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The rate of hospice enrollment for neurodegenerative diseases such as Alzheimer’s has typically been low. As Alzheimer’s
and other dementia conditions progress, communication between patients and others becomes increasingly difficult, which
complicates symptom management and care planning. This paper attempts to determine if there is any relationship between
increased communication difficulty and the rate of hospice enrollment for dementia patients. The purpose of this paper is to
determine if there is a relation between rates of communication difficulty and rates of hospice enrollment. If a patient has
higher rates of communication difficulty, then the rate of hospice enrollment will increase. The NPALS study was used as our
data set. The study was used to study dementia patients in US residential care centers. From this, the hospice enrollment rate
and communication difficulties of patients were studied. A quasi-Poisson regression model was used when analyzing the data
set. The study showed that dementia patients in a residential care center had a much higher relative risk of being admitted
into hospice care if they had severe communication difficulties instead of some communication difficulties. This shows an
association between an increase in communication difficulty and increased hospice enrollment rates but not a causal link. This
paper provides insight into how communication difficulty affects the care of neurodegenerative patients and advocates for the

expanded use of AAC.
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Introduction

With the decline in mental ability brought about by conditions
like dementia, it becomes increasingly difficult to talk and
communicate with people that have these neurodegenerative
illnesses. People that experience diseases like Alzheimer’s
and Parkinson’s have to deal with a decrease in motor sKkills,
confusion, memory loss, and cognitive decline!?. Because
of this, medical professionals have made use of what some
call alternative and augmentative communication, or AAC.
Through the use of devices and aids like picture boards, mem-
ory aids, speech-helping apps, and unique gestures, medical
professionals can continue to communicate with someone de-
spite their decline>. The AAC field has shown the importance
of communication in that of hospice and palliative care. Pro-
fessionals in hospice have to make sure to consistently com-
municate with their patients to ensure that they are follow-
ing their wishes and wants for their end-of-life care. This
is especially important for people with neurodegenerative dis-
eases, as properly talking and interacting with patients that
have these diseases, like dementia, gets much harder as the
condition progresses into later stages. Many times it is nearly
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impossible to have much communication when the person is
near death, further emphasizing the need for early use of these
communication methods to establish effective ways to com-
municate in the long term. As a result of their decline and in-
creased inability to communicate, doctors have a harder time
determining the needs of the patient. This includes the poten-
tial care that the neurodegenerative patient might need or want,
such as hospice and palliative care. It has been shown that
people with diseases like Alzheimer’s, Parkinson’s, or other
types of dementia often have a much lower chance of going
into hospice, and if they do, they often do it much later than
they should have. Approximately only 12% of American de-
mentia patients ever utilize hospice care, and around one third
of those are near death, compared to cancer, where 70% of
those who have the disease and are over 60 go into hospice”.
Often, this is because of prognostic uncertainty from the doc-
tors, as dementia’s long course hampers accurately estimating
survival time making it difficult to ascertain if the patient is
in need of hospice care®. It is a clear problem that low num-
bers of people with neurodegenerative diseases like dementia
are likely to get hospice care, as it shows a major gap in the
hospice and palliative care fields. The enrollment of some-
one into hospice considers multiple factors that include dis-
ease severity and prognosis. The religious or cultural values
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of a person, their family’s wishes, or the goal of the patient’s
care. However, research suggests that the effects of neurode-
generative diseases make it much harder for patients to enter
hospice care. It is important for neurodegenerative patients to
have the option to use hospice services. While not everyone
may need or want to use hospice care, the patient and their
family should be able to freely choose between possible care
options for their situation. Additionally, Many of those that do
receive hospice care receive it near death, missing out on pain
management that they might have wanted earlier on>.

In this paper we will examine the relationship between the
rates of communication difficulty and the rate of hospice en-
rollment for people with neurodegenerative disease, as com-
munication is one of the most important features in main-
taining good quality care for both neurodegenerative disease
patients and hospice patients. This work aims to explore the
potential correlation between the two, as communication can
affect prognosis or the determination of symptoms, which af-
fects the rates of hospice enrollment. The study also seeks to
explore the use of AAC to improve communication difficul-
ties, based on the documented benefits of the use of commu-
nication skills like AAC with patients’. Also, it aims to dis-
cern if neurological conditions will be affected more or less
depending on the patient’s ability to communicate effectively.
Specifically, this study will use data from people with types
of dementia, like Alzheimer’s. While there has been a lot of
research dealing with the effects of communication on neuro-
logical diseases, there has been comparatively little connect-
ing that to hospice enrollment. Further research in this area
could help nurses and caregivers of patients with Alzheimer’s
or other dementia conditions to better care for their patient’s
condition and make more accurate decisions about the pa-
tient’s end-of-life care. To accomplish this objective the Na-
tional Post-Acute and Long-Term Care Study (NPALS) was
used to observe dementia patients in residential care centers,
their hospice enrollment rate, and their communication diffi-
culty rating.

Literature review

Communication impairment and cognitive decline are defin-
ing features of Alzheimer’s and other diseases under the um-
brella of dementia. People with dementia have symptoms such
as memory difficulties, learning difficulties, speech and lan-
guage difficulties, disorientation in time and space, difficulties
in understanding, and behavioral changes®. A study in South
India showed that out of 50 dementia patients, 36 experienced
word-finding difficulties, 34 struggled to make complete sen-
tences, and 21 struggled with non-verbal communication®.
Healthcare providers also express how it was a challenge to
communicate with dementia patients, as 34 out of 40 reported
they had trouble explaining treatment plans, which leads to

delays in diagnosis and treatment®. Another study conducted
by Hockley et al. conducted interviews with patients that had
dementia related diseases and their caretakers and found that
issues with communication were a major factor in quality of
life'°. Patients spoke about struggling to participate and lis-
ten during conversations as well as their difficulties fluctuat-
ing!?. As the disease progressed, patients spoke of frustra-
tions and potential relationship breakdowns that happen as a
result of inadequate communication'®. These sources show
how widespread and fundamental the problems with commu-
nication are for dementia patients. The difficulty in assessing
the wants of the patient, together with the great fluctuation in
difficulty that dementia patients often have, results in patients
often having unmet needs and not receiving proper care.

The communicative and cognitive difficulties that dementia
patients experience have been a problem when caring for them
in hospice, where communication is very important for effec-
tive care. A 2018 longitudinal study by Aline De Velemick
and other researchers found that hospice patients that were di-
agnosed with dementia were less likely to be discharged for
an acute hospitalization which may include a serious illness,
injury, or surgery'!. This may be because of dementia pa-
tients being unable to express their pain due to an inability to
properly communicate ''. However, the paper also notes that it
could be because hospices want to reduce costs from hospital-
izing patients'!. The study found that dementia patients were
more likely to be disenrolled after a long period of hospice
stay 1. Another study by J Hunt et al. looked at 867,695 de-
mentia patients enrolled in the Medicare Hospice Benefit be-
tween July 2012 and December 2017 '2. They found that of all
those patients, 70,945 (8.2%) were disenrolled because of ex-
tended prognosis, meaning that a patient’s life expectancy has
been extended beyond the typical 6-month estimate'>. The
study found that another 43,133 (5.0%) were disenrolled be-
cause the patient revoked their access to hospice within a year
of enrollment!?. Some characteristics were associated with
an increase in both disenrollment types, like being younger, a
female, or of a minority ethnicity '2. The longer stay that de-
mentia patients have when compared to other patients is likely
because of a difficulty in prognosis, which inhibits doctors
from making decisions regarding the patient’s care !, Another
study by A Luth et al. further found that dementia patients
that stayed at home were more likely to live discharge than
other forms of hospice like nursing home care'3. The study
also found that home hospice care patients were less likely
to die within 6 months than nursing home patients'>. This
source shows how hospice disenrollment can be affected by
the type of hospice care used and demonstrates the need for
more research to get a better understanding of how different
types of hospice can affect the health outcomes of dementia
patients. Overall, the literature shows how dementia patients
face unique difficulties likely because of the conditions’ ef-
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fects on communication and cognitive ability. These problems
make accurately caring for them more difficult in a hospice
setting.

Research has also been done on how beneficial hospice has
been in providing for dementia patients. The previously cited
study by De Velemick et al. showed that dementia patients that
were disenrolled from hospice typically died around 5 months
after leaving hospice and suggested that Medicare Benefit hos-
pice might not be the correct option for dementia patients'!.
However, a study by L Harrison et al. found that the prox-
ies of dementia patients were more likely to report care to be
excellent, more likely to report anxiety and stress to be man-
aged and less often to report transition during the last days of
life '4. The study also found that hospice enrolled patients had
higher quality care during the last month of life and thought
that expansion was warranted'*. The opposition between the
sources shows that there are still questions over how effec-
tive or supportive hospice care is for dementia patients and
whether dementia patients should consider it.

Besides research done on dementia patients already in hos-
pice care, research has also been done on the transition of pa-
tients to palliative or hospice care and their initial uses. A
study by C Hanson et al. did a study where they compared
giving specialty palliative care consultation to late-stage de-
mentia patients vs usual hospital care . The consult protocol
addresses issues like prognosis, treatment of pain, manage-
ment of neuropsychiatric issues, and social support!. Tran-
sition care was also provided for the intervention group that
provided supportive calls from palliative care nurses and rec-
ommended referrals for post-discharge services . The study
found that triggered Palliative care consultation was useful
in improving decision making and neuropsychiatric symptom
management ', Families were found to be more likely to dis-
cuss prognosis and goals of care while the patients were more
likely to forgo future hospitalizations '>. The study also found
that the intervention group was more likely to receive hospice
care in the future than the control group with 25% in the in-
tervention group doing so while only 3% in the control group
did so'3. Further research also shows that the use of palliative
care in hospitals is linked to an increase in hospice enrollment.
A study by Lackraj et al. found that dementia patients who re-
ceived palliative care in hospitals were 35% more likely to be
discharged into hospice '°. However, the source notes that the
effects might differ in different hospital environments mean-
ing more research needs to be done to determine the accurate
effects of palliative care in hospitals '®. Overall, the sources
show how palliative care is linked to an increase in hospice
enrollment and is likely to be a factor in hospice enrollment.
Other factors in a person’s life have also been shown to be as-
sociated with a change in hospice enrollment. A study by Lin
et al. showed that people of Black and Hispanic descent were
significantly less likely to use hospice than people of white de-

scent and instead used emergency services or inpatient care .

Another study by S Sullivan et al. used machine learning to
show there was an association between increased hospice use
and the patient having diabetes, a regular physician, not re-
lying on food stamps, and not having chewing or swallowing
problems '8, The literature shows that hospice enrollment de-
pends on a combination of influences, including clinical inter-
ventions, healthcare practices, and socioeconomic factors.

Techniques such as augmentative and care have shown
some abilities to counteract the degenerative effects of de-
mentia. Many studies done on AAC have shown that it can
significantly improve the quality of life for patients with con-
ditions such as Alzheimer’s as well as others. A study by
Dietz et al. used personalised AAC devices for post-stroke
aphasia patients!®. Aphasia is a disorder which damages a
person’s understanding of language®®. A personalized AAC
interface was created, and the participants helped to program
two stories they were willing to tell into the device, which they
would then share during the study'®. The study also exam-
ined expressive modality units defined as information that can
be expressed through spoken or non-spoken methods such as
writing, drawing, or gestures'®. The study found that, while
the control group increased the amount of spoken expressive
modality units, the AAC group showed greater improvement
in informativeness and complexity !°. The study also noticed
that the AAC group had more participants who made clini-
cally relevant improvements on at least three spoken language
dependent measures '°. 5 out of 6 in the AAC group made at
least three improvements, while only 2 out of 6 in the control
group did'®. Another study which interviewed speech lan-
guage pathologists also found that AAC was effective at ad-
dressing communication difficulties in post-stroke aphasia pa-
tients with several viewing it as intrinsic to their rehabilitation
approach?!. High tech assisted communication devices have
also been used in the ICU, where it was shown they increased
patient autonomy and were useful in normalising communica-
tion with non-speaking patients?>. Another study done in the
paediatric ICU interviewed nurses who shared that effective
communication through AAC led to better individualised care
for the children?3.

However, the nurses also emphasized how AAC can vary
based on the child, with some being too young to use AAC
devices?3. Though these are indirect sources, they show how
AAC is useful when dealing with conditions that negatively
affect communication. AAC techniques have been tested on
patients with different stages of Alzheimer’s to determine their
effects on communication. In one study patients that were de-
termined to have mild Alzheimer’s had multiple conversations
both with and without the use of AAC?*. The researchers used
a flexiboard with pictures and vocabulary as their alternative
communication device. The study had five dependent vari-
ables, which were the number of utterances, percent of ut-
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terances that included a false start, percent of all utterances
that included explanatory collateral, percent of one-word ut-
terances, and number of references to AAC devices2*. Over-
all, the use of AAC devices did not show to have affected
any of the variables by much. Additionally, the AAC device
was only used an average of 3 times per conversation, and
patients tended to use more one-word responses when AAC
devices had voice output?*. However, it must be understood
that AAC is very wide and includes many techniques for im-
proving communication.

A study by Acton et al. used multiple different commu-
nication strategies to observe their effects on dementia pa-
tients. Such strategies included avoiding open leads, using
minimal cues, and avoiding yes or no questions. The re-
searchers found that patients used more words when talking
and introduced new conversation subjects more often, with
patients who had more severe dementia having the greatest
improvement?. Another study by Collins et al. researched
methods to improve communication with moderate-to-severe
dementia®®. The study indicated the importance of person-
centered conversations as well as the utility of using person-
alised devices like pictures, photographs, and objects based on
preferences of the person2®. While these sources utilised dif-
ferent techniques, both show that communication barriers as a
result of dementia can be partially mitigated through person-
centered strategies and individualised methods.

Elements of AAC have also been used in palliative care,
as seen by a 2024 study that consisted of an interview with
speech language therapists who were asked to determine the
most important strategy in 7 different categories: environmen-
tal strategies, non-verbal strategies, verbal strategies, visual
strategies, communication forms, formal strategies, and assis-
tive technologies?’. The therapists in the study were shown
to give greater emphasis to verbal and non-verbal strategies,
with those that had palliative care experience placing more
importance in verbal communication?’. The study also ac-
knowledged that the use of AAC increased quality of life for
patients by allowing them to express their needs?’. However,
the source notes that some AAC strategies might not be useful
for end-of-life care?’. For instance, using support products
and technologies might not be viable for people in hospice
care, as it is time consuming to allocate a particular product?’.
While this study is indirect evidence, as it doesn’t directly deal
with dementia, it shows how AAC is being used in a palliative
setting. Though the use of AAC strategies varies depending on
the patient, the literature shows that AAC has the potential to
overcome communication barriers between patients, and care-
givers especially for conditions like dementia.

A multitude of research has been done to understand the
effect of the communication difficulties that patients with
Alzheimer’s or other dementia conditions deal with as well
as how these difficulties affect a patient’s stay in hospice. Re-

search has also been done on the factors that can potentially
affect a person enrolling in hospice. However, there is an
identified gap in the literature describing how different levels
of communication difficulty are associated with hospice en-
rollment. This study seeks to explore the correlation between
both variables and thus advocates for the use of AAC strate-
gies within patients with dementia and hospice populations.

Methods

Study population

This cross-sectional secondary analysis used historical records
of people with Alzheimer’s or other dementia conditions to de-
termine the relation between end-of-life communication diffi-
culties and rate of enrollment into hospice for people with neu-
rodegenerative diseases. The study can identify associations
but cannot determine whether communication difficulty came
before hospice enrollment. For this specific study, the Na-
tional Post-Acute and Long-Term Care Study (NPALS) was
used to gather data. The NPALS is a two-stage probability-
based sample design survey that collects data in the US from
people who require post-acute care, or people that need care
after medical treatment. It also collects data on those who
receive long-term care and cannot provide for themselves.
NPALS uses a multi-mode survey protocol with mail, web,
and computer-assisted telephone follow-up for non-response.
NPALS surveys items on provider characteristics such as own-
ership, size, number of years in operation, services offered,
selected practices, and staffing in addition to aggregate user
characteristics, such as age, sex, race, and the number of res-
idents/participants needing assistance with activities of daily
living?®. Overall, its goal is to provide estimates for the use
of both post-acute and long-term care. It is considered rep-
resentative of samples for US residential care centers, as it
provides national and state-level estimates and compares esti-
mates among centers. The NPALS survey that was used for
the study was the 2022 survey. As the survey was compiled
two years after the start of the covid pandemic, it had to adapt
how it collected data by introducing remote data collection as
well as including covid-related questions to the survey>°.

Statistical analysis

The NPALS complex survey design data analysis was per-
formed accounting for two-stage cluster sampling (facility
then sampling unit within facility), stratification, and popula-
tion weights, with finite population corrections applied at both
stages. The general description of the sampled population was
reported with 95% confidence intervals, which are the ranges
of values that could be true. This was done to ensure accuracy
with the reported results, as only the patients in the survey
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were sampled individually, and not doing it could result in our
results being skewed and biased in order to better represent
the national population of those in residential care commu-
nities. Furthermore, the patients were classified according to
their communication capabilities as reported by the dataset (no
problem, some problem, severe problem) and to their demen-
tia status.

Odds ratios are when the odds of something happening in
the experimental group are compared to those in the con-
trol group to see how associated they are. Odds ratios for
hospice enrollment determined by communication capabili-
ties were obtained through a quasi-Poisson regression model,
given that it is used to count data over periods of time and
is used when the data is overdispersed as opposed to Poisson
regression, where the spread of data points equals the mean.
Using these techniques, the relative risk was then calculated,
which is the ratio of risk between an experimental group and
a control group. The relative risk was calculated for those that
had some and severe difficulties with breathing. Relative risk
was used, as it allows us to see the probability that a person
in a certain demographic will be affected, which for the study
means being accepted into hospice.

Sample Selection

549 residential care community residents were included in
the NPALS study. For the analysis, subjects were selected
that had a reported communication difficulty status. All 549
were chosen, as they had information on communication sta-
tus. Subgroups were made by classifying patients by an
Alzheimer’s or other dementia condition diagnosis, which
was determined by monitoring for who the NPALS survey
recorded as having “Alzheimer’s disease or other dementia.”
One subgroup included dementia patients, while the other in-
cluded all other surveyed individuals. In the survey 215 people
had Alzheimer’s or another dementia condition. Other comor-
bidities were not assessed when sampling or grouping sub-
jects.
The analysis was done on R version 4.3.1.

Results

Table 1 shows the weighted general description of the popu-
lation based on the NPALS survey of those in residency care.
The results were weighted to further represent the total popu-
lation of residential care community residents in the US. Ta-
ble 2 shows that on average the age of those in hospice was
older, with an estimate of 87.4 over 83.6. Approximately 64%
of those in hospice were diagnosed with dementia. Patients in
hospice were also shown to be majorly women and White non-
Hispanics, although the proportion of White non-Hispanics

was higher in those not admitted into hospice care. Most im-
portantly, Table 1 shows that around 44% of the general pop-
ulation had Alzheimer’s or other dementia conditions, though
the confidence interval was larger than the other demograph-
ics, meaning a higher uncertainty in the estimate. The table
also shows that with an increase in communication difficulty,
the group size drops dramatically, going from 66% for those
with no difficulty to 10% for those with severe difficulty. Table
3 shows that among residents with Alzheimer’s or other de-
mentia conditions 11% (CI) were enrolled in hospice, around
double that of those residents without dementia. Table 3 also
shows hospice prevalence increased markedly with communi-
cation difficulties. The CIs should be interpreted cautiously.
This table is a prevalence table. Residents with Alzheimer’s
disease or other dementia were 2.32 times as likely to be en-
rolled in hospice compared to non-dementia residents (95%
CI: [1.12]-[4.81]). Within dementia residents, hospice likeli-
hood increased with communication difficulty: compared to
those with no difficulty, residents with some difficulty had a
RR of 5.14 and those with severe difficulty had a RR of 8.93.

ALZ variable (NPALS 2022) captures Alzheimer’s disease
or other dementia combined. Estimates are weighted propor-
tions with design-based 95% CIs. The denominator for each
row is the weighted count of residents in that subgroup.

Table 4 presents how a patient’s ability to communicate ef-
fectively affects their hospice enrollment odds by comparing
dementia patients and non-dementia patients. On average de-
mentia patients either had equal or higher relative risk of going
to hospice than other residential care center patients, though
the confidence interval is wide for these statistics. However,
the data shows that a high communication barrier resulted in
a bigger relative risk for the person entering hospice. This
was true for both dementia patients and non-dementia pa-
tients, though the relative risk increased more for those with
Alzheimer’s or other dementia conditions. This was a x1.97
increase for non-dementia patients and a x2.7 increase for
those with dementia. The data also shows that with an increase
in communication barriers, the rate of hospice enrollment be-
came more equal for both focus groups. When patients only
had some difficulty with communication, there wasn’t a differ-
ence in relative risk between dementia and non-dementia pa-
tients, though the CI was different. When this was increased to
severe difficulty, there was a difference of 4.81%, as dementia
patients were more likely to enroll.

As shown in Figure 1, people with Alzheimer’s or other
dementia conditions are much more likely to go into hospice
care if they have severe difficulty communicating compared to
if they had just some difficulty. The plot also visualizes how
the confidence interval for people with dementia is very wide,
As shown by comparing the plot of Alzheimer’s and dementia
patients and the plots of non-dementia patients

Models were adjusted by age, sex, and self-reported eth-
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Table 1 General description of the population. All estimates are weighted to reflect the national population of Residential Care Community
residents.

Demographic/Clinical Factor Weighted Estimate [95% CI]
Age (Mean) 83.9 [82.8 - 85.1]

Sex: Female 67.2% [62.3% - 72.1%)
Ethnicity - White Non-Hispanic 91.8% [88.6% - 95.1%]
Alzheimer’s or Other Dementia Conditions diagnosed 44% [35.4% - 52.5%]
Communication: No Difficulty 66% [60.7% - 71.4%]
Communication: Some Difficulty 24% [18.8% - 29.1%]
Communication: Severe Difficulty 10% [4.8% - 15.2%]
Hospice enrollment 8% [5.4% - 10.6%]

Table 2 Comparison of demographic characteristics and hospice enrollment status.

Characteristic No Hospice [95% CI] Hospice [95% CI]
Age (Mean) 83.6 87.4

Sex - Female 66.4% [61.3-71.6] 76% [62.1-89.8]
Ethnicity - White Non-Hispanic 92.3% [89.1-95.5] 86.6% [73.5-99.8]
Alzheimer’s or Other Dementia Conditions diagnosed 42.2% [32.9-51.5] 64.6% [48.4-80.8]
Communication: No Difficulty 69.9% [64.3-75.5] 21.4% [6.4-36.4]
Communication: Some Difficulty 21.8% [16.7-27] 48.7% [32-65.5]
Communication: Severe Difficulty 8.3% [2.6-14] 29.9% [14.7-45]

Table 3 Relative risk of enrollment in hospice care.

Subgroup Hospice Prevalence Denominator

No Alzheimer’s/dementia (ALZ = 0) 5.0% [2.2%-7.8%] All non-dementia residents

Alzheimer’s disease or other dementia (ALZ = 1) 11.7% [6.4%-17.0%] All Alzheimer’s/dementia residents

No communication difficulty 2.6% [0.5%-4.6%] Residents with no communication difficulty
Some communication difficulty 16.2% [9.3%-23.2%] Residents with some communication difficulty
Severe communication difficulty 23.8% [6.1%-41.5%] Residents with severe communication difficulty

Table 4 Quasi-poisson relative risk estimates.

Population Communication Barrier Relative Risk (95% CI) p-value
All Residential Care Center Patients Some Difficulty 6.48 (2.61-16.1) < .001
All Residential Care Center Patients Severe Difficulty 12.74 (4.84-33.5) < .001
Dementia Patients Some Difficulty 6.48 (1.37-30.74) 0.019
Dementia Patients Severe Difficulty 17.55 (4.3-71.69) < .001

Note: Models account for survey weights, clustering, and stratification. Relative Risk > 1.0 indicates increased likelihood of hospice entry.

Models were adjusted for age, sex, and self-reported ethnicity.
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How does communication capacity impact hospice rates?
Relative Risk is significantly higher for Alzheimer's patients
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Figure. 1 Forest plot comparing the between all residents and Alzheimer’s or other dementia condition patients

nicity of the surveyed patients. Adjustment by sex was not
significant in any of the models. Other comorbidities were
not adjusted for. When adjusting the whole population model
by Alzheimer’s or other dementia condition diagnoses, the ad-
justment was also not significant as P = 0.49. This means the
association is just due to chance.

Discussion

General overview

Overall, the analysis has shown that the average age for hos-
pice enrollment is 87.4, that women are more likely to go into
hospice, and that people with Alzheimer’s or other dementia
conditions on average are more likely to go to hospice than
non-dementia patients. The data also show that dementia pa-
tients have a much higher chance of being admitted into hos-
pice when they can’t communicate than those who can com-
municate some.

Connection to AAC

As a result of needing to use more consistent ways to corre-
spond with patients, care personnel might be more likely to
use augmentative and alternative communication techniques

on dementia patients than on other patients. This is espe-
cially true as hospice is not the default for dementia patients,
given that previous research showed that dementia patients
were highly unlikely to go into hospice and normally only
very late®. The fact that the rate of hospice enrollment is
so much lower for those that had fewer communication dif-
ficulties could show that the greater use of augmentative and
alternative communication devices could help medical profes-
sionals determine when a person is ready for hospice care. Of
note are the wider confidence intervals for data on dementia
patients. This is likely because the subgroup is smaller and
there is more differentiation between dementia patients than
there is between non-dementia patients. This means that the
estimates and numbers for the dementia patients are less pre-
cise and could vary from group to group.

Strengths

This study shows an association between communication and
hospice enrollment, although it does not claim a causal link
between the two. This study also helps to fill a gap in the lit-
erature, given that while there has been research dealing with
the effects of communication difficulties in dementia patients,
there is not enough evidence that directly looks at how com-
munication difficulty and hospice enrollment associate with
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each other.

Limitations

While the study was able to use the NPALS study, which pro-
vided good information about communication difficulties and
their relation to hospice care, the inability to access more ex-
plicit data sets greatly restrained this essay, as it prevented
more direct research into how hospice enrollment is related
to communication difficulty in dementia patients. The use of
only the NPALS study also meant that the sample size was
smaller than desired. In the future it would be best to use not
only future NPALS studies but also other data sources for a
more accurate look. The study also did not adjust for other
comorbidities, which also could have influenced the final re-
sult.

Another limitation is that dementia patients that have severe
communication difficulties typically have a very advanced
stage of the disease. As such, the more accurate reason for
an increase in hospice enrollment could be because of how
advanced the disease is and not the communication difficul-
ties. Additionally, there could be a case of reverse casualty
where people enrolling in hospice proceed to develop more
damaging communication difficulties.

Future possibilities

In the future, more research needs to be done to determine
the association between communication difficulty and hospice
enrollment rates. Further research should also be done to de-
termine how communication difficulties specifically affect the
rate of hospice enrollment for other neurodegenerative dis-
eases like Amyotrophic Lateral Sclerosis (ALS). As these and
other neurodegenerative diseases also have lower rates of hos-
pice enrollment, studies must be done to see if the use of AAC
has effects comparable to those seen in dementia patients. The
use of AAC has shown potential when dealing with patients
that have neurodegenerative diseases, as it has been shown to
greatly improve communication rates. The increased use of
AAC would also improve the efficiency of dealing with and
taking care of patients through improved communication. As
such, more research should be done to determine the effective-
ness of AAC on neurodegenerative patients. Research should
also be done to determine any association between the use of
AAC and increased hospice enrollment rates.

Conclusion

This study explores a major issue in the care of Alzheimer’s
and other patients with neurodegenerative disease, as these pa-
tients have been shown to be less likely to go into hospice,

which could be potentially helpful depending on their abil-
ity to communicate. The data shows that communication is
a highly important factor in a person enrolling into hospice.
While this study shows an association between increased com-
munication difficulties and increased hospice enrollment, it
does not definitively show this to be causation. More research
needs to be done in this field to determine a more solid link.
Further support needs to be given to resources related to com-
munication with patients with neurodegenerative diseases to
ensure adequate care for their condition and lives. Through
further research in this field, dementia care can see a benefit
to its caretaking abilities.
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