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Overview
LEARNING OUTCOMES
After successfully completing this module, you will be able to:
1. Describe the challenges associated with dementia and sexual expressive behavior.
2. Identify sexual expressive behavior in long-term care.
3. Apply non-medical solutions for the reduction of sexual expressive behavior.
4. Contribute to development of guidelines for safe sexual expressive behavior in long-term care.
-
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Required Resources
1. Cornelison, L.J. & Doll, G.M. (2012). Management of sexual expression in long-term care: Ombudsmen’s perspectives. The Gerontologist, 53(5), 780-789. link opens in new window
2. Mahieu, L. & Gastmans, C. (2014). Older residents’ perspectives on aged sexuality in institutionalized elderly care: A systematic literature review. International Journal of Nursing Studies, 52, 1891-1905. link opens in new window
3. Tarzia, L., Fetherstonhaugh, D., & Bauer, M. (2012). Dementia, sexuality and consent in residential aged care facilities. Journal of Medical Ethics, 38, 609-613. link opens in new window
4. TEDxTalk: Sexuality and Dementia, “Having the Sex Talk with Dad” (17 min). link opens in new window
5. The last taboo: A guide to dementia, sexuality, intimacy and sexual behaviour in care homes. link opens in new window
6. The Long Term Care Homes Act (LTCHA). link opens in new window
7. The National Long-Term Care Ombudsman Resource Centre’s sexuality and intimacy in long-term care facilities (in the US). link opens in new window

Key Terms
· Alzheimer’s – is irreversible and destroys brain cells, causing thinking ability and memory to deteriorate. Alzheimer’s disease is not a normal part of aging.
· Dementia – is an overall term for a set of symptoms that are caused by disorders affecting the brain. Symptoms may include memory loss and difficulties with thinking, problem-solving or language, severe enough to reduce a person’s ability to perform everyday activities. A person with dementia may also experience changes in mood or behaviour. Dementia is progressive, which means the symptoms will gradually get worse as more brain cells become damaged and eventually die.
· Hypersexuality – is defined as a dysfunctional preoccupation with sexual fantasy, often in combination with the obsessive pursuit of casual or non-intimate sex; pornography; compulsive masturbation; romantic intensity and objectified partner sex for a period of at least six months. This as an important term that requires careful consideration before applying.
· Long-Term Care – refers to a continuum of medical and social services designed to support the needs of people living with chronic health problems that affect their ability to perform everyday activities. Long-term care services include traditional medical services, social services, and housing.
· Memory Loss – Characterized by unusual forgetfulness. One may not be able to remember new events, recall one or more memories of the past, or both. The memory loss may be for a short time and then resolve (transient). Or, it may not go away, and, depending on the cause, it can get worse over time. Also known as amnesia. 
· Normal sexual behaviour – sexual activity in people with dementia is a controversial issue, mediated by cultural values and personal beliefs. Dementia affects companionship and the total quality of the relationship, as well as the couple’s sexual intimacy.
· Nursing Home – a private institution providing residential accommodations with healthcare, especially for elderly people.
Dementia
[image: ] Learning Activity 5.1
Have your pen and notebook at hand! Watch the following video and write down the most important facts of the content. What have you learned?
 
[image: Video icon]Take the time now to watch the following video.
TEDxTalk: Sexuality and Dementia, “Having the Sex Talk with Dad” (17 min). link opens in new window
-
Issues of intimacy and sexuality can be particularly complex for older adults with dementia and their partners. Sexual needs and expression continue throughout the illness, but as the individual’s symptoms worsen and caregiving demands increase, the partner may grow uncomfortable with sexual intercourse. Reasons for this discomfort include altered feelings toward the individual with dementia because of changes in the nature of the relationship, the individual’s difficulty in completing the steps involved in intercourse, or the concern that the person is no longer able to consent to intercourse.

It is known that older people, despite living with dementia remain sexual beings who are often capable of normal sexual relationships, although how this is enacted may become concerning to some care partners. Currently, sexual behaviour in older people with dementia is often seen as a negative one, focussing on disability; a combination of cognitive deterioration, worsening judgment, and personality changes. While the most common change reported in people with dementia is apathy and indifference to sex, inappropriate sexual behaviour (ISB) has been consistently described in most dementia syndromes with an incidence/prevalence of between 7-25% of people living with dementia. ISBs may include verbal comments, non-contact, exposure and touching others and evokes feelings of distress because it is a taboo topic.
-
[image: ] Required Resource
Take the time now to read the following article.
Tarzia, L., Fetherstonhaugh, D., & Bauer, M. (2012). Dementia, sexuality and consent in residential aged care facilities. Journal of Medical Ethics, 38, 609-613. link opens in new window
-
[image: ] Learning Activity 5.2
Given your current knowledge about sexual needs in later life, how can you, as an educated individual, support older adults and their partners in respect to sexuality when experiencing dementia?
Long-Term Care
Studies indicate that a large proportion of long-term care residents are sexually inactive. However, many residents would like to be sexually active, but instead, room designs do not provide privacy, only physical needs are taken care off, talking about sexuality is being avoided, residents’ autonomy is not being respected, their behavior is being controlled, and families are making decisions for them. Poor health, feeling sexually undesirable, guilt for having sexual feelings and staff attitudes and beliefs about residents’ sexual activity are additional factors that influence whether residents engage in sexual activity. Many long-term care staff and residents’ family members have negative attitudes toward sexual behavior among residents and implicitly or explicitly discourage or deny it. Even if they do not disapprove of sexual activity among residents, staff may feel uncomfortable or uncertain discussing sexuality and assisting residents in negotiating sexual needs, particularly in disabled older adults. This makes clear the need for altering long-term care environments to accommodate sexual interests and concerns of residents. Providing an environment that allows older adults to express themselves in sexual and intimate ways is not easy for some facilities, but many are trying. A long-term care facility in Denmark, for instance, provides pornographic programming on an in-house channel “to ease residents’ tension” (Edwards, 2003).
            Long-term care staff’s knowledge and attitudes toward sexuality and aging directly impacts on the expression of sexuality by the older residents. Studies have found that long-term care staff has insufficient knowledge about sexuality in later life and that their attitudes toward it tend to be more negative than positive. Often, they put their own religious views on the residents and look down upon forms of sexuality, such as masturbating. Importantly, they do not understand their role in helping the residents express sexuality and help them meet their intimacy needs. Joking and teasing with the residents was an acknowledged way for staff to deal with sexuality in long-term care. Whilst humor can be used in therapeutic ways to establish and maintain rapport, as well as to deal with incidents which are uncomfortable, joking is also known to be an effective way to manipulate and control people. Teasing can be used as an effective strategy to discourage certain types of behavior (Bauer, 1999). Consequently, humor can be used as an effective intervention tool, but careful consideration has to occur so that humor is not used in an ageist way.
Sexuality is not embraced but neglected in long-term care. Both staff and managers need to work toward developing a home environment that is supportive of residents’ sexual rights, that permits sexual expression and promotes a culture where all people concerned are comfortable with sexuality issues. Talking to the residents about sexuality is also very important. It is their lives that are in the hand of those professionals and their ideas and needs are crucial. Facilities also need to be mindful of the need for products to prevent the spread of sexually transmitted diseases. Injuries incurred during sex between aging residents certainly are no laughing matter. Although our understanding of sexuality among older adults is increasing, what we know has primarily been derived from studies of Caucasian, well-educated, healthy older adults. Older adults today are very different from older adults of tomorrow and each generation is also very heterogeneous. 
 
Table 1
Barriers to residents’ sexual expression in nursing homes (Cornelison & Doll, 2012)
	Individual Barriers

	Lack of partner

	Health concerns

	Internalized ageism

	Religiosity

	Loss of self-esteem

	Felling undesirable

	Continue to honor marital vows

	Feelings of guilt

	Cognitive loss

	Mental illness

	Family concerns

	Facility Design

	semi-private rooms (even more than two residents together in the same room)

	absence of individual rooms or bathrooms

	common living areas for residents

	facility designed as a hospital with quick access to residents and living areas 

	No double beds available

	Institution policy, organizational protocols and working procedures

	Lack of communication about sexuality

	unlocked-door policy and removal of keys by staff because of safety and surveillance (residents are forced to hide and lock in bathroom for some privacy)

	absence of not disturbing signs

	lack of roommate choice

	separation from partner

	enforced selection of the company for spending most of day time in common dining room and other places for socializing

	structured daily life, standardized schedules and emphasizing communal activities (rather than resident decides how to spent their free time)

	structured ways how to do stuff by self in nursing home facilities - predetermined way to do something or perform something (e.g. when and how to do a bath or a personal hygiene)

	restrictive clothing (in a way to restrict an access to the body or parts of the body)

	constant presence of nursing staff and attendants

	supervision of daily activities and relationships of elderly (by nursing staff and attendants)

	day and night checks by nursing staff

	regulation requiring residents to remain indoors between specified hours (especially at evening or at night)

	sharing the personal data of residents among nursing staff (data may become the subject of discussions, gossip, mocking and laughing or other ways for the inappropriate use of humor as a means of social control)

	informing relatives and adapting things to their expectations to avoid problems

	making decisions in consent of relatives but without resident permission or regardless of her / him wishes

	using a medical model approach to care where staff assume the role of decision-maker and establish routines that facilitate working processes without disruption, but also with little or none consideration about what residents’ needs about sexual expression are

	Staff

	Negative staff attitudes


 
[image: ] Required Resources
Take the time now to read the following two (2) articles:
1. Mahieu, L. & Gastmans, C. (2014). Older residents’ perspectives on aged sexuality in institutionalized elderly care: A systematic literature review. International Journal of Nursing Studies, 52, 1891-1905. https://doi.org/10.1016/j.ijnurstu.2015.07.007
2. The last taboo: A guide to dementia, sexuality, intimacy and sexual behaviour in care homes. https://ilcuk.org.uk/wp-content/uploads/2018/10/pdf_pdf_184.pdf
 
[image: ] Learning Activity 5.3
What do you think about our current policies in relation to sexuality in long-term care? Where do you see changes happening? How can those changes take place? What needs to be done?
Domains of Sexual Behavior in Long-Term Care
The concept of sexuality in long-term care is complex. We not only have to look at the residents themselves, but also their families and the care staff and how each of them relates to each other. There are five domains of sexual behavior in long-term care homes:
1. resident to resident
2. resident to family (this is more likely in the community)
3. family to resident
4. resident to staff
5. staff to resident (This constitutes abuse and must be reported and prosecuted to the full extent of the law!)
The five domains outlined above clearly demonstrate, that the fifth scenario, sexual relations from staff to resident are considered abuse, and must be reported to authorities for investigation as per the law.
 
[image: ] Required Resources
Take the time now to read the following two (2) articles:
1. Cornelison, L.J. & Doll, G.M. (2012). Management of sexual expression in long-term care: Ombudsmen’s perspectives. The Gerontologist, 53(5), 780-789. https://www.ncbi.nlm.nih.gov/pubmed/23231945
2. The National Long-Term Care Ombudsman Resource Centre’s Sexuality and Intimacy in LTC Facilities (in the US). https://ltcombudsman.org/issues/sexuality-and-intimacy-in-long-term-care-facilities
 
[image: ] Learning Activity 5.4
What is the role of an ombudsman? How can this person assist in solving ethical dilemmas in long-term care?
Long-Term Care Homes Act
Long-term care homes are legislated through the Long Term Care Homes Act (LTCHA). 
 
[image: ] Learning Activity 5.5
Have your pen and notebook at hand! Read the Long Term Care Homes Act (LTCHA). Are you familiar with it? Did any of the content surprise you? What did you learn?
 
[image: ] Required Resource
The Long Term Care Homes Act (LTCHA): link opens in new window
 
The LTCHA touches on several aspects in relation to sexuality in long-term care:
1. Sexuality in relation to resident rights
a. #14) Every resident has the right to communicate in confidence, receive visitors of his or her choice and consult in private with any person without interference.
b. #18) Every resident has the right to form friendships and relationships and to participate in the life of the long-term care home.
c. #19) Every resident has the right to have his or her lifestyle and choices respected.
d. # 20) Every resident has the right to meet privately with his or her spouse or another person in a room that assures privacy.
e. # 22) Every resident has the right to share a room with another resident according to their wishes, if appropriate accommodation is available.
2. Abuse and Duty to Report
a. The LTCHA requires that long-term care homes have a zero tolerance for abuse policy.
i. Uphold the right of residents and patients to live free from abuse and neglect by staff, volunteers, visitors and other residents and patients;
ii. Not allow the abuse of residents and patients;
iii. Treat every allegation of abuse as serious;
iv. Investigate every allegation;
v. Take corrective action against those who have committed abuse; and
vi. Make every effort to eliminate abuse.
b. The LTCHA provides that abuse in relation to a resident means physical, sexual, emotional, verbal or financial abuse. Sexual abuse is one or all of the following:
i. Any consensual or non-consensual touching, behavior or remarks of a sexual nature by staff;
ii. Sexual exploitation directed toward a resident by staff;
iii. Sexual remarks toward a resident by staff;
iv. Unwanted or non-consensual remarks, touching, behavior of a sexual nature towards a resident to another resident is considered sexual abuse.
c. All staff in LTC has a duty to report any type of abuse of any resident.
i. Internal reporting
ii. Reporting to the Ministry of Health and Long Term Care
3. Determining Capacity to Consent
a. If the capacity to consent of either of the participants is being questioned, the LTC home has a duty to protect the potentially incapable resident from a possible abusive situation.
 
[image: ] Learning Activity 5.6
Do you agree with all the sections? Can you identify some “grey” areas, which are not that easy to understand, or even are unclear?

Module 5 Summary
In this module you learned about the impact dementia can have on older adults’ sexual relations. You are now able to describe the challenges associated with dementia and sexual expressive behavior. You furthermore explored the current policies associated with sexual expressive behavior in long-term care. With your current knowledge you will be able to assist in the formulation of guidelines for safe sexual expressive behavior in long-term care.
 
[image: ]Case Examples
Walking In link opens in new window
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Grief link opens in new window
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Long-Term Care link opens in new window
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-
[image: ] Learning Activity 5.7
Did the case examples provide you with any additional information about intimacy in long-term care settings? What are some of the common themes?
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