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Caring for the sexual lives of
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A discussion of ways to open the conversation between physicians
and their patients, suggestions for interventions by community
physicians, and assistance for physicians about sexual medicine.

Leah Rosetti, MD, FRCPC, Rosemary Basson, MD, FRCP (UK)

ABSTRACT: Research indicates that most cou-
ples thatinclude a partner living with dementia
consider sex to be of similar importance as
couples without cognitive challenges. Addi-
tionally, preliminary evidence suggests that
continuing sexual activity may slow cogni-
tive decline. However, physicians rarely discuss
sexual concerns in this population. Increasing
cognitive difficulties and ever-changing per-
sonalities compound the frequent age-related
vascular, hormonal, and sexual dysfunction;
thus, dysfunctions that are complex and dif-
ferent from similarly aged cognitively well
persons are likely. Aside from a focus on inap-
propriate sexual behavior, information on the
complexities of their sexual dysfunction or its
optimal treatment is minimal, especially in
community-dwelling populations.To address
this deficit, we discuss ways to open the con-
versation, offer suggestions for interventions
by community physicians, and confirm cur-
rently available assistance for physicians about
sexual medicine.
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t is now more widely recognized that

many older people retain sexual enjoy-

ment and desire for a sexual life, but
this is rarely applied to those living with
dementia.! Similarly, many physicians will
inquire about sexual problems associated
with chronic illness but exclude dementia.
Data from the National Social Life, Health,
and Aging Project (NSHAP), which includ-
ed assessment of community-dwelling cou-
ples’ cognition and sexuality in 3196 men
and women, found that only 1.4% of the
315 women and 17% of the 264 men with
dementia had spoken about sex with a doc-
tor.? Only very recently has there been more
understanding and acceptance that people
with dementia are still sexual beings with
ongoing desire for sexual intimacy as well as
affection and emotional connection.3

There may be an assumption that sex
would not be important or that dementia
would so challenge emotional intimacy that,
at least for the well partner, sexual activ-
ity would be unwanted. Certainly, emo-
tional intimacy is identified as a major
sexual motivation for men and women,*
and deterioration of cognition and changes
in personality and roles may have a severe
impact. No longer knowing who the well
partner is but wanting sex with them can
be particularly distressing.

Negating such assumptions, using a
slightly abbreviated version of the Mon-
treal Cognitive Assessment (MoCA) and
a cutoff score of 18 to indicate a probable

degree of dementia, the NSHAP research-
ers found marked sexual resilience for cou-
ples where one or both partners were living
with dementia. For them, the importance
and frequency of sex, a wish for more sexual
interaction, and the prevalence of sexual
dysfunction were similar to couples without
cognitive loss. Moreover, couples challenged
with dementia were more likely to continue
their sexual lives despite having a sexual
dysfunction.? Our hesitancy to broach this
topic with our patients is misplaced.

We aim to encourage physicians to
inquire about and address sexuality as part
of their patients’ global health. We outline
evidence for the desire for rewarding sex-
ual lives expressed by community-dwelling
patients living with dementia, the limited
understanding of likely complex sexual
dysfunction in this population (driven in
part by its usual omission by health care
providers), and evidence of the relation-
ship between one’s sexual life and cognition.

Difficulties in long-term care facili-
ties posed by sex-negative attitudes from
staft, concerns for privacy, and the safety
of patients and other residents are beyond
the scope of this article. For reviews on this
topic, see the following resources:
¢ Makimoto K, Kang HS, Yamakawa

M, Konno R. An integrated literature

review on sexuality of elderly nursing

home residents with dementia. Int J

Nurs Pract 2015;21(Suppl 2):80-90.

https://doi.org/10.1111/ijn.12317.



e Villar F, Celdran M, Serrat R, et al.
Staff’s reactions towards partnered sex-
ual expressions involving people with
dementia living in long-term care facili-
ties. ] Advanced Nurs 2018;74:1189-1198.
https://doi.org/10.1111/jan.13518.

Literature review

Aside from some studies on inappropriate
sexual behavior, the literature on the sexual
lives of community-dwelling couples living
with dementia is limited. Some of the few
much smaller studies identified increased
sexual dysfunction, increased sexual dis-
satisfaction (especially for the well part-
ner), and cessation of partnered sex than
did NSHAP? Dementia-related apathy may
extend to sexual apathy,® but some research
identified both partners’ dissatisfaction with
their sexual infrequency.”

In the second wave of NSHAP in 2011,
1598 couples from the first wave in 2006
were reassessed. Of note are ongoing sexual
activity and the importance of sex despite
cognitive decline, not only in those whose
MoCA scores suggested mild cognitive
impairment, but also for those whose scores
indicated probable dementia. The findings
of the NSHAP study are summarized in
Table 1.

Unlike partnered sex (i.e., sex in the
context of affection and intimacy), self-
stimulation decreased in those with cogni-
tive deficits.® This reflects the current under-
standing of human sexual response,”!°
which acknowledges many intimacy-related
incentives for partnered sex.*

Certainty about sexual difficulties in
the context of dementia is limited not
only by the paucity of research prior to
the NSHAP study but also by the question
of reliability, given the participants’ cogni-
tive challenges. Poor short-term memory
of recent sexual experiences, a tendency
to minimize concerns, and loss of insight
can limit accuracy. Inclusion of the partner
would appear to be essential. Both partners
being seen together and separately, as in
this large study, would facilitate the most
reliable data. Nevertheless, later stages of
severe dementia preclude reliable data,

which cannot be corroborated by that part-
ner (e.g., the patient’s wanting or enjoy-
ment of sex).

The relationship between
cognition and sexuality

Studies prior to NSHAP found associations
between cognition and sexuality. A study of
3060 men and 3773 women aged 50 to 89
completed word recall and number sequenc-
ing tests." Men confirming sexual activity
in the previous year showed better recall and
sequencing than those who were not sexu-
ally active. For women, the same was true
for word recall. The direction of causality
remained unknown. A second publication
showed that more frequent sexual activity
predicted better performance on Adden-
brooke’s Cognitive Examination total score
and in the domains of fluency and visuo-
spatial abilities."

In both the second (2011) and third
(2016) waves of NSHAP, both sexual and
cognitive assessments were included in the
in-home interviews and the questionnaires
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that couples completed in private. Cogni-
tive function in 2011 did not predict sexual
frequency or quality (i.e., how pleasurable
sexual activity was) in 2016. Interestingly,
for participants younger than 74 years of
age, the quality of their sexual lives related
to better cognitive function 5 years later.
For older participants, sexual frequency was
found to be associated with better cognitive
function 5 years later.” It is unclear why
this difference exists. Possibly only those
couples for whom sex is very pleasurable
continue after age 74, and thus frequency
may be the only remaining variable.
Another study collected baseline inti-
macy and sexuality survey data from 155
cognitively intact, married older adults. This
cohort was followed for 10 years to evaluate
any association between sexuality and future
cognitive status. Over the 10-year study
period, 33.5% of individuals developed
cognitive impairment. Those with greater
sexual satisfaction at baseline were less likely
to develop mild cognitive impairment or
dementia over the study period, irrespective

TABLE 1. Findings from the National Social Life, Health, and Aging Project.?

Normal
(%)

At least one sexual Male 729
problem Female 79.9
Bothered by sexual Male 484
problems Female 19.6
Avoided sex due to Male 29.5
sexual problems Female 235
Spoke with physician Male 33.1
about medical conditions
impacting sex Female 11.6
Erectile dysfunction Male 46.0
Problems with lubrication = Female 27.1

Male 314
Inability to orgasm

Female 344

Male 333
Lack of sexual interest

Female 58.7
Pain with sex Female 11.4

Male 81.1
Enjoy sexual touching

Female 56.6

.Mild.cognitive Dementia Pvalue
impairment (%) (%)
74.1 76.6 46
784 80.5 99
48.9 373 29
14.7 11.6 .03
28.8 263 41
19.2 12.6 .09
23.0 16.9 <.001
7.1 1.4 .001
43.8 294 <.001
22.6 11.9 .01
33.9 334 .96
33.0 24.7 .06
33.0 40.0 .39
59.9 64.5 81
9.9 4.6 37
724 54.9 .001
42.7 26.9 <.001

BC MEDICAL JOURNAL VOL. 67 NO. 2 | MARCH 2025 67



PREMISE

of the romantic relationship, social sup-
ports, emotional intimacy, or beliefs about
sexuality.!*

Data from the Concord Health and
Ageing in Men Project found that men
with declining sexual frequency and erec-
tile dysfunction experienced greater decline
in Mini-Mental State Examination scores
over 5 years of follow-up.” This association
remained even when potential confounds,
including age, BMI, comorbidity, number of
medications, smoking, depression, self-rated
health, and hormone levels, were accounted
for in statistical analyses.

Complexities of sexual dysfunction
in dementia

'The brain areas involved in sexual response
have been clarified by functional imaging
over the past 2 decades.’® The areas include
those of the “sexual interest network,” their
activation necessary to recognize and attend
to sexual stimuli, allow sexual imagery, and
motivate or inhibit subsequent behavior.
Then follows the activation of some and
de-activation of other areas for arousal and
other areas for orgasm, all followed by very
different areas of activity and suppression,
reflecting the postorgasmic state. However,
as researchers have recently noted, networks
serving higher-order cognition and memory
are also intrinsically involved in partnered
sexual experiences.”” These include the abil-
ity to feel pleasure, learn more rewarding
sexual acts, have empathy with the partner’s
emotions, manage one’s fears of rejection or
embarrassment, and allow the disinhibition
needed for arousal and sexual activity. These
circuits are all potentially compromised by
dementia. Indeed, using brain imaging
to quantify changes in sexual behavior in
behavioral-variant frontotemporal dementia
and Alzheimer disease, researchers’ findings
suggested the involvement of specific neu-
ral circuits that demonstrated an interplay
between circuits involving reward, empa-
thy, and emotional processing, as well as
those associated with autonomic function.!®
Given that interruption of neural circuits
is not limited to those directly involved in
sexual arousal, the complexities of sexual
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dysfunction from dementia are likely not
only different from persons without cogni-
tive challenges but also highly unstable as
the disease worsens.

We have little information on these
dementia-related sexual dysfunctions,
though the NSHAP study has a number
of interesting findings. Forty-five percent
of men and 73% of women living with
dementia disliked “genital sexual touch-
ing.” However, they maintained a sexual
focus on intercourse and reported slightly
lower prevalence of erectile dysfunction and

People with dementia
are still sexual beings
with ongoing desire
for sexual intimacy as
well as affection and
emotional connection.

female orgasm difficulties. Manual genital
stimulation is typically involved for women
to orgasm, and older men will usually need
manual stimulation in addition to mental
sexual arousal to experience erections suf-
ficiently firm to allow intercourse, which
makes this finding somewhat perplexing
and worthy of further exploration. Also of
note is the low frequency of sexual avoid-
ance shown by women living with dementia

[Table 1].

Why are physicians hesitant to
include sexual inquiry during a
systems review?

Sexual history taking has been identified as
an often overlooked domain of the clinical
interview."” Potential reasons for excluding
sexual inquiry include misgivings of inap-
propriateness, uncertainty about how to
broach the subject, a mistaken belief that
sex would no longer be important, and a
fear of opening a Pandora’s box, given a
lack of experience in addressing sexual
concerns, competing clinical priorities in a
time-constrained setting, or lack of options
for referral of complicated cases.

Why is sexual inquiry necessary in

this population?

Sexual activity remains important for those
with cognitive decline. Beyond the value
of sex to facilitate emotional intimacy and
physical pleasure, recent research suggests
that sexual frequency and satisfaction may
positively influence future cognition.™ As
outlined above, sexual satisfaction was posi-
tively correlated with cognition 5 years later
in participants 66 to 74 years of age. In
those aged 75 to 85, sexual frequency was
positively correlated with cognition 5 years
later."3

Further, a 10-year cohort study revealed
that sexual satisfaction was associated with
decreased risk of transitioning from nor-
mal cognition to mild cognitive impair-
ment or dementia.' Thus, difficulties with
sexual function may be a novel modifiable
risk factor for development of cognitive
impairment.

Research supports the notion that
patients want their physician to ask about
sexual problems and that they are much
more likely to engage if the physician initi-
ates this discussion.?

When and how should physicians
inquire about sexual function?
During a general assessment, appropriate
opportunities for sexual inquiry include
assessments of mood or cognition. An
introductory sentence has been shown to
increase patients’ comfort with confirming
that they have a problem [Table 2].% These
introductory sentences validate and normal-
ize the difficulty and are known to facilitate
disclosure.?! Patients can find it reassuring
to know that their symptoms are logical
and experienced by others in their situation.

What can physicians do to address
sexual problems?

Physicians may be able to offer solutions
to address an elicited sexual concern at a
future visit [Table 3]. If this is not pos-
sible, the couple may welcome a referral
to the BC Centre for Sexual Medicine,
where such referrals are currently given
priority. A referral form is available at



www.vch.ca/sites/default/files/2024-12/
BCCSM-Referral-Dec-2024.pdf. The cen-
tre’s fax number is 778 504-9746.

Conclusions

For patients with dementia, degenera-
tion in the areas of the brain involved in
higher-order cognitive networks involved
in partnered sexual activity may compound
sexual dysfunctions common to older per-
sons without cognitive loss. However,
research identifies strong sexual resilience
in many couples living with dementia, but
minimal physician intervention. Impor-
tantly, ongoing sexual activity may foster
cognition as well as benefit general health
and happiness. It is important to no longer
neglect this aspect of patients’ health. In
BC, consultation for sexual dysfunction in
this population is currently available in a
timely manner. B
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TABLE 2. How to transition into assessment of sexual function during a general assessment.

Timing during
systems enquiry

Mood assessment

Suggested introduction

“Many patients with symptoms of depression like yours tell me they

have lost pleasure in so many aspects of their lives—even their sexual
lives. So, | need to ask if you are having sexual difficulties.”

Medication side effects

“Unfortunately, many antidepressants have side effects, and some,

including sexual problems, don't disappear after a few weeks. So, | need
to ask if you are having sexual difficulties.”

Cognitive assessment

“Many patients with memory problems tell me that many aspects of

their life are affected, even their sexual life. So, | need to ask if you are
having sexual difficulties.”

TABLE 3. Suggestions for initial evaluation of sexual dysfunction in dementia.

Concern

Only the patient or the
partner has identified a
sexual problem.

The patient or partner is
uncertain if it is appropriate
to hope for continued sex.

The couple has never really
communicated about their
sex lives.

All sexual experiences have
stopped due to sexual
dysfunction(s), but both
partners regret this.

A firm erection is desired,
but phosphodiesterase 5
inhibitors no longer work.

An orgasm is desired but is
no longer possible.

The partner is requesting sex
but does not remember they
recently had sex.

The partner states they no
longer have sexual attraction
toward their partner, despite
caring deeply for them.

Suggestion

Explain the need to see both partners, individually and as a couple,
so two more visits will likely be necessary to address their concerns.

Reassure patients that couples living with dementia can and do
continue to have rewarding sexual lives.

Explain that ongoing discussion regarding preferences, boundaries,
and challenges will be needed between the couple as the illness
progresses.

Reassure them that they have a safe environment to discuss these
matters with you.

With both partners present, ask them to identify the problems as
well as what they have particularly enjoyed in the past. Simply
having the couple communicate this way, safely, with you in the
room, may be all that is needed. They often find their own solutions
once there is clarity.

Explain that many similar couples treasure physical affection

and sensual and sexual touching and do not necessarily need
penetrative intercourse to gain the benefits of sexual activity.
Consider normalizing and encouraging a focus on nonpenetrative
sex.

Explain the need for ongoing mental sexual arousal to allow the
medication to work. When cognitive loss precludes maintained
attention on sexual stimuli, consider normalizing and encouraging
nonpenetrative sex.

Normalize different kinds of sexual stimulation, including fantasy,
images/videos, more intense physical stimulation (e.g., for men,
firm manual stimulation may allow orgasm, whereas vaginal
intercourse may not), and vibration (usually less helpful for men,
but sometimes applying a vibrator around the penile corona can
be beneficial, and for women, usually around the clitoral area).
Educate regarding the normal increase in the refractory period
with age for both sexes.

Manage this in the same way as nonsexual requests (i.e., gently
redirect to another activity): “Sure, perhaps later or tomorrow. Why
don't we go for a walk?” Depending on the speed of forgetting, this
answer may need to be repeated.

Without any pressure that they should continue a sexual life
together, consider gently reminding them that research is very
clear that both men and women have many motivations for sex—
at least half of them have nothing to do with sexual attraction, per
se, but have to do with emotional closeness, love, and caring.
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