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The meaning of sexuality for the spouse caregiver of the elderly
person with Alzheimer’s disease

Significado da sexualidade para o conjuge cuidador de pessoa idosa com doenca de
Alzheimer

Marta Gabriele Santos Sales?, TAnia Maria de Oliva Menezes?

Objective: to understand the meaning of sexuality for the spouse caregiver of the elderly person with
Alzheimer’s disease. Methods: qualitative study with eight spouses of elderly Alzheimer’s patients by means
of semi-structured interviews in households. The content analysis technique was used for systematic analysis
of interviews and categorization of statements. Results: two categories were seized: 1. Understanding of
sexuality; 2. Meaning of sexuality after the Alzheimer’s disease of the spouse. The testimonials revealed a lack of
knowledge about the term “sexuality”, as well as the shame of talking about the subject. Sexuality was present in
the lives of some and abolished in the lives of others. Conclusion: there are positive and negative aspects of the
impact of the disease on sexuality. They make this population vulnerable to various conflicting situations with
the self and with the marital relationship.

Descriptors: Nursing; Sexuality; Alzheimer Disease.

Objetivo: compreender o significado da sexualidade para o conjuge cuidador de pessoa idosa com doenca
de Alzheimer. Métodos: estudo qualitativo, com oito conjuges de idosos com doenga de Alzheimer, por meio
de entrevista semiestruturada nos domicilios. Utilizou-se a analise de conteido como técnica de andlise
sistematica das entrevistas para categorizacdo dos depoimentos. Resultados: apreendidas duas categorias:
1. Entendimento sobre sexualidade; 2. Significado da sexualidade apds a doenca de Alzheimer do cdnjuge. Os
depoimentos obtidos revelaram falta de conhecimento acerca do termo “sexualidade”, bem como a vergonha de
falar sobre o tema. A sexualidade esteve presente na vida de alguns e foi abolida da vida de outros. Conclusao:
hé aspectos positivos e negativos da doenga que repercutem na sexualidade do casal, o que torna essa populacgdo
vulneravel as diversas situa¢des de conflito consigo mesmo e em sua relagdo conjugal.

Descritores: Enfermagem; Sexualidade; Doenca de Alzheimer.
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Introduction

Although the mechanisms underlying the aging
process are not yet fully understood, this is conside-
red an important risk factor for Alzheimer’s disease,
affecting about 5,400,000 US citizens®. Given this
scenario, we can say that Alzheimer’s disease is the
most common neurodegenerative disease. As a mat-
ter of fact, this disease generates a cost of 385 million
US dollars per year. It is estimated that one in eight
people older than 65 years can develop the disease, as
well as 40 to 50.0% of the people older than 85 years,
and more than 50.0% of the long-lived subgroup®.

Approximately 50 to 80.0% of people over the
age of 60 years are sexually active, and normal sexual
activity continues until the eight decade of life®. Des-
pite the sexuality of the elderly person still is a taboo
for society and even for the elderly themselves, se-
xual desire doesn’t change with age, and the elderly
can continuously enjoy sex life as long as the desire
doesn’t change™.

Sexuality is thereby a part of the human nature
throughout the life cycle. The impact of dementia on
the sexuality and intimacy of the couple can cause ten-
sion and insecurity for both®.

So, understanding that the main caregivers of
seniors with Alzheimer’s disease are the spouses, it
is necessary to understand the effects of dementia
on the couple’s sexuality. Alzheimer’s disease creates
many difficulties for spouses who care for their par-
tners. The problems include the deterioration of the
quality and satisfaction with the relationship, and of
the emotional and physical intimacy of the couple®.

Thus, considering the growth of Alzheimer’s
disease in elderly people worldwide and in Brazil,
the better understanding of the marital relationship
requires a reflection on the marital state, the signi-
ficance of sexuality and, in addition, the presence of
a chronic-degenerative disease in their lives. In this
context, the objective of this study was to understand
the meaning of sexuality for the spouse caregiver of
elderly Alzheimer patients.

Methods

Qualitative study that sought to explore the uni-
verse of meanings and allowed to learn the reality ex-
perienced by the spouse caregivers of elderly Alzhei-
mer patients. The purpose was to obtain answers on
the objective proposed, as well as establish familiarity
between the researcher and the researched theme,
which is still little known and explored.

The survey started in the 13th Regional Health
Board, through the Drugs of Exceptional Dispensation
Program, responsible for the supply of high-cost me-
dicinal products for patients with diseases such as
Alzheimer’s. A survey of people enrolled in this pro-
gram was made, and the potential participants of the
research were selected. Finally, after a telephone con-
tact and upon receiving permission of a responsible
person, the house of the elderly was visited and this
represented the last research scenario, where the ac-
tual contact with the collaborators took place, for col-
lection of statements.

The survey of people registered by the Drugs
of Exceptional Dispensation Program identified 86 pe-
ople with Alzheimer’s disease exclusively in the city
of Jequié, in the state of Bahia, in northeastern Brazil.
A telephone contact was made with all these persons.
Finally, among the 86 individuals, there were 19 elder-
ly people with Alzheimer’s disease whose spouses had
died, three people who are separated, one person with
other diagnosis than Alzheimer’s disease, two people
who had no telephone contact on the registration files,
one case in which the elderly person with Alzheimer’s
disease had died, two collaborators were ill, five had
addresses in the city of Jequié but lived in neighboring
districts actually, and 15 people with the errors in the
telephone contact. Data collection took place between
July and August 2014.

Among the 38 patients who made part of the
sample, only eight met the inclusion criteria to partici-
pate in the study: spouse of a Alzheimer patient with
confirmed diagnosis, regardless the etiology and the
stage; preserved cognitive capacity to respond to the

Rev Rene. 2017 Mar-Apr; 18(2):204-11.




Sales MGS, Menezes TMO

interview. The exclusion criterion consisted in the lack
of success in locating the spouse at home after three
telephone call attempts.

Participants were approached by telephone
call, by means of which was given the explanation on
how the contact was obtained and what were the ob-
jectives of the research. After these explanations, the
invitation to participate was made. Then, a home vi-
sit for collection of testimonials was scheduled in day
and time chosen by the participant. Interviews were
conducted preferably by the researcher and directly
with the elderly person, except in one interview whe-
re that the elderly person requested the presence of a
family member.

Testimonials were collected through semi-
-structured interviews with aid of a previously prepa-
red script and with an audio recorder. The main issues
were: (1) How do you see your spouse today? (2) What
do you understand by sexuality? (3) Talk about your
sexuality; and (4) What is the meaning of sexuality for
you after the Alzheimer’s disease of your spouse?

Thematic content analysis was used for analy-
sis of statements. The different stages of this analysis
followed the three poles of organization. After trans-
cribing the interviews, these were read in two diffe-
rent moments to better understand the reports.

Later, a third reading was carried out for iden-
tifying the key points of the reports, which responded
to the objective proposed in the study, according to
the foreknowledge of the researcher. Despite finding
these points in all the interviews, some important
aspects to contemplate the objective were identified
only in some reports, but they were still considered.
Finally, the lines were grouped according to similarity
of content and organized into categories, which would
be discussed along with literature on the subject in
question, for better theoretical basis. In order to pre-
serve the anonymity of participants, fictional names of
stars were assigned to them.

The study complied with the formal require-
ments contained in the national and international
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regulatory standards for research involving human
beings.

Results

Among the eight seniors who composed the
sample, females predominated, with five participants.
Ages ranged between 60 and 95 years; two had no
schooling and six had between one and nine years of
study. As for religion, three were five Catholics and
five Evangelicals. As for being a caregiver, five were
the primary caregivers to their spouses and the time
of diagnosis of Alzheimer’s disease varied from two to
10 years.

The speeches led to the creation of two catego-
ries: Understanding of sexuality and Meaning of sexu-
ality after the Alzheimer’s disease of the spouse.

Category 1 - Understanding of sexuality

The question on what participants understand
by sexuality resulted in a variety of definitions. Among
them, the lack of knowledge about the term was evi-
dent, as the following lines demonstrate: Yes. What is it
sexuality, precisely? (Hassaleh). My daughter, Oh, I don’t even know
how to answer you (Acrux).

The lack of knowledge can be a result of stereo-
types about sexuality in old age imposed by society, in
which there is the myth of asexual old age.

One participant felt embarrassed to report the
definition of sexuality and requested the presence of
her niece in the collection. The niece said that aunt
was embarrassed to answer. As the line below shows,
she initially refused to answer, claiming that she did
not know, but after all, she eventually gave a defini-
tion: It’s something that I don’t know. I won’t know how to answer
that. It’s love (Alya).

Myths about asexual old age also associate the
expressions of sexuality to feelings of shame, fear
and decency, as expressed by Alya. People, in general,
avoid talking about their sexual experiences and deve-
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lop a reserved attitude towards this subject.

Another indispensable factor for the unders-
tanding of this unexplored universe of sexuality of old
couples is the repression of sexuality, as a result of the
partner: That’s it for me, I'm saying, I don’t know how to tell you,
because he is the sort of person that, he was all the time like this,
without love (Polaris).

This omission leads the person to avoid the
confrontation between the impulses and the refusal
of the spouse who never expressed feelings of love
throughout the life, in this case, regardless of the dise-
ase. For Polaris, love is the base of sexuality, whereas
this is totally meaningless, because of the deprivation
from love from the spouse.

However, other participants reported various
definitions of sexuality: Love, the relationship, you know. So-
metimes, that wish you have to make things you know? (Marfik). It’s
an expression of affection, right? It’s sex. A love (Nashira). Ah, sexuali-
ty is pleasure of life. It’s sex. For the person who doesn’t have fun, how
will this person live? (Antares).

Each elderly person understands sexuality
according to her or his experience, as evident in the
diversity of definitions expressed in the survey. Some
respondents did not know the meaning of the word.
For others, sexuality was just sex. Some included love,
desire, care, pleasure, fun or necessity of life.

As this is a subjective topic, each person cha-
racterized sexuality according to his/her experiences.
However, it is noticed that sex and sexuality are regar-
ded as synonymous. Although sexuality is referred as
an expression of affection, love and fun, the elderly
put sexuality and sexual intercourse in the same de-
finition.

However, it is in old age that sexuality is expe-
rienced in the most different forms. That can happen
in the relations of friendship, complicity and intimacy.
Understanding the universe of sexuality in old age and
based on interviews conducted in the present study,
expressions of sexuality in the everyday life are evi-
dently experienced with the spouse who is affected
by Alzheimer’s disease. Positive and negative aspects
were identified in the impact of the disease on the se-

xuality of the couple: I like to get ready, pretty, even today. I like
to buy my beautiful necklaces, earrings, matching them, my shoes. |
like to put my things all looking well together in me. I always liked to
do that (Alya).

Even before the spouse be affected by
Alzheimer’s disease, Alya had the custom of dressing
up well and that hasn’t changed after the diagnosis of
her spouse. The fact that she likes dressing up, buying
earrings and matching shoes is closely related to her
sexuality. Vanity is part of this universe, positively in-
terfering in the well-being, as well as influencing the
marital relationship. Thus, vanity, an expression of se-
xuality of Alya is one of the positive impacts identified
in the research.

Category 2 - Meaning of sexuality after the
Alzheimer’s disease of the spouse

The testimonials revealed that the practice of
sexuality was not discontinued despite the presence
of the disease, as explained below: just the bath, she doesn’t
bathe alone, no, she bathes with me, but it has to be this way. Is it not
two of us? He passes the soap in me, and I do it in him. We take shower
together, so we go on the life (Hassaleh).

These speeches disclose that there is a change
in the ability to perform activities of daily living, such
as bathing, as a result of Alzheimer’s disease in the
case of Hassaleh’s wife. This change led him, as spou-
se, to find an alternative to resolve the problem in the
best possible way that was taking the shower with her.
In the interview, he mentioned that his wife agreed to
the alternative used. “Taking shower together” leads
us understand also that despite modifications in the
body, with physical limitations and aesthetic changes,
typical of aging, there still exists the expression of se-
xuality.

However, beyond this expression of sexuality
and of the positive aspects that we have seen so far,
there is the opposite side of this experience: Sex life is
very difficult with her today, in sexualty, she has stopped. She stopped.
Stopped (Marfik). I no longer feel these needs. This was because |

asked God very much, for Him to take it over, so that I don't feel it
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anymore. A long time ago (Polaris). He does not seek me for nothing
at all. Not now, about three years back, he wasn’t seeking for anything
else, no. It’s like that started fading, isn’t it? Because there’s no dise-
ase to stop it, no, he gets very shameless when he wants it. He is now
83, 84 years, so, but, he has not yet out of the game, no (Antares).
After Alzheimer’s disease, you don'’t feel anything, no. Nothing. That’s
it. Over. Before the disease, it was all about it, right? You have more
love, more tenderness for the person, but then no, no longer has that
warmth, that kiss, that hug. It’s colder, it’s cold. Everything changes,
too much. Oh, my (sexuality) I forgot, I put it in a very deep hole and
buried it. You forget that (Nashira).

The
Alzheimer’s disease on the sexuality of the couple.

lines show the negative aspects of

Marfik expressed difficulty in maintaining sex life
with his wife after Alzheimer’s. He said specifically
that sex no longer exists as a result of the disease. In
turn, for Polaris, it is obvious that his wife no longer
have sexual desires for the husband. His alternative
in the face of so much suffering was to constrain his
desires, so he would not suffer any longer. Like most
participants, Antares is no different. She brought up
the lack of sexual activity as the main negative factor
that the disease caused in the expression of sexuality
with her husband.

Nashira raises other issues of sexuality. She
says that, after her spouse was diagnosed with
Alzheimer’s, many things have changed. The feelin-
gs and actions, like love and a kiss, are no longer the
same, and that those things meant everything to her,
bringing satisfaction with her sexuality before the ill-
ness of the spouse. However, before this change, her
reaction was to abandon and completely forget her
sexuality, i.e. she buried her love, the coziness, the kiss
and the hug, remaining only the affection from a long
life lived together and, who knows, of the moral duty
of having to take care of the husband, as vowed at the
altar on their wedding day.

However, it notable that even unaware of their
actions, the elderly person with Alzheimer’s disease
does not lose completely sexuality or sexual desires:
The thing is, | won’t deny it, she is very loving. Very loving really. Insi-

de, all the time is kissing me, taking me around, is looking for a little
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chat, a game, something (Hassaleh). Sporadically, at one time or ano-
ther, she feels the need (sex). We start working on it. But, the day to
day is very difficult (Marfik).

Discussion

The study presented some limitations with re-
gard to the reality of a city in the countryside of Bahia,
making it difficult to generalize the findings to other
social contexts. Another limitation refers to the qua-
litative method adopted, which allows the in-depth
analyses, but with a limited number of participants.
Thus, it is necessary to carry out further research on
the theme in order to contemplate aspects that were
not addressed by the present study.

Questions about intimacy and sexuality, parti-
cularly experienced by older people with cognitive im-
pairment, need to be further explored by researchers
of the health area®. Aging is inherent in the human
being and sexuality issues need to be discussed in the
course of all life stages”). The way individuals with
chronic illness experience their own sexuality and the
consequences for the sexuality of their partner should
be better understood, knowing that such circumstan-
ce does not diminish their needs neither their desires
for sexual gratification and human partnership®. The
investigation of this theme showed that research stu-
dies on sexuality among elderly couples in which one
partner has Alzheimer’s disease are still rare in Brazil.

Sexuality is hard to conceptualize, because it
is an issue linked to very personal experiences. The
presence of chronic diseases such as Alzheimer’s can
deprive the elderly from important aspects such as
sexuality, becoming a theme not only little discussed,
but also short lived.

As for the expressions of sexuality, a high level
of intimacy of the couple before diagnosis is a key fac-
tor for mitigating the negative effects on the provision
of care. An opposite situation was found in a survey
where the spouse caregiver internalized his/her ma-
nifestations of sexuality, before the possibility that
these would slip into disappointment and frustration.
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Thus, what can be observed is that the way the marital
relationship is lived before diagnosis directly influen-
ces the way the spouse takes care of his/her partner
with Alzheimer’s. The understanding of the role of in-
timacy between couples affected by diseases such as
Alzheimer’s can contribute to help them reduce the
effects of this care®.

Another study emphasizes the idea that the
poor quality of the relationship previous to the dise-
ase is associated with depression, poor quality of life
and less satisfaction in providing care, while caregi-
vers who had highly intimate relationships were less
likely to criticize the process of care®.

The concept of sexuality as simply sex, found in
the research, can be the result of the education that
the elderly have received in the past, or of the influen-
ce of society itself. Society imposes the burden of ase-
xuality on the old age, causing regresses in the way of
acting and expressing themselves when it comes to
sex”). Sex and sexuality are presented as synonyms,
perhaps by the prejudices experienced during youth.
Despite this, the research evidenced sexuality as so-
mething beyond sexual intercourse.

Study points that the expression of sexuality
consists in something wider, a dimension inherent in
the person, present in every act of life and the perso-
nal mode of each person of being and acting. However,
it is stated that this broader view of sexuality would
fit best the experiences of older people, but there is
currently no consensus on it®.

As for the positive aspects found, such as the
maintenance of some customs, the abovementioned
study says that in cases of dementia, the intimacy can
compensate functional and cognitive losses, which re-
duce the esteem of the individual®. Furthermore, the
fact that participants give importance to their body
contradicts what society values, showing that sexua-
lity is expressed beyond the sexual act and does not
prioritize the stereotype of body care imposed by so-
ciety.

The elderly person, regardless of being sexually
active or not, has a sexuality seized, which can be ex-

pressed in other ways, not only in the sexual act. The
fact that society ignores this theme turns out to instill
biased ideas®. Therefore, a better acceptance of sexu-
ality in old age is expected, especially with more natu-
ralness, since this is part of the health and well-being
of the elderly®.

In the American society, the sexually desirable
woman is young and slim, in contrast with the old wo-
man, who has her physical appearance transformed
by wrinkled skin and weight gain®.

On the other hand, the downside of that expe-
rience appeared in the study when participants said
that there is a drop in the aspects related to sexuality,
primarily by the lack of interest of the partner who
has dementia. In these cases, care is unsatisfactory
and there are great chances that the spouse develop
health problems After all, they are reluctant to ex-
press their sexual difficulties and seek help®V. The
daily life of providing care brings repercussions in the
caregiver’s health conditions. These include hyper-
tension, changes such as headache and lumbar pain
and demonstrations that indicated the presence of
depression®?, These modifications could compromise
the expression of sexuality of the caregiver, a problem
that increases over time.

Behavioral problems, including inappropriate
sexual behavior are distressing for patients and their
caregivers, and may reflect the predominant behavior
accompanying dementia: disinhibition, or apathy as-
sociated to hipossexuality®®. On the other hand, we
need to consider that increased cognitive, environ-
mental and physical deficiencies can prevent the abili-
ty to express and experience intimacy and sexuality of
people with dementiat¥,

Before the conflict of expressing the sexual
difficulties with their partners to the health profes-
sional, this must investigate the sexual history of
the couple, as well as assess the current state of the
physical and emotional relationship of these elderly.
After all, this information is of great relevance to the
comfortable and unbiased dialogue between profes-
sionals and participants, which could limit the ways of
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solving these problems®. Nursing professionals have
to be present in the continuous sexual assistance to
the elderly, as a way of health and psychosocial well-
-being®?, depending on the gender of the caregiver,
the satisfaction with the intimacy and the cognitive
level of the Alzheimer patient, which significantly con-
tribute to the well-being of the caregiver(*®.

The sensitivity to care is extended in the sense
that care is not necessarily the practice of procedures,
but also feeling that care can be accomplished with at-
titudes of subjectivity and, by understanding that care
is not linear, but can adapt to the different situations
faced in daily life®.

However, it is obvious that the spouse feels em-
barrassed at times and finds difficulties in dealing with
certain situations, when the partner with Alzheimer’s
disease manifest sexual desires. In general, a person
with this disease has no conscience of his/her attitu-
de. Thus, to deal with such a situation, the spouse has
to come to an agreement with the own feelings and try
to solve the various sexual changes that Alzheimer’s
disease may cause to the partner.

In this context, it is necessary that the nurse
widen the assistance to the spouse caregiver because
sometimes this person doesn’t have visibility to the
health system, discussing and advising on issues in-
volving sexuality.

Conclusion

The study highlighted various meanings of se-
xuality for the spouse caregiver of elderly Alzheimer
patients. These make this population vulnerable to the
more diverse and conflicting situations with the self
and with the marital relationship, requiring multidis-
ciplinary support in primary care, hospital or home.
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