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ABSTRACT

ARTICLE HISTORY

As the number of people with cancer increases, so does the number of informal caregivers.
These caregivers frequently have multiple unmet needs and experience numerous burdens.
Here we explore the crucial roles of these caregivers and categorize their unmet needs into
four areas: information, relationship and communication, emotional support, and practical or
financial needs. We provide evidence on emerging interventions aimed at supporting caregivers,
including patient/caregiver assessments, education, collaborative care, financial assistance, wellness,
informational programs, and an integrated caregiver clinic. Finally, we delve into the vital role that
patient advocacy groups play in addressing the unmet needs of cancer patients and their caregivers
by providing comprehensive support, including education, resources, counseling, guidance, and
financial aid.

PLAIN LANGUAGE SUMMARY

As the number of people living with cancer increases, the number of informal caregivers is also
increasing. Most often, these caregivers are family members, friends, or spouses of the person with
cancer. Caregivers of patients with cancer help with medical tasks and routine chores, like driving,
and even personal care, such as bathing. Caregiving can be challenging, emotionally taxing, and
time-consuming, all while being unpaid. In this review, we identify four unmet needs of caregivers
of patients with cancer and examine how they are being addressed. First, caregivers need cancer
care information that is presented in an understandable way. This will help the caregiver and the
patient make better decisions about cancer care and treatment. Second, caregivers need better
relationships and communication with the patient’s clinicians. In addition, caregivers must also
navigate, and sometimes mend, challenging relationships with the patients that they care for. Third,
caregivers need more emotional support, including the option for counseling and therapy. Fourth,
caregivers may need practical and financial support, particularly since the time demands and stress
of caregiving can disrupt their ability to earn a living. Although many attempts have been made
to address these caregiver needs, gaps still remain. Increasing awareness of information targeting
caregivers and patients could reduce their uncertainty and help with decision-making. Even when
resources are available, caregivers may not always be aware of or linked to them. Patient advocacy
groups play a critical role in connecting caregivers with available resources. They also provide a
variety of support services, including education, navigation, and financial assistance.
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1. Introduction

Globally, there were approximately 20 million new cancer
cases in 2022 and 9.7 million cancer deaths [1,2]. In the
USA alone, there were more than 1.9 million new cancer
casesin 2022 [3] and more than 600,000 people died from
the disease [4]. As life expectancy and the number of

older patients living with cancer increase, the number of
caregivers of patients with cancer is also increasing [5].
Over the past 10 years, cancer treatment has increas-
ingly moved to the outpatient setting, especially for
the three most common cancers (i.e., breast, lung, and
prostate), and oral therapies and/or injections are fre-
quently replacing lengthy infusions [6]. With this trans-
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formation, cancer care has progressively become the
responsibility of the patient and their primary informal
caregiver, including the administration of treatments,
sometimes multiple times per day [6]. Patients may need
assistance that is not available through their health
insurance, requiring an informal caregiver to help; these
caregivers (usually relatives, spouses and friends) are
often not prepared for this role. It is important that
patients and their caregivers receive the support that they
need from their local community and peers as well as
from the healthcare system, patient advocacy groups
(PAGSs), the pharmaceutical industry, and policy makers.
Here, we define PAGs as nonprofit organizations that
offer services to those affected by cancer and their family
members and caregivers.

A major objective of this review is to explore the crucial
role and needs for caregivers of patients with cancer
in discussions with the multidisciplinary care team, and
factors influencing their engagement in patient-centric
shared decision-making. This review further considers
interventions aimed at addressing caregiver needs as well
as the critical role of PAGs in supporting patients with can-
cerand their caregivers. Caregivers of patients with cancer
may play a key role in decision-making about treatment
plans, and can be integral in contributing to treatment
adherence, symptom management, and improving the
patient’s quality of life (QOL) and outcomes. We begin
by discussing the variety of roles that caregivers may
play in caring for patients with cancer. We then provide
evidence describing the often overwhelming emotional,
psychosocial, physical, practical, and financial burdens of
daily caregiving. We argue that this necessitates tailored,
effective, and sustained support from the healthcare
system, PAGs, the pharmaceutical industry, and policy
makers. We also discuss examples of the limited data that
are available to inform the development and adoption of
cohesive caregiver support frameworks and interventions
within current practice. Finally, we recognize ways PAGs
support caregivers through unique educational, support,
peer, and advocacy efforts.

The literature search for this narrative review was
based on the combined expertise of the authors, who are
patients, caregivers, clinicians, and/or work for advocacy
organizations working with patients with cancer and their
caregivers. This search and literature review led to the
identification of the critical unmet need categories of
caregivers of patients with cancer. Although not intended
to be comprehensive, evidence is provided to support the
importance of each of these categories. Similarly, the evi-
dence on interventions aimed at supporting caregivers
of patients with cancer and how PAGs can help in the
caregiving process is not intended to be comprehensive,
but rather to highlight important examples of how

they support patients with cancer and their caregivers.
Information for this narrative review was obtained from
multiple sources including PubMed, Google Scholar, and
Google, primarily using the keywords and terms listed in
Table 1 & Figure 1 as search terms, as well as the individual
and collective expertise of the authors.

2. Caregivers play a critical role in caring for
patients with cancer

There are approximately three to six million informal
caregivers of people with cancer in the USA [30]. By defi-
nition, informal caregivers provide unpaid, ongoing care
or assistance to a patient with cancer [6]. They may assist
with tasks including bathing, eating, toileting, shopping,
transportation, managing finances and insurance, and
medical and nursing needs [31]. The well-being of the
caregiver is critical to the patient, since when a caregiver
struggles with their own health issues, the patient with
cancer who they care for is more than three times as
likely to report receiving poor quality healthcare [32].
Patients who are accompanied by their caregivers to
medical appointments are more likely to have longer
visits, with more information conveyed by their medical
providers [33], and they are also more likely to recall that
information [34]. Based on our experience, the finding
that recall is improved when patients are accompanied
to medical visits by their caregivers is not surprising,
since patients may have health literacy barriers and are
often overwhelmed when facing challenging treatment
decisions. Having a caregiver present provides a second
person who can ask questions and take in information.

Two surveys have revealed key information about
the typical caregivers of patients with cancer [30,31].
The National Alliance for Caregiving (NAC) surveyed 111
caregivers of patients with cancer between 18 September
and 5 November 2014 and found that caregivers were
53 years old on average and predominantly women
(58%) [31]. The vast majority of respondents (88%) cared
for a relative and most (60%) cared for someone who was
65 years old or older, most frequently a parent/parent-in-
law (44%) and less commonly a spouse or partner (16%),
or sibling/sibling-in-law (14%) [31].

CancerCare subsequently compiled a report based on
feedback from 2703 cancer caregivers who completed an
online survey between 16 February and 6 July 2021 [30].
This much larger, nationally representative survey, and
the resulting Cancer Caregivers: National Research Report
on Shared Treatment Decision-Making, provided a detailed
understanding of caregivers' roles, needs, and experi-
ences in the process of shared decision-making with
patients and healthcare providers. This survey reflected
the input of caregivers, who had an average age of



Table 1. Selected patient advocacy groups.
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Tumor type Name Ref.
Colorectal cancer o Colon Cancer Coalition? [7-11]
o Colorectal Cancer Alliance
o Fight Colorectal Cancer
o PALTOWN/COLONTOWN
Melanoma o AIM at Melanoma Foundation [12-14]
o The Melanoma Research Foundation
e Melanoma Research Alliance
Breast cancer e Breastcancer.org [15-18]
e SHARE Cancer Support
e Brem Foundation
e Susan G Komen
Prostate cancer e ZERO Prostate Cancer [19]
Lung cancer o LUNGevity [20,21]
e A Breath of Hope Lung Foundation
Renal cell carcinoma o Kidney Cancer Association [22]
Ovarian cancer o Ovarian Cancer Research Alliance? [23]
Blood cancers e Leukemia and Lymphoma Society® [24]
Multiple cancer types o CancerCare® [25-28]

e Facing Our Risk of Cancer Empowered?

o Triage Cancer®
o Caregiver Support Community

2Patient advocacy group represented by an author on this manuscript.
bCaregiver-specific web page and caregiver workbook web page co-created with Pfizer [29].

Informational

Unmet

Needs * Objective and trusted

information and advice
» Second opinions
* Information on side effects
* Plain language summaries

* Access to patient information
via online portals

Potential

Interventions  * Assessment of caregiver

understanding
* Education programs

* Multidisciplinary team providing
tailored information

« Timely disease and treatment
information

« Telephone-based information
and support

« Caregiver clinic

Impact
* Informed decision-making

» Reduced stress

« Improved patient—caregiver
dialogue

Relationship/Communication

* Open and honest
communication with patient

* Reduced feelings of shame
and guilt

* Improved intimacy

« Lack of structured relationship
between caregiver and
clinicians

« Access to equitable telehealth

« Assessment of caregiver
communication gaps

« Inclusion as a care team
member

« Stress reduction (therapy,
mindfulness, massage, etc.)

*Timely open communication
channels

« Telephone-based information
and support

« Caregiver clinic

« Stronger relationships
« Less guilt
« Improved emotional intimacy

Emotional

» Reduced depression and anxiety
» Reduced shame and guilt

* Therapy

+ Coaching/counseling

* Insurance code for caregiver
counseling

« Self-care; appreciation of
caregiver role

* Assessment of caregiver
emotional burden

* Tailored emotional support and
resources

» Stress reduction (therapy,
mindfulness, massage, etc.)

« Proactive emotional support
guidance

« Telephone-based information
and support

« Caregiver clinic

« Reduction of negative emotional
symptoms

* Decreased feelings of isolation

« Enhanced emotional resilience

Practical/Financial

* Relief from time/work burden
and career strain

* Relief from financial strain

« Education on financial/time
management

« Assistance with caregiver tasks

« Documentation of caregiver
identity in medical institutions

« Cooperative practical guidance

« Financial education and
assistance

« Timely access to resources

« Telephone-based information
and support

« Caregiver clinic

« Alleviation of time and financial
pressures

« Improved caregiving ability

* Reduced work-related stress

Figure 1. Unmet needs of caregivers for people with cancer, potential interventions, and their anticipated impact.

42.6 years old; just over half of respondents were female
(53%) [30]. The CancerCare survey found that most care-
givers cared for an immediate family member (e.g., their
mother/father, spouse/partner, brother/sister, or child),

although the percentage (53%) was substantially lower
compared with the NAC survey. In the CancerCare survey,
almost half (48%) of patients were between 55 and
74 years of age, with an average age of 59 [30].
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3. Caregiver burden & unmet needs

The NAC survey found that most (62%) caregivers of
patients with cancer reported being in a high-burden
situation [31]. The caregiving experience was episodic,
intense, and lasted for approximately 2 years on aver-
age [31]. Caregivers reported that their care recipient
had been hospitalized at least once in the past year
(80%), that they monitored the severity of the condition
of the patient for whom they are caring (76%), and that
they advocated on behalf of the patient with health-
care providers, community services, and government
agencies (62%) [31]. Strikingly, a large proportion of
caregivers (43%) performed complex medical/nursing
tasks, despite not having received any prior training or
preparation for how to perform them [31]. Despite the
challenges faced by caregivers, only 29% discussed their
own self-care needs with healthcare providers and only
15% reported using respite (short-term caregiver relief)
services, despite 35% thinking that respite services could
be helpful [31]. Indeed, 43% of caregivers indicated that
they wanted more help to manage their own emotional
and physical stress.

Overall, the unmet needs of caregivers may be divided
into four categories, which we will discuss individually in
more detail: informational, relationship/communication,
emotional, and practical/financial (Figure 1).

3.1. Informational

Following the initial shock of learning a cancer diagnosis,
patients and their caregivers frequently have an unmet
need for comprehensive information about the diagnosis,
prognosis, and the implications of various treatment
options. In addition to the information provided by
the healthcare professional at point of diagnosis, they
may need “objective” and “trusted” medical information
and advice provided in patient-friendly language if
they decide that the information that they receive is
inadequate. Although some of this information may be
available, it is not always given to the patient/caregiver,
nor is it easy for them to find. Most patients and
caregivers do not work in healthcare and may benefit
from materials in lay language. Caregivers often face a
steep learning curve as they seek to educate themselves
about the cancer diagnosis and its implications. This
poses challenges as they seek to assist in making sound
medical decisions with, or less commonly on behalf of, the
patients in their care.

The 2022 CancerCare survey report found that half
of caregivers of people with cancer reported being
involved in making decisions regarding the patient’s
treatment plan [30]. Most (68%) relied on information
from the patient’s clinical care team and the educa-

tional information that they provided (46%) for their
decision making [30]. Additional sources of information
impacting caregiver treatment decisions included other
medical professionals (41%), friends or family (39%), non-
profit organizations (e.g., PAGs) (16%), government agen-
cies (10%), and social media (10%) [30]. Notably, nearly
a quarter of respondents stated that the information
that they were provided or had gathered themselves
was not helpful in their decision-making process, and
one in five respondents did not feel that they had
enough information to make a previous treatment-
related decision [30]. The CancerCare report also indi-
cated that caregivers struggled to make treatment deci-
sions due to uncertainty about how treatments would
affect patients’ physical condition (41%) or QOL (38%),
disagreements among clinicians on the care team regard-
ing treatment recommendations (18%), or because they
simply did not have enough information (16%) [30].

Caregivers and patients also reported that healthcare
providers frequently used complicated medical termi-
nology, which made it more difficult to understand
clinical processes and make informed decisions. The
CancerCare survey found that caregivers commonly relied
oninternet searches (39%), which may provide inaccurate
or incomplete information [30]. Typically, caregivers face
overwhelming amounts of medical information as they
begin researching the cancer of the patient for whom
they are caring, and often struggle to find up-to-date,
relevant, trustworthy sources that they can understand
and interpret appropriately. Alternatively, if the patient
has a rare cancer about which little is known, caregivers
and patients may find only limited information [35]. In
general, there is often an unmet need for appropriate
educational materials and plain language summaries of
relevant information for improved health literacy.

Based on our collective experience and expertise, the
medical team should clearly explain the prognosis of the
cancer so that the caregiver can assist the patient in
making informed decisions; this should include a detailed
explanation of treatment options and sequencing, side
effects, and the potential impact on QOL, so that the
caregiver and patient fully understand the risks and
benefits of alternate treatment options. This information
should be available in different formats reflecting health
literacy and culturally competent guidelines. It should
also be possible for caregivers (and patients) to access
this information through a portal and/or handouts and/or
video links. In addition, certain cancers require biomarker
testing and information about its benefits should be
provided to both the caregiver and patient [36]. For
germline mutations, active referral to a genetic counselor
should be included [37]. Clinical trials should be discussed
with patients and caregivers where available, with clear



explanations of the potential benefits and risks [38].
In addition to guidance on participation in a clinical
trial, assumptions about travel planning, timing, financial
costs, and other expectations should be addressed. The
patient and caregiver should be informed that, at a
minimum, the patient would receive standard of care
treatment [38,39].

Caregivers need help to understand how the health-
care system and multidisciplinary care teams operate as a
whole and how to navigate them. Notably, understanding
information can be a particular challenge for immigrants,
both due to potential language barriers and because
the medical system in their country of origin may be
structured differently from healthcare in the USA. We
have found that immigrants may not be prepared for
insurance/financial costs and access challenges. They
may also have an inherent cultural bias against cancer
and the stigma associated with it, or a mistrust of the
government or the healthcare system in general. The
healthcare community should be prepared to provide
guidance to all patients and caregivers regardless of
their cultural background or country of origin, direct
them to appropriate information, and ensure that they
understand their illness and treatment options.

3.2. Relationship/communication

Most caregivers of people with cancer care for a fam-
ily member [30,31]. The care dynamic can shift fam-
ily relationships, creating unique communication chal-
lenges [30]. Often, children care for their parents and par-
ent/child roles are reversed, creating a new dimension to
the relationship. When siblings or other family members
are caregivers, they may have different interpretations of
the diagnosis, appropriate treatment options, and next
steps, causing tension around the caregiving role [40].
Alternatively, when one individual is caring for their
partner, intimacy is often negatively impacted [41]. This is
especially the case with breast, gynecologic, and prostate
cancer since these cancers and their treatments may
affect body image, sexuality, libido, and perception of
femininity/masculinity [41]. However, intimacy between
couples may be negatively impacted by many other can-
cer experiences beyond those of breast, gynecologic, and
prostate cancer.

The relationship between caregiver and patient can
be difficult and is not always a positive, nurturing expe-
rience. Caregivers often do not share their own emotions
because they feel guilty about further burdening the
patient [42]. Conversely, they may feel that the patient
is not sharing their thoughts and feelings with them;
patients often fear being a burden and may not be open
and honest with their caregiver [42].
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Relationships between caregivers and the clinicians
treating the patient are critical, but also have difficult chal-
lenges. Most caregivers reported that they communicate
directly with these clinicians (82%) [31]. However, based
on our experience, clinicians may not have structured
relationships with caregivers, and healthcare privacy laws
can create a barrier that excludes caregivers from the
decision-making process and prevents them from having
ready online access to the patient’s medical information.
When a cancer patient with a complex medical history
goes to the emergency room, the patient’s medical
information may not be readily and clearly available to
the treating physician, and their caregiver may be unable
to provide it. In some cases, caregiver decision-making
may depend on the patient’s decision-making abilities
and their willingness to involve the caregiver. Caregivers
may need to communicate with clinicians, have access to
medical information, and make decisions for patients if
the patients are unable to do so [43].

The coronavirus pandemic facilitated a major shift
in oncology practice toward telehealth, a method of
virtual, bidirectional communication between patients
and clinicians [44]. Although telehealth was primar-
ily implemented to achieve social distancing, a large
fraction of cancer care may be effectively provided
in a virtual format [44]. Patients and caregivers are
generally satisfied with connecting with their clinicians
for nontreatment care via telehealth [45]. Telehealth
allows caregivers to participate in visits between patients
and their clinicians that they may have been unable
to participate in previously, especially when caregivers
do not live near the patient. Importantly, telehealth
overcomes transportation challenges that are common
in both urban and rural areas [45]. In addition to patient
convenience, telehealth provides important benefits to
caregivers including reducing travel, time away from their
own responsibilities, and financial impact.

Gaps remain, however, in access to telehealth among
at-risk patients with cancer. Health and digital literacy can
vary widely among patients and caregivers, particularly
among older patients, those of lower socioeconomic sta-
tus, and racial and ethnic minorities [45]. Portals used for
telehealth sometimes contain complex medical reports
that are not in plain language. This can lead patients to
conduct their own additional internet searches, which
may result in inaccurate information being obtained.
Moreover, at certain geographically remote and demo-
graphically diverse cancer centers, many patients are
unable to download applications required for telehealth,
lack a computer or smartphone, or lack an email address,
which may be required for a telehealth visit [45]. Parity
for reimbursement of telehealth as part of cancer care
delivery is currently lacking compared with in-person
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visits [45]. Telehealth is a powerful tool for patients and
caregivers when used appropriately; however, equitable
access should be a priority. We recommend that tele-
health sessions be recorded whenever possible for later
review and sharing between patients and caregivers [46].

3.3. Emotional

A meta-analysis of more than 35 studies with 11,396
participants found that more than 40% of caregivers
of patients with cancer screened positive for depres-
sion [47]. In another study, 42% of caregivers of patients
with cancer reported elevated levels of anxiety and 22%
reported being depressed [48]. Among caregivers for
patients with bladder cancer, 91% indicated emotional
challenges resulting from their caregiving role [49]. The
CancerCare survey found that 53% of caregivers met
criteria for needing further diagnostic evaluation for
general anxiety and depression [30]. Caregivers often
neglect to focus on their own needs, and face shame
and guilt when they do [42]. Familial genetic diag-
noses are particularly burdensome when family members
(i.e., caregivers and the patients they care for) might share
the same mutation and risk of cancer diagnosis. There
are millions of individuals and families with increased
risk for hereditary breast, ovarian, pancreatic, prostate,
colorectal, and endometrial cancer due to mutations
in specific inherited genes [24]. Anticipatory grief is an
issue in these cases, and unfairness issues and survivor
guilt can arise among family members [50,51]. This
is particularly true when related caregivers either do
not carry the familial mutation or were able to take
preventive steps to avoid a cancer diagnosis. There are
also specific psychosocial challenges for caregivers of
recently independent young adults, young adults and
teenagers who become caregivers, and younger children
of parents with cancer [52-54].

Insurance coverage can be challenging when address-
ing the emotional needs of caregivers. Caregivers often
do not receive much-needed emotional support since
their mental healthcare is not covered by the patient’s
insurance plan [55,56]. Rather, they must seek external
counseling (i.e., therapy), which is time-consuming and
expensive. The patient’s healthcare team does not typi-
cally refer the caregiver to a mental health clinician and
there is an overall lack of access to mental healthcare
in the USA. The lack of counseling/therapy services for
caregivers and provision of other psychosocial support
is a critical shortcoming that needs to be addressed
within the healthcare system and at policy levels [57]. The
Family Caregiver Alliance has established a Caregiver’s
Bill of Rights that supports caregivers in seeking self-
care without feelings of guilt, while appreciating their

own efforts and protecting their own well-being [58].
Although this document provides an important and help-
ful self-care reminder for caregivers, additional coach-
ing/counseling/therapy for caregivers that is integrated
into the patient’s care plan is needed to alleviate the
financial burden, time spent, cost, and stress associated
with seeking these services in the current system.

3.4. Practical/financial

The stress and coordination of what often amounts to
a full-time caregiver job is especially challenging when
added to other responsibilities. The NAC survey found
that approximately a third (32%) of caregivers provided
over 40 h of care per week [31] and that one in four
caregivers reported high levels of financial strain due to
their caregiving responsibilities [31]. The 2022 CancerCare
report identified a cohort of 37% of caregivers with
high needs for self-care and low support compared with
other caregivers surveyed [30]. These caregivers were
typically younger and most had full-time jobs while also
caring for a family member with advanced cancer [30].
This cohort of caregivers felt the most overwhelmed
and unsupported, and compared with older caregivers,
placed more importance on how decisions might impact
the patient’s ability to continue to work and care for
others [30].

Caregivers may need to provide financial support
for the person for whom they are caring to cover co-
pays, transportation, or living expenses. Not surprisingly,
caregivers often struggle to balance caregiving with
their own financial and professional success, and career
growth. The NAC survey determined that almost half of
caregivers (48%) needed to take time off from work, 24%
needed to go from full-time to part-time or cut back
work hours, and 19% had to take a leave of absence
to provide care [31]. Lack of knowledge of employment
rights and lack of legal protections can lead to reduced
income and even job loss, contributing to inhibited career
growth and increased financial burden. Employment
rights and legal protections are country-specific. In the
USA, it may be important for caregivers to know if they
are eligible for job-protected leave from work under a
federal, state, or local law. For example, the federal Family
and Medical Leave Act (FMLA) protects leave for the care
of a child, spouse, or parent who has a serious health
condition [59]. Limitations of this law may leave gaps
for many working caregivers, including those who work
for small businesses, and FMLA only guarantees unpaid
leave [59]. However, while there is no federal policy
for paid family leave, we do call out that twelve states
currently offer paid family and medical leave (laws vary



state by state), and others will be implementing the policy
soon [60].

Clinicians often do not help to navigate the recovery
from cancer treatment. Medical tasks regularly performed
by caregivers include the management of symptoms
(e.g., cancer pain and nausea), monitoring disease-related
and treatment-related side effects, post-surgical wound
care, and catheter or line care for peripherally inserted
central catheters, nephrostomies, or gastrostomies [6].
Providing patient transportation is critical, but is fre-
quently challenging and time-consuming for caregivers,
especially if medical visits are not nearby and/or if the
patient has mobility issues. Caregivers often have the
responsibility of asking questions during medical visits,
as well as recordkeeping, managing medical bills, dealing
with paperwork, filing insurance appeals, applying to
financial assistance programs, and many other related
tasks.

Not surprisingly, caregivers are not always proficient
at all of the tasks that they need to perform and they,
themselves, may be hindered by health literacy gaps,
and physical and/or mental challenges [6]. Furthermore,
different stages of cancer present unique and varied
challenges that can increase in complexity and difficulty
over time. Comorbidities complicate the care continuum
for patients and caregivers, and present challenges
associated with dealing with multiple clinicians, diag-
noses, and treatments. Caregivers may also face the
challenge of advance-care-planning conversations, and
preparing advanced healthcare directives and financial
powers of attorney in case the patient is unable to make
decisions for themselves. A substantial proportion of
caregivers (40%) reported that they wanted help making
end-of-life decisions [31].

Finally, one important unmet need for caregivers
relates to the limited documentation of their identity
in medical institutions [61]. Caregivers do not currently
have any reference to their own information in patient
records, which makes locating caregiver-specific data
challenging [61]. These challenges could be addressed by
creating records specifically dedicated to caregivers that
are similar to patient medical records [61].

4. Evidence on interventions to support
caregivers: a work in progress

Ideally, caregivers for people with cancer should undergo
a comprehensive evaluation of their own symptom bur-
den when the patient’s cancer s first diagnosed, at patient
emergency room visits, and when major transitions in
patient care are planned [62]. This can be done using
tools such as the Caregiver Quality of Life Index-Cancer to
measure their psychometric performance [62]. It has been
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generally considered that time and other constraints
preclude such caregiver evaluations at medical visits [6].
The Edmonton Symptom Assessment System (ESAS) is
another multidimensional tool that is used to evaluate
patient symptom burden [63]. When the ESAS was used
in an outpatient supportive care center to evaluate
caregiver symptom burden, it was found to be both a
feasible (90/90 caregivers) and useful (66/90 caregivers)
way to report the burden of caregiver symptoms [63].

One important intervention aimed at better preparing
individuals for their role as caregivers for patients with
cancer are educational programs [6]. A pioneering study
evaluated 187 caregivers and found that there was a
significant increase from baseline to the 4-month follow-
up in the proportion of caregivers who self-reported
feeling well-informed (from 20 to 54%) after attending
a 6-h education program taught by nurses and social
workers [64]. Several additional studies have shown that
formal educational programs increased the confidence
and effectiveness of caregivers for people with cancer [6].

Collaborative care is an intervention that has had
success in oncology, where it typically involves a team-
based approach with an oncologist, care manager, and
psychiatric consultant working together to enhance
the patients’ psychosocial outcomes [65]. An innovative
study was conducted to test the effectiveness of a
novel, technology-based, collaborative care approach for
patients with cancer and their caregivers [66]. In this
study, a total of 261 patients with advanced cancer and
179 caregivers were randomized to receive a web-based
collaborative care intervention or enhanced usual care.
The intervention consisted of connecting to a website
that provided self-management strategies, regular vis-
its with a care coordinator, and telephone follow-up.
After 6 months, patients receiving the intervention had
reduced depression, pain, and fatigue, and improved
QOL compared with patients in the control group.
Notably, after the same time interval, the patients who
received care from caregivers who had received the
intervention also experienced a reduction in their stress
and depression. This study provides evidence that web-
based collaborative care interventions can be effective
in reducing depressive symptoms and improving QOL
in patients with advanced cancer, and can lead to
concurrent improvement in their caregiver’s QOL [66].

As discussed above, caregivers often face financial
hardship resulting from their caregiving role. A novel
pilot study conducted in the USA was aimed at testing
the feasibility of alleviating financial hardship among
people with cancer and their caregivers [67]. The study
authors collaborated with three PAGs: Consumer Educa-
tion and Training Services, Patient Advocate Foundation,
and Family Reach. Thirty patients and 18 caregivers
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were enrolled in the study and received a financial
educational video, monthly meetings with financial and
case managers for 6 months, and assistance with unpaid
cost-of-living expenses. The study found that 39% of
caregivers reported elevated levels of financial burden at
enrollment. Although patients and caregivers reported
satisfaction with the program, patients’financial hardship
and caregivers’ burden were not reduced as self-reported
by participants in the program. The authors concluded
that patients and caregivers were willing participants
in this type of financial navigation program and that
financial concerns of patients and caregivers should be
addressed at diagnosis [67].

Both patients and caregivers desperately need inter-
ventions that can reduce physical and emotional stress
and suffering. A randomized controlled trial in which 97
adult patient/caregiver pairs were randomized to treat-
ment or control arms for 4 weeks found that providing
touch and massage instructions to family caregivers can
offer a means of enhancing caregiving, while decreasing
patient pain, depression, and other symptoms [68]. This
massage education program has been used in cancer
centers, hospices and palliative care centers in the
USA, Canada, the UK, and other countries [68]. Another
innovative trial was conducted to test whether patients
with cancer who received chemotherapy, and their
caregivers, would benefit from an online mindfulness
program [69]. Of the 97 patients and 31 caregivers
who were randomized to the 8-week treatment arm or
control arm, 72 and 26 completed the study, respec-
tively. The results suggest that the mindfulness program
resulted in significant improvement in QOL among
patients and increased mindfulness among caregivers
[69].

Providing information represents one of the most
important ways to support caregivers. The Herlev Hos-
pital Empowerment of Relatives through More and
Earlier information Supply (HERMES) in Denmark was a
randomized intervention study (199 caregivers included
in total: intervention group, n = 101; control group,
n = 98) that sought to identify caregivers’ unmet needs
for information, communication, and attention from
clinicians as patients were starting chemotherapy [70].
The study compared the effects on caregiver percep-
tion of communication, attention, and assistance from
healthcare professionals following immediate interven-
tion versus after follow-up (the delayed group). The
HERMES study found that immediate intervention had
positive effects on the experiences of caregivers relating
to the amount and quality of information that they
received compared with the delayed group [70]. Another
randomized controlled trial consisting of 216 patient-
caregiver pairs (intervention group, n = 108; control

group, n = 108) conducted in Australia tested the
efficacy of a telephone-based information and support
service that aimed to reduce the burden on caregivers
of people with cancer [71]. Although this program did
not reduce caregiver burden, it did reduce the number
of unmet caregiver needs and improved the confidence
of caregivers in managing their own health, particularly
among those at risk of depression [71]. The data suggest
that providing rapid access to high-quality information
represents an important example of fostering self-care
among caregivers.

Finally, a Caregiver Clinic at the Princess Margaret
Cancer Center in Toronto, Canada, developed an inter-
vention, now standard of care, that provides a novel
clinical, educational, and research program dedicated to
supporting family caregivers at a cancer hospital [42]. The
Caregiver Clinic treats caregivers much like patients and
offers them their own independent referral, intake, and
intervention services [42]. Caregivers are given their own
personal medical record number and the documentation
of the healthcare they receive is kept separately from that
of the patient that they care for [42]. The psychosocial
intervention includes one-on-one counseling services
and focuses on legitimizing the caregiver’s needs and dis-
tress, attending to “double awareness”and grief reactions,
and increasing caregiver self-efficacy [42]. Legitimizing
caregiver needs and distress is prioritized since caregivers
infrequently seek self-care, and often feel shame and
guilt in doing so; the psychosocial intervention at the
Caregiver Clinic aims to normalize these feelings of
distress [42]. “Double awareness”refers to the split mental
state associated with the sense of the patient’s impending
death on the one hand while encouraging them to live
life to the fullest extent possible on the other [42,72].
Self-efficacy refers to building caregivers’ confidence and
giving them tools to help navigate the healthcare system
more effectively [42]. The Caregiver Clinic also provides
an important centralized location for research into the
needs of caregivers and offers a hub for the education
of healthcare providers who are interested in learning
how to address and manage caregiver distress [42]. The
Caregiver Clinic provides a concrete model of how each
of the unmet needs of caregivers for people with cancer
can be specifically addressed through an integrated
approach (Figure 1). Such clinics should be possible in
high-income countries with universal healthcare that can
provide financial assistance to offset costs to caregivers
of patients with cancer, such as Australia, Canada, and
Norway [73]. Notably, however, fee-for-service healthcare
is likely to be an insurmountable barrier to widespread
adoption of this comprehensive, caregiver-focused, clinic
approach in the USA. Instead, hospital and community-
based support programs (i.e., groups or peer mentor



relationships specific to the needs of the caregivers) will
more likely remain as a helpful resource.

5. A call to action: how PAGs can help in the
caregiving process

Although several of the interventions described above
are promising or provide potential benefits for caregivers
of patients with cancer, gaps clearly remain in fully
addressing their unmet needs. Many of the interventions
discussed in this paper are conducted outside of the USA,
where governments provide healthcare for their citizens.
Some of these programs, such as the Canadian Cancer
Caregiver Clinic, would not be feasible in the USA due to
its fee-for-service healthcare model. Because of this, PAGs
play a particularly vital role in supporting patients and
caregivers in the USA (Table 1). Here, we provide best-
practice examples and programs offered by selected PAGs
to address the unmet needs of caregivers and the patients
that they care for.

A critical unmet need is access to useful and digestible
information about the cancer diagnosis, treatment
options and their implications. A central focus of PAGs
is to assist patients and their families by providing
education and accessible, useful, and actionable
information. CancerCare, a national organization, offers
counseling, support groups, and education workshops
that individuals can attend live, via telephone, or online,
with leading oncology experts who discuss cancer-
related topics [25]. CancerCare also provides patient-
friendly publications with current, reliable, cancer-
related information written by oncology experts [25].
CancerCare services are provided free of charge. For
more clarity on caregiver challenges and needs, the
Cancer Caregivers: National Research Report on Shared
Treatment Decision-Making, discussed in detail above [30],
addresses the critical issues of collaborative decision-
making among caregivers, patients, and the clinical care
team.

Triage Cancer is a national, nonprofit organization
that provides free education on the legal and practical
issues that may impact individuals diagnosed with cancer
and their caregivers [27]. Triage Cancer offers a wealth
of materials, including a Practical Guide to Cancer Rights
for Caregivers, and educational events that focus on
topics such as navigating finances, health and disability
insurance, employment rights, and caregiving [27]. Triage
Cancer also offers a free Legal & Financial Navigation
Program for patients and caregivers with one-on-one
assistance [27].

Facing Our Risk of Cancer Empowered (FORCE) is
a PAG dedicated to improving the lives of individuals
and families facing hereditary breast, ovarian, pancreatic,

FUTURE ONCOLOGY 9

prostate, colorectal, and endometrial cancers [25]. FORCE
provides up-to-date, expert-reviewed information that
aims to help people make informed medical decisions
based on their genetic cancer risk and navigate the
emotional challenges of familial cancers [74]. FORCE also
trains individuals to become public policy advocate at
the state and federal level through the Patient Advocate
Leaders program [75].

Ovarian Cancer Research Alliance (OCRA) offers weekly
online support sessions for caregivers and patients at all
stages of diagnosis and treatment to enhance knowledge,
support, and confidence in the caregiver role [23]. OCRA’s
annual national conference brings experts from around
the world together to share information for patients and
caregivers ranging from basic diagnosis information to
the most up-to-date advances in treatment and critical
QOL discussions [23]. OCRA also has a peer mentor
program available to all individuals who are diagnosed
with a gynecologic cancer and their caregivers [23].

The Colon Cancer Coalition raises awareness of the
signs and symptoms of the disease and works to create
caregiver support through community-based projects [7].
It focuses on the patient and communities, and provides
a forum for individuals affected by colorectal cancer to
share their experience and educate the public about the
importance of colorectal screening [7]. Family Reach is
another organization that provides education and out-
reach for families facing a cancer diagnosis, including a
guidebook and tip sheet to equip patients and their loved
ones with important financial information [76]. Impor-
tantly, these examples demonstrate the dedication of
PAGs to clearly and effectively communicate information
to patients, their families, and caregivers. PAGs are
committed to avoiding complicated and unnecessary
medical terminology wherever possible, while maintain-
ing scientificand medical accuracy in the information and
educational materials that they provide.

In addition to providing education and information,
PAGs are an important source of support for patients
with cancer and their caregivers. CancerCare has a staff of
professional oncology social workers who help patients
and their loved ones manage the emotional and practical
challenges of cancer [26]. This includes access to support
groups that facilitate connections with other individuals
who are in similar situations, enabling the sharing of
information and experiences [26]. CancerCare also aids
eligible individuals with treatment-related costs, such
as transportation, home care, and childcare, as well as
co-pays for chemotherapy, immunotherapy, and other
advanced specialty medications [26]. Although limited,
this financial assistance can address critical unmet needs
for certain patients. In addition, CancerCare has programs
that address the needs and concerns of specific popula-
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tions, including children, young adults, older adults, and
caregivers [26].

Cancer Hope Network is a PAG committed to making
sure that no one faces cancer alone [29,77]. It provides
free, confidential, one-on-one peer support for people
with cancer and their loved ones, with all volunteer and
client matches overseen and supported by a team of
healthcare and social-work professionals [29,77]. FORCE
provides a variety of support programs to individuals fac-
ing hereditary cancers through a community of peers and
professionals to ensure that no one faces these cancers
alone, including an online support group specifically for
caregivers [78]. In addition to increasing awareness of
hereditary cancers, FORCE advocates for enhanced access
to care, better treatment, and prevention [25].

Family Reach provides nonmedical financial support to
families facing cancer and its assistance helps to cover
everyday expenses, such as food, housing, and utili-
ties [76]. The Leukemia & Lymphoma Society, a PAG ded-
icated to curing blood cancers (including leukemia, lym-
phoma, and myeloma), provides many services including
a range of specific information and support for care-
givers [24].

Importantly, these and other PAGs offer a wide variety
of information and support for patients and caregivers
that is freely available and designed specifically for
their needs. These and similar groups play critical roles
in addressing the unmet informational, emotional, and
practical/financial needs described above. They also play
key roles in influencing health policies, improving insur-
ance coverage, and representing the voices of patients
and caregivers. Exciting areas of growth for PAGs include
digital and technology solutions, such as the develop-
ment of dedicated apps or online platforms to provide
comprehensive resources, support communities, and
virtual counseling services [79]. Artificial intelligence and
machine learning may also be harnessed to better serve
patients and caregivers by providing more personalized,
robust, and accessible support systems [80].

6. Conclusion

As the number of people with cancer increases, there
is a growing expectation that they will manage their
own care, and thus, the burden on their informal care-
givers also continues to grow. Caregivers for patients
with cancer require access to high-quality information
and educational resources, as well as improved access
to counseling services and other means of emotional
support. Healthcare systems should also recognize their
identity as caregivers and provide information and sup-
port that is independent of the patients that they care for.
In summary, caregivers should receive appropriate care

and consideration that is dedicated to their needs and is
more aligned with the level of support that is provided to
the patients themselves.

7. Future perspective

Although innovative interventions are emerging to
address the unmet needs of people with cancer and
their caregivers, significant gaps remain. PAGs play a
vital role in filling these gaps and provide a range of
critical resources that would otherwise not be available.
Importantly, these groups also spearhead efforts to
lobby policy makers on behalf of patients with cancer
and their families to enact changes that improve their
lives as they confront this challenging disease. As long
as there is funding, these PAGs will continue to support
patients and caregivers. However, it is incumbent on
clinicians to appreciate that caregiver participation in
caring for patients is essential for effective treatment and
positive outcomes. Systems, protocols, and procedures
should recognize the critical role that caregivers play,
accommodate and enhance their participation in caring
for patients, and treat caregivers as respected and
valuable members of the patient’s healthcare team.

Article highlights

Caregivers play a critical role in cancer care

« Informal caregivers provide unpaid, ongoing care or assistance to a
patient with cancer.

Caregiver burden & unmet needs

« Most caregivers of patients with cancer are overburdened.

« The unmet needs of caregivers can be divided into four categories:
informational, relationship/communication, emotional, and
practical/financial.

Informational

« There is a need for “objective” and “trusted” medical information
and advice about the patient’s condition and treatment plan
written in plain language.

- Caregivers may need information to assist patients in
decision-making about care and treatment options.

Relationship/communication

- Caregivers often face challenging relationships with the patients
they care for, who are often family members and/or they struggle
with complex extended family dynamics.

« There may be barriers that prevent open communication between
caregivers and the patient’s clinicians.

+ Although telehealth provides benefits to patients and caregivers,
there are barriers that prevent access.

Emotional

« Nearly half of caregivers struggle with depression and anxiety.

- Caregivers are often challenged by mental healthcare needs, which
are not covered by the same insurance plans that cover the
patient’s medical care.

Practical/financial

- Caregiving can often amount to a full-time job.

« The considerable commitment required to care for a cancer patient
can have a significant practical and financial impact, potentially
affecting the caregiver's employment and their family/home needs.

Evidence on interventions to support caregivers: a work in

progress

- Caregiver assessments during patient medical visits are feasible

and beneficial.



« Programs designed to provide information and education to
patients and caregivers reduce uncertainty and assist in
decision-making.

« Collaborative care consisting of a team-based approach with an
oncologist, care manager, and mental health professional who
collaborate to enhance psychosocial outcomes is effective in
reducing depression and improving quality of life for patients and
caregivers.

- Massage and mindfulness training may reduce the physical and
emotional stress and suffering of caregivers.

- Aninnovative caregiver clinic based in Toronto, Canada, takes an
integrated approach and provides psychosocial support to
caregivers, much like patients receive.

A call to action: how patient advocacy groups can help in the

caregiving process

- Importantly, patient advocacy groups fill many gaps that may not
otherwise be addressed by other interventions due to access and
availability barriers.

« They play critical roles in supporting patients and their caregivers
by providing resources including education, information,
counseling, navigation, and financial assistance.

- They also engage in policy and legislative advocacy efforts on
behalf of patients with cancer and their caregivers.
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