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Alzheimer disease is 1 of 5 leading causes of death in
persons older than 65 years. The term suffering is used in
all disciplines and a variety of contexts with no clear
universal definition. Identifying dimensions and qualities
(dimensional analysis) of the concept of suffering will
assist in better understanding the concept and being able
to apply it to science and practice. The objectives of this
article were to analyze and identify dimensions of the
concept of suffering for individuals at end of life who have
dementia and to establish relationships between the
dimensions. The method of dimensional analysis of Caron
and Bower and the symbolic interaction theory guided the
analysis. Fourteen research studies were selected from
databases including CINAHL, PubMed, Ovid/Medline,
Academic Search Premier, and PsycInfo between 2000
and 2012. Key search terms included suffering, dementia,
and end of life combined. Four dimensions (pain, holistic,
discomfort, and despair) and 2 subdimensions
(communication and symptoms) were identified in the
analysis. Different perspectives were found in the
literature, but each one varied in its approach to the
concept of suffering. The concept of suffering is complex
and multifaceted and encompasses several dimensions.
Understanding the dimensions of suffering provides
insight into the individual with dementia as a person and
not the disease. The analysis reveals that these dimensions
are not well explored in the literature and establishes
the importance of further research in this area.
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65 years or older. The 5 leading causes of death in

those persons were heart disease, cancer, chronic lower
respiratory diseases, stroke, and Alzheimer disease." All of
these disorders can be, and usually are, chronic and debil-
itating, leading the individual to “suffer” with his/her afflic-
tion. Many of these chronically ill individuals have an
impaired quality of life because of their decline in function,
cognitively and physically, making suffering difficult to de-
fine in the dying.

Dementia is a progressive, sometimes unpredictable,
disease.” It occurs most often in persons 60 years or older
and Alzheimer disease is the most prevalent type.® There
are 3 stages of dementia: early stage, middle stage, and late
stage. The early stage begins with mild cognitive impair-
ment, and as symptoms worsen, the individual has diffi-
culty caring for himself/herself (middle stage).? Late-stage
dementia (LSD) is noted as the stage in which the individ-
ual no longer recognizes family members, becomes chair
or bed bound, is unable to communicate, has bowel or blad-
der incontinence (or both), and most often has swallowing
difficulties.®

Unlike persons with cancer who are often considered
“terminal,” lay people frequently do not realize that peo-
ple with LSD actually are terminal.* Although people with
LSD are eligible for the hospice benefit under Medicare,
hospice care and palliative care are frequently withheld
until the individual is near death,” but palliative care should
be initiated at diagnosis to help prevent suffering and pro-
vide better comfort. Unless culturally or religiously dissuaded,
care that is focused on relieving symptoms and providing
comfort should be the goal of end-of-life care rather than pro-
longation of life at whatever cost.?

This article will address the following questions: What
are the dimensions of the concept of suffering? How will
knowing the relationships between the dimensions and
qualities of the concept “suffering” ensure widespread ac-
ceptance, understanding, and applicability in research and
practice of suffering in individuals with dementia at end of
life (EOL)? The aims of this article were to analyze and iden-
tify dimensions in the concept of suffering for individuals at
EOL who have dementia and to establish relationships be-
tween the dimensions.

In 2010, there were nearly 1.8 million deaths of persons
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Application to Nursing Knowledge and
Clinical Applications

Nurses must deal with suffering of patients on a daily basis,
sometimes suffering with them through invasive proce-
dures they know are unnecessary or with conflicts with
their own spiritual and cultural beliefs. Assessment of phys-
ical suffering, such as pain or discomfort, is fairly easy to
assess; however, spiritual, emotional, or psychological suf-
fering is not so easily determined, especially in individuals
with dementia who have no purposive language. Instruments
have been developed and used to assess suffering in indi-
viduals with dementia and have been shown to be reliable
indicators of suffering.”"" Nurses often provide care that
helps patients recapture control over their lives and deal
with life’s distresses; although this is not always possible
in individuals with dementia, nurses can “...accompany
patients on their journey...” 2P

International Relevance of Concept

To date, there is no standard definition of suffering or a
consensus as to what constitutes suffering. Suffering is used
interchangeably with pain, distress, stress, anxiety, and a
myriad of other terms, symptoms, and conditions. Studies
have shown that people with dementia (PWD) suffer™*;
however, are the perceptions of suffering accurate, espe-
cially from a caregivers’ viewpoint? A review of the literature
noted a lack of consistency in the manner that suffering is
defined."® Given recent discussions regarding end-of-life
issues and palliative care with the chronically ill, it is imper-
ative that suffering be defined to ensure that individuals
with terminal or chronic conditions maintain quality of life
during their illness.

BACKGROUND

The term suffering is used in all disciplines and a variety of
contexts. The medical model tends to look at suffering from
conditions or symptoms and treatments, which is the para-
digm followed by nursing for many years. Cassell'* pointed
out that there has always been a distinction in medicine that
separates mind and body. Cassell notes that physicians do
not think of suffering abstractly; rather, they tend to provide
treatment for a diagnosis in which suffering is associated.
Cassell and Rich'® noted, however, “There is no such thing
as a pain or nausea, vomiting, or dyspnea that solely occurs
in the body without having an impact on the conscious
person.. P30 Suffering is unique to each individual, and
only the individual can put into context his/her suffen'ng.l(*18
From a nursing perspective, Ferrell and Coyle'? developed
principles of suffering, which define suffering in a different
context. Their principles of suffering include the whole per-
son, and again, only the individual can explain what he or
she is feeling; it “...represents a deeply personal state.” P10
This suggests a movement to a more holistic approach by
both disciplines.'*'*
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Real, everyday situations can have an effect on one’s state
of suffering.'® A child’s perspective on suffering refocuses
from the physical to the psychological realms.*® A catastro-
phe, such as an act of terrorism or severe flooding, has been
shown to produce a large amount of suffering, not only
physically but psychologically as well,'”?° creating feelings
of helplessness and worthlessness. Spiritually, some have
suggested that suffering brings people closer to their God
and provides meaning to their lives,*! whereas others view
spirituality as influencing the process of suffering.** Exis-
tential suffering and spiritual suffering are often classified
as the same in the literature.'*

Depictions of suffering have also been illustrated in art,
religion, and the sciences. Art has been used to depict suf-
fering over the ages. “The Sick Child,” painted by Edvard
Munch in 1896, is 1 example.*® The painting shows a young
girl (his late sister Sophie, who died of tuberculosis) propped
in a chair; an older woman (his aunt Karen) with her head
bowed on the arm of the chair holds the girl’s left hand.

Suffering is an essential component in Christianity. While
one is suffering, God reveals his love, and suffering is re-
placed with “salvation and cure.”**P** The Buddhists have
4 noble truths regarding suffering: (1) suffering is part of life,
(2) suffering is caused by egocentric yearning, (3) suffering
can be stopped, and (4) when suffering ends, true happiness
will be revealed.**#

Philosophers and social scientists have termed positive
and negative effects as pleasure and suffering, respectively.
Max Horkheimer negatively viewed happiness as freedom
from suffering, although he believed that shared suffering
could improve society, that the oppressed person’s feelings
of compassion as well as one’s own suffering could work
together to effect this Chzmge.26

In a study using a phenomenological, hermeneutic ap-
proach, Pilkington and Kilpatrick®” identified suffering as
“unbounded desolation emerging with resolute acquies-
cence with benevolent affiliations™P*** as viewed through
the lived experiences of the study participants. Although
their study added much to the concept of suffering, the con-
cept continues to be nebulous when viewed from these
authors’ perspective. Carnevale™ argues in his conceptual
analysis that suffering is an emotion, which can include
physical symptoms such as pain. He also notes that suffer-
ing can comprise “expressive behaviors**® 7% that are ei-
ther voluntary, such as calling out, or involuntary, such as
moaning.”® He posits that suffering is a subjective emotion;
it cannot be objectively assessed as it is only lived by the
person who is suffering.

DATA SOURCES

Concept analysis is 1 method of clarifying concepts, by de-
fining them to use them to develop knowledge.* Dimen-
sional analysis is beneficial to researchers when attempting
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to contextualize and understand the various perspectives
of a concept. Dimensional analysis explores how a concept
is constructed. The dimensions or qualities of the concept
are established and relationships formed between the di-
mensions or qualities.”” These dimensions are used to de-
fine or develop the essential meanings associated with a
concept. In the analysis, explicit and implicit assumptions
of suffering will be identified. The method of dimensional
analysis of Caron and Bowers®’ guided this analysis, as did
the theoretical framework of symbolic interactionism. Be-
cause social behavior and actions cannot be realized unless
their meaning is revealed, symbolic interactionism has an
important role in dimensional analysis.*

Computerized databases were searched, including
CINAHL, PubMed, Ovid/Medline, Academic Search Premier,
and PsycInfo. Key search terms included suffering, dementia,
and end of life singly and then combined. The search criteria
used for inclusion and exclusion were very broad in nature
because dimensional analysis requires a wide ambit in which
to explore the concept. Inclusion criteria were (1) publica-
tion between January 2000 and July 2012, (2) English lan-
guage, and (3) adult participants.

The number of articles found with the term suffering
alone netted 127 000 publications (Table). When combined
with dementia, this number dropped significantly to 4541.
Performing a search for all 3 key words—su/ffering, demen-
tia, and end of life—revealed 326 articles. Reading the ab-
stracts, and in some cases, the entire article, revealed that
most of the articles did not meet the criteria for inclusion,
such as using the term suffering in the context of “suffering
with...” rather than using suffering as a condition. The
number of articles was therefore reduced to 43. The refer-
ences of these 43 articles were reviewed, and as a result,
7 additional articles were identified. Of these 50, only those
publications of studies conducted on suffering were se-
lected, thus leaving 14 articles for dimensional analysis.
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THEORETICAL FRAMEWORK

A major framework of sociological theory, symbolic inter-
action theory is based on the hypothesis that humans dis-
cover and delineate the meaning associated with the world
around them through interactions with others. Behavior is
defined by symbols or the meanings related to symbols.*°
When humans interact within their environment, their
behavior responds to symbols related to those social inter-
actions. Likened to the self-fulfilling prophecy, where pre-
dictions come true with the actions of the person, Leming
and Dickinson® explain: “We define situations as real, and
they become real in their consequences.” ™

Dimensional analysis is predicated on the theory that
concepts are defined within a specific perspective and dif-
ferent meanings are attributed to those meanings based on
whose perspective is being represented as well as the con-
text in which it is used.? Symbolic interactionists believe
that the meanings of a given situation emerge over time
and are based on situations that have occurred in the past
and the present during social interactions.”’ By examin-
ing the concept through dimensional analysis and sym-
bolic interactionism, new meaning and perspectives can
be illustrated.

Hopes of individuals induce responses that corroborate
what one originally anticipated, resulting in what some
would term the self~fulfilling prophecy. For example, a per-
son with dementia may have expectations of suffering at
EOL. The care providers may have expectations or beliefs
that PWD do not suffer at EOL and may be oblivious to the
person’s suffering. When suffering is not recognized and
therefore not alleviated, the individual’s fears or responses
are confirmed. However, it is difficult for providers to make
a connection with PWD when PWD have little to no pur-
posive language; therefore, providers have limited interac-
tions with which to evoke meaning.

Search Results for Articles Regarding Suffering in Individuals With Dementia

Suffering and

Suffering, Dementia, Reading of Abstracts

DEYE]EL) Suffering Dementia and End of Life and Articles
CINAHL 116 156 16 14
PubMed 97 119 1628 38 9
Ovid/Medline 1108 1414 226 13
Academic Search Premier 23797 885 25 3
PsycInfo 5000 458 21 4
Review of references within 7
selected articles
Total included for review,
N =14
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RESULTS

Four dimensions and 2 subdimensions were identified during
the analysis (Figure). These dimensions and subdimensions
(in parentheses) were pain (communication), holistic (com-
munication), discomfort (symptoms and communication),
and despair. Although some of the authors whose manu-
scripts were included in the analysis considered a certain
dimension as suffering, other authors did not, and thus, suf-
fering was inferred from the authors’ discourse.

Pain (Communication)

Questions have been raised whether PWD have pain, espe-
cially in LSD, when individuals are unable to purposefully
communicate their needs. Two articles were identified re-
lating pain to suffering as a dimension. Husebo and col-
leagues®® found that patients with severe dementia did
not experience less pain intensity than did those with mild,
moderate, or no dementia. In fact, those with severe demen-
tia on opioids were assessed as having greater pain inten-
sity than patients with no dementia. Their findings suggest
that suffering is complex, including undertreatment of pain.
Nourhashemi et al** conducted a study for a 2-year period
that showed that patients who may have been suffering were
not given pain medications. Pain was assessed and docu-
mented by the patients’ caregivers or care provider with “an
8-item behavioral scale to rate the intensity of pain in non-
verbally communicating patients. The scale is divided into
two parts (before and during nursing care) and scored from
0-4.733P%8 Of 112 subjects in the study, 32% of patients
with advanced dementia with a pain score of 7 or greater
received no analgesics. The authors’ findings suggest that
adequate treatment of pain may relieve suffering and pos-
sibly decrease or prevent behavioral issues. The observa-
tion scales used in both of these studies were documented
by caregivers of the patients, leading to possible variations
in observed behaviors. Nourhashemi et al*® also noted that
patients with varying types of dementia may exhibit differ-
ent facial or behavioral expressions and may not receive the
same treatment as other individuals with dementia. Both of
these studies suggest that pain in individuals with dementia
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FIGURE. Dimensional analysis of suffering in individuals with dementia model.
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may go untreated because of this lack of ability to purpose-
fully communicate.

Holistic (Communication)

Suffering encompasses more than just physical disorders; it
also involves individuals’ perceptions and beliefs and inter-
actions with others. Therefore, suffering should be evaluated
not from 1 single aspect but the perspective of the entire
being’ %% thus, suffering is holistic. Schulz, McGinnis, et al”
noted that suffering was moderate to high in the emotional
and existential aspects of suffering, such as sadness, depres-
sion, hopelessness, worthlessness, and feelings of being a
burden. Because their study showed a correlation between
caregiver depression and patient suffering, results suggest
that goals should be aimed at eliminating suffering, which
will “require monitoring of patient affect, physical symp-
toms, and their spiritual/existential concerns...””"!7>
Whereas Schulz, McGinnis, and Colleague39 conducted their
study with a validated instrument (Revised Memory and Be-
havior Problems Checklist), Schulz, Monin, et al'® devel-
oped an instrument to measure suffering from 3 domains:
physical, psychological, and existential suffering. These au-
thors felt that suffering is more than just physical attributes
that the patient may have and that suffering results from pro-
cessing information from all domains.'® Three different
groups were used in their study: individuals with Alzheimer
disease, patients with osteoarthritis and their spouses, and
caregivers of individuals with Alzheimer disease.'® The first
sample, individuals with Alzheimer, were able to self-report
their suffering, according to the authors.'” The authors’ re-
sults showed that caregivers overestimated the degree of
suffering of patients who self-reported.'” Although the au-
thors’ instrument can be used for self-reporting, individuals
with LSD are unable to purposefully communicate their
needs, and therefore, the instrument would be used based
on observation; observation and caregivers’ perceptions are
subjective.

Aminoff et al” also developed an instrument to measure
suffering in LSD patients and used it to assess patients in a
memory clinic. This instrument was also used to study the
level of suffering during the final hospital stay of patients
with dementia® and again in a study to evaluate the rela-
tionship between the level of suffering and survival rates
of patients with LSD dementia.>* As with Schulz, McGinnis,
etal,” who felt that continuous monitoring is needed for the
elimination of suffering, Aminoff and colleagues’ felt that
their instrument will be beneficial in providing continuous
monitoring and control of suffering. However, the authors’
beliefs that suffering should encompass the domains of
physical, psychological, and spiritual suffering are not evi-
denced in their 10-item instrument, which embraces only
the physical domain and is based on observation with
8 of the items; the last 2 items are based on subjective opin-
ions from medical staff and caregivers.
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Discomfort (Symptoms and Communication)
Discomfort is generally associated with a lack of comfort or
making someone feel bad. Although pain can be discom-
fort, discomfort as a dimension of suffering (distinct from
pain) was identified in 5 studies.>”>* Indeed, in the study
conducted by van der Steen, Ooms, et al,*® 1 of the research
questions addressed was “Is suffering (discomfort) due to
pneumonia recognizable in demented nursing home pa-
tients and is this different in differing treated patients?” 1932
The studies identified for this dimension showed an association
between symptoms, such as dyspnea, fever, drowsiness,
fear, anxiety, agitation, aspiration, and pressure ulcers, and
discomfort. >

The study of van der Steen, Ooms, et al’® revealed that
suffering is more severe right before death from pneumo-
nia than from other causes because of the discomfort asso-
ciated with pneumonia symptoms. They also concluded
that those patients not treated with antibiotics had more
discomfort than did those treated with antibiotics. Whereas
Givens et al*® found that antibiotics were not associated
with improved comfort in nursing home patients, van der
Steen, Pasman, et al®” did find a correlation between the
use of antibiotics and decreased discomfort and felt that
pneumonia was a cause of increased suffering. The au-
thors’ study also revealed that discomfort with pneumonia
was higher than in patients with issues with intake of food
and fluids.*”

In their Italian study, Guilio et al®> focused on the last
month of life for severely demented older adults. Results
of this retrospective study revealed that 124 of 141 patients
were noted to be in discomfort because of severe symp-
toms. Physical restraints, causing discomfort, were used
in 58% of the patients and 29 of the patients were artificially
fed through a tube. The authors also noted that 88% of the
patients studied had experienced severe physical symp-
toms such as dyspnea, fever, bedsores, and emesis during
the month before death.®” In studies conducted by Givens
et al*® and Mitchell et al,*” symptoms were also the focus.
In the course of 18 months, their studies revealed that 55%
of nursing home residents died.***” Of those, 46% had dys-
pnea, 39% had stage II or greater pressure ulcers, 54% had
agitation, and 41% aspirated. Among the residents who
died, the percentage of residents who had those symptoms
increased as EOL drew nearer. The authors found that
health care proxies felt that the main goal of care should
be comfort but noted that “physical suffering was common
among residents.”>’®*®

Most of these studies used instruments that relied
on observation or evaluation and proxy reporting by care
providers because of the individuals’ inability to purpose-
fully communicate their needs. Guilio et al*® used chart re-
views but focused on physical symptoms, treatments, and
life-sustaining procedures to gather their data. None of the
authors examined how important communication was in
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addressing discomfort of symptoms at EOL in dementia pa-
tients, but all felt that alleviating symptoms is essential
at EOL.

Despair

Two studies linked suffering to being unbearable and hope-
less."** Hopelessness implies despair, especially if one has
a terminal illness, as there appears to be no hope. The stud-
ies by these authors were conducted in the Netherlands,
where advance directives for euthanasia (ADEs) in dementia
are legal. These directives, however, have strict criteria for
implementation, including “the physician is convinced that
the patients suffering is unbearable, and that there is no
prospect of improvement.”**P*” The results of the study
by de Boer et al*” revealed that more than half of the phy-
sician participants (n = 434) felt that it was impossible to
know if someone who is cognitively impaired experiences
hopeless and unbearable suffering. A little more than one-
third of the physicians felt that severe suffering in a patient
with advanced dementia was the result of additional ill-
nesses rather than dementia itself; however, 40% of the par-
ticipants disagreed with this statement. In the study by
Rurup et al,'" even though most of the nursing home phy-
sicians (n = 410) thought that there was some degree of
unbearable and hopeless suffering in the patients with de-
mentia (n = 40), the nursing home did not comply with
ADEs. Their survey was divided into unbearable and hope-
less suffering, which was rated from “did not” to “to a very
high degree.” Nine of the nursing home physicians felt that
their patients suffered unbearably to a high or very high de-
gree, whereas 18 were of the opinion that their patients
suffered hopelessly to a high or a very high degree.'! These
studies revealed that physicians did feel that patients with
dementia are suffering, but to what extent remains unclear,
potentially leaving the patients in despair.

Perspective

Although there are many studies in the literature on suffer-
ing that encompass many illnesses and catastrophes, rela-
tively few studies have been published on the suffering of
patients with dementia. Most of the studies in this analysis
focused on the patients’ perspective of suffering, usually
from observation rather than through communication with
the patient.” 32333539 1t s difficult to assess those who do
not use language purposively, such as individuals with
LSD. Shulz et al”'? also provided perspectives from care-
givers in their studies, assessing the caregivers’ perceptions
of their loved ones’ suffering. Providers’ perspectives were
studied by de Boer et al* and Rurup et al'! but focused on
whether the providers felt that suffering was unbearable
and hopeless and their thoughts on euthanasia in PWD.
There were no studies found that focused on nursing’s per-
spective regarding suffering in PWD.
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Contextual Elements

Most of the studies selected for this analysis were con-
ducted with nursing home residents®**>*° or in hospital ge-
riatric wards.*** The 2 studies by Shulz et al”'” were conducted
in the community setting and the PWD were assumed to be
living at home. Although the same vulnerable population
participated in all of the studies, one cannot exclude that the
hospital-based participants may have been more acutely ill
than those in the nursing home or in the community set-
tings. de Boer et al*” and Rurup et al'' conducted studies
with physicians who were practicing in the community and
within nursing home settings to determine their opinions
and use of ADEs in dementia. In the study of Rurup et al,""
nursing home physicians were interviewed more compre-
hensively than the other physicians were, but only about
their most recent case with a resident with dementia who
had an advanced directive for euthanasia.

Assumptions

An explicit assumption is that suffering can be measured in
PWD. Aminoff et al” and Aminoff and Adunsky®>* used
scales that observed PWD'’s suffering and assessed the
opinions of family and health care providers. The study
of Shulz, Monin, et al'® was based on the caregivers’ per-
ceptions of the PWD’s suffering as noted in the scales de-
veloped by the authors.

An implicit assumption identified is that PWD do not
suffer. Based upon the observations and assessments of
Aminoff et al” and Aminoff and Adunsky,®** that assump-
tion seems unwarranted. Shulz, Monin, et al'’ developed
scales to measure physical, psychological, and existential
suffering that were self-administered, with patients rating
their own suffering. One group had Alzheimer disease and
was deemed capable (by 3-minute interview) of answering
the questions on their own, whereas caregivers of another
Alzheimer group answered for the individual based on their
observations and perceptions of the individual’s suffering. In
another study, Shulz, McGinnis, et al” had caregivers assess
the PWD’s emotional and existential suffering using the Re-
vised Memory and Behavior Problems Checklist. These pa-
tients had moderate to severe cognitive impairment, and the
caregivers, again, completed the instruments based on their
perceptions of the PWD’s suffering.

Another implicit assumption is that providers will allevi-
ate suffering at EOL. However, in the study of de Boer
et al,*> more than half of the physicians felt that it was im-
possible to determine whether a person with cognitive im-
pairment is suffering unbearably or hopelessly. Close to
one-third of care providers for older adults believed that
severe suffering is a direct cause of additional illnesses or
complications that are untreatable.

Although observation may be able to partially address
suffering in PWD, it addresses only the physical or clinical
aspects of suffering. In addition, even though family care-
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givers have discussions with PWD before their losing their
cognitive awareness, the dimensions of suffering may change
during the course of the disease and the caregivers’ percep-
tions may not be accurately portraying the suffering of
PWD, especially under the holistic dimension.

DISCUSSION

Although not considered a terminal diagnosis by many, for
those who are given a diagnosis of dementia, the realiza-
tion that they will most likely die of this distressing illness
is real. They acquire their thoughts and ideas from interac-
tions with others and the environment and give new mean-
ings to their diagnosis and the suffering they will endure.
The meanings for this particular situation, according to
symbolic interactionists, developed from the individuals’
experiences over the past and during the present® but
are defined by the individual himself/herself.** Although
not communicated, the meanings are validated when health
care providers fail to understand the meanings defined by
the individual, resulting in a self-fulfilling prophecy and
suffering by the individual.

This dimensional analysis identified 4 dimensions of the
concept of suffering as it relates to EOL in individuals with
dementia. The relationships of these dimensions should be
considered when evaluating one’s suffering in individuals
with dementia, especially because individuals with LSD are
usually unable to communicate their needs. The data gath-
ered from this analysis reveal that individuals with demen-
tia do suffer in all aspects of their lives, and assessment and
evaluation of their suffering need to be consistent and per-
sonalized and to encompass all of the identified dimensions.

In addition, 2 subdimensions were discovered that were
deemed important. Communication is a significant sub-
dimension that has key implications related to individuals
with dementia, especially at EOL, as these individuals are
not able to purposefully communicate their needs. Dis-
comfort was identified from authors who used symptoms
assessment in their studies, and although not all of the stud-
ies focused on suffering, suffering could be inferred from
their results.

LIMITATIONS

Although an exhaustive search was carried out for studies
that explored suffering in PWD at EOL, it is possible that
significant articles have been missed. The search was lim-
ited in that there are relatively small numbers of studies
conducted on PWD, especially with regard to suffering at
EOL. In addition, because this analysis was theoretically
based, other researchers may interpret the concept differ-
ently and produce different results and conclusions.
Although the results of studies using observations scales
were deemed valid by the researchers, the use of observation
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scales in measuring suffering is subjective. Carnevale® ac-
knowledges that suffering is also subjective based on the
person’s experience and therefore cannot be measured ob-
jectively or “validly assessed by another.”®'7”

CONCLUSION

Suffering has not been clearly defined yet in the literature;
however, suffering is unique to each individual and needs
to be consistently assessed. The issue of suffering affects
everyone at EOL, but particularly PWD, because they often
are not able to communicate their needs effectively and,
most often, not at all. In addition, dementia may not be
considered a terminal illness; however, McCarthy et al!
conducted a retrospective study in which PWD had similar
symptoms to cancer patients, but there were differences in
that PWD had their symptoms more frequently and for a
longer duration than the cancer patients did. Although it
is difficult to assess and describe in persons who do not use
language purposefully and may have minimal volitional
movement, this article assumes that individuals with de-
mentia suffer, even in the last stages of the disease.

Although a specific conceptual definition cannot be
agreed upon, health care researchers need to develop an
instrument aimed at measuring all dimensions of suffering
from a holistic approach so suffering for that individual can
be eased or relieved. These dimensions should be aimed at
the physical and psychological aspects as well as existential
and spiritual domains. Efforts should be made to assess in-
dividuals’ perceptions of suffering to ensure PWD are treated
effectively at EOL.

The concept of suffering is complex and multifaceted and
takes on several dimensions. Understanding the dimensions
of suffering provides insight into the individual with de-
mentia as a person and not the disease and helps alleviate
the suffering of not only the patient but also the family and
perhaps the care staff as well. A dimensional analysis of suf-
fering was not found in the literature; therefore, this analysis
may represent relatively unfamiliar views. However, the
analysis reveals that these dimensions are not well explored
in the literature and establishes the importance of further
research in this area.

Acknowledgment
Ms Smith gratefully acknowledges the other authors for
their assistance and dedication to this manuscript.

References
1. Minino A, Murphy S. Death in the United States. 2010. http://cdc
.gov/nchs/data/databriefs/db99.pdf. Accessed November 13,
2012.
2. National Institute for Aging. End of life: helping with comfort and
care. 2012. http://www.nia.nih.gov/health/publication/end-life-

Journal of Hospice & Palliative Nursing

Symptom Management Series

10.

11.
12.
13.
14.
16.

17.

18.
19.

20.

21.
22.

23.

24.

20.

27.

helping-comfort-and-care/dementia-end-life. Accessed March 29,
2014.

. National Library of Medicine. Dementia. 2013. http://www.ncbi

.nlm.gov/pubmedhealth/PMH0001748. Accessed March 29, 2014.

. Lawrence V, Samsi K, Murray J, Harari D, Banerjee S. Dying well

with dementia: qualitative examination of end-of-life care. BrJ
Psychol. 2011;199:417-422.

. Crowther J, Wilson K, Horton S, Lloyd-Williams M. Palliative care

for dementia: time to think again? Q/M. 2013;106:491-494.

. Tilly J, Fok A. Policy barriers to quality end-of-life care for residents

with dementia in assisted living residences and nursing homes.
Alzheimers Care Today. 2008;9:103-112.

. Aminoff B, Purits E, Noy S, Adunsky A. Measuring the suffering of

end stage dementia: reliability and validity of the Mini-Suffering State
Examination. Arch Gerontol Geriatr. 2004;38:123-130.

. Aminoff B, Adunsky A. Dying dementia patients: too much suf-

fering, too little palliation. Am ] Hosp Palliat Care. 2005;22:344-348.

. Shulz R, McGinnis K, Zhang S, et al. Dementia patient suffering

and caregiver depression. Alzbheimer Dis Assoc Disord. 2008;22:
170-176.

Shulz R, Monin J, Czaja S, et al. Measuring the experience and
perception of suffering. Gerontologist. 2010;50:774-784.

Rurup M, Onwuteaka-Philipsen B, van der Heide A, van der Wal G,
Maas P. Physicians’ experiences with demented patients with
advance euthanasia directives in the Netherlands. ] Am Geriatr
Soc. 2005;53:1138-1144.

Ferrell B, Coyle N. The Nature of Suffering and the Goals of Nursing.
Oxford: Oxford University Press; 2008.

Boston P, Bruce A, Schreiber R. Existential suffering in the palliative
care setting: an integrated literature review. / Pain Symptom Manage.
2011;41:604-618.

Cassell E. The Nature of Suffering and the Goals of Medicine.
2nd ed. Oxford: Oxford University Press; 2004.

. Cassell E, Rich B. Intractable end-of-life suffering and the ethics

of palliative sedation. Pain Med. 2010;11:435-438.

Chapman C, Gavrin]J. Suffering: the contributions of persistent pain.
Lancet. 1999;353:2233-2237.

Krikorian A, Limonero J, Maté J. Suffering and distress at the
end-of-life. Psychooncology. 2012;21:799-808.

Gobbo C, Raccanello D. Personal narratives about states of
suffering and well-being: children’s conceptualization in terms
of physical and psychological domain. Appl Cogn Psychol. 2011,
25:386-394.

Carroll B, Morbey H, Balogh R, Araoz G. Flooded homes, broken
bonds, the meaning of home, psychological processes and their
impact on psychological health in a disaster. Health Place.
2009;15:540-547.

Waldman D, Carmeli A, Halev M. Beyond the red tape: how victims
of terrorism perceive and react to organizational responses to their
suffering. J Organ Bebav. 2011;2:938-954.

Riholm M. Uncovering the ethics of suffering using a narrative
approach. Nurs Ethics. 2008;15:62-72.

Deal B. Finding meaning in suffering. Holist Nurs Pract. 2011,
25:205-210.

Bayrakci B, Forouz A, Sahin A, Abali M, Aliyeva G. Disease painting
or painting disease: how does illness and hospitalization affect
children’s artistry? Perception. 2009;38:1721-1727.

Barton-Burke M, Barreto R, Archibald L. Suffering as a multi-
cultural cancer experience. Semin Oncol Nurs. 2008;24:229-230.

. Parboteeah K, Paik Y, Cullen J. Religious groups and work values:

a focus on Buddhism, Christianity, Hinduism, and Islam. Int J
Cross Cult Manage. 2009;9:51-67.

Berendzen J. Max Horkheimer. In: Zalta E, ed. The Stanford
Encyclopedia of Philosophy. 2009 ed. http://plato.stanford.edu/
archives/fall2009/entries/horkheimer/. Accessed November 9, 2013.
Pilkington F, Kilpatrick D. The lived experience of suffering: a
Parse research method study. Nurs Sci Q. 2008;21:228-237.

269

www.jhpn.com


http://cdc.gov/nchs/data/databriefs/db99.pdf
http://cdc.gov/nchs/data/databriefs/db99.pdf
http://www.nia.nih.gov/health/publication/end-life-helping-comfort-and-care/dementia-end-life
http://www.nia.nih.gov/health/publication/end-life-helping-comfort-and-care/dementia-end-life
http://www.ncbi.nlm.gov/pubmedhealth/PMH0001748
http://www.ncbi.nlm.gov/pubmedhealth/PMH0001748
http://plato.stanford.edu/archives/fall2009/entries/horkheimer/
http://plato.stanford.edu/archives/fall2009/entries/horkheimer/

28.

29.

30.
31.

32.

33.

34.

35.

Carnevale F. A conceptual and moral analysis of suffering. Nurs
Ethics. 2009;16:173-183.

Caron C, Bowers B. Methods and applications of dimensional
analysis: a contribution to concept and knowledge development
in nursing. In: Rodgers B, Knafl K, eds. Concept Development in
Nursing: Foundations, Techniques, and Applications. 2nd ed.
Philadelphia, PA: Saunders; 2000:285-318.

Leming M, Dickinson G. Understanding death, dying and be-
reavement. 7th ed. Belmont, CA: Wadsworth/Cengage; 2011.
Hewitt J, Shulman D. Self and Society: A Symbolic Interactionist
Social Psychology. 11th ed. Boston, MA: Allyn & Bacon; 2011.
Husebo B, Strand L, Nilssen R, et al. Who suffers most? Dementia
and pain in nursing home patients: a cross sectional study. J Am
Med Dir Assoc. 2008;9:427-433.

Nourhashemi F, Gillette S, Cantet C, et al. End-of-life care for
persons with advanced Alzheimer disease: design and baseline
data from the ALFINE study. ] Nutr Health Aging. 2012;16:457-461.
Aminoft B, Adunsky A. Their last six months: suffering and sur-
vival of end stage dementia patients. Age Ageing. 2006;33:597-601.
Guilio P, Toscani F, Villani D, et al. Dying with advanced dementia

Symptom Management Series

30.

37.

38.

39.

40.

41.

in long-term care geriatric institutions: a retrospective study. J Palliat
Med. 2008;11:1023-1028.

Givens J, Jones R, Shaffer M, Kiely D, Mitchell S. Survival and
comfort after treatment of pneumonia in advanced dementia.
Arch Int Med. 2010;17:1102-1107.

Mitchell S, Teno J, Kiely D, et al. The clinical course of advanced
dementia. N Engl ] Med. 2009;361:1529-1538.

van der Steen J, Ooms M, van der Wal G, Ribbe M. Pneumonia: the
demented patient’s best friend? Discomfort after starting or with-
holding antibiotic treatment. ] Am Geriair Soc. 2002;50:1681-1688.
van der Steen J, Pasman J, Ribbe M, van der Wal G, Onwuteaka-
Philipsen B. Discomfort in dementia patients dying from
pneumonia and its relief by antibiotics. Scand J Infect Dis. 2009,
41:143-151.

de Boer M, Droes R, Jonker C, Eefsting J, Hertogh C. Advance
directives for euthanasia in dementia: do law-based opportunities
lead to more euthanasia? Health Policy. 2010;98:256-262.
McCarthy M, Addington-Hall J, Altmann D. The experience of dying
with dementia: a retrospective study. Int | Geriatr Psychiatry.
1997;12:404-409.

For more than 48 additional continuing education articles related to hospice and palliative care nursing,
go to NursingCenter.com/CE.

270

www.jhpn.com

Volume 16 « Number 5 « July 2014


http://NursingCenter.com/CE

