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“Our greatest glory is
not in never failing,
but in rising up every
time we fail.”
-Ralph Waldo
Emerson
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There are many considera-
tions to be made when
caring for someone with
dementia and pain is one
of the most important.
When someone with de-
mentia is in pain it may
lead to cognitive and
behavioral symptoms,
intensifying the existing
cognitive impairment.

Even with this knowledge
research shows that indi-
viduals with dementia
experience untreated pain.
Research also tells us that
approximately 25% of can-
cer patients living in long-
term care facilities have
untreated pain and there
are a disproportionate
number within this statistic
that have dementia. Re-
search also shows us that
long-term care residents
with dementia are pre-
scribed pain medications
less often than those who
do not exhibit signs of de-
mentia. The only way
these research results will
change, and care will
improve, is if professional
staff working in long-term
care make a greater effort
to assess pain on a regular
basis for those with
dementia.

There are many reasons
why pain is not addressed

in this population. One of
the main reasons is people
with dementia do not
usually report their pain.
Under-reporting of pain is
not unusual in this popula-
tion’s age but is even more
prevalent in those with
dementia. And sadly,
other research shows eld-
erly people who do talk
about their pain are not
taken seriously and are
consequently under-treated
for pain. Another reason
there is under-reporting of
pain in people with de-
mentia is that to spontane-
ously report pain the
person must be aware of
the sensation, understand
that it can be treated and
know that when they
report the pain there are
health care professionals
who can actually treat
them for the pain. Be-
cause people with demen-
tia have impairment in ab-
stract thinking, reasoning,
and memory, all critical
ingredients in order to fol-
low the process needed to
report pain, there is a huge
under-reporting of pain in
this population®.

If pain management is go-
ing to improve in this

population it is the health-
care professional’s respon-

sibility to do something
about it, not the demen-
tia patients’ responsibili-
ty?. However, research
also shows healthcare
professionals have a dif-
ficult time communicat-
ing with people with
dementia, another barrier
to effective pain man-
agement for this popula-
tion**. However, there
is good news regarding
this whole issue and that
is that communication
can improve leading to
improvement in assess-
ment of pain and other
undesirable symptoms
through the use of a
“person-centered”
approach®.

Person-centered care
refers to care that is
individualized in its ap-
proach to dementia care
and recognizes there are
many other factors be-
yond the neuro-anatomy
of the dementia that will
influence the disease’.

A recent study found
that when dementia cli-
ents were asked in an
informal, patient-led and
person-centered way,
90% of the sample could
report pain. To elicit
such a high percentage
of pain reporting the re-




searcher used the following

protocol:

¢ Conduct the interview in a
quiet and familiar setting.

+ Ensure appropriate sensory aids
are in place.

¢ Ask people who know the
patient well for advice about
how best to approach the pa-
tient and about their particular
communicative difficulties.

¢ Ask about pain using words
from the patient’s vocabulary.

¢ Use non-verbal communication
to reinforce the message (e.g.
making a pained face, pointing
to parts of the body that might
be sore).

+ Rephrase the questions about
pain if the patient could not be
made to understand the first
time.

Using these methods enabled

every patient, who was able to

engage with the researcher, make

a report of pain.

Research has also shown that pain
is more successfully managed
when it is assessed and monitored
using “formal assessments”®.
Although using formal assessment
tools are preferable, it may be
more difficult when dealing with
dementia patients because of the
cognitive deficit they have. Re-
search finds people with these
cognitive deficits have difficulty
quantifying pain'® and only 20%
of nursing home residents with
dementia were not able to use any
of the available tools for pain as-
sessment™. In one research pro-
ject it was found that two-thirds of

patients with dementia could use at
least one of four pain assessment
measures. The tool most often
used successfully was the McGill
Present Pain Intensity Scale:
(“Please look at this scale and
identify the word or number that
describes how bad your pain is at
the moment”) 0 = No pain; 1 =
Mild pain; 2 = Discomforting pain;
3 = Distressing pain; 4 = Horrible
pain; and 5 = Excruciating
pain.(p.3)

“The findings of this particular

research establishes there are cer-

tain principles that should be con-
sidered when assessing pain in pa-
tients with dementia:

+ Assume your patient’s pain
experience is similar to that of
other patients with the same
medical condition;

+ Do not assume your patient will
make an unsolicited report of
pain;

¢ Ask your patient, in an informal,
person-centered way, if they are
experiencing pain and trust that
report;

¢ If you are unable to elicit a
report try asking in a different
way or get someone who knows
the patient well to ask on your
behalf; and

¢ Use formal pain assessment
tools where possible and be
ready to try a number of differ-
ent tools before you find one
that makes sense to the patient.”

(p-3)

Because pain is a serious threat to
a dementia patient’s well being,

which includes their functional
status and their quality of life, it is
imperative that healthcare profes-
sionals make the added effort to
institute formal assessment tech-
niques when trying to elicit an ac-
curate report of pain from the
client with dementia. It is also
important to remember there is a
small percentage of dementia pa-
tients who cannot accurately report
pain, or the absence of pain, due to
their cognitive status. In those
cases it is necessary for the health-
care professional to use their skills
in recognizing the non-verbal signs
of pain and treating it accordingly.
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Mission Statement

Hospice of the Twin Cities’ mission is to
enhance the quality of the lives of our
patients and their families by providing
respectful care based on maintaining
dignity, alleviating physical, psychosocial,
and spiritual suffering, advocating for
fundamental rights, and affirming the
sacred value of life.




