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Sometimes [ wonder if health professionals realize how very little
we laymen know and what a small amount of practical information
it takes to transform us into very capable managers and helpers.

(ffom Outpatient care of advanced cancer: Symptom control, support,
and hospice-in-the-home)
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?f Introduction '

Home can be the most comforting place for the person with a terminal
ilness. At home, people with cancer, AIDS, or any other serious disease
are in a familiar environment, surrounded by their loved ones. They can
continue to participate in the life they knew before their illness.

However, caring for someone with a serious illness at home requires
planning and thoughtful consideration. No two ill people - and no two
families ~ are alike in needs and capabilities. Bringing the ill person
home may be difficult for those who lack certain basic social or financial
resources, or even the environment to keep someone comfortable.

Of course, going home does not necessarily mean that everything
will work out. It is important to understand that a seriously ill person's
situation may change at any time - as might the family’s ability to cope
with the demands of caregiving. Anticipating problems before the person
comes home is very important. Communication with your family doctor,
your local community/home care services program coordinator, your
palliative care specialist teams and other specialists will help you gain the
necessary knowledge and learn the appropriate skills to care confidently
for your loved one at home. It is our hope that this booklet will assist
those making the decision to care for a seriously ill loved one at home

by offering practical suggestions for care and information on many
available services.




Section One: Care at home

Making the decision to be cared for at home

Can the person’s symptoms be managed at home?

Is the family able to look after someone who is seriously ill?
How much outside help will be available?
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Making the decision to be cared for at home.

Many people with a serious illness are eager to be at home but are afraid
to burden their families - others are simply afraid to leave another care .
setting. Information about available services should be considered in the
decision-making. If the ill person is anxious about being at home, he or
she might be encouraged to talk about those fears, as well as all the
implications involved in making the decision.

Talk to the doctor and to other members of the health care team, both
in the treatment centre and in the community. During the discussion,
explore what options are available to manage your loved one’s illness at
home, and what might happen as the illness progresses. It is not too early
to think about a back-up plan in case the situation changes, including
the possibility of admission to a palliative care setting.

Can the person’s symptoms be managed at home?

]
|

Families should consider the type of symptoms the person is experiencing
or might develop in the future. You can begin by approaching the ill
person’s doctor and/or any member of the palliative care specialist team.
The severity and type of symptoms vary with each individual but most
symptoms, with adequate intervention, can be managed in the home
environment. Consult with the nurses and other members of your health
care team regarding the current plan of care and the level of care that
may be required in the future.

| Is the family able to look after someone who is seriously ill?

Once you know that the person’s symptoms can be managed at home, you
may want to consider whether your family members can cope phy51cally
and emotionally with this
event. Some questions you
might ask are:

e Do we have space for a
hospital bed and other such
equipment if needed?

* [s our family able to cope
physically with the demands
of care giving?

» Are there certain physical
tasks required that one individual may be unable to perform (e.g., moving

the ill person, getting up in the middle of the night to give medication)?
If so, can other family members help?
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o Will several family members share in the task of caring for the person?
On what kind of basis?

e What are our family needs for privacy? For example, will the ill per-
son or other family members feel embarrassed when confronted with
certain tasks, such as those involving personal hygiene?

« ‘Wil caring for this person seriously jeopardize our other responsibilities?
o Can we cope with the emotional responses of the ill person and our
own feelings during this time?

If there are children in your household, it is also wise to consider how
much information and involvement you wish them to have. If there are
very young children in the home who require constant attention, you
will undoubtedly need some extra help while the person who is ill
remains at home.

Many other questions may occur to you, and one way to begin the
discussion is to invite the health care team to go over this list of ques-
tions with you.

How much outside help will be available?

Answering the preceding questions can help to identify those aspects of
care that will be more challenging for you and your family. It is important

to find out early what resources and support are available to you. Build
your support team in these early discussions by finding out who will be
accessible in your community on an ongoing basis.

Some issues to think about are:

« Will your family doctor or another doctor be available to provide
home visits?

o Which members of the health care team will be available to you on a
24-hour basis, and what assistance will they provide?

e What palliative care programs are available in your community and
how will you gain access to them?

« What pain and symptom specialists will be available?

The next section of this booklet will help you determine which resources
are available on an ongoing basis in your community, and how you can
access them.
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You're not alone in the process of deciding to care for a loved one at home.
The treatment centre is your initial resource and probably most involved
in the planning stages. It may be helpful to talk to the ill person's home
health care team, including the doctor, nurses, therapists, and social
workers. Don't feel discouraged if you live in a small community with
few support services. There are several resources with which you can
maintain contact: 1) your family doctor, who can monitor the ill person’s
condition and medication program; and 2) local professional staff, who
can refer you to a large centre or help you make some arrangements
through the coordinator for community/home care services.

There are many other resources in your community in addition to the
professional services described in the following pages. Trained volunteers,
for example, may be a helpful resource. Family and friends may also
play an important role in providing care and support. Talk to them about
the type of support they are willing to provide, for example, assisting in
personal care, babysitting, or “just listening.” Most people respond well
to an organized schedule because it helps them to plan in advance.

Access to spiritual support may be very comforting to you and your
loved one. One option might be to contact your priest, minister, rabbi,
or the person who has provided spiritual support in the past.

| Planning for care at home |

Your health care team — whether at home or in the treatment centre -
should review the ill person’s needs with you, and the various ways you
can assist in meeting those needs. You need to know how the illness has
been managed up to this point, and what you can expect to be doing on
a daily basis. The hospital or community nurses can teach you the routines,
for example, bathing or turning the ill person. A schedule outlining the
quantity and frequency of the person's medications, including pain med-
ication, should be supplied to you. ‘

A coordinator for community/home care services will be accessible to
you either in the treatment centre or in the community. You should make
the arrangements for any necessary equipment — for example, a hospital
bed and commode chair - through this coordinator. This person will also
assist in organizing the services you and your loved one require at home.

You will need to determine what community resources are available
to you and the extent to which you may need to use them. The health
care team or your family doctor can refer you to many of these agencies.
As time goes on, families may find that they need less of one type of
help (e.g., homemaking) and more of another (e.g., babysitting). It is
not necessary to make a firm selection of services when care at home
begins - you can always add or subtract services later.




Qutside resources

If your community resources seem limited, speak to the nursing staff or
other members of the health care team to find out what else is available
in the home setting. There should also be an open line of communication
between the treatment centre team and the community care team. Her
treatment centre doctor should write to the doctor who will provide care
at home. Be sure to keep a current list of all your team members at home.

Community/Home care services

Eligibility for care at home varies widely across Canada. Your coordinator
for community/home care services in the treatment centre or in the
community can explain what your local program offers and which services
are covered by your provincial ‘
health care plan. Services that
might be funded within your
community could include nursing,
homemaking, Meals on Wheels,
transportation, and medical
equipment services. You may
want to investigate other options
through local agencies and service
clubs. These agencies can assist
with the care of your loved one
at home, and possibly even offer
financial support. Be as clear as
you can about the needs of the ill
person and the kind of assistance Toronto General Hospital
you require at home. At a minimum, people with serious illnesses will

require monitoring and ongoing support by a community nurse even if some

care is being provided by the family. Ongoing assessment and evaluation,

as well as anticipating changes in the care plan, are also essential to care

at home. This process might include regular information updates, further
education of the caregivers, or re-evaluating equipment needs.




Community nurses

Your community nurses will provide instruction in care while your family
member is at home. If you are nervous about performing certain tasks or
unable to manage all of the routines, the nurse can help in a number of
ways, for example, assisting in personal care, administering medications, or
changing dressings. )

How many nursing services you require will depend on the ill person’s
needs and preferences and your own desire for involvement in the person's
care. Some people, for example, do not want to be bathed by family
members, and some family members (or friends) do not wish to give
injections. Discussing these responsibilities with the community nurse
is a good idea.

There are a number of private organizations and agencies that can
offer assistance to people caring for someone at home. Private nursing
agencies are available for 24-hour back-up assistance. In addition,
Registered Nurses, Registered Nursing Assistants, and other professionally
trained caregivers can assume responsibility for care and homemaking
for a period of time. The cost for these services can be high since they
are not usually part of community/home care services. However, you
may need to take a break and shift the care to someone else, especially
if you have few family members to lean on. Some private insurance
plans cover agency nursing at home.

Finally, your community nurses can offer helpful advice and emo-
tional support while you are caring for your loved one. Many home
caregivers appreciate the reassurance their community nurses provide.

Community groups

Don’t overlook other services that are not officially part of a community/
home care service. Ask about the possibility of borrowing equipment
from local agencies for example, wheelchairs, canes, commodes, bath
seats and raised toilet seats. There may be a cost for these services,
depending on your ability to pay. Notify the agency if financial assistance
is required.

Other service agencies may provide you with additional services, for
example, food supplements, medications, transportation and information
booklets about caring for a seriously ill person at home. Volunteer agencies,
such as community hospices, or groups that are culture-based may provide
additional support to you and your family at home.




Service organizations

If the ill person is a veteran or a member of a service club, such as the
Canadian Legion, Rotary Club, Kinsmen Club, or Lions Club, you may be
eligible for assistance. Contact your local chapter for more details. If the ill
person is eligible for Veterans’ benefits, assistance may be obtained through
Veterans Affairs Canada (district offices are listed in the government section
of your telephone book). To qualify for aid, the person must be 65 or
older and in need of some services in the home, whether personal/medical
care or homemaking. Veterans Affairs may continue to provide their
services even if other agencies, such as community/home care services,

are involved. Depending on current government policy, there may be
charges for those services.

Hospice groups/palliative care programs

Many hospice or palliative care programs offer social support, volunteer
visiting, guidance in symptom management, and professional counselling.
The care provided by hospice or palliative care programs varies across
Canada. You can obtain a list of resources by contacting the Canadian
Palliative Care Association or your provincial palliative care association,
if available. Your local hospital may also have a palliative care service
that can help you care for your loved one at home.




_ Section Three: What will it cost?

Government insurance 16
Supplementary medical insurance i 16
Group/company insurance 16
Life insurance 17
The cost of drugs 17




In assessing the cost of caring for the seriously ill person at home, it is
important to consider how much financial assistance will be available
through support groups and the family’s insurance plans (government,
private, group, or company plans).

Government insurance

The ill person’s provincial health plan will cover some of the cost of

community/home care services provided he or she and his or her family
are eligible.

Supplementary medical insurance

If you are insured by a supplementary medical insurance plan, contact
your district office and ask them what services are covered by the policy
if the ill person is cared for at home. Some extended care may be covered,
as well as certain drug benefits, depending on the ill person’s individual
coverage. Some plans cover only generic (versus original brand-name)
drugs, while others exclude over-the-counter, non-prescription prepara-
tions. There is a ceiling amount on all services and benefits provided.

When you call your provincial or private insurance plan, have your
insurance number handy to give to the agent.

Group/company insurance

If the ill person has a group or company insurance plan, now is the time
to determine whether payments can be made from it toward the person’s
care. Telephone the company that issued the plan (or ask your family
doctor for assistance) and explain that the family will be caring for the ill
person at home. You may be asked if a Registered Nurse will be making
regular visits, as some plans do not supply coverage unless a Registered
Nurse is involved in the care. Be sure to find out how quickly payments
can start.

If you have trouble dealing with the insurance company, you might
consider enlisting the support of a friend or co-worker (e.g., a union
representative) to act as an advocate on your behalf,







