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Former First Lady,
Rosalynn Carter:

“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.”
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National Alliance for Caregiving, 2020; AARP, 2023

What Do Caregivers Do?

• Instrumental support

• Activities of daily living (ADL) and Instrumental activities of daily living 
(IADL)

• Emotional support

• On average, caregivers provide care for 8.3 hours/day for 13.7 months

• Annual economic value of caregiving in the U.S. was recently estimated at 
$600 billion

• Caregivers are critical to our healthcare system. 
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Acquati et al., 2020; Askari et al., 2012; Braun et al., 2007; Hudson et al., 2011; Moschopoulu et al., 2018; National 
Alliance for Caregiving, 2023; van Warmerdam et al., 2019

Caregivers of Patients with Cancer



Existential Distress in Caregivers

• Hopelessness

• Demoralization

• Loss of meaning and purpose

• Loss of sense of self

• Loss of dignity

• Feeling like a burden to others

• Desire for hastened death



Drivers of Continued and Increased Distress

• Increasing number of patients living with advanced disease

• Increasing number of patients with significant comorbidities

• Push to outpatient/home-based care that depends on caregivers

• Increased complexity of medical care at home

• Increased pre-death period of incapacity at home

• Increased cost of medical and home-based care

• Increased remote/distance caregiving

(Dionne-Odom, 2022)



Distress across the Caregiving Trajectory
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Lesson 1: Caregivers experience shifting roles and family 
dynamics 

• Impact of illness and caregiving on the relationship (e.g., parent/child, 
spouse/partner)

• Many losses experienced in the context of changing dynamics (i.e., loss of 
physical intimacy)

• Management of other responsibilities while caring for the patient at home 
(e.g., childcare, finances, household maintenance)

• Balancing caregiving with care for self, especially when caregivers have 
their own healthcare concerns



Lesson 2: Caregivers must balance caregiving with 
other responsibilities 

• These responsibilities come as 

a surprise to many caregivers

• These may be more easily 

delegated than “hands-on” 

caregiving



Lesson 3: Caregivers are asked to perform medical 
and nursing tasks

• Caregivers are critical members of the healthcare team

• Caregivers are asked to assume responsibilities once held only by trained 

healthcare professionals

• Caregivers of patients receiving outpatient and homebound HCTs have 

some of the most profound and enduring responsibilities
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(1) Record name 
and contact info of 
family caregiver in 
the medical record 
of the care 
recipient.

(2) Inform 
caregiver when 
care recipient is 

to be transferred 
or discharged.

(3) Provide 
caregiver with 
education and 
instruction for the 
medical tasks they 
will need to 
perform for the 
patient at home.

Caregiver Advise Record Enable (CARE) Act



Lesson 4: Caregivers must often take responsibility for 
healthcare communication



With loved ones:

• Anxiety and fear of upsetting one another

• Desire to maintain hope

• Pre-existing family dynamics

• Conflicting prognostic understanding

With healthcare providers (HCPs):

• Many HCPs fail to initiate conversations 

• Not knowing the “right words” to use

• Lack of consent between caregiver and patient before the appointment 

about communication goals 

Challenges of Healthcare Communication



“Dad, I would really like to ask 
your doctor what treatments 
are available if this treatment 
stops working. Would that be 
ok? And is there anything that 
you want to be sure to bring 

up with her?”

I’m concerned about how 
difficult you’re finding it to 
remain adherent to your 
medications. I think it’s 

important that your doctor 
knows you aren’t taking 

them daily. Can we mention 
this to him next week?

Consent Conversation



Goals of care will change. 
This is a discussion that MUST 

be repeated

Setting the Agenda

• I know this is hard to talk about, but I would really like us to discuss _______

• It’s important for me to know what you want so that I can be sure to carry out 

your wishes, if you can’t tell the doctors what you want at that time.

• Can we talk about this?
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Coping with changes in social support/caregiving network 

XYZ Technique 

X: “I feel (or felt) X      ”

Y: “When you say/do (said/did) Y     ”

Z: “Because Z      ”
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Lesson 5: Caregivers must cope with difficult 
negative emotions



“The look on 

the doctor’s 

face meant…”

“How am I 

going to raise 

my son as a 

single 

mother?”

“He seems 

more out of 

breath, the 

cancer must 

be back…”

“My boss is 

going to fire me 

if I miss work 

again because 

of another 
family 

emergency…”



Emotions are 
messengers that tell us 
how to live more fully.
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DISGUST



GUILT
WRONG 

WAY
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Lesson 6: Despite suffering, caregiving provides an 
opportunity to connect to meaning and purpose

• Experiencing meaning through connecting to your 

authentic sense of self

• Connecting to meaning through recognizing the 

historical context in which caregiving is occurring; 

caregiving inevitably shapes the legacy caregivers 

give to others

• Connecting to meaning through choosing your 

attitude

• Connecting to meaning through your five senses



Questions to help caregivers connect to meaning:

In what ways has your sense of 

identity changed as a result of 

caregiving? What have you 

learned about yourself as a 

result of your caregiving role?

Are you proud of 

being a caregiver? 

Why or why not?

Since becoming a caregiver, 

what are the specific 

limitations or losses you 

have faced, and how are you 

coping or dealing with them?

What are your 

responsibilities? Who 

are you responsible to 

and for?
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Resources for support:
• Speak with nurse or social worker affiliated with your care partner’s 

medical team

• If support provided by hospital staff is time limited, request a community 

referral before discharge

• Psychologytoday.com is a phenomenal resource to find community-based 

mental health professionals

• Many religious and spiritual institutions offer support

• Peer support is a wonderful adjunct to professional support (e.g., through 

BMT InfoNet Caring Connections)





#CaregiverNation2023





Thank You!

applebaa@mskcc.org
Twitter/X @DocApplebaum
IG @drallisonapplebaum



Questions?

Allison Applebaum PhD

Associate Attending Psychologist and 

Founding Director, Caregivers Clinic, 

Memorial Sloan Kettering Cancer Center



Let Us Know How We Can Help You

Visit our website:  bmtinfonet.org

Email us: help@bmtinfonet.org

Phone: 888-597-7674 or 847-433-3313

Find us on: 

Facebook, facebook.com/bmtinfonet 

X, twitter.com/BMTInfoNet
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