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ABSTRACT 
As the number of people with cancer increases, so does the number of informal caregivers. 
These car egiv ers fr equently hav e multiple unmet needs and experience numer ous bur dens. 
Her e w e explor e the crucial r oles of these car egiv ers and categorize their unmet needs into 
f our areas: inf orma tion, rela tionship and communication, emotional support, and practical or 
financial needs. We provide evidence on emerging in terven tions aimed at supporting caregivers, 
including pa tien t/car egiv er assessmen ts, educa tion, collabora tiv e car e , financial assistance , wellness, 
informational programs, and an int eg rat ed careg iver clinic. Finally, we delve into the vital role that 
pa tien t advocacy groups play in addressing the unmet needs of cancer pa tien ts and their caregivers 
b y pro viding comprehensive support, including education, r esour c es, c ounseling, guidanc e, and 
financial aid. 

PL AIN L ANGUAGE 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 
canc er. Careg ivers of pa tien ts with cancer help with medical tasks and r outine chor es, 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 pa tien ts with cancer and examine how they are being addr essed . First, car egiv ers need cancer 
care informa tion tha t is presen ted in an understandable way. This will help the car egiv er and the 
pa tien t make better decisions about cancer care and trea tmen t. Sec ond, careg ivers need better 
rela tionships and communica tion with the pa tien t’s clinicians. In addition, car egiv ers must also 
navigate, and sometimes mend , challenging r elationships with the patients that they care for. Third, 
car egiv ers need mor e emotional support, including the option for counseling and therapy. Fourth, 
car egiv ers may need practical and financial suppor t, par ticularly 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 
car egiv ers and pa tien ts could reduce their uncertainty and help with decision-making. Even when 
r esour ces ar e available, car egiv ers may not always be aware of or linked to them. Pa tien t 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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lobally, ther e w er e appr oximat ely 20 million new canc er
ases in 2022 and 9.7 million cancer deaths [ 1 , 2 ]. In the
SA alone, ther e w er e mor e than 1.9 million new cancer
ases in 2022 [ 3 ] and more than 600,000 people died from
he disease [ 4 ]. As life expectancy and the number of
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older pa tien ts living with cancer increase, the number of
car egiv ers of pa tien ts with cancer is also increasing [ 5 ]. 

Over the past 10 years, cancer trea tmen t has increas-
ingly moved to the outpa tien t setting, especially for
the three most common cancers (i.e., breast, lung, and
prostate), and or al ther apies and/or injections ar e fr e-
quently replacing lengthy infusions [ 6 ]. With this trans-
st did not have an oncology background before embarking on the caregiver 
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ormation, cancer care has progressively become the
esponsibility of the pa tien t and their primary informal
ar egiv er, including the administration of trea tmen ts,
ometimes multiple times per day [ 6 ]. Pa tien ts may need
ssistance that is not available through their health

nsurance, requiring an informal car egiv er to help; these
ar egiv ers (usually r elativ es, spouses and friends) ar e
ften not pr epar ed for this role. It is important that
a tien ts and their car egiv ers r eceiv e the support that they
eed from their local community and peers as well as

rom the healthcare sy st em, pa tien t advocacy groups
PAGs), the pharmaceutical industry, and policy makers.
er e, w e define PAGs as nonprofit organizations that
ffer servic es t o those affect ed by canc er and their family
embers and car egiv ers. 
A major objective of this review is to explore the crucial

ole and needs for car egiv ers of pa tien ts with cancer
n discussions with the multidisciplinary care team, and
actors influencing their engagement in patient-centric
hared decision-making. This review further considers
n terven tions aimed a t addr essing car egiv er needs as w ell
s the critical role of PAGs in supporting pa tien ts with can-
er and their car egiv ers. Car egiv ers of pa tien ts with cancer
a y pla y a key role in decision-making about trea tmen t

lans, and can be int eg ral in contributing to treatment
dherenc e, sympt om management, and improving the
a tien t’s quality of life (QOL) and out c omes. We beg in
y discussing the variety of roles that car egiv ers may
lay in caring for pa tien ts with cancer. We then provide
vidence describing the often overwhelming emotional,
sy chosocial , physical , practical , and financial burdens of
aily caregiving. We argue that this necessitates tailor ed ,
ffective, and sustained support from the healthcare
y st em, PAGs, the pharmaceutical industry, and policy

akers. We also discuss examples of the limited data that
re available to inform the development and adoption of
ohesiv e car egiv er support frameworks and in terven tions
ithin current practice. Finally, we rec og nize way s PAGs

upport car egiv ers thr ough unique educational , support,
eer, and advocacy efforts. 

The literature search for this narrative review was
ased on the combined expertise of the authors, who are
a tien ts, car egiv ers, clinicians, and/or w ork for adv ocacy
rganizations working with patients with cancer and their
ar egiv ers. This sear ch and literatur e r eview led to the

den tifica tion of the critical unmet need categories of
ar egiv ers of pa tien ts with cancer. Although not intended
o be compr ehensiv e, evidence is provided to support the
mportance of each of these categor ies. Similar ly, the evi-
ence on in terven tions aimed at supporting caregivers
f pa tien ts with cancer and how PAGs can help in the
ar egiving pr ocess is not intended to be compr ehensiv e,
ut rather to highlight important examples of how
they support pa tien ts with canc er and their careg ivers.
Inf ormation f or this narrativ e r eview was obtained fr om
multiple sources including PubMed, Google Scholar, and
Google, pr imar ily using the keyw or ds 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 

Ther e ar e appr oximately thr ee to six million informal
car egiv ers of people with cancer in the USA [ 30 ]. By defi-
nition, informal car egiv ers pr ovide unpaid , ongoing car e
or assistanc e t o a pa tien t with cancer [ 6 ]. They may assist
with tasks including ba thing, ea ting, toileting, shopping,
transportation, manag ing financ es and insuranc e, and
medical and nursing needs [ 31 ]. The well-being of the
car egiv er is critical to the pa tien t, since when a car egiv er
struggles with their own health issues, the pa tien t with
cancer who they care for is more than three times as
likely to report receiving poor quality healthcare [ 32 ].
Pa tien ts who are ac c ompanied by their car egiv ers to
medical appoin tmen ts ar e mor e likely to have longer
visits, with more information conv ey ed 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 pa tien ts are ac c ompanied
to medical visits by their car egiv ers is not sur pr ising,
since pa tien ts ma y ha ve health literacy bar r iers and are
often overwhelmed when facing challenging trea tmen t
decisions. Having a car egiv er pr esent pr ovides a second
person who can ask questions and take in information. 

Tw o surv eys hav e r ev ealed key information about
the typical car egiv ers of pa tien ts with cancer [ 30 , 31 ].
The National Alliance for Caregiving (NAC) surveyed 111
car egiv ers of pa tien ts with cancer between 18 September
and 5 November 2014 and found that car egiv ers w er e
53 years old on average and predominantly women
(58%) [ 31 ]. The vast majority of respondents (88%) cared
for a r elativ e and most (60%) cared for someone who was
65 years old or older, most frequently a paren t/paren t-in-
law (44%) and less commonly a spouse or partner (16%),
or sibling/sibling-in-law (14%) [ 31 ]. 

Canc er Car e subsequently c ompiled a report based on
feedback from 2703 cancer caregivers who c omplet ed an
online survey between 16 February and 6 July 2021 [ 30 ].
This much larger, nationally r epr esentativ e surv ey, and
the resulting C ancer C aregiv ers: National Research Report
on Shared Treatment Decision-Making , provided a detailed
understanding of car egiv ers’ r oles , needs , and experi-
ences in the process of shared decision-making with
pa tien ts and healthcare pro viders. T his survey reflected
the input of car egiv ers, who had an average age of
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Table 1. Selected patient advocacy groups. 

Tumor type Name Ref. 

Colorectal cancer • Colon Cancer Coalition a 

• Colorectal Cancer Alliance 
• Fight Colorectal Cancer 
• PALT OWN/COLONT OWN 

[ 7–11 ] 

Melanoma • AIM at Melanoma Foundation 
• The Melanoma Research Foundation 
• Melanoma Research Alliance 

[ 12–14 ] 

Breast cancer • Breastcancer.org 
• SHARE Cancer Support 
• Brem Foundation 
• Susan G Komen 

[ 15–18 ] 

Prosta te canc er • ZERO Prostate Cancer [ 19 ] 
Lung cancer • LUNGevity 

• A Breath of Hope Lung Foundation 
[ 20 , 21 ] 

Renal cell carcinoma • Kidney Cancer Association [ 22 ] 
Ovarian cancer • Ovarian Cancer Research Alliance a [ 23 ] 
Blood cancers • Leukemia and Lymphoma Society b [ 24 ] 
Multiple cancer types • Cancer Care a 

• Facing Our Risk of Cancer Empow er ed a 

• Triage Cancer a 

• Car egiv er Support Community 

[ 25–28 ] 

a Patient advocacy group represented by an author on this manuscript. 
b Car egiv er-specific w eb page and car egiv er w orkbook w eb page co-cr eated with Pfizer [ 29 ]. 

EmotionalInformational

• Objective and trusted 
information and advice

• Second opinions

• Information on side effects

• Plain language summaries

• Access to patient information
via online portals

• 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

• Reduced depression and anxiety

• Reduced shame and guilt

• Therapy

• Coaching/counseling

• Insurance code for caregiver
counseling

• Self-care; appreciation of
caregiver role

• 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

• Assessment of caregiver 
understanding

• Education programs

• Multidisciplinary team providing
tailored information

• Timely disease and treatment
information

• Telephone-based information 
and support

• Caregiver clinic

• 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

• 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

• Cooperative practical guidance

• Financial education and 
assistance

• Timely access to resources

• Telephone-based information 
and support

• Caregiver clinic

Relationship/Communication Practical/Financial
Unmet
Needs

Potential
Interventions

• Informed decision-making

• Reduced stress

• Improved patient–caregiver
dialogue

• Stronger relationships

• Less guilt

• Improved emotional intimacy

• Reduction of negative emotional
symptoms

• Decreased feelings of isolation

• Enhanced emotional resilience

• Alleviation of time and financial
pressures

• Improved caregiving ability

• Reduced work-related stress

Impact

Figure 1. Unmet needs of car egiv ers for people with cancer, potential interventions, and their anticipated impact. 
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2.6 years old; just over half of respondents were female
53%) [ 30 ]. The Canc er Car e survey found that most care-
iv ers car ed for an immediate family member (e.g., their
other/father , spouse/partner , brother/sister , or child),
although the percentage (53%) was substantially lower
compared with the NAC survey. In the Canc er Car e survey,
almost half (48%) of pa tien ts w er e betw een 55 and
74 years of age, with an average age of 59 [ 30 ]. 
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. Car egiver bur den & unmet needs 

he NAC survey found that most (62%) car egiv ers of
a tien ts with cancer reported being in a high-burden
ituation [ 31 ]. The caregiving experience was episodic,
nt ense, and last ed for approximat ely 2 y ears on av er-
ge [ 31 ]. Car egiv ers r eported that their care recipient
ad been hospitalized at least once in the past year

80%), that they monitored the severity of the condition
f the pa tien t for whom they are caring (76%), and that

hey advocated on behalf of the pa tien t with health-
ar e pr oviders, c ommunity servic es, and government
gencies (62%) [ 31 ]. Strikingly, a large proportion of
ar egiv ers (43%) performed complex medical/nursing
asks, despite not having r eceiv ed any prior training or
reparation for how to perform them [ 31 ]. Despite the
hallenges faced by car egiv ers, only 29% discussed their
wn self-care needs with healthcare providers and only
5% reported using respit e (short-t erm careg iver relief )
ervic es, despit e 35% thinking that respit e servic es c ould
e helpful [ 31 ]. Indeed, 43% of car egiv ers indica ted tha t

hey w an t ed more help t o manage their own emotional
nd physical stress. 

Ov erall , the unmet needs of car egiv ers may be divided
n to four ca tegories, which we will discuss individually in

or e detail: informational , r elationship/communication,
motional, and practical/financial ( Figure 1 ). 

.1. Informational 

ollowing the initial shock of learning a cancer diagnosis,
a tien ts and their car egiv ers fr equently hav e an unmet
eed for compr ehensiv e information about the diagnosis,
rognosis, and the implications of various treatment
ptions. In addition to the information provided by

he healthcare professional a t poin t of diagnosis, they
ay need “objective” and “trusted” medical information

nd advice provided in pa tien t-friendly language if
hey decide that the information that they r eceiv e is
nadequate. Although some of this information may be
vailable, it is not always given to the pa tien t/car egiv er,
or is it easy for them to find. Most pa tien ts and
ar egiv ers do not work in healthcare and may benefit
rom materials in lay language. Caregivers oft en fac e a
teep learning curve as they seek to educate themselves
bout the cancer diagnosis and its implications. This
oses challenges as they seek to assist in making sound
edical decisions with, or less commonly on behalf of, the

a tien ts in their care. 
T he 2022 C anc er Car e surv ey r eport found that half

f car egiv ers of people with cancer r eported being
nv olv ed in making decisions r egar ding the pa tien t’s
rea tmen t plan [ 30 ]. Most (68%) relied on information
rom the pa tien t’s clinical care team and the educa-
tional informa tion tha t they provided (46%) for their
decision making [ 30 ]. Additional sources of information
impacting car egiv er tr ea tmen t 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 w er e pr ovided or had gather ed themselv es
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 trea tmen t-
related decision [ 30 ]. The Canc er Car e report also indi-
ca ted tha t car egiv ers struggled to make tr ea tmen t deci-
sions due to uncertainty about how treatments would
affect pa tien ts’ phy sical c ondition (41%) or QOL (38%),
disagreements among clinicians on the care team r egar d-
ing trea tmen t recommenda tions (18%), or because they
simply did not have enough information (16%) [ 30 ]. 

Car egiv ers and pa tien ts also reported tha t healthcare
pr oviders fr equen tly used complica ted medical termi-
nology, which made it more difficult to understand
clinical processes and make informed decisions. The
Canc er Car e survey found that careg ivers c ommonly relied
on internet searches (39%), which may provide inac curat e
or inc omplet e information [ 30 ]. Typically, careg ivers fac e
overwhelming amounts of medical information as they
begin r esear ching the cancer of the pa tien t for whom
they are caring, and oft en struggle t o find up-t o-dat e,
relev an t, trustworthy sources that they can understand
and interpret appropriat ely. Alt ernatively, if the patient
has a rare cancer about which little is known, caregivers
and pa tien ts may find only limited informa tion [ 35 ]. In
general , ther e is often an unmet need for appropriate
educa tional ma ter ials and plain language summar ies of
relev an t informa tion for impr ov ed health literacy. 

Based on our c ollective experienc e and expertise, the
medical team should clearly explain the prognosis of the
cancer so that the car egiv er can assist the pa tien t in
making informed decisions; this should include a detailed
explana tion of trea tmen t options and sequencing, side
effects, and the potential impact on QOL, so that the
car egiv er and pa tien t fully understand the risks and
benefits of alt ernat e trea tmen t options. This informa tion
should be available in different formats reflecting health
liter acy and cultur ally c ompet ent guidelines. It should
also be possible for car egiv ers (and pa tien ts) t o ac c ess
this information through a portal and/or handouts and/or
video links. In addition, certain cancers r equir e biomarker
testing and information about its benefits should be
provided to both the caregiver and pa tien t [ 36 ]. For
germline mutations, activ e r eferral to a genetic counselor
should be included [ 37 ]. Clinical trials should be discussed
with pa tien ts and car egiv ers wher e available, with clear
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xplanations of the potential benefits and risks [ 38 ].
n addition to guidance on participation in a clinical
rial , assumptions about trav el planning , timing , financial
osts, and other expectations should be addr essed . The
a tien t and car egiv er should be informed tha t, a t a
inimum, the pa tien t w ould r eceiv e standar d of car e

rea tmen t [ 38 , 39 ]. 
Car egiv ers need help to understand how the health-

are sy st em and multidisciplinary care t eams operat e as a
hole and how t o navigat e them. Notably, understanding

nformation can be a particular challenge for immigrants,
oth due to potential language bar r iers and because

he medical sy st em in their country of origin may be
tructur ed differ ently fr om healthcar e in the USA. We
ave found tha t immigran ts may not be pr epar ed for

nsuranc e/financial c osts and ac c ess challenges. They
a y also ha v e an inher ent cultural bias against cancer

nd the stigma associated with it, or a mistrust of the
overnment or the healthcare sy st em in general. The
ealthcare community should be pr epar ed to pr ovide
uidanc e t o all pa tien ts and car egiv ers r egar dless of

heir cultural background or country of origin, direct
hem t o appropriat e informa tion, and ensure tha t they
nderstand their illness and trea tmen t options. 

.2. Rela tionship/communica tion 

ost car egiv ers of people with cancer car e for a fam-
ly member [ 30 , 31 ]. The care dynamic can shift fam-
ly r elationships, cr eating unique communication chal-
enges [ 30 ]. Often, children care for their parents and par-
nt/child r oles ar e r ev ersed , cr eating a new dimension to
he relationship. When siblings or other family members
r e car egiv ers, they ma y ha v e differ en t in terpreta tions of
he diag nosis, appropriat e trea tmen t options, and next
t eps, causing t ension ar ound the car egiving r ole [ 40 ].
lternatively, when one individual is caring for their
artner, intimacy is often negatively impacted [ 41 ]. This is
specially the case with breast, gynec olog ic, and prostat e
anc er sinc e these canc ers and their trea tmen ts may
ffect body image, sexuality, libido, and perception of
emininit y/masculinit y [ 41 ]. How ev er, intimacy betw een
ouples may be negatively impacted by many other can-
 er experienc es bey ond those of br east, gynec olog ic, and
rostat e canc er. 

The relationship between caregiver and pa tien t can
e difficult and is not always a positive, nurturing expe-

ienc e. Careg ivers oft en do not share their own emotions
ecause they feel guilty about further burdening the
a tien t [ 42 ]. Conversely, they may feel that the patient

s not sharing their thoughts and feelings with them;
a tien ts often fear being a burden and may not be open
nd honest with their car egiv er [ 42 ]. 
Relationships between caregivers and the clinicians
trea ting the pa tien t ar e critical , but also hav e difficult chal-
lenges. Most car egiv ers r eport ed that they c ommunicat e
directly with these clinicians (82%) [ 31 ]. How ev er, based
on our experience, clinicians may not have structured
relationships with caregivers, and healthcare privacy laws
can create a bar r ier that excludes car egiv ers fr om the
decision-making process and prevents them from having
ready online ac c ess t o the pa tien t’s medical informa tion.
When a cancer pa tien t with a complex medical history
goes to the emergency room, the pa tien t’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 pa tien t’s decision-making abilities
and their willingness to inv olv e the car egiv er. Car egiv ers
may need to communicate with clinicians, have access to
medical information, and make decisions for pa tien ts if
the pa tien ts are unable to do so [ 43 ]. 

The coronavirus pandemic facilitated a major shift
in onc ology practic e t oward t elehealth, a method of
virtual , bidir ectional communication betw een pa tien ts
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 car egiv ers ar e
generally satisfied with connecting with their clinicians
for non trea tmen t care via telehealth [ 45 ]. Telehealth
allow s careg ivers t o participat e in visits between pa tien ts
and their clinicians that they may have been unable
t o participat e in previously, especially when car egiv ers
do not live near the pa tien t. Importan tly, telehealth
ov er comes transportation challenges that are common
in both urban and rural areas [ 45 ]. In addition to pa tien t
c onvenienc e, t elehealth provides important benefits to
car egiv ers including r educing trav el , time a wa y from their
own responsibilities, and financial impact. 

Gaps r emain, how ev er, in ac c ess t o t elehealth among
a t-risk pa tien ts with canc er. Health and dig ital lit eracy can
vary widely among patients and car egiv ers, particularly
among older pa tien ts, 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 pa tien ts to
conduct their own additional internet searches, which
may result in inac curat e information being obtained.
Mor eov er, at c ertain geog raphically remot e and demo-
graphically diverse cancer centers, many pa tien ts are
unable to download applications r equir ed for telehealth,
lack a c omput er or smartphone, or lack an email address,
which may be r equir ed 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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isits [ 45 ]. Telehealth is a powerful tool for pa tien ts and
ar egiv ers when used appr opriately; how ev er, equitable
c c ess should be a pr ior ity. We recommend that tele-
ealth sessions be r ecor ded whenev er possible for later

eview and sharing between pa tien ts and caregivers [ 46 ].

.3. Emotional 

 meta-analysis of more than 35 studies with 11,396
articipants found that more than 40% of caregivers
f pa tien ts with cancer scr eened positiv e for depr es-
ion [ 47 ]. In another study, 42% of car egiv ers of pa tien ts
ith canc er report ed elev a ted levels of anxiety and 22%

 eported being depr essed [ 48 ]. Among car egiv ers for
a tien ts with bladder cancer, 91% indicated emotional
hallenges r esulting fr om their car egiving r ole [ 49 ]. The
anc er Car e survey found that 53% of caregivers met
r iter ia for needing further diagnostic ev alua tion for
eneral anxiety and depression [ 30 ]. Caregivers often
eglect to focus on their own needs, and face shame
nd guilt when they do [ 42 ]. Familial genetic diag-
oses are particularly burdensome when family members

i.e., car egiv ers and the pa tien ts they care for) might share
he same mutation and risk of canc er diag nosis. There
re millions of individuals and families with increased
isk for hereditary breast, ovarian, pancreatic, prostate,
olor ectal , and endometrial cancer due to mutations
n specific inherited genes [ 24 ]. An ticipa tory grief is an
ssue in these cases, and unfairness issues and survivor
uilt can arise among family members [ 50 , 51 ]. This

s particularly true when related caregivers either do
ot carry the familial mutation or w er e able to take
r ev entiv e steps to avoid a cancer diagnosis. There are
lso specific psychosocial challenges for caregivers of
ecen tly independen t y oung adults, y oung adults and
eenagers who become car egiv ers, and y ounger childr en
f parents with cancer [ 52–54 ]. 

Insuranc e c overage can be challenging when address-
ng the emotional needs of car egiv ers. Car egiv ers often
o not r eceiv e much-needed emotional support since

heir mental healthcare is not cov er ed by the pa tien t’s
nsurance plan [ 55 , 56 ]. Rather, they must seek external
ounseling (i.e., therapy), which is time-consuming and
xpensive. The pa tien t’s healthcare team does not typi-
ally refer the caregiver to a mental health clinician and
here is an overall lack of ac c ess t o mental healthcare
n the USA. The lack of c ounseling/therapy servic es for
ar egiv ers and provision of other psychosocial support

s a critical short c oming that needs to be addressed
ithin the healthcare sy st em and at policy levels [ 57 ]. The

amily Car egiv er Alliance has established a Car egiv er’s
ill of Righ ts tha t supports car egiv ers in seeking self-
are 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/c ounseling/therapy for careg ivers that is int eg rat ed
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 car egiv er job is especially challenging when
added to other r esponsibilities. The NAC surv ey found
tha t approxima tely a third (32%) of car egiv ers pr ovided
over 40 h of care per week [ 31 ] and that one in four
car egiv ers r eported high lev els of financial strain due to
their caregiving responsibilities [ 31 ]. The 2022 Canc er Car e
report identified a cohort of 37% of car egiv ers with
high needs for self-care and low support compared with
other car egiv ers surv ey ed [ 30 ]. These car egiv ers w er e
typically younger and most had full-time jobs while also
caring for a family member with advanced cancer [ 30 ].
This cohort of car egiv ers felt the most overwhelmed
and unsupport ed, and c ompared with older caregivers,
placed more importance on how decisions might impact
the pa tien t’s ability t o c ontinue t o w ork and car e for
others [ 30 ]. 

Car egiv ers may need to provide financial support
for the person for whom they are caring to cover co-
pays, transportation, or living expenses. Not sur pr isingly,
car egiv ers often struggle to balance caregiving with
their own financial and professional suc c ess, and career
gro wth. T he NAC survey determined that almost half of
car egiv ers (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 pr ovide car e [ 31 ]. Lack of kno wledge of emplo yment
rights and lack of legal protections can lead to reduced
income and even job loss, contributing to inhibited career
gr owth and incr eased financial bur den. Employment
rights and legal pr otections ar e coun try -specific. In the
USA, it may be important for car egiv ers to know if they
are eligible for job-prot ect ed 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
f or man y w orking car egiv ers, including those who w ork
for small businesses, and FMLA only guarantees unpaid
leav e [ 59 ]. How ev er, while ther e is no federal policy
for paid family leav e, w e do call out that tw elv e states
currently offer paid family and medical lea ve (la ws vary
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tate by state), and others will be implementing the policy
oon [ 60 ]. 

Clinicians often do not help to navigate the r ecov ery
rom cancer trea tmen t. Medical tasks regularly performed
y car egiv ers include the management of symptoms

e.g., cancer pain and nausea), monitoring disease-related
nd trea tmen t-rela t ed side effects, post-surg ical wound
are, and catheter or line care for peripherally inserted
en tral ca theters , nephrostomies , or gastrostomies [ 6 ].
roviding pa tien t transporta tion is critical , but is fr e-
uently challenging and time-consuming for car egiv ers,
specially if medical visits are not nearby and/or if the
a tien t has mobility issues. Car egiv ers often hav e the

esponsibility of asking questions during medical visits,
s well as rec ordkeeping, manag ing medical bills, dealing
ith paperwork, filing insurance appeals, applying to

nancial assistance programs, and many other related
asks. 

Not sur pr isingly, car egiv ers ar e not always pr oficient
t all of the tasks that they need to perform and they,
hemselv es, may be hinder ed by health literacy gaps,
nd physical and/or mental challenges [ 6 ]. Furthermore,
ifferent stages of cancer present unique and varied
hallenges that can increase in complexity and difficulty
ver time. Comorbidities c omplicat e the care continuum

or pa tien ts and car egiv ers, and pr esent challenges
ssociated with dealing with multiple clinicians, diag-
oses, and trea tmen ts. Car egiv ers may also face the
hallenge of advance -care -planning conversations, and
reparing advanced healthcare directives and financial
owers of attorney in case the pa tien t is unable to make
ecisions for themselves. A substantial proportion of
ar egiv ers (40%) reported that they wanted help making
nd-of-life decisions [ 31 ]. 

Finally, one important unmet need for car egiv ers
elat es t o the limit ed documen ta tion of their iden tity
n medical institutions [ 61 ]. Car egiv ers do not currently
ave any reference to their own information in patient
 ecor ds, which makes locating car egiv er-specific data
hallenging [ 61 ]. These challenges could be addressed by
r eating r ecor ds specifically dedicat ed t o careg ivers that
re similar to pa tien t medical records [ 61 ]. 

. Evidence on in terven tions to support 
caregivers: a work in pr ogr ess 

deally, car egiv ers for people with cancer should undergo
 compr ehensiv e ev alua tion of their own symptom bur-
en when the pa tien t’s cancer is first diagnosed, at patient
mergency room visits, and when major transitions in
a tien t car e ar e planned [ 62 ]. This can be done using

ools such as the Car egiv er Quality of Life Index-Cancer to
easure their psychometr ic perfor mance [ 62 ]. It has been
generally considered that time and other constraints
preclude such caregiver ev alua tions a t medical visits [ 6 ].
The E dmon t on Sympt om A ssessment Sy st em (ESAS) is
another multidimensional tool that is used to ev alua te
pa tien t symptom burden [ 63 ]. When the ESAS was used
in an outpa tien t supportiv e car e c ent er t o ev alua te
car egiv er symptom bur den, it was found to be both a
feasible (90/90 car egiv ers) and useful (66/90 car egiv ers)
way to report the burden of caregiver symptoms [ 63 ]. 

One important intervention aimed at better preparing
individuals for their role as car egiv ers for pa tien ts with
cancer are educational programs [ 6 ]. A pioneering study
ev alua ted 187 car egiv ers and found that there was a
significant incr ease fr om baseline to the 4-mon th follow -
up in the proportion of caregivers who self-reported
f eeling well-inf ormed (from 20 to 54%) after attending
a 6-h education program taught by nurses and social
w orkers [ 64 ]. Sev eral additional studies hav e shown that
formal educational pr ograms incr eased the confidence
and effectiveness of caregivers for people with cancer [ 6 ].

Collaborativ e car e is an interv ention that has had
suc c ess in onc ology, where it typically inv olv es a team-
based approach with an onc olog ist, care manager, and
psychia tric consultan t working together to enhance
the pa tien ts’ psychosocial out c omes [ 65 ]. An innov a tive
study was c onduct ed t o t est the effectiveness of a
nov el , technology-based , collaborativ e car e appr oach for
pa tien ts with cancer and their car egiv ers [ 66 ]. In this
study, a total of 261 pa tien ts with adv anc ed canc er and
179 car egiv ers w er e randomized to r eceiv e a w eb-based
collaborativ e car e interv ention or enhanced usual care.
The in terven tion consisted of connecting to a website
tha t provided self-managemen t stra t eg ies, regular vis-
its with a care c oordinat or, and t elephone follow-up.
After 6 mon ths, pa tien ts receiving the in terven tion had
r educed depr ession, pain, and fatigue, and impr ov ed
QOL compared with pa tien ts in the con tr ol gr oup.
Notably, after the same time in terv al, the pa tien ts who
r eceiv ed car e fr om car egiv ers who had r eceiv ed the
in terven tion also experienced a reduction in their stress
and depression. This study provides evidence that web-
based collaborativ e car e interv entions can be effective
in r educing depr essiv e symptoms and impr oving QOL
in pa tien ts with adv anc ed canc er, and can lead t o
concurr ent impr ov ement in their car egiv er’s QOL [ 66 ]. 

As discussed abov e, car egiv ers often face financial
har dship r esulting fr om their car egiving r ole. A nov el
pilot study c onduct ed in the USA was aimed at testing
the feasibility of alleviating financial hardship among
people with cancer and their car egiv ers [ 67 ]. The study
authors c ollaborat ed with three PAGs: Consumer Educa-
tion and Training Services, Pa tien t Advoca te Founda tion,
and Family Reach. Thirty pa tien ts and 18 car egiv ers



8 R. DAVE ET AL. 

w  

e  

c  

c  

c  

e  

s  

a  

b  

t  

i  

fi  

a
 

v  

a  

a  

m  

t  

o  

p  

m  

c  

U  

i  

w  

c  

p  

w  

c  

t  

r  

p  

[
 

i  

p  

E  

r  

i  

n  

f  

c  

T  

t  

h  

t  

H  

p  

t  

r  

r
c  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 er e enr olled in the study and r eceiv ed a financial
duca tional video, mon thly meetings with financial and
ase managers for 6 months, and assistance with unpaid
ost-of-living expenses. The study found that 39% of
ar egiv ers r eported elev a ted levels of financial burden at
nrollment . A lthough patients and car egiv ers r eported
atisfaction with the program, patients’financial hardship
nd car egiv ers’ bur den w er e not r educed as self-r eported
y participants in the program. The authors concluded

ha t pa tien ts and car egiv ers w er e willing participants
n this type of financial navigation program and that
nancial c onc erns of pa tien ts and car egiv ers should be
ddressed at diagnosis [ 67 ]. 

Both pa tien ts and car egiv ers desperately need inter-
en tions tha t can reduc e phy sical and emotional stress
nd suffering. A randomized controlled trial in which 97
dult pa tien t/car egiv er pairs w er e randomized to tr eat-
en t or con tr ol arms for 4 w eeks found that pr oviding

ouch and massage instructions to family car egiv ers can
ffer a means of enhancing caregiving, while decreasing
a tien t pain, depression, and other symptoms [ 68 ]. This
assage education program has been used in cancer

 ent ers, hospic es and palliative care c ent ers in the
SA, Canada, the UK, and other countries [ 68 ]. Another

nnov a tive trial was c onduct ed t o t est whether pa tien ts
ith cancer who r eceiv ed chemotherapy, and their

ar egiv ers, w ould benefit from an online mindfulness
rogram [ 69 ]. Of the 97 pa tien ts and 31 caregivers
ho w er e randomized to the 8-w eek tr ea tmen t arm or

ontrol arm, 72 and 26 completed the study, respec-
iv ely. The r esults suggest that the mindfulness program
esulted in significant impr ov ement in QOL among
a tien ts and increased mindfulness among caregivers
 69 ]. 

Providing information represents one of the most
mportan t w ay s t o support careg ivers. The Herlev Hos-
ital Empowerment of Relatives through More and
ar lier infor mation Supply (HERMES) in D enmar k was a
andomized in terven tion study (199 car egiv ers included
n t otal: int ervention g roup, n = 101; c ontrol g roup,
 = 98) that sought to identify car egiv ers’ unmet needs
 or inf orma tion, communica tion, and a tten tion from
linicians as pa tien ts w er e starting chemotherapy [ 70 ].
he study compared the effects on car egiv er per cep-
ion of communica tion, a tten tion, and assistance from
ealthcar e pr of essionals f ollowing immedia te in terven-

ion versus after follow-up (the delayed group). The
ERMES study found that immediate intervention had
ositive effects on the experiences of caregivers relating

o the amount and quality of informa tion tha t they
 eceiv ed compar ed with the delayed group [ 70 ]. Another
andomized controlled trial consisting of 216 pa tien t–
ar egiv er pairs (interv ention gr oup, n = 108; control
group, n = 108) conducted in Australia t est ed 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 r educe car egiv er bur den, it did r educe the number
of unmet car egiv er needs and impr ov ed the c onfidenc e
of car egiv ers in managing their own health, particularly
among those at risk of depression [ 71 ]. The data suggest
that providing rapid ac c ess t o high-quality information
r epr esents an important example of fostering self-care
among car egiv ers. 

Finally, a Car egiv er Clinic at the Princess Margaret
Canc er Cent er in Toront o, Canada, developed an int er-
v ention, now standar d of car e, that pr o vides a no vel
clinical , educational , and r esear ch pr og ram dedicat ed t o
supporting family car egiv ers at a cancer hospital [ 42 ]. The
Car egiv er Clinic treats caregivers much like pa tien ts and
offers them their own independent r eferral , intake, and
in terven tion services [ 42 ]. Car egiv ers ar e giv en their own
personal medical r ecor d number and the documen ta tion
of the healthcare they receive is kept separately from that
of the pa tien t tha t they care for [ 42 ]. The psychosocial
in terven tion includes one- on- one counseling services
and focuses on legitimizing the car egiv er’s needs and dis-
tress, att ending t o “double awareness”and g rief reactions,
and increasing caregiver self- efficac y [ 42 ]. Legitimizing
car egiv er needs and distress is pr ior itized since car egiv ers
infr equently seek self-car e, and often feel shame and
guilt in doing so; the psychosocial in terven tion a t the
Car egiv er Clinic aims to normalize these feelings of
distr ess [ 42 ]. “Double awar eness”r efers to the split mental
sta te associa ted with the sense of the pa tien t’s impending
death on the one hand while enc ourag ing them t o live
life to the fullest extent possible on the other [ 42 , 72 ].
Self- efficac y refers to building careg ivers’ c onfidenc e and
g iving them t ools t o help navigat e the healthcare sy st em
mor e effectiv ely [ 42 ]. The Car egiv er Clinic also provides
an importan t cen tralized loca tion for r esear ch into the
needs of car egiv ers and offers a hub for the education
of healthcar e pr oviders who ar e inter ested in learning
how to address and manage caregiver distress [ 42 ]. The
Car egiv er Clinic provides a c oncret e model of how each
of the unmet needs of car egiv ers for people with cancer
can be specifically addr essed thr ough an int eg rat ed
appr oach ( Figur e 1 ). Such clinics should be possible in
high-inc ome c ountries with univ ersal healthcar e that can
provide financial assistance to offset costs to car egiv ers
of pa tien ts with cancer, such as Australia, Canada, and
Norway [ 73 ]. Notably, how ev er, f ee-f or-service healthcare
is likely to be an insur mountable bar r ier to widespread
adoption of this compr ehensiv e, car egiv er-focused , clinic
approach in the USA. Instead, hospital and community-
based support programs (i.e., groups or peer mentor
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elationships specific to the needs of the car egiv ers) will
ore likely remain as a helpful resource. 

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

car egiving pr ocess 

lthough several of the in terven tions described above
r e pr omising or pr ovide potential benefits for car egiv ers
f pa tien ts with cancer, gaps clearly remain in fully
ddressing their unmet needs. Many of the in terven tions
iscussed in this paper are c onduct ed outside of the USA,
her e gov ernments pr ovide healthcar e for their citizens.

ome of these programs, such as the Canadian Cancer
ar egiv er Clinic , w ould not be feasible in the USA due to

ts f ee-f or-service healthcar e model . Because of this, PAGs
lay a particularly vital role in supporting pa tien ts and
ar egiv ers in the USA ( Table 1 ). Her e, w e pr ovide best-
ractice examples and pr ograms offer ed by selected PAGs

o address the unmet needs of car egiv ers and the pa tien ts
hat they care for. 

A critical unmet need is ac c ess t o useful and digestible
nformation about the canc er diag nosis, trea tmen t
ptions and their implica tions. A cen tral focus of PAGs

s to assist pa tien ts and their families by providing
ducation and ac c essible, useful, and actionable

nformation. Canc er Car e , a national organization, offers
 ounseling, support g r oups, and education w orkshops
hat individuals can attend live , via telephone , or online ,
ith leading oncology experts who discuss cancer-

elat ed t opics [ 25 ]. Canc er Car e also provides pa tien t-
riendly publications with curr ent, r eliable, cancer-
ela ted informa tion writt en by onc ology experts [ 25 ].
anc er Car e servic es ar e pr ovided fr ee of charge. For
ore clarity on caregiver challenges and needs, the
 ancer C aregiv ers: National Research Report on Shared
reatment Decision-Making , discussed in detail above [ 30 ],
ddresses the critical issues of collaborative decision-
aking among car egiv ers, pa tien ts, and the clinical care

eam. 
Triage Cancer is a national , nonpr ofit organization

hat provides free education on the legal and practical
ssues that may impact individuals diagnosed with cancer
nd their car egiv ers [ 27 ]. Triage Cancer offers a wealth
f materials, including a Pr actic al Guide to Cancer Rights

or C aregiv ers , and educational events that focus on
opics such as navigating finances, health and disability
nsurance, employmen t righ ts, and caregiving [ 27 ]. Triage
ancer also offers a free Legal & Financial Navigation
rogram for pa tien ts and car egiv ers with one- on- one
ssistance [ 27 ]. 

Facing Our Risk of Cancer Empow er ed (FORCE) is
 PAG dedicated to improving the lives of individuals
nd families facing hereditary breast, ov arian, pancrea tic,
prostat e, c olorectal, and endometrial cancers [ 25 ]. FORCE
provides up -to -date, expert-r eview ed 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 lev el thr ough the Patient Advocate
Leaders program [ 75 ]. 

Ovar ian Cancer R esear ch Alliance (OCRA) offers w eekly
online support sessions for car egiv ers and pa tien ts a t all
stages of diagnosis and trea tmen t to enhance knowledge,
support, and c onfidenc e in the car egiv er r ole [ 23 ]. OCRA’s
annual national c onferenc e brings experts from around
the world together to share information for pa tien ts and
car egiv ers ranging from basic diagnosis information to
the most up -to -da te adv ances in trea tmen t and critical
QOL discussions [ 23 ]. OCRA also has a peer mentor
prog ram available t o all individuals who are diagnosed
with a gynec olog ic canc er and their careg ivers [ 23 ]. 

The Colon Cancer Coalition raises awareness of the
sig ns and sympt oms of the disease and works t o creat e
car egiv er support thr ough community-based pr ojects [ 7 ].
It focuses on the pa tien t 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 organiza tion tha t provides educa tion and out-
reach for families facing a canc er diag nosis, including a
guidebook and tip sheet to equip pa tien ts and their loved
ones with important financial information [ 76 ]. Impor-
tantly, these examples demonstrate the dedication of
PAGs to clearly and effectively c ommunicat e information
to pa tien ts , their families , and car egiv ers. PAGs ar e
c ommitt ed t o avoiding c omplicat ed and unnec essary
medical terminology wher ev er possible, while maintain-
ing scientific and medical accuracy in the information and
educa tional ma terials tha t they provide. 

In addition to providing education and information,
PAGs are an important source of support for pa tien ts
with cancer and their car egiv ers. Cancer Care has a staff of
professional oncology social workers who help pa tien ts
and their loved ones manage the emotional and practical
challenges of cancer [ 26 ]. This includes access to support
groups tha t facilita te connections with other individuals
who are in similar situations, enabling the sharing of
information and experiences [ 26 ]. Cancer Care also aids
eligible individuals with trea tmen t-rela t ed c osts, such
as transportation, home care, and childcare, as well as
c o-pay s for chemother apy, immunother apy, and other
advanced specialty medications [ 26 ]. Although limited,
this financial assistance can address critical unmet needs
for certain pa tien ts. In addition, Cancer Care has programs
that address the needs and c onc erns of specific popula-
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ions, including children, young adults, older adults, and
ar egiv ers [ 26 ]. 

Cancer Hope Network is a PAG committed to making
ure that no one faces cancer alone [ 29 , 77 ]. It provides
r ee, confidential , one- on- one peer support for people

ith cancer and their loved ones, with all volunteer and
lien t ma t ches overseen and support ed by a t eam of
ealthcar e and social-w ork pr ofessionals [ 29 , 77 ]. FORCE
rovides a variety of support programs to individuals fac-

ng hereditary cancers through a community of peers and
r ofessionals to ensur e that no one faces these cancers
lone, including an online support group specifically for
ar egiv ers [ 78 ]. In addition to incr easing awar eness of
er editary cancers, FORCE adv ocates for enhanced access

o care, better trea tmen t, and prevention [ 25 ]. 
Family Reach provides nonmedical financial support to

amilies facing cancer and its assistance helps to cover
v ery day expenses, such as food, housing, and utili-
ies [ 76 ]. The Leukemia & Lymphoma Society, a PAG ded-
cat ed t o curing blood canc ers (including leukemia, lym-
homa, and my eloma), pr ovides many services including
 range of specific information and support for care-
ivers [ 24 ]. 

Importantly, these and other PAGs offer a wide variety
f information and support for pa tien ts and car egiv ers

hat is freely available and designed specifically for
heir needs. These and similar groups play critical roles
n addressing the unmet informational, emotional, and
ractical/financial needs described abo ve. T hey also play
ey roles in influencing health policies, improving insur-
nc e c ov erage, and r epr esenting the v oices of pa tien ts
nd car egiv ers. Exciting ar eas of gr owth for PAGs include
igital and technology solutions, such as the develop-
ent of dedicated apps or online platforms to provide

ompr ehensiv e r esour ces , support communities , and
irtual counseling services [ 79 ]. Artificial intelligence and
achine learning may also be harnessed t o bett er serve

a tien ts and car egiv ers by pr oviding mor e personalized ,
obust, and ac c essible support sy st ems [ 80 ]. 

. Conclusion 

s the number of people with cancer incr eases, ther e
s a growing expecta tion tha t they will manage their
wn care, and thus, the burden on their informal care-
 ivers also c ontinues t o g ro w. C aregivers for pa tien ts
ith cancer r equir e access to high-quality information

nd educational r esour ces, as w ell as impr ov ed ac c ess
 o c ounseling servic es and other means of emotional
upport. Healthcare sy st ems should also rec og nize their
dentity as car egiv ers and pr ovide information and sup-
ort that is independent of the patients that they care for.

n summary, car egiv ers should r eceiv e appr opriate car e
and consideration that is dedicated to their needs and is
more aligned with the level of support that is provided to
the pa tien ts themselves. 

7. Future p ersp ective 

Although innov a tive in terven tions are emerging to
address the unmet needs of people with cancer and
their car egiv ers, significant gaps r emain. PAGs play a
vital role in filling these gaps and provide a range of
critical r esour ces that w ould otherwise not be available.
Importantly, these groups also spearhead efforts to
lobby policy makers on behalf of pa tien ts with cancer
and their families to enact changes that impr ov e their
lives as they confront this challeng ing disease. A s long
as there is funding, these PAGs will continue to support
pa tien ts and car egiv ers. How ev er, it is incumbent on
clinicians t o appreciat e that careg iver participation in
caring for pa tien ts is essen tial f or effectiv e tr ea tmen t and
positive out c omes. Sy st ems, prot oc ols, and proc edures
should rec og nize the critical r ole that car egiv ers play,
ac c ommodat e and enhanc e their participation in caring
for pa tien ts, and trea t car egiv ers as r espected and
valuable members of the patient’s healthcare team. 

Article highlights 

C ar egivers play a critical role in cancer care 
• Informal car egiv ers pr ovide unpaid , ongoing car e or assistance to a 

patient with cancer. 
C ar egiver bur den & unmet needs 
• Most car egiv ers of pa tients with canc er ar e ov erbur dened . 
• The unmet needs of car egiv ers can be divided into four categories: 

informational , r elationship/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. 

• Car egiv ers may need information to assist patients in 
decision-making about care and treatment options. 

Relationship/communication 
• Car egiv ers often face challenging relationships with the patients 

they care for, who are often family members and/or they struggle 
with complex extended family dynamics. 

• T here ma y be barriers that pr ev ent open c ommunica tion between 
car egiv ers and the patient’s clinicians. 

• Although telehealth provides benefits to patients and car egiv ers, 
ther e ar e barriers that pr ev ent ac c ess. 

Emotional 
• Nearly half of car egiv ers struggle with depression and anxiety. 
• Car egiv ers ar e oft en challenged b y 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 r equir ed to car e for a canc er pa tient 

can have a significant practical and financial impact, potentially 
affecting the car egiv er’s employment and their family/home needs. 

Evidence on in terven tions to support caregivers: a work in 
pr ogr ess 
• Car egiv er assessments during patient medical visits are feasible 

and beneficial. 
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• Prog r ams desig ned t o pro vide informa tion and educa tion to 
patients and car egiv ers r educe uncertainty and assist in 
decision-making. 

• Collaborativ e car e consisting of a team-based appr oach with an 
onc ologist , care manager, and mental health professional who 
c ollabora t e t o enhance psychosocial out comes is effective in 
r educing depr ession and impr oving quality of lif e f or patients and 
car egiv ers. 

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

• An innovative caregiver clinic based in Toronto, Canada, takes an 
integ r ated approach and provides psychosocial support to 
car egiv ers, much like patients r eceiv e. 

A call to action: how patient advocacy groups can help in the 
car egiving pr oc ess 
• Importan tly, patien t adv ocacy gr oups fill many gaps that may not 

otherwise be addressed by other in terven tions due to ac c ess and 
availability barriers. 

• T hey pla y critical r oles in supporting patients and their car egiv ers 
b y pro viding r esour c es including educa tion, informa tion, 
c ounseling, naviga tion, and financial assistanc e. 

• They also engage in policy and legislative advocacy efforts on 
behalf of patients with cancer and their car egiv ers. 
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