
SEGMENT HIGHLIGHTS
Intimacy and Sexuality During Illness
→ Humans are both inherently relational and sexual beings.  Intimacy is a deep personal and loving relationship with an emotional 
closeness and may or may not have a physical component. Sexuality encompasses the totality of behaviors and attitudes that 
influence sexual orientation and expression. This includes capacity for and strength of sexual feelings and behaviors, sensitivities 
about sexual feelings and behaviors, and gender identification. While sexuality is based on biological drive, it is also influenced by 
emotional, psychological, social, and spiritual mores, attitudes, and beliefs.

→  Intimacy and sexuality needs exist, in one form or another, throughout the life cycle. Research shows that while terminally-
ill patients retain sexual and intimacy needs, these desires often are unacknowledged by professional caregivers, their families, 
friends, and informal caregivers. End-of-life care professionals can assist by sensitively providing education about the ways these 
needs may change and how they can be addressed during advanced illness. Professionals should be aware of their own biases and 
knowledgeable about the personal, psychological, and institutional barriers that inhibit patients, informal caregivers, partners, 
and families from fulfilling intimacy and sexuality needs. Such barriers include an illness’ effect on body image (weight loss, hair 
loss, mastectomy, for example); health considerations (such as fatigue, pain, medical equipment, weakness, nausea, side effects of 
treatment or medication, heart malfunction due to arousal); and psychological factors, including grief and depression. 

→ Caregivers who have an intimate or sexual relationship with a patient may also be affected by caregiver stress and fatigue, 
anticipatory mourning, or change in partner roles. As hospice aims to care for the family unit, information and/or counseling 
should be offered to caregivers who experience duress due to a diminishing ability to experience intimacy or sexuality.  
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LEARNING OBJECTIVES
→ Define and contrast intimacy and sexuality and describe how 
these needs may affect the care and well-being of dying and 
bereaved individuals.

→ Describe barriers to meeting the needs of intimacy and the 
sexual desires of individuals who are coping with life-threaten-
ing illness.

→ Discuss sensitivities, skills and knowledge that end-of-life 
professionals should possess to use appropriate interventions that 
address the intimacy and sexual needs of dying persons.

→ Describe the intimacy and sexual needs of individuals who 
are bereaved and identify barriers that inhibit opportunities to 
address such needs. 
 
→ Discuss sensitivities, skills, and knowledge that end-of-life 
professionals should employ when addressing issues of intimacy 
and sexuality with bereaved individuals.

→ Identify the ethical issues, including boundaries, that healthcare 

professionals should be aware of when helping clients and 
patients meet intimate and sexual needs.

→ Discuss how barriers to intimacy can be overcome in the 
midst of a public health crisis that restricts visits and contact 
with family and friends at end of life.

→ Identify three ways that grief is impacted by when intimate 
contact near death or during the dying process is prohibited 
and when death rituals such as memorials and funerals are 
delayed; Discuss counseling interventions to support these 
grievers.

→ Discuss how barriers to intimacy can be overcome in the 
midst of a public health crisis that restricts visits and contact 
with family and friends at end of life; and

→ Identify three ways that grief is impacted by when intimate 
contact near death or during the dying process is prohibited 
and when death rituals such as memorials and funerals are 
delayed; Discuss counseling interventions to support these 
grievers.
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→ Many patients with life-limiting illness report wanting to discuss issues related to intimacy, sexuality, and their disease with 
healthcare providers; within a sample of palliative care patients, all (100%) indicated that clinician-led discussions about intimacy 
and sexuality were helpful. 

→ Some ways for clinicians to tactfully initiate the topic of intimacy and sexuality include:
•  Use active listening skills and attentive behavior; assure them they are being heard.
• Communicate authenticity and empathize.
• Foster an open environment for sharing that emboldens patients and families to bring up subjects that are important to them.
• Maintain an open, receptive attitude.
• Use an open-ended approach to provide an opportunity for conversation. 
• Reframe sexual concerns as common, appropriate health conditions.

TIP SHEET

→ There may be additional barriers to intimacy and sexuality for those persons who define their sexual orientation as lesbian, gay, 
bisexual, transgender, questioning or asexual. Healthcare provider organizations should develop, review, and if necessary, revise 
policies, methods of communication, intake forms, and other materials that demonstrate inclusivity and respect for a patient’s 
sexual orientation. End-of-life professionals should work from a patient-centered approach, and again, be aware of their own 
perspectives and biases.

→  End-of-life professionals should routinely assess patients’ advance care plans, as well as their sexual and intimacy needs and 
histories. There are tools such as the Ex-PLISSIT, BETTER, and ALARM models that can be useful in meeting these goals.

→ Some patients and families report a different, or even increased intimacy, in the face of serious illness. Hospice and palliative 
care providers may find varied complementary therapies, such as meditation, massage, and pet therapy, useful in enhancing these 
opportunities and assisting patients in meeting intimacy needs.

→  Spiritual and religious beliefs often address issues of sexuality and intimacy. End-of-life professionals should assess the ways that 
a client’s spirituality can complicate and/or facilitate the expression of sexual and intimacy needs.

→  While all individuals share intimacy and sexual needs, in certain populations these needs may raise profound ethical, legal, and 
practical issues for professionals and organizations providing end-of-life care. End-of-life professionals should review institutional 
policies in order to strike a balance between preserving these basic human needs while offering adequate protection for patients.

Intimacy and Bereavement
→  While all individuals share intimacy and sexual needs, in certain populations these needs may raise profound ethical, legal, and 
practical issues for professionals and organizations providing end-of-life care. End-of-life professionals should review institutional 
policies in order to strike a balance between preserving these basic human needs while offering adequate protection for patients.  

→  When  a partner dies, a bereaved person may experience the secondary loss of intimacy and/or sexual expression. Bereavement 
professionals should assess these needs and be aware of barriers that might inhibit bereaved individuals from addressing such 
needs or addressing them in ways that are destructive.

→ Intimacy and sexual needs also may be interrupted when a child dies. Bereavement professionals should assess the ways that a 
child’s death affects parental intimacy and sexuality and develop sensitive interventions that offer education and resources to assist 
parents in regaining an intimate relationship.

→ Survivors of suicide or other trauma often may find it difficult to regain trust necessarily for healthy intimate and sexual 
relationships. Professionals should be sensitive to the barriers that exist for survivors of suicide and/or other trauma and support 
clients in acknowledging these obstacles.

→ Discussions about sexuality and intimacy can create tension and cause discomfort in bereavement professionals. Professionals 
need training and supervision from colleagues, employers, or universities as they struggle with the skills and ethical sensitivities 
inherent in such discussions. In addition, individuals and their respective organizations should teach and model effective 
approaches to self-care.



• Provide targeted, evidence-informed education when needed.
• Use clear, easy-to-understand terms, while avoiding technical language and jargon. 
• Address common myths or misconceptions (e.g., the myth that cancer is communicable).

→ Routine clinical assessment of patient concerns about sexuality and intimacy is vital. Tools for assessing intimacy and sexual needs 
include the Ex-PLISSIT model for communicating about intimacy and sexuality-related issues in healthcare settings.

• Ex-PLISSIT (Extended Permission, Limited Information, Specific Suggestions, and Intensive Therapy). 
• Extended Permission- communicating a willingness to have a discussion about sexually related topics. Clinicians can extend 
an open-ended invitation, such as: “Those in similar situations have expressed concerns about intimacy and sex. What concerns 
are you having?” 
• Limited Information- providing patients/partners with brief, clinically relevant information regarding common sexual issues 
associated with a particular illness or treatment. This might include education regarding the etiology or root cause of the 
condition; manifestation and expected trajectory of the illness; and potential complications, especially those that could directly 
impact intimacy or sexual expression. 
• Specific Suggestions - include concrete suggestions on how to cope with the effects of the illness. (Note: If the patient is 
partnered, it may be best to talk with the couple together.) Examples might include altering positions to minimize pain; dealing 
with powerful emotions (guilt, resentment, anger); and the use of medication. 
• Intensive Therapy  - In a minority of cases, referral to a specialist such as a relationship counselor or sex therapist might be 
warranted. 

Other assessment tools include the BETTER Model (Bring up; Explain; Tell; Timing; Educate; and Record) approach and the ALARM 
Model (Activity; Libido; Arousal; Resolution; and Medical history).

→ The intimacy needs of children facing life-limiting illness, and the intimacy and sexuality needs of adolescents in similar situations, 
should be considered and openly addressed. The Ex-PLISSIT model can be adapted to work with these populations.

→ Clinicians need to inform patients that many health conditions and treatments, especially with a life-limiting illness, can negatively 
affect sexual function and libido. Clinicians can broach these concerns when discussing treatment options and prognosis and work to 
align patient/partner/family expectations with reality given the patient’s physical changes in health and function. Disruptions in sexual 
capabilities or desire might warrant a physician consultation for possible pharmaceutical intervention, and also encouragement to 
explore different means of sexual expression. 

→ Patient advocates can work to change institutional policies, rules, and practices that impede sexual expression. Patient-centered 
practices and policies may include waiting for permission before entering their room; availability of “privacy please” signs; or use of 
hospital beds large enough for a couple. Hospitals, hospices, nursing homes, and palliative care practices can hold staff in-services on 
patient rights and intimacy needs and encourage practitioners to continually assess their own biases and values.

→ Patients receiving care through Medicare, for which all older adults over 65 in the United States qualify, have protected rights. These 
include the right to “dignity and respect,” including respect for one’s sexual preferences. The right to dignity and respect includes 
consideration of one’s privacy as long as one’s decisions are not infringing on the rights of other people residing or working in the 
facility. The rights of care recipients need to be measured alongside the rights of workers for a safe and supportive environment, and 
policies should support individuals as they reflect on their own relationship to end-of-life sexuality.

→ For some, “having sex” includes a broader set of behaviors including expressing sexual intimacy through hand holding, holding each 
other, kissing, oral sex, and other intimate activity, rather than primarily focusing on intercourse. Because this range of acts is available to 
people in many states of health and regardless of gender identity and sexual orientation, it is a helpful expansion of the definition of sex.

→ The strongest person-centered care includes a clinician’s self-awareness of one’s attitudes and beliefs combined with knowledge of 
and openness to learning about the persons and groups for whom care is being provided. Some areas of practice include focusing 
on the language used, including pronouns (and asking individuals the pronouns by which they wish to be identified) and checking 
heteronormative assumptions (e.g., presuming an individual is heterosexual and/or is married and/or has children and offering more 
inclusive families of choice options).



 
→ Institutionally, pay attention to these concerns on the intake forms and documents utilized at admission or other critical junctures 
and the ways in which individuals are addressed at first meetings. A truly inclusive setting would include a nondiscrimination 
statement (comprising sexual orientation, gender identity, gender expression, among others) and support of their employees, through 
trainings (as noted above), orientation, and benefits.

→ More than 5 million people in the United States currently have Alzheimer’s disease and numbers are expected to grow. Long-term 
care facilities, nursing homes, and other institutions caring for these people can create institutional policies that help address the 
challenges that intimacy and sexuality can bring when combined with dementia. Documents developed by the American Medical 
Directors Association as well as the foundational policy created by the Hebrew Home of Riverdale (NY) can serve as useful tools and 
guides. 

→ Assessing the intimacy and sexuality needs of the bereaved is a critical component in providing supportive care. Some 
recommendations to help clinicians acknowledge and address these needs in the bereaved include a willingness to reflect on 
stereotypes, biases, or prejudices related to both grief and sexuality and supporting clients to do the same. Conflicting experiences 
should be acknowledged and validated; missing one’s spouse while desiring sex with someone else is not a betrayal or sign of disloyalty.

→ Bereaved parents can face particular challenges to intimacy and sexuality after the loss of a child. Importantly, however, the 
relationship between bereaved parents can also be a source of strength and resilience, and it can change and evolve in ways that 
bolster the bond between them. Professionals should encourage parents to communicate openly about these issues and normalize any 
concerns they have. Overall, couples-focused support and the inclusion of both partners in efforts to address these challenges have 
been shown to be beneficial. 

These tips are drawn from HFA’s companion book, Intimacy and Sexuality During Illness and Loss, edited by Kenneth J. Doka and Amy 
S. Tucci. See ordering information below.

 

Go to: https://educate.hospicefoundation.org and log in or click “Register Now” to create a new account.
Enter CE Code & Site ID (provided by event organizer)
Choose board, complete evaluation, complete exam (must receive 80% or above; can be retaken to pass)
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Call HFA at 202-457-5811 or email educate@hospicefoundation.org with any questions.

IMPORTANT COPYRIGHT NOTICE
 
HFA programs, content, DVDs, and books are copyrighted.  Their use and dissemination is restricted and unauthorized 
duplication is prohibited. A single registration covers multiple viewers at one location. DVDs and program links must be used at 
the registered address and cannot be copied or viewed outside the registered site location or on an internal or external network 
without written permission from HFA.

CONTINUING EDUCATION
 
2 credit hours are available until September 23, 2021 through Hospice Foundation of America. To obtain your CEs:

INTIMACY AND SEXUALITY DURING ILLNESS AND LOSS BOOK
 
Companion books are available at 10% off retail price to program attendees. Order your copy today at 
https://hospicefoundation.org/lwg2020/book.  Use the discount code LWG20 at checkout.



Carrie Arnold, PhD, FT, MEd, RSW, CCC, is a Certified Canadian Counselor with the Canadian Counseling and 
Psychotherapy Association, is registered with the Ontario College of Social Workers and Social Service Workers, 
and is an approved service provider with the First Nations and Inuit Health Branch of Health Canada. Dr. Arnold 
provides psychotherapy to adolescent and adult clients in the areas of grief, loss, and trauma. Her publications 
include articles on issues related to the experiences of adolescent girls, attachment and loss, and an edited volume 

entitled Understanding Child and Adolescent Grief: Supporting Loss and Facilitating Growth (Routledge). Additionally, Dr. Arnold 
has launched The Grief and Loss Research Lab at King’s University College. Current research interests include the use of photo 
narrative with the bereaved, as well as medical assistance in dying (MAiD). She is currently an assistant professor, thanatology, at 
King’s University College at Western University.

 Alua Arthur, JD is a death doula, attorney, and the founder of Going with Grace, an end-of-life planning 
organization that exists to support people as they answer the question, “What must I do to be at peace with myself 
so that I may live presently and die peacefully?” From private end-of-life consultations to online coursework to 
training death doulas, she is tirelessly committed to bringing awareness to death and dying. She passionately 
believes considering death can inspire the way people live. Ms. Arthur currently sits on the Board of Directors 

of the National End-of-Life Doula Alliance (NEDA) and the End-of-Life Doula Council of the National Hospice and Palliative 
Care Organization (NHPCO). A jewelry addict, Arthur is also a life lover, donut fanatic, and developing nation enthusiast. She is 
inspired by LIFE, the little joys we can find even in dark times, the freedom of authenticity, and the power in the word YES.

John G. Cagle, PhD, MSW, is an associate professor at the University of Maryland School of Social Work. His work 
focuses on improving care for patients and families coping with serious and life-limiting illness, and is informed 
by nearly a decade of experience as a hospice social worker. As a translational health services researcher, Dr. 
Cagle’s efforts focus on identifying effective models of care and support for dying patients and their families – and 
implementing those models into routine clinical practice. His current research examines disparities in care at the 

end of life, psychosocial barriers to pain management, and improving palliative care outcomes in long-term care settings. His 
research has been supported by a number of public and private entities, including the University of Maryland School of Social 
Work Financial Social Work Initiative, Hospice Foundation of America, the National Palliative Care Research Center, the John A. 
Hartford Foundation, the National Institute on Aging, the Agency for Healthcare Research and Quality, and NHPCO.

Kenneth J. Doka, PhD, MDiv, is Senior Bereavement Consultant to Hospice Foundation of America (HFA) and 
recipient of the 2019 Lifetime Achievement Award from the Association for Death Education and Counseling 
(ADEC). He serves as editor of HFA’s Living with Grief® book series and its Journeys bereavement newsletter. He is 
a prolific author, editor, and lecturer; past president of ADEC; and a member and past chair of the International 
Work Group on Death, Dying, and Bereavement (IWG). In 2018, IWG presented Dr. Doka with the Herman Feifel 

Award for outstanding achievement in thanatology. He received an award for Outstanding Contributions in the Field of Death 
Education from ADEC in 1998. Dr. Doka is an ordained Lutheran minister and a licensed mental health counselor in the state of 
New York. This is Dr. Doka’s 27th year of involvement with the Living with Grief® program.

MODERATOR: 
 Frank Sesno directs the School of Media and Public Affairs at The George Washington University. He is an Emmy 
Award-winning journalist and creator of Planet Forward, a user-driven web and television project that highlights 
innovations in sustainability.  Inspired by his mother’s experience with hospice, Mr. Sesno has hosted the Hospice 
Foundation of America's Living with Grief® program for 10 years. Mr. Sesno’s diverse career spans more than three 

decades, including 21 years at CNN where he served as White House correspondent, anchor, and Washington Bureau Chief.  He 
has interviewed five U.S. presidents and thousands of political, business, and civic leaders.
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