
By Bob Stewart

We are losing my mother one teaspoon at a
time. This reality became obvious to us in
1998 while we were on a week-long cruise
with my parents and spending a lot of  time
close to them. This is where we realized we
were at the beginning of  another journey
altogether and Alzheimer's disease would
be our traveling companion. Although our
story is sad, it is fairly typical and
representative of  so many other families
on this path.

My mother is Margaret Stewart, a wife, a
mother of  three sons, and a registered
nurse. She worked for many years in long-
term care and often commented that it was
her greatest fear that she might end up one
day like the patients in her care. Being
mindful of  this as her illness progressed,
we sought out help from the Alzheimer
Society of  Thunder Bay, Wesway and
CCAC. As we learned about the disease and
how best to support her, Mom participated
in the day programs at St. Joseph’s Care

Group and we hired personal support
workers to come into the home to care for
her and to give my father respite. Soon her
cognitive abilities had deteriorated to the
point where it was no longer safe for her to
remain in her home and we were worried
about the toll this was having
on my Dad.

Alzheimer’s disease affects the whole
family. My parents had worked hard all
their lives and now my father watched his
golden years fade as his wife slipped away.
All of  us were feeling the physical and
emotional effects and as the “good” days
became fewer and fewer we knew we had
difficult decisions to make, and so, at the
end of  2005 Mom went into a long-term
care facility. Mom has steadily and
predictably declined over the intervening
years. My father still visits her daily and
she has the support of  some wonderful
and compassionate staff.

Every person living with Alzheimer’s
disease has their own unique journey and
Mom’s has been a very difficult one.
Through it all we have educated ourselves
and advocated for her best interests. We
have read everything we could find,
attend workshops, lectures and
conferences. We have come to realize that
there are serious problems in the way we
care for our elders. Most troubling of  all
is that there has been very little
observable change over the last 17 years
and we are not prepared for the so-called
“grey tsunami”.

In particular, I have noticed issues of
accountability versus performance. There
seems to be too much time spent on
documentation leaving insufficient time
for the performance of  real and

meaningful care. We need to find a
balance between these two issues. There
are simply not enough boots on the
ground. I feel there is a tragic disconnect
at the critical point of  communication
between front-line workers and the rest
of  the care team. Patient care ratios are
a concern. There is an unrealistic
expectation on inadequately trained
personal support workers to be able to
handle difficult behaviours. 

These concerns have been discussed and
reviewed by our past and current
Ministry of  Health with not much
outcome. Government needs to make the
necessary funding allocations to this
sector of  our health care system to allow
our seniors to live their final days with
the dignity and respect they have earned.
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