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ABSTRACT

Dementia is a progressive condition that gradually impairs cognitive function, memory, and daily living
skills. This disease not only impacts the individual but also has significant consequences for their families
and caregivers. The global prevalence of dementia is on the rise, including in Indonesia. It's estimated that
approximately 1.2 million people in Indonesia are currently living with dementia, a number projected to
quadruple by 2050. Patients with dementia often experience a range of symptoms and complications, including
pain, difficulty eating, shortness of breath, and susceptibility to infections. For those in advanced stages of the
disease, family and caregivers play a crucial role in their well-being. However, this role can be emotionally
taxing, making support essential. Palliative care offers a promising approach to enhancing the quality of life
for both dementia patients and their families. By prioritizing symptom management, psychological support, and
respecting patient autonomy, palliative care can help alleviate suffering and promote well-being throughout
the disease's progression.
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INTRODUCTION

The global population, especially the
elderly, is rapidly growing. In Indonesia, the
number of elderly individuals has increased
to approximately 13% of the total population
and is projected to reach 19% by 2045.!
Concomitantly, the prevalence of dementia is
also on the rise, with an estimated 1.2 million
Indonesians currently living with this condition.
This number is expected to quadruple by 2050.
While the prevalence of dementia in Asia is lower
compared to Europe or America, the increasing
elderly population poses a significant challenge.

Dementia is a neurodegenerative syndrome
characterized by a progressive decline in
cognitive function, affecting memory, orientation,
language, calculation, learning ability, reasoning,
and visuospatial skills.? The symptoms of
dementia are not limited to cognitive impairment
but also encompass physical and emotional
aspects. For instance, individuals with dementia
often experience pain, insomnia, eating disorders,
and mobility issues.

Palliative care is defined as an approach aimed
at improving the quality of life of patients and
their families facing life-threatening illnesses,
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through the prevention and relief of suffering.’ It
involves the early identification and assessment
of physical, psychological, and spiritual
problems, intending to provide appropriate
interventions. Research has demonstrated that
a well-implemented palliative care approach
can significantly alleviate the symptoms of
dementia, such as pain, shortness of breath, and
psychological distress, thereby enhancing the
quality of life for patients.* Individuals with
dementia and their caregivers often experience
significant emotional stress. Emotional and
psychosocial support are essential components of
palliative care, helping patients and their families
cope with the disease. Furthermore, palliative
care focuses on supporting caregivers, reducing
their stress, and enhancing their ability to
provide care. Ultimately, palliative care ensures
that patients can live their remaining days with
comfort and dignity.>

Therefore, palliative interventions for
individuals with dementia are crucial to equip
healthcare professionals, caregivers, and families
with a comprehensive understanding of the
disease progression, associated symptoms, and
challenges faced by patients. Moreover, these
interventions aid in managing the physical,
psychological, and social symptoms commonly
experienced by patients and provide optimal care
for their families. The ultimate goal of palliative
care is to improve the quality of life of patients.
Two commonly used questionnaires for assessing
the quality of life in dementia patients are the
Quality of Life in Dementia scale (QUALIDEM)
for those who can still make decisions and the
Quality of Life in Late-stage Dementia scale
(QUALID) for those who have lost decision-
making capacity.’

DEMENTIA

Dementia is a clinical syndrome
characterized by a progressive decline in
cognitive function, primarily affecting memory.
Several types of dementia have been identified,
including Alzheimer's disease (AD), vascular
dementia (VD), dementia with Lewy bodies
(DLB), and frontotemporal dementia (FTD).
According to the Diagnostic and Statistical
Manual of Mental Disorders 5 (DSM-5),

dementia is classified as a major neurocognitive
disorder. Cognitive impairment can progress
through various stages, such as mild cognitive
impairment (MCI), early-stage dementia, mild-
to-moderate dementia, and severe dementia
or behavioral and psychological symptoms of
dementia (BPSD).? Individuals with MCI exhibit
subtle cognitive impairments, such as difficulty
remembering recent events. While their daily
activities are generally unaffected, they may
experience mild challenges in tasks requiring
concentration or problem-solving. As dementia
progresses, cognitive decline becomes more
noticeable (early-stage dementia). Individuals
may struggle with tasks that require complex
thinking, such as planning or organizing.
Memory loss becomes more pronounced,
particularly for recent events. In this mild-
to-moderate dementia, cognitive impairments
become more severe. Individuals may have
difficulty with tasks requiring multiple steps,
such as getting dressed or preparing meals. They
may also experience changes in personality or
behavior. In the advanced stage of dementia,
individuals require significant assistance with
daily living activities. They may experience
severe memory loss, confusion, and difficulty
communicating. Behavioral and psychological
symptoms of dementia (BPSD), such as
agitation, aggression, or wandering, may also
become prominent.

The symptoms of dementia are highly
variable and depend on the specific type of
dementia. Memory loss is the most common
symptom, but difficulties with language,
thinking, and social behavior are also frequently
observed. In some types of dementia, such as
Alzheimer's disease, symptoms tend to progress
gradually. However, in other types, symptoms
may appear suddenly or fluctuate. Additionally,
movement disorders such as gait disturbances
can be a symptom of dementia, particularly
in vascular dementia or dementia with Lewy
bodies.

A retrospective survey of caregivers in
the UK reported several common signs and
symptoms experienced by individuals with
dementia in the last year of life: confusion
(83%), urinary incontinence (72%), pain (64%),
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low mood (61%), constipation (59%), and loss
of appetite (57%).° While these symptoms can
also occur in patients with cancer, individuals
with dementia may experience them for a longer
duration. Poorly controlled dementia symptoms
can significantly reduce the quality of life for
both patients and their caregivers. Other studies
have shown that inadequate end-of-life care,
both in hospitals and at home, highlights an
unmet need for palliative care, especially in the
last year of life.

THE ROLE OF PALLIATIVE CARE IN
DEMENTIA MANAGEMENT

For patients with dementia, palliative
care is expected to provide pain relief, avoid
unnecessary examinations, treatments, and
transfers, enhance comfort, and offer quality
end-of-life care. Additionally, palliative care
plays a crucial role in providing emotional and
spiritual support, ensuring the fulfillment of
basic patient needs, and preventing common
complications in advanced dementia, such as
infections and malnutrition. For caregivers
and families, palliative care can enhance
their understanding of what to expect
during the dying process, facilitate effective
communication with healthcare professionals,
assist families in coping with the disease and
grief, and reduce the caregiving burden. For the
healthcare system, palliative care is essential in
centering care around the patient with advanced
dementia, raising awareness of the needs of
this population, and improving communication
skills among healthcare professionals. Several
studies have demonstrated positive outcomes
associated with palliative care interventions;
however, further research is needed to identify
the most effective interventions for specific
patient populations.'®!!

A palliative care team typically consists of
physicians, advanced practice providers (nurse
practitioners and physician assistants), nurses,
social workers, and spiritual care providers as
needed. For example, physicians may prescribe
medications to manage pain, shortness of breath,
or other symptoms, while social workers support
patients' psychosocial needs and spiritual care
providers address spiritual concerns.
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PALLIATIVE CARE INTERVENTIONS IN
DEMENTIA MANAGEMENT

Advanced Care Planning

Advanced care planning should commence
at the early stages of the disease when patients
are still capable of participating in decision-
making. Early involvement of the palliative
care team throughout the disease trajectory has
been shown to have positive effects on various
clinical outcomes. These include preventing
overly aggressive care, enhancing comfort and
quality of life for individuals with dementia, and
providing support to caregivers and families. The
first step in advanced care planning is to establish
life goals and desired care preferences. This
should be documented in writing to ensure clear
communication and decision-making. Next, it is
crucial to designate a medical surrogate, someone
who will make healthcare decisions on the patient's
behalfif they become incapacitated.'? Engaging in
open conversations about the disease's progression
and expectations is essential. Discuss with
healthcare providers the anticipated challenges
and potential outcomes of dementia, including the
decline of basic bodily functions like swallowing
and fighting infections. Before complications arise,
it is advisable to discuss treatment preferences for
specific clinical issues. This includes decisions
about cardiopulmonary resuscitation, artificial
nutrition via nasogastric tube or other methods,
and mechanical ventilation. Collaborate with
healthcare providers to understand the benefits
and drawbacks of each option based on medical
evidence and align these choices with the patient's
established care goals. * It is important to review
and update the advanced care plan regularly,
especially when the patient's health status changes.
This ensures that the plan remains aligned with the
patient's evolving needs and preferences.

Decision-Making Capacity in Dementia
When making decisions for individuals
with dementia, it is essential to consider their
decision-making capacity. Not all individuals
with dementia, even those who appear fully
conscious, can make decisions for themselves. A
person with dementia must possess the following
mental capacities to make a decision. A person
with dementia has the right to make their own
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decisions whenever possible. It is crucial to
provide them with all the necessary support and
resources to enable them to make and express
their choices effectively. Treating individuals
with dementia as incapable of decision-making
should be avoided unless all reasonable efforts
have been made to assist them." It is important
to recognize that a person's decision-making
capacity is not based solely on the perceived
quality of their decisions. Even if others disagree
with their choices, it does not automatically
mean they lack the ability to make informed
decisions. For individuals who are deemed to
lack decision-making capacity, any decisions
made on their behalf must prioritize their best
interests. Caregivers and healthcare providers
must ensure that these decisions align with the
individual's values and preferences.

When making decisions for a person who
lacks capacity, it is essential to consider options
that minimize any restrictions on their rights and
freedoms. The goal should be to preserve their
autonomy and dignity as much as possible. By
following these principles, healthcare providers
and caregivers can support individuals with
dementia in maintaining their decision-making
autonomy and ensuring that their needs and
preferences are respected.'?

In practical terms, caregivers and family
members who know the patient well can help
clinicians assess whether or not the patient
can make their own decisions. The following
questions can be used as a guide:

1. Is there a concern about the individual's
decision-making capacity? If so, proceed to
the next question. If not, the person can likely
make the decision independently.

2. Can the individual decide on additional
support? This might involve providing
more information, allowing extra time
for deliberation, or using alternative
communication methods. If the person
can decide with support, they have the
capacity. If not, they may need assistance.

3. Does the individual meet all of the following
criteria?

a. Understanding: Do they comprehend

the information necessary for decision-
making?

b. Memory: Can they retain the information

long enough to make a decision?

c. Reasoning: Are they able to evaluate

and weigh the available information?

d. Communication: Can they express their

decision, even if through nonverbal
means?

If the answer to all of these questions is yes,
then the person can decide for themselves. If
the answer to any of these questions is no, then
the person cannot currently make that decision
for themselves. For everyday decisions such
as what to eat or what clothes to wear, family
or caregivers can make these decisions. For
more complex decisions, such as long-term
care, healthcare professionals may need to be
involved.

Management of Behavioural and
Psychological Symptoms of Dementia
(BPSD)

Nearly all patients with advanced dementia
(90%) will experience behavioral and
psychological symptoms of dementia (BPSD).
These symptoms can be distressing for both
patients and their caregivers and are a strong
predictor of institutionalization in hospitals or
nursing homes. The most common symptoms
observed in patients with dementia and BPSD
are wandering and agitation.'® Challenging
behaviors such as aggression and resistance
to care may indicate unmet needs, such as
undetected or poorly treated pain, delirium, or
infection. Basic aspects of personal care, such as
providing glasses or hearing aids due to common
age-related sensory impairments, should be
considered first.!? Environmental modifications,
such as reducing noise or providing outdoor
spaces or gardens where individuals can walk,
may help reduce agitation. Psychological
interventions, such as analyzing the events
preceding the occurrence of BPSD, the specific
behaviors observed, and their consequences,
can be used as a non-pharmacological approach.

However, if the behavioral and psychological
symptoms of dementia (BPSD) become a threat
to the individual or others, pharmacological
interventions may be considered. Richmond
Agitation Sedation Scale (RASS) can be used
to evaluate behavioral and psychological
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symptoms.'* If the RASS score is +3 or
more, pharmacological management can be
administered. Pharmacological management
such as antipsychotic drugs whether typical or
atypical may have several side effects, including
Parkinsonism, prolonged QT interval, increased
risk of stroke and death.'®!?

Pain Management in Dementia Patients

Patients with dementia often experience a
decline in mobility, leading to stiffness, joint
pain/arthritis, pressure ulcers, and infections such
as pneumonia and urinary tract infections.!> One
of the most common symptoms observed in these

patients is pain. Untreated pain can manifest as
depression, agitation, and challenging behaviors
due to the individual's inability to communicate
the source of their discomfort. To assess pain
in dementia patients, the Pain Assessment in
Advanced Dementia (PAINAD) scale can be
used.!® This scale evaluates behavioral categories
such as breathing, vocalization, facial expression,
body language, and consolability as indicators
of pain. The interpretation of these behaviors
is more accurate when caregivers or family
members are familiar with the person with
dementia over an extended period. The PAINAD
scale is illustrated in Figure 1.'°

Pain Assessment in Advanced Dementia (PAINAD) Scale

Name: Date:
Instructions: Observe the patient for five minutes before scoring his or her behaviors. Score the behaviors according to
the following chart. Definitions of each item are provided on the following page. The patient can be observed under
different conditions (e.g., at rest, during a pleasant activity, during caregiving, or after the administration of pain
medication).
Behavior 0 2 Score
« Noisy labored
Breathing * Occasional ) breathmg
. labored breathing « Long period of
independent of Normal . -
vocalization « Short period of hyperventilation
hyperventilation « Cheyne-Stokes
respirations
« Occasional moan * Repeated
or groan troubled calling
Negative + Low-level speech out
None ¥ " .
vocalization with a negative * Loud moaning or
or disapproving groaning
quality + Crying
Smiling or - Sad
Facial expression . 90 + Frightened + Facial grimacing
inexpressive
+ Frown
- Rigid
+ Tense « Fists clenched
Body language Relaxed . D:st.ressed . Knges pulled up
pacing « Pulling or
« Fidgeting pushing away
« Striking out
« Distracted or *+ Unable to
Consolability No need to console reassured by console, distract,
voice or touch or reassure
Total score
Scoring
The total score ranges from 0-10 points. A possible interpretation of the scores is:
+ 1-3 = mild pain;
* 4-6 = moderate pain;
+ 7-10 = severe pain.
These ranges are based on a standard 0-10 scale of pain but have not been substantiated in the literature for this tool.

Figure 1. PAINAD Scale™
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Non-pharmacological interventions that can
be applied include massage, passive movements
to prevent joint stiffness, and hot or cold
compresses. Relaxation techniques, reduced
stimulation, music, naps, or the presence of a
trusted person can significantly help alleviate pain
symptoms. If non-pharmacological interventions
are insufficient, medical management can be
provided based on the symptoms experienced.
The World Health Organization (WHO) pain
management guidelines can be used as a
reference for analgesic administration. '® This
involves a stepwise approach, starting with
non-opioid medications (e.g., paracetamol
or non-steroidal anti-inflammatory drugs),
progressing to weak and then strong opioids, with
additional analgesics (e.g., neuropathic agents or
psychotropic drugs) as needed. Acupuncture can
also be used as an adjunctive treatment.!”

Nutrition Management in Dementia Patients

Patients with dementia are at risk of
experiencing difficulties with eating and
swallowing. Loss of taste and appetite are
common progressions of the disease. The
goal of nutrition management in dementia is
to ensure adequate caloric intake and macro
and micronutrients to maintain metabolism,
avoiding the harmful effects of malnutrition
and sarcopenia such as increased frailty, loss of
physical function, worse cognitive decline, and
increased rates of infection and mortality. Enteral
feeding is still preferred over parenteral nutrition.
If a dementia patient experiences severe eating
difficulties, two enteral feeding methods can
be considered: nasogastric tube (a tube passed
through the nose and into the stomach) or
percutaneous endoscopic gastrostomy (PEG).°
However, studies have shown that neither
nasogastric tube placement nor PEG reduces the
risk of infection (such as aspiration pneumonia
from nasogastric tubes or diarrhea from PEQG),
improves comfort, or prevents malnutrition. As
the disease progresses and patients reach the
end of life, the goal should shift from nutritional
adequacy to comfort and symptom relief, even
if it means allowing the patient to fast. On the
other hand, allowing a dementia patient to fast
can cause guilt and discomfort for family and
caregivers, as it may conflict with their values

and cultural beliefs. Patient autonomy, comfort,
and safety should be prioritized, with the
least invasive methods of providing nutrition
and hydration. Respecting food preferences,
routines, and timing, including more snacks
and finger foods, can aid in this strategy, as in
advanced dementia, the idea of healthy eating
is less important than individual preferences for
quantity and pleasure.’!

Infection Management in Dementia Patients

Patients with dementia, particularly advanced
dementia, are at risk of developing infections
such as pneumonia and urinary tract infections. A
study reported that over an 18-month observation
period, 53% of nursing home residents with
advanced dementia experienced febrile episodes,
and 41% developed pneumonia, contributing to
71% of dementia-related mortality cases.!” The
use of antibiotics to treat fever and recurrent
infections is one of the most controversial issues
in this field. The appropriate administration
of antibiotics can increase life expectancy
compared to those who do not receive antibiotics.
However, in patients with advanced dementia,
the administration of antibiotics can delay death,
thereby exposing the patient to a higher risk of
prolonged pain and suffering and prolonging the
dying process.!°

Management of Dyspnea in Dementia

Shortness of breath can occur in
approximately 12-52% of patients with dementia
and is often associated with lung infections,
such as pneumonia.” Dementia patients,
especially those with advanced dementia, have
limited communication abilities, resulting in
underreporting of shortness of breath. Non-
pharmacological management can be provided,
such as sitting upright with arms supported
at the sides or in a forward-leaning position.
Additionally, the sensation of fresh air to cool
the facial area of the nose, cheeks, and mouth
by opening windows, using fans, or applying
cool and damp cloths can reduce the perception
of shortness of breath.’

Emotional and Spiritual Management in
Dementia

In the palliative care of patients with
dementia, emotional and spiritual needs also
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play a significant role and should be considered.
It is important to affirm their expressions of
faith and values, maintain their connections and
dignity, their identity as human beings, and their
sense of purpose, be part of their community,
and communicate with God according to their
respective religions. Some things that can be
provided to patients with dementia include
facilitating prayer and using familiar photos
and songs. Furthermore, maintaining physical
contact, such as holding hands, hugging, and
making eye contact, are all part of a spiritual
approach that can also be given to dementia
patients.?

End-of-Life Care

The goals of care change in the terminal
phase of dementia, focusing on maintaining
comfort and dignity for the individual, while
also providing support to family, caregivers, and
friends. Early advanced care planning can help
families and caregivers prepare for end-of-life
care, including early discussions about death.

Most people with early-stage dementia live
at home with family members who care for them,
while almost all patients with advanced dementia
are cared for in nursing homes, and there is a
high burden on family and caregivers. Although
nursing homes are a common place for end-of-
life care and many people with dementia die in
nursing homes or hospitals, the place they want
to die is their own home. According to surveys
in several countries, nursing homes are the most
common place of death in developed countries,
about 93% in the Netherlands and 49% in Wales,
for example. Meanwhile, hospitals are the most
common place of death in South Korea and
France. In Mexico and Italy, home is the most
common place of death.’

Several tools can be used as a reference to
estimate if a person is in the final stages of life,
such as the Mini-Suffering State Examination
Scale (MSSE) and the Advanced Dementia
Prognostic Tool (ADEPT). A higher MSSE score
indicates a higher risk of death within a 6-month
observation period.” The Mini Suffering State
Examination (MSSE) is a tool used to assess
the level of suffering in patients with advanced
dementia. It consists of ten items related to
various aspects of suffering, including pain,
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discomfort, and distress. Each item is scored as
"yes" (1) or "no" (0). The total score ranges from
0 to 10, with higher scores indicating a higher
level of suffering. A score of 0-3 suggests a low
level of suffering, 4-6 indicates an intermediate
level and 7-10 signifies a high level of suffering.
The MSSE can be a valuable tool for healthcare
providers in identifying and addressing the
suffering experienced by patients with advanced
dementia.

Support for Family and Caregivers

Approximately 20% of family caregivers
of dementia patients experience symptoms of
depression due to the difficulty in assessing the
patient's needs.?! Often, in patients with advanced
dementia, there is an inability to make decisions,
which places a significant burden on family
caregivers, especially when there has been no
advanced care planning established while the
patient is still capable of making decisions.
When caring for dementia patients, there is a high
risk of caregiver burnout, particularly for those
caring for patients with advanced dementia who
exhibit behavioral and psychological symptoms.
Some important issues related to dementia care
include:**

Social, Psychological, and Emotional Support

Caregivers and family members of individuals
with dementia require significant social,
psychological, and emotional support. With
advancements in technology, communication
has become more accessible. For instance, phone
calls to family and friends and video calls can
bridge geographical distances. Having a platform
to share experiences and express concerns serves
as a coping mechanism that can alleviate the
burden of caregiving. Studies have shown that
assistance with daily living activities can reduce
stress as caregivers often juggle multiple roles
and responsibilities. Additionally, caregivers
themselves may experience physical or mental
health issues due to the demanding nature of
caregiving, highlighting the importance of access
to professional healthcare.

Receiving Individualized Information

A study has shown that support for families
and caregivers is crucial, as they often feel they
do not receive adequate information about caring
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for patients with dementia. Each dementia patient
requires a unique care plan, as there are many
factors to consider, including family dynamics,
culture, language, socioeconomic status, and
lifestyle. Therefore, providing individualized
information that takes into account these factors
is essential. The Satisfaction With Care at the
End of Life in Dementia Scale (SWC-EOLD)
can be used to assess the needs of families and
caregivers and evaluate areas for improvement.
Some factors assessed by the SWC-EOLD
include decision-making, communication with
healthcare professionals, understanding of
dementia, and medical and non-medical care
for dementia patients. Education regarding the
progression of dementia and preparation for
end-of-life care is crucial for patients, families,
and caregivers.”

Training for Caring for Patients with Dementia

Family members and caregivers should
receive training and education on how to
care for patients with dementia, as these
patients often require assistance with daily
activities. Additionally, some patients may
use medical devices such as feeding tubes and
urinary catheters, which require trained family
members or caregivers to help with cleaning
and preventing infections. Family members and
caregivers should also be educated on how to
recognize pain, shortness of breath, or signs of an
emergency so they can provide first aid at home.

Finding Balance

Once physical, mental, and educational
support is in place for dementia care, families
and caregivers can find their unique balance in
caring for their loved ones. After all, each family
faces its unique challenges.

Bereavement Support

Families and caregivers are also at risk of
experiencing grief after the loss of a patient
with dementia. Several risk factors have been
identified for persistent grief among families
and caregivers, including the loss of a spouse,
the relatively young age of the patient, low
educational status, living with the patient
with dementia, having a primary caregiver,
experiencing depression and caregiver burden,
inadequate coping mechanisms, and lack of

social support. Palliative care teams also play
a role in bereavement support in several ways,
such as providing support groups facilitated by
trained nurses and doctors, addressing spiritual
needs, and offering medical management when
necessary.’*

CHALLENGES IN PALLIATIVE CARE FOR

DEMENTIA PATIENTS

1. Delayed Diagnosis
A study has shown that most dementia
patients are diagnosed at an advanced stage,
and 84% of patients with dementia are only
referred for palliative care when they are in
the final stages of the disease.” Dementia
is often not recognized as a terminal and
life-limiting illness, resulting in inadequate
consideration or management of end-of-life
care. Patients with advanced dementia often
cannot express their wishes regarding current
and future care due to limitations in verbal
and written expression. This adds complexity
to meeting current care needs and developing
future care plans.’

2. Access to Care

A lack of understanding that dementia is
a terminal illness that can limit life as the
disease progresses often results in inadequate
care for dementia patients, whether at home,
in hospitals, or nursing homes. There is also
a limited acceptance of the role of palliative
care outside of cancer and end-of-life care,
with reluctance from patients, caregivers, and
medical specialists to involve palliative care
early on. This reluctance is often rooted in
the misconception that involving palliative
care equates to giving up on the patient when
in reality, it is quite the opposite.

3. Shortage of Specialized Personnel
Palliative care should ideally be involved
from the early stages of dementia, yet there
is often a shortage of specialized palliative
care professionals. The scarcity of palliative
care resources—including funding, beds,
specialized nurses, outreach services, and
palliative care trainees and doctors—hinders
the management of patients with dementia.
Furthermore, a lack of training, expertise,
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and confidence among palliative care
physicians in managing neurodegenerative
disorders like dementia may compromise
the quality of care provided and access to
specialized palliative care services.’

CONCLUSION

Dementia is a chronic neurodegenerative
disease that necessitates early palliative care.
Key elements of palliative care in dementia
management include: early integration of
palliative care into multidisciplinary dementia
care, provision of continuous palliative care
across various settings (hospitals, homes,
nursing homes), anticipation and response to the
holistic needs of the person and their family, and
education of caregivers and staff to support the
delivery of palliative care.
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