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Learning Objectives

1. Discuss the ethical issues in family caregiving.

2. Describe at least three (3) methods for addressing ethical issues 
involving patients and family caregivers.
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“There are only four kinds 
of people in the world: 
those who have been 
caregivers, those who are 
currently caregivers, those 
who will be caregivers, and 
those who will need 
caregivers”.

-Rosalynn Carter, Former 
First Lady

August 18, 1927 – November 19, 2023



Background

❖ Approximately 53 million people provide family care in the United States 
(21.8% increase from 2015).

❖ 34.2 million provide care to an adult aged 50 or older.

❖ Average intensity of care (~20 hours/week).

❖ Majority of caregivers are female (61%).

❖ Majority of caregivers are over 40 years old (63%).

❖ 28-30% of family caregivers who care for relatives also have children 
under 18 years.

❖ Economic value of family care: approximately $470 billion
(Family Caregiver Alliance, 2020)
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Biopsychosocial Issues in Family Caregiving

(Adelman et al, 2014; Wittenberg et al, 2017; Zarit et al., 1986) 

Physical Health 
• Sleep disturbances 

• Fatigue 

• Reduced Energy 

• Chronic conditions

• Ill health

• Early Death

• Weight Gain/Loss

• Increased Cortisol

Social Health
• Social Isolation

• Financial insecurity

• Increased Smoking

• Poor diet 

• No exercise

• No rest

• Poor quality of life

• Poor Coping Skills

• Less self-care

Mental Health
• Depression

• Anxiety 

• Fear 

• Apprehension

• Suicidal ideation

• Anger & resentment 

• Hostility

• Lack of Intimacy
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Benefits of Caregiving (Caregiver Esteem)

(Cohen et al., 2002; Grant et al., 1998; Hastings & Taunt, 2002; Sheldon et al., 2020). 

Other
• Financial benefit for providing 

care at home over assisted-living.

• Well-informed on care recipient’s 

condition and treatment.

• Feelings of fulfillment.

Interpersonal
• Close relationship with family 

member.

• Lessons can be applied to other 

interactions

• View of caregiving as a privilege 

rather than an obligation.

In some states, 
caregivers can 

receive payment 
from Medicaid 

through consumer 
directed programs.
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Ethical Issues in Family 
Caregiving
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Ethical Issues in Family Caregiving
Absence of boundaries for the potential response 

of family caregivers

Need for informed choice-making

Decisional autonomy and independence in the 
care relationship

Power dynamics in the care relationship

Relations with formal/professional caregivers 
(healthcare personnel) Barret et al., 2016
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Boundaries of Care Relationships

Barret et al., 2016

➢ Family care, unlike 
formal/professional care, has a 
notable absence or diminution of 
boundaries.

➢ Since family care is given to single 
individuals who are connected in 
some way with the caregiver, this 
relationship is troubled from the 
outset by the fact that there are 
no boundaries for the potential 
response (Levinas, 1989, as cited 
by Barret et al., 2016).
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Motivations and Willingness – NOT the same.

Zarzycki & Morrison, 2021
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Informed Consent

Informed consent occurs when communication between a patient and clinician 
results in the patient’s authorization or agreement to undergo medical 

interventions (AMA).

Primary tool for the maintenance of patient autonomy.

How do we discuss with family caregivers, current and future, about 

what their lives will look like serving in this role?

Do
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How we approach family caregivers

Teaching how to care for the individual

• Medication Management

• Lifting/Moving

• Follow-Up

• Wound Care

We ask about resources and financial information

• What can they provide us? 

• Normally so we can ensure they receive the right resources to be 

successful – “safe discharge”.

We might provide information on community resources

• If available, we can provide information about community resources that can 

aid the patient and caregiver.
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Informed Choice-Making in Family Care

Many caregivers feel ill-prepared for their role, lacking information and basic preparation skills 

(Nolan et al., 2001).

“Being forced to take on responsibilities that exceed capacity…  leads to situations of 

unsustainable caregiver burden. Being an active agent indicates the possibilities of choice, and 

choices include to not [provide] care, to [provide] care, to have help, to be in the workforce 

outside the home, and to recognize care at home in terms of work, rather than solely in terms of 

family duty, love, and affection.” (Barrett et al., 2016).

Caregiver support can [and should] include interventions that assist caregivers 

to take up, or not take up, the caring role, continue the caring role, or give up the 

caring role (Askham, 1998).
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Practical Responses to Ethical Issues in Family Caregiving in the 
clinical setting.

1. Acknowledge the caregiver burden and caregiver esteem can co-exist (Scorgie & 
Sobsey, 2000): much of the literature and interventions are focused on caregiver 
vulnerability. It’s important not to assume that a family caregiver is automatically or 
solely burdened.

2. Recognize the needs of the caregiver: being included in discussions for the care 
recipient will assist the family caregiver in feeling valued. Take time to properly inform 
the caregiver about what they can expect for themselves as persons with their own value, 
needs, and agency.

3. Call for help: when it becomes clearer that there are conflicts and issues that involve 
values, leverage resources where available (ethics, social work, palliative care, 
chaplaincy, child life, etc.). Do not turf.

4. BONUS: Empathize: 1) reflection, 2) legitimization, 3) exploration, and 4) partnership.
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Thank you!

Panel discussion up next!
Nicholas_mercado@urmc.Rochester.edu 
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Case Scenario #1

Nearly every state, as well as the District of Columbia and US territories, mandate that 

certain professionals report incidents of suspected elder mistreatment to reporting 

agencies, including Adult Protective Services (APS). Statutes vary regarding the types of 

individuals required to report, and the type of abuse that must be reported. Depending 

upon the jurisdiction, mandated reporters may include healthcare professionals, law 

enforcement, social services staff working with older adults and/or adults with 

disabilities, caregivers, clergy, and financial institutions, among others.

A caregiving daughter is frustrated with her mother’s inability to “listen.” She 

shouts at her when she refuses to take a shower, eat, or go to sleep at a certain 

time. Is this abuse? What additional information do you want to know? 

As a mandated reporter, do you make a report to APS or give the 

daughter a grace period? 



Case Scenario #2

My 78-year-old mother has moderate dementia and experiences 
depression, anxiety, agitation, and sleep disturbance. Her doctor 
recommended a low-dosage CBD/THC gummy to reduce these 
concerns. She takes one a day, in combination with other 
therapies. She now experiences more stable moods and better 
sleep. 

Is it wrong to give my mother a drug that she would never 
have agreed to take on her own? (NYT The Ethicist)



Case Scenario #3

An older victim of financial abuse obtained a restraining order, 
prohibiting her son who has been stealing her money, from having 

any contact with her. After several weeks, she misses him and 
wants to have regular visits, as well as his help with medical 
appointments, grocery shopping, etc. as he had done in the past. 

The son comes to visit her, thereby violating the restraining order 
and potentially exposing the mom to further financial abuse. 

How do we balance mom’s desire for emotional connection 

and support while protecting her from financial 
exploitation?



Case Scenario #4

My mother has advanced dementia. I manage her finances, 
including making annual donations in her name. One of her 

caregivers has asked me to donate to her church (caregiver’s). I 
agreed, but when I looked up the church, I noticed they oppose 
same-sex weddings and believe homosexuality is a sin. As a gay 

man, I don’t support any organization that doesn’t support me. 

While my mother’s money is not mine, is it wrong of me to 
deny her caregiver’s request? (NYT The Ethicist)



Tips & Tools:

• Providing Safe and 
Supportive Caregiving

• Providing Culturally 
Competent and 
Responsive Care to Older 
People who Experience 
Abuse

https://pfs2.acl.gov/strapib/assets/NCEA_LACRC_TT_Supp_Caregiving_2024_deac396282.pdf
https://pfs2.acl.gov/strapib/assets/NCEA_LACRC_TT_Supp_Caregiving_2024_deac396282.pdf
https://pfs2.acl.gov/strapib/assets/NCEA_TT_Cultural_Response_8b745f94a3.pdf
https://pfs2.acl.gov/strapib/assets/NCEA_TT_Cultural_Response_8b745f94a3.pdf
https://pfs2.acl.gov/strapib/assets/NCEA_TT_Cultural_Response_8b745f94a3.pdf
https://pfs2.acl.gov/strapib/assets/NCEA_TT_Cultural_Response_8b745f94a3.pdf
https://pfs2.acl.gov/strapib/assets/NCEA_TT_Cultural_Response_8b745f94a3.pdf


http://losangelescrc.usc.edu

 1-800-540-4442

#USCFCSC #LACRC

http://losangelescrc.usc.edu/


CAREGIVING RESOURCES

Caregivers Are Learning More (C.A.L.M.)

https://losangelescrc.usc.edu/caregiver-month-celebration-2024/ 

Family Caregiver Alliance
https://www.caregiver.org/

Administration for Community Living, National Family Caregiver Support Program

https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program

Administration for Community Living, National Alzheimer’s and Dementia Resource Center

https://nadrc.acl.gov/home 

Alzheimer's Association
https://www.alz.org/ 

https://losangelescrc.usc.edu/caregiver-month-celebration-2024/
https://www.caregiver.org/
https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program
https://nadrc.acl.gov/home
https://www.alz.org/
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