Til Death Do Us Part: Intimacy and

Sexuality i

Alzheimer’s Patients
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been paid to the impact of the disease
on sexual functioning. Teri and Reifler
(1986) have provided a thoughtful clin-
ical overview of sexual issues, pointing
out that sexual problems and concerns
about sexnality may be extemely im-
portant for patients and caregivers.
Concerns about sexuality are fre-
quently raised spontaseously in sup-
port groups fog spouses of patients with
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AD. Avlriwdq:edncmm
been Some parmers fee) dis-

tressed about sexual overmres from a -
spouse who no longerknows theirname

or at times does not recognize who they

night) from parmers who do 0ot re-
member an episode of sexual iner-
course that occurred eariier in the eve-
ning. Another concern is fear of

sexual behavior, such as
mwwhapmmam
torbae in public. Despite these coo-
cerms, many couples would like to main-
tain intimate sexual contact. This aliows
them 0 retain some aspects of deir
ugmmmww
of AD.

We have been interested in how cou-
ples all the dilemmas posed
by AD, and the purpose of this review
is to share somé of our ideas and expe-
rience. We begin with the obsesvation

. that spousal caregivers have one of the

world's 1oughest jobs, if not the tough-
est. They must provide a variety of
instrumental and pursing care tasks for
a beloved person who is changing inex-
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in the Marnages of

ey took those vows. :
Mownko (1939) bas studied care-

ghver frastrations and geatifications, coo-

H

‘The mesting of the caregiverrole is
spparectiymoreimportant in predict.
ing caregiver burden than the dona-
ton or severity of patient symptoms.
Perception of coqtinaity in marital
closeness lends mesning to the care-
giverzois. . . . Their expression of mar-
ital closeness imbued the caregiving
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FIGURE 1
Alzheimer's Disease

Summary of What Has been Lsamed in Studying Sexuality and

diseass.

Alzheimer's disease.

Erectile failure is a high frequency problem in men with Alzheimer's

Issues regarding physical closeness may differ for women who are
caregivers compared with men who are caregivers.

Physical touch is a basic human need and an important way of
communicating caring when one partner has Alzheimer's disease.

Inappropriate sexual behavior is an infrequent problem in patients with

role with meaning; and for these

wives, continuing to express lifelong

marital affection was & sowce of sup-

port as well as sourcs of stress.”
At one time, most in this cohort (espe-
cially among women) equated sexual-
ity with marriage. Marital closeness
provided the context for acceptable en-
joyment of sexual activity, and sexuai
sharing was expected in marriage. Some
even spoke of intercourse as a “marital
hand in hand with emotional intimacy
and commitment to lifelong mutual car-
cgiving.

When AD strikes, 2 spouse with these
commitments is faced with a situation
that, in terms of sexuality at least, is
fraught with problematic contradictions.
The marriage plays a vitai role in the
commitment to caregiving, and part of
marriage is sexual intimacy. Yet emo-
tional intimacy, lost in AD, is also a
condition for acceptable sexuality. How
do caregivers handle the conflicts re.
garding sexuality? The following reac-
tions are commonly described; they
cover a wide spectrum in temms of level
of interest in continued sexual contact.

Some spousal caregivers are no longer
interested in sexuality or physical inti-
macy. Common reasons given for this
are the patient’s inability to identify the
spouse or remember the spouse’s name,
the patient’s incontinence or poot per-
sonal hygiene leading to physical dis-
taste on the part of the spouse, and the
change in relationship roles such that
the caregiver feels more like a parent
than a spouse. Still others fear sexual

-
-

arousal that will lazer feave them with
feelings that “have no respectabie owme-
let” .

Other spousal caregivers express an
interest in maintaining sexual activity
or physical intimacy, but feel frustrated
by problems that arise. For example,
the patient may forget the sequence of
evenss involved in intercourse and be

too physically tired to have energy for
sexuality, or the spouse may feel guilty

" or embarrassed about initiating sex with

a parmer who cannot clearly conseat or
refuse.

Other caregivers describe feeling that
sex per s¢ is irrelevant to them, b that
they miss being heid, kissed, told they
are loved, etc. These caregivers often
enjoy quiet aspects of caregiving, such
as brushing the patient’s hair or sitting
on the couch together while watching a
movie.

At the other end of the spectrum,
some spousal caregivers maintain sex-
ual activity or physical intimacy with a
sense of satisfaction. These caregivers
feel that sex is good for them, for exam-
ple saying, “It’s one thing we can sill
do as a coupie, one way we still feel
close.” It is unciear how advanced AD
can become while still allowing the
spouse (0 feel this sexual, emodional
bond.

We have been interested in studying
what factors might be related to the
diffcrent patterns of response in differ-
ent couples. Research is still in its early
stage and there are few definitive an-

swers 2 yet. However, we have gener-
experience directly related 0 is-
sues. These findings are briefly summma-
rized in Figure 1 and described in more
detail in the following sections.

What We Have Learned .

AD and Erection Problems. Erec-
tile failure is & high-frequency problem
among men with AD, In a recent study
of 55 men with Alzheimer’s discase,
53% reporeed loss of erection concur-
rent with the onset of AD sympeoms

- (Zeiss, 1990b). Loss of erection was

a0t redsted to degree of cognitive im-
mmmm
uss, or concurrent physical problems.
‘The incidence of erectile problems found
in this sample is higher than that re-
pored in stodies of similarly aged non-
demenwed men. This evidence suggests
that there may be an elevared incidence
of erectile failure in patdients with AD
& & primary problem not astribotable
10 other age-related factors.

What we do not know is how AD
might affect erectile functioning. It is
conceivable that there couid be a direct
effect, with the central nervous sysiem
deteriorstion of the discass disropting

.the necessary pathways mediating

sxousal or erection. Alemativedy, there
couid be indirect ical effects.
A man with early AD may feel that he
is no longer a true “husband”™ or appro-
priate sexual partner. This view may be
shared by the wife a8 weil Or the
couple may focus their anention on
making other, more salient adspaations
to the disease (such as dealing with its
impact oo the exended family or their
own finsncial resources). The sress of

results, suggesting that psychological
factors are important in at least same
cases. Ruther research is needed to



impact of these roles may be destruc-

tive in a variety of ways (Barbach,.
1975; Zilbergeld, 1978). Whea AD is

present, our experience is that these
sex-typed roles have a predictable im-
pact: regardless of which partner has
AD, it is likely that the woman will be
seen as losing interest in sex, whereas
the man will not

Male spouses may be vulnerable to
fears that a wifie with AD is being
forced into sex if she canmot consciously
and verbally agree to sexual activity.
They may be troubled by feelings of
guilt that they are taking advantage of

fort with his wife’s disinhibition, espe~
cially if it resuits in changed initiation
patterns and sexual behaviors. This may
lead to fears that if he is unsble 0
satisfy bis wife's emerging sexual de-
mands, there will be an increased possi-
bility that she will display inappropri-
ake sexual behaviors in public.

In women there is a close linkage
between physical and emotional ind-
macy. Sex is fine while the husband
with AD still recognizes his wife. When
that ends, sex can become conflicmal
and women may want to avoid sexual
activity. However, female caregivers
often feel guilty about rejecting the
advances of a husband with AD. This
seems 10 be partdy out of concern of
depriving him sexually and wounding
his pride, and is partly foeled by the
underying assumption that it is the
wife's “marical responsibility” to pro-
vide sex if the husband wants it

Touch and Emotional and Physi-
cal Weil-Being. Touch is probably the
best way to show we care, It elicits &
sense of generalized relaxation that
makes caring and sharing a natural,
easy resuit (Ridzon, 1989). Montague
(1971) stresses the i of touch
in the neonatal period and the relation-
ship between touch and heaith through-
out the life span. Zefron (1975) states.
“Observations have given a scientific
basis for what we have instinctively
known: human beings need to be cud-
dled, stroked. and touched to be bealthy
and survive.”

Weiner and White (1982) link de-
pression with sexual expression and

observe that in the older person, depres-

sion represents a Joss of seif wheress
the oppartunity for sexual expression
represents an affirmation of seif A re-
view of the medical research literature
is remarkable in its lack of writings
regarding the need for and importance
of touch in individuals with AD. The
pursing research Jitesamre has dealt more
with this topic, emphasizing the impor-
tance of touch for patient self-esteem
and well-being (Bumside, 1981; Cop-
stead, 1980; Hollinger, . 1986;

ging, and kissing are a few of the ways
that can be used to communicate with
AD patients, For Alzheimer’s patients
who suffer multiple losses (eg, loss of
memory, loss of seif-esteem, and loss

not sexually active and are no longer
sharing a bed with their spouse, it is

10 think about how to have
this kind of touch, Feeding, combing
the patient’s hair, sharing, and massage
are some means of achieving this. Bath-
ing is another, but often patients in the
more advanced stages develop a fear of
bathing and other means need to be
counsidered. Senting aside time each day

. for imtimate contact may be heipful.

‘When a parmer is in a nursing howe,
special problems arise. Ofien there is
no provision for privacy, and staff may
feel uneasy acknowledging patients’ and
caregivers’ sexual needs. Taking the
patient for a ride or walk or finding a
quiet comer in a patio garden of wait-
ing room where onc can sit quietly,

" bold hands, or listen to music can help

maintain a sense of privacy and sharing
within an institutional sewing. It is im-
porwant for health-care providers to rec-
ognize that AD patients and their part-
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I bave a friend whoss father bas Alz-
heimer's disesse. He'’s been living
with ber and her family for 2 fow
months, snd when shs calls me loag

Rabins (1981) minimize this concern:

bot that she had been toid that, as be
got warse, bs would go into his “sec-
ond childhood™ and start exposing
himseilf to [ittle gids. There is mo
basis 10 this myth. Inspproprists sex-
ual bebsviors in people with do-
menting illoesses are uncommon
(Mace, 1981}
Our data from another recent study
(Zeiss, 1990a) support Mace and Rab-
ins' position. In that work, we felt it
was important to separate inappropri-

3
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FIGURE 2
Iilustrations of the PLISSIT Model for Use With Alzheimer's
Disease Patients and Caregivers
Levei of ) ‘
Abbreviation  Intervention Exampie of Intervention
P Permission  Accept caregiver’s interest in
responding to sexual initiation by a
spouse with Alzheimer's disease as
reasonable.
K| Limited Educate about physiological
information  changes associated with normal aging
(eg, loss of vaginal lubrication) as
opposed to changesdueto -
dementia.
SS Specific Suggest sensatefowsmm
Suggestions  during early dementia to reduce
Alzheimer's disease patient’s
performance anxiety. -
T Intensive Psychotherapy mgardingpmumd
Therapy guilt in a caregiver who is conflicted
regarding sexual behavior.
ale versus appropriate sexual behavior  actual frequency of such sexually inap-

ual behavior. For example, touching
one’s partner’s breast in public is inap-
propriate, but touching it in privae is
not. Although such behavior is not in-
appropriate, it may be upseming o a
caregiver who is no longer imterested in
sexuality, and the caregiver may there-
fore incorrectly label it as inappropri-
ae. Mistaken labeling may also occur
when behavior is incorrectly labeled
“sexual.” For example, 2 patient may
20 out with his fly unzipped and his

varying levels of severity of the dis-
ease, we observed very few instances
of sexually inappropriate behavior. There
were some instances of nonsexual inxp-
propriate bebavior (eg, being pardally
dressed 'n a public area). There were
more instances of sexually inzppropei-
awe behavior (eg, pressing on genitals
in public) among demented non-AD
pmuus, such as aicobolic dementia

genitals partiaily exposed; howevez this ~ patien

usually is not exbibitionism but simply Wealsoaskedspomalaqimto
a consequence of poor cognitive func-  report on whether sexually inappropri-
tion and inability (0 carry out reasona-  ase behavior occurs at home or in com-

ble personal care. True sexuaily inap-
propriate behavior consists of overt acts

munity settings. No caregiver reported
instances of such behavior, and few

with a sexual intent or meaning; for mzxvusdambedmytuuwin
example, masturbating in public, mak-  occur. However, some carcgivers imi-
ing sexual comments to health-carepro- tially labeled behavior as insppropriste

viders, or reaching out to fondle some-
one other than the spouse.

For this research project (Zeiss,
1990a), we observed Alzheimer's pa-
tients in a locked residential facility
and a day care program to study the

4

when it actually was appropriate, bot
upsetting for the caregiver.

Thus, it appears that concerns in this
area are overblown. There ceruainly may
be patients who do behave inappropri-
ately (most health-care providers can

remember one of (wo salient cases in
their experience), but they appear 0 be
rare and overemphasized in many pop-

Conclusions and Implications

We have described current knowl-
edge and mised questions about the
prevalence, coatent, and phenomenol-
ogy of sexual problems in AD patients
and their spouses. We need more infor-
mation, from research and clinical pro-
grams, about common sexual concerns
of spouses of AD patients. We also
need to know more about how the role
of sexuality in the marriage before one
spouse develops AD affects the cou-
ples’ sexual behavior in response t0 the
disease. We need to continue to de-
velop effective means of helping spouses
of demented patients who seek help for
their sexoal problems. Additional infor-
masion is needed on important ques-
tions reganding how caregivers sustain
meaningful marmiages, such as: What
are the gramifications as well as the
frustrations in maintaining closeness in

sex in this popuiation?
regard is to acknowiedge c:pﬂc

niques, but it also involves challenging
oone's own discomfort and understand-
ing one's own biases about sexuality,
particularly sexuality in elderly or cog-



nitively impaired people. Workshops
oa how to interview an AD patient or
their caregiver about sexuality, con-
ducted with role playing in small
groups, can provide valuable experi-
ence. Such role playing can vividly
highlight one's own emotional responses
in a safe context for discussion. Lead-
ers of AD support groups are in & posi-
tion to make particuiarly important con-
tributions by enhancing their knowledge
about .and comfort with discassion of
sexual intimacy. _
Protessionals could also offer useful
training in the conduct of inteasive sex
therapy. Annon (1974) has proposed a
powerful heuristic framework for ad-
dressing sexual problems that provides

can be used by a sensitive clinician.
Clinicians with specific training in the
trearment of sexual problems will be at
some advantage, of course, particalarly
with more complex cases. However
many aspects of assessment and treat-
ment can be undermken by clinicians
from a variety of disciplines with good
basic skills if they can discuss sexual
concems openly and comfortably. As
Annon (1974) describes his goals i
developing the model:

What was needed was & .. flexidble
and comprebensive schems that could
be adapted to many settings 2ad o
whatever client time was svailable.
Such a plan would also have to be
adopted by & wide rangs of peopls in
the belping professions and allow for
a range of trestment choices gesred
to the levei of competence of the
In this framework, treament of sexoal
concems is targeted in level of inten-
sity to the specific needs of the individ-
ual, using the following levels of inter-
ventions (from simplest to most
complex): permission giving (P); the
provision of limited information (LI)
the administration of specific sugges-
tions (SS); and intensive therapy (IT).
Some specific examples of such inter-
ventions are shown in Fgure 2. The
therapist estimates the level of interven-
tion likely 10 be necessary and suffi-
cient to obtain treatment goals. If the
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course in carly dementia cases where
continued sexuality is a mutual goa_l.
1n addition to dealing with caregivers
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