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Mrs. Jones sat next to her husband at his doctor’s appointment, 
tightly clenching the sides of  the chair and pursing her lips. 
Her shoulder‑length hair showed two inches of  gray at the 
roots. Her handbag was filled with her husband’s medications, 
a binder of  his prior medical records, and pictures of  their 
grandchildren. [Identifying details have been changed.] A few 
short months earlier, her husband had been diagnosed with 
Alzheimer’s disease and was in clinic today for a follow‑up 
visit. Mrs. Jones stayed silent throughout the appointment, 

gazing at the floor. When the clinician asked whether she had 
any questions or concerns, she shook her head “no,” but as the 
clinician continued helping her husband with his many health 
needs, tears filled Mrs. Jones’ eyes. The clinician could sense 
Mrs. Jones’ distress, but he was busy with competing demands 
throughout the appointment, and Mrs. Jones was not his patient. 
Although the clinician knew that Mrs. Jones was struggling with 
the stress of  caring for her husband, he felt uncertain in how to 
best help Mrs. Jones. He continued to focus on his patient and 
the appointment came to a close.

Afterward, the clinician worried. He worried about Mrs. Jones’ 
ability to care for her husband and family, of  course, but also 
about her ability to care for herself. He wondered when Mrs. 
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AbstrAct

Caregivers, or persons who provide unpaid support to a loved one who could not manage to live independently or whose health 
or well‑being would deteriorate without this help, are increasingly common. These rates have only increased with the COVID‑19 
pandemic forcing many to care for sick family members in the short or long term. Unfortunately, caregiving is associated with 
significant burden and health risks, not only for caregivers themselves but also for the care recipients of overwhelmed caregivers. 
These risks have also been exacerbated by the social isolation of the COVID‑19 pandemic. Although interventions exist which have 
been proven to reduce caregiver burden, education on these interventions is lacking, partly because there has not been a memorable 
framework on how to care for caregivers. In this paper, an innovative framework to teach clinicians about caring for caregivers is 
introduced, the C.A.R.E. framework: Caregiver well‑being, Advanced care planning, Respite, and Education. This simple framework 
will help providers become aware of caregiver needs, comfortable in addressing their needs, and able to suggest interventions 
proven to reduce caregiver burden. Knowledge of this framework should start with medical students so that they can incorporate 
this critical aspect of primary care into their clinical practice early on in their careers. If providers can simply remember to perform 
these four interventions, to C.A.R.E. for our caregivers, then they will make a significant impact on the lives of both our patients 
and their loved ones, during the present COVID‑19 pandemic and thereafter.
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Jones would take the time to step away from caring for her 
husband to go to her own doctor’s appointment. He wondered 
whether the team had just missed an important chance to care 
for Mrs. Jones. He wondered what he could have done to help 
Mrs. Jones, the hidden patient in this visit.

Caregivers like Mrs. Jones, persons who provides unpaid support 
to a loved one who could not manage to live independently or 
whose health or well‑being would deteriorate without this help, are 
common.[1] In fact, over 43.5 million Americans, or over 7% of  the 
US population, are caregivers to an adult over 50, and with our aging 
population, this number will continue to grow.[2] Americans have 
come to rely even further on this network of  informal caregivers 
to take care of  a nation during the COVID‑19 pandemic, as adult 
day health centers close, tele‑visits replace in home care, and many 
patients opt to postpone their usual in‑home care or respite services 
due to risk of  COVID‑19 exposure.[3] In many states, caregivers 
have even been called on to aid in the rollout of  the COVID‑19 
vaccine and be deputized to administer to care recipients.

Unfortunately, as in Mrs. Jones’ case, caregivers can suffer 
immensely. The adverse effect on caregivers’ emotional, social, 
financial, and spiritual functioning is known as “caregiver 
burden.”[4] Caregiver burden is associated with significant health 
risks including depression, anxiety, poor self‑care, weight loss, sleep 
deprivation, and elder abuse inflicted on their care recipient.[5,6] 
This burden has only intensified during the COVID‑19 pandemic. 
Caregivers have suffered worse psychological and somatic health 
outcomes during the COVID‑19 pandemic as compared with 
noncaregivers, sometimes at up to 60% higher rates.[7] A review 
of  available literature through March 2021 by Hristova et al.[8] 
attributed increased caregiver depression during COVID‑19 to 
worsening of  patient behavioral and psychological symptoms 
and functional impairment during the pandemic period. Cohort 
studies from 2020 and 2021 have shown increased caregiver 
depression levels, especially for families of  dementia patients.[9] 
Many explained this finding due to an increase in daily hours 
of  independent caregiving performed and a loss of  traditional 
supports.[10] Overall, caregiver burden is an independent predictor 
of  caregiver mortality, associated in one study with a 63% 
increased risk of  mortality as measured over a 4‑year period.[11]

For physicians to be well‑prepared to take care of  Mrs. Jones, 
they must be familiar with evidence‑based interventions which 

relieve caregiver stress. Informal care recipients and caregivers 
both arrive at primary care and family medicine clinics as patients. 
Essential interventions to provide for caregivers, as made clear 
and further exacerbated by the COVID‑19 pandemic, are central 
to the provision of  quality primary and family care to all patients. 
This education should begin in medical school as students begin 
to understand their obligations to both patients and their family 
members. Many interventions exist that have been proven to 
reduce caregiver burden, some of  which have utilized case‑based 
exercises and short films to foster partnerships between providers 
and caregivers.[12] However, few interventions are formally taught 
to clinicians in a memorable mental framework.

The evidence‑based interventions can be summarized in a simple 
memorable framework which is now used to teach clinicians 
about caring for caregivers: The C.A.R.E. Framework [Figure 1]: 
Caregiver well‑being, Advanced care planning, Respite, and 
Education.[13] If  health care professionals can set in motion these 
four interventions, to C.A.R.E. for our caregivers, physicians 
will make a significant impact on both our patients and their 
loved ones.

A Guide to providing C.A.R.E. to caregivers

C: Caregiving wellbeing
First and foremost, physicians have a responsibility to explore 
Caregiver wellbeing.[14] Simply asking a caregiver how things are 
going, and meaningfully engaging with their answer, is one quick 
yet effective intervention to gauge a caregiver’s coping.[15] Caregiver 
burden can also be measured using validated scales, such as the 
Zarit caregiver burden scale.[16,17] There is always opportunity to 
talk to caregivers about their mood, or to discuss various activities 
of  daily living (ADLs) or instrumental ADLs for the patient 
that are not being met. Providers may also involve social work 
colleagues to further explore caregiver well‑being and support 
needs. Reducing caregiver burden can, and should, be a team effort 
of  physicians, nurses, and social workers, among others. There is 
also always opportunity to be explicit in encouraging caregivers to 
see their own physicians and to acknowledge the importance of  
taking care of  themselves alongside their taking care of  others. 
Caring for caregivers should start whenever caregivers interact 
with our health system, whether at an appointment or during a 
hospitalization for their loved one, and it begins by asking a simple 
question of  how the caregiver is doing.

 C

      Caregiver Wellbeing

○ Explore caregiver access
   to physical and mental
   healthcare for themselves
○ Identify activities of daily
   living (ADLs) and
   instrumental ADLs of
   patient not being met
○ Obtain social work and/or
   case management consult

 A

    Advance Care Planning

○ Ensure documentation of
   a Health Care Proxy
○ Start Physician Orders for
   Life-Sustaining Treatment
   conversation
○ Discuss planning for long
   term care placement and
   Medicaid if appropriate

 R

               Respite

○ Identify opportunities for
   caregiver respite, such as:
○ Adult Day Health
○ Home Health Aide
○ Home Care Programs
○ Family and other supports

 E

             Education

○ Educate caregiver on
   resources to learn about
   caring for the patient’s
   disease or symptoms
○ Connect caregiver to Local
   Councils on Aging
○ Refer to counseling & 1:1
   cognitive behavioral
   therapy
○ Suggest caregiver support
   groups

Figure 1: Framework to C.A.R.E. for Caregivers
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A: Advanced care planning
The second aspect of  The C.A.R.E Framework involves 
facilitating discussions with caregivers and care recipients about 
Advanced care planning for the patient. These discussions 
should include conversations with patients and their caregivers 
about the patient’s goals and priorities now and at the end 
of  life, including their current and future health priorities.[18] 
At the very least, providers should ensure completion of  the 
patient’s Health Care Proxy form, and, if  indicated, a Medical 
or Portable Orders for Life‑Sustaining Treatment form.[19,20] 
Providers should also be comfortable referring patients and 
their caregivers to step‑by‑step resources if  they are struggle 
to talk about advanced care plans, such as Prepare for Your 
Care[21] or The Conversation Project.[22] In addition, including 
Advanced care planning in the C.A.R.E. framework should 
remind clinicians to plan ahead with families for potential 
long‑term care placement, which could require interprofessional 
involvement of  social workers or case managers—particularly 
if  Medicaid enrollment is necessary—as well as Elder Care 
lawyers. Physicians are well positioned to act as facilitators 
of  these difficult conversations between patients and their 
caregivers and provide information about available long‑term 
care options, should they be needed. Planning ahead with 
caregivers and patients will ensure the patient’s wishes are 
well‑documented, and may take burden off  the caregiver, since 
they will be able to honor their loved one’s expressed wishes in 
the case of  an emergency or at the end of  their life.[23]

R: Respite
Third, physicians should discuss Respite ideas with caregivers. 
Ideally, providers should involve a social worker in this step who 
is well trained in the local resources available to caregivers. Even 
without a social worker, however, providers can and should have 
conversations on respite. Introducing the idea of  occasionally 
involving other family members, friends, or paid help to care 
for the patient, encouraging time away from the home, or 
brainstorming adult day care options or PACE programs in the 
area have all been shown to reduce caregiver burden.[24‑28] Some 
health‑care systems, such as the VA, offer in‑home respite as well 
as inpatient respite that can be offered to caregivers.[29] COVID‑19 
has severely limited these formal in‑home and senior center 
respite options as well as informal caregiver peer forums and 
family and friend support and relief, resulting in the vast majority 
of  informal caregivers reporting higher stress levels.[30] This loss 
of  formal support services can be attributed to center closures, 
sudden shifts in financial resources, difficulty transitioning to 
telecare, or a hesitancy around service providers entering the 
home.[30] Understanding which respite options are available under 
each circumstance and referring to corresponding virtual groups 
during this time is especially crucial.

E: Education
Last, physicians should provide caregivers with Education on 
the resources available to them and on the medical conditions 
or skills they need to support their loved one. This education 

should involve both patient‑centered and caregiver‑centered 
materials.

For example, providers can educate caregivers on patient‑centered 
nonmedical resources that can reduce the mental burden of  
caregiving and make home life more comfortable, such as 
food delivery, housekeeping, or a medication dispenser with 
an alarm or voice reminder.[5,14,31] Physicians can refer families 
to community resources, such as local area agencies on aging 
which can help set up meals on wheels or financial planning, 
among other services.[32] Physicians can provide caregivers with 
useful materials to learn about disease‑specific caregiving skills; 
in Mrs. Jones’ case, the Dementia Home Safety booklet,[33] the 
Alzheimer’s Association website on caregiving[34] and the VA 
Caregiver Support website[35] could be especially useful. When 
appropriate, caregivers may wish to work with a case manager to 
help coordinate the patient’s care; a meta‑analysis of  randomized 
controlled trials showed specifically that case managers with a 
nursing background had greater effects on reducing burden 
than those of  other backgrounds.[36] Providing patient‑centered 
educational material can empower the caregiver with confidence 
in the care they are providing and remove stress.

In addition to educating caregivers on home resources to ease 
burden of  caring for their family members, physicians can educate 
caregivers on resources available to directly help themselves. For 
example, they can recommend individual counseling for the 
caregiver such as 1:1 cognitive behavioral therapy, which has 
also been shown to be effective in reducing caregiver stress.[24,37] 
Caregiver support groups, programs, or coaching may be 
helpful.[38] Ideally, these groups would meet in‑person, the most 
effective support model, though virtual support groups may be 
easier for caregivers to attend, especially during the COVID‑19 
pandemic.[24,39]

Challenges to providing C.A.R.E. for 
caregivers

There are obvious challenges and barriers to successfully 
intervening to help caregivers. These include, but are not 
limited to, clinician factors, such as competing demands, lack of  
awareness of  about caregiver needs, lack of  comfort in addressing 
caregiver needs, and lack of  knowledge about caregiver 
interventions.[40] It is also, of  course, important to be mindful 
of  cultural values on caregiving when discussing intervention 
options.[41‑43] Many providers may not see caregivers as their 
patients in a traditional sense. But just as a chlamydia diagnosis 
would prompt clinicians to ask about (and frequently prescribe 
treatment for) the patient’s sexual partner with expedited partner 
therapy,[44] a patient with significant health needs should similarly 
prompt us to ask about and take action to care for their caregiver. 
The C.A.R.E. Framework to care for caregivers formalizes this 
responsibility and addresses many of  these barriers through 
inquiring about caregiver wellbeing, engaging in advanced care 
planning, providing respite ideas, and education for the caregiver. 
This simple framework may help providers become aware of  
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caregiver needs, more comfortable in addressing their needs, 
and able to suggest proven interventions to reduce burden. 
Knowledge of  this framework should start with medical students 
so that they can incorporate this critical aspect of  care early on 
in their careers.[13]

Key Points

•	 Caregiver burden is a common and significant problem with 
serious consequences not only for caregivers but also for the 
care provided to patients.

•	 This problem has become especially urgent during the 
COVID‑19 pandemic as caregivers take on increased 
independent responsibility and will continue to represent 
a significant concern for the health of  patients and their 
caregivers.

•	 The C.A.R.E framework mentioned here reminds physicians 
of  their role to the primary care of  families through a 
concrete, interprofessional, proven intervention to reduce 
caregiver stress, starting during medical training. By 
assessing Caregiver wellbeing (C), working with patients 
on Advanced Care Planning (A), brainstorming Respite 
options (R), and providing service‑based Education (E), 
primary care physicians can ensure holistic family care for 
patients and their support systems. Addressing caregiver 
burden starts with paying attention to hidden patients like 
Mrs. Jones and providing her with the C.A.R.E. that she and 
her family deserve.
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