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Previous research has indicated the importance of religious coping among caregivers of
individuals with dementia. However, there is almost no empirical research about religious
coping among individuals with dementia. It is difficult to measure religious coping directly
since many obstacles to improve coping strategies, particularly in diseases like probable
Alzheimer’s, prevent the uses of conventional measures of coping and of traditional therapies
for improving one’s positive coping strategies. Additional problems may be co-morbidity
with serious physical ailments and adapting psychotherapeutic interventions to include
religious coping and to suit individuals with progressive cognitive decline. We propose
a practical approach to the topic and recount case evidence.

Izheimer’s disease (AD) is a neuro-

degenerative disorder of the central

nervous system found most often
among older individuals. Two broadly
defined variants of AD are the early-onset
type (possessing a strong genetic component
on chromosome 14 and being most often
evident in memory and behavior changes
before age 65) and the late-onset type (occur-
ring after age 60 with increasing prevalence
in those over 85 and appearing diverse in its
apparent chromosomal links).! Brain changes
in AD include profound deterioration of the
hippocampus and additional global deterio-
ration that often involves widespread cere-
bral atrophy. At the cellular level, neurons
may develop neurofibrillary tangles inside
and neuritic (beta-amyloid) plaques outside.2

Early in the course of the disease, indi-
viduals have difficulty finding words (such
as names of objects, in otherwise fluent
speech), forget recent events and conversa-
tions, and exhibit changes in personality with
episodes of confusion and disorientation
(e.g., to time or place). As AD progresses,
individuals exhibit perseveration of familiar
behaviors (like preparing to make a meal or
asking when the bus will arrive); lose the
ability to track time, activities, and conver-
sations; and eventually lose the abilities to

Volume 56, Number 3, September 2004

perform even well-learned tasks like groom-
ing, feeding, and toileting.

AD is the most common cause of demen-
tia among elderly individuals, and there is
no known cure. The best current treatments
tend to work early in the course of the dis-
ease with effectiveness of key medications
declining in the later stages (Stages 5, 6, 7:
when AD patients” memories, problem solv-
ing, attention, and overall health decline).?
Barry Reisberg and his colleagues have
described decline from AD as seven stages
of “global deterioration” from Stage 1 (no
cognitive deficit) to Stage 7 (profound cogni-
tive deficit).* AD becomes noticeable and is
usually diagnosed as a person experiences
growing forgetfulness and anomia (diffi-
culty with word finding, usually in Stages 2
and 3). Eventually, functioning deteriorates
through phases of increasing confusion, lost
orientation to time and place, and lost verbal
skills—and then to end-stage dementia in
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which the person does not speak, locomote,
toilet, groom, or feed.®

Since the industrial revolution in West-
ernized nations, dementia care has followed
a path similar to that of general “aging care”:
to institutionalize the very ill in order to
maintain stability in the larger, industry-
focused society and to create a “total institu-
tion” in long-term/nursing-home care set-
tings that focuses on routine and regulation.
Many are the families who have been dis-
mayed at the regimentation and inflexibility
of long-term care. Dismay among baby boom-
ers, who are also the adult children of aging
parents, is catalyzing slow reform. These
adults are rediscovering the advantage of
individualized care, because it focuses on
the value of one’s aging parent rather than
diminishing him or her to “livestock status”
with mere requirements for feeding, bath-
ing, and toileting.

Titles of recently written guides on care-
giving in dementia reflect sentiments of
reform. In dementia care that is “person-
centered,” care planning no longer accentu-
ates differences across “sectors” of care
(e.g., medical versus mental health versus
pastoral versus rehabilitative). Instead, de-
mentia care is refocused on the “whole per-
son” and on meeting the individual’s needs
by integrating care across many professions.
Teams comprised of many different types of
professionals can work together to provide
integrated, whole-person care.®

In his article on dementia and faith,
Malcolm Goldsmith observed: “To provide
imaginative care of the highest quality is a
daunting task. It is often lonely and it often
seems as if we go two steps backward for
every one step forward.”” In our views, per-
son-centered care® uplifts the person from
“livestock” to “lovestock” with an emphasis
on the value of each individual (e.g., as can
be witnessed in many of the techniques for
dementia care that have originated in Swe-
den during the past two decades).” Several
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passages of Scripture direct that type of
uplifting behavior, including Matt. 19:19b
(NIV) “... love your neighbor as yourself”
and—as Goldsmith also has noted—the
mandate in 1 Cor. 12:22-23 (NIV): “On the
contrary, those parts of the body that seem
to be weaker are indispensable, and the
parts that we think are less honorable we
treat with special honor.”

In his chapter arguing that dualism is
unneeded as a crutch to justify human worth,
Stephen Post contended that the equal worth
of each human is wholly justified by Christ’s
example of agape. He stated:

... the image of Christ’s love properly
appreciated will hopefully permeate
any anthropology with the power of its
insistence on radical inclusivity ... Itis
the story of Christianity that strongly
demands solicitude for all, including
those with retardation and dementia.1

Goldsmith argued that there are ways in
which the petulant and transient worlds of
faith and dementia can interact. However,
he also stated that those interactions must
be person-centered and that faith-based
approaches to life must be made accessible to
the individual with dementia, e.g., through
uplifting love from a community of faith.!!

A further caution from Elizabeth
MacKinlay is that spiritual or faith hunger
should not be mistaken as mere psycho-
social need.!? She stated that techniques for
satisfying the latter will leave the former
desires unmet. In her study to evaluate out-
comes of a workshop for improving nurses’
awareness of their patients’ spiritual needs,
MacKinlay stressed the importance of evalu-
ating and attending to both the broadly-
based yearnings that evolve from shared
humanness and the specific spiritual needs
that derive from an individual’s under-
standing of life’s meaning and his or her
place therein.’® Thus she has indicated the
critical nature —in considerations of demen-
tia and dementia care — of the search for that
which is sacred, of the search for life’s mean-
ing in ways associated with the sacred, and
of ideas about coping that are primarily reli-
gious in nature.'* Without discussions of
religious coping, i.e.,, ways of coping that
relate beliefs and behaviors to the sacred,
debates about dementia care and coping
with AD are incomplete.’
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There exists an extensive literature in psychology about
coping such as how individuals assess their environment,
relationships, and selves; and how individuals respond to
perceived threats and perceived supports.’® In this article,
our goal is not to recapitulate the vast literature on person-
ality, stress, and coping. Neither is it our goal to review
the literature on religious coping in adulthood and
aging.!” Instead, our goal is to speak directly to the need
for further consideration of religious coping in dementia
and dementia care.

Assessing Spiritual Needs in
Dementia

Harold Koenig has described a critical need in gerontology
(an interdisciplinary field that includes medical practi-
tioners, mental health care professionals, rehabilitation
specialists, research scientists, clergy and many more) for
research on religious coping by individuals with Alzhei-
mer-type dementia (DAT; i.e., the type of dementia that
occurs in AD) and associated types of dementia.'® Surpris-
ingly, there is very little empirical work on the topic, and
most pertinent articles are either about larger projects in
which the study of religious coping in dementia was tan-
gential to the main purpose or in which conclusions were
based on non-empirical observations.'” General research
on aging suggests that a person’s religiousness and spiri-
tuality remain stable during adulthood.?® Attitudes about
the sacred and about religion do not seem to change, even
when there are impediments to church attendance.”
However, researchers have not studied dementia’s effects
on an individual’s attitudes about religion and his or her
religious behaviors. How do those attitudes and behaviors
change when a person experiences cognitive decline due
to AD?

One great difficulty in dementia research (i.e., in psy-
chology and sociology) has been the measurement of reli-
gious coping, because most measures are self-report and
involve sensitive questions about one’s coping strategies,
e.g., the Religious Coping Index.” For individuals with
dementia who may feel anguish associated with knowl-
edge about their diagnosis, questions about coping with
the disease can be disconcerting. Indeed, it is not uncom-
mon for them to verbalize a sense of hopelessness.” More-
over, for mid- and late-stage patients, items on a religious
coping questionnaire may be difficult to comprehend or
difficult to answer with self-report. Consistent with that
notion, Koenig and his colleagues reported data on reli-
gious coping only for those research participants with ini-
tial scores on the Mini-Mental State Exam (MMSE) above
14, presumably because religious coping was difficult to
measure in lower-functioning patients (as is true of many
measures that utilize self-report and which heavily rely
upon verbal skills).*

Ethical guidelines in medicine, psychology, and social
work (and in similar health care professions which have
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ethics codes for licensed practitioners) caution a practitio-
ner against causing harm, e.g., the Hippocratic Oath in
medicine and the APA “Ethical Principles of Psychologists
and Code of Conduct.”? When one considers the addi-
tional issue of disorientation or confusion, asking for self-
report about coping may seem inappropriate when the
patient has moderate-to-severe AD. Although it is unlikely
that a simple query about one’s coping strategies might
cause lasting harm, questions that require more reflection
about the nature of his or her mortality and disease must
be weighed against a person’s ability to process the mean-
ings of such issues. A practitioner must evaluate whether
a client is capable of responding to such questions, and
whether the progression of the disease might interfere
with attempts to teach him or her new, more positive
coping strategies.

A practitioner must evaluate whether
a client is capable of responding to
[questions of mortality and AD], and

whether the progression of the disease

might interfere with attempts to teach

him or her new, more positive coping

strategies.

For medical practitioners and mental health care pro-
fessionals who wish to assist patients and their families to
cope with AD, some of the best approaches to assessment
and assistance may be through family and friends.* A cli-
nician or researcher with savvy will utilize converging
techniques for gathering evidence, including collecting a
detailed medical history, administering tests that measure
cognitive skills (like the MMSE, Clock Drawing, BCRS),”
assessing functional independence and skills (the ability
to perform the activities of daily living [ADL’s] and to per-
form physical tasks),” and interviewing primary caregivers
to obtain key information about a client’s level of function-
ing (using measures like the NPI and GAFS).? Additional
measures for assessment of substance abuse, mood, and
social support may be useful.* Finally, while there do exist
measures for assessing spiritual support and religious
coping, not all of them have been adapted for use with
those who have AD.*' Assessing spiritual support and
support for religious coping also should include: (1) the
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client’s history and pre-morbid strategies for
coping; (2) the accessibility of and types of
social support; and (3) the availability of
external memory support (e.g., in the physi-
cal environment and in the client’s social
network) for sustaining positive coping
strategies.

Insights about Religious
Coping in AD

Perhaps the most informative exposition on
religious coping in AD is My Journey into
Alzheimer’s Disease by Reverend Doctor
Robert Davis.*> He described the fear and
anxiety that seemed to replace his feeling of
closeness to God. With his wife’s help, he
wrote about his awareness of this loss of
closeness. Davis recounted the emotional
pain of his deteriorating memories of favor-
ite prayers and Scripture passages. Given
Davis’s report of his own experience, one
can conjecture about the loss of ability to
use religious coping among individuals with
Alzheimer-type dementia. It seems clear that
Davis utilized religious coping effectively in
the years prior to his diagnosis with AD.
His own account of post-morbid struggles to
utilize religious coping indicates how very
difficult the challenge can be—even for
someone who had automatized many reli-
gious coping strategies pre-morbidly.®

As mentioned previously, a critical ethical
issue for mental health professionals is deter-
mining whether it is appropriate to attempt
to facilitate religious coping among individ-
uals with AD. From a professional perspec-
tive (e.g., in psychology), such attempts
might be contraindicated when: (1) assessment
(as recommended above) yields no evidence
of a pre-morbid preference for religious cop-
ing; (2) an individual with AD shows no in-
terest in religious coping; and (3) there is no
consent from an individual’s legal guardian
(as is required when one studies and/or
treats an individual who cannot give his or
her own consent; e.g., local, state, and fed-
eral laws governing research and practice;
see also the APA Ethics Code).*

William Clements argued that “spiritual
development comes from identity and iden-
tity requires memory.”®® If so, then one
should not prevail upon a person with AD to
“develop” spiritually. Instead, effective reli-
gious coping in AD most likely will depend

upon a behavioral framework that was
learned before significant cognitive decline
occurred.

The foregoing conceptualization is con-
sistent with Davis’s opinion.* Davis rebuked
himself for begging individuals with demen-
tia to repent and hear God when he was a
young minister. Later in his life, as he sensed
his own cognitive decline due to AD, he real-
ized that imploring someone to listen and
repent is more likely to confuse and cause
anguish than to effect a new connection with
God. Davis suggested gentle touch and softly
spoken words as spiritual support for indi-
viduals with dementia. He contended that
those behaviors might communicate the love
of God to such a person better than appeals
to repent.’” A patient’s level of dysfunction
related to AD (mild, moderate, or severe®)
would be just one of many considerations in
determining whether interventions related
to religious coping are at all appropriate in
a specific case. (See the aforementioned
suggestions for determining the appropri-
ateness of supports for religious coping,
which should include proper assessment
across several sources of evidence.)

“Making the Case” for
Religious Coping in AD

It has been observed that caregivers of indi-
viduals with a chronic illness experience
better adaptations when they (self-)report
stronger internal religiosity.* This also might
be true for individuals with AD for whom
higher internal religiosity could be associ-
ated with more positive coping outcomes.
[Note our assumption that religious coping
and internal religiosity should be positively
correlated, despite a few situations in which
they might not be.] Unfortunately, the vast
literature on AD addresses many aspects of
cognitive and perceptual-motor decline with-
out specifically assessing spiritual changes.*’
If religiousness and religious coping strate-
gies could lead to positive coping outcomes
in AD, then how might family, friends,
mental healthcare providers, and medical
professionals foster its occurrence? And
why might one even believe that religious
coping is possible when a person has AD?

Positive religious coping might best suit
those who have employed it pre-morbidly,
because procedural skills for maintaining
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well-practiced behaviors (like an individual's specific
behavior patterns or approaches to coping) often remain
intact for some period of time after disease onset.*! In a
landmark study, David Knopman and Mary Jo Nissen
observed that a patient might be able to carry out a proce-
dure, like getting dressed, well into the course of AD,
without also being able to explain or explicitly recall that
procedure.*> One could argue that strategies for coping in
adulthood are procedures that an individual automatizes
over time through experience and practice. If those proce-
dures do become automatized, then an individual with
AD should be able to continue to utilize them during the
early and middle stages of the disease when many implicit
and procedural memories remain intact. Symbolic rituals
and sacred objects of faith may serve to cue intact proce-
dural memories, and Goldsmith has compiled a partial list
of specific stimuli for cuing those types of memories such
as lighting candles, singing or playing particular types of
music, and wearing specific attire (e.g., clerical collar).®®
We suggest that following a specific liturgy or a planned
order of events within worship might provide powerful
memory cues for individuals with AD. Also, detailed his-
tories about a person’s religiosity, careful observations of
post-morbid behaviors, and simple changes in his or her
post-morbid environment may be the keys to facilitate
religious coping among individuals with AD. They may
provide powerful external cues that help one remember
his or her coping strategies and “procedures.”

Illustrative Cases

In our research that pertains primarily to memory change
and procedural skills over the course of AD,* we have
observed patients’ behavior patterns over long intervals.*®
In some cases, there has been a conspicuous absence of
religious objects that had been important to individuals
before the apparent onset of probable AD. Often individu-
als with AD are moved out of their own homes and into
long-term care for the purposes of helping them (and their
family/ caregivers) with the burdens of physical care and
behavior management. In such moves, many important
possessions are left behind, and those may include reli-
gious symbols (e.g., a cross, a crucifix, a family book of
Scripture) that are important reminders of faith and of
one’s approach(es) to coping through faith and religion.

We have heard many caregivers of AD patients report
anecdotes related to pre-morbidly learned methods of reli-
gious coping. In some cases, caregivers failed to under-
stand the significance of religious coping in the life of the
individual with AD and in so doing apparently catalyzed
combativeness (e.g., taking a family Bible to give to a
grandchild, and in so doing, removing an important mem-
ory cue for religious coping from the family member with
AD —thus creating confusion and frustration that could
not be adequately explained by the individual with AD).
In other cases, caregivers recognized a need for a specific
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SYMBOLS CAN
PROMPT MEMORY

Original drawings by Toby and Lauren Seifert

approach to religious coping and apparently were able to
help the individual with dementia. The cases described
below are examples of success in facilitating religious coping.

We suggest that following a specific
liturgy or a planned order of events
within worship might provide powerful

memory cues for individuals with AD.

During early Autumn, a female resident (MMSE = 16;
aged 81 years; with dementia of the Alzheimer’s type diag-
nosed five years previously via clinical neuropsychological
assessment) of a long-term care facility in Ohio presented
with depression and general confusion when moved from
her home of many years to the facility. Several breakable
items were brought from her home and placed in a locked
cabinet with a clear, shatter-resistant panel so that she
could observe them without breaking them. The cabinet
also reduced the risk that the items would be stolen. At
least twice each week for three weeks, the resident would
insist that her valuables be removed from the cabinet so
that she could pack them and move back to her home.
Frequencies of wandering and aggressive vocalizations
were high, with incidents reported almost daily. At that
time, little was known about her religious background.
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Shortly before the Advent season (i.e.,
during November), it was learned that the
resident identifies herself as “Catholic,” and
a caregiver observed that one of her “valu-
ables” in the locked cabinet was a gold cross.
On one occasion, when the resident asked to
receive her belongings from the cabinet, she
took special interest in the cross, specifically
mentioned it, held it up, and then placed it
in her purse. It was decided that she would
keep it in her handbag, and the other items
were returned to the cabinet. After that, she
no longer asked about the items in the cabi-
net. She has kept the cross in her purse (as
we observed over the course of three
months) and has taken on the appearance of
praying —with the cross held tightly against
her chest. When one of us asked the resident
about the cross, she smiled and took it out
of her purse. Afterward, she was observed
polishing it and holding it firmly. The fre-
quency of incidents of combativeness associ-
ated with spontaneous verbalizations about
the cabinet and its contents dropped to zero
following the removal of the cross from the
cabinet (and continued to be zero for three
months following its removal from said
cabinet—after which time we ceased to take
measures on the behavior).

In the foregoing illustrative case, religious
coping seems to have been impaired by
the physical removal of a religious object
from the individual with AD. With the item
remaining in view (i.e., in the cabinet),
the resident’s memory of her own approach
to religious coping was most likely cued.
However, since she could not touch or han-
dle the object, this may have been a source of
frustration, because she seems to have relied
on handling it as part of her approach to
praying and coping with anxiety-producing
situations. After the cross was returned to
her possession, her frustration appeared to
diminish (as indicated by the cessation of
her attempts to remove the remaining items
from the cabinet with the goal of packing
to go home), and she was able to resume
a previously learned approach to religious
coping: handling the object as part of a regi-
men to reduce anxiety. Her family reports
that prayer, with the cross in-hand, was a
pre-morbid behavior.

Admittedly, there may have been addi-
tional factors that contributed to the decline
in her combativeness —including the mere

passage of time, which may have facilitated
her adjustment to the new residence. How-
ever, the relationship between her posses-
sion of the cross and her resumption of a
behavior that appears to be prayer or spiri-
tual reflection does seem to be strong. In the
absence of the caregivers’ comprehension of
that relationship, the resident might have
continued indefinitely to be combative and
frustrated about the locked cabinet. Therein
resides the value of the professional assess-
ment: through an analysis of information
about the history of the individual, this situ-
ation was brought to a useful and happy
resolution.

In our research on memory change over
the course of dementia, we have documented
many situations in which a specific religious
item or object holds significance for the
individual with AD. The following cases are
additional examples across several Christian
denominations.

An article of clothing that was worn to
church pre-morbidly (and only on the Sab-
bath) was used to orient a resident in long-
term care (MMSE = 15; aged 92 years with
diagnosis of Alzheimer-type dementia two
years previously) to the day of the week.
She was gently reminded to put it on in
preparation for an afternoon visit from her
minister. Thus, the clothing served dual pur-
poses: orientation to day and orientation to
upcoming fellowship with clergy.

Another individual in long-term, resi-
dential care (MMSE = 25; aged 70 years with
diagnosis of Alzheimer-type dementia one
year previously) who loves to sing hymns
was able to derive spiritual support from
clergy visits with an emphasis on music. In
fact, she remembered his visits from week-
to-week and often described the music they
sang together.

A third individual also in residential,
long-term care (MMSE = 16; aged 81 with
diagnosis of Alzheimer-type dementia five
years previously) enjoyed the Twenty-Third
Psalm and recited it with assistance. She
appeared to enjoy that help, and often
thanked the assistant (the first author) for
her help in recitation.

In all of these illustrative cases, the out-
comes were favorable as they related to the
utilization of religious symbols and/ or activi-
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ties to enhance the quality of daily life and positive coping
among individuals with AD. It is key that caregivers in
each case focused on the needs and behaviors of the indi-
vidual and on the behavior tendencies of that person, with
careful analysis of the history of the individual and his
or her current abilities and circumstances.

Conceptualizing Religious
Symbols as Memory Cues

The aforementioned examples (and the many similar cases
one encounters when working with individuals with AD)
illustrate the need for a model of behavioral intervention
that would facilitate religious coping among individuals
with dementia. This model of “spiritual support interven-
tion,” as described above, would (1) reside within the ethi-
cal guidelines in one’s discipline for care of individuals
with dementia; (2) regard a person’s tendency toward reli-
gious coping, his or her expressed interest in religious cop-
ing, and his or her legal guardian’s wishes concerning this
matter; (3) take into account several aspects of pre-morbid
life (including personal history, church history, history of
coping and social support); and (4) include a careful analy-
sis of the client’s current cognitive, social, emotional, and
physical circumstances. Overall, these factors will help
determine whether active spiritual support is feasible.4®

The foregoing cases provide preliminary evidence for
roles of religious coping among individuals with AD and
limited, but successful, spiritual support for those individ-
uals. Critical ethical issues about when supports are feasi-
ble and appropriate must be left to the assessment of a
specific case within one’s discipline (e.g., pastoral care,
social work, psychology, nursing). The implications of
initial success and effectiveness in the specific, foregoing
cases are far-reaching. A larger, more comprehensive
assessment might yield very specific information about
the efficacy of interventions to enhance positive, religious
coping in AD. *
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