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ABSTRACT

Obijective: To understand the transitions experienced, and the conditions and expected response patterns to changes in sexuality of
the spouse-caregiver of the elderly, during progression of the dementia process. Method: A qualitative research study, conducted at
the neurogeriatric clinic between May of 2014 and May of 2015. An intensive, individual interview was administered to 12 elderly
caregivers. Thematic content analysis was applied, using the theoretical model of Transition Theory. Results: Seven categories
emerged, involving relationship and conjugal sexuality; disease repercussions; care and professional approach; attitudes, beliefs
and social imagery of sexuality and care; family relationship and redefining of sexuality. Final considerations: Family development
and marital life, the aspects of formation and development of sexuality, the specifics that involved living and caring for the other
were understood, with successive events and changes influenced by old age, dementia, beliefs and social imagery.

Descriptors: Dementia; Nursing Theory; Sexuality; Nursing Care; Elderly.

RESUMO

Objetivo: compreender as transicoes vivenciadas, suas condicoes e os padroes de resposta esperados a mudancas na sexualidade
do conjuge-cuidador do idoso em processo demencial. Método: pesquisa de abordagem qualitativa, realizada no ambulatério de
neurogeriatria, entre maio de 2014 e maio de 2015. Aplicou-se a entrevista individual e intensiva a 12 conjuges-cuidadores de idosos. Fez-
se a andlise de contetido temética, com aplicacdo do modelo tedrico da Teoria das Transicoes. Resultados: emergiram sete categorias, que
envolveram relagdo e sexualidade conjugal; repercussoes da doenca; o cuidado e a abordagem profissional; atitudes, crencas e imaginario
social de sexualidade e cuidado; relacdo familiar e ressignificacdo de sexualidade. Consideragdes finais: compreendeu-se a construcao
de vida familiar e conjugal; os aspectos de formacao e desenvolvimento da sexualidade; as especificidades que envolvem viver e cuidar
do outro, com sucessivos acontecimentos e mudancas influenciados pela velhice, por processo demencial, crengas e imaginario social.
Descritores: Deméncia; Teoria de Enfermagem; Sexualidade; Cuidados de Enfermagem; Idoso.

RESUMEN
Obijetivo: Comprender las transiciones experimentadas, sus condiciones y patrones de respuesta esperados em el cambio de la
sexualidad de los conyuges cuidadores de ancianos em proceso de demencia. Método: investigacién cualitativa, Ilevada a cabo
em la clinica neurogeriatrica entre mayo de 2014 y mayo de 2015. Se aplicé una entrevista individual e intensiva a 12 cényuges
cuidadores de los ancianos. Se hizo andlisis de contenido tematico com el modelo tedrico de la Teoria de las Transiciones.
Resultados: siete categorias surgieron, que implican relacion conyugal y la sexualidad; repercusiones de la enfermedad; atencion
y enfoque profesional; las actitudes, creencias y imdagenes sociales de la sexualidad y el cuidado; relaciones familiares y
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resignificacion de la sexualidad. Consideraciones finales: se comprendio la construccién de la vida conyugal y familiar; aspectos
de la formacién y eldesarrollo de la sexualidad; las especificidades de viver y dar atencién para elotro, com los sucesivos eventos
y cambios influenciados por la vejez, el proceso de la demencia, las creencias y la imaginacion social.

Descriptores: Demencia; Teoria de Enfermeria; Sexualidad; Atencion de Enfermeria; Anciano.

( CORRESPONDING AUTHOR

Claudia Feio da Maia Lima
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INTRODUCTION

According to The World Alzheimer Report 2015, it is es-
timated that there are 46.8 million people with dementia in
the world. This number will almost double in 20 years, and
the disease could reach 74.7 million individuals in 2030, and
131.5 million in 2050".

Dementia generates progressive cognitive losses, physical
and mental incapacity, with possible difficulties for mainte-
nance of conjugal sexuality. Without viable alternatives, or
when family skills and resources are insufficient to handle the
necessary adaptations, a strong tendency towards individual
and family disorganization is evident, with negative conse-
quences for the couple’s care, well-being, and sexuality.

In this context, the nurse’s attention to the sexuality of the
elderly spouse-caregiver is relevant, especially regarding the
exchange of information and support for the diseases that may
interfere with the development of their own sexuality, or in the
sexual contact with the caregiver?. The real demands must be
identified, using systematic articulation, to describe phenom-
ena, the relation between them, to foresee influences and to
prescribe appropriate care, based on a theoretical nursing ref-
erence®. Nursing theories provide an integral understanding
of the principles of this discipline, aiming at its incorporation
in the practice of nursing®.

Thus, this study was based on the Theory of Transitions, a
theoretical framework that describes the nature of transitions
(types, patterns and properties), facilitating/inhibiting condi-
tions (personal, meaning, cultural attitudes and beliefs, socio-
economic status, knowledge, connection to community and
societal influences) and response patterns (process indicators
and properties), by the possibility of elucidating facts occurring
in the social context and in groups of people,understanding
their meanings. The sexual changes experienced by the spous-
es-caregivers include feelings that must be understood in or-
der to better conduct nursing therapies®.

OBJECTIVE

To understand the nature of their own transitions, conditions
and patterns of response to changes in the sexuality of the elderly
spouse-caregiver, based on the theoretical model of Afaf Meleis.

METHODS

Ethical aspects

Participants were guided on the purpose of the study.
The Terms of Free and Informed Consent form was read and
signed before the data collection began. The anonymity of the

participants was ensured by the identification of the interviews
by the letter E followed by an arabic number corresponding to
the sequential order in which they were performed (E1 to E12).
The study was approved by the Ethics and Research Committee
of the University of the State of Rio de Janeiro.

Type of study

This was an exploratory study, with a qualitative approach,
aiming to identify the nature of the transitions, favorable/
inhibiting conditions and the expected response patterns to
changes experienced in the sexuality of the couple, because
they are aspects that drive nursing therapeutics in the context
of care for the elderly during the process of dementia.

Study Scenario and Data Source

The study was conducted at the Neurogeriatrics Outpatient
Clinic of the University of the State of Rio de Janeiro (UER)),
a unit specialized in the care of the elderly with dependence
and/or greater risk of frailty, using specific projects in neu-
rogeriatry, urogeriatry and cognitive optimization of elderly,
involving the family.

The group of participants was comprised of 12 spouses-
caregivers, the number being defined after theoretical satura-
tion was reached. For inclusion in the study, two criteria were
established: being the spouse of an elderly individual experi-
encing a dementia process, with the steps defined by cogni-
tive evaluation scales: Global Deterioration Scale, step 3 to 5
(mild to moderate), Mini Mental Test and Clinical Dementia
Rating, and spouse-caregiver/companion of the elderly during
the dementia process at home andin the outpatient clinic.

Collection and data organization

The data were collected from May/2014 to May/2015, by
means of an intensive individual interview, a technique ap-
plicable to studies of a qualitative nature, with a detailed ex-
amination of experiences, valid for interpretive research®. The
interviews were private, and were conducted at the clinic at
times that were previouslyscheduled, and were guided by the
following question: How does the elderly spouse-caregiver in
a dementia process experience the transitionally of sexuality
in the conjugal relationship?

Data analysis

For the analytical procedure, thematic content analysis®
was used, by means of detailed transcripts of the interviews
recorded in digital media, and exploratory pre-analysis of
the material, by readings and organization of the findings. Fi-
nally, treatment and interpretation of the data was performed
based on the theoretical model of Transition Theory®, which
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allowed the development of seven categories and 16 subcat-
egories, which are presented in Table 1 of the results section.

RESULTS

Participants were between 63 and 88 years of age; seven
men and five women; level of education varied from four to

Therapeutic nursing care: transition in sexuality of the elderly caregiving spouse

11 years of study; time as spouse-caregiver ranged from one
to ten years; nine were alone in the caregiving role, and three
had family member support and/or a formal caregiver.

After analyzing the categories/subcategories, elements of the
theoretical model of Transition Theory were identified, which
comprised the nursing therapeutic care model before the transi-
tion of the sexuality of the spouse-caregiver, according to Chart 1:

Chart 1 — Categories and subcategories according to Transition Theory, Rio de Janeiro, Brazil, 2015

Categories Subcategories

Nursing therapeutic care

1.Describing the development of the
conjugal relationship.

2.Looking at married life and changes
during the dementia process of the
elderly.

3. Facing the dementia process of the
elderly and the repercussions on
personal and marital life.

4.Living with changes in the health of
the spouse-caregiver resulting from the
dementia process of the elderly

1. Experiencing
transitions in the
marital relationship
and repercussions
in the course of the
dementia process of
the elderly.

Nature of transitions:

Type: Situational.

- Pattern: Sequential.

- Property: Change and difference

Conditions: Meanings.

Response Patterns: Identifying changes and interferences in the
marital relationship

5.Experiencing the dimensions of
conjugal sexuality before and after the
dementia process of the elderly.

6.Dealing with changes in sexuality in the
course of the dementia process of the
elderly.

2.Understanding
the dimensions of
conjugal sexuality
and the changes
imposed by the
dementia process of
the elderly.

Nature of transitions:

Type: Health / disease.

- Pattern: Sequential.

- Property: Change and difference.

Conditions: Meaning.

Response Patterns: Having autonomy for making own decisions
care.

7.Getting involved in the care of the
elderly during the dementia process.

8.Giving meaning to the care and
repercussions in the context of the
dementia process of the elderly.

3.Experiencing care
for the elderly in the
dementia process.

Nature of transitions:

-Type: Situational.

- Pattern: Multiple.

- Property: Involvement.

Conditions: Level of preparation; Knowledge / skill.

Response patterns: Ability to self-assess the marital relationship.

9. Identifying the need for a professional
approach about sexuality for the
spouse-caregiver and/or the elderly in a
dementia process.

10. Highlighting the importance of the

4. Understanding
the importance of
the professional
approach on
sexuality and

care in the support provided by Geriatrics and
dementiaprocessof Gerontology.
the elderly.

Nature of transitions::

- Type: organizational.

- Pattern: Sequential.

- Property: Awareness.

Critical points and events

Conditions: Level of preparation and knowledge/ability.
Response Patterns: Ability to identify and address issues of
sexuality and care.

11. Sharing attitudes and beliefs about
individual and marital sexuality.
12. Revealing the social imagery of
sexuality and care.

5. Expressing the
attitudes, beliefs
and social imagery
that permeate
sexuality and care.

Nature of transitions::

- Type: situational.

- Pattern: Related.

- Property: Critical points and events.

Conditions: Attitudes and beliefs; Meanings

(the imaginary).

Response Patterns: Ability to critically assess the social role of the
spouse-caregiver.

6. Describing the 13.
connections of the
family relationship
and the dementia
process of the

elderly.

Perceiving relational and interactional
aspects between family and elderly in
the process of dementia.

Recognizing the lack of
communication in the family
relationship.

14.

Nature of transitions::

- Type: situational.

- Pattern: related.

- Property: connection.

Conditions: Meanings and level of preparation and knowledge/
skills.

Response Patterns: Understanding the family relationship
regarding the dementia process.

15. Developing strategies to cope with
the dementia process of the elderly,
aimed at the personal and conjugal
experience of sexuality.
Experiencing the transposition of
sexuality by means of caring for the

elderly in a dementia process.

7. Redefining personal
and conjugal
sexuality

16.

Nature of transitions:

- Type: Developmental, sequential.

- Pattern: Related.

- Property: Awareness, involvement, transition time.
Conditions: meaning, preparation and knowledge/ skills.
Response Patterns: Seeking the satisfaction of needs related to
conjugal sexuality, in a re-defined manner.
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Experiencing transitions in the marital relationship and reper-

cussions in the course of the dementia process of the elderly

This category describes the marital relationship, with predomi-
nance of a narrative of coexistence, developed with the affectivity,
companionship, dialogue and care for the other; in the changes
imposed by the dementia process of the elderly, in particular the
altered behavioral manifestations, loss of the life routine, and dis-
continuity of the couple’s relationship; in the confrontation and
repercussions of an exhausting routine and physical and mental
overload, with decline of self-care, financial loss, reduced privacy,
little social interaction and conformism; on the physical and psy-
cho-emotional effects of the spouse-caregiver.

In a way, his illness has interfered with our lives. The person
I met was changing, transforming. Life today is tumultuous
and I feel the interferences [...]. (E7)

We lived for 58 years, a good life together ... I still care for
her today. (E11)

Understanding the dimensions of conjugal sexuality and the

changes imposed by the dementia process of the elderly

The dimensions of sexuality in the marital relationship
emerged with meanings of interaction between love and sex,
capable of generating vitality, even with differentiations over
time. Changes in the conjugal sexuality due to the dementia
process of the elderly arise from difficulties in maintaining hy-
giene, altered self-esteem and hypersexuality.

He does not give me rest, now our life is like that, he always
wants sex. | lost what | had of attractiveness; today | am a
finished woman and my self-esteem in low. (E1)

I think sexuality gives vigor to life, leads the relationship
forward. (E7)

[...] Even when we had sex, life was like that, he only cared
about the sex [...], with age he became unsure about some
things in sex. (E8)

Experiencing care for the elderly in a process of dementia

The reports showed an understanding of the meaning of care
based on the subjectivity of one’s own life with the elderly in the
process of dementia, despite a strong focus on maintaining daily
life activities, safety and availability due to a sense of duty/mission.
The repercussions for the spouse-caregiver were expressed by am-
biguous feelings: happiness/sadness and bad mood/sadness.

The answer is physician, medicine, and patience. What | do
is give the pills and go to the doctor. No way | can leave him
alone, if I do, he falls, he can take a knife and get hurt... (E7)

Caring is to take responsibility for someone who needs it, is
to treat him well. The daily routine of the disease, taking care
of him, | do not give up; | do not give up on my duty.(E10)

Many things go through my head, a daily uneasiness, but |
had to stand firm, taking care of her. While | was caring, |
thought abouther illness, | was sad, depressed. (E12)

Therapeutic nursing care: transition in sexuality of the elderly caregiving spouse

Understanding the importance of the professional ap-

proach to sexuality and care in the elderly process of

dementia

The need for a professional approach about conjugal sex-
uality and caring for the elderly in a dementia process was
identified, even regarding the appreciation and recognition
of the specialized service by the spouse-caregiver. It was no-
ticed that actions focused on orientation about the disease
and its progress, difficulty of approaching the issue when the
dementia process is in progress or when the demand is of the
spouse-caregiver. Some statements indicated differentiations
in approach from the perspective of men and women.

[...]1 I looked for the specialized service in Geriatrics and
Gerontology, and there the Alzheimer’s was diagnosed and
the treatment started in 2011, it was very good! (E6)

I think it’s an important issue to be addressed. It may be
interfering with other health issues, physical or mental, but
| feel there is some embarrassment [...]. (E9)

Expressing the attitudes, beliefs and social imagery that

permeate sexuality and care

Attitudes and beliefs about sexuality of the spouse-caregiv-
er have turned to the family history, previous sexual experi-
ences and culture. Concerning conjugal sexuality, aspects of
self-care and vanity were highlighted. In the social imagery
of care, there is self-perception, belief and the social role; for
the imagery of sexuality, the permanence of sexual desire, the
medications, and social conventions.

He never had the vanity to be clean, and smelly, that both-
ers me! (ET)

He took care of it, but now it is me, is a reversal of roles
[...]. I want to have my sexuality, but what would people say
about me? (E2)

My sexual development was chastity until my marriage [...]. (E5)

Describing connections of the family relationship and the

dementia process of the elderly

The statement revealed that family relationships were per-
meated by conflicts, incapacity or restricted availability of
family cares for the elderly, and barely fulfilling the obligations
as parents. As for sexuality, dialogue and sex education were
considered flawed.

I’m cool, because I did my part; | met all the obligations of
being a mother. (E2)

The daughter works, the granddaughter studies, | have to do
things, take care of him. (E3)

My mother never talked to me about sex! (E4)

Redefining personal and conjugal sexuality
Supporting chronic care for the elderly in a dementia
process, the spouse-caregiver seeks strategies to overcome
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difficulties in different ways: spirituality, preservation of dif-
ferentiated sexuality, support and donation, improvement of
self-knowledge and self-image.

What supports me is the Catholic faith. The disease turned
us into friends. Today | feel the same affection, love, even
with the change that the disease has been making. | under-
stand that things change and we need to change our focus
as well. (E5)

I consider him as my husband. | like him very much, | have
affection, | give him a kiss on the forehead, he sleeps and |
hug him. For me it’s a manner of living my sexuality, taking
care. As for me, even in the rush, I try to take care of myself,
preserving my self-image. (E8)

DISCUSSION

The results of the research were presented in a consistent way
with the occurrence of the facts and consistent with the assump-
tions of the applied theoretical framework. Thus, the discussion
considers the nature of the transitions according to the succes-
sion of facts, the conditions in which they occurred, and the
expected response patterns in regard to therapeutic nursing care.

Transitions generate changes, but not always a transitional
process, which depends on the person involved®. This experi-
ence and the repercussions imposed by the disease depend on
the meanings attributed by individuals, based on their experi-
ences and their perception of their lived reality. Therefore, it is
expected that the transitional response patterns, monitored by
the indicators that translate the level of knowledge and perfor-
mance necessary for new situations, will lead the caregiver to
identify what changes and repercussions happen, as, if they are
healthy, they result in mastery; otherwise, in role performance
deficit?.

During this process, the factors involved in the common
life mechanism for valuing the relationship, for example, dia-
logue, for the majority of participants, which were established
and preserved throughout the marriage, become important.
This is an important aspect of conjugality, as it is an effective
instrument for solving conflicts in adjustment processes, with
negotiations that legitimize affectivity and an intimate rela-
tionship®. The characteristics of the personality of the spouses
can interfere positively or negatively, and are related to the
couple’s specificities. Thus, it is postulated that one of the best
predictors of long-term marital success is the manner of deal-
ing with conflicts, differences and difficulties®.

The changes experienced with dementia affect the marriage,
by changes in routine perceived by preexisting misalignments
in the relationship; emergence of behaviors that generate bur-
den in the caregiver; and the imminent need for readaptation to
new, and unusual demands. Caregivers are coping with multiple
and challenging tasks, such as accepting a diagnosis, managing
conflicts, and rescheduling the future'?. The advancement of
the disease and the worsening of the functional performance of
the elderly generate impacts on the health of the caregiver, and
one of the most important problems caused by dementia is the
burden it imposes on several aspects of life"-2.

Therapeutic nursing care: transition in sexuality of the elderly caregiving spouse

The chronic health problems of caregivers make them sick,
and lead to their consuming more medicines and alcohol. As
the behavior of the elderly changes, the greater the worsen-
ing tendency of this illness becomes>'%. In fact, the caregiver
demands a complete availability of actions, with a rupture and
redefinition of the way of life, often characterized by the frag-
ile limit between his life and that of the other, with less time
for leisure, social life, family and affective behaviors. In this
process, they experience economic difficulties, family con-
flicts and labor problems!".

Transitions are the result of various changes” and under-
standing them requires understanding the meaning of the events
that underlie the experiences. Therefore, autonomy for making
their own decisions regarding modified conjugal sexuality is ex-
pected as a pattern of response of the spouses-caregivers.

There was an association between sexuality and affection,
which was identified by loving, friendship, companionship and
affection, feelings that generate satisfaction, maintaining intima-
cy and interdependence. Conjugality in old age is linked to in-
timacy, companionship and expression of feelings, in a climate
of security, affection and reciprocity, even with differences".

In this sense, the recognition of changes in sexuality with
age was noticed, but still with possible sexual satisfaction
through positive harmony of the couple, that ends up creat-
ing more viable conditions of adaptation. Thus, it is possible
to get closer to the elderly, based on love and companion-
ship, and this new experience of sexuality can generate other
adaptations and reinventions'®. However, the misalignment
in conjugal affective relationships, by means of conflicts and
resentments, can drive one away and cause sexual coldness,
far beyond the disease.

Even prior to dementia, the elderly and spouses lived with
chronic diseases and interferences in sexuality. A systematic
review demonstrated evidence of the impact of biological
variables on sexual function, due to deleterious effects that
may be irreversible. The couple’ssexual behaviorsare different
in rhythm and frequency, searching for physical and sexual
contact, reiterating the idea that elder men seem to have more
interest, activity and quality of sexual life than women at this
stage of life, even with decreased activity, quality and frequen-
cy of sexual response due to age and health changes‘”.

Hypersexuality, progressive sexual absence, altered self-man-
agement, and sex substitution by affection has been reported in
the development of dementia. Hypersexuality is characterized
by insatiable sexual desire or sexual disinhibition, characteris-
tic of changes in dementia courses and causing conflicts and
relationships distress'®. The removal of the condition of con-
jugality occurs by the dementia itself, justified by physical and
psychological aspects of overload and loss of intimacy, with the
spouses-caregivers the most sexually affected".

The condition of caring for the other depends on the level
of preparation and knowledge, as the process of reconstruct-
ing one’s role requires a break with what is normal and ex-
pected in the daily life, so that the events for making new deci-
sions and skills are evaluated. The earlier the preparation for
this new function, the better the transition, by means of prior
knowledge, use of strategies and development of meanings.
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Therefore, the expected transition response pattern is the abil-
ity of the caregiver-spouses to self-assess the care provided.

The transition began with the meaning of care for spouses-
caregivers, linked with love, caring, tolerance, dedication and
respect for limitations between caregivers and the cared-for
individuals. Elderly relatives of the Home Care Program of
the University Hospital of the University of Sao Paulo (USP),
when questioned about feelings experienced in care delivery,
expressed zeal, affection, gratitude and the desire to remain
with the family member for as long as possible, strengthen-
ing the relationship and reducing the difficulties of caring"?.
The most common care activities for the spouse-caregiver are
those for health control and organization of home care. They
are confronted with challenging tasks, especially those related
to the administration of medications®?.

Caring, according to spouses-caregivers, requires availabil-
ity that is often considered a duty, because of the needs of the
elderly patient spent by pleasure and dedication, despite the
burden. Love is the foundation; it is an obligation to fight and
remain firm, for coexistence, regardless of the circumstances,
and by appreciation of caring for the companion®?.

In the study, the number of male spouses-caregivers was
slightly higher, although, in general, the most common con-
figuration of caring activities is by females, by the social vision
developed and expected in the domestic sphere, transferred
between generations?". The social responsibility of care, his-
torically attributed to women, is no longer exclusively female,
since men are already affectively involved in the care of family
members, children, sick individuals, and himself@?.

The awareness of the professional approach to sexuality
and dementia care, according to the nature of transitions,
is classified as organizational, by association with changes
in the social, political and/or economic spheres, as well as
changes in the structure and dynamics of organizations®. The
sequential condition of situations is maintained as a standard,
both for those who live the transition and those who support
its mastery. Thus, the property required by the professionals
advances through the awareness of facts and needs arising
in relation to sexual demands, care and critical points/events
evidenced before and during the transitions. Nevertheless,
events/critical points can interfere with the evolution of the
transition, when they influence the rhythm, one’s own aware-
ness and involvement in the care. It is up to those involved
to identify and relate them to difficulties or successes in the
process, for the stabilization of life, focusing on self-care, new
skills and readapted lifestyle!”.

Effective awareness of the professional approach to sexual-
ity and care depends on the level of preparation and knowl-
edge/skill, as the changes in everyday practice require un-
derstanding for decision-making and skills in the new life
circumstance, with a focus on competencies. Therefore, the
expected response pattern is to be able, as a health profes-
sional, to identify and address issues of sexuality and care
with this clientele.

The elderly with dementia depend on caregivers, often
informal caregivers, who are often not prepared to provide
specific care?®, which requires support. As for sexuality, there

Therapeutic nursing care: transition in sexuality of the elderly caregiving spouse

is a deficient approach in individual or team care, justified by
reduced time, prioritization of general health issues or of de-
mentia, and a greater number of visits of women, who require
less information about sexuality.

Sexual practices among those who are aging is also little
discussed. Health professionals commonly ignore the issue,
by emphasizing other subjects, underestimating strategies of
approach, difficulty in establishing communication links, em-
barrassment, and lack of receptivity of the elderly?¥. The lack
of professional vision about sexuality of the elderly, marital
life and chronic disease causes the fragmentation of care ac-
tions and reflects the fragility in the health care for this popula-
tion, as well as obstacles to strengthening of comprehensive
practices in services®?.

The nature of transitions in terms of expressions of atti-
tudes, beliefs and social imagery of sexuality and care is situ-
ational, because of dementia itself and because it is associated
with the definition or redefinition of social roles in the face of
sexuality and care®.

Critical points and events may represent causes or conse-
quences of attitudes, influences of beliefs and social imagery.
Attitudes express a tendency to respond or act in a certain
way toward what is around, moving away or approaching the
fact. Thus, the identification of critical points and events will
be important for nurses to plan and operationalize therapies
in order to support individuals in transition”. As a response
pattern, it is expected that the spouses-caregivers will be able
to critically evaluate the social role.

Sexuality, at an advanced stage of life, needs to be viewed
in a manner that does not restrict it to biological aspects. It is
necessary to pay attention to the needs imposed by older age
and by searching for less predetermined care possibilities®?®.
The conception of sexuality is also related to the time of birth
of the elderly, a predominance of rigid moral and religious
ideals, curtailing sexual feelings and desires, and the repres-
sion of dialogue and sexual life.

In the context of a conjugal life, the importance of the re-
lationship with the partner, the concern for his/her well-being
and self-care, and the attempt to maintain his/her self-esteem,
in order to manage the elderly patient, were highlighted. With
the difficulties of maintaining sexual activity, it is common for
the elderly to make sexual adaptations, since the body no lon-
ger responds to desire, with emphasis on respect, friendship,
love and kindness">?7,

In the contextualization of the social imagery, the sexual
desire of the spouse-caregiver remains, although reprimanded
by social precepts in relation to old age, sexuality and chronic
illness. Sometimes older women surrender to the social ap-
peal for a more discreet life that does not demonstrate their
need for an active, even differentiated sexual life. The myth
of asexual old age is updated daily, which reinforces the im-
age that the elderly, when expressing their sexuality, present
as deviants®. Sex is practiced in the context of the family
social institution and marriage, having almost always achieved
the procreative function and, therefore, the gradual decrease
or even the abandonment of sexual practice seems to gain a
more natural acceptancein this group®@?.
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The social imagery of care points to: the infantilization of the
elderly in a dementia process on the part of the spouse-caregiv-
er, due to the fragility and dependence; role reversal between
men and women; perception of the physical aging process as a
caregiver; view of care as a retribution. In dementia, playing the
role of family caregiver can generate a burden and interfere with
one’s own aging. Thus, the perception of the elderly about their
body image also influences their behavior and self-esteem®.

The family is the pillar of support, the first social unit of
integration and an institution that contributes to development
and socialization. Care is perceived as one of the most basic
functions of family life, constituting a dynamic and complex
process. The presence of the spouse among family caregivers
and an increase in the care burden of their partners is em-
phasized®?, with risks for the organization and maintenance
of chronic care, especially for their longevity. In the perspec-
tive of the redefinition of personal and conjugal sexuality, the
nature of the transitions encompassed, by means of strategies
and care, developmental and situational characteristics, by as-
sociation with chronic disease and by virtue of the need to
define or redefine the repertoire of social roles as a person
and family member®.

When complex transitions were present, the pattern of
occurrence was related to diverse demands and even un-
derstanding of a redefinition. Propriety included awareness,
which involves perception, knowledge, and recognition of
the transition experience; the involvement and the degree to
which one is involved with it; and the time to adapt to the new
way of being. The pattern stems from the rupture between the
known and living with the changes of the transition, which
requires adjustments to reach equilibrium®.

In the condition, the meanings and the level of preparation
were integrated, as well as the knowledge/abilities acquired
until then. Based on the meanings developed, experiences are
lived; expressions of reality and actions are taken, which char-
acterize the transitional process. The greater the acquisition
of knowledge and new skills with the current situation, the
better the restructuring of the broad identity of married life.
Therefore, the pattern of response is to seek the satisfaction of
the needs related to conjugal sexuality.

The spouse-caregiver practices strategies to live the couple’s
and his/her personal sexuality in a new manner. The transpo-
sition of the sexual occurs through care, so that the vision of
pleasure overcomes the genital, by love that is developed and
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supported. Coexistence in the context of the experience be-
tween old age and sexuality is permeated by affection, romantic
love and companionship, capable of satisfying the individual
and the couple, in such a way that the limitations of life, health
and the context of the world end up little valued. Therefore,
based on love, friendship and faith, they may experience new
possibilities of adjustments and reinventions of sexuality!'>.

Study limitations

Itis highlighted, as a limitation of the study, the difficulty in
discussing the findings in light of other studies on the subject,
given the scarcity of publications in the research area.

Contributions to health and nursing

The study contributes to health and to the geriatric and ge-
rontological nursing area, supporting the knowledge of topics
and theoretical references that have been little explored; with
specialized services, caring for the elderly based on innova-
tive ways of caring; and in the nursing consultation, by means
of investigation of aspects related to sexuality and the devel-
opment of strategies to support spouses-caregivers, based on
the assumptions of Meleis’ Theory of Transition. Investigating
other realities, from the perspective of sexuality, dementia and
the spouse-caregiver, can support new ways of offering geron-
tological care.

FINAL CONSIDERATIONS

The articulation of categories/subcategories points to the
understanding of the nature of the transitions experienced,
and the conditions and the patterns of expected responses to
changes experienced in sexuality by spouses-caregivers of el-
derly people in the process of dementia. It reveals conditions
that underlie the conjugal relationship to sexuality, before and
after the context of the disease. These changes have given rise
to different dimensions, both for adapting and reorganizing life,
and for caring for oneself and the other, based on beliefs, social
imagery, family support, and awareness on the importance of
addressing sexuality, professionally, in the field of health.

Therapeutic nursing care should be have theoretical bases,
in order to ensure that all possibilities are dimensioned and
conducted for the connection, interaction, involvement, trust
and coping of transitions by the individuals who experience
them, instrumentalizing the work of nursing.
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