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The Alzheimer’s Caregiver Seven Essential Questions
By

Ira G. Asherman

Being responsible for the care of an individual living with Alzheimer’s, you
will, over time, be faced with a number of difficult decisions. In the
remainder of this article, | will list them in the order we faced them. Our
story began some thirteen years ago with a diagnosis of MCI. Despite our
best efforts the diagnosis of Alzheimer’s followed several years later.

Since then | have watched my wife slowly but assuredly slip away. With the
help of multiple aides, a lot of love and effort and a good insurance policy |
have managed to keep her home with me. This article draws on our
experiences over these thirteen years. In preparing this piece | am
assuming you have already found appropriate medical care.

Note: the term “loved one” is used to denote the person you are
caring for: spouse, partner, parent, or other Alzheimer’s patient you
live with. The questions follow.

e Should your loved one be told what the diagnosis is? You may fear
that it will be shattering if they hear they have Alzheimer’s. You may be
right - they will probably find it very difficult to hear. For me, the decision
was an easy one... that is, to tell my wife and the sooner the better.

How do you say it so they are not crushed? Your goal here is not just
“telling” but normalizing what is happening. Part of making that happen
is not avoiding the terms Alzheimer’s and Dementia. Do not be afraid to
say them. It is your new reality.



Related questions: Who should tell your loved one? Should you ask
your doctor and children to be involved?

e Should you tell family and friends? This is a decision you will face
early. It will not take long for your friends and relatives to figure out that
something is wrong. My wife’s forgetting names or prior conversations or
asking the same question over and over again were a clear give away.
You cannot hide it. The sooner family and friends know the sooner they
can help you. If they are good friends, they will want to help. Helping can
mean a variety of things at different stages of the illness. Allow them
in... they can make your life much easier. For us, our friends stepping
up was a real statement of love and caring. It sustained me and allowed
us, for many years, to continue our social life. Being open with friends is
part of the normalizing process.

Related Questions: When exactly should you tell them? Are you
violating a confidence by telling non-family members? What do you
gain by discussing this with friends?

e Arethe loved one’s finances in order? Everything may have been
fine prior to the Alzheimer’s diagnosis. However, Alzheimer’s changes
everything and it can happen very quickly. You will reach a point where
your loved one is unable to participate in making any decisions. Meet
with your lawyer and financial advisor to make sure the will and other
legal and financial documents reflect your new situation. Do it early while
your loved one is still able to participate.

Related Questions: Is your current attorney up to date on issues
faced by seniors particularly where Alzheimer’s is involved or do you
need an elder care attorney Is the accountant ready for this new
situation?

e What if the caregiver needs care? The essential question is: what do
you do if you are unable to serve as caregiver for a period of time and
need care yourself? Do you have a back-up plan? Who will take care of



your loved one in this situation? When | was hospitalized, we did not
have a plan in place and our situation was further complicated by my
wife’s Type One Diabetes. We were very lucky as our aide along with
friends and neighbors all came to our assistance. That was luck but
good luck is not a plan. | have now put our plan in writing and met with
friends to ensure they are comfortable helping out.

Related Questions: Have you spoken with the children or other
family members so they can help out? Have you discussed the issue
with the home health aide or their agency, if applicable? Are there
any friends of yours you can call upon?

Should you hire a home health aide? This is not an issue that you will
face early in the journey, but at some point, you will realize that you
need help as the daily care of your loved one is more than you, your
friends and relatives can manage. For us it was the beginning of a new
chapter. In addition to cost, this is a decision that is fraught with
problems. Among them are convincing your loved one and at times
other family members that an aide is needed. How will the two of you
manage with another person sharing your living space? It will not be
easy. Understand, that over time as the disease becomes more
pronounced you may need someone five or seven days a week. Our
primary aide has been with us for five plus years working five days per
week from 9 AM to 6 PM.

Related Questions: Do you have the financial resources to pay for
an aide? How many days a week do you need an aide? Do you care
if it is a man or a woman? If your loved has long term care insurance,
how much will that pay? What will it be like to have someone else in
the house? Should you ask others for financial help? Should you hire
from an agency or hire an individual person?

Should you move your loved one into a memory care center? This
is probably the most difficult, most heart breaking, and painful decision
any of us will have to make. | continue to thank my lucky stars that |
have not yet had to face this issue. | have looked at facilities just in case
but have not yet made the fateful call. At some point we cannot escape



the fact, that we can no longer care for our loved one or they now
require 24/7 care. Once that happens you may find that a memory care
facility is the best option.

Related Questions: Can we afford the cost? How do you select a
facility? How important is it for the memory care facility to be near
your loved one’s home or family?

Conclusion

This journey of caring for someone with Alzheimer’s is a difficult and painful
one. None of the issues outlined above are easy ones to address. | hope
that knowing about them in advance will give you and your family an
opportunity to prepare and not be overwhelmed when they present
themselves. | would offer one additional piece of advice and that is to join a
support group. Being with folks who have been on the journey can be truly
helpful. I joined a support group years ago and | cannot find the words to
tell you how helpful it has been.



