill. If the person is at home, it may be more difficult for some family members and friends to overcome their fear
of illness to visit because they assume that home visiting is less
important than hospital visiting.
It is natural to hesitate to see someone you love who is recovering from an illness or who is seriously ill. Here are some suggestions that may help visitors:
■ If you care about the person then go and visit, even if you are
not great friends (e.g., a colleague from work).
■ Check with the person or family to see when the best time is
to visit. You don’t want 20 people coming one day and no one
coming the next.
■ Remember that the people you love have not changed. They
may be your parent, your child or a dear friend. Their personality, the qualities you admire and love, have not changed because they are ill or tired. Respect them rather than baby them.
Include them in decisions. Ask their advice.
■ There is nothing as comforting as a touch for many people. If
the person will allow you and if you feel comfortable yourself,
sit close to the person, hold their hand and give them a hug.
Your touch and the caring in your eyes express more than
words ever can.
■ Use open-ended questions to permit people to decide what
they want to talk about (if they want to talk at all). Questions
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like: “How are you feeling today?” “Are you comfortable?” “I
love you so much. Is there anything I can do or say that will
help?”
Perhaps you can show or give this book to a family member or
a friend to help them understand better what is happening to
them and to the people around them. A small section of the
book may open up the discussion in a non-threatening way. A
book like this left with a person may or may not be read but it
provides information to people who are naturally curious.
Don’t prepare a speech. Admit your fear of illness or sick people. The person needs to feel useful and if you are honest, they
may help you overcome some of your fear so that you can have
a really good visit.
Be yourself. Act as you always do with the person. If you are
naturally quiet then avoid telling all the latest jokes from work.
If you normally gossip about old friends then continue to do
so. If you are naturally outgoing don’t become sombre and
serious. People need stability in their lives and family and
friends can offer the greatest emotional stability.
Let the patients vent their anger, frustration and despair. Their
feelings are real and they need to get them out. It may have
nothing to do with their illness but could be their treatment,
their employer’s attitude, old friends who no longer visit, or
an acquaintance who owes them money but is nowhere to be
seen. Offer to help if you can improve the situation.
It is often not helpful to compare the person with other people who have gone through similar things. It minimizes their
unique experience and feelings.
It is all right to cry and show your own feelings. You don’t
have to be strong all the time, for that makes the person dependent on your strength. If you cry and allow the person to
be strong it is a normal relationship and one that benefits both
of you.
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Don’t hide behind a gift or card. It is your presence that is the
gift. You can send a card or gift if you cannot visit, or between
visits, to let the person know you are thinking of her.
Try not to stay too long. Two short visits are better than one
long one. This is especially true if the person tires easily.
Remember the other family members. They need your emotional support, too, and practical things like transportation,
food, babysitting and running errands can reduce their stress
and provide them with the precious gift of time.
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HOW CHILDREN AND
TEENAGERS CAN HELP
Many parents presume that their younger children and teenagers
should not be involved in providing physical, emotional, spiritual
or information supports to loved ones at home. They think the
children will either not want to or the parents may think they are
protecting their children from some of the unpleasantness of providing care.
Many of today’s boomer generation and their children have
little or no experience caring for loved ones at home. I certainly
did not. We were prevented, “for our own good,” from participating in this kind of care. The result is that many of us are afraid to
even try and learn and benefit from providing care.
Care has many life-affirming and life-defining opportunities
built into it. Some of your fondest memories of loved ones may be
of times you cared for them. Some of your greatest accomplishments will be those times when you helped someone live at home
during their recovery or illness. Children and teenagers should not
be prevented from experiencing some of these same joys.
Young children and teenagers can be asked what kind of help
they would like to provide at home. They might help someone with
their errands, answer some mail for them, read to them in bed, or
make sure that neighbours and friends can come and visit. They
may also be encouraged to watch as you provide physical care. They
can be asked what things they might be interested in learning, such
as feeding, bathing, or turning in bed. They may help getting their
loved one to the bedroom or bathroom.
There are some aspects of care that may be more unpleasant
for some people than for others. These may include odours, unfa-
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miliar degrees of intimacy, and cleaning up after the person. Others may be more disturbed by new expectations of helping that
will reduce their time spent with friends. Older children and teenagers may also have a heightened awareness of their own body and,
therefore, may be more uncomfortable providing intimate personal
care when helping their loved one. Recognizing these possible areas of discomfort make it possible for you to openly discuss everyone’s concerns. In this way each individual can list those aspects
of care they are most comfortable in providing and which they
would prefer, if possible, that someone else do. For example, I was
uncomfortable giving my mother a full-body bed bath. My father
recognized this and did that part of her care. I was able to stay up
throughout the night to provide support and care to my mother
so that my father could get a relatively good night sleep before
work the next day.
There are times, however, when one cannot pick and choose
what they must do. Many of life’s events have similar unpleasantness – few of us, for example, enjoyed studying for exams, taking
out the garbage or being involved in the annual spring cleaning.
But even during these times, we have fond memories of studying
with someone we liked very much, playing with the dog as we took
the garbage out or dumping all the dirty clothes over someone’s
head during spring cleaning. Caring for loved ones has similar opportunities for humour, laughter and play while the serious work
gets done as well. Caring for loved ones also has profound moments of awareness, thoughtfulness, intimacy and love. These
should not be missed.
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9
CARING FROM A DISTANCE
In the Home Care Examples at the beginning of the book, you can
read about Julie caring for her mother Sara from across the country. There are very practical things you can do to help from a distance. Much of what you do depends on whether there are family
and friends nearby who can help your loved one when you cannot.

When There are Local Family and
Friends to Help
Most of this section assumes that you are the main caregiver who
is coordinating care, as best as possible, from a distance. However,
if there are local family members and friends able to provide care
and coordination, your role might be quite different.
The person farthest away often feels quite isolated from the
day-to-day activities around their loved one’s care. At the same time,
the ones close by are often overwhelmed with juggling care of the
loved one with all of their other commitments (e.g., to their own
growing family, to their work and community commitments). In
such situations there is less time for ongoing communication and
that can lead to friction.
Having been on both sides of this equation, I know how important it is that everyone recognizes the stresses of the other person as best they can. With you being far from your loved one, your
contribution can be making regular phone calls or communication through e-mail, letters, flowers, and cards. As well, you can
provide encouragement and support to those providing the dayto-day care. They need to know that you are thinking of them and
not just leaving them to do all of the thinking and support.
Your ability to listen to their stories of joy and frustration can
be very helpful. As well, since you are farther away you are likely
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working or, at least, not loosing part of your funds in providing
day-to-day support. You could offer those providing care some extra
money to allow them some much needed respite care (e.g., a weekly
massage, a weekend away from home which would require some
paid nursing care perhaps).
At the same time, your long distance suggestions cannot be
based solely on what you would do if you were there because you
are not. The people there need to be allowed to do the best they can
given their circumstances. You might wish that someone was there
more often, or helped more with meal preparation, etc. You cannot
‘coach’ from a distance without creating a great deal of tension.
The people providing care also know that their loved one often ‘lights up’ when you call. That is only natural as you are far
away and, therefore, your call is special. However, it is important
to recognize that your family members and friends providing the
care also need your ‘special’ calls of encouragement and support.
At a distance you can volunteer to do some of the telephoning
of others farther away so that those providing the day-to-day care
do not have to do all the phoning. You can also help with ‘paperwork’ chores like some of the legal, financial, and if needed, funeral preparations. You can help by getting the basic information
that those close by need to make decisions.
There may also be a need to do some library or Internet research about your loved one’s condition and treatment that those
near by cannot find the time to do. Do not overwhelm them with
information but rather provide them with some concise information they can use in talking to the decision makers about next steps.
This can be an invaluable gift you provide your loved ones and
those caring for them.
For those close by, especially in situations where a loved one’s
health is at great risk, please understand that everyone far away
listens to each telephone ring as the one that leads to a call with
bad news ‘from home’. Recognize that being far away is isolating
and lonely. Circumstances prevent those far away from being at
the loved one’s bedside and that is hard.
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This mutual understanding is what makes it possible to be
supportive from far away. Talk as often as possible and exchange
thoughts and feelings to be supportive of each other and, therefore, supportive of the person requiring the home care.

your time. If you are reading this book because of a medical emergency, concentrate on the short-term things that need to get done.
Use this opportunity to learn what you can do about longer range
planning after this event is over.
Note: The following information assumes you cannot be with
your loved one quickly. If you were able to be with them, the rest of
this book is the information you will need.

When There are No Local Family or
Friends to Help
When there are no family members or friends nearby to provide
support, you must look at other alternatives. Depending on your
loved one’s needs and financial circumstances, you may need to
ensure they stay in hospital or a rehabilitation centre a bit longer,
if possible, as there will not be enough home supports. Even with
home care services provided through government and private organizations, there may be several days where it would be unsafe to
go home. This is where assertive advocacy may be necessary. You
will need to have the telephone numbers of the decision makers in
the hospital or centre to ensure that you can get to them before
your loved one is discharged.
Once at home, and depending on your loved one’s need for
help, a daily check-in call by you or a visit by a paid professional/
volunteer may be the least that needs to be done to ensure your
loved one’s safety and that they know they are not alone as they
recover from surgery or illness.
If you have time to prepare in advance, you can check with the
local home care services offered by the government or for-profit
organizations. Some of the services offered are described in the
section later in the book, Finding Out about Local Home and Health
Care Programs. If you do not have time before a medical emergency
to arrange that, you will need to contact the hospital or rehabilitation centre’s discharge planner even sooner to help ensure the person is seen everyday once they return home.
It is easy to say you should plan for these situations in advance. However, that is difficult to do given all the demands on

Short-Term Situations
Short-term situations are often about ‘crisis management’ and so
you will be tired and frustrated that you cannot do more or that
you cannot get everything for your loved one when they need it. It
is not comforting to know that this situation may be a bit like ‘just
getting through it is okay’ but that might be the best that is possible for now. Once you have a bit more time and more information
upon which to make decisions with your loved one, it will all feel
more comfortable and do-able.
■ Your greatest opportunity in the short term is to act as an assertive advocate for your loved one. Firmly and fairly talk to
the decision makers about what has happened, what needs to
happen next and what must be in place before the person goes
home. Use some of the other sections of this book to help you
ask the right questions of the right people.
■ Next, you need to ensure that your loved one has access to a
telephone, if they are able to speak. You want to be in contact
as much as you can given their circumstance and your own.
■ If they need to stay at the hospital or rehabilitation centre for
more than a few days, see if there are any volunteers, social
workers, or pastoral care workers who can come and spend
some time with your loved one and who can contact you with
any news, questions or concerns. Telephone and e-mail are
both excellent tools to keep in touch with busy people.
■ If the short-term situation will take a matter of days, see if
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you can get time away from work and/or home commitments
to concentrate on getting what is needed for your loved one. If
you can actually go and visit them during this situation, that
would be great. Given that is not possible in many situations,
you will need to ask for the help of your own family and friends
nearby to ensure you have the time and information you need
to be as helpful as possible to your loved one. Telephone calling and e-mails have inevitable frustrating aspects to them.
You will not always get to the right person at the right time
which means you need extra time to make those contacts.

CARING FROM A DISTANCE

■

Long-Term Situations
When you have more time to plan, you gain a sense of comfort
and control when you plan in advance. This planning may be necessary because your loved one is going in for surgery in a few
months or because they need ongoing, long-term help because of
disability or aging.
Although it is said elsewhere in this book, you need to take
care of yourself in long-term care situations, even when you are far
away. It is too easy to get caught up in the telephone calls, e-mails
and research. You need to include those who love you who live
with you and nearby. You need physical, emotional, spiritual and
information supports as much as your loved one. Ensure that you
get it. Care giving is mutual and you need to ask for help before
your own health is hurt.
Whatever time you have to prepare, here are some tips to help
you gain as much control over the situation as possible:
■ Later in this book is a chapter on Creating Your Own Support
Team. It is full of information that can help you and your loved
one feel a sense of control over future events. Creating a support team may require you to visit your loved one and use some
of that time to plan together whom to ask to be part of such a
team. Neighbours can be wonderfully helpful when asked to
do specific things. Colleagues from your loved one’s work,
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members of their spiritual community, and members from any
organizations or community groups they belong to can be a
rich source of participants in such a team. Your first goal is to
find someone who will act as a coordinator of a team and the
person who will keep in touch with you most often.
Do not underestimate how many people may be willing to help.
The key is knowing how to ask. For example, which of the
following requests for help from a neighbour would you be
most likely to accept:
“My Mom is pretty sick. Can you help us?” versus “My Mom is pretty
sick. We were wondering if you might be able to help by cooking a casserole for her once every two weeks or picking up her medications at
the pharmacy every three weeks or so? Would you be able to do one of
those two things for us?”
The chapter on creating a support team should help.
Whether your loved one is a member of a specific faith community or not, such a community can be wonderfully helpful.
The hospital pastoral care department or the faith community closest to your loved one’s home are two excellent places
to start. There is a growing movement to encourage faith communities to go back to their caregiving roots and your loved
one can help them achieve just that. Be diligent in finding the
right group for your loved one.
Check out local libraries, newspapers and voluntary organizations to see what the local community already offers that
might help your loved one. Some of this can be done by
Internet and telephone. Perhaps there is a seniors’ centre, a
volunteer group, or a spiritual community that are already in
place and ready to help. Your loved one may also be part of a
close-knit group (e.g., art guild, bridge club) whose members
would enjoy helping out.
You will also need to get some paperwork in order. Some of
this can be done during a visit with your loved one while some
can be done from a distance. For example, your loved one
should have Powers of Attorney for personal care and another
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for financial decisions. You may be their power of attorney for
both as the loved one accepting responsibility for their care.
You need to ensure that the family physician, specialists and
hospital have that power of attorney on record. See the section on Powers of Attorney later in this book.
You will need to make a contact list of the family physician,
specialists, lawyer, accountant, funeral home directors and others and contact them by phone or letter to let them know you
will be coordinating care when your loved one is no longer
able to do that for themselves.
You will need to know where documents are kept and get them
up-to-date (Powers of Attorney, Last Will and Testament, marriage license, military papers, bank statements, other legal, financial, investment, and funeral pre-planning documents.)
Record all important information: social insurance numbers,
health numbers, insurance policies, driver’s licenses, credit
cards, pre-planned funeral and internment information, passports, medications, emergency contact numbers (family physician, specialists, hospital, ambulance) as well as contact information for local friends of your loved one who can be called
for help, if necessary.
You will need to have information on all the utilities and other
regular bills that come into the house in case you need to take
over the handling of these bills.
You will want a copy of the home key. If your loved one agrees,
you may also find it helpful to have copies of other important
keys (e.g., car, cottage, safety deposit boxes) or know where
they are kept.
It might help to have contact information for local basic home
repair companies to respond to any emergency repairs (e.g.,
flooding toilet or basement drain, a broken furnace).
You will need to let your family and employer know that you
may be called away suddenly to care for a loved one for a while.
Your work needs to ordered in such a way that someone can
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fill in for you without too much inconvenience for them or
your employer. For example, if you are in an administrative
role at work, you might have a binder filled with what you do,
how you process things and get the work done. Someone who
fills in for you during vacations or medical emergencies would
be very pleased to have that.
There may be a time when you need to go to your loved one to
handle their transition from hospital or rehabilitation centre
back home. Again, knowing this is possible allows you to prepare for it. If it is not a complete surprise to family, friends
and your work, then it is more likely you will get the support
you need.
Check with your employer to see if they have any compassionate leave policies that would allow you to take time from work
to care for your loved one. In the extreme case of your loved
one dying, your employer or government may have a leave
through their unemployment insurance plan to help cover
some of your income loss during this time. Checking in advance about such policies can ease your mind a bit.
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10
GOOD NUTRITION
It makes sense that what goes into the body affects how well a body
heals itself or comforts itself. Good eating habits and good nutrition can make a world of difference to how one feels and heals.
The book, What to Eat When You Don’t Feel Like Eating, is an excellent, short cookbook of healing recipes for all people, but especially those who are sick. You must also remember how important
it is to keep drinking during the day so that you do not become
dehydrated during an illness. Some things to keep in mind about
healthier and more enjoyable eating:
■ We all have different nutritional needs, tastes and appetites.
When anyone is ill, the needs may have to be adapted to what
the person can tolerate or even enjoy. Some children may not
be able to eat very much but might have something from their
favourite fast food restaurant. It may not be perfect but it is a
beginning.
■ Someone’s appetite depends on their physical condition, level
of exercise and other distractions. Someone with little to do
but watch television may begin to eat larger amounts of unhealthy food that they normally would not eat. Provide delicious alternatives.
■ Medication, poor teeth, chronic fatigue and one’s overall condition may affect the appetite and taste buds. Simple oral hygiene can improve one’s joy of food. Encouraging regular
brushing is still important when someone is ill or recovering
from a condition.
■ A well-balanced diet includes food from different food groups
– proteins from fish, poultry, meat, and eggs; milk and milk
products; fruits and vegetables; and whole grain breads and
cereals. From a good combination of these groups, one gets
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the nutrition, vitamins and minerals necessary for healthier
living.
People need different amounts of food. They may need more
from one food group depending on their condition. Some people need to eat healthier to regain strength. Athletes require
more bulk from whole grain breads, pasta and cereals. People
weakened from too little food over a long period of recovery
need to eat higher calorie meals. During or after a prolonged
illness or recovery, it is necessary to speak with a dietician
or other knowledgeable person about what foods, and in
what quantities, the person should eat. People should be
able to eat what they enjoy as well as what is ‘good for them.’ A
balanced diet allows for sweets, snacks and desserts in moderation. People may also enjoy something completely new since
they will have no memory of this food affecting them badly
like their more familiar foods.
Serving meals should, when possible, include foods that are
not all the same colour (e.g., all yellow vegetables, white potatoes, applesauce and pale meat). Making the meal visually
pleasing may encourage a healthier appetite. The dishes, food
tray and napkins should be clean. The food tray should rest
comfortably on the person’s lap or on a small bed tray.
Some people prefer, or need, smaller meals offered more often than the standard three meals a day. For example, someone might benefit from smaller portions of food every 2-3
hours with snacks by the bedside during the night. It is better
to offer less, than too much. Too large a portion can be overwhelming, and literally, nauseating.
Any little thing you can do to add to the joy of a meal is a gift.
For example, bringing the morning paper with breakfast, having a flower on the tray with lunch or giving a puzzle for a
child to play with after dinner.
Eating is often a social gathering. The person who is in bed
may enjoy the company of others with them rather than eat-
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ing alone. For example, for people who have difficulty eating
enough calories each day, conversation, review of everyone’s
day and general social activity may encourage them to eat more
than they had originally thought they could.
People often have very particular habits around their meals.
These should be followed as much as possible. For example,
assist someone who likes to ‘dress for dinner’ with grooming.
If they enjoy some background music, try to make this available in their room.
Help people wash their hands before and after a meal. Wash
your own hands as well before and after handling any food to
help prevent the spread of germs. Be especially careful to cook
meats and eggs thoroughly; wash raw vegetables and fruits;
use hot water and soap to clean dishes, glasses, cooking utensils and your cutting board.
If the person can come to the dining table, encourage them to
do so. If they need to stay in their room, you might set up a
card table or other temporary table there. If the person needs
to remain in bed, make sure their back is well supported with
pillows while they are in the sitting position.
If the person needs help with cutting their meal and/or with
feeding, remember they are not a baby and, therefore, should
be helped in the most respectful and relaxed way possible. The
person should continue to feel as a valued member of the family rather than a patient that needs help to eat. Follow the person’s lead so you are helping them in ways that are supportive
and comfortable.
When helping someone to eat, the food should be bite size.
Spoons should only be two-thirds full. Older people’s tongues
are shaped differently and, therefore, should not be spoon fed
in the same way as younger people. Put smaller amounts in
the side of their mouth and ensure the person swallows twice
before giving more food to avoid choking. Straws that bend
near the top can be very helpful to minimize spills. The pace
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should be leisurely. Clear the tray away as soon as the meal is
finished.
Sitting up as straight as possible at the table or in bed with
the head leaning forward is very helpful in preventing choking. The airway is more relaxed and open in this position. If
possible, have the person sit up for about 30 minutes after the
meal to encourage good digestion and minimize food coming
back up.
If the person is having trouble swallowing liquids or food,
speak with a professional. They may recommend that you
thicken liquids to trigger the “swallowing reflex” and to put
food in a blender to make it easier to swallow. Ensure the person swallows twice to get any food that may be caught at the
back of the palate or throat.
The room where the person is eating should be at a comfortable temperature.
The food and drink should be the right temperature for the
person. Warn the person if any food or drink is very hot. Check
to see if it is possible for the person to have their usual wine,
coffee or other drinks with their meals.
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11
TALKING WITH YOUR DOCTOR AND
OTHER CAREGIVERS
Understanding the Doctor and Other
Professional Caregivers
There is a natural apprehension by many toward anything medical. In the past few years, however, there has been a heightened
awareness that everyone benefits when the person and family work
together with their professional caregivers. Open and honest communication relieves the person and family’s anxiety, while the doctors and caregivers feel more job satisfaction and less personal stress.
Caregivers have stresses that everyone can help diminish by
working together. For example, the stresses of many professional
caregivers include:
■ Heavy workload (it isn’t enough to be a health care provider
these days; you must also be a business person, a politician
and a bureaucrat).
■ Deciding how much patients should know about their illness
(although most people prefer to know the truth about their
illness, there are those who prefer that the doctor not tell them
the complete truth).
■ The increasing administrative requirements of governments
and insurance companies.
■ Little time to learn new treatments and methods even though
some professionals (e.g., doctors) must study a certain number
of hours per year to keep their license.
■ Little time for personal stress reduction.
■ Increasing numbers of lawsuits.
■ A decreased public respect for medical professionals in general.
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Some eminent doctors have written about doctor-patient relationships. Sir William Osler, 19th century Canadian doctor, diagnostician and scholar believed that it is more important to know what
type of patient has a disease rather than what type of disease a patient has. He gave his patients little medication but lots of optimism.
Norman Cousins in his book, The Anatomy of an Illness, describes
a visit he had with Dr. Albert Schweitzer in Africa. Schweitzer explained his philosophy of medical practice. He believed that people carry their own doctor inside of them. They go to a doctor because they do not recognize their own strength. A doctor’s greatest asset is their ability to bring out the doctor within each patient. By helping patients gain a sense of personal control over their
lives, doctors can also have a professional satisfaction that they
are making a positive difference in the lives of their patients.

Understanding People Who are Ill and
Their Families
Quality total care looks at the physical, emotional, spiritual and
information needs of the person who is ill and their family members caring for them. Studies show that people who are ill want
many of the same things including:
■ To be pain free.
■ To be alert and aware of what is happening to them.
■ To have the companionship of their family and friends.
■ To be accepted as the person they have always been.
■ To maintain their individuality.
■ To not be a burden to their family and caregivers.
■ To have familiar things around them: photos, plants, music,
flowers, favourite food, pets.
■ To be cared for with love and respect.
■ To have their family get the support they need to help the person staying at home.
■ To have enough information to make informed choices about
their treatment and care.
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People who are ill and their families must accept responsibility for encouraging improved communication with their professional caregivers because an uncooperative relationship affects the
patient and family most directly. This is not always easy because
some people have a real fear of anything medical. They may have
an uncooperative caregiver or they may have family problems that
prevent good communication.
Of course some communication problems between someone
who is ill and their professional caregivers come about because
the person has few family or friends to support them during discussions with professionals. They may have outlived their spouse
or partner, their children may not live nearby or they may be isolated because of a lack of services for our growing number of elders.
They can be quite overwhelmed with the well-meaning care of a
diverse group of professionals with little support to make sense of
their condition, their needs or their personal care at home. These
people may fall through the cracks of our health care and home
care programs. Extra diligence on the part of professionals within
health care facilities and home care programs is necessary to help
these people find more natural supports within their communities.

That sense of control improves an ill person’s self-image and decreases their anxiety.
People who are ill are always present for every symptom, test,
treatment and appointment over the months or years of treatment.
They can offer vital feedback on their present treatments, feelings
and fears and must never be ignored.
People who are ill must be encouraged by professional
caregivers to express their needs and to help the caregivers determine further treatment.

What Doctors Can Learn From You
There are many things doctors can learn from the person who is ill
and from their families:
Facts about the person’s condition (this seems obvious but
some symptoms are not adequately addressed by the doctor because the person does not talk about new symptoms, there are time
constraints or the doctor or person makes assumptions about the
condition).
New treatments that you have read about in a popular magazine or seen on a television program that the doctor has not investigated. Sometimes, these treatments are not proven but discussing them can get everyone more involved in treatment decisions.

Some Do’s and Don’ts of
Improved Communication
From the doctor and other caregivers’ points of view there are
proven techniques that people can use to improve the
patient-caregiver relationship.
Some Do’s
Some people will choose not to try the following suggestions
and, in effect, choose not to communicate and cooperate. Whether
we agree with their decisions or not, it is their decision and they
must be respected unless they injure someone else.
■ Know their caregivers’ names and help them remember theirs.
■ Communicate with them about their physical, emotional, spiritual and information needs.
■ Cooperate fully once a decision on treatment is mutually decided.
■ Write down the important questions to ask (usually in groups
of three) and record the caregiver’s answers or bring a loved
one along and let them record the answers.
■ Respect the caregiver’s time while expecting the same in return.
■ Ask specific questions rather than, “Why did this happen to
me”?
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Offer a time limit for discussion (e.g., 8 minutes) and stick to
it. In this way you build up a trusting relationship with the
caregivers and they know you respect their time.

Some Don’ts
Some don’ts include:
■ Don’t ignore medical instructions after a mutual decision has
been made.
■ Don’t ask too many questions, over and over again. It is better
to record the professional’s answers.
■ Don’t bring up questions about other family members and
friends in hope of free medical advice.
■ Don’t keep telephoning with questions to one caregiver that
can be better answered by other experts such as a nurse, pharmacist or therapist.
■ Don’t wait to communicate new pains or negative symptoms
until they have become serious.
■ Don’t forget to communicate emotional and spiritual needs
rather than putting on a brave face.
■ Don’t get a second medical opinion without first telling the
principal doctor.
■ Don’t follow other medical or alternative therapies without
consulting the principal doctor because the different therapies may conflict. If your doctor disapproves and you still want
to try alternative methods, get another doctor who is more
comfortable working in this way.
■ Don’t forget to treat the caregivers with respect or concern.

The Differences Between Family Physicians
and Specialists
Your family physician is responsible for your initial care and diagnosis and for follow-up after treatment by specialists. Some are
able to go to the hospital and speak on your behalf with their col-
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leagues and others are not depending on the rules within your
health care community.
Your specialist(s) are responsible for the diagnosis and treatment of specific illnesses or conditions. When you have more than
one condition or illness, you will have several specialists who may,
or may not, talk to each other about your care.
Specialists plan your treatment and family physicians help
explain and monitor treatment and send you back to specialist(s)
for further care, if necessary.
For both types of physicians you will have initial appointments
of about 15-30 minutes and then follow-up appointments of about
5-6 minutes. This time is valuable so use it well. You need to write
out your questions and concerns and have a family member or
friend come with you to write down the answers during the appointment.
Some Tips When Dealing With Specialists
■ Bring a summary of your medical history with you to each
appointment, especially what has happened in the last year.
■ Bring your drugs with you to every appointment so doctor
can verify the drug and dosage and see what other physicians
have prescribed since last you met.
■ Ask your specialist for either written material or references
where you can get more answers to your concerns and questions. For example, if you have recently been diagnosed with
diabetes, your specialist cannot explain everything about the
condition in a short appointment but can provide you with
written material, perhaps even a video or audiotape with common information you will need to know or refer you to a specific patient information clinic. Once you know more about
your condition, you can discuss specific concerns not answered
in the general information.
■ It may be hard to reach your specialist when you are in the
middle of treatment. Here are some tips:

84

■

■

■

■

CARING FOR LOVED ONES AT HOME

If you are in hospital, ask the charge nurse to contact your
specialist for you or ask to speak to the physician whose name
is on your wristband who is responsible for coordinating your
care while you are in the hospital. You may also ask the charge
nurse or specialist when they are usually at the hospital so
that you can contact them at that time rather than when they
have office hours.
If you are at home, ask the nurse/receptionist in the office to
have the specialist call you. Many specialists do not mind talking to you once a day during a particularly difficult time for
you but more than that is too difficult for them to manage.
You should only call them when they are the only person who
can help (versus talking with a nurse, home care case manager, social worker, pharmacist, physiotherapist, etc.)
Have only one family member act as the family’s spokesperson so that the physician does not have to give the same answers to each family member. Ideally this person is flexible
enough to be at the hospital when the physician has rounds
and has some understanding of health care.
Arrange for a family meeting with the specialist (or specialists
if more are involved in the care), responsible nurses and other
professionals to deal with unanswered concerns and questions.
The hospital social worker may coordinate such a meeting.
If you have concerns, write them out for the charge nurse or
office nurse/receptionist so that the physician can prioritize
their calls. You can imagine that many people want to speak
with the specialist so they have to decide who gets called first.
They often make their calls at the end of their office hours.
Also leave them the times of day when you are easiest to
reach and the telephone number.
Some physicians will give out their e-mail address so questions
can be answered by e-mail. This is particularly helpful for factual type questions like “When should I be taking these various drugs during the day and do I take them with food or not?”
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It is not helpful to show up to an appointment with a large
pile of research you have done at the library or on the Internet.
Narrow down your questions and ideas to reasonably fit into
the time you have. Many physicians subscribe to their own
Internet sources for up-to-date medical information. Ask them
to print off relevant sections for you.
Your specialist does not control the resources of the hospital
so their operating room time and the tests that need to be
done are not always under their control. The more senior the
physician, the more control they have over scheduling. However, emergencies and unexpected equipment delays or repairs play a large part in who gets what treatment or test and
when.
If your concerns are urgent or you have had difficulty getting
hold of your physician, become more assertive and make reasonable demands with deadlines so that the physician understands your urgency. If you cannot be assertive yourself, then
ask your family spokesperson to do so. It is a universal truth
that people often respond to patients with the greatest need
or the loudest demands (the ‘squeaky wheel gets the grease’).
If you are reasonable and assertive, you will have a better chance
of having your concerns and needs met.

Resolving Communication Problems
When open communication does not seem possible, there are other
options available. If the problem has become serious, bring in the
community or hospital social worker or the hospital discharge
planner or home care case manager to see if improvements can be
made. Other caregivers such as a cleric, nurse or psychologist may
also be helpful.
When the communication cannot be improved, the person and
family can do one or both of the following (although I recognize
that during such an emotional time these suggestions will not be
easy to follow):
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Change specialists or doctors on the advice of another
caregiver.
■ Change hospitals or the service you are using.
If there are no alternatives available where you live, ask a family member or friend to become an assertive advocate on your behalf to speak to the caregiver or the organization’s president or
executive director. The advocate must not stop until they are successful.
If it is the person or family that is uncooperative, the doctor
might recommend a different doctor or hospital. She must legally
continue care until her patient has found a new doctor.
Many communication problems are not always one person’s
fault. People have different personalities and for whatever reason,
some people do not communicate well with each other. If both
people recognize the problem and accept the situation, the caregiver
can help find someone to replace him.
In the case of family members, a doctor may find it easier to
speak to a single member of the family rather than the whole family. Recognizing that the person is the doctor’s most important
concern, the family can arrange to choose a member to act as
spokesperson and minimize the time a doctor needs to spend with
the whole family.
After all the studies have been read, the personal experiences
related, and the advice given, the underlying principle of total care
of the person who is ill or recovering remains co-operation between patient, family and caregiver. A mutual respect and understanding of each others’ feelings and needs will result in a fuller
life for the person who is ill and a personal satisfaction for the
family members and caregivers that they have helped the patient
to the best of their abilities.
■
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POWERS OF ATTORNEY
Powers of Attorney give written directions about what a person
may want in different situations. As legal tools they leave many
unanswered questions. As communication tools, they encourage
people to talk about what they want and still leave enough room
for flexibility as situations change.
A Power of Attorney document gives a designated family member or another trusted person the right to make legal decisions in
situations where the person cannot decide for themselves.
There are generally two types of Power of Attorney forms: (1)
dealing with personal care concerns including health care decisions (treatment and services), home care decisions, food, living
arrangements, housing, clothing, hygiene, safety and life and death
decisions, and (2) dealing with financial, banking, insurance and
other legal issues.
The financial power of attorney takes effect immediately
upon signing unless you specify otherwise (e.g., only when you
become legally incompetent to make financial and legal decisions
yourself). The personal care power of attorney comes into effect
when you cannot make decisions any more (e.g., in a coma or you
are legally declared incompetent).
It is also often suggested that one person should not have authority over both these general categories as there may be a conflict of interest. For example, one might be less likely to demand
certain medical interventions if they know it will deplete a person’s financial savings. By splitting up the two categories, there
are at least two people who can speak up for the person who is ill.
This may not always be practical when the person has only a spouse,
child or friend to act in both capacities. It is especially important
in this circumstance to have honest and open communication
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about what the person does, and does not, want done in various
situations.
The person you designate is often referred to legally as a substitute decision maker. There are rules about who cannot act as
your substitute decision maker and who cannot witness your power
of attorney. Ask your lawyer for advice or use the forms approved
by your province and state that list who can, and cannot, act for
you.
If you travel a lot and are likely to be outside your province or
state, you should get a lawyer to look into whether your powers of
attorney will be valid in the places you intend to visit.
Each province and state has different rules in place about Powers of Attorney. Get a legal form from either bookstores, government offices, libraries, software packages, or through your lawyer.
You can make up your own form but make sure that you follow your local governmental regulations about the correct format
of these legal documents to minimize errors.
The difference between power of attorney and substitute decision making forms? – legally, none. The power of attorney document states who will make substitute decisions for you. There are
also documents called Living Wills. These documents state in writing what you want done in certain medical emergencies (e.g.,
whether you want to receive blood transfusions, be resuscitated if
you stop breathing, put on life support systems temporarily). Personal Powers of Attorney do the same thing with the added benefit of appointing a legal ‘attorney’ or ‘substitute decision maker’
to ensure that your wishes are followed during a medical emergency.
Sample wording of a Personal Power of Attorney:
I, _______, revoke any and all previous power of attorney for
personal care made by me and appoint _______ (one or more
people) to be my attorney(s) for personal care in accordance with the laws of my government. These attorneys will
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act…(you choose either separately, e.g., either can decide
for you or jointly, e.g., they have to agree on all decisions).
If any or all of my attorney(s) cannot or will not act on my
behalf for whatever reasons, I appoint _______ name(s) to
act in their place. My attorneys have the authority to make
all personal care decisions on my behalf if I am mentally
incapable of doing so myself including the consent or refusal for treatment decisions. The following are specific instructions, conditions and restrictions on their authority to
make decisions for me…(you don’t have to be specific but
may want to describe aspects of care that are very important to you, including which treatments you want to have
done and which you do not.)

Different jurisdictions have different rules about the wording, who
can act on your behalf and who cannot, and how the document
needs to be signed. For example, the law may require that you have
to sign and date the document yourself and have it witnessed by
two others.
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13
UNDERSTANDING YOUR
CONDITION
Questions Doctors Need Answered
You will probably see many doctors, nurses, pharmacists and other
caregivers during the length of an illness, medical condition or recovery. They all want some of the same answers to the following
questions. If you have written them down in advance, it can save
you some time.
■ What concerns you about your condition today?
■ What is the history of this condition?
■ Where in the body did the pain/symptom begin?
■ When did it start (date and time)?
■ On a scale of 1-10 with 10 equalling the worst pain you have
ever had (e.g., broken arm, appendicitis) how do you rate your
pain?
■ Describe any other symptoms you have had.
■ What were you doing at the time of the pain/symptom?
■ To what degree does your pain/symptom limit your normal
activities?
■ How long does the pain/symptom last (an hour, all day)?
■ Is the pain/symptom constant or does it change?
■ Does the pain/symptom stay in one place or spread out to
other parts of your body?
■ What makes the pain/symptom worse?
■ What makes the pain/symptom better?
■ How do the following things affect your symptoms: bowel
movements, urination, coughing, sneezing, breathing, swallowing, menstruation, exercise, walking and eating?
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What do you intuitively feel is wrong?
Do you have any other information that might help me?

Your Questions About Tests
Even though you are at home now, you may need to return to a
hospital or clinic for further tests and treatments. The following
questions will help you to understand your condition and have
some control over what happens to you. That control will probably help you recover at home faster.
Studies have shown that people who are aware of the physical
effects of a test or treatment are less afraid and recover more quickly
from a difficult procedure than patients with little or no advanced
information. Although caregivers may not have had a particular
test themselves, they can usually provide fairly detailed information based on other people’s experiences and the medical literature on the specific test or treatment. It is important for a person
to understand why a doctor has recommended a test and how the
test is done. The following questions can be asked of a doctor, nurse
or technician to help the person decide whether or not to consent
to the test.
■ What is the purpose of this/these tests?
■ What do you expect to learn from these tests? Will the results
change my treatment in any way?
■ What will the test feel like (any pain or discomfort)?
■ What are the common risks involved in these tests?
■ Are there any after effects of these tests?
■ Can my spouse/child/friend come with me? If not, why not?
(The medical world is slowly changing to allow someone to be
with the patient during difficult tests. The change toward this
system is similar to how fathers are now permitted into delivery rooms.)
■ Can I return home or to work after the test?
■ When will I get the results of these tests? Can I see you to go
over them with you?
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What will happen to me if I choose not to take these tests?
What are the chances of error or false positive/negative results?
Some tests have a high incidence of ‘false positives’. Often tests
cannot be definite but they can help doctors know if they are
on the right track.
What are the costs involved, if any?
Other questions?
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Your Questions About Medications (Drugs)

■
■

You may ask your pharmacist or doctor the following questions.
Some information is included with the medication. People are responsible for thinking about these questions whenever they are
asked to take new medication. Keep in mind that people react in
different ways to medication. Also remember that not following
the instructions carefully may lead to poor or even dangerous results.
Some of the answers to the following questions can be found
in any of the standard pharmaceutical books listed in the reference section. If your pharmacist or doctor cannot answer your questions with enough detail, check with one of the reference texts.
■ What is the name and purpose of these drugs?
■ What do the drugs actually do inside my body?
■ Will the generic drug absorb in the same way as the name
brand drug? If not, do I need a different dosage or different
drug?
■ How often do I take them each day and for how many days?
■ What food, liquids, activities and other medications should I
avoid when taking these drugs?
■ What are the effects of mixing my various drugs together?
■ What are the common and less common side effects of these
drugs?
■ How can these side effects be controlled?

■
■
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If this drug is a narcotic, should I also be getting a stool softener and/or laxative and eating more fibre and drinking more
liquids to prevent constipation?
When should I return to give you feedback about the effectiveness of the drugs? How do I know when I should call you
if the drugs produce side effects?
What will happen if I choose not to take these drugs?
What are some alternatives to taking drugs for my condition?
Is there a less expensive generic version of these drugs?
What special storage instructions should I follow? Pharmacists usually label medication with specific instructions but
you should be sure that the labels are present.
Can this prescription be repeated without coming to see you
again?
What are the costs involved? Many prescriptions are never filled
because people do not tell their doctors that they cannot afford the medication.
Do you know if my medical insurance covers any of these costs?
(Ask your insurance agent or government insurance official
this question.)
Other questions?

Questions to Your Doctors About
Your Condition
Once you have been physically examined and appropriate tests are
done you will talk with your doctor about your condition. Your
family doctor, as your advocate and mediator in the medical world,
should help you understand the medical system. Why and how are
tests done? What does the diagnosis of your condition mean to
you? What treatment alternatives are there? What is the prognosis
(prediction of the probable course of a disease) for your condition? What types of support (financial, physical, emotional and
spiritual) are available to you?
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Try to get your family doctor actively involved if you have trouble understanding or talking with your specialists. Always make
sure that you understand what your doctors are saying. It is common for them to use terms you may not understand. Doctors had
to learn what these terms meant when they went to school, so they
can help you understand them too.
In order not to waste your doctor’s time, it is important to ask
specific questions. If you know your family doctor well, you might
give him a copy of the following checklist of items that you want
answered, especially if your situation has changed dramatically
since your last visit.
Fill in the answers to your questions (or get a family member
or friend to do it for you) so you do not have to repeat the questions at a later point. Also ask for reference material that might
answer some of the questions for you. This reduces the time commitment of your doctor and allows you to return later with even
more specific questions and concerns. There are times, of course,
when your doctor cannot give you specific answers because your
disease may not be predictable. However, your doctor can offer
some educated guesses with recommendations of where you can
go to get further information.

The Disease Itself
■ Based on your experience and medical studies, what is the usual
progress of this disease?
■ What can I expect next?
■ What other parts of my physical and mental abilities will be
affected?
■ Other questions?

Diagnosis
Diagnosis is not an exacting science because there are too many
unknown variables. This is why second opinions are sometimes
necessary. Doctors can usually provide an accurate diagnosis with
illnesses and conditions that have exacting scientific tests. One
must be careful, however, that the test was done accurately and
that the conclusions are confirmed in serious conditions before
making major treatment decisions.
■ What do I have?
■ How did I get it?
■ How can I prevent it from happening again or getting worse?
■ Other questions.

Infections
■ Can I give this illness to others and if I can, how would they
get it from me?
■ Other questions?
Other Possible Diseases
Could the test results and symptoms indicate a different disease than the one you mention?
■ Other questions?
■

Treatment
■ What treatment do you suggest?
■ How does the treatment work?
■ How will I evaluate its success or failure?
■ How long after I begin the treatment should I see you again to
report any progress?
■ How often will I need the treatment?
■ What are the side effects to this treatment?
■ What are some of the medical and non-medical alternatives
of these treatments?
■ Other questions?
Prognosis
Prognosis is a prediction of the probable course and outcome of a
disease or condition. It is not an exacting science. While you want
to know what is probably going to happen to you, there are many
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variables that may give you a different outcome than what is expected in other people. Your body, mind and spirit are unique and
what happens to you may be very different than what happens to
other people.
■ What is the expected outcome of this illness?
■ What will happen if I choose not to treat this illness through
medication, surgery or other treatments?
■ What are the long-term effects of this illness?
■ Will I have pain as the disease develops?
■ What is an educated guess to how long I have to live?
■ Other questions?

Questions When You Go to a Hospital
When you go to a hospital, it is important to remember that you
are there to receive a service. You remain in control of that service
by consenting to, or refusing, the tests and treatments offered to
you. You can refuse any and all treatments and tests offered you if
you wish, unless you have a communicable disease that may harm
others.
■ If English is not my first language, is there anyone I can speak
to in my own language to help me understand my medical
care?
■ What is the name of the admitting doctor who I can call if I
need help? Who is the doctor in charge of my case and how
can I reach them?
■ Is the doctor in charge of my case a specialist, intern, resident
or medical student?
■ What special rules and regulations should I be aware of while
I am in this facility?
■ What is the discharge procedure for leaving this facility? (You
can leave whenever you decide but it may be against a hospital’s wishes.)
■ Is this a teaching hospital, and if it is, will anyone request that
I participate in a research or educational program? (You have
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the right to consent or refuse to be part of any research or
education program.)
Does the hospital have a patient advocate office or social
worker who can answer any of my questions about hospital
procedures?
What costs are involved in my hospital stay, if any?
Other questions?

Questions Before Surgery
Surgery is a frightening thing for most people. If people understand the reasons for surgery, the procedures that are followed and
the results they can expect, then their fear and anxiety is greatly
reduced. Studies have shown that people who understand what is
happening to them recover more quickly and often feel less pain
because of reduced anxiety.
■ What are the benefits and risks to this surgery?
■ What are the alternatives, their benefits and risks?
■ What is the prognosis if I choose not to have surgery?
■ What are the risks of anesthesia in my condition? When will
the anesthesiologist meet with me to explain the procedures?
■ What is the success rate for this surgery? What is the doctor’s
own success rate with this surgery?
■ What are the pre-surgery procedures?
■ What happens during the actual surgery?
■ What are the post-surgery procedures?
■ Will I have much pain and discomfort after surgery?
■ What things can I expect to see so that I am not worried when
I wake up, e.g., will I be on a ventilator, will I have blood transfusions, and will I be in the intensive care unit?
■ What is the expected length for my recovery from surgery?
■ How soon after surgery can I go to the bathroom, eat, walk,
go home or to work, have sex, smoke and drink alcohol?
■ What are the names of the surgeons who will be operating?
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Will there be any medical students operating? (You have the
option to refuse treatment by anyone other than your surgeon.)
What are the costs involved, if any?
Other questions?
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JUDGING THE VALUE OF HEALTH
CARE NEWS REPORTS
The media is filled with the latest news about health care studies
and how they can affect your health and the health of those you
love. Some reports are more valid than others. Here are some tips
on what information is more trustworthy than others:
Check to see who sponsored the study. If a drug company or
food company sponsors a study that shows that their product
should be used by consumers, be cautious. Find out if they have
independent sources to confirm their claim.
The size of the study is important. Some health care reports
are based on a study of only a few people. Studies can be better
trusted if they involve a lot of people with similar health care and
cultural backgrounds as you. For example, a study of a few hundred people in Russia or Latin America may be relevant, or not.
The study participants’ diet and exercise norms may be more important than any medication they might have been taking in the
study.
Some studies are based only on animal studies. To be really
useful information to you, the study should involve human testing.
Some medication studies, for example, are more reliable based
on how they conduct their research. Here are the different ways
they can be done from more reliable to less reliable:
■ Double-blind study means that both the participants and the
researchers do not know who is taking a medication and who
is receiving a placebo (the control group).
■ Randomized study has the researchers randomly assign which
participants get the medication and which get the placebo.
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Clinical trial where humans are tested on the effects of a drug,
treatment or procedure with no control group.
■ Prospective study has researchers choose healthy people and
follow them over time to see what effects lifestyle (e.g., diet,
exercise, ‘bad’ habits) have on their health. These studies can
be very helpful if they are done over many years with large
populations but may be restrictive in their application to individual patients. For example, following 10,000 healthy teachers may yield helpful information for the general population
on some aspects of lifestyle but one has to wonder if the teachers’ economic and educational backgrounds may affect the results and its applicability to less educated or poorer people.
■ Retrospective study whereby researchers examine medical
records or interview patients to see if their medical history
shows potential links to a disease. Depending on how detailed
the study, the researchers may come up with links that are not
accurate. For example, if more than 75% of patients with lung
cancer also rode their bikes more than 3 times a week, does
that mean there is a direct link? Of course not.
One way to ensure that the study is more reliable is to see if it
was published in a highly valued journal and whether the results
were reviewed by other experts in the field to ensure the study was
done well and truly applies to a larger population. Even in such
journals, some studies have slipped through the cracks with conclusions that do not hold the test of time and human experiences.
■
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CREATING YOUR OWN
SUPPORT TEAM
June Callwood’s book Twelve Weeks in Spring tells the story of
Margaret Frazer. In 1985 Margaret was dying of cancer and did
not want to go into hospital or become involved in a formal palliative care program. June Callwood and other friends recruited close
to 60 friends, acquaintances from Margaret’s volunteer work,
church, and other volunteers to help her stay at home until her
death. They provided practical help as well as physical and emotional comforts. Margaret’s doctor, Linda Rapson, was part of this
‘support team’ and provided the others with information to help
Margaret stay as comfortable as possible. Near the end of
Margaret’s life this support team gave round-the-clock care and
support.
From that experience several of Margaret’s friends from the
Church of the Holy Trinity and other volunteers established Trinity Home Hospice in Toronto to help people who wanted to keep
as much control over their lives as possible through an informal
hospice program. The volunteers at Trinity Home Hospice provide practical care and supports during weekly four-hour visits with
someone who has a terminal or life-threatening illness. These volunteers are not trained medical staff (although some volunteers
have professional backgrounds) nor is their purpose to replace
home care and homemaker supports available through government
health care. Their purpose is to provide the kind of practical help
and emotional support that friends and good neighbours have provided for each other for generations.
Over the years, several Trinity Home Hospice staff have helped
in preparing this information on support circles/teams. Beth
Pelton, Elaine Hall, Blair Henry and June Galbraith have been par-
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ticularly helpful about how people could design their own support teams to allow them the most control and flexibility when
they had a terminal or life-threatening illness.
Not everyone wants to receive care through a formal program
and others do not have adequate programs available to them. Developing a support team may be one alternative open to such people.
The following ideas are not in any specific order. You might
use some or all of the following ideas to develop a support team.
Take only those ideas that apply to you and change or add ideas
that meet the specific needs of the person getting care. Remember
that a support team is only effective when the person agrees with
the idea and participates in making decisions.
Keep in mind that the support team idea can be used in many
different ways. It can also be used for someone who has a chronic
illness; for someone (old or young) living at home alone and needing extra help to stay in their own home; for a parent who wants
some time away from the children once or twice a week; and for
people who want to increase their circle of friends. In other words,
do not be limited by the ideas presented here.
I use the word friends to include family members and friends
who do not live with the person, as well as volunteers who over
time will probably become friends of the person.
It helps to have one or two friends act as the coordinator(s) of
the support team. This person is generally not the spouse or closest loved one. The coordinator is responsible for organizing everyone’s schedule for visiting the person. Freeing this responsibility
from the closest loved one allows that loved one to concentrate on
the person rather than on the day-to-day details of scheduling and
answering phone calls. It also gives the person and loved ones more
time to relax, go out for walks, eat together quietly, and make plans
for themselves and their family.
How do you recruit enough friends? How many do you need?
Beth and Elaine suggested that a coordinator ask other friends for

their help in visiting the client. As a coordinator (and not the patient or immediate family) people may feel freer to say no if they
do not want to participate. In this way there are no hard feelings.
People can be recruited from the family, friends and work colleagues who live in the area; people from clubs and organizations
that the person belongs to (e.g., service clubs, volunteer work, veterans groups), and where the person worships. Another group that
is often overlooked is neighbours. Neighbours are often willing to
drop by with some food, help with running errands, cleaning up
the outside (e.g., shovelling snow, mowing the lawn), or popping
in early in the morning or late at night to help the person with
getting up or going to bed. Friends, family and neighbours may
also help with basic child care, help people get to appointments,
bring someone over to their house for a change of pace and more.
The more specific and time-limited the request, the more likely
someone will say, “Oh sure. I can do that.”
The number of friends one person might need depends completely on the person and family’s needs. Some people only want
and need the help of a few close people. Other people may need
more help, especially near the end of an illness. Trinity Home Hospice often schedules people in the following way if a person needs
round-the-clock care – in weekly four-hour shifts. They find that
this fits in well with other community supports to ensure seamless, 24-hour care for the person who is ill. The following is a general schedule. The shifts can actually be slightly longer or shorter
depending on the circumstances and needs.
8 a.m.-12 p.m.
12 p.m.-4 p.m.
4 p.m.-8 p.m.
8 p.m.-8 a.m. (night visit by a friend if possible and necessary)
If a friend wishes to stay overnight, it works best if the friend
brings their own linen or sleeping bag and often a change of clothes
so that they can leave directly from the person’s home to go to
work or back to their own home to start the day.
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If this schedule is followed it requires four people a day (other
than the immediate family that lives with the person) or 28 people
a week. Except for the night person, everyone commits to only a
four-hour visit once every week. Of course, some people want to
participate more often which cuts down on the number of people
you need.
It is helpful for everyone on the team to have the monthly
schedule and a list of all team members and their telephone numbers. Encourage team members to find their own replacements if
they cannot make an appointment and let the coordinator know
about any changes to the schedule. Such thoughtfulness can save
hours of frustrating telephone calls and communication problems.
As well as visiting the person at home, friends often meet once
a month, or more often depending on the need, to compare notes
and feelings. Often the person getting care participates in these
meetings or they may ask one of their family members to go. These
meetings are held in the person’s home or elsewhere depending
on the person’s wishes and the space available.
What qualifications must a friend have? A friend is there to
provide emotional support, practical help and companionship and
to lessen the fear and isolation of the person and their family. Trinity Home Hospice states some of their qualifications as follows:
motivated to help without interfering; emotional maturity; tolerance for different social, cultural and religious beliefs; warmth, empathy, tact and discretion; flexibility; dependability; good listening skills; ability to work with others as a team member; different
talents and skills (e.g., from past work experiences and hobbies);
and a sense of humour (it is helpful not to take yourself too seriously). The key is to be there for the person and not to fulfill your
own, unspoken needs – to provide unconditional support and compassion.
Trinity Home Hospice recommends that clients use the services offered through the Home Care Program and homemaking
services where available. These services depend on the area you live

in and may include: visits by nurses, physio/occupational therapists, social workers; homemaker help (e.g., to cook some meals,
do dishes, do shopping and some light cleaning); and overnight
nursing if available.
A logbook is a helpful communication tool when more than a
few people are involved in providing support at home. In this log
book volunteers, professional caregivers (family doctor, visiting
nurses) and family members write notes about the likes and dislikes of the patient and other information that needs to be passed
on to different people. The person who is ill often reads the comments and adds comments of her own. Some people who are ill
like the idea of a logbook and others do not, so check before hand.
The book should also include information about what to do in an
emergency, the person’s provincial health care number, next of kin,
medications, name and number of the coordinator, and name and
number of family physician. If for some reason the person needs
to go to the hospital the logbook can provide up-to-date information. The book must be kept in a very visible and easy to find place
in the house. There should be a checklist of what to do in emergencies and at the time of death and who to call first, second, etc.
People writing in the book should begin with their name, date,
time, and length of visit. In point form, you might write the person’s activity level (conscious, unconscious); communication ability (recognizing, understanding, speaking coherently or not); eating during the visit; any pain or symptoms; their emotional state
or mood (restless, peaceful, worried about...), any activities you did
together or discussions you think others would benefit hearing
about. Family members can add their own notes about what they
heard the doctor or nurse say during their visit.
The logbook is also used to write questions that someone else
can answer during a later visit as well as questions you want someone to ask the doctor or nurse during their next visit. There can
also be questions or comments to people you know who will visit
later such as, “Please make sure that Mom gets the herbal tea rather
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than the plain one”, or “Please check the electric box to see if we
need a new fuse for the kitchen”, or “Please add the following items
to the grocery list.” You might also include a ‘guest book’ portion
of the book where guests write in inspirational, spiritual, or funny
thoughts or memories of times spent together, etc.
The logbook belongs to the patient and their family. Anyone
may read it, so make your writing legible. Do not include confidential information or discussions that others do not need to see.
If you include specifics of a conversation, ask the person for permission first.
Recognize that not everyone who wants to help the person
will be accepted, for various reasons. If the person prefers not to
have someone come to their home, the coordinator tells the person that the person’s wishes are paramount and should not be
taken personally. Some people do not ‘click’ and that is all right.
That person might still participate indirectly by cooking some
meals, answering phones, etc.
Recognize that whenever a few people get together there are
tensions, misunderstandings and mistakes. People are doing their
best but may do little things that annoy each other. Recognize these
stresses and discuss them with others on a one-to-one basis or at
general meetings if the problem goes beyond a few people. An example is people who enter the person’s home without taking off
their shoes. This custom is perfectly acceptable in most people’s
homes but unacceptable in other homes. Knowing these little
things help make the experience more positive for everyone. The
key is to remember that you are visiting someone’s home where
they are used to certain routines and behaviours. It is quite different from visiting that person in a hospital where their routines
must blend in with the hospital’s routines. You are a guest in the
home.
It is sometimes difficult to draw the line between giving support and making decisions for the person. Regardless of your views
and wishes, you must, as a friend, follow the wishes of the person

as best you can. If you strongly disagree with a decision the person
has made (on ethical or personal grounds) try to get another friend
to be with the person. Call the coordinator to make different arrangements so that you do not have to do something against your
strongly held beliefs. At the same time, the person does not have
to give up control over their life to make you happy. This line between providing support and making decisions should be discussed
at most general meetings to help remind people of this gentle, yet
vital, balance.
If the person is ill for a long time there will be friends who
come and go because of other commitments. When new people
come it is difficult at first for them to fit into what has probably
become a tightly knit group. For the person who may be more ill
than when the team began, it is one more person coming into their
life and home. Recognize some of the difficulties and provide extra support to both the person and new visitor.
Friends hear confidential information from the person who
is ill and their family members. All this information is confidential and must not be repeated to anyone without permission. This
includes one’s own family and curious neighbours. The smaller
one’s community, the harder it is to keep information confidential. Confidentiality is a useful topic to discuss at a group meeting
to ensure the patient’s privacy.
Use the talents you have rather than try to learn many new
ones. Find people who have the skills and interests you miss so
that you can concentrate on giving your talents to the person. For
example, you may enjoy reading and writing and can help the person with their mail or read a book with them. Someone else may
help without being with the person who is ill. They may enjoy cooking, cleaning, gardening, walking the dog, or running errands without having to spend time with the person. Other people may enjoy
helping the person eat their food, doing arts and crafts together,
or doing bookkeeping, financial or legal work together (or alone).
Still others may enjoy helping the person bathe or go to the bath-
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room. ‘Being there’ is also a wonderful gift. Sometimes people don’t
want to talk, listen or do things. They want to rest, think, pray or
daydream. Being there means that you do not interrupt but give
the privacy or companionship the person wants.
People who have a cold, flu or infection should not visit the
person until they feel better themselves. You do not want to pass
on an illness to the person.
At the first meeting of a Trinity Home Hospice Care Team,
several key points are highlighted for team members, including:
■ Remember that your purpose is to meet the needs of the person you are visiting, not your own needs.
■ It is important to remember that the person needs to be able
to give as well as receive.
■ Continuity of care is very important in functioning teams. We
need to act as a team, not a group of individuals. To lessen the
disruption to the person and their household, the delivery and
standard of care should be as even as possible. We can bring
our individuality to the team while acting as a single unit.
■ If in your professional life you are a nurse or health care provider, you need to be aware that in this volunteer situation
you have a different role to play. Your skills (personal and professional) are an asset to the team but they need to be complimentary to your role as a volunteer.
■ A care team requires committed and responsible team members to make it work.
Incorporate this into your life and give it priority in a way that
fits in with your other priorities, e.g., family and work.
When you make a commitment, stick to it.
Know your capabilities and respect your limits.
Use others on the team for support.
Confidentiality is critical.
Respect the person’s home. It is not just a place of caregiving
but their home. This experience is disruptive enough without
turning their home into a hospital.

CREATING YOUR OWN SUPPORT TEAM

■

■

■

■
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The coordinator of a team is the focal point for a smooth running team. They act as the centre point for information from
the person who is ill and all the care providers. This person is
the key contact to relieve the burden from the person who is
ill and their immediate family. If the team needs to know something quickly, the person only needs to call the coordinator.
Team members needing help or advice can look to the team
coordinator for this support.
Care team member roles may include:
Remind the person to take their medication.
Assist with meals.
Be a good listener (non-judgmental and patient).
Understand the difference between being a friend versus a
caregiver. As a friend you may challenge your friend about specific issues or concerns; as a caregiver you need to be there as a
helper and supporter.
Help to keep the household running smoothly.
Help with taking care of young children.
Help with running errands.
Take the person to appointments.
Respect the privacy of, and give support to, the primary
caregiver.
Make sure the person is safe.
Provide care and comfort.
In the event that you need emergency support while you are
on your shift, a list of telephone numbers are supplied to each
team member (see the logbook). Remember that you are not
alone. You are part of a team; help and support are often just
a phone call away.
To minimize caregiver stress:
Be realistic about your time commitments.
Use the logbook, phone contacts and attendance at meetings
to feel supported and improve communication.
Attend training programs in your community that may help
now and in the future.
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Discuss and deal with your own difficult issues, such as coping with balancing your support with home and work commitments, examining past issues in your relationship with the
person, dealing with anger or answering ethical questions.
Be mindful of basic infection control to protect the person
who is ill and yourself. Wash your hands thoroughly.
■ It is important to keep your commitment to do a shift. Arriving 10 minutes early will enable you to overlap with the previous caregiver. Try to stay 10 minutes longer at the end of your
visit. If you need to change your shift, arrange a swap with
another team member. Once the swap is arranged, call and
have it noted in the logbook at the person’s home. Make sure
the person and the team coordinator know about the swap. If
you cannot arrange a swap, contact the team coordinator for
help.
■ Unplanned visits, drop-ins and frequent phone calls can make
the home environment seem very chaotic. Energy conservation is an important consideration when someone is ill or recovering. If the situation at the home becomes too hectic, suggest scheduling visits from family and friends and encourage
people to have shorter visits when necessary.
■ Consider specific training in areas where you feel less comfortable. This is especially helpful when assisting someone to
move about, transferring them from their bed to a chair, or
with personal care. Your local home care organization can give
you information on training opportunities.
For more information on care support teams write or call Trinity Home Hospice: 25 King Street West, Commerce Court North,
Suite 1102, Box 324, Commerce Court Postal Station, Toronto,
Ontario, M5L 1G3. (416) 364-1666. Their Web site: http://
www.thh.on.ca
You may also want to check your phone book to see if you
have a local Citizen Advocacy organization in your area. Citizen
Advocacy groups have extensive experience helping people who are

ill, disabled, vulnerable or marginalized by bringing together community members who want to help others in practical and compassionate ways as friends. According to Cecile Lynes, Co-ordinator
of Toronto Citizen Advocacy, “citizen advocates are ordinary community people who are recruited specifically for a person we know
who is isolated, marginalized and vulnerable for any number of
reasons. Citizen advocates learn by listening to the stories of their
vulnerable friends, by walking in their shoes, by experiencing for a
time what life is like where their friends live or work or spend time”.
For more information about Citizen Advocacy, contact the author.
Many disease or condition-specific organizations also provide
different kinds of supports (e.g., cancer societies, Red Cross, Meals
on Wheels, friendly visiting services, community agencies and private home care agencies). Check your local telephone book or your
home care case manager for more information. The section Finding Out About Local Home and Health Care Programs also has helpful
information for you.
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allergist A doctor who also specializes in the treatment of allergies.
allergy A reaction to substances that may cause a rash, swelling or
more serious physical response.
alopecia Temporary or permanent loss of hair (may occur as a side
effect of chemotherapy).
ambulatory The ability of someone to walk. Ambulatory centres
refer to health care facilities where people go for part of a day
for treatment.
amyotrophic lateral sclerosis (ALS) A deterioration of the spinal cord that results in the wasting away of muscles. Also called
Lou Gerhig’s Disease.
analgesic A pain-relieving drug.
anaphylaxis An exaggerated, often serious, allergic reaction to proteins and other substances.
anemia A decrease in red blood cells or in the hemoglobin content of the red corpuscles. The normal count is 4.0 to 6.0 x1012.
anesthesia Total or partial loss of sensation from an injection,
ingestion or inhalation of a drug. General anesthetics put a
patient to sleep for a short time. Local anesthetics numb an
area of your body without putting you to sleep (e.g., dentist’s
anesthetic for a tooth filling).
anesthesiologist A doctor specializing in providing an anesthetic
during surgery and monitoring the patient’s vital signs.
aneurysm A swollen or distended area in a blood vessel wall.
angina The pain that results from not enough blood going to the
heart.
angiogram X-ray studies in which a dye is injected into the bloodstream to detect abnormalities in blood vessels, tissues and
organs.
anorexia The loss of appetite experienced by most people near the
end of their lives.
antacid A substance that neutralizes acid.
antibiotic Drugs that check the growth of bacteria but do not work
against viruses.

Never be afraid to ask a medical caregiver for the definition of
a term. They learned what the word meant when they studied
so they can easily explain it to you too.
The following list includes medical and legal definitions, descriptions of various medical specialists, and common abbreviations
used on medical charts and prescriptions. For a complete definition use a more extensive standard medical or legal dictionary.
abnormal Something is not considered ‘normal’. For example, a
temperature is abnormal if it is below or above the typical level.
abscess A sac of pus formed by the breakdown of infected or inflamed tissue.
a.c. abbrev. Before meals.
acupressure A method of pain relief using finger pressure on the
same points used in acupuncture.
acupuncture Chinese medical practice of inserting needles
through the skin in specific points to restore the balance of a
body’s energy flow.
acute Condition with symptoms that develop quickly, are severe,
but do not last long. Opposite to chronic condition.
acute care facility Hospitals and medical centres where patients
come for relatively quick care for sudden illness, surgery, testing or treatment. Opposite is chronic or long-term care or
hospice facilities.
addiction Uncontrollable craving for a substance with an increasing tolerance and physical dependence on it.
adjuvant treatment An added treatment to what is already being
done.
advance directives One of two types of legal documents that either give specific instructions or name a substitute decision
maker. They may describe what medical treatments a person
does, or does not, want under certain circumstances.
adverse effect Negative side effects of a treatment or medication.
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antibody A substance produced in our bodies to fight against bacteria.
anticonvulsant A medication used to prevent seizures.
antitussive A drug used to relieve coughing.
apnea Extended periods when breathing stops during sleep.
apoplexy (See stroke)
arrhythmia An abnormal heartbeat.
aspiration Fluid that gets into the lungs.
asthma A tightening of the air passages that leads to wheezing
and difficult breathing.
assets All of a person’s properties, including real estate, cash, stocks
and bonds, art, furniture, etc., and claims against other people (e.g., loans).
asymptomatic Someone without any symptoms.
atrophy A wasting or withering away of part of the body.
autopsy An examination of a dead body to determine the cause of
death; the post-mortem ordered by the coroner or medical
examiner.
barbiturate A type of sleeping pill.
barium enema Radiopaque barium (visible by x-ray) is put into
the lower bowel (colon) and rectum by an enema for an x-ray.
Also called a Lower GI Series.
bedsore A sore that develops when pressure causes inadequate
blood circulation to the skin. For persons confined to bed,
good skin care, repositioning, cushioning and some limited
activity are the best treatment. Also called decubitus ulcers.
beneficiary Person who receives a benefit from a will, insurance
policy or trust fund.
benign Non-malignant self-limiting condition that is not life
threatening.
b.i.d. abbrev. Twice a day.
biopsy An examination of body tissue with a microscope to help
in diagnosis. Tissue is removed from the body by surgery, insertion of a needle into tissue and other methods.

blood gas test A blood test to determine the level of oxygen and
carbon dioxide in the blood.
blood pressure Measures the force of the blood coming from the
heart against the walls of the blood vessels. (See hypertension)
The measurement is recorded as two numbers; e.g., 130/80.
bolus An amount given all at once.
bone marrow test A needle is inserted into a bone (hipbone or
breastbone) to remove a sample of bone marrow for diagnostic purposes e.g., to diagnose leukemia, aplastic anemia.
brain scan Also called carotid angiogram. A radioactive substance
is injected into a neck artery for a brain x-ray using a scanning
camera.
CAT (or CT) Scan A computerized axial tomography scan. X-rays
of the body or head are taken using a computer to give a sliceby-slice view of the area.
CCU (Coronary Care Unit) Unit in a hospital which provides
intensive care to heart patients.
cancer A malignant tumour that tends to invade healthy tissue
and spread to new sites.
candidiasis A fungal infection known as ‘thrush’ in one’s mouth,
throat, esophagus or other dark, moist areas (e.g., vagina).
carbohydrates Best source of energy for your body. Found in most
foods but especially sugars and starches. If you eat too much,
however, your body changes and stores them as fats.
carcinogenic Something that can cause cancer.
cardiac Refers to the heart.
cardiac surgeon Doctors specializing in heart surgery.
cardiologist Doctor specializing in the diagnosis and treatment
of heart conditions.
cardiovascular surgeon Doctor specializing in surgery of blood
vessels of the heart.
caregivers Include professional health care providers and volunteers. Primary caregiver is usually a family member or close
friend who provides most of the physical care for a person at
home (e.g., wife, husband, lover, best friend).
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catheter A plastic or rubber tube that puts in or takes out fluids
from your body. A common example is a bladder catheter
(Foley) to allow urine to leave the bladder freely.
c.c. abbrev. Cubic centimetre; also can mean with meals or food.
cerebral palsy Impaired muscular power and coordination from
failure of nerve cells in the brain.
chemotherapy Drug therapy against infection or cancer that can
destroy bacteria or dangerous cells.
cheyne-stoking A pattern of breathing where the respiration rates
increase and then decrease followed by increasing periods of
not breathing.
chiropractor Doctors without a medical degree specializing in
manipulation of the spine; cannot prescribe medication or
perform surgery.
chronic A prolonged or lingering condition.
clinical nurse specialist (CNS) A registered nurse with a Master’s Degree in Nursing who specializes in one aspect of health
care and is involved in research and teaching.
codicil An appendix or supplement to a will (e.g., to change the
name of your beneficiary).
colostomy A surgical opening from the body surface (usually
through the abdomen) into the colon which acts as an artificial anus. Colostomy bags collect the body’s waste. Depending on a patient’s condition a colostomy may be temporary or
permanent.
coma A deep, prolonged unconsciousness.
competence Legal competence to make decisions for one’s self is
difficult to determine because incompetence may not be permanent and definitions of legal competence depends on where
one lives.
complementary therapies Includes therapies like: acupuncture,
aroma therapy, art, autosuggestion, biofeedback, chiropractic, herbal, homeopathy, music, naturopathy, osteopathy and
therapeutic touch.

congenital Something present since birth.
COLD (Chronic Obstructive Lung Disease) (See COPD)
conjunctivitis A redness and irritation of the thin membrane that
covers the eye.
COPD (Chronic Obstructive Pulmonary Disease) Includes illnesses like emphysema. Also called COLD for chronic obstructive lung disease.
coronary Refers to the blood vessels that supply the heart.
CPR Cardiopulmonary resuscitation is used on patients who are
not breathing and have no pulse. Trained professionals or volunteers use artificial respiration (mouth-to-mouth breathing)
and manually pump the patient’s heart by compressing the
chest with their hands to simulate a regular pulse.
culture A test for infection or organisms that could cause infection.
CVA (Cerebrovascular accident) Also called a stroke.
cystoscopy A long flexible tube, attached to a miniature camera,
is passed through the urinary tract into the bladder.
d. abbrev. Give.
dd. in d abbrev. From day to day.
dec abbrev. Pour off.
decubitus ulcer (See bedsore)
dehydrated Lack of moisture in the body.
dementia Deterioration of a person’s mental capacity from
changes in the brain.
depressant A drug to reduce mental or physical activity.
dermatologist Doctor specializing in skin conditions.
diagnosis (dx) An analysis of someone’s physical and/or mental
condition.
diastolic The lower number in the blood pressure reading. Refers
to the resting phase of a heartbeat.
dil abbrev. Dilute.
disp. abbrev. Dispense.
diuretic A drug to increase urine output, relieving edema or swelling.
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do not resuscitate (DNR) A written order that the doctor makes,
usually with the patient-family’s consent, not to resuscitate
the person if they have a cardiac or respiratory arrest. This is
usually written near the end of someone’s life so that no CPR
or treatments are done to prolong the person’s life.
doctor Common title for a doctor.
doppler Sound waves. Also the name for a test that can detect a
deep vein thrombosis (DVT).
dos abbrev. Dose.
draw sheet A folded bed sheet placed sideways on the bed under a
patient. Two people on either side of the bed can then lift the
draw sheet and the patient to move them up or down in bed
or to help turn the person onto their side or back.
dur dolor abbrev. While pain lasts.
Dx abbrev. Diagnosis.
dysphagia Difficulty in swallowing.
dysplasia Abnormal cells.
dyspnea Shortness of breath.
ECG (See EKG)
echocardiogram Sound wave test of the heart.
EKG (Electrocardiogram) A record of the electrical current produced by the heart. Diagnoses abnormal cardiac rhythm and
damage to the muscle of the heart. Also ECG.
EEG (Electroencephalogram) A record of the electrical current
produced by the brain.
edema Excess collection of fluid in the tissues.
electrolyte imbalance When salts or chemicals in the blood are
not balanced correctly.
embolism Blockage of a blood artery by a clot. In the brain it can
cause a stroke.
EMG (Electromyography) Test to evaluate the electrical activity
of nerves and muscles.
emesis Vomiting.
emp abbrev. As directed.

empiric Based on experience.
emphysema A condition of the lungs with laboured breathing and
increased risk of infection. The lungs lose their elasticity and
function.
endocrinologist A specialist in diagnosing and treating disorders
of the endocrine glands (glands affecting hormones) and their
secretions.
endoscopic exam Using a thin, lighted tube to examine an internal part of the body.
enema A fluid injected into the rectum to clean out the bowel or
to give drugs.
enteral Something given by way of the intestines.
epidural anesthesia Medication given through a thin tube into
your spine. Common in women having babies as it allows the
mother to be alert with pain relief.
estate All of one’s assets and liabilities, especially those left by a
deceased.
executor The person named in a will to dispose of the assets and
pay, from estate funds, the liabilities of a deceased.
executrix The female noun for executor.
family Includes people who are part of one’s immediate family
and those we define as members of our family through friendship and love. In legal terms, each province and state has different definitions that may restrict family members to biologically related members.
family practitioner Doctor who diagnoses and treats the general
illnesses and problems of patients and refers them to a specialist when necessary.
febris Latin for fever.
feces Waste product resulting from a bowel movement.
fibrillation Irregular heart beat or an involuntary muscle contraction.
gastroenterologist Doctor specializing in the digestive system:
esophagus, stomach and bowels.
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geneticist Specialist in genetic diseases – hereditary disorders and
abnormalities.
geriatrician (gerontologist) Specialist in the diagnoses and treatment of illnesses in older people.
GI (Gastrointestinal) Series An x-ray examination of the
esophagus, stomach, colon and rectum.
GI Series-Lower (See barium enema)
gm. abbrev. Grams.
gr. abbrev. Grains.
gtt. abbrev. Drops.
h abbrev. Hour.
hallucination The feeling of seeing or hearing something that is
not there.
hematologist Doctor specializing in conditions of the blood.
hematoma Swelling caused by bleeding into tissues as in a bruise.
hemiplegia One-sided paralysis of the body, usually from a stroke.
A right-sided paralysis indicates left-sided brain damage.
hemoglobin The protein in red blood cells that carry oxygen to
the body tissues. The normal count is 12-18 g/dL.
hemorrhage Extensive abnormal bleeding.
heparin lock A needle is placed in the arm with blood thinner to
keep the blood from clotting inside the needle or tubing.
hepatoma Cancer or tumour of the liver.
hereditary Something inherited from parents.
high blood pressure (See hypertension)
Hodgkin’s disease A form of lymphoid cancer that has high fever, enlarged lymph nodes and spleen, liver and kidneys and a
dangerously lowered resistance to infection.
hormone A glandular excretion into the blood that stimulates another organ.
hospice (See palliative care) Also name for a free-standing institution where palliative care is given to people with a terminal
illness. Programs often have a major home care component
and may also be part of an established institution such as a
hospital.

h.s. abbrev. At bedtime, before retiring. From the Latin hora somni.
Huntington’s chorea A hereditary condition with symptoms of
uncontrolled movements and progressive mental disorder.
hypercalcemia/hypocalcemia Too high (more than 10.5 mg/dL),
or too low (less than 8.8 mg/dL), calcium level in the blood.
hyperkalemia/hypokalemia Too high (more than 5.0 mEq/L),
or too low (less than 3.8 mEq/L), potassium level in the blood.
hypernatremia/hyopnatremia Too high (more than 145 mEq/
L), or too low (less than 136 mEq/L), sodium (salt) level in the
blood.
hypertension High blood pressure. The systolic number (the top
one) is usually above 140 mmHg and the diastolic number
(the lower one) is usually above 90 mmHg. Can lead to a stroke,
heart failure or other serious condition if not treated. The pressure measures the force of the blood expelled from the heart
against the walls of the blood vessels.
hypnotic A drug used to induce sleep.
hypnotism A treatment that puts a patient into a sleep-like trance
to enhance memory or make the person susceptible to suggestion. Can be used in pain relief and to eliminate some negative habits.
hypotension Low arterial blood pressure.
hypoxia Low oxygen level in the blood.
I&O abbrev. Intake and output refers to fluids into and out of
body.
iatrogenic disease A condition caused by a doctor or a hospital
stay.
ICU (Intensive Care Unit) Unit within a hospital where seriously
ill or post-operative patients receive intensive care.
incontinence Lack of bladder or rectal control.
in d abbrev. Daily. From the Latin in dies.
idiopathic Unknown cause.
infarct Death of tissue because of lack of blood supply.
infarction Blockage of a blood vessel especially the artery leading
to the heart.
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infection Inflammation or disease caused when bacteria, viruses
and other microorganisms invade the body.
infectious disease Disease which is passed from one person to
another person.
inflammation Swelling or irritation of tissue.
insomnia An inability to sleep.
intern A recent medical school graduate undergoing supervised
practical training.
internist Doctor who specializes in the nonsurgical treatment of
the internal organs of the body.
intramuscular Something (e.g., medication) given into a muscle.
(See blood pressure)
IV abbrev. Intravenous in which a needle is kept within a vein for
the injection of medication or blood.
intraperitoneal Into the abdominal cavity.
intubate Putting a tube into a person’s airway to help them
breathe.
invasive procedure Anything that punctures, opens or cuts the
skin.
laxative A drug that causes bowel movements.
lethargy Sleepiness.
leukemia Cancer of white blood cells in which these cells reproduce abnormally.
liabilities Debts owed to others such as a loan, mortgage, utility
bills, credit card payments, etc.
life-sustaining procedures These may include artificial means of
keeping someone hydrated and fed, CPR, blood transfusions
and mechanical ventilation.
life-threatening illness Any condition or disease that can lead to
sudden or quicker-than-expected death.
lipid Fat.
living will A form of advance directives that lists what life-sustaining treatments the person does, or does not, want in situations listed in the document.

lumbar puncture A diagnostic procedure in which a hollow needle is inserted between two lumbar vertebrae in the spinal cord
to remove some spinal fluid.
lymph glands Nodes of tissue that provide a system of protection
against bacteria and other attacks against the body’s immune
system.
m et n abbrev. Morning and night.
malaise A vague feeling of discomfort; feeling bad.
malignant Progressive or terminal condition.
malnutrition Insufficient consumption of essential food elements
whether by improper diet or illness.
mammography An x-ray of the breasts to detect tumours.
meningitis Inflammation of the membranes covering and protecting the brain and spinal cord.
metastasis The spreading of an infection or cancer from the original area to others in the body.
mg. abbrev. Milligrams.
MI abbrev. Myocardial infarction; a heart attack.
mor dict abbrev. In the manner directed.
morbidity Serious disease; an undesired result or complication.
mortality Death or death rate.
mobility The ability to move.
MRI abbrev. Magnetic resonance imaging; a picture of the body
that uses magnetic energy rather than x-ray energy.
multiple sclerosis A degenerative disease of the central nervous
system where parts of the brain and spinal cord harden.
muscular dystrophy A degenerative muscle disease in which muscles waste away.
myalgia Muscle aches.
nasogastric tube A tube from the nose to the stomach to give nutrition and medication.
neoplasm A tumour or a new growth of abnormal tissue where
cells multiply. (See cancer).
nephrologist Doctor specializing in kidney conditions.
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neurologist Doctor specializing in the nervous system.
neurosurgeon Doctor specializing in surgery of the nervous system.
non rep abbrev. Do not repeat.
nosocomial pneumonia Pneumonia acquired in the hospital.
notarize A notary public authenticates or attests to the truth of a
document (e.g., attests that a document was signed by a particular person).
notary public A public officer (can be a lawyer) who certifies documents, takes affidavits and administers oaths.
nurse practitioner Registered Nurse who has received additional
training in order to perform more specialized care than other
nurses.
o abbrev. None.
obstetrician/gynecologist Doctor specializing in conditions of
the female reproductive system. Obstetricians specialize in
pregnancies and births.
occlusion Closing or an obstruction.
oncology The study of tumours or cancer.
oncologist Doctor specializing in tumours and cancer.
ophthalmologist Doctor who specializes in diseases of the eye.
opioids These drugs come from opium. They are generally used
to relive severe pain. Heroin, methadone and morphine all
come from the opium plant.
optician Non-doctor trained in filling prescriptions for eyeglasses
and contact lenses.
optometrist Non-doctor trained to measure vision and make eyeglasses and contact lenses.
orthopedist Doctor specializing in bones.
osteopathy Diagnosis and treatment of disorders by manipulative therapy, drugs, surgery, proper diet and psychotherapy.
osteoporosis The bones become weaker because of a loss of calcium.
otolaryngologist A specialist in conditions of the ear, throat and
nose.

palliative care Treatment to relieve symptoms, rather than cure, a
disease or condition. Includes meeting the physical, emotional,
spiritual and information needs of patients. Also called hospice care.
paracentesis Fluid drainage by inserting a tube into the body.
parenteral Administration of medication or nutrition into the
body by injections.
Parkinson’s disease A progressive nervous disease. Symptoms are
muscular tremor, slowing of movement, partial facial paralysis and impaired motor control.
pathogenesis The initial cause of a disease.
pathologist Doctor who examines tissue and bone to diagnose if
there is a malignancy. They also perform autopsies.
pathology The scientific study of disease.
patient Someone who receives treatment. Sometimes called client, consumer or customer.
pc abbrev. After meals.
pediatrician Doctor specializing in the care of children.
per os (po) abbrev. By mouth.
percutaneous Through the skin.
pH test Determines the degree of acidity or alkalinity in the urine.
pharmacokinetics Study of how the body absorbs, distributes and
gets rids of a drug.
phlebitis Irritation or inflammation of a vein.
physiatrist Doctor specializing in rehabilitative therapy after illness or injury.
physician A medical doctor as opposed to doctors with a Ph.D.
placebo A substance containing no medication. It can help a patient who believes that it will work. A practical and effective
treatment for some people.
plasma The liquid part of blood (55% of total volume).
plastic surgeon Doctor specializing in reconstructive and cosmetic
surgery.
platelets Small particles in the blood that help with blood clotting.
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pneumonia An acute or chronic disease which inflames the lungs
and fills them with fluid.
p.o. abbrev. By mouth. From the Latin per os.
podiatrist Non-doctor who specializes in the care, treatment and
surgery of feet.
powers of attorney There are two main types of legal powers of
attorney documents that a person signs to delegate legal decision making to one or two people of their choice. The first
gives someone financial and legal decision-making power from the
time the document is signed until the document is revoked by
the patient, and the second gives all health care related decisions
away only if the patient cannot speak for themselves at the
time. It is advisable to separate the two types of documents so
that one person is not responsible for all decisions and not in
a conflict of interest.
primary caregiver (See caregiver)
prn abbrev. Give as needed, as often as necessary.
proctologist Doctor specializing in diagnoses and treatment of
disorders and diseases of the anus, colon and rectum.
prognosis (Px) A prediction of the future course of a condition or
illness based on scientific study. It is only a prediction and
should not be accepted as fact.
prophylaxis A drug given to prevent disease or infection.
prosthesis An artificial substitute for a part of the body such as
an arm or leg.
protocol A plan of study.
psychiatrist Doctor who specializes in the diagnosis and treatment of emotional and medical disorders.
psychologist A professional with a Ph.D. in psychology who diagnoses and treats psychological disorders. They may not prescribe medication.
pt abbrev. Patient.
pulmonary Refers to the lungs.
Px abbrev. Prognosis.

q abbrev. Every.
q.d. abbrev. Every day; daily.
q.h. abbrev. Every hour. From the Latin quaque hora.
q.i.d. abbrev. Four times a day. From the Latin quater in die.
qn abbrev. Every night. From the Latin quaque nox.
qod abbrev. Every other day.
qs abbrev. Proper amount, quantity sufficient.
quack Opportunist who uses questionable or worthless methods
or devices in diagnosing and treating various diseases.
ql abbrev. As much as desired. From the Latin quantum libet.
radiation therapy X-ray or cobalt treatment.
radiologist Doctor who interprets X-rays. Sub-specialties include
nuclear medicine and angiography.
radiology A branch of science using radiant energy, as in x-rays,
especially in the diagnosis and treatment of disease.
recombinant New combinations of genes.
refractory Not responding to treatment.
regimen A program or set of rules to follow for treatment of a
condition.
relapse The return or reappearance of a disease.
remission Disappearance of evidence of cancer or other diseases.
renal Refers to the kidneys.
rep abbrev. Repeat.
resect Remove or cut out surgically.
resident Doctor receiving specialized clinical training.
respirologist Specialist who diagnoses and treats diseases of the
lungs and respiratory (breathing) system.
respite care Time away for rest. This might mean that a family
caregiver goes away for a few days or that the person who is ill
goes to a hospice program.
rheumatologist Specialist who diagnoses and treats rheumatic
diseases that cause by inflammation or pain in the joints and
muscles.
Rx abbrev. Prescription or therapy.
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satiety (early) Feeling full or bloated quickly after eating very little food.
sedative A medication to calm a person or make them less anxious.
senility Loss of mental ability and memory (especially of recent
events).
shiatsu (See acupressure)
shock Sudden, acute failure of the body’s circulatory function.
sig abbrev. Write, let it be imprinted.
somnolence Sleepiness.
spinal tap (See lumbar puncture)
standard of care A treatment plan which the majority of health
care providers accept as appropriate.
stat abbrev. Right away. From the Latin statim.
stomatitis Mouth sores or inflammation of the mouth.
stroke Sudden loss of muscular control, sensation and consciousness caused by the rupture or blocking of a blood vessel in the
brain.
subclavian Under the collarbone.
subcutaneous Often refers to medication placed under the skin
by a needle.
sublingual Often refers to medication placed under the tongue.
substitute decision maker This person is chosen by a patient in
an advance directive document to make decisions about health
care and treatment when a patient cannot speak for themselves.
supine Lying on the back.
supportive care General medical care that treats symptoms; not
intended to improve or cure the underlying disease or condition. Sometimes called palliative care although not limited to
people with a terminal or life-threatening illness.
suppository A medication given in solid form and inserted into
the rectum or vagina. Dissolves into a liquid by body heat.
surgeon Doctor who treats a disease by surgery. Surgeons generally specialize in one or more types of surgery.

symptom An indication of a certain condition or disease.
symptomatic Having symptoms.
syndrome A group of symptoms that indicate a specific disease or
condition.
systolic Top number in blood pressure; refers to the contraction
phase of a heart beat.
TENS Transcutaneous electrical nerve stimulation. A device that
provides mild amounts of electrical stimulus to different parts
of the body as a way to reduce pain.
temperature Normal oral temperature is 97-99° Fahrenheit or
36-37.2° Celsius. Changes +/- one degree during the day.
terminal illness Often classified as any illness that will lead to
death soon. The length of time used is often between 3-12
months.
thoracic surgeon Doctor who specializes in chest surgery.
thrombosis Blood clotting within blood vessels.
t.i.d. abbrev. Three times a day. From the Latin tres in die.
titration Gradual change in drug dose to determine the best effect or dose of a drug.
tolerance Drug tolerance is when there is increased resistance to
the usual effect of a drug as a result of long-term use.
topical On the skin or surface.
toxicity Side effects or undesirable effects of a drug.
toxin A poison or harmful agent.
transdermal Through the skin.
trauma An injury or wound.
tumor (See neoplasm)
Tx abbrev. Treatment.
ultrasound scan A picture of internal organs using high frequency
sound waves.
urine Liquid released when bladder empties.
urologist Doctors specializing in urinary tract and male prostate
gland diseases plus male sexual dysfunction.
ut dict abbrev. As directed.
vascular surgeon Doctor specializing in blood vessel surgery.
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venipuncture Going into a vein with a needle.
vital signs Measurement of temperature, pulse, respiration rate
and blood pressure.
vomiting A reflex action that contracts the stomach and ejects
the contents through the mouth.
x-ray Electromagnetic radiation used to create pictures of the
body’s internal structures.
x-ray dye A substance injected into a vein before an X-ray to highlight an area for examination. May cause an allergic reaction.
WBC White blood cells that fight infection. The normal count is
5,000 to 10,000.
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The following is a selection of recommended books. Some were
used to research and prepare this book. They certainly do not include all the books available on the various subjects in this book.
My first recommendation is that you check your local bookstore and library for the most recent and up-to-date books on
the topic you are most interested in.
When checking any source for health care information, expect
to find information that might be unsettling. The information may
tell you things you didn’t expect or didn’t want to know and it
may be written for a professional audience rather than for patients
and families.
Some of the books in this reference list may have more recent,
up-dated editions. If a particular author interests you, check the
library for their other books.
The companion book to this one is Family Hospice Care, which
lists references more specific to hospice care.

Books
Appearance Concepts Foundation of Canada. (1990). Changes,
choices and challenges. Toronto: Appearance Concepts Foundation of Canada. This book gives practical information on using scarves and wigs to cover one’s head as well as information on skin care for women who have had radiation or chemotherapy.
Berman, Claire. (1995). Caring for yourself while caring for your aging
parents: How to help, how to survive. New York: Henry Holt. This
book discusses the stresses and needs of caregivers.
Callwood, June. (1986). Twelve weeks in spring. Toronto: Lester and
Orpen Dennys. The story of how 60 friends and colleagues
took care of Margaret Frazer in her own home.
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First Aid Books: Any first aid book (and course) to help keep you
up-to-date on emergency procedures, CPR and mouth-tomouth resuscitation such as those by the Canadian Association of Emergency Physicians, Red Cross, St. John’s Ambulance or YMCA.
Haller, James. (1994). What to eat when you don’t feel like eating.
Hantsport, Nova Scotia: Robert Pope Foundation. A cookbook
for people preparing food for others who are suffering a serious illness.
Larson, David E. (Ed.). (1996). Mayo Clinic family health book. (2nd
ed.). New York: William Morrow. Extensive illustrated home
medical reference including diagnosis, prevention, treatment
alternatives and more.
Mace, Nancy L. and Rabins, Peter V. (1999). The 36-hour day: A family guide to caring for persons with Alzheimer’s Disease, related
dementing illnesses and memory loss in later life. (3rd ed.). Baltimore, MD: Johns Hopkins Press. A text for families caring for
loved ones.
McLeod, Beth W. (1999). Caregiving: The spiritual journey of love, loss,
and renewal. Etobicoke, ON: Wiley.
Neal, Margaret B and Chapman, Arthur C. (1993). Balancing work
and caregiving: For children, adults and elders. Thousand Oaks, CA:
Sage.
Perry, Anne Griffin. (1998). Pocket guide to basic skills and procedures.
New York: Mosby Year Book. More complete information on
all the techniques suggested in this book from a nurse’s perspective.
Silverman, Harold. (Ed.). (1998). The pill book: The illustrated guide to
the most prescribed drugs in the United States. (8th ed.). New York:
Bantam Doubleday Dell.
van Bommel, Harry. (2002). Family hospice care. Toronto: Resources
Supporting Family and Community Legacies Inc. Written to
help family and friends take care of people at home who are
dying.
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The following Internet links may be helpful to those of you interested in more information about home care. I have picked just a
few sites that have excellent resources and extensive links to other
related sites.
A note of caution: There are thousands of Web sites offering
health care information. The information on some sites may not
be accurate or current. Check to see who produces the Web site,
their qualifications and their credibility before assuming their information is correct.
Also, when checking the Web, or another other source, for
health care information, expect to find information that might be
unsettling. The information may tell you things you didn’t expect
or didn’t want to know and it may be written for a professional
audience rather than for patients and families.
For general and advanced health information, good starting
points include:
Caregiver Network Inc.
http://www.caregiver.on.ca
Developed for people who are caring for elderly family members
and friends.
Dr. Koop’s Community
http://www.drkoop.com
An interactive health site with daily updates and news.
Health Canada’s Information Site
http://www.hc-sc.gc.ca
An extensive site with many links to other reputable sites.
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Canadian Health Network
http://www.canadian-health-network.ca
A general health information site with links to many other health
related sites.

FINDING OUT ABOUT LOCAL HOME
AND HEALTH CARE PROGRAMS

Mayo Clinic.Com
http://www.mayoclinic.com
An outstanding site for general health information
UpToDate
http://www.uptodate.com
A clinical reference for physicians who subscribe but also includes
patient information that is updated regularly.
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Home care is a group of services to help people live at home when
they are ill or recovering from an illness or surgery rather than
staying in a hospital or long-term care facility.

Basic Services
■
■
■
■
■
■
■
■
■

Visiting nurses
Home support (help with homemaking such as light housekeeping, bathing, dressing, shopping, cooking, laundry)
Physiotherapy
Occupational therapy
Respiratory therapy
Social work counselling
Nutritional counselling
Housing registry
Personal emergency response systems (e.g., electronic necklaces)

Complex Services
■
■
■
■
■
■
■

Home intravenous antibiotic therapy
Life support/ventilator assistance systems
Services for children with complex needs
Tube feedings (either by nose or through the stomach wall)
Home cancer therapy
Palliative or hospice care
Care for people who have some form of dementia
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COMMUNITY SUPPORT SERVICES

Hospice Palliative Care

Adult day centres
■ Meals-on-wheels and/or wheels to meals programs
■ Respite care (so that caregivers can have some time off)
■ Transportation help
■ Help with shopping
■ Help with home maintenance
■ Daily telephone check-ins
■ Friendly visiting services
Home care programs across Canada and the United States
provide different services. To find out what is available in your
community, you can check with your family doctor, community
health office, or other home health care providers. If a particular
service is not available in your community, ask your political leaders why and how your community can arrange to get such service
in the near future. If you have difficulty in finding out what services are available, you can contact:
Canadian Home Care Association
(613) 569-1585
http://www.cdnhomecare.on.ca
National Association for Home Care
(202) 547-7424
http://www.nahc.org
Respite care may be available in your community to provide
extra support so that family caregivers can take a short break. Check
with your local home care, hospice or long-term care groups.
The following organizations have many services and information to offer. Check your telephone book for local offices or check
with the national office or Web sites.
If you are getting information by phone, always have a list of
questions written out and write any answers on the same sheet of
paper including the name of the person you spoke to.

To locate hospice and palliative care programs, check your telephone directory or these national organizations:
Canadian Hospice Palliative Care Association
1 (800) 668-2785
http://www.cpca.net
National Hospice Palliative Care Organization
(703) 887-1500
http://www.nhpco.org

■

Health Care Organizations
If you live outside of an urban centre, you can call Area Code +
555-1212 to get the branch office in the city nearest you. If you
have access to the Internet, use http://www.yahoo.com or http://
www.canada411.ca to help you locate services nearest to you.
AIDS Committees
Check your local telephone directory or nearest urban centre.
Alzheimer Society of Canada (and related Dementias)
1 (800) 616-8816
http://www.alzheimer.ca
Amyotrophic Lateral Sclerosis (ALS) Society of Canada
1 (800) 267-4257
http://www.als.ca
Arthritis Society
1 (800) 321-1433
http://www.arthritis.ca
Bereavement support services (grief counselling)
Check your telephone directory.
Brain Tumour Foundation
1 (800) 265-5106
http://www.btfc.org
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Canadian Association of Retired Persons
(416) 363-8748
http://www.fifty-plus.net
Canadian Cancer Society (Cancer Information Services)
1 (888) 939-3333
http://www.cancer.ca
Canadian Continence Foundation (incontinence)
1 (800) 265-9575
http://www.continence-fdn.ca
Canadian Diabetes Association
1 (800) 226-8464
http://www.diabetes.ca
Canadian Hemophilia Society
1 (800) 668-2686
http://www.hemophilia.ca
Canadian Lung Association
1 (888) 566-5864
http://www.lung.ca
Canadian Medic Alert Foundation
1 (800) 668-1507
http://www.medicalert.ca
Canadian Red Cross Society
(613) 740-1900
http://www.redcross.ca
Childhood Cancer Foundation – Candlelighters Canada
1 (800) 363-1062
http://www.candlelighters.ca
Distress Lines
Check your local telephone book on the inside cover.
Epilepsy Canada
1 (877) 734-0873
http://www.epilepsy.ca
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Heart and Stroke Foundation of Canada
1 (888) 473-4636
http://www.heartandstroke.ca
Kidney Foundation of Canada
1 (800) 361-7494
http://www.kidney.ca
Kids Help Line
1 (800) 668-6868
http://www.kidshelp.sympatico.ca
Lifeline (electronic alert systems)
1 (800) 543-3546
http://www.lifeline.ca
Lupus Canada
1 (800) 661-1468
http://www.lupuscanada.org
Medical/Physical Aids
Check with your home care service, medical supply store and/or
family doctor. Also some local disease-specific organizations or Red
Cross branches loan out supplies.
Social Assistance
Check Blue government pages of your telephone book.
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IMPORTANT INFORMATION

ACKNOWLEDGEMENTS

The following is a list of people I can call or visit for help. (Your
family doctor, home care case manager or visiting home nurse can
help you with the information you do not know.) Use a photocopier to enlarge this form and use the back of the page to add
more contact information. Keep a copy at every telephone in your
home and carry one with you at all times.

I am grateful to the following people for their editorial advice:
Cathryn Allen, Program Manager of the Palliative Care Program,
Camp Hill Medical Center, Halifax, Nova Scotia; Gloria Repetto
and Florence Bell, Head Nurse and Nursing Supervisor respectfully at Victoria General Hospital, Halifax; Members of the Canadian Home Care Association; Dr. Ina Cummings, Medical
Director for Palliative Care at Camp Hill Medical Center; Shari
Douglas, Home Care Case Manager in Owen Sound, Ontario;
Diane Huson, illustrator, Whitby, Ontario; Connie Smith, LongTerm Care Co-Ordinator for Kincardine and District General Hospital, Ontario; Deb Thivierge, Human Services Consultant and
partner in Paradigm Partners, Toronto, Ontario; Glenna
Thornhill, Home Care Nurse, Camp Hill Medical Center; and
Dorothy Woodward, retired home support worker, Parksville,
British Columbia.
This revised edition was enhanced by the suggestions made
by Nadia Hladin, Regional Program Manager, West GTA Stroke
Network; Blair Henry and June Galbraith of Trinity Home Hospice in Toronto, Kit Martin, RN, of the Palliative Care Services of
York Region, and Robert Ting, MD, FRCP(C) a Nephrologist
practicing in Toronto. Each of these professionals provided freely
of their time and resources to help make home care a more positive experience for us all.
I am grateful to Beverley Powell-Vinden of PowerPhrase
Communications in Mississauga, Ontario for making this book
more readable.
My sincerest thanks and love to Janet Klees who helped provide home care to my father and who edits all of my work. She is
my inspiration along with our children Bram and Joanna.

Your own immediate family not living with you:
Family Doctor:
Specialists:
Home Care Contact Person (they arrange for nurses, physio and
occupational therapists, social workers, respiratory therapists, dietitians, and home care supplies):
Visiting Home Nurses:
Homemaking Program:
Pharmacist:
Volunteer Support Programs:
Hospice/Palliative Care Program:
Respite Care Program:
Health Care Number and related insurance numbers:
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INDEX
911:
when to call, 9
when not to call, 9
acupuncture, 51
advice, professional, 4, 7, 9, 10
advocate, 26, 59, 66
alcohol, 58
appetite, 58, 59, 74
art therapy, 52
asking for help, 8, 17, 61, 71
back care, 44
back rub, 43, 52
back rest, 23, 24
bath or shower, 40
bed care, 22, 46
adjustable, 23, 24
cradle, 23
hospital bed, 23, 46, 61
lying positions, 46, 47
making bed, 47-49
side rails, 24
bed baths, 40-41
bedpan, 35-37
bedsores, (see skin care)
bell (see intercom)
Callwood, June, 101
cane, 24
caring,
as a gift, 8, 16, 17, 18, 21, 26,
63
burden, 16, 18
care for caregivers, 59, 63,
64, 70, 109
from a distance, 14, 66-73
with family there, 66

without family there, 68
short-term, 69
long-term, 70
life altering experiences, 1718
mutual, 18
carpets, 24, 29
children:
helping, 64-65
caring for a sick child, 13
germs, 27
Church of the Holy Trinity,
101
Citizen Advocacy, 111
clinical trial, 100
clothing & pjamasa, 40, 45
adapting, 47
colds, 27, 108
commode, 24, 35
communication, 78, 81
log book, 105
problems, 80, 85, 106
with families, 78
with patients, 78
with professionals, 78, 79
comparing care stories, 20, 62
compassionate leave, 73
constipation, 36
cords, 25
coughing, 27
Cousins, Norman, 79
crying, 62
dementia, 27
diagnosis, 94
diet, (see nutrition)

INDEX

dietitian/nutritionist, 75
distractions (TV, radio,
magazines, books,
music, crafts, letters), 23, 59
"dosettes", 57
double-blind study, 99
draw sheet, 30
dressings, 27
eating, 60, 61, 74
forcing, 63
economic stability, 21
emergency, 9
emergency first aid course, 9
emotional support, 19, 61-62
equipment, 22-25, 35, 37
errors:
doctors or nurses, 54
person receiving care, 53
examinations, 90
exercise, 52
stretching, 29
falls, 34
prevention, 27
family doctor, 21, 35, 37, 44,
54, 55, 59, 83
fear, 51, 62, 65
finger nails, 44
flooring
(see carpeting and rugs)
non-slip mats, 25, 39,
slip resistant finish, 25
flu, 27, 108
food (see nutrition)
foot board, 25
footbath, 44
Frazer, Margaret, 101
ROBERT PLEASE DELETE
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Freeman, Roberta, 7
friends, 61
frustrations, 17, 21, 38, 62
furniture:
adaptations, 22
layout, 25
Galbraith, June, 101
genitals, 40
gloves
latex or vinyl, 27
grab bars, 24, 25, 39
Hall, Elaine, 101
hair care, 42
hand rails, 25
health care organizations, 137
health care systems, 21
Henry, Blair, 101
home birth, 10
home care:
coordinator/manager, 21,
28, 37
programs, 7, 40,
basic, 135
complex, 135
community, 136
suggestions, 58-61
hygiene, 42
teeth, 44, 74
hypnosis, 51
incontinence, 37
pads, 23, 37
infection control, 26, 110
intercom, 23, 59
laughter, 52
learning, 19
lighting,
good, 23
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night lights, 24
windows, 22
listening, 52
Living Will, 88
long-term care, 14, 17, 21
Lynes, Cecile, 111
massage, 52
medication, 36, 50, 54, 60, 74,
92
records, 56, 57
table, 57
menstruation, 37
mouth care, 44
moving, 22, 28
assisting, 28, 29
in bed, 30, 31, 44
bed to chair, 32
chair to bed, 33
falling, 34
turning, 31
muscular conditions, 28
music therapy, 52
nail care,44
needles, 27
nerve blocks, 51
neurologic conditions, 28
news reports about health care
studies, 99
neurosurgery, 51
night light (see lighting)
nurses, 19, 24, 27, 28, 32, 35,
37, 44, 54, 59
nutrition, 23, 52, 55, 74
occupational therapist, 32
odor, 39
Osler, Sir William, 79
pain & symptom control, 28,

36, 50-57
describing, 52
not working, 53
psychological aspects, 51
Pelton, Beth, 101
personalities, 20, 58, 61
pets, 22, 27, 28, 79
pharmacist, 55, 57, 59
physiotherapist, 24, 28, 32
planning, 9, 19
powers of attorney (personal
& financial), 73, 87-89
sample wording, 88
professional caregivers, 78, 80,
81, 105
prognosis, 95
prospective study, 100
questions: 90
about hospital, 96
about medication, 92
about surgery, 96
about tests, 91
about the condition, 93
diagnosis, 95
disease itself, 95
infections 95
treatments, 95
prognosis, 95
by doctor, 90
open ended, 61
radiotherapy, 55
randomized study, 99'
Rapson, Linda, 101
rashes, 37
recovering from surgery/
illness, 10, 11
recreational therapy, 52

INDEX

Red Cross, 9
relaxation, 52
renovating home, 25
respite care, (see also caring)
20
resources: 59, 131
books, 59, 131
Internet, 59, 137
retrospective study, 100
roles (e.g., as parent, child,
friend), 18
rugs, loose, 24, 26, 29
St John Ambulance, 9
scheduling, 19, 61, 103
shampoo, 42
dry, 42
sheepskin padding, 23
shoes, 29
sitting up, 24, 30, 46, 77
skin care, 37, 40, 42
smoking, 58
specialists, 85-87
spiritual supports, 19
spokesperson, 59, 83, 87-88
stress, 20, 52
stretching exercises, 29, 52
stroke, 28
substitute decision maker, 88
support team, 70, 101-111
surgery, 97
swallowing, 77
symptom control (see pain
control)
techniques:
trying new ones, 7, 8
teenagers,
helping, 64-65
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telephone, 23
list, 9, 71
form, 140
tests, 60, 91
toe nails, 44
total care,79, 86
touch, 61
transferring, 32
treatments, 60, 95
Trinity Home Hospice, 101,
103, 108, 110
urinal, 35, 36
visiting, 61, 62, 110
presence is gift, 62
volunteering, 108
volunteers, 19, 69, 101, 104,
108
walker, 27
walking, 24
belts, 34
washing hands, 26, 27, 36, 41,
76
water, 23
wheelchair, 24
foot pedals, 29
windows, 22, 59
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Help Keep this Book Relevant
If you would like to offer your comments to help keep this
book up-to-date and relevant to all users, please answer
the following questions:

THE ESSENTIAL HOSPICE &
HOME CARE LIBRARY

Name and telephone number: (optional)
I am a: ❑ family member ❑ friend ❑ neighbor
❑ professional care provider ❑ volunteer
1. What did you like about the content of this book? How
did it specifically help you and your family/organization?
2. Are there areas where you would have liked more or
less details?
3. Are there areas that were not covered that would help
other families/organizations in the future?
Please mail, fax or email your comments to:
Legacies: Family & Community Resources
11 Miniot Circle
Scarborough, Ontario M1K 2K1 Canada
Telephone: 416.264.4665
Fax: 800.684.7280
Email: info@legacies.ca
This form is also available online at:
http://www.legacies.ca

For a complete list of Legacies books,
request your catalog today!
http://www.legacies.ca
•••••

FAMILY HOSPICE CARE
Pre-Planning and Care Guide
A perennial bestseller! Over 100 thousand copies of this comprehensive caregiver resource have been sold since it was first published in
1986. Covers the physical, emotional, spiritual and information needs
of patients, families, other care providers, volunteers and students.
In the twenty years since this book was first published, hundreds
of thousands of patients, family members, professional and volunteer
care providers have learned the basic fundamentals of providing physical, emotional, spiritual and information supports.
Many people hope that their last weeks and months will be filled
with compassionate medical support, well-informed and caring family
and friends, and information on how to live life fully. That is what excellent hospice care is all about. That is what Family Hospice Care is all
about.
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Harry van Bommel helped his
mother, father and grandfather to live
at home until they died. He has helped
countless others through his writing,
speaking, teaching and one-to-one support turn an end-of-life experience into
something to be treasured rather than
feared. His detailed suggestions help
people take some control of the roller
coaster ride of emotions, feelings and
experiences.
The journey at the end-of-life will
have moments of frustration, anger,
tears, despair and overwhelming fear.
That is too often the only experiences
people have. Family Hospice Care is a tool that helps you minimize these
negative experiences while providing specific ideas so that you can
also experience profound moments of love, laughter, joy, retelling of
stories, bonding with family and friends and care providers. Like birth,
death can be an incredible opportunity to review your own life and its
direction and find out the wisdom of all ages: it is our relationships
with others that matter most at these times. Living fully until you die
provides an opportunity to nurture those relationships to an even greater
degree.
When family and friends cannot care for someone, other people
including hospice volunteers and neighbors can be immensely helpful.
People need never die alone and uncared for. Hospice care is all about
making sure that everyone involved in someone’s last days, weeks and
months participates in a profound experience that truly becomes a
memorable, life-defining one.
20th Anniversary Edition, 320 pages, paperback, 5-1/2 x 8-1/2 inches,
ISBN 1-55307-021-6, $30 paperback, $25 ebook
•••••
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THE HEART OF HOSPICE
Dorothy Ley with Harry van Bommel
The spiritual heart of hospice as well as other aspects of the hospice
philosophy of care are cronicled. Includes a biographical sketch of Dr.
Dorothy Ley, a Canadian and international pioneer of the hospice care
movement, with photographs.
“Spiritual care lies at the heart of hospice. It says we are here. We
will be with you in your living and your dying. We will free you from pain
and give you the freedom to find your own meaning in your own life - your
way. We will comfort you and those you love – not always with words,
often with a touch or a glance. We will bring you hope - not for tomorrow
but for this day. We will not leave you. We will watch with you. We will be
there.” - Dorothy Ley
The Heart of Hospice provides a useful and inspirational educational tool for palliative care providers primarily but also for everyone
interested in palliative care. The insights of one of the pioneers in
Canada are practical, direct, humorous, colorful and inspirational. Her
experiences lend a practicality and a credibility to this work that is hard
to find elsewhere. Best of all, we can learn from someone who actually
practiced what she taught. She was a very human role model to physicians, other health care providers, family members and now to patients.
The book is divided into three parts. The first part includes the
Introduction and the two chapters on the pillars of care and Dr. Ley's
personal comments to people within
palliative care. Her words are a compilation of speeches and articles that she
wrote about the importance of providing physical, emotional, spiritual, and information supports to people with a lifethreatening or terminal illness and their
families. They are her words supplemented by information collected during
conversations with Harry van Bommel.
The second part describes some hospice care success stories including the
excellent hospice care that Dr. Ley received in her own last months of life.The
third part is a collection of information
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that readers may find helpful in understanding both Dorothy Ley and
her message.
The book is called The Heart of Hospice because Dr. Ley understood the often forgotten spiritual element to palliative care. In a real
sense, her belief in, and promotion of, palliative care and her experiences as a doctor, family member and patient put her at the heart of
hospice as well - a well deserved place in the history of this young movement.

'soft skills' yet few people have ever learned these skills in a systematic way. It examines the roles of patients, families and friends and
neighbours in an inter-disciplinary or multi-disciplinary approach to palliative care.The extensive reference section is to encourage readers to
build on the fundamentals and pursue life-long learning by studying
the experts in their respective fields.
Harry van Bommel is a family practitioner of hospice care with over
25 years of experiences. He is also an advocate for excellent palliative
care, family member and friend, and some times, a patient. From his
personal experiences he believes that people need clear, brief and practical information. The majority of those actively involved with people
who have a terminal or life-threatening illness want something that can
help today. The book includes many lists, forms and numbered ideas to
make it easier to find and use what you need. For those who want greater
detail, or want to examine clinical studies or academic presentations I
have included a comprehensive annotated list of recommended readings.
Those of you who are physicians, nurses, social workers, chaplains, allied therapists, pharmacists, dieticians, administrators, volunteers, family members and patients can all benefit from the combined
wisdom of palliative care providers, receivers and educators.This book
will supplement, not replace, your own professional education. It will
reinforce many of the reasons why you chose your professional or volunteer work as it is centred on the impact of your care on others. The
book contains over 1000 pages combining books, presentations and
teaching materials, divided into the following eight units:
1. Introduction and Groundwork
2. Applying the Palliative Care Philosophy
3. Communication Skills
4. Co-operative Palliative Care
5. Ethical Questions
6. Professional Skills Development
7. Appendices
8. Teacher/Instructor's Guide.

135 pages, 5-1/2 x 8-1/2 inches, ISBN 1-55307-022-4,
$20paperback, $15 ebook
•••••

THE HOSPICE CARE HANDBOOK
The Fundamentals of Patient and
Family Care for Health Care Professionals,
Volunteers and Students
This book presents the information about the fundamentals of excellent patient and family care in typical situation, and what most professionals and receivers of service agree is most needed on a daily basis.
This text is not a
summary of the latest literature and studies in dying, death and bereavement.There are academic
texts that already fill that
need admirably. They are
referenced in this handbook. It includes extensive, practical information on enhancing a professional or volunteer's
'soft skills' in communication, planning, and intra-personal and interagency co-operation. We
of ten assume people
learn and practice these

1000 pages, 8-1/2 x 11 inches, ISBN 1-55307-009-7, $80 ebook
•••••
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A PERSONAL HOSPICE JOURNAL
OF BELIEFS, ASSUMPTIONS AND
BEHAVIORS
A book on disk that helps you record your thoughts on over 160 topics
relating to hospice and home care.
Journaling is an excuse for us to spend some time on our own. It
encourages us to reflect on our thoughts, beliefs and behaviors so that
we can decide what we would like to keep and what we would like to
change.
This journal has Harry van Bommel's thoughts on the many topics
outlined in the Table of Contents. They are thought based upon over 25
years in the hospice care field first as a family member caring for his
parents and grandfather at home and later as a researcher, writer,
teacher and mentor.
You can use this journal can be used in two ways:
1. As a learning tool. van Bommel does not suggest reading the whole
book at once. It will sound repetitive (which it has to be if one's beliefs,
assumptions and behaviors are somewhat consistent). Pick a few topics that peak your interest. You can ignore his reflections and write your
own right away or you
may want to respond to
his thoughts by agreeing,
disagreeing or adding
another perspective to
the same thought. Remember the idea is to
have some fun while examining your own beliefs,
assumptions and attitudes.
There are a lot of
topics to write your
thoughts on. Perhaps
there are too many headings. Write about those
thoughts that interest you
and ignore the rest. If you
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have summarizing thoughts that reduce your beliefs into several special thoughts; write those instead. This is your journal. Do what you
like.
2. As a typical journal. You may want to use this journal to record daily
thoughts, a dream diary or any other form of journaling. The thoughts
van Bommel has on each page could be just for your interest. Use it as
a 'thought for the hospice day' and add your own thoughts on any workday.There is no time limit for writing in a journal. It might take you a few
weeks or a few years.
This book makes an excellent gift for a young student going into
the hospice care field as this is often one of the most reflective times
of their lives. It can be very helpful to those practising in the field now
to help them remember what was, is and should be important to them
in their ongoing efforts to fulfil the hospice philosophy of care. Lastly,
the journal may be an appropriate gift to someone retiring from the field
as a request that they share their thoughts with their colleagues still in
the field.There is a liberating feeling when one retires that allows them
to say what they truly feel without editing themselves for political, collegial or job-security reasons.
128 pages, 8-1/2 x 11 inches, ISBN 1-55307-030-5,
$20 paperback, $15 ebook
•••••

DYING FOR CARE:
HOSPICE CARE OR EUTHANASIA
I hope we restore society's sense of the value of life. We must restore the
joy in caring for people who are dying. - Dorothy C.H. Ley, M.D.,
F.R.C.P.(C), F.A.C.P., Founder and first President of the Canadian Palliative Care Foundation
No one has to suffer unbearable pain and symptoms in North
America. No one. Yet tens of thousands do every day. Is it any wonder
that people want to know more about euthanasia? People do not want
to experience the horrific deaths that many of their parents and grandparents experienced.
Hospice care, well practised and rooted in the philosophy of meet-
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ing individual's physical, emotional,
spiritual and information needs is one
answer to the cravings that North
Americans have for a dignified dying
process.
Harry van Bommel wanted to know
what was really happening in Canada.
He sent questionnaires out to the leaders, professionals and volunteers, in the
field to get their ideas. This books summarises their views admirable.
Across Canada there are people who
have a terminal illness, such as the end
stages of heart disease, cancer, and
AIDS, who are pain free, mentally alert,
able to participate in making decisions, and talk with their families,
comfortable and able to give and receive emotional and spiritual support with the people they love. These people are benefiting from palliative care either through a formal program of care or through an informal network of support from their doctors, visiting home nursing, home
care programs and their families. Unfortunately they are not the majority.
This book addresses what needs to be available to provide excellent health care at the end of someone's life. These are not the idealistic musings of uninformed advocates but the thoughtful considerations
of front-line practitioners of end-of-life care.
Dying for Care discusses the benefits and needs for more hospice
care and examines euthanasia within the greater context of what people who are dying really want. Dying for Care will also present current
information on Canadian hospice care as well as providing a public forum for the thoughts of some of Canada's palliative care and euthanasia experts.
For all those concerned for the dying, this book is an essential guide
... for all those who think about their own death, this is a comprehensive
study of the comforts (and lack of comforts) that exist today. - June
Callwood
112 pages, 5-1/2 x 8-1/2 inches, ISBN 1-55307-023-2,
$20 paperback, $15 ebook
•••••
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SELECTED JOURNALS ON GRIEVING
King's College 16th International
Conference on Death and Bereavement
Edited by Harry van Bommel
Professional and volunteer grief therapists share their personal and
professional stories about grief and bereavement during this 3-day conference at King's College, London, Ontario. The stories can be used in
your own practice, newsletters and presentations as illustrations of
how others deal with their grief.
The stories in this book look at: views by professionals about their
work; personal stories by spouses, parents, children and siblings; spiritual aspects of care; the importance of animals in people's lives; philosophical musings; and so much more.
Each story is a short vignette of a person's journey through grief.
These are stories about practical things that people have done to
help others or to help themselves. One or more of these stories will
touch your heart because we have all grieved the death of someone
we love. In reading how others have dealt with such loss, we identify
how we are coping and what we need to continue to do to help others
while also looking at things we might want to do differently so that
we don't hurt ourselves or
others we love.
This material was gathered at King's College 16th International Conference on
Death and Bereavement Everyone who has participated in
the project has ensured that
their stories are free of error
and respect the confidentiality
of the people involved as necessary. They retain copyright
for their own stories and accept responsibility for what is
recorded.
84 pages, 6 x 9 inches,
ISBN 1-55307-024-0,
$20 paperback, $15 ebook

ABOUT LEGACIES
Legacies: Family and Community Resources was founded
as a not-for-profit Canadian corporation in 1999. It's mission
is to support individuals, families and communities in creating meaningful legacies through community development,
hospice and home care, and Canada 150, our 20-year project
to encourage Canadians to record their life stories and family
histories. Harry van Bommel and Janet Klees are the founders and directors.
Legacies has a simple philosophy:
1. Stay small and think big.
2. Use volunteers whenever possible and, when
necessary, collaborate with thoughtful, committed and
determined people.
3. Reach the widest audience possible with information
that is practical and immediately useful.
4. Recognize and encourage the mutual exchange of
people's gifts for the betterment of individuals, families
and communities.

Legacies: Family and Community Resources
11 Miniot Circle, Scarborough Ontario M1K 2K1 Canada
Telephone 416.264.4665 Fax: 800.684.7280
Legacies is on the web at: http://www.legacies.ca

