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Comparing adult- child and spousal caregiver burden and 
potential contributors
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Kristin Litzelman, PhD 9,10; Julia H. Rowland, PhD11; and Alexi A. Wright, MD, MPH1,4,12

BACKGROUND: Adult- children caring for a parent with cancer comprise a significant segment of caregivers. Yet less is known about 

adult- child caregivers, their burden, or caregivers’ and patients’ gender’s impact, which may differ from the well- studied spousal car-

egiver. This knowledge gap may hinder efforts to ameliorate adult- children’s caregiver burden. METHODS: We analyzed caregiver sur-

veys from the Cancer Care Outcomes Research and Surveillance Consortium, a multi- regional population- based study of patients with 

colorectal or lung cancer. Using t tests and multivariate regression models, we assessed whether adult- child and spousal caregivers’ 

caregiving responsibilities and social/emotional and financial burdens differed and used structural equation models (SEMs) to examine 

mediating factors. RESULTS: Compared with spouses/partners (N = 1007), adult- children (N = 227) spent less time caregiving (14 vs 

23 hours/week; P < .001), but experienced higher social/ emotional burden (P < .01). In models adjusted for objective caregiving burden 

measures and demographics, adult- children’s social/emotional (P < .05) and financial burdens (P < .01) were greater than spouses’. Poor 

communication quality was associated with greater social/emotional burden for both groups (P <  .05). SEMs indicated that gender 

concordance between caregivers and patients (eg, daughters caring for mothers) and caregiver employment increased the difference 

between adult- child and spouses’ social/emotional burden, whereas caregiver- patient relationship quality reduced it. CONCLUSIONS: 

Adult- children spend less time caregiving than spouses/partners, but have higher social/emotional and financial caregiving burdens, 

partially due to adult- children’s employment, caregiver- patients’ gender concordance, and relationship quality. Gender concordance’s 

contribution to greater social/emotional burden adds important context to prior findings, indicating female caregivers experience the 

most burden. Interventions that improve caregiver- patient communication may reduce both adult- child and spousal caregiver burden. 
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INTRODUCTION
Family caregivers are integral to the care of patients with cancer. They provide emotional support,1 monitor patients’ 
symptoms,2 improve communication with medical teams,3 and aid medical decision- making.4 Such intensive physical, 
emotional, and time- consuming work adversely impacts caregivers, however. Studies indicate nearly half of cancer care-
givers suffer from depression and/or anxiety5 and that caregiving negatively affects caregivers’ financial and social well- 
being.6,7 Importantly, caregiver burden may also impact patients’ mental and physical health.8,9

Among an estimated 2.1 to 6.1 million family caregivers to adult patients with cancer,10 44% of caregivers are adult- 
children, making them the largest caregiving population according to National Alliance for Caregiving’s most recent 
national report on cancer caregivers.11 Yet, few studies examine adult- child caregivers’ needs and experiences compared 
with the well- studied population of spousal caregivers.12 In the United States (US), studies find that adult- child caregivers 
report higher caregiving stress, psychological distress, and guilt compared with spouses, whereas others have explored the 
role reversal challenges of caring for one’s parent, which differ from spouses’ more reciprocal relationship.13- 15 To date, few 
studies have investigated factors that shape these differences, hindering efforts to ameliorate adult- child caregiver burden. 
Amidst several legislative efforts (eg, Reforming American Immigration for Strong Employment [RAISE] Act to establish 
a national strategy to support family caregivers and President Biden’s American Families Plan, which promotes paid family 
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leave), research on adult- child caregivers is necessary to 
ensure their needs are addressed.16,17

Using Cancer Care Outcomes Research and 
Surveillance (CanCORS) Consortium data, this study 
compared US adult- child and spousal caregiving respon-
sibilities, their social and emotional (social/emotional) 
and financial burdens, and factors shaping these burdens. 
Based on prior caregiving research,13,18,19 we hypoth-
esized that adult- child caregivers would spend less time 
caregiving and perform fewer care activities than spouses, 
but experience greater social/emotional and financial bur-
dens. We further hypothesized that caregivers’ competing 
responsibilities, preparedness, relationship with the pa-
tient, and gender concordance (eg, daughters caring for 
mothers) would mediate differences in burdens.

MATERIALS AND METHODS

Data Set
We used CanCORS Caregiver Study data, a supplement 
survey to CanCORS, a longitudinal study of approxi-
mately 10,000 newly diagnosed patients with colorectal 
and lung cancer. Detailed information about CanCORS is 
published elsewhere.20 CanCORS enrolled patients from 
7 sites nationwide (5 cancer registries and 2 health care 
systems); participants were representative of patients with 
lung and colon cancer in US Surveillance, Epidemiology, 
and End Results Program regions.21 A subset of patients 
nominated a caregiver to participate during their baseline 
(n = 827) or follow- up (n = 821) interviews. Caregivers 
completed a mailed, self- administered survey a mean of 
7.3 or 16.7 months after the patient’s diagnosis, respec-
tively. All participants were consented and participating 
sites’ institutional review boards approved study protocols.

Outcome Variables
Social/emotional and financial burdens

We assessed social/emotional burden using a modified, 
14- item version of the Zarit Burden Interview, which 
measures caregiving- related emotional, social, and rela-
tionship stress (Supporting Table 1).22,23 For example, 
caregivers rated their agreement with the statement “My 
care recipient asks for more help than he/she needs.” 
Financial burden was assessed with 3 items measuring 
caregiving’s impact on finances; eg, “Caring for my care 
recipient puts a financial strain on me.” Responses were 
rated on a 5- point Likert scale from “disagree a lot” to 
“agree a lot.” For both burden measures, we performed 
factor analysis with a polychoric correlation matrix to ac-
count for ordinal items and used first factors’ loadings 
(Supporting Table 1). We rescaled both measures from 0 

to 10 for interpretability. Higher scores indicate greater 
burden.

Independent Variable
Caregiver- patient relation

We categorized caregivers as spouse/partner or child; all 
other relations (parent; sibling; friend; other) (N = 354) 
or missing (n  =  15) were excluded. Excluded relations 
differed from adult- child and spousal caregivers on several 
demographic characteristics but completed similar levels 
of caregiving (Supporting Tables 2- 4). Like prior non- 
cancer research, other relations reported less subjective 
burden compared with adult- child caregivers.24,25

Mediating Covariates
To investigate factors that might mediate differences in 
burden between adult- child and spousal caregivers, we 
drew on Pearlin’s stress process model (Fig. 1).26 The model 
proposes that caregivers’ reactions to stress are shaped by 
stressors (eg, caregiving demands, employment, child-
care), background factors (eg, age, gender, education), and 
resources (eg, caregiving preparedness, support).

Stressors

Stressors included whether caregivers were primarily re-
sponsible for children under 18  years old and whether 
they had paid employment. We hypothesized that child-
care and career responsibilities would mediate differences 
between adult- children and spouses’ burdens because, 
compared with spouses, adult- children are more likely 
to be employed, more junior in their careers, and have 
younger children.19

Background factors

We included caregivers’ gender (male vs female) and gen-
der concordance between caregiver and patient (discordant 
vs concordant). Research indicates that daughters are more 
likely to care for parents than sons, and that women suffer 
greater caregiving burden.27,28 Additionally, with caregiv-
ing’s feminization,29 we theorized that gender concordant 
dyads would struggle to navigate their relationships more 
than discordant dyads because mothers and daughters might 
both expect more of a daughter than a male caregiver.30,31 
In contrast, fathers and sons might struggle due to their lack 
of socialization into receiving help and caregiving.32,33

Resources

Similar to other studies,34- 36 we included caregivers’ pre-
paredness for caregiving as a resource, hypothesizing adult- 
children would be less prepared due to their lifephase. We 
included communication and relationship quality, which 
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are associated with reduced burden,37,38 hypothesizing 
that these qualities could mitigate the stress, communica-
tion, and relational difficulties often intrinsic to the role 
reversal of a child caring for a parent. Caregiving prepar-
edness was assessed with the 4- item subscale of the Family 
Caregiving Inventory, which measures caregivers’ confi-
dence caring for their loved one’s emotional and physi-
cal needs, finding services, and coping with caregiving’s 
stress.39 Responses were on a 5- point Likert scale from “not 
at all confident” to “extremely confident.” Factor analysis 
with a polychoric matrix was used to create a component 
score (Supporting Table 5). Relationship quality was based 
on responses to the questions, “Generally how well do you 
and your care recipient get along together right now?” and 
“Taking everything into consideration, how close do you 
feel your relationship is between you and your care re-
cipient right now?” Responses were on a 4- point Likert 
scale from “not at all close/well” to “very close/well.” We 
performed factor analysis with a polychoric correlation 
matrix to create a measure. Higher scores indicated better 

quality. Communication quality was measured as caregiv-
ers’ responses to “How is communication between you 
and your care recipient these days? In other words, how 
well can you exchange ideas or talk about things that re-
ally concern you right now?” Caregivers responded on a 
4- point Likert scale from “not at all well” to “very well.”

Other Covariates
Caregiving responsibilities

To gauge caregiving responsibilities, we included 
caregiver- reported hours/week caregiving, primary car-
egiver status (≥50% of care), and tasks performed over 
the past 2  weeks. Tasks were categorized into activities 
of daily living (ADLs) (eg, bathing and dressing), in-
strumental activities of daily living (IADLs) (eg, making 
phone calls and driving to appointments), and clinical 
care tasks (eg, monitoring side effects and giving medica-
tions) (Supporting Table 6). We created 3 measures for 
each category: 1) number of tasks performed; 2) if the 
patient did not need help; and 3) the proportion of tasks 

Figure 1. Generalized structural equation model: mediators of caregiver- patient relation’s association with burden.
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caregivers performed (eg, number of ADLs a caregiver 
performed/total number of ADLs needed).

Patient clinical factors

Clinical factors included patient age, cancer type, stage 
(I/II or III/IV), and comorbidity level (none to grade 3) 
at the patient’s baseline interview. Treatment informa-
tion was excluded because it was collected at baseline and 
likely changed before caregivers’ survey and did not differ-
entiate between intravenous and oral therapies that could 
differentially affect caregiver burden.

Caregiver demographics

Self- reported gender, race/ethnicity, education, house-
hold poverty status (150% of 2005 federal poverty level 
adjusted for household size), and survey timing (ie, base-
line or follow- up) were captured. We did not adjust for 
caregivers residing with patients or for caregiver age since 
nearly all spouses lived with the patient and caregivers’ 
and patients’ ages were highly correlated.

Statistical Analysis
To assess potential differences between adult- child and 
spousal caregivers, we performed t- tests for all covari-
ates. To investigate factors associated with caregiving 
burden, we fit cross- sectional ordinary least squares re-
gressions for burden measures with study site random 
effects. In baseline models, we adjusted for caregiver- 
patient relation (adult- child vs spouse), patient clinical 
factors, caregiver demographics, caregiving responsibili-
ties, site of care, and survey wave. The full model added 
all mediating covariates. To assess whether the proposed 
mediators mediated associations between caregiver- 
patient relationship and burden measures, we used 
Mplus 8 to estimate a generalized structural equation 
model with confidence intervals using bootstrapping 
techniques (b = 500) with Monte Carlo simulation to 
adjust for missingness.40 Two- sided P values <.05 were 
considered statistically significant.

Because missing data ranged from 1% to 11%, 
we used Stata 16’s “mi” multiple imputation procedure 
to impute 20 data sets. Logistic regression models es-
timating variable missingness suggested no systematic 
nonresponse. We excluded 26 observations missing 
both burden measures. All adjusted analyses used im-
puted data except the generalized structural equation 
model, which accounts for missingness.40 Because 
gender concordance was low among spousal caregivers 
(2%) (Table 1), we conducted a power analysis to deter-
mine the sample size needed to estimate differences in 

mean burden measures by gender concordance, which 
indicated our sample size was sufficiently powered at 
0.80. In sensitivity analyses, we fit models without im-
puted outcomes and estimated ordinal logit regressions 
with burdens measured as the sum of burden items’ re-
sponses. Results were not substantively different (not 
shown).

RESULTS
Among 1234 adult- child and spousal caregivers, 18% 
were adult- children (N = 227) (Table  1). Compared 
with spouses, adult- children disproportionately identi-
fied as a person of color (29% vs 22%; P = .04), female 
(81% vs 73%; P = .01), had more education (76% vs 
61% some college or higher; P  <  .001), lower pov-
erty rates (13% vs 19%; P = .04), and cared for older 
patients (69 vs 61- years- old; P  <  .001). Adult- child 
caregivers were disproportionately employed (76% vs 
43%; P < .001) and responsible for childcare (32% vs 
11%; P <  .001). Relatively more adult- children cared 
for female patients (61% vs 26%; P  <  .001). Adult- 
children were less prepared for caregiving than spouses 
(3.7 vs 3.9; P <  .001), but there were no statistically 
significant differences by communication or relation-
ship quality.

Caregiving responsibilities
Spouses spent significantly more time caregiving than 
adult- children (23.3 vs 14.3  hours/week; P  <  .001) 
(Table 2) and disproportionately served as the primary 
caregiver (93% vs 71%; P < .001). There were no sta-
tistically significant differences in caregiving levels or 
types of tasks performed (ADLs, IADLs, or clinical care 
tasks).

Caregiver Burden
On average, adult- child caregivers experienced higher so-
cial/emotional burden than spouses (3.1 vs 2.6; P < .01) 
(Table  3). Adult- children’s financial burden was higher 
than spouses, but not statistically different (3.7 vs 3.4; 
P = .20).

In baseline models that controlled for patient clin-
ical factors, caregiving responsibilities, and caregiver 
demographics, adult- child caregivers experienced sta-
tistically higher social/emotional burden (β, 0.34; 95% 
confidence interval [CI], 0.02, 0.65) (Table 4) and fi-
nancial burden (β, 0.58; 95% CI, 0.15, 1.00), com-
pared with spouses.

Adjustment for mediators eliminated adult- child 
caregivers’ statistically significant association with both 
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burdens (Table 4). Caregivers’ employment was positively 
associated with social/emotional burden (β, 0.24; 95% CI, 
0.01, 0.48). Female caregivers had higher social/emotional 
(β, 0.56; 95% CI, 0.32, 0.80) and financial (β, 0.69; 95% 

CI, 0.31, 1.07) burdens than males. Caregiver- patient 
gender concordance was also associated with higher so-
cial/emotional burden (β, 0.45; 95% CI, 0.05, 0.85) than 
gender discordant relationships. Caregiving preparedness 

TABLE 1. Caregiver and Patient Characteristics by Caregiver Relation to Patient

Measure

Overall (N = 1234)
Adult- Child 
(N = 227)

Spouse/Partner 
(N = 1007)

Missing N % N % N % P

Caregiver characteristics
Age, mean, (SD) 25 58 (13) 45 (12) 61 (12) <.001

Race/ethnicity
Non- Hispanic White 18 930 76 161 71 769 78 .04
Black 148 12 33 15 115 12
Hispanic 62 5 15 7 47 5
Asian 39 3 9 4 30 3
American Indian 24 2 6 3 18 2
Native Hawaiian/other Pacific Islander 7 1 2 1 5 1
Other 6 0 0 0 6 1

Educational attainment
High school degree or less 11 440 36 53 24 387 39 <.001
Some college or higher 783 64 172 76 611 61

Household federal poverty threshold
Below 150% 0 217 18 29 13 188 19 .04
At least 150% 1017 82 198 87 819 81

Caregiver stressors
Employment status

No paid work 66 589 50 53 24 536 57 <.001
Part- time/full- time 579 50 169 76 410 43

Responsible for children under 18 years old
Yes 0 188 15 73 32 115 11 <.001
No 1046 85 154 68 892 89

Patient cancer characteristics
Gender

Female 0 405 33 139 61 266 26 <.001
Male 829 67 88 39 741 74

Age at patient survey, mean (SD) 0 62 (17) 69 (17) 61 (17) <.001
Cancer type

Lung 0 570 46 118 52 452 45 .05
Colon 664 54 109 48 555 55

Stage at diagnosis
Stage I/II 47 584 49 103 48 481 50 .60
Stage III/IV 603 51 113 52 490 50

Comorbidity level
None 140 283 26 50 25 233 26 .57
Grade 1, mild 416 38 70 35 346 39
Grade 2, moderate 209 19 44 22 165 18
Grade 3, severe 186 17 35 18 151 17

Background factors
Caregiver gender

Female 24 898 74 183 81 715 73 .01
Male 312 26 43 19 269 27

Gender concordance
Yes 24 153 13 130 58 23 2 <.001
No 1057 87 96 42 961 98

Resources
Caregiving preparedness, mean (SD) 38 3.9 0.8 3.7 0.8 3.9 0.8 <.001
Caregiver- patient relationship quality, mean (SD) 33 3.5 0.5 3.5 0.5 3.5 0.6 .32
Caregiver- patient communication quality

Not well at all 14 54 4 6 3 48 5 .58
A little well 134 11 37 16 97 10
Somewhat well 369 30 65 29 304 30
Very well 665 54 120 53 545 54

Abbreviation: SD, standard deviation.
Values based on t tests conducted with imputed data.
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(β, −0.62; 95% CI, −0.75, −0.48), relationship quality 
(β, −0.68; 95% CI, −0.95, −0.40), and communication 
quality (β, −0.76; 95% CI, −1.39, −0.13) were statisti-
cally significantly associated with lower social/emotional 
burden. Preparedness was statistically significantly asso-
ciated with lower financial burden (β, −0.38; 95% CI, 
−0.58, −0.17).

Mediating Adult- Child Caregiver Association 
With Burden
Results from generalized structural equation models sug-
gest that the gap in social/emotional burden between 
adult- children and spousal caregivers was mediated by 
several factors whereas financial burden had no mediating 
pathways (Table 5). Caregiver employment was a statisti-
cally significant mediator of social/emotional burden (ef-
fect, 0.14; 95% CI, 0.08, 0.15), as was caregiver- patient 
gender concordance (effect, 0.32; 95% CI, 0.21, 0.57). 
Relationship quality was protective because it was asso-
ciated with a decreased gap in social/emotional burden 
(effect, −0.08; 95% CI, −0.15, −0.02).

DISCUSSION
Our study’s findings indicate that, although adult- child 
caregivers spend less time caring for a parent with can-
cer than spousal caregivers and receive more help from 
others, they experience greater caregiving burden. These 
differences persisted even after accounting for patients’ 
clinical factors, caregiving time and responsibilities, and 
caregivers’ demographic factors. This suggests that car-
egivers find it more emotionally, socially, and financially 
difficult to care for a parent than a spouse.

Although the National Alliance for Caregiving’s 
most recent national report on cancer caregivers shows 
that adult- children are the largest caregiver population,11 
few studies have investigated how adult- children’s burden 
differ from the relatively well- studied spousal caregiv-
ers.12 Our findings reinforce prior research that adult- 
child caregivers experience greater emotional burden than 
spouses.13,14 We also build on past research by 1) demon-
strating that adult- children experience more financial bur-
den than spousal caregivers and 2) identifying factors that 
contribute to burden differences between adult- children 
and spouses. Results from mediation models indicate that 
adult- children’s employment contributed to the difference 
in social/emotional burden, adding context to our finding 
that adult- children caregivers spend less time caregiving 
but feel more burdened. Spousal caregivers are more likely 
to be retired than adult- children and may thus have more 
time for caregiving, whereas adult- children may struggle 
to balance caregiving and career responsibilities, leaving 
less time for friends, family, and self- care.

Our findings about gender differences add important 
nuance to existing knowledge. Although studies have long 

TABLE 2. Differences in Caregiving Responsibilities by Caregiver Relationship to Patient

Measure

Adult- Child (n = 227) Spouse/Partner (n = 1007)

Missing Mean 95% CI Mean 95% CI P

Hours spent caregiving per week 76 13.9 10.2- 17.5 23.0 21.2- 24.7 <.001
Percent primary caregiver (≥50% of care) 58 71.3% 67.3- 75.4 93.0% 91.1- 94.9 <.001
ADLs

No. of tasks performed 22 1.4 1.1- 1.6 1.2 1.0- 1.3 .17
Percent of needed tasks performed 22 49.4% 42.2- 56.7 53.1% 49.5- 56.7 .38
No help needed 22 44.8% 38.3- 51.4 50.1% 47.0- 53.3 .15

IADLs
No. of tasks performed 21 3.4 3.1- 3.7 3.1 3.0- 3.3 .14
Percent of needed tasks performed 21 73.0% 68.6- 77.5 70.1% 67.9- 72.3 .25
No help needed 21 50.2% 43.7- 56.7 51.3% 48.2- 54.4 .76

Clinical care tasks
No. of tasks performed 18 2.6 2.3- 2.9 2.7 2.6- 2.8 .44
Percent of needed tasks performed 18 57.8% 52.9- 62.6 63.2% 60.9- 65.4 .05
No help needed 18 56.8% 50.4- 63.3 57.9% 54.8- 61.0 .77

Abbreviations: ADLs, activities of daily living; CI, confidence interval; IADLs, instrumental activities of daily living.
Analyses estimated with imputed data.

TABLE 3. Differences in Caregiving Burden by 
Caregiver Relationship to Patient

Burden

Adult- Child 
(n = 227)

Spouse/Partner 
(n = 1007)

Missing Mean 95% CI Mean 95% CI P

Social/
emotional

57 3.1 2.8- 3.4 2.6 2.5- 2.7 <.01

Financial 77 3.7 3.3- 4.1 3.4 3.2- 3.6 .20

Abbreviation: CI, confidence interval.
Unadjusted analyses estimated with imputed data.
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found that female caregivers experience greater burden than 
males,28 few considered whether gender concordance be-
tween caregivers and patients influenced burden. Our results 
indicate that gender and gender concordance have indepen-
dent effects on social/emotional burden. This suggests that 
daughters caring for mothers experience the highest burden, 
followed by sons and daughters caring for fathers, while sons 
caring for mothers are the least burdened. This pattern may 
be shaped by several factors including daughters feeling more 
obligated to their mother than their father30 while finding 
caring for thier mother more difficult than sons do because 
of gendered expectations about emotional support.31 In 
contrast, support and caregiving skill deficits may increase 
burden for sons caring for fathers (eg, sons may seek and/
or receive less support from their parent- patient and their 
social network compared with daughters and spouses).32,33 
Additionally, women are socialized early on to be caregiv-
ers.41 These factors can exacerbate burden for female care-
givers, but also foster less demanding female patients42 who 
may help with their own care more than male patients.

Like others,34,38 we found evidence that caregiver- 
patient relationship quality and caregiver preparedness 
reduced burden. We also found that relationship quality 
reduced the social/emotional burden gap between adult- 
children and spouses. Although less research explores 

mechanisms that link relationship quality and burden, 
prior studies indicate that relationship quality benefits 
caregivers’ self- esteem and communication, and that pos-
itive views of caregiving43 may help adult- children strug-
gling with the role reversal of caring for a parent.

Although we found no evidence that caregiver- 
patient communication mediated differences in adult- 
child and spousal caregiver burden, our results do indicate 
that communication is associated with caregiver burden, 
consistent with prior research.37,44 In fully adjusted mod-
els, caregivers with high quality communication experi-
enced a third less social/emotional burden than caregivers 
with low quality communication. Based on standardized 
regression coefficients, communication quality had the 
largest effect size. Our findings extend prior research 
by suggesting that adult- child and spousal caregivers 
similarly benefit from communication quality. This is 
promising since little is known about strategies to reduce 
adult- children’s burden,12 and because prior interventions 
targeting caregiver- patient communication have benefit-
ted caregivers.45

Our study identifies challenges and resources for 
addressing adult- children’s increased burden. Specifically, 
our findings suggest interventions need to target adult- 
children’s difficulties balancing work and caregiving 

TABLE 4. Associations With Caregiver Social/Emotional and Financial Burdens (N = 1234)

Social/Emotional Financial

Baseline Full Baseline Full

β (95% CI) β (95% CI) β (95% CI) β (95% CI)

Family relation (ref = spouse)
Adult- child 0.34* (0.02, 0.65) −0.06 (−0.44, 0.32) 0.58** (0.15, 1.00) 0.51 (−0.05, 1.08)
Caregiver competing responsibilities

Primarily responsible for children <18 years old 0.12 (−0.18, 0.42) 0.36 (−0.09, 0.82)
Caregiver employment (ref = not employed)

Part- time/full- time 0.24* (0.01, 0.48) 0.16 (−0.20, 0.51)
Caregiver- patient relationship characteristics

Caregiver gender (ref = male)
Female 0.56*** (0.32, 0.80) 0.69*** (0.31, 1.07)

Caregiver- patient gender concordance (ref = discordant)
Aligned 0.45* (0.05, 0.85) −0.29 (−0.88, 0.31)

Caregiver preparedness −0.62*** (−0.75, −0.48) −0.38*** (−0.58, −0.17)
Caregiver- patient relationship quality −0.68*** (−0.95, −0.40) −0.10 (−0.51, 0.30)
Caregiver- patient communication quality (ref = not well at all)

A little well 0.07 (−0.52, 0.67) 0.00 (−0.91, 0.91)
Somewhat well −0.16 (−0.75, 0.43) −0.02 (−0.91, 0.86)
Very well −0.76*** (−1.39, −0.13) −0.34 (−1.29, 0.61)

Abbreviation: CI, confidence interval.
Models estimated with imputed data.
Models adjusted for patient clinical characteristics (age, cancer type, and stage at diagnosis), caregiving characteristics (hours/weeks and levels of activities of 
daily living, instrumental activities of daily living, and clinical care tasks), caregiver demographics (race/ethnicity, household income, and educational attainment), 
site of care, and survey wave.
*P < .05
**P < .01
***P < .001.
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responsibilities and identify novel engagement strategies 
because adult- child caregivers may need more resources, 
but have less time, especially in- person. Similarly, our 
finding that gender concordance exacerbates burden 
suggests that communication interventions should be 
adapted for adult- children caring for parents of the same 
gender. Communication varies by communication- 
partners’ gender and social role46 thus strategies that help 
opposite- sex spouses communicate may not benefit chil-
dren interacting with parents or, for instance, sons en-
gaging with fathers. Importantly, future studies should 
assess whether interventions that benefit spouses should 
be modified for adult- child caregivers. Studies should also 
identify mechanisms that explain financial burden differ-
ences between adult- children and spouses and processes 
that link caregiver- patient gender- concordance and com-
munication quality to caregiver burden.

Employment’s exacerbating effect on burden sug-
gests the need for more flexible workplaces, an often 
intransigent issue due to cost. At a policy level, our find-
ings support President Biden’s American Families Plan to 
expand access to paid family leave.16 This plan does not 
address caregivers needs’ explicitly, however, and our re-
sults suggest that adult- child caregivers need additional 
supports. Therefore, it is important that caregiver needs 
assessments— an intrinsic component to the RAISE 
Act,17 which does target caregivers— consider caregivers’ 
relation to the patient, as well as caregivers’ gender and 
patient- caregiver gender concordance.

There are several important limitations to this study, 
including survey timing issues. Because caregivers com-
pleted surveys several months after patients, we could not 
control for clinical factors when caregivers completed sur-
veys that could influence burden (eg, use of intravenous 
chemotherapy). To mitigate this potential bias, we adjusted 
for when caregivers completed surveys, patients’ cancer 
stage, and whether caregivers recently attended oncology 
appointments (presumably more frequent while patients 
undergo treatment). Selection effects may also have biased 
results because the most burdened caregivers may not have 
participated. Additionally, although adult- children were 
disproportionately from a minority racial/ethnic back-
ground compared to spouses, our sample was only large 
enough to control for non- Hispanic White versus all else. 
Because CanCORS only sampled patients with lung and 
colorectal cancer (approximately one- fifth of new cancer 
cases),47 our findings likely represent the experiences of 
caregivers with moderate to extensive burden. In other 
studies, colorectal cancer caregivers report average levels 
of caregiving time and costs, comparable to caregivers 
of patients with prostate and breast cancer, whereas lung 
cancer caregivers suffer the largest burden levels.48 Finally, 
although these data were collected from 2005 to 2008, 
CanCORS is one of the few, multiregional surveys with 
wide- ranging caregiving measures and a sufficiently large 
sample to study adult- child cancer caregivers. Relatedly, 
our results likely underestimate the present gap in financial 
burden between adult- child and spousal caregivers because 

TABLE 5. Bootstrapped Indirect and Direct Effects for Patient- Caregiver Relation’s Association With Social/
Emotional and Financial Burdens by Mediation

Effects

Social/Emotional Burden Financial Burden

a b Effect 95% CI P a b Effect 95% CI P

Stressors (indirect)
Employment + + 0.14 0.08, 0.15 <.001 + + 0.12 −0.03, 0.14 .10
Childcare + + 0.07 −0.02, 0.15 .22 + + 0.17 0.03, 0.36 .10

Background factors (indirect)
Caregiver gender + + 0.02 0.00, 0.06 .24 + + 0.03 0.00, 0.07 .23
Caregiver- patient gen-

der concordance
+ + 0.32 0.21, 0.57 .04 + − −0.17 −0.52, −0.14 .29

Resources (indirect)
Caregiver 

preparedness
− − 0.03 −0.06, 0.13 .47 − − 0.02 −0.06, 0.11 .52

Relationship quality + − −0.08 −0.15, −0.02 .03 + + 0.00 −0.05, 0.07 .95
Communication quality + − −0.04 −0.11, 0.02 .25 + − 0.00 −0.04, 0.04 .87

Caregiver- patient relation 
(direct)

−0.13 −0.45, 0.28 .58 0.47 −0.05, 1.02 .16

Abbreviation: CI, confidence interval.
Models adjusted for patient clinical characteristics (age, cancer type, and stage at diagnosis), caregiving characteristics (hours/weeks and levels of activities of 
daily living, instrumental activities of daily living, and clinical care tasks), caregiver demographics (race/ethnicity, household income, and educational attainment), 
site of care, and survey wave.
“a” and “b” columns report coefficient sign for indirect pathway. “a” represents pathway X → M and “b” represents pathway M → Y.
We do not report proportion of total effect, which would be uninformative due to the competitive or inconsistent mediations (effects with opposite signs). CIs are 
asymmetric to account for non- normal distribution.
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millenials’ age- adjusted growth is substantially behind ear-
lier generations due to the Great Recession.49

In conclusion, this study demonstrates that, al-
though adult- child caregivers spend less time caregiving 
than spouses, they experience more social/emotional and 
financial burdens. Our findings indicate that caregiver- 
patient relationship quality reduces the social/emotional 
burden gap whereas adult- children’s career and gender 
concordance increase the gap. The finding that gender 
concordance is associated with burden adds important 
context to research indicating that female caregivers ex-
perience the greatest caregiver burden, suggesting that the 
dyad’s gender makeup also matters. We also found evi-
dence that spousal and adult- child caregivers who report 
high- quality communication with the patient have lower 
social/emotional burden, suggesting communication in-
terventions may benefit both groups. Additional research 
is needed to ensure efforts to reduce caregiving burden can 
address adult- children’s particular caregiving challenges.
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