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SANDRA DAY O'CONNOR

Inspiring Us Then & Now!

"While the final chapter of 8
my life with dementia
may be trying, nothing
has diminished my
gratitude and deep
appreciation for the
countless blessings
in my life."

Sandra Day O’Connor, 88 years old, first
woman to serve on the Supreme Court

"' Sandfa Day O’Connor says she isn’t jealous of “the
other woman” — rather, she's just glad that he is
comfortable (Today, 2007)




INFORMED CONSENT

= We are talking about sex and intimacy
" |ntimate language will be used

= |ntimate graphics- photos




WHAT COMES TO MIND...

® Older adults and sex

® Older adults with dementia and sex

= Do your thoughts come with myths, taboos, personal beliefs,
prejudices, negative attitudes?

= Do your thoughts about sex differ between men and women?
Heterosexual versus same sex couples?

= Have you received any training on intimacy/sex with older
adults? Adults with dementia?

= |If you work in a long-term care program, do you know your
program’s policies about sex/intimacy between residents?



OVERVIEW




WOODY GEIST

P »l o) 40:50/1:23:56



https://www.youtube.com/watch?v=6SLCvedkXmk

“AWAY FROM HER”



https://www.youtube.com/watch?v=Is9bN_cdTMo

“AWAY FROM HER”



https://www.youtube.com/watch?v=TJj7YqhNxiw

A SENSE OF HUMANITY

" Dementia is a process of fragmentation of self

" |t is essential that we maintain a sense of humanity
in the midst of this fragmentation- like a lighthouse
in the storm




A SENSE OF HUMANITY

People with dementia need:

= Stimulation & companionship
= To feel secure
= To feel unique & valued
= To feel a sense of self-€




SEXUAL SELF-DETERMINATION
& EXPRESSION




SEXUAL SELF-DETERMINATION

= A fundamental human right by most living in Western
societies.

= Able to engage in sexual behavior whenever, and with
whomever, we choose.




BASIC HUMAN NEED

mSexuality/Intimacy are fundamental to an
individual and intrinsic to a person 's sense of
self and well being. iy

=At any age we require
= Companionship %

-

= Intimacy
= Love




BASIC HUMAN NEED

Advanced Age or cognitive impairment DO NOT
erase the need for:

Affection

Intimacy

Relationships

Warmth

Touch



ACCEPTABLE SEXUAL EXPRESSION

mExpression that tends to be more acceptable:

Holding Hands

Hugging
Kissing




SEXUAL EXPRESSION

=" Other Forms of Sexual Expression:

= Patting
= Stroking
= Intercourse ...

= Met With:

=Concern
*Shock
= Qutrage




WHY ARE WE SO SURPRISED?

mResidents in the same
community - living together
for rest of their lives

®"Makes sense that they
would pair off into intimate
relationships.

=|t’s natural for people living
in close quarters to pair off.




WHY SO SURPRISED?

Living with an illness (like dementia) is
difficult, scary, and painful, it makes sense that
we would reach to others for closeness.




INTIMACY




5 COMPONENTS OF INTIMACY

1. Commitment:
= Closeness, cohesion, connection

2. Affective Intimacy
= Sense of Caring
= Compassion
= Positive Regard

3. Cognitive Intimacy:
= Thinking about and awareness of another

4. Physical Intimacy
= Sharing a range of physical touch from proximity to sexuality

5. Mutuality:
= Process of Exchange



BENEFITS OF INTIMACY

IN COMMUNITY CARE SETTINGS

= May bring happiness, joy, & meaning to a person’s life

= Sense of “home”- belonging

= Shared trust, warmth, humor, touch, comfort, and safety
= Enhances Quality of Life
®m Less depression

= Improved behaviors

= Enhanced general health

= Improved well being




SEXUAL EXPRESSION
IN CARE COMMUNITIES




KANSAS NH SURVEY

(DOLL, 2013 - 91 NH'S RESPONDED)

Sexual act 85%

Sexual talk 85%

Romance 66%

Implied sexual act 60%

False allegation

!
I

0 10%  20% 30% 40% 50% 60% F0% 80% 90%

Figure 1. Percentage of witnessed sexual expression reported by Kansas nursing homes.



KANSAS NH SURVEY

(DOLL, 2013 - 91 NH'S RESPONDED)

Ask a supervisor

Try to respectfully help the resident

Follow the facility policy

Respond with disgust

Ignore the issue

Panic

Other

0% 20% 409% 60% 80%

Figure 2. Percentage of reactions to resident sexual expression reported by Kansas
nursing home staff.



KANSAS NH SURVEY

(DOLL, 2013 - 91 NH'S RESPONDED)

Family Reactions

" 60% supportive of the facility's actions.

"6.6% wrote that family members felt
embarrassed and humiliated by their loved
one's behavior.

" 25% family members were NOT SUPPORTIVE
of any sexual activities or intimacy for their
loved one.



KANSAS NH SURVEY

(DOLL, 2013 - 91 NH'S RESPONDED)

LGTBQ Residentys

m 22% identified GLBT individuals in the care community

= 3 RESPONDENTS (3.2%) indicated that they collected
information on admission about resident sexual
orientation.

® Include this information in the care plan ONLY IF the
family mentioned it

= Others stated, that LGTBQ identity is NOT REQUIRED by the
Minimum Data Set or mandated by federal guidelines, SO
DIDN’T COLLECT IT.



KANSAS NH SURVEY

(DOLL, 2013 - 91 NH'S RESPONDED)

LGTBQ Residenty

"We currently use the same process as the military.
Don't ask, don't tell."

"This is a rural area. Most are heterosexual."

"We have residents that have behavior issues, and we know or
knew when we admitted them that they have a history of talking
inappropriately or that they masturbate. We have not had any
issues with gay, lesbian, etc."

(This final comment equates non-heterosexual
orientation with problematic behavior)



KANSAS NH SURVEY
(DOLL, 2013 - 91 NH'S RESPONDED)

KEYPOINTS

Doll, G.M. (2013). Sexuality in Nursing Homes: Practice and Policy. Journal of
Gerontological Nursing, 39(7), 30-37.

1 Resident sexual expression covers a wide variety of activity from
flirtation to sexual intercourse and is evident in nearly every nurs-
ing home.

: ! Reactions to these activities by family and staff members, espe-
cially nursing staff, can be quite negative and interfere with resi-
dents’ quality of life.

3 Sexual expression policies and statt/family training and education
can improve the likelihood that residents” intimacy needs are met.




REAL LIFE EXAMPLE: THE RAYHONS




RISKS OF INTIMACY IN

COMMUNITY-BASED
SETTINGS




ISSUES RELATED TO DEMENTIA & SEX

= Hyper-sexuality with Dementia
= Capacity to consent/assent
gof consent?

= Understanding the relationship

= Knowing the sexual partner



DILEMMA FOR MEMORY CARE/LTC

Agency & Community




DILEMMA FOR MEMORY CARE/LTC

®"Do either or both residents misidentify one
another for a spouse?

®|s the relationship consistent with each
person’s past values?

®"Do past values always apply in this context?

Is it appropriate to characterize a relationship
between two residents who are married but

whose spouses live in the community
as an “extramarital affair”?



DILEMMA FOR EVERYONE!

®To what extent should others be allowed to
make decisions about the relationships of
residents?

®"Who decides and how?

) .



RISK FOR THE OLDER ADULT/RESIDENT

= Exploitation

= Psychological or physical abuse AR|.I|SEIf\SD

= Sexually transmitted disease

= Social rejection by staff or other residents

" Harassment by family members of the sexual partner



RISK FOR THE FACILITY

= Facility has the responsibility of protecting its
residents from unreasonable harm resulting from
sexual activity.

" Risk of being sued

RISKS
= Risk of losing license AHEAD




RISK FOR FAMILY

= Risk of not honoring resident’s wishes
or values

= Risk of “failing” the loved one

" Risk of making the wrong decision

= Risk of impeding on the loved one’s
Quality of Life

RISKS
AHEAD




SEXUAL EXPRESSION IN COMMUNITY CARE

= Factors in care facilities may constrain sexual expression:
Institutional policies and regulations
Privacy
Attitudes of the staff
Attitudes of family members

® Care commuhnities DO NOT tend to be environments that
are conducive to, or supportive of, the freedom of sexual

expression

= Legal obligation (state and constitutional) to protect its
residents from unreasonable harm



SEXUAL EXPRESSION IN CARE COMMUNITIES

= LTC staff are particularly concerned with the
diminished capacity of residents to consent to
sexual relations & the propriety of resident sexual
behavior.

= Balancing individual’s needs with DPOHA/Guardian
wishes with Institutional and State policies




WHAT IS CAPACITY TO

SEXUAL CONSENT?




CAPACITY IS NOT GENERALIZABLE

= Capacity exists along a continuum

= In different stages of the disease, dementia might
incapacitate certain types of decision making, but not others

= A person might no longer be able to make complex financial
decisions, but may retain the capacity to decide if, with
whom, when, and where to engage in physical intimacy

= Each situation/Each resident is unique so your approach and
assessment /evaluation needs to be individualized for each
person.



ISSUES RELATED TO SEXUAL CAPACITY

" There are no universally accepted criteria for
capacity to consent to sexual relations

®"The legal standards and criteria for sexual consent
vary across states




GEORGIA STATE LAWS

= A crime for someone with supervisory or disciplinary authority
over another to have sexual contact with them

This includes anyone with supervisory or disciplinary authority over
someone in legal custody or someone who is detained in a hospital or
other institution, including long-term care, nursing homes, home
health care and hospices. Consent is not a defense in these cases

= Law prohibits any unconsented to sexual activity, with or
without force



SEXUAL CONSENT IS COMPLEX

1. Knowledge

2.Capacity gof consent?

3.Voluntariness



SEXUAL CONSENT: KNOWLEDGE

= Able to demonstrate a basic knowledge of the
sexual activities in question & potential risks

=" Knowledge of how to determine whether sexual
activities are NOT desired by the partner

= Knowledge of appropriate times and places for
sexual activities



SEXUAL CONSENT: CAPACITY

= Ability to understand the options related to the sexual behavior

= Appreciate the consequences of various courses of action

= Express a choice that is based on a rational or logical
consideration of relevant knowledge

® Choice is consistent with the individual’s values and
preferences

= Consider capacity for decisions regarding particular types of
sexual activities.

From kissing to petting to sexual intercourse



SEXUAL CONSENT: VOLUNTARINESS

®Individual must have the ability to make a
decision regarding sexual activity that does
not result from:

Coercion
Unfair persuasion
Inducements



SUGGESTIONS FOR ASSESSING SEXUAL

CONSENT CAPACITY

Awareness of the Relationship:

Is the individual aware of who is initiating sexual
contact?

Does the individual believe that the other person is a
spouse and, thus, acquiesces out of a delusional
belief, or [is he/she] cognizant of the other’s identity
and intent?

Can the individual state what level of sexual
intimacy [he/she] would be comfortable with?



SUGGESTIONS FOR ASSESSING SEXUAL

CONSENT CAPACITY

Ability to- Avoid Exploitation:

= |s the behavior consistent with formerly held
beliefs/values?

= Does the individual have the capacity TO SAY NO to
any uninvited sexual contact?



SUGGESTIONS FOR ASSESSING SEXUAL

CONSENT CAPACITY

Awareness of Potentiold Risks:

= Does the individual realize that this relationship
may be time limited (if placement in LTC is
temporary)?

= (Can the individual describe how [he/she] will react
when the relationship ends?

= |s the person able to refuse or resist sexual
advances?



SUGGESTIONS FOR ASSESSING SEXUAL

CONSENT CAPACITY

®= When assessing the individual(s), it is often helpful to include
a third individual who is known and comfortable. It is also
helpful to include someone of the same sex.

= Observation (several hours is recommended)

= Interviews with staff, family, and others

B Assessment Tools

® |nvolve Professionals/Consult

= |f possible a team meeting to discuss findings



VALUES




DO YOU KNOW YOUR OWN VALUES?

appendiz

A

The ) 5‘(:;{/}7 Attitudes abowut Intim acy
& Dementia (S ATD) Jurvey
# L

Tha following stotamants o intendad to reveal your offtudes obout intimocy and saxuclity issues which arise omong
parsans with demantia living in residenticl core focilities. Circls tha numbered responsa that bast suits your viewpoint.
fou do MOT hove to shone your responsas with onyona.

1. Competant ond consenting rasidants wha are marriad are entiled 8o ba seawally intimate with their spouses in o
private ploce within o core facility.

1 Sirongly Agree 1 Agree Somawhat | Disograe Somewhat 1 Strongly Disagrea
1 2 3 4
2. Competant ond consanfing residents who ora singls ora antitled 1o ba sauolly intimota with aoch other in a cara
facility.
1 Sirongly Agre 1 Agree Somawhat | Disogree Somewhat 1 Strongly Disogrea
1 2 3 4

3. Competant and consenting residants whe are married, but not to each céher, ara antiled 1o ba ssally intimess
with cna ancshar in cora facilit.
1 Strongly Agrec 1 Agrec Samawhat | Disagrae Somenwhat I Strongdy Disagres
1 2 3 4
4. A momied coupka with ana spouss living in tha community and the cther one with dementio residing in o core
facility is antitled 10 ba scwwally intimate in o privete plocs within tha acility.

1 Sirongly Agree 1 Agree Somawhat | Disograe Somewhat 1 Strongly Disagrea
1 2 3 4
5. Rasidants who howe demantio are not capoble of moking sound dacsions regarding participation in sawual rela-
tionships.
1 Strongly Agrec 1 Agroc Somawhat | Disograc Somewhat 1 Strongdy Disogres
1 2 3 4

4. Amarried coupla, with one spousa living ot homa and ona with demantia residing in o care foclity, is enfitled 10
ba sawuolly infimota even though the cne with demantio oppaors unobla to give consent.
1 Sirongly Agree 1 Agree Somawhat | Disograe Somewhat 1 Strongly Disagrea
1 2 3 4
7. Aspousa lving in the commumity is antitled 82 becoma intimataly imvalvad with somaona alsa i his or har spousa
has damania and rasides in o care foclity.
1 Strongly Agree I Agrac Samewhot | Disograe Someawhat I Strongdy Disogrea
1 2 a 4
8. Two rasidants, bath of whom have dementic, are anfifled to on exclusive ond consensual ralationship but should
not ba saxually intimata if ona of tham is married to anothar parsan.
1 Strongly Agrec 1 Agree Somawhat | Disograc Somewhat 1 Strongdy Disogrea
1 2 3 4

Alzheimer’s Care Quarterly | Spring 2002




VALUES: OLDER ADULTS

Community-dwelling older adults and LTC
residents continue to value and enjoy sexual
relationships throughout their lives.




VALUES: OLDER ADULTS

One, Two, Three, Four...
Check Your Bias at the Door!

A substantial percentage
of LGBT baby boomers

DON'T ASSUME YOUR are concerned about

discrimination

GRANDMA'S STRAIGHT! as they age

DR. REGINA KOEPP
www.drreginakoepp.com




VALUES: FAMILY MEMBERS

= Adult children of older adult residents often oppose
sexual contact between their parents and other residents

= For approving family members, only some types of
behaviors ARE approved of

= Many families believe that they should be kept informed
of their relative’s sexual behaviors and moreover be
involved in decision making about it

= Spouses tend to be more accepting of romantic
relationships between their spouse and other LTC
residents than adult children



VALUES: STAFF

= A resident’s personal choice is not always
valued due to:

= Conflicting personal values between staff and residents

= Sexual expression among residents NOT seen as a
“preferred” resident behaviors

= Many staff members DO NOT believe that
older adult resident discussions of sexuality or
maintaining an attractive self- image are
important



DIFFICULT BALANCE

® Balance the risks of sexual W—

activity with the individual’s -
right to autonomy, and the
values, preferences, and
sexual needs of the older

adult

= Care facility must balance individual’s
needs/rights with DPOHA/Guardian wishes with
Institutional and State policies

= All of this while balancing our own values




RECOMMENDATIONS




RECOMMENDATIONS:

TALK WITH OLDER ADULTS ABOUT SEX!

= Talk to older adults about sex (beginning, middle, and end)

= Assessment of sexual history on admission.
Including:
= Sexual orientation
= Sleeping habits (e.g., without sleepwear)
= Sleep pattern
= History of polyamorous relationships, extramarital relationships...
= Current sexual activity (e.g., masturbation), and interests.

= Attitudes toward sexual humor and entertainment, such as explicit
magazines or movies.

= How does the resident meet his or her need for sexual expression
and intimacy?

= NOT DONE YET!!
®= Intimacy should be addressed in care planning!!



RECOMMENDATIONS: GENERAL

Expression of intimacy should to be brought to the attention of
the resident’s primary family caregiver or legal representative
for the sake of discussion.

At all times staff must consider the perspective of the residents.

Design policies, programs, procedures, and guidance to promote
healthy sexuality and prevent victimization in older adulthood.

Medical and legal ethicists, along with gerontology experts,
policy makers, and practitioners, should discuss and provide
guidance and support for those who encounter the complex
issues that arise at the intersection of sex, aging, and
diminished capacity.

Expand Research



RECOMMENDATIONS:

MANAGE HYPERSEXUALITY &
INAPPROPRIATE BIDS FOR INTIMACY

Coercive or unsafe behaviors are unacceptable:

= Measures will be taken to protect any resident who is
deemed vulnerable on these grounds.

Acknowledge risks of sexual exploitation & victimization

Develop procedures for handling sexual hyperactivity

Hypersexuality should be addressed immediately for the
sake of all concerned.

Public masturbation is unacceptable, and residents wishing
to engage in this activity should be quietly directed to the
privacy of their own rooms (No SHAME, BLAME, or PAIN)



RECOMMENDATIONS:

STAFF NEED TRAINING

= Evaluate our own biases about sexuality

= Reflect on AND Challenge our biases and assumptions about
sexuality

= The SAID to help staff members identify personal attitudes about
aging, intimacy, sexuality, and dementia.

= Staff to engage in process of self-examination and team building
through a series of in-service training programs.

= Training exercises to break down the “us and them” barrier
®= Training should include all staff

®= Trainings for residents and family



RECOMMENDATIONS:

STAFF NEED TRAINING

®Training might include:
Information about sexuality and aging
Understanding the subjective experience of Alzheimer’s Disease
Perspective taking (staff - family - resident)

Understanding different cultural, religious, and legal
frameworks

A working knowledge of the framework for action in addressing
specific situations

Ways to maintain connectedness and support self-esteem



WHAT DOES A CONSIDERATE & RESPECTFUL

CARE COMMUNITY LOOK LIKE?

" When the primary goal of care is to enhance the
wellbeing of residents in a holistic approach: social,
emotional, spiritual, physical, and sexual needs are
respected.

= When staff members feel comfortable and effective
in addressing the intimacy and sexuality needs of
residents and can employ practical strategies for
dealing with specific situations involving residents
and their families.



WHAT DOES A CONSIDERATE & RESPECTFUL

CARE COMMUNITY LOOK LIKE?

" When the administration of a facility has established
guidelines or policies and procedures for resolving
dilemmas involving sexually intimate relationships
between residents.

" When family members or legal guardians have a
clear understanding prior to the admission of
residents about the potential for intimate
relationships and the facility’s guidelines or policies
onh such matters; staff ensure that an intimacy
profile is completed during the admissions process.



RESOURCES




RESOURCES

Hebrew Home at Riverdale Admin Policy & Procedure Manual: Resident
Sexual Expression (Revised April 2017): https://ncpacp.com/wp-
content/uploads/2017/06/Resident-Sexual-Expression-Policy-revised-
4.2017.pdf

Resource Guide compiled by Alzheimer’s Association (2015)

Alzheimer’s Association Publications
Changes in your relationship
= http://www.alz.org/living_with_alzheimers_changes_in_relationships.asp
Changes in sexuality and intimacy
= http://www.alz.org/national/documents/topicsheet_sexuality.pdf

= Sage:
= Zami Nobla: ATL org for aging Black Lesbians

American Bar Association (ABA) and American Psychological
Association (APA). 2008. Assessment of Older Adults with Diminished
Capacity: A Handbook for Psychologists. Washington, D.C.: ABA and
APA.


https://www.alz.org/library/downloads/sexandintimacy_rl2015.pdf
https://www.sageusa.org/
https://zaminobla.org/-
http://www.apa.org/pi/aging/programs/assessment/capacity-psychologist-handbook.pdf

CENTER FOR POSITIVE AGING

Center .for. " =) Print TEXT:2A A
PositiveAging gy

Connecting you to the resources you need!

Home About+ Quick Search ~ Getting Started + Support Us+ Calendar Contact Us

The CENTER FOR POSITIVE AGING was founded in 1982 and
is your trusted source for the information you need regarding . ~»
products, services, programs, and housing options for older

adults. i V\@tch later Share

As a not-for-profit organization, we excel at: }\‘k
« Connecting you with quality providers throughout Georgia, & \\\/

« Informing you about housing and services to assist in positive, ; M
successful aging.

Person-Centered Matters Video

Getting Started SEARCH

¢ Where to Start » HUD Subsidized Housin A

« How to Make Informed Choices » Retirement Communities Clle here to Iearn abm

« Caregiver Resources » Adult Day Services =

« Senior Assistance Programs » Assisted Living\Personal Care Home our ANNUAL Fundraiser
+ LGBTQIA+ Older Adult Resources » Nursing Home\Rehab Center GOLF TOURNAMENT

« Person-Centered Living Matters e CCRCs \ Life Plan Communities

» Home Care\Home Health Care\Hospice

» Home and Community Based Services




FOR AGING BLACK LESBIAN WOMEN IN ATL

About Join Donate AL Scholarship Fund Podcasts

/AMINOBLA

Articles Contact Us

ZAMI NOBLA

A Carriacou word meaning women who work together as friends and lovers.

The name ZAMI also honors the late Audre Lorde, a Black lesbian feminist
who was poet laureate for New York State and who wrote the biomythography
ZAMI: A New Spelling of My Name.

National Organization of Black Lesbians on Aging
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Advocacy &
Services for
LGBTEId3HAT WE DO YOUR RIGHTS & RESOURCES GET INVOLVED

We refuse to be invisible

We look out for each other. It’s what we
do.




Contact Me/

info@drreginakoepp.com

Visit my Websited

www.drreginakoepp.com

Joinw My Email List!

1. Tips for Caregivers

2. Dementia Care Info “
3. Healthy Aging Resources Dr. Regina Koepp
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