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GUIDELINES FOR ASSESSING COMPETENCY
ToO PARTICIPATE IN AN INTIMATE RELATIONSHIP

Mini-Mental State score greater than 14

Perform assessment interview No Patient unable to consent

Patient’s ability to avoid exploitation

Continue evaluation No Patient unable to consent

Patient’ s awar eness of the relationship

Continue evaluation No Patient unable to consent

Patient’ s awar eness of risk

Consider patient competent No  Provide frequent reminders
To participate in an intimate of risk but permit
relationship relationship

Lichtenberg (1977)
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INTIMACY, SEXUALITY AND SEXUAL BEHAVIOR IN DEMENTIA
How To DEVELOP PRACTICE GUIDELINESAND PoLicy FORLTC FACILITIES

INTRODUCTION

A group of professional representing long term care in the Hamilton region formed as aresult of
concerns about practice patternsin response to issues of sexuality and dementia. Members included
representatives from various long term care facilities, a Ministry of Health and Long term Care Advisor,
aPolice Officer and a Psychiatric Social Worker. The purpose of this community wide initiative was to
provide avehicle for discussion and reflection about a clinical issue that was somewhat overwhelming
at first glance. The resulting dialogue assisted participants to educate themselves and increase their
comfort level so that their respective LTC facilities would be able to develop responsive and effective
policies regarding this issue.

The working group reviewed a variety of policies and guidelines from a number of agencies throughout
the province of Ontario. The group also reviewed the literature on the identification and management of
sexual behavior in the face of dementia. This Guide isa compilation of the knowledge, ideas and
experiences acquired by the working group. The Guide will assist long term care facilitiesto develop a
resident-oriented policy that will balance resident rights with the mission and goals of their
organizations.

WHY |ISSEXUAL EXPRESSION IN DEMENTIA SO DIFFICULT?

Intimacy, sexuality and sexual behaviors remain some of the most sensitive and controversial health
care issuesthat arise in long term care facilities. As older persons with dementing illnesses experience
changes in cognition and judgment, the expression of their sexuality may result in behaviorsthat are
challenging to manage in a communal environment. Health care professionals working in long term care
facilities often perceive elderly residents with dementia to be asexual beings. There is a pervasive belief
in society that “sex isfor the cognitively intact.” Consequently, it is often difficult for frontline workers
to accept that residents and those co-residents they identify to be potential partners have the right to seek
out and engage in sexual expression, and be given privacy to carry on intimate relationships (Davies,
Zeiss, Shea & Tinklenberg, 1998).

While some health care professionals may agree that residents with Alzheimer’s Disease (AD) have a
right to sexual expression, cultural values, personal beliefs and inadequate training result in obstacles to
consistent practice. Some team members may feel that sexual expression between elderly residents who
are demented is adirect affront to their persona values and beliefs. Other members of the team may
support and encourage relationships between elderly residents with dementia (Harris & Wier, 1998).
Unfortunately, these differing viewpoints make it difficult for team members to discuss assessment,
management and treatment strategies and come to a consensus on how to respond.

There are many reasons why intimacy, sexuality and sexual behaviors remain challenging issues for
health care teamsin long term care. The issues involved are very complex and require careful and
detailed assessment. Interpretation of sexual behavior and relationships take place within the context of
the law, family belief systems and practice standards (see Figure 1).

In addition, the topic evokes an awkward emotional response in many health care workers; sexual
activity of any kind in acommunal setting and consensual sex between demented individuals both raise
many ethical questions. Thereis also alack of research in the current literature to guide practice.
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FIGURE 1

| SSUESRELATED TO SEXUALITY INLONG TERM CARE
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WHY DOESTHE FACILITY NEED A POLICY ON SEXUAL EXPRESSION IN DEMENTIA?

The manner in which intimacy, sexuality and sexual behavior will be interpreted and responded to
varies greatly between individual members of any health care team. Personal beliefs, moral codes and
cultural attitudes about sexuality may conflict with expected professional beliefs.

It isessential that long term care facilities develop a policy that ensures consistency and fairnessin
management strategies. In an actual clinical situation, the values of residents, family and staff may bein
conflict. Without a guiding policy, staff and family may decide on a management response that
disregards the preferences of the residents involved. Such a policy will also ensure that residents who
are unable to object will be protected from unwanted sexual advances.

Some facts about sexual behavior and dementia:

e Theimpact of dementia on sexua behavior isareduction in sexua drive. In fact, sexual apathy
isreported in 23% of cases (Miller et a, 1995).

e Anincreasein libido isreported in about 14% of those elderly with dementia (Cummings &
Victoroff, 1990).

e Theincidence of sexually inappropriate behaviors in persons with dementiais reported to be
very low, ranging from between 2.6% to 8% within samples of residents diagnosed with
Alzheimer’s Disease (Harris & Wier, 1998).

For other facts about sexual expression and dementia, please review the articles located in the
bibliography (Appendix A).

How To Use THISGUIDE.

The guide has been designed as a resource to use as the facility developsits own policy guidelines. It
includes:

Steps outlining policy development.

Listing of facilities and resources to contact.

Extensive bibliographic information.

Worksheet to assist team to discuss clinical cases.

STEPSTO DEVELOP A POLICY
Step 1. Assemble ateam.

Assemble agroup of key stakeholders that should be involved in developing the policy. Ask for
volunteers from the list of key playerslisted below. Front line workers must be included in the
development process. Staff members who are not able to participate need to be kept informed of the
process and be asked to provide input to revisions of the draft policy. Key players that may be involved
in the process include:

Health Care Aide/Personal Support Worker
Nutrition Services

Housekeeping

Registered Practical Nurse
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Registered Nurse

Social Worker

Recreational Therapy

Physiotherapist

Physician

Family

Administrator

Board Representative

Pastoral Care/Chaplain Services/Spiritual Care
Volunteer Coordinator

The facility may wish to include an ethicist in the policy development processif oneis available.

Step 2: Learn about the issues.

It isimportant that all members of the team read some of the pertinent articles listed in the bibliography.
This hel ps participants remove themselves from their own pre-existing beliefs and biases about
sexuality and sexual behaviorsin demented elderly. The team members should discuss pertinent issues
that arise from the literature review. An experienced facilitator may help the group work through this.

Step 3: Consider conducting focus groups.

Initial focus groups should concentrate on values clarification exercises as a discussion of the literature
reviewed in Step 2. This should involve as many team members as the facility’ s personnel resources
alow. The facility’ s working group members may act as facilitators for the focus groups. It isimportant
that individual staff members be encourage to discuss their values, beliefs and personal moral codes and
how these may conflict with their stated professional position. Focus groups will aso facilitate
discussion around issues such as consent and risk assessment. It will assist each unique facility to
identify the organizational comfort zone and barometer through which normal behavior, acceptable
behavior and pathological behavior will be identified.

Step 4. Review sample policies from other organizations.

Contact other long term care organizationsto review their policies (Appendix B.) Facilitieswithin a
specific geographical area may be able to work together to develop aregiona policy. Individua
organizations can use features from each policy to build practice guidelines that will best match their
own organization’ s philosophy and mission statement.

Step 5: Create working definitions of key concepts in the policy.

Define: sexuality, intimacy and sexual behavior
sexual behaviorsto be interpreted as normal
sexual behaviors requiring assessment
sexual behaviors of concern/risk (Sloan, 1993)

The facility may want to include their viewpoint of relationships between residents of the same gender.
If afacility has a specific cultural or religious affiliation, the policy needs to reflect those inherent
values.
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In addition, the facility needs to develop working definitions of consent to sexual behavior and
relationships. Lichtenberg (1997) and Lichtenberg and Strzepek (1990) suggest that the following
guestions should be asked to identify under what conditions and circumstances a relationship between
co-residents should be allowed and/or encouraged to continue.

1. Resident’s awareness of the relationship.
a. Istheresident aware of who isinitiating sexual contact?
b. Doesthe resident believe that the other person is a spouse and thus acquiesce out of
delusional belief, or are they cognizant of the other’ sidentity and intent?
c. Cantheresident state what level of sexual intimacy they would be comfortable with?

2. Resident’s ability to avoid exploitation.
a. Isthebehavior consistent with formally held beliefs/values?
b. Doesthe resident have the capacity to say no to any uninvited sexual contact?

3. Resident’s awareness of potentia risks?
a. Doesthe resident realize that this relationship may be time limited (placement on unit is
temporary)?
b. Can theresident describe how they will react when the relationship ends?

Lichtenberg’s (1997) ideas may prove helpful asto develop the policy. However, it may be necessary to
make some adjustments to the decision-tree. For example, a Standardized Mini-Mental State
Examination (SMMSE; Molloy, Alemayehu & Roberts, 1991) score of 14 may be too limiting when
assessing competency in this context. Many residents with lower SMM SE scoresin fact, may have an
awareness of the relationship, and give an account of risks of the relationship. Therefore, it may be
unreasonable to forbid the relationship on the basis of an SMM SE score alone.

Step 6: Identify interventions.

It isimportant that the policy include alist of interventions that clearly outline expectations regarding
how staff will respond. For example, encouraging non-sexual forms of physical intimacy such as
hugging, holding hands and dancing. Initiate environmental and behavioral interventions as afirst-line
treatment response in the absence of high risk behavior. Persistent hyper-sexuality that presents high
risk of physical injury to co-residents would be the clinical indicator for discussing the initiation of
antilibidinal hormones. Without this indicator, the introduction of medication as a management response
is not prudent practice (Kuhn, Greiner & Arseneau, 1998).

Step 7: Draft aworking policy document.

The policy is now ready to be devel oped. Ensure that the policy defines consent and risk. A specific
reference to sexual expression should be in the mission statement. Consider the following distinct issues
and where they might fit into the policy, with focus on the specific expectations for staff professional
practice:
o Assessment procedure to be followed to determine level of risk associated with any
sexual behavior, including the implementation of any assessment tools and taking a
sexual history upon admission. An exampleisthe P.I.E.C.E.S. manual for assessment
guidelines that many facilities have.

e Reporting procedure of observed sexual behaviors including informing families.
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o Documentation procedures, appropriate terminology to be used with objective
observations recorded, not personal value statements. The documentation system should
support notations that explicate the frequency, intensity, duration and level of risk
associated with observed sexual behaviors.

e Team discussion/meeting expectations to review the parameters of sexual behaviorsin
each clinical case, and to identify, implement and evaluate interventions. Remember
that family/substitute decision makers/power of attorney’sinvolvement in team
meetings and decision-making is crucial to good practice. A sample team discussion
worksheet can be found in Appendix C.

¢ Reference to when policy involvement might be deemed necessary according to the
Ministry of health and Long term Care' s reporting requirements for unusual occurrence
incidents. For example, extreme circumstances such as serious physical injury requiring
hospitalization would warrant police consultation.

e Consider having a decision-tree that helps staff identify management responses to
sexual behaviors.

e Educational training for staff (expectations of participation).

e Outline the organization’s commitment and intent for ongoing staff training and
orientation, and orientation of new families to the facility’ s policy.

e Include case studies as an addendum to the policy that can be used for orientation of
new staff.

Step 8: Implement the policy.

Circulate the policy as adraft. Have staff membersinvolved in preliminary focus groups examine the
draft policy and give feedback. It would be helpful to involve the Residents' Council at this point. If
family members were not involved in the working group, then it may be prudent to have their input at
this point in the development of the policy.

Onethe policy isfinalized, circulate it to staff and update them about the policy and its implications for
their practice. Have staff meetings to introduce the final version of the policy. Consider having a sexual
awareness day/week for staff to review policy on an annua basis. Have a guest speaker who can talk
about thisissue come to the facility as part of an educational initiative attached to this awareness week.
Show a videotape to promote discussion about sexual behavior in the nursing home and how the policy
hel ps determine the appropriate management response. Some suggestions are included in the
bibliography, Appendix A. The videotapes, available through local Alzheimer Society resource libraries
often include discussion guidesto help plan educational events. Consider having role-plays with staff
during team meetings that would help them learn appropriate responses to sensitive sessions, see
Appendix D and E.

Step 9: Evaluate the policy

The policy will most likely be awork in progress. It will be important to set up feedback mechanisms
that will help revise the policy. When sexual behavior is observed and reported, a meeting of the clinical
team may assist to make the necessary adjustments to help the policy evolve into a working document
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that is practical and useful. The team should review the literature periodically, revising the policy to
reflect the current understanding of sexual behavior in dementia every two years.

ACKNOWLEDGMENT

This document was devel oped with input from the following working group members:

Debbie Christi (Organizing Chair), R.S.W., Macassa L odge, Hamilton
Laurie Botham, R.P.N., Blackador Nursing Home, Dundas

Sue Gilbert, R.N., The Wellington, Hamilton

Brad Hall, R.N., Macassa L odge, Hamilton

Lis Latner, Constable, Senior Support Officer, City of Hamilton

Gabriela Luchsinger, R.S.W., St. Joseph’ s Healthcare, Hamilton Centre for
Mountain Health Services

BonitaMiller, R.N., Victoria Gardens, Hamilton

Lori Schindel Martin (Document Editor), R.N., Ruth Sherman Centre,
Shalom Village, Hamilton

Beth Treen, R.S.W., St. Joseph’ s Healthcare, Hamilton, St. Joseph’s Villa, Dundas

With consultation from Michael Coughlin, Ph.D., Ethicist, St. Joseph’s Healthcare, Hamilton
Paula Eyles, Clinical Nurse Specialist, Patient Education, St. Joseph’ s Healthcare, Hamilton

BIBLIOGRAPHY AVAILABLE UPON REQUEST FROM
SENIOR PSYCHIATRIC CONNECTION
LEo. J. BORRELL, M.D.
SENIOR CONSULTANT

4150 Westheimer, Suite 103, Houston, Texas 77027 -9-
Phone: 713-627-3532 Fax: 713-627-2536
www.SeniorPsychiatry.com



SENIOR PSYCHIATRIC CONNECTION
Representing the “ Psychiatric Element in Senior Care”
LEOJ. BORRELL, M.D.

Senior Consultant

APPENDIX A
REFERENCE LIST

KEY ARTICLE AND BOOK CHAPTERS

Ballard, E.L. (1995). Attitudes, myths and redlities: Helping family and professional caregivers cope
with sexuality in the Alzheimer’ s patient. Sexuality and Disability, 13, 255-270

Ballard, E.L. (1996). Another side of caregiving: Addressing the intimacy needs of the nursing home
resident with dementia. The Caregiver, Summer, 14-16

Ballard, E.L. (1998). Sexuality, intimacy and meaningful relationships in the nursing facility. In, M.
Kaplan & S. Hoffman (eds.), Behaviorsin Dementia: Best Practices for successful management (pp.
239-253). Winnipeg: Health Professions Press.

Barnes, . (2001). Sexuality and cognitive impairment in long term care. Canadian Nursing Home, 12
(3), 5012

Hellen, C.R. (1995). Intimacy: Nursing home resident issues and staff training. American Journal of
Alzheimer’s Disease, March/April, 12-17.

Janes, N. (2000). Promoting sexual health for residents with cognitive impairment: The final frontier in
long term care. Long Term Care, November/December, 27-31.

Kuhn, D. (1994). The changing face of sexual intimacy in Alzheimer’s Disease. The American Journal
of Alzheimer’s Care and Related Disorders & Research, September/October, 7-14.

Kuhn, D., Greiner, D. & Arseneau, L. (1998). Addressing hypersexuality in Alzheimer’s Disease,
Journal of Gerontological Nursing, April 44-50.

Philo, SW., Ritchie, M.F. & Kaas, M.J. (1996). |nappropriate sexual behavior. Journal of
Gerontological Nursing, 22, 17-22.

Sloane, P. (1993). Sexual behavior in residents with dementia. Contemporary Long term Care, October
66, 69, 108.

PREVALENCE AND ETIOLOGY OF SEXUAL BEHAVIORSIN DEMENTIA

Burns, A., Jacoby, R. & Levy, R. (1990). Psychiatric phenomenain Alzheimer’s Disease. British
Journal of Psychiatry, 157, 86-94.

Cummings, J. & Victoroff, J. (1990). Nondognitive neuropsychiatric syndromesin Alzheimer’s
Disease. Neuropsychiatry, neuropsychology and Behavioral Neurology, 3, 140-158.

Cummings, J.L. (1996). Neuropsychiatric assessment and intervention in Alzheimer’ s Disease.
International Psychogeriatrics, 8, 25-30.

Davies, H., Zeiss, A. & Tinklenberg, J. (1992). ‘Til death do us part: Intimacy and sexuality in the
marriages of Alzheimer’s patients. Journal of Psychosocial Nursing, 30.

Devanand, D.P., Brockington, C.D., Moody, B.J., Brown, R.P., Mayeux, R., Endicott, J. & Sakeim, H.
(1992). Behavioral syndromesin Alzheimer’s Disease. International Psychogeriatrics, 4, 161-184.

Haddad, P.M. & Benbow, S.M. (1993). Sexual problems associated with dementia: Problems and their
conseguences. International Journal of Geriatric Psychiatry, 8, 547-551.

4150 Westheimer, Suite 103, Houston, Texas 77027 -10-
Phone: 713-627-3532 Fax: 713-627-2536
www.SeniorPsychiatry.com



SENIOR PSYCHIATRIC CONNECTION
Representing the “ Psychiatric Element in Senior Care”
LEOJ. BORRELL, M.D.

Senior Consultant

Haddad, P.M. & Benbow, S.M. (1993). Sexual problems associated with dementia: Etiology,
assessment and treatment. International Journal of Geriatric Psychiatry, 8, 631-637.

Miller, B., Darby, A., Yener, G. & Mena, I. (1995). Dietary changes, compulsions and sexual behavior
in frontal-temporal degeneration. Dementia, 6, 195-199.

RESEARCH

Alexopoulous, P. (1994). Management of sexually disinhibited behavior by a dementia patient.
Australian Journal on Ageing, 13, 119.

Archibald, C. (1998). Sexuality, dementia and residential care: Managers report and response. Health
and Social Care in the Community, 6, 95-101.

Dupres, A. & Poissant, M.S. (1987). The fear of sexuality in residents of along term care hospital.
Sexuality and Disability, 8, 203-215.

Ehrenfeld, M., Tabak, N., Bronner, G. & Bergman, R. (1997), Ethical dilemmas concerning sexuality of
elderly patients suffering from dementia. International Journal of Nursing Practice, 3, 255-259.

Harris, L. & Weir, M. (1998). Inappropriate sexual behavior in dementia: A review of the treatment
literature. Sexuality and Disability, 16, 205-217.

Kyomen, H., Satlin, A., Hennen, J. & Wei, J. (1999). Estrogen therapy and aggressive behavior in
elderly patients with moderate-to-severe dementia: results from a short term randomized, double-blind
trial. American Journal of Geriatric Psychiatry, 7, 339-348.

Livini, M.D. (1994). Nurses' attitudes toward sexuality and dementia. American Journal of Geriatric
Psychiatry, 2, 338-345.

Mattiasson, A.C. & Hemberg, M. (1998). Intimacy — Meeting needs and respecting privacy in the care
of elderly people: What isagood moral attitude on the part of the nurse/carer? Nursing Ethics, 5, 527-
534.

Zeiss, A., Davies, H.D. & Tinklenberg, J.R. (1996). An observational study of sexual behavior in
demented male patients. Journal of Gerontology: Medical Sciences, 51A, M325-M329.

ASSESSMENT

Lichtenberg, P. & Strzepek, D. (1990). Assessments of institutionalized dementia patients
competencies to participate in intimate relationships. Gerontologist, 30, 117-120.

Lichtenberg, P.A. (1997). Clinical perspectives on sexual issues in nursing homes. Top Geriatric
Rehabilitation, 12, 1-10.

Molloy, D.W., Alemayehu, E. & Roberts, R. (1991). A standardized mini-mental state examination
SMSSE. The American Journa of Psychiatry, 148, 105-105.

GENERAL READING

Alzheimer Association of NSW (1999). Recognition and support for intimacy and sexuality issues:
What isintimacy and how isit affected by dementia? Geriaction, 17, 21-22.

4150 Westheimer, Suite 103, Houston, Texas 77027 -11-
Phone: 713-627-3532 Fax: 713-627-2536
www.SeniorPsychiatry.com



