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Advanced Dementia Care

Demystifying Behaviors, Addressing Pain, and Maximizing Comfort

Research and Practice: Partners in Care

Maribeth Gallagher, MS, RN, PMHNP-BC O Carol O. Long, PhD, RN, FPCN

The graying of America will lead to an unprecedented
and overwhelming number of people with dementia.
As the numbers of persons with advanced dementia
continue to rise, hospice and palliative care clinicians
struggle to offer the same excellent care afforded
patients with more common hospice diagnoses.
Challenging behaviors occur in up to 90% of persons
with dementia and are distressing for patients and
caregivers alike. Nursing theories and emerging
evidence-based practices offer guidance to help
clinicians recognize, interpret, and respond to the
palliative care needs of persons with advanced
dementia. Caregivers must explore the possible causes
for behaviors by considering a wide array of potentially
unmet physical, psychological, emotional, spiritual,
and environmental needs in the person with advanced
dementia. Pain is a common cause for challenging
behaviors in these individuals, yet it frequently goes
unrecognized and/or undertreated. This article uses a
case study to illustrate a common challenge faced by
clinicians serving patients with advanced dementia and
provides a detailed discussion on current best practices
to improve palliative care for persons with advanced
dementia and their caregivers.
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Mrs T. is an 83-year-old retired grade-school teacher with a
history of Alzheimer disease (AD), hypertension,
congestive heart failure, and osteoarthritis. She resides in an
assisted-living home (ALH) and receives hospice services
for advanced dementia. Mrs T. is unable to dress, bathe, or

Maribeth Gallagher, MS, RN, PMHNP-BC, Dementia Program Direc-
tor, Hospice of the Valley, Phoenix, AZ.

Carol O. Long, PhD, RN, FPCN, Geriatric Consultant and Codirector, Pal-
liative Care for Advanced Dementia, Beatitudes Campus, Phoenix, AZ.

Address correspondence to Maribeth Gallagher, MS, RN, PMHNP-BC,
Hospice of the Valley, 1510 E. Flower St, Phoenix, AZ 85014 (mgallagher@
hov.org).

No funding was received for this study.
The authors declare no conflict of interest.
DOI: 10.1097/NJH.0b013e318201975d

70 www.jhpn.com

ambulate without maximum assistance and is incontinent
of bowel and bladder. She has a Mini-Mental State
Examination score of 4/30, indicating global cognitive
impairment associated with late-stage dementia. Her
severely impaired communication skills limit her verbal
exchanges to a few stereotypical phrases such as “OK”
and “thank you.” Mrs T. occasionally demonstrates
swallowing difficulties when being fed her meals and had
pneumonia 4 months ago. She was treated with antibiotics
as stipulated by her advanced directives and recovered.

The direct caregivers, who are unlicensed staff at the
ALH, report that Mrs T. is awaking in the middle of the
night and yelling loudly, which disturbs the other
residents. They state she will not return to sleep when
caregivers offer comfort and reassurance, but eventually
dozes off and on until dawn. Additionally, Mrs T. has
recently started to exhibit increasingly agitated and
resistive behaviors when receiving personal care.

Mrs T. repeatedly cries “stop” and “help” loudly while
striking out with clenched fists as caregivers try to
reposition or transfer her during personal care tasks. She
demonstrates facial grimacing and tension throughout
her entire body during these episodes. Caregivers report
that their attempts to distract Mrs T. with conversations
about her earlier years as a teacher prove unsuccessful, and
the behaviors continue until the caregiving tasks are
completed. The hospice RN case manager receives a

call from the ALH’s owner describing Mrs T.’s “combative
and disruptive behaviors” and states that the RN must

do something to reduce the behaviors or Mrs T. may need
to go to a different facility. The ALH’s owner suggests
haloperidol or quetiapine as she has seen it effectively calm
other residents’ behaviors and help them sleep through
the night. The RN explains that instead of choosing a
sedating medication to make the behaviors cease,
evidence-based practices suggest that Mrs T.’s behaviors
may signal an underlying problem that must be explored
and remedied. The RN assures the ALH owner that she will
start immediately to investigate the changes in behaviors,
address the cause(s) with the hospice medical director, and
communicate her findings and planned interventions.
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he aforementioned scenario may sound increas-

ingly familiar to nurses serving the needs of per-

sons with advanced dementia. Challenging
behaviors are not only distressing for patients but for
caregivers as well. The purpose of this article is to
share evidence-based approaches to help caregivers sys-
tematically investigate the underlying causes for challeng-
ing behaviors and to guide effective responses for
maximizing comfort in persons with advanced dementia.
Common triggers such as delirium and environmental
factors will be presented, but the emphasis of the discus-
sion will focus on recognizing, interpreting, and respond-
ing to pain in an effort to improve palliative care for
persons with advanced dementia and their caregivers.

DEMENTIA ON THE RISE—IMPLICATIONS
FOR HOSPICE

The graying of America will lead to an unprecedented and
overwhelming number of people with dementia. Every 70
seconds, someone in the United States develops a form of
dementia known as AD." Adults 85 years or older are the
fastest-growing segment of many populations worldwide,
and approximately one of every two of these adults have
AD.? Moreover, it is estimated that one of eight people 65
years or older has AD, and as of January 1, 2011, as many
as 10,000 baby boomers will turn 65 years old every
day."? Alzheimer disease is one of several forms of de-
mentia for which there is currently no cure or method to
effectively halt or reverse the progressive neurodegenera-
tive damage that results in severe loss of cognition, func-
tion, and eventually death. Currently, there are more than
5.3 million Americans with AD, and another 2 million with
non-Alzheimer dementia.'

As dementia continues to emerge as a leading cause of
death in older Americans, the burgeoning need for excel-
lent palliative dementia care continues to grow. To date,
studies suggest that patients with dementia receive subop-
timal end-of-life care, experiencing distressing symptoms
and burdensome interventions. ™ Hospice and palliative
care teams are challenged with providing the same quality
services for persons with dementia and their families, as
they expertly provide for patients and families with more
common hospice diagnoses.® The most important goal of
care commonly identified by an overwhelming majority of
healthcare proxies for patients with advanced dementia in
nursing homes is comfort.® Although established goals of
care should guide treatment choices for all patients, it is
frequently difficult for caregivers to confidently anticipate
and fulfill the needs of persons who are unable to verbally
convey their experiences because of impaired cognition
and communication. Caregivers must blend their clinical
expertise and knowledge of the best available empirical
evidence, with their understanding of patients’ preferences
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and values, to achieve improved outcomes.” By integrating
evidence-based practices into their decision-making pro-
cesses, clinicians can more confidently and consistently of-
fer palliative dementia care that reflects the very best of
both the art and science of nursing.

THEORETICAL FRAMEWORKS

Nursing theories have been constructed to demystify
dementia-related behaviors and provide guidance for
practitioners to effectively anticipate and respond to the
needs of persons with dementia. Two of the theories of-
fering interpretation of the behaviors that typically accom-
pany the progression of dementia are presented here. Hall
and Buckwalter'® conceptualized the Progressively Low-
ered Stress Threshold model, proposing that progressive
neurodegenerative changes in dementia lead to de-
creased abilities in those affected by the disease to effec-
tively decipher and respond to both internal and external
stimuli. Therefore, persons experience increasing diffi-
culty in their abilities to process, adjust to, tolerate, or cope
with stimuli as they did in the past. As such, they begin to
experience more stressful reactions as evidenced by in-
creased anxiety and dysfunctional behaviors. In other
words, as dementia progresses, the person becomes in-
creasingly vulnerable to stressors, which may trigger dis-
comfort and negative behaviors. Six types of triggers are
identified: fatigue, change, repose to perception of losses,
inappropriate stimulus levels, excessive demands, and
physical stressors such as pain, infection, and medications
causing delirium. The Progressively Lowered Stress
Threshold model highlights that behaviors have meaning.
If disturbing behaviors are a departure from a person’s
normative behaviors, they serve as an effective means
of communication for the person with dementia. This
compels caregivers to search for and address the under-
lying causes.'”

Another explanation focuses on these behaviors as
manifestation or communication of unmet need.'' Ex-
panding on this concept, the Consequences of Need-
driven, Dementia-Compromised Behavior (C-NDB) theory
suggests that the person with dementia is unable to make
his/her needs known, and the caregiver is unable to de-
termine what the behaviors mean.'? As such, the nurse,
in this example, does not know the cause or magnitude
of Mrs T.’s needs. When needs are unmet, behaviors
emerge, creating a “cascading” effect for the person with
dementia whereby background and proximal factors af-
fect the person’s primary needs. When these needs are
not met, primary need-driven dementia-compromised
behaviors emerge. Unmet primary needs may lead to
secondary needs, and secondary need-driven dementia
compromised behaviors. Thus, the cycle continues until
the needs are assessed and addressed.
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Correspondingly, the Serial Trial Intervention capita-
lizes on the Consequences of Need-driven, Dementia-
Compromised Behavior theoretical model and Assessment
of Discomfort in Dementia Protocol, in which serial as-
sessments and sequential trials of treatments or inter-
ventions identify and treat unmet needs that may be the
cause of dementia-related behaviors.">'* It is important
for caregivers to frequently anticipate even the simplest
of unmet needs in the persons with dementia, such as
thirst, hunger, feeling hot or cold, and fatigue. Those most
at risk for experiencing unmet needs are individuals, such
as those with advanced dementia, who can no longer
identify or verbally tell caregivers the source of their dis-
comfort or pain. Thus, caregivers must anticipate the per-
son’s physical, spiritual, and/or affective needs and
provide nonpharmacological and pharmacological inter-
ventions with continual assessment and reevaluation of
the person’s response to treatment.

CHALLENGING BEHAVIORS—THE SEARCH

FOR UNDERLYING CAUSES

Although there is wide variation in the literature, episodes
of behavioral disturbances are estimated to occur in up to
90% of persons with dementia and may have multiple un-
derlying causes.">!” Caregivers must explore the possible
causes for behaviors by considering a broad array of poten-
tially unmet physical, psychological, emotional, spiritual,
and environmental needs in the person with advanced de-
mentia.®'® Although identification and discussion of the
numerous potential underlying causes for dementia-re-
lated behaviors are too extensive to cover in one article,
considerations for the commonly occurring factors of delir-
ium, environmental stimuli, and pain are explored here.

Considerations for Delirium

The diagnosis of delirium in persons with dementia is com-
monly missed by clinicians because the presentations are
mistakenly perceived as being part of the chronic day-to-
day confusion of dementia or attributed to behaviors la-
beled as sundowning.'”** Delirium occurs in up to 60%
of nursing home residents and up to 83% of patients at
end of life.*"** The occurrence of delirium superimposed
on dementia is estimated to range between 22% and 89% in
older adult populations.* Patients with dementia and mul-
tiple illnesses are at highest risks for developing delirium,
so caregivers must remain vigilant and suspect delirium
whenever there is a new onset or increase in the frequency
or severity of cognitive, functional, or behavioral changes
that erupt over hours to days.>***?> Acute changes from
baseline in mental status (with possible fluctuations) and
inattention, along with disorganized thinking and/or al-
tered levels of consciousness, should signal further assess-
ments for delirium.***> Early recognition is imperative
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to provide interventions that may reverse the underlying
cause(s) and improve patient outcomes or simply main-
tain patients’ safety and comfort.'”*> Although delirium
may have numerous causes, caregivers should begin by
investigating common causes such as infections and other
intercurrent illnesses, medications, dehydration, pain, al-
tered laboratory values, sensory alterations due to lack of
eyeglasses or hearing aids, and environmental conditions
such as sleep deprivation.’”* Based on the patient’s ad-
vance directives, underlying causes for delirium, such as
infection, may or may not be treated with antibiotics. Re-
gardless of the healthcare decision options chosen, care-
givers must ensure that methods are used to keep the
patient comfortable by utilizing pharmacological and/or
nonpharmacological methods.

Delirium may present with one or more motoric sub-
types such as hyperactive, hypoactive, or mixed.'” Pa-
tients who demonstrate a recent onset of behaviors that
are obvious departures from baseline behaviors, such as
increased agitation, hypervigilance, restlessness, wander-
ing, and falling, warrant investigation for a hyperactive de-
lirium. In the case study, Mrs T.’s agitated and distressing
behaviors, along with changes in her typical sleep pat-
terns, are described as “recently” occurring events. The
RN case manager recognizes that these behaviors are
not part of Mrs T.’s normative behaviors and begins to
suspect possible underlying causes of a delirium. The
RN knows it is important to suspect delirium and search
for its causes, as empiric evidence confirms that inap-
propriately medicating the patient to simply stop the be-
haviors leads to poorer patient outcomes.*’

Considerations for Environmental Stimuli
Although the focus of this article is on pain, it is essential
for caregivers to keep in mind that environmental factors
and caregiver approaches may trigger or contribute to dis-
comfort in the person with dementia.'?® Environmental
modification is typically required to create surroundings
that capitalize on comfort and minimize distress through
the input of all of the five functioning senses. Caregivers
are urged to try and sense the environment from the cog-
nitively impaired patient’s perspective. Make sure that
eyeglasses and hearing aids are used as tolerated to assist
persons to more accurately interpret their surroundings
and facilitate communication with others. How might
you be perceived by the person? Is your presence convey-
ing respect and safety? Are you making direct eye contact
at or below the level of the patient’s eyes? What does your
tone of voice and body language convey? Are you adjust-
ing the pace and content of your communication and car-
egiving tasks to accommodate for the slower processing
and language impairment that occurs with dementia to
maximize the patient’s comprehension of what you are
doing and why?*"
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Have you ensured that the physical environment is as
comfortable as possible? Is the room too cold or hot, caus-
ing discomfort for the patient? Do the sounds from the
radio or television impart messages that might cause the
patient to feel angry or afraid? How might the sounds of
war coming from the news station impact the emotions
of a veteran of the armed services who is now confused
and uncertain of his/her surroundings? Both overstimula-
tion and understimulation may contribute to agitation, so
it is important to determine what is best for the individual
patient and customize the surroundings to optimize well-
being.'”*° Finally, it is important for caregivers to know
the person with dementia so they can use this important
and extremely useful information to tailor person-
centered care interventions that honor patients’ lifelong
pleasurable preferences to maximize caregiving strategies
toward ensuring comfort and enhancing quality of life.
Caregivers can utilize information from forms such as
the About Me*” to modify the environment and caregiving
tasks so that every interaction with the patient affirms their
personhood and enhances quality of life.*”!

Considerations for Pain
In addition to assessing for environmental and unmet
needs, it is important to consider pain in a differential di-
agnosis when exploring the etiology of unexplained be-
haviors in persons with advanced dementia. Pain is
commonly underrecognized and undertreated in older
adults with dementia and is a significant underlying factor
for challenging behaviors. 203233 Changes in memory, in-
sight, judgment, and language in persons with demen-
tia serve as barriers to effectively recognize, recall, and
communicate pain to Caregivers.2(”34’35 Persons with
advanced dementia have very limited, if any, ability to
self-report pain. As a result, pain is poorly managed in
cognitively impaired elders with painful comorbidities
and may lead to negative sequelae such as sleep distur-
bances, functional decline, poor oral intake, physical
deterioration, social isolation, dysphoria, and further im-
paired cognition.26’52

There is a growing body of empiric literature empha-
sizing the importance of recognizing and treating pain in
the cognitively impaired older adult based on five overall
assumptions: (1) pain is underrecognized and under-
treated in older adults, particularly those with dementia;
(2) pain is underreported by cognitively impaired per-
sons; (3) pain may contribute to challenging behaviors;
(4) dementia caregivers need to consistently use one of
the pain tools designed to recognize pain in persons with
moderate to advanced dementia; and (5) trials of routinely
administered pain medications are warranted in older
adults with dementia who demonstrate behaviors not at-
tributable to other causes,”13:1%:20:29:32.31-37
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Dispelling the Myths
It is essential to dispel common misconceptions asso-
ciated with pain in older cognitively impaired adults.
The parts of the brain that interpret pain, called the soma-
tosensory cortex, remain intact in persons with AD.?®
Although the neuropathological changes that occur with
dementia may impair patients from accurately recogniz-
ing, interpreting, and communicating their discomfort as
“pain,” they still experience pain but may exhibit atypical
responses such as yelling, hitting, and resisting care.>
Despite that pain may be processed and perceived dif-
ferently in persons with dementia, there is scientific evi-
dence suggesting that persons with dementia sense
even low levels of pain.** Another study indicates that
those with dementia and in acute pain may not experi-
ence vital sign changes compared with those who are cog-
nitively intact.*® Additional research has shown that
persons with dementia may require more analgesic to
produce adequate pain relief.*" Often, professional staff
may not ask the person directly about their pain, assuming
that the person cannot self-report, when, in fact, there
may be moments when the person is able to report the
presence and possibly the intensity of pain if he/she is
provided enough time to respond.*? In the end, persons
with dementia may not receive prompt assessment and
adequate treatment for their pain. This is exacerbated by
the common misperception that a sleeping or sedated pa-
tient indicates a comfortable patient, when, in fact, this
may be an erroneous assumption.*®

Collateral Information and Empiric

Treatment of Pain

In addition to inquiring about pain from the patient, it is
imperative that clinicians review the patient’s medical his-
tory and perform a physical examination to search for old
and new causes of pain. Older adults frequently have mul-
tiple chronic conditions that may cause pain, such as ar-
thritis, neuropathies, peripheral vascular disease, and
degenerative conditions of the spine.g’26 Scheduled medi-
cations are recommended rather than on as ‘as needed”
basis, particularly for cognitively impaired patients who
may be unable to identify pain and communicate the need
for medication.’* More effective pain management is at-
tained by administering around-the-clock pain medica-
tions to maintain a steady state of analgesic blood
concentration.?° Tt is also important to intentionally ad-
minister pain medications prior to anticipated activities
so they may effectively prevent painful episodes and max-
imize comfort.*

Older adults with chronic, persistent pain may demon-
strate sensitivity to analgesic medications, so it is always
advised to start low on the dosage, and titrate up slowly,
watching closely for any negative reactions.?® Tt is also im-
portant to recognize that older adults comprise a wide
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heterogeneous group, and decisions regarding appropri-
ate medications and dosages must be made on an indivi-
dual basis with frequent reassessments to ensure effective
pain relief and monitor for negative effects.’® Remember
to trial nonpharmacological methods, such as sensory and
spiritual experiences, customized to the preferences of
the individual, in addition to medications to enhance ef-
forts for comfort.?® Soothing music, a gentle hand or foot
massage, prayer, or a sweet snack are just a few ways to
provide comfort and pleasurable distraction through the
senses.”” ¥ Document methods that work in the pa-
tient’s medical record, and communicate them to team
members across all shifts.

Evidence-Based Approaches for Assessing

and Addressing Pain

Evidence-based findings and clinical interpretation guide
practice. Adopting the Hierarchy of Pain Assessment
Techniques is recommended as a set of practice guide-
lines for assessing and addressing pain in persons who
are nonverbal or cognitively impaired.***>* In addition,
securing a reliable and valid pain rating scale is necessary.
The general guidelines and recommendations that specify
pain assessment and management in persons with de-
mentia, such as for Mrs T., are as follows:

1. The person’s self-report of pain is the most accurate
indicator of the existence and intensity of pain.
However, persons with advanced dementia may
not able to report their pain. Be sure to ask if they
are having pain right now. However, no complaint
of pain does not mean the person does not have
pain. If self-report cannot be solicited, document
why. In this case scenario, Mrs T. is unable to pro-
vide self-report on her discomfort because of her ad-
vanced stage of dementia.

2. Identify the causes of pain and discomfort. Review
the person’s history and medical record. Look for es-
tablished diagnoses of painful conditions or any
new source of pain. Conduct a physical examination
and focus on any sites that may be producing pain.
Note pain on movement and activities. For Mrs T.,
her documented history of extensive osteoarthritis,
combined with reports that her disruptive behaviors
began when caregivers provided range of motion
with personal care, shed clues that pain is at least
one component contributing to her distress.

3. List and identify behaviors that are suggestive of pain.
Examine when these behaviors occur. Knowing
the person is key during this assessment. Note
any specific changes from the norm. For example,
if the person is normally happy during activities
and now becomes sullen and cries, this would be a
change in behaviors. Be astute to obvious signs of
discomfort, such as facial grimacing and rubbing or
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bracing a body part. Less obvious cues may be de-
creased appetite, restlessness, calling out, and with-
drawal during touch, movement, or repositioning, to
name a few. Use a reliable and valid behavioral pain
assessment scale. In this case, Mrs T. exhibits grima-
cing, crying out, and clenched fists with movement.

4. Secure a report from the caregiver, family, or others
caring for this person. List all behaviors that suggest
pain, the time of day, and what makes the behavior
worse or better (see illustration by RN’s assessment
in the follow-up to case study). Caregivers should
trial nonpharmacological methods to determine if
they serve to even partially offer comfort, distrac-
tion, or consolation. The caregivers in the case sce-
nario tried to talk about Mrs T.’s accomplishments as
a school teacher because it is her favorite topic and
typically evokes a positive response.

5. Identify the source of discomfort or pain. Remediate
any acute conditions or delirium in accordance with
the patient’s advanced directives and goals of care
(eg, urinary tract infection, pneumonia, fracture re-
lated to a falD). If the source of pain is related to a
poor seating arrangement for the person, reposition
the person. Conduct a serial trial intervention with
an appropriate analgesic to address the estimated
intensity of pain. Administer pain medication and
determine the effectiveness. Determine if the medi-
cation is needed around-the-clock (eg, manage-
ment of arthritis), before activities (eg, dressing,
bathing), or before a painful procedure (eg, pres-
sure ulcer dressing change). Engage the entire care-
giving team to note the person’s response to the
medication and whether behaviors are mitigated
or disappear or if they escalate, suggesting the need
for additional or different pain medication. If anti-
psychotic medications are used to address disturb-
ing psychotic signs and symptoms, remember they
are not intended to treat pain. This is an important
issue to stress because antipsychotic medications
continue to be overused for the treatment of behav-
iors in dementia without first investigating and ad-
dressing possible underlying causes of behaviors.”">
Antipsychotic medications used for the treatment of
agitation in dementia pose serious risks for morbidity
and mortality including parkinsonism, excessive se-
dation, a threefold increase in stroke, and twice the
risk of mortality and therefore should be considered
only when necessary.”">?

As the hierarchy assists the clinician in a stepwise ap-
proach to address pain, there is the need to utilize a reli-
able and valid pain observation instrument, if the person
cannot self-report, such as Mrs T. in this case study.
There is a wide range of pain rating scales for nonverbal
adults with dementia available for use across healthcare
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settings.”® One tool that has been tested in the nursing
home and is widely used in long-term-care and hospice
settings is the Pain Assessment in Advanced Dementia
or PAINAD.”® The PAINAD is used in this case study
and became part of the assessment process for Mrs T.
when she could no longer self-report or use other numeric
or verbal rating scales. The PAINAD is an observer-based
pain-behavior assessment tool that identifies the presence
of five categories of behaviors: breathing, negative voca-
lizations, facial expression, body languages, and con-
solability. Ttems are scored on a scale of 0 to 2, and a
summary score ranges from 0 to 10. The tool possesses
reliability and validity, is easy to use for licensed and
unlicensed staff, and has demonstrated sensitivity to
change.* Some hospices train all members of the interdis-
ciplinary hospice team and volunteers to use the PAINAD
so that every interaction with the patient provides an op-
portunity to observe for comfort and use a consistent com-
munication method to alert the RN case manager when
signs of discomfort are observed.

Follow-up to Case Scenario: Assessment,
Intervention, and Evaluation

Mrs T.’s RN requests that the direct caregivers provide
more exact details related to Mrs T.’s behavioral
episodes. The RN asks deliberate questions to clearly
identify any clues through temporal patterns influencing
when the behaviors begin and end (eg, behaviors
initiate with repositioning during personal care and
cease when caregivers complete the tasks). She
documents all of Mrs T.’s reported behaviors in detail to
obtain a comprehensive perspective of the exact
characteristics of the episodes, rather than using the
word “agitation” as a vague descriptor. She notes that
Mrs T. demonstrates facial grimacing, yells “stop” and
“help,” strikes out at caregivers with clenched fists, and
tenses her body. Using the PAINAD tool, the RN
documents Mrs T.’s score as 8/10 and realizes Mrs T. may
possibly be experiencing severe pain with range of
motion. The RN then inquires about any exacerbating or
remitting factors (eg, behaviors escalate with increased
range of motion and cease quickly after movement stops),
particularly focusing on any potential methods to console
or distract the patient. She learns that caregivers attempt
to distract the patient using her favorite topic about earlier
accomplishments as a teacher, but Mrs T. is not
distractible. The RN checks to ensure that caregivers have
assessed the patient for unmet needs such as hunger
and thirst. She inquires if they are keeping the patient
warm, providing privacy and covering the patient’s
exposed body parts during care, and moving slowly and
respectfully through the process of personal caregiving
while informing Mrs T. of what is being done, to
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determine if the caregivers’ personal care methods are
unintentionally contributing to Mrs T.’s discomfort.

As part of her thorough assessment, and based on her
knowledge that patients with dementia are at high risk
for delirium, the RN rules out any preliminary suspicions
of delirium by examining possible causes such as signs
and symptoms of infections and recent changes in
medications. She also determines, through questioning
caregivers, that Mrs T. is not demonstrating any changes
in mental status or attention and shows no evidence of
hallucinations or delusions. She reviews the patient’s
vital signs and performs a physical examination to
identify possible underlying causes of discomfort such as
skin breakdown, constipation, and urinary retention.
Lastly, the RN assesses the surrounding environment for
any sensory stimuli that may be misperceived or
overstimulate the patient and contribute to her
discomfort such as drafts from an air-conditioning vent
or window, glare, or sounds from the television or radio.

Upon reviewing the patient’s history, the RN notes

Mrs T. has a long history of extensive osteoarthritis, which
lends evidence for the PAINAD score of 8/10 with
movement. Although Mrs T.’s medication list reveals an
order for acetaminophen as needed, the documentation
demonstrates that Mrs T. has not received any medications
for pain. The RN discusses her findings with the hospice
medical director and receives orders for analgesic
medication targeting pain. She will closely monitor Mrs T.’s
response and report back to the medical director for any
further changes in medications. Mrs T. will receive
acetaminophen 1000 mg every 6 hours to trial around the

2634 She was also

clock analgesia for her osteoarthritis.
prescribed a fast-acting low-dose opioid as a PRN
analgesic. The nurse will educate the caregivers to
schedule the administration of the PRN opioid 30 to

45 minutes prior to painful events, such as personal care,

.. s . 2635
to maximize Mrs T.’s comfort with movement. 6,35

The RN discusses the plan of care with the team.

Staff members are alerted to the need to document

Mrs T.’s response to the pain medication and determine
the effectiveness on the medication record using the
PAINAD. Certified nursing assistants are asked to
carefully document any behaviors, old or new, that
suggest pain. Mrs T.’s plan of care and medications

will be reviewed each day over the next 5 days. If
additional medication changes are indicated, the RN will
notify the hospice medical director.

The RN calls the ALH owner and discusses her
assessment of Mrs T., indicating why she suspects pain is

at least one cause for the behaviors. She educates the
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ALH owner on behavioral signs of pain in persons with
dementia and offers to teach the ALH caregivers how
to use the PAINAD. She instructs the caregivers to
routinely administer the prescribed analgesic
medications to maximize Mrs T.’s comfort and report
their observations of Mrs T.’s responses. In reply to the
previous requests for haloperidol or quetiapine, the

RN educates the ALH owner that antipsychotic
medications are not warranted because Mrs T. is not
demonstrating any psychotic signs and symptoms or
persistent extreme episodes of agitation. She goes on to
explain that antipsychotic medications do not target
pain, pose significant morbidity and mortality risks to
patients with dementia, and should be used only when
absolutely necessary.”">*

The direct caregivers are taught how to use the PAINAD
tool and observe pain behaviors. The RN requests that
the caregivers report the PAINAD score after analgesic
medications are administered to evaluate the
effectiveness of the intervention. She also asks the
caregivers to list the types of nonpharmacological
methods they could use to enhance Mrs T.’s comfort.
Because the caregivers know Mrs T. and have learned
about her lifelong preferences from the About Me form,
they mention that Mrs T. loves to talk about her
accomplishments as a teacher and listen to Patsy Cline’s
music. They also note that slowly reciting the Lord’s
Prayer with Mrs T. appears to provide solace. One of
Mrs T.’s favorite snacks is chocolate, and her face
expresses a calm delight when she is having her hands
massaged with lotion. The RN encourages the caregivers
to trial reciting the prayer before they begin any tasks,
to use sensory methods to provide meaningful
connection with Mrs T. and enhance feelings of serenity.
The caregivers mention they will try giving Mrs T.
chocolate to help distract her during tasks and observe
how she responds to the staff singing along with Patsy
Cline music to lift her spirits.

Follow-up reports from the direct caregivers indicate
Mrs T. no longer demonstrates resistive or distressing
behaviors during personal care, and her PAINAD

score = 0. Additionally, the ALH owner reports the
patient rarely wakes in the middle of the night and calls
out. On occasions, when Mrs T. does yell out at night,
caregivers observe her for pain and provide analgesics
when indicated. Additionally, they say her favorite
prayer and provide a brief soothing hand massage to
help her find peace and comfort. Upon witnessing

Mrs T.’s positive responses to all of the interventions, the
caregivers expressed a heightened awareness of how
pain can influence behaviors in patients with dementia
and began using the PAINAD with their other cognitively
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impaired residents. Inspired by Mrs T.’s favorable
responses to the sensory and spiritual interventions, the
caregivers noted its feasibility for positively influencing
everyone and began integrating similar
nonpharmacological methods customized to the lifelong
preferences of their residents.

In Review—Lessons Learned

Owing to the devastating neurodegenerative changes
that occur with the progression of dementia, persons
with advanced dementia are vulnerable and dependent
on others to provide all of the needs they can no longer
obtain for themselves. Nursing theories explain what
caregivers and professional staff witness when persons
with dementia attempt to communicate their needs. Best
practices encourage caregivers to be mindful that per-
sons with dementia have lowered stress thresholds as a
result of decreasing cognitive abilities to process, inter-
pret, and respond to stimuli. Therefore, caregiving efforts
must accommodate for the impaired abilities of the pa-
tient and modify stimuli to maximize comfort. Moreover,
caregivers must acknowledge that behaviors in persons
with dementia have meaning. Behaviors may serve as an
effective signal to alert and compel caregivers to search
for sources of discomfort in body, mind, or spirit. When
determining underlying causes for behaviors, keep in
mind the numerous factors that may form a differential
diagnosis. Gather evidence from direct caregivers to
paint a complete picture of all the details related to the
behavioral episodes such as the exact behaviors ob-
served and the time and place where behaviors occur.
Explore possible causes one by one starting with the
most probable, examine the patient, and review the
medical history. Rule out or address delirium and other
physical causes, and take into account possible environ-
mental and caregiver triggers. Consider that the patient
may be experiencing pain and exhibiting a response to
discomfort with an atypical presentation. Consistently
use a pain tool and trial analgesic medications when in-
dicated. Frequently reevaluate interventions to make cer-
tain they are effective.

It is our moral and ethical responsibility to do our best
to alleviate suffering. The proliferation of tools to assess
for pain and the numerous pharmacological and non-
pharmacological options for maximizing comfort in per-
sons with advanced dementia enhance our abilities to
fulfill our professional commitments. Integrating the
aforementioned evidence-based approaches will em-
power caregivers to bring the best of themselves, blend-
ing both the art and science of healthcare, to maximize
comfort, enhance quality of life, and elevate care prac-
tices for persons with advanced dementia.
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