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C
aregiving is psychosocially demanding. 

However, a supportive informal care-

giver provides invaluable assistance to 

patients, helping them adhere to and 

receive the most benefit from their 

cancer care (Kissane, 2013). The approximately 3 mil-

lion Americans who were caregivers to people with 

cancer comprise relatives, friends, and partners who 

have a significant relationship with and provide assis-

tance (e.g., physical, emotional) to the patient (Na-

tional Alliance for Caregiving, 2016; National Alliance 

for Caregiving & AARP Public Policy Institute, 2015). 

As a result of these demands, caregivers are at risk for 

clinically significant symptoms of depression and anx-

iety (Braun, Mikulincer, Rydall, Walsh, & Rodin, 2007; 

Chambers et al., 2013; Janda et al., 2007; Sklenarova 

et al., 2015) and medical morbidity (Beesley, Price, & 

Webb, 2011; Buyck et al., 2013; Ji, Zöller, Sundquist, 

& Sundquist, 2012; Morris et al., 2015; Vitaliano et al., 

2002). Despite the need for interventions to support 

caregivers and the existence of multiple programs that 

are successful in doing so (Northouse, Katapodi, Song, 

Zhang, & Mood, 2010), such services are typically un-

derused by caregivers (Applebaum, Farran, Marziliano, 

Pasternak, & Breitbart, 2014). This underuse may be 

attributable, in part, to multiple practical and psycho-

logical barriers that interfere with caregivers’ access to 

services (Adam, 2000; Applebaum et al., 2014; Morris 

& Thomas, 2001; Ramirez, Addington-Hall, & Richards, 

1998; Shaw et al., 2013). As such, procedures like rou-

tine distress screening that efficiently identify care-

givers with supportive care needs and triage them to 

accessible interventions and resources will be critical 

to overcoming these barriers. 

Despite repeated calls to integrate family- 

centered support services into cancer care (Kent et 

al., 2016), most adult oncology practice settings have 
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not established standardized protocols to identify 

caregivers with greater emotional, social, and prac-

tical support needs. Although there is documented 

need (Vanderwerker, Laff, Kadan-Lottick, McColl, & 

Prigerson, 2005) and strong demand for psychosocial 

services (Applebaum et al., 2014; Baghi et al., 2007; 

Dionne-Odom et al., 2018; Nightingale et al., 2016), 

only about one in four caregivers access psychoso-

cial care (Applebaum et al., 2014; Glasdam, Jensen, 

Madsen, & Rose, 1996). Distressed caregivers report 

higher interest in supportive interventions compared 

to caregivers with lower distress (Nightingale et al., 

2016). Caregivers frequently cite various barriers that 

contribute to this notable limited uptake of services, 

including the following: scheduling difficulty and lim-

ited time, lack of knowledge of resources, desire not 

to bother the healthcare team, and belief that access-

ing such care would inappropriately put their needs 

ahead of the patients’ needs (Applebaum et al., 2014; 

Badr et al., 2016; Shaw et al., 2013; Waldron, Janke, 

Bechtel, Ramirez, & Cohen, 2013). 

Among people with cancer, distress screening has 

been found to be an efficient way to identify indi-

viduals with high unmet needs and triage them into 

the appropriate level of supportive care (Carlson, 

Groff, Maciejewski, & Bultz, 2010), overcoming 

many treatment access barriers. Assessing and 

addressing psychosocial needs has been associated 

with important clinical benefits for patients, includ-

ing reduced distress and fewer hospitalizations, 

emergency department visits, and number of filled 

prescriptions (Carlson et al., 2010; Sobel, 2000). 

The Institute of Medicine ([IOM], 2008) and the 

National Comprehensive Cancer Network ([NCCN], 

2018) have recognized that screening, referral, and 

follow-up for psychosocial concerns are critical to 

ensuring high-quality comprehensive cancer care. 

However, extant distress screening programs have 

primarily targeted patients alone, which ignores the 

reality that psychosocial distress in the cancer con-

text is frequently interrelated between patients and 

their families (Girgis, Lambert, Johnson, Waller, & 

Currow, 2013; Shaffer, Kim, & Carver, 2016). 

Developing and implementing a caregiver-focused 

distress screening program has significant potential 

to improve quality of care for all those affected by 

cancer. Beyond addressing the substantial mental and 

physical health burdens experienced by caregivers, 

such routine procedures may begin to shift caregiv-

ers’ and healthcare systems’ cultural norms around 

caring for caregivers, moving this from the exception 

to a typical occurrence. Working toward these aims, 

the current authors conducted a feasibility study of 

CancerSupportSource®–Caregiver, a validated elec-

tronic distress screening program designed to address 

the unique concerns of cancer caregivers (Longacre 

et al., 2017; Zaleta et al., 2017). The two primary 

purposes of this study were (a) to characterize the 

concerns and preferred responses to concerns identi-

fied by caregivers at the time of their family members’ 

ambulatory surgery and (b) to determine the extent 

to which caregivers find screening at that time in the 

care continuum to be acceptable and feasible. 

Methods

Design, Participants, and Setting

To answer primary study aims, quantitative (Caregiver 

Support Source–Caregiver responses) and qualitative 

(interview) data were collected for this mixed-methods  

feasibility study. Participants were primary, informal 

caregivers presenting to the Josie Robertson Surgery 

Center (JRSC) at Memorial Sloan Kettering Cancer 

Center in New York, New York, with their family 

member patient with cancer in March 2018; they were 

identified by convenience sampling from among the 

total population of presenting caregivers. JRSC is a 

first-of-its-kind, free-standing outpatient facility for 

ambulatory cancer surgery. Given the short-stay nature 

of procedures performed at this hospital, patients are 

required to present with a caregiver who is aged 18 

years or older and agrees and is able to fulfill assigned 

responsibilities during the pre-, intra-, and postoper-

ative phases. The only additional eligibility criterion 

for this study was comfort with speaking and reading 

English. Only one caregiver participated per patient. 

Procedure

Potentially eligible caregivers were approached by 

the perioperative nurse liaison (C.B.) and the inter-

viewer (K.M.S. or S.B.) during the perioperative nurse 

liaison’s routine rounds through the family waiting 

room. If the caregiver was comfortable communi-

cating in English, the perioperative nurse liaison 

provided a brief introduction to the interviewer and 

the study. The purpose of the study was described 

to caregivers as follows: The hospital is interested in 

determining ways to better link family caregivers to 

available services at the hospital and at community 

partners, such as the Cancer Support Community 

(CSC), and this study is intended to assess caregiv-

ers’ opinions of the CancerSupportSource–Caregiver 

screening process. 

No personally identifying information was col-

lected from caregivers, and as such, this study protocol 
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was approved for exempt status under the hospital’s 

institutional review board. After providing verbal 

agreement to participate, caregivers individually 

completed study procedures in a private consulta-

tion room. Caregivers first completed self-reported 

demographic information with paper and pencil, 

then completed the CancerSupportSource–Caregiver 

screening and a brief semistructured interview. There 

was no compensation for participating. 

Caregiver Distress Screening

Details concerning the development and validation 

of CancerSupportSource–Caregiver among cancer 

caregivers in the CSC affiliate support network 

have been noted elsewhere (Longacre et al., 2017; 

Zaleta et al., 2017), and the program is implemented 

at more than 40 of the CSC’s community-based 

facilities. This program was based on the CSC’s 

CancerSupportSource–Patient, a web-based distress 

screening and referral program for people with cancer 

(Miller, Mullins, Onukwugha, Golant, & Buzaglo, 

2014). These programs were developed in accordance 

with the IOM’s (2008) guidelines for comprehensive 

management of psychosocial distress in the cancer 

context, recognizing that diverse unmet psychosocial 

needs can have profound effects on the well-being of 

people with cancer and their families. 

CancerSupportSource–Caregiver asks caregivers 

to rate their level of concern for 33 possible prob-

lems (see Table 1) and how they would prefer these 

concerns to be addressed. The screening is com-

pleted by an Internet-enabled tablet computer; data 

entered into the screening program are encrypted and 

stored in a secure, Health Insurance Portability and 

Accountability Act–compliant database. Responses 

are not forced to any item; data are missing where 

participants intentionally or unintentionally did not 

indicate a response. Because the purpose of this study 

was to naturalistically observe caregivers’ use of the 

screening program, researchers did not intervene to 

limit missing data. 

Possible concerns that were assessed included 

problems with caregivers’ self-care needs, emotional 

well-being, and caregiving tasks, and perceived con-

cerns about the patient’s well-being. If a potential 

concern was rated as being of low concern (a little 

or not at all), caregivers were able to request perti-

nent educational materials (informational resource 

request). If a significant concern was endorsed 

(moderately, seriously, or very seriously), caregiv-

ers also had the option to request to speak with 

someone about that need (referral request) and/or 

receive information. A referral is not automatically 

generated when a caregiver endorses a significant 

concern for two reasons: The caregiver’s autonomy 

is respected when concerns are addressed accord-

ing to his or her preferences, and it acknowledges 

that caregivers may be receiving support elsewhere 

for the concern. Referral sources within the hos-

pital were designated to address each item (e.g., 

chaplaincy for spiritual concerns, patient finan-

cial services for fiscal concerns). Regardless of the 

level of concern endorsed, caregivers were able to 

request that no action be taken for the concern at 

that time. Participants who requested information 

about a concern were provided with relevant hard-

copy materials from the hospital and the community 

partner at the completion of their participation; 

those who requested a referral were provided with 

the contact information of the appropriate hospital 

resource at the completion of their participation. 

Two scores were calculated from the screening. 

An overall distress score was calculated by summing 

the level of concern across the 33 items. Each item 

was rated on a scale ranging from 0 (not at all) to 4 

(very seriously), and total scores could range from 

0 to 132, with higher scores indicating greater dis-

tress. Content validity of this total score has been 

established (Longacre et al., 2017). A depression risk 

subscale score was calculated by summing scores 

from four items (i.e., feeling lonely or isolated, feeling 

nervous or afraid, feeling sad or depressed, and feel-

ing too tired to do the things I need or want to do), 

with a score of five or greater indicating risk for clini-

cally significant depression (Buzaglo et al., 2014). For 

those with missing data (n = 3 for total distress score, 

n = 1 for depression risk score), mean imputation was 

used to adjust for missing responses. Participants 

who met criteria for depression risk were assessed for 

imminent self-harm and provided with a referral to 

the hospital’s counseling center.

Semistructured Qualitative Interviews

On completion of CancerSupportSource–Caregiver, 

the first five participating caregivers completed 

a brief interview intended to identify any signif-

icant problems with the screening or interview 

process; the subsequent 12 caregivers completed 

a brief interview regarding perceived acceptabil-

ity and feasibility of the screening process. As a 

result, the pilot participants and the acceptability 

and feasibility participants completed slightly dif-

ferent interviews. Interviews lasted approximately 

15 minutes. Semistructured interview guides were 
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developed by K.M.S., S.B., and A.J.A. for both study 

phases, and interviewers used ad hoc clarifying 

and elaborating probes as appropriate. The two 

interviewers (K.M.S. and S.B.) were trained on the 

interview guides and had prior experience complet-

ing qualitative interviews with cancer caregivers. 

Interviewers had no preexisting relationships with 

the participants, and there was no follow-up contact 

TABLE 1. CancerSupportSource®–Caregiver Items and Responses (N = 17) 

Item

Missing 

Concern

Missing  

Response

> Mod 

Concern

Info  

Request

Referral 

Request

Request  

for Botha

Caregiving tasks

Coordinating medical care for the patient – – 5 2 1 –

Finding meaning and purpose in life – – 2 – – –

Managing health insurance and medical bills – – 3 1 1 –

Managing household finances 1 1 2 1 1 –

Managing side effects of treatment – 1 6 4 – 1

Making treatment decisions – 1 3 – – –

Providing emotional support to the patient 1 – 6 2 1 –

Providing physical or medical care to the patient – 1 4 3 – 1

Providing transportation to treatments and appointments – – 3 3 – –

Talking with family and friends about the patient’s condition – 1 4 1 – –

Talking with the patient’s doctors and healthcare team 2 2 5 1 – 1

Emotional well-being

Balancing caregiving with other demands – 1 6 2 1 –

Changes or disruptions in work, school, or home life 1 1 4 3 – –

Feeling guilty – – 3 – – –

Feeling irritable or angry – 1 1 – – –

Feeling lonely or isolatedb 1 – 3 – – –

Feeling nervous or afraidb – – 6 2 – –

Feeling sad or depressedb – – 3 1 – –

Feeling too tired to do the things I need or want to dob – – 6 2 – –

Intimacy and sexual function – – 5 1 – –

My spirituality, faith, or religion 1 1 1 – – –

Relationship problems with the patient – 2 1 1 – –

Tobacco, alcohol, or other substance use 1 – 2 1 – –

Worrying about the future and what lies ahead – 1 9 2 1 –

Patient well-being

Changes in the patient’s memory and/or thinking 1 1 1 2 – –

Changes in the patient’s mood or behavior – 1 6 6 – –

The patient’s cancer progressing or coming back (recurring) – 3 14 6 1 –

The patient’s eating and nutrition – – 5 3 2 –

The patient’s pain and/or physical discomfort 1 – 6 4 2 –

The patient’s sleep problems – 1 3 3 1 –

Self-care

Eating and nutrition 1 1 6 2 – 1

Exercising and being physically active – 1 8 4 – –

Keeping up with my own healthcare needs – 1 8 3 – –

a Refers to number of caregivers requesting informational materials and a referral
b Item from depression risk subscale
Info—informational resource; > Mod—moderate or greater 
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between interviewers and participants. Interviewers 

took comprehensive notes during the interview; 

interviews were audio recorded to validate notes as 

needed, and recordings were destroyed within 48 

business hours. 

Analysis

Interview notes were reviewed by K.M.S. and A.J.A. 

using inductive thematic textual analysis, an iterative 

process of review, interpretation, and consensus dis-

cussions (Patton, 2002). The two coders read the field 

notes and identified important content independently, 

then shared their independent coding results and col-

lectively generated overarching themes that emerged 

(Miles, Huberman, & Saldaña, 2014). Key exemplary 

quotations of themes were then extracted.

Results

Sample characteristics are listed in Table 2. The 

sample was characteristic of the population of pri-

mary caregivers presenting to the study hospital in 

2017, during which time the most commonly reported 

relationship between the patient and the presenting 

primary caregiver was spouse or partner, and the 

median age of patients was 55 years (per internal 

clinic data). The mean age of caregivers in the current 

study was 59 years (range = 36–83).

Quantitative Findings

Recruitment and screening completion: Of the 28 

caregivers approached to participate, only three 

refused (11% refusal rate). All three who refused 

stated that the estimated study participation time 

(30–45 minutes) was too long. Eight caregivers who 

initially agreed to participate were not able to be 

enrolled because of constraints on the interviewers’ 

time at the hospital. As such, 17 caregivers completed 

the study. 

On average, participant time to complete 

CancerSupportSource–Caregiver was 11.3 minutes 

(range = 6–18 minutes). Six caregivers had missing 

data. Of the 66 items (33 problem areas assessing 

level of concern and desired follow-up, if any), 

three individuals missed one item, two individuals 

missed three items, and one individual missed 25 

items. Missing responses were more common for 

responses regarding desired follow-up (n = 23 miss-

ing responses) than for the rating of the severity of 

concern (n = 11).

Distress scores: Caregivers, on average, reported 

a distress score of 31.1 (SD = 26.8, range = 3.7–117). 

Five caregivers met the depression risk threshold 

score of five or greater. Sixteen caregivers reported 

that at least one item was of moderate or greater 

concern (median = 8, range = 1–31 items of moderate 

or greater concern per person). Items most com-

monly rated as being of moderate or greater concern 

were as follows:

 ɐ The patient’s cancer progressing or coming back 

(recurring) (n = 14)

 ɐ Worrying about the future and what lies ahead  

(n = 9) 

 ɐ Exercising and being physically active (n = 8)

 ɐ Keeping up with my own healthcare needs (n = 8)

Requested response to concerns: Ten caregivers 

requested informational resources for at least one 

concern area (median = 7.5, range = 1–14 informational 

resource requests per person). Concerns for which 

caregivers most commonly requested informational 

resources were related to the following: 

 ɐ Patient well-being (changes in the patient’s mood 

or behavior, n = 6; the patient’s cancer progress-

ing or coming back [recurring], n = 6; the patient’s 

pain and/or physical discomfort, n = 4)

TABLE 2. Sample Characteristics (N = 17)

Characteristic n

Comfort with tablet computer

Not at all –

Somewhat 2

Very much 8

Completely 7

Education

High school graduate or GED 1

Some college or vocational school 2

College graduate 5

Some graduate school or more 9

Gender

Female 9

Male 8

Patient’s cancer diagnosis

Breast 9

Prostate 7

Thyroid 1

Relationship to patient

Spouse or partner 13

Sibling or sibling-in-law 2

Adult child 1

Parent or parent-in-law 1
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 ɐ Exercising and being physically active (n =  4)

 ɐ Managing symptoms or side effects of treatment 

(e.g., nausea, swelling) (n = 4). 

Five caregivers requested at least one referral, for a 

total of 16 referrals generated (median = 2, range = 1–6 

referrals per person). Referrals were most commonly 

requested in response to caregiving task concerns (n = 

7) and patient well-being concerns (n = 6).

Qualitative Findings

Two key themes emerged from the qualitative inter-

views (see Figure 1). Caregivers described feeling as 

though the screening demonstrated that the hospital 

acknowledged and appreciated their important role in 

patients’ health care, and caregivers were appreciative 

of that recognition. In addition, caregivers described 

the screening as reinforcing their perception that 

the hospital is committed to consistently improving 

health care for everyone affected by cancer. Caregivers 

also described how the screening provided them with 

a unique opportunity to talk about their caregiving 

experience. Caregivers reported that their focus was 

on providing care to their family member and that the 

screening process helped them feel as though they 

were given permission to consider their own needs 

by being offered space to discuss their challenges as 

a caregiver. Several caregivers also noted that it was 

helpful to learn about the many supportive services 

available to them in the hospital and the community. 

Interviews also revealed practical considerations 

about screening (see Figure 2). Caregivers acknowl-

edged that they experienced significant stress while 

waiting during their family member’s surgical pro-

cedure and believed that this could be a barrier to 

screening uptake for some caregivers. However, they 

felt it was an “optimal” (male acceptability and fea-

sibility participant 1 in his 50s) and “considerate” 

(female acceptability and feasibility participant 10 in 

her 50s) time for the screening because it served as a 

distraction and a coping mechanism. Although most 

caregivers appreciated the timing of the screening, 

there was variability in their stated preferences for and 

perceived drawbacks to various times for completing 

screening. When directly asked about screening pro-

cess concerns, no caregivers expressed concerns. Two 

caregivers (female acceptability and feasibility par-

ticipant 7 in her 70s and male pilot participant 2 in 

his 70s) expressed their appreciation for knowing the 

confidentiality of the screening and interview data; 

this information was conveyed as part of the verbal 

consent procedure for study participation. 

Interviews also highlighted modifications that 

would improve the screening experience. Two 

caregivers (female acceptability and feasibility par-

ticipant 7 in her 40s and male acceptability and 

feasibility participant 9 in his 30s) noted that being 

approached by two individuals in the waiting room 

while their loved one was in surgery was stressful. 

Two caregivers (male pilot participant 1 in his 60s 

and female pilot participant 4 in her 60s) noted that 

they would have liked clarification about the response 

FIGURE 1. Interview Themes and Exemplary 

Quotations From Participating Caregivers

Screening Shows the Hospital Cares About Caregivers

 ɐ “It tells me the hospital cares.” (male pilot participant 

1 in his 60s)

 ɐ “Shows you’re really concerned about our feelings.” 

(male pilot participant 2 in his 70s)

 ɐ “This shows that the hospital cares for the family. It’s 

nice.” (female acceptability and feasibility participant 

3 in her 60s)

 ɐ “It shows you care about patients’ and caregivers’ best 

interests and that you want to improve care. . . .  

Caregivers can help you make your job easier. They 

help do things for the patients, so it’s helpful to get ev-

eryone [get] their oars all in the same direction.” (male 

acceptability and feasibility participant 11 in his 60s)

 ɐ “Caregivers help the clinicians with patient care, and 

this screening helps the caregivers.” (male acceptabil-

ity and feasibility participant 12 in his 50s)

Screening Functions as an Opening to Talk About  

Caregiving Experience and Needs

 ɐ “Appreciate the permission to explain what’s going on. 

Shows you’re really concerned about our feelings—the 

caregivers’ and families’. Makes me feel like you’re 

very conscious of families’ experiences.” (female pilot 

participant 3 in her 60s)

 ɐ “I liked that it brought up things in my mind that I ha-

ven’t been able to verbalize to others.” (female accept-

ability and feasibility participant 7 in her 40s)

 ɐ “I completed this so I had someone to talk to since my 

family and friends haven’t been through this. . . . I was 

able to get things off my chest, and it helped me to 

calm the butterflies in my stomach.” (male acceptabil-

ity and feasibility participant 9 in his 30s)

 ɐ “People generally don’t like asking for help, especially 

when they’re thinking about someone else. It’s import-

ant to reach out because people’s needs may not be 

met. . . . I have no major concerns, but it would really 

help if someone did have concerns. It could start the 

conversation easily because that can be intimidating 

for some people.” (female acceptability and feasibility 

participant 10 in her 50s)
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to concerns option. Although they had significant 

concerns about several problem areas, they felt as 

though they were receiving the support they needed 

elsewhere. These participants selected the “nothing 

at this time” response, but they felt rude declining 

intervention from the institution. Although caregiv-

ers indicated that the screening was “simple” (female 

acceptability and feasibility participant 3 in her 60s), 

“user-friendly” (female acceptability and feasibil-

ity participant 10 in her 50s), and “straightforward” 

(female acceptability and feasibility participant in her 

40s), some caregivers indicated their difficulty with 

quantifying responses to the questions. One caregiver 

(female acceptability and feasibility participant 2 in 

her 70s) stated that the answer categories were too 

broad for her to understand: “Slightly/moderately . . .  

what’s the difference? Questions like managing your 

loved one’s care [are] broad too. There’s so much 

that goes into that.” Another caregiver (female 

pilot participant 4 in her 60s) said she had difficulty 

responding when questions did not feel applica-

ble: “[The screening was] mostly easy enough [but] 

would be easier if [patient’s name] was my spouse or 

my child or we lived together. . . . A couple of ques-

tions were difficult because we’re siblings and not 

living together.” One caregiver (female acceptabil-

ity and feasibility participant 7) suggested adding an 

instructions page to introduce the screening, which 

could be helpful in preempting some of the noted 

concerns.

Discussion

This study presents evidence of the acceptance, util-

ity, and feasibility of electronic distress screening 

among caregivers at the time of their family members’ 

ambulatory surgery. Caregivers generally described 

the screening as straightforward and comprehensive. 

Important modifications to the screening process 

(e.g., adding an instructions page) and study pro-

cedure (e.g., approach by one study member) were 

suggested. Participants perceived the screening as a 

validation of the importance and challenge of their 

role in patients’ health care, as well as emblematic of 

the hospital’s mission to continually improve health 

care for all those affected by cancer. Only 5 of 17 

caregivers requested to speak with someone about 

a concern, and no service generated more than two 

referrals, suggesting that supportive care services 

would not be overwhelmed by full-scale implemen-

tation of such a program. Although additional study 

is warranted to understand how this program might 

ultimately improve caregivers’ well-being and help 

them to overcome common treatment uptake barri-

ers, preliminary evidence showing that this program 

is well received by caregivers and feasible at the 

patients’ point of care is promising. 

FIGURE 2. Quotations Exemplifying Caregivers’ 

Varied Preferences About Timing of Distress 

Screening

After Day of Surgery

 ɐ “After discharge. Right now, all my thoughts are with 

my wife. I didn’t want to miss anything they may need 

me for with my wife.” (male acceptability and feasibili-

ty participant 11 in his 60s)

Downsides of Screening Outside Waiting Time

 ɐ “If this was asked to be done at home, I would be too 

focused on [patient’s name] to do it.” (female accept-

ability and feasibility participant 3 in her 60s)

 ɐ “If this was done at another time, I wouldn’t give true 

answers since I’d be focused on my wife.” (male ac-

ceptability and feasibility participant 12 in his 50s)

 ɐ “I liked doing it at this time. After the surgery, I’d want 

to focus on my husband. I liked having the distraction 

now.” (female acceptability and feasibility participant 

2 in her 70s)

 ɐ “I dread seeing [the hospital’s name] in my email. I 

would really not want more emails from [the hospital], 

so I would not have wanted to get this through the por-

tal.” (female acceptability and feasibility participant 

10 in her 50s)

Earlier in the Cancer Trajectory

 ɐ “I would want to do this earlier in her care. I think it 

would be better to know about this option sooner.” 

(male acceptability and feasibility participant 4 in his 

40s)

Waiting Room Is Stressful Time, With Benefits  

and Drawbacks for Screening

 ɐ “There were no distractions. This really helped to pass 

the time. . . . No disadvantages for myself, but I could 

see for an anxious person [that] this might be too 

much.” (female acceptability and feasibility partici-

pant 8 in her 40s)

 ɐ “Others might be too emotionally exhausted. This 

was a good time for me.” (female acceptability and 

feasibility participant 3 in her 60s)

 ɐ “It kept me busy, so it was a good time. It helped me to 

confront these emotions head-on.” (female accept-

ability and feasibility participant 7 in her 40s)

 ɐ “This was a good time because it took my mind off 

of worrying about my wife.” (male acceptability and 

feasibility participant 12 in his 50s)
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Caregivers frequently rated their own self-care 

needs as significant concerns, but they were most 

likely to request information or a referral for con-

cerns related to the patients’ well-being. Prior 

validation studies among caregivers at community 

cancer support centers found contrasting findings: 

Although caregivers frequently rated patient well- 

being issues as significant concerns, they more often 

requested to speak with someone about their own 

emotional well-being concerns (Longacre et al., 2017). 

Caregivers in the current study had some significant 

personal self-care concerns, but they believed that 

many of these matters were already being addressed 

elsewhere, such as by their primary care physician. 

Findings may reflect the differing contexts where 

screening occurs: the patients’ cancer hospital as the 

optimal resource to address patient-related concerns 

versus community support organizations and caregiv-

ers’ own healthcare providers as optimal resources 

to address caregivers’ personal concerns. Matching 

caregivers’ needs to organizations most suited to 

providing appropriate services will be important to 

ensure that caregivers’ needs are met in the context of 

already overburdened healthcare systems. However, 

several caregivers in the current study were surprised 

to learn how many resources were available to them 

at the hospital, suggesting the utility of such a dis-

tress screening program to link caregivers directly 

with available resources targeted to their needs. In 

addition, this program may have even greater utility 

within contexts serving populations with more lim-

ited access to healthcare services, who may have no 

other providers to address their personal emotional 

and self-care needs. 

Findings from the current study also quelled a 

concern faced by the study team prior to completing 

the feasibility study: that caregivers would generally 

be unwilling or unable to complete the screening 

because of distress. Caregivers agreed to participate 

in this study at a notably higher rate (25 agreed of 

28 approached) than is typical among cancer care-

giver research studies (53%–58%) (Kent et al., 2016). 

Participants reported a broad range of distress levels. 

Caregivers also described how other caregivers 

might be too overwhelmed to complete screening in 

the waiting room; however, they found the screening 

to be a helpful distraction and coping tool for man-

aging their distress at that time. Although caregivers 

generally described the waiting period as a good time 

to complete the screening because it was devoid of 

caregiving responsibilities, there was some variabil-

ity noted in caregivers’ preferred time to complete 

screening. The perioperative period may be an opti-

mal time for most caregivers to complete screening, 

but investigating other options for screening 

delivery to accommodate caregivers’ differing pref-

erences will be important for ensuring broad uptake 

of the screening.

Limitations and Future Research

Three primary factors limit the findings from this 

study. Qualitative interviews were brief; therefore, 

the themes identified regarding screening feasibility 

and acceptability during the perioperative period may 

not be exhaustive. In addition, the interviews were 

not transcribed, and the authors did not use qualita-

tive analytics software to evaluate the narratives. Brief 

interviews were used for two primary reasons: (a) to 

limit caregivers’ participation burden during the dis-

tressing perioperative time and (b) to increase the 

number of caregivers able to participate per day, given 

the limited window each morning when procedures 

are conducted. Despite these design considerations, 

the authors were unable to enroll eight eligible and 

potentially interested caregivers because of the lim-

ited amount of time available from study staff who 

donated their time to this project. Future studies will 

ensure that personnel support is available for all eligi-

ble and interested participants to enroll. 

This study was completed at a free-standing surgi-

cal facility that serves patients eligible for outpatient 

procedures (e.g., lumpectomies, prostatectomies) 

who tend to have nonmetastatic disease, often with 

chance of cancer cure or long-term survival. As such, 

the experience of a distinct group of caregivers was 

captured. Future extensions of this work to inpatient 

surgical and outpatient care facilities, as well as to less 

resourced institutions, where the distress and need 

for psychosocial support may be greater because of 

caregivers’ more complicated and lengthy caregiving 

trajectories and patients’ poor prognoses, are needed.

Because no identifying participant data were col-

lected, data were cross-sectional, and there were no 

data regarding uptake of supportive services. For 

the next phase of research, the research team will 

complete a small-scale randomized controlled trial 

comparing the CancerSupportSource–Caregiver dis-

tress screening program with automated referrals to 

enhanced usual care (i.e., providing caregivers access 

to resource lists for informational guides and services 

available at the hospital). Findings are potentially 

significant in that (a) a procedure that effectively 

connects caregivers to resources will substantively 

increase the reach of existing, efficacious caregiver 
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interventions that have been underused and narrowly 

disseminated and (b) by identifying specific needs 

and tailoring referrals to those needs, this system may 

help to optimize healthcare provided to caregivers, 

ultimately reducing service wait times and healthcare 

costs and increasing health systems’ responsiveness 

to caregivers’ needs.

Implications for Practice

Nursing care is increasingly focused on patients and 

families. Recognizing the important role that care-

givers play in surgical recovery supports optimized 

care in a healthier home environment. Many caregiv-

ers perform tasks at home that are similar to those 

performed by professional nursing staff (National 

Alliance for Caregiving, 2016; National Alliance for 

Caregiving & AARP Public Policy Institute, 2015). 

This is the case at the hospital in the current study; 

almost all the patients undergoing prostate or breast 

surgery are discharged to their homes with a catheter 

or drain with which the caregiver must demonstrate 

maintenance competency prior to patient discharge. 

Short-stay and ambulatory surgical centers may 

benefit from such a measure to routinely identify 

caregivers with concerns about their care require-

ments and provide a point of entry to discuss and 

remediate these concerns. Supporting caregivers 

promotes the delivery of quality care throughout the 

patient’s recovery and beyond.

Beyond concerns about caregiving responsi-

bilities, caregivers in this study appreciated the 

opportunity to identify, share, and address needs 

related to their own well-being, as well as those of 

their family members with cancer. In lieu of formal 

assessment, practitioners can greatly benefit care-

givers by acknowledging that caregiving can be 

challenging, reinforcing that caring for themselves 

is essential, and providing a list of key informa-

tional and supportive care resources available to 

them (Porter & Dionne-Odom, 2017). Implementing 

extant validated screening procedures, such as 

CancerSupportSource–Caregiver, would help to 

better ensure that all caregivers’ needs are routinely 

and comprehensively assessed and addressed. 

Conclusion

Routine, comprehensive, and confidential distress 

screening via CancerSupportSource–Caregiver was 

acceptable to and appreciated by caregivers who had 

a family member undergoing ambulatory surgery. 

Issues most frequently rated as being of significant 

concern to caregivers did not tend to align with the 

issues for which caregivers requested information or 

referrals, which may reflect caregivers meeting their 

needs in other healthcare settings or a perception 

that oncology centers exclusively address needs of 

individuals with cancer. Caregivers were frequently 

interested in informational resources, and few refer-

rals were generated, suggesting a modest increase in 

referrals that may be viably addressed with existing 

resources. Additional study will help to determine 

whether such a system that efficiently routes care-

givers to the information and resources matching 

their needs and preferences may improve caregiving 

burden and caregivers’ overall quality of life.
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KNOWLEDGE TRANSLATION

 ɐ Brief caregiver-focused distress screening is perceived by caregiv-

ers as a validation of the importance and challenge of their role in 

the patients’ health care, as well as emblematic of the hospital’s 

mission to continually improve health care for all those affected 

by cancer.

 ɐ Few caregivers requested a service referral for any concern, sug-

gesting that supportive care services would not be overwhelmed 

by full-scale implementation of such a program.

 ɐ Completing screening with caregivers during the patients’ periop-

erative period was feasible.
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QUESTION GUIDE FOR A JOURNAL CLUB

Journal clubs can help to increase and translate findings to clinical practice, education, administration, and research. Use the following 

questions to start discussion at your next journal club meeting. Then, take time to recap the discussion and make plans to proceed with 

suggested strategies.

1. This feasibility study was conducted at a free-standing outpatient surgical center with caregivers who were waiting while their family 

members had surgery. How are caregiver concerns addressed at your facility or institution?

2. Fear of cancer recurrence in their loved ones was common among these family caregivers. How can nurses address this ubiquitous 

concern with family members during follow-up care?

3. The study measures were completed while the patient underwent surgery. How might responses change if the measures were completed 

at another time?

4. As a feasibility study, the conclusions that can be drawn are limited. What considerations need to be kept in mind when planning 

implementation of an intervention such as this?

Visit http://bit.ly/1vUqbVj for details on creating and participating in a journal club. Contact pubONF@ons.org for assistance or feedback. 

Photocopying of the article for discussion purposes is permitted.
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