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ORIGINAL ARTICLE

Qualitative Assessment of Perceived Organizational Support for
Employed Breast Cancer Survivors
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Objective: A more detailed understanding of unmet organizational support
needs and workplace-based best practices for supporting cancer survivors is
needed. Methods: Ninety-four working breast cancer survivors responded to
an open-ended survey question regarding the desired types of organizational
support that were and were not received during early survivorship. We per-
formed content-analysis of qualitative data. Results: Major themes included in-
strumental support, emotional support, and time-based support. The need for
flexible arrangements and reduced workloads was mostly met. Unmet needs in-
cluded navigation/coordination, understanding/empathy, and time off for treat-
ment and recovery. Conclusions: Organizational support can help cancer survi-
vors manage their health and work roles, diminishing work-health conflict and
turnover intent. Study findings can be used to design targeted interventions to
fulfill cancer survivors’ unmet organizational support needs, which may also
apply to workers with other chronic health conditions.

Keywords: organizational support, breast cancer, survivorship, employment,
social support, unmet needs

I n the United States, approximately 3.8 million women are living with
a history of breast cancer." Enhancements in early detection, preci-
sion diagnoses, and targeted treatment have improved the prognosis
of breast cancer such that the overall 5-year relative survival rate for
female breast cancer patients is now 91%, although this varies by stage
at diagnosis with early-stage cancers having substantially more favor-
able prognoses than metastatic disease.” Although some breast cancer
survivors continue to work during treatment,* some take time off from
work for treatment and recovery while some leave their current em-
ployer or the workforce permanently. Johnsson and colleagues® re-
ported that 59% of women with breast cancer returned to work 10
months after treatment, but many survivors continue to experience
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LEARNING OUTCOMES

After completing this educational activity, the learner will be
able to:

¢ Identify three types of organizational support that breast
cancer survivors value the most.

® Explain breast cancer survivors’ specific unmet organizational
support needs that could be considered for future workplace
intervention.

¢ Discuss key sources within employing organizations that can
provide needed support to cancer survivors.

difficulties managing their work because of physical or psychosocial
issues related to their disease.

Because of the risk of recurrence and potential long-term ef-
fects of treatment, breast cancer is often managed as a chronic illness
(eg, by making lifestyle changes, monitoring and treating symptoms,
and following enhanced screening schedules). Like other chronic ill-
nesses, cancer places new demands on survivors that often continue
from diagnosis throughout survivorship. Thus, the term “survivor” ap-
plies to anyone diagnosed with cancer from the time of diagnosis
through the rest of their life.® Much of the cancer-related research
has focused on treatment and survival, but additional research is
needed on work-related survivorship issues since most survivors will
return to work.

In the field of psychosocial oncology, researchers have exten-
sively studied the positive impact of social support on the lives of can-
cer survivors.>’ Broadly, social support refers to the number and qual-
ity of helping relationships that any person has.® Scholars have most
frequently used House’s” conceptualization of support, which pro-
posed three major types of social support: emotional (empathy, love,
trust, and caring), instrumental (direct assistance through practical
help, hands-on aid, and services), and informational (information, ad-
vice, and suggestions).'® Furthermore, according to the optimal
matching theory of social support, individuals benefit most from the
kind of social support that matches their specific need.'! Surprisingly,
only a handful of studies have examined social support provided to
cancer survivors within the work domain.*'"'¢

Employment is essential to many survivors for maintaining
their financial stability and health insurance, making social support
in the work domain vital, especially for workers with serious ongoing
sequelae. Employment also contributes to individual identity, provides
social connections, and affords a distraction from health concerns, all
of which allow the survivor to regain a sense of normalcy.'” In general,
there are favorable outcomes for both the worker and the organization
when workers believe that their employing organization values their
contributions and cares about their well-being (ie, when workers per-
ceive they have organizational support).'®

Social support at work can come from different sources (ie, co-
workers, supervisors, the employer organization itself) some of which
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have the ability to influence job demands directly.'® Meta-analytic ev-
idence suggests that the impact of social support is three-fold; it (1)
mitigates perceived workplace stressors, (2) reduces experienced
strains, and (3) buffers the relationship between workplace stressors
and strains.?® A Finnish study examined cancer survivors® received
and needed social support in the organizational context® and found
workers reported needing more support from three organizational
sources (coworkers, supervisors, and occupational health services per-
sonnel). Women reported needing both more instrumental and emo-
tional support than men, and coworkers were perceived by both
women and men as providing the most support that was needed,
followed by supervisors, and lastly occupational health services per-
sonnel. Although these® findings provide valuable information about
the extent to which cancer survivors are receiving social support from
sources within the work domain, little is known about the various ways
that organizational members are supporting breast cancer survivors.

One study examining cancer survivors” work experiences'®
found themes related to support and work adjustment. The type of sup-
port received by cancer survivors was variable and ranged from
instrumental/practical support (eg, work modifications) to emotional
support (eg, expressions of sympathy). Most of the reported work
modifications pertained to flexibility around or changes to work hours,
tasks, and workload. Survivors in the study noted employers’ lack of
awareness about the support they can and should provide to cancer sur-
vivors.'* Of note, the mean time since diagnosis for this sample of can-
cer survivors was 59.8 months, or approximately 5 years, and ranged
from 11 to 115 months. More research during this period of early sur-
vivorship (ie, time from diagnosis through 5-year postdiagnosis) is
still needed for a more in-depth understanding of how breast cancer
survivors are supported or wish to be supported, particularly if they
are to remain active in the workforce.

In the current study, our primary aim was to identify the types
of support that breast cancer survivors most value and need from their
organizations within early survivorship, as well as the specific types of
support that survivors do or do not receive. A secondary aim was to
identify which organizational members were sources of support (eg,
coworkers, supervisors). Findings are meant to inform the develop-
ment of interventions that address the unmet needs of breast cancer
survivors for organizational support and to improve current workplace
practice to help survivors cope with the challenges of maintaining a
job while managing cancer treatment and its aftereffects. In the current
study, we administered a survey to breast cancer survivors, which
contained both closed- and open-ended survey questions, and posed
the following three research questions: (1) What types of employment-
and health-related support are most valuable to receive from
employing organizations during reengagement or remaining in the
workforce?, (2) What types of employment- and health-related support
are desired but not received from organizations during early survivor-
ship?, and (3) Within the organization, who provides or does not pro-
vide support during early survivorship?

METHOD
The analyses presented in this article are part of a larger partic-
ipatory action research study conducted in the northeast United States
(US) aimed at identifying clinical and organizational support that best
facilitates breast cancer survivors’ continued employment, health, and
quality of life, and using findings to design supportive interventions to
be delivered by healthcare providers and employers.

Participatory Survey Design

A participatory approach was adopted in the survey design phase
of this larger participatory action research study, such that subject matter
experts (ie, breast cancer survivors, cancer clinicians, and researchers)
with experience related to survivors maintaining employment and
returning to work following cancer treatment were invited to be members
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of a design team (an advisory team tasked with assessing well-being and
creating interventions). Together with two academic researchers, the
seven-person design team (4 breast cancer survivors, 3 breast cancer
clinicians) developed a survey to assess the well-being needs of breast
cancer survivors. The survey development process occurred in four
1-hour meetings over 6 weeks and involved conducting focus groups,
selecting survey measures, and pilot-testing and refining the survey.

The core of the survey was a generic workforce health assessment
(eg, worker health status and behaviors, aspects of the physical and psy-
chosocial work environment), with several measures added to assess the
specific population of interest—employed breast cancer survivors (eg, ex-
perience with healthcare system, quality of life, organizational support,
work information). Measures were mostly quantitative but also included
some qualitative items. The final survey was in an online format and took
an average of 1 hour to complete. In the current study, we examined re-
sponses to a single open-ended question that asked survivors to report
on what was the most valued/desired support that they received or would
like to have received from members of their organization (ie, employer,
supervisor, coworkers) during early cancer survivorship.

Recruitment

We used a purposive sampling approach, which involves the
deliberate sampling of people who possess a specific characteristic
or quality.>' In our study, we recruited employed breast cancer survi-
vors (218 years) who completed active primary treatment (ie, surgery,
chemotherapy, or radiation therapy) within the last 36 months. Partic-
ipants had to be employed both at the time of their breast cancer diag-
nosis and eligibility screening (regardless of whether they remained
working or took time off during treatment). Exclusion criteria were
the inability to speak and read English.

Obtaining this unique sample required the adoption of multiple
recruitment strategies. Recruitment flyers were distributed to patients
at cancer centers, participants in survivorship programs and support
groups, as well as organizers and attendees of breast cancer events.
Flyers were also distributed to workers at a public university in the
northeastern United States. In addition, our recruitment efforts targeted
those who had frequent contact with breast cancer survivors. All study
procedures were approved by the university’s institutional review board.

Participant recruitment and data collection occurred over a
17-month period (May 2017-October 2018). The recruitment flyer di-
rected interested participants to contact the researchers by phone to de-
termine eligibility. Three doctoral-level graduate students conducted el-
igibility screening by telephone. Of the 249 individuals who expressed
interest, only 153 met all the eligibility requirements and were subse-
quently invited to complete the survey. In total, 143 breast cancer sur-
vivors were eligible to participate and completed the online survey.

Responses to an Open-Ended Question

Participants who completed the online survey were presented
with the open-ended question examined in this study. The question
was developed by the design team to collect qualitative information
about how organizations can provide employment-related support to
breast cancer survivors. This question focused on the alignment of or-
ganizational support with the needs and desires of breast cancer survi-
vors in early survivorship, given that social support that matches a can-
cer survivor’s needs improves psychosocial adjustment.>* In addi-
tion, the open-ended question was framed to be consistent with the
following three major sup;oort domains: emotional, instrumental (prac-
tical), and informational.” The open-ended question examined in this
study was: “What information, emotional support, or practical assistance
did your employer, supervisor, or coworkers provide you (or could
they have provided you) to make it easier to cope with the challenges
of having cancer and keeping a job?”

Many participants’ responses to the open-ended question
were multifaceted because of the complexity of the question and
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TABLE 1. Coding Manual of Most Valued or Desired Types of Support From Employer

Major Theme

Subtheme

Received or Not

Codebook Description of Type of Support

Instrumental support

Emotional support

Time-based support

Nonspecific support

No support

Job modifications/flexible Received or not received Instrumental support related to job modifications and allowing/supporting survivors

arrangements

Navigation/coordination

Shared workload/
replacement coverage

Support for personal life

Work-related check-ins
Understanding/empathy
General emotional
support
Uplifting spirits
Emotional check-ins
Learning/Respecting
Survivor’s Wishes
Paid sick/disability leave
Unpaid job-protected
leave
General leave
Paid vacation time
General support
No support offered
Job type as a barrier
to support

Nondisclosure of cancer
as a barrier to support

Received or not received

Received or not received

Received or not received

Received or not received
Received or not received
Received or not received

Received or not received

Received or not received

Received or not received

Received or not received
Received or not received
Received or not received
Received or not received
Received or not received

Received or not received
Received or not received

Received or not received

to adopt flexible work arrangements. Job modifications included reduced workload
and hours (per day or week). Flexible arrangements included flextime (discretion over
start/end times, break times) and flexplace (working from home, meeting virtually).

Instrumental support related to navigating the paperwork, policies, and procedures
associated with leave, insurance, and return to work, as well as assistance with
coordination between the various stakeholders involved in these processes.

Instrumental support related to members of the organization sharing or increasing
their workload/responsibilities to lessen survivors’ workload/responsibilities. In
some instances, job-sharing arrangements were made or temporary replacement
workers covered survivors’ workload/ responsibilities.

Instrumental support related to members of the organization providing support for
survivors’ life outside of work including providing meals for them and their
families, accompanying/transporting them to medical appointments, and assisting
them financially (eg, raising money for medical bills).

Instrumental support related to members of the organization regularly checking in, to
communicate regarding work issues.

Emotional support related to members of the organization being understanding and
empathic to the needs and feelings of survivors.

Emotional support in general, without a specific motivation or associated outcome.

Emotional support related to members of the organization sending cards or gifts, or
supporting cancer organizations in the survivor’s name (eg, fundraising walks and
events, creating and purchasing merchandise).

Emotional support related to members of the organization regularly checking in to
communicate care for the survivor in a compassionate way.

Emotional support related to learning and respecting the wishes of the survivor
regarding whether and how others acknowledge the survivor’s illness (ie, whether
they desire that others give them privacy, share their concern, or treated the survivor
as if “everything was normal.”)

Time-based support related to allowing and supporting survivors to take paid time off,
including sick days (accumulated or donated) and disability leave.

Time-based support related to allowing and supporting survivors to take unpaid
job-protected time off by taking leave granted for medical reasons.

Time-based support related to allowing and supporting survivors to take time off, with
no specific leave type mentioned.

Time-based support related to allowing and supporting survivors to take paid time off,
in the form of vacation time.

Support in general provided by members of the organization, without a specific
motivation or associated outcome.

No support was offered to survivors.

Survivors attributed lack of support from members of their organization to their job
type, which made the provision of support difficult.

Survivors attributed lack of support from members of their organization to the fact
that they did not disclose cancer to anyone at work.

the large word limit (2000 characters). Several strategies were used
to ensure that all relevant information was captured in our coding pro-
cess. First, three members of the research team (A.D., R.D., S.N.)
subdivided responses into “meaningful units,” which are the smallest
and simplest units of comprehensible meaning.>> When necessary, re-
sponses were subdivided into more than one meaningful unit and each
meaningful unit was assigned a code.?® For example, the response,
“My supervisor was very empathetic and supportive. She allowed me
to work from home several days a week, and to have flexible hours
when I needed treatment or had to go to doctors’ appointments” was
segmented into two meaningful units. “My supervisor was very empa-
thetic and supportive” (coded emotional support) and “She allowed me
to work from home several days a week, and to have flexible hours
when [ needed treatment or had to go to doctors’ appointments” (coded
instrumental support).

Analysis of Responses

We examined open-ended responses using content analysis,
which allows researchers to systematically examine and interpret the

870

frequency of textual responses. Utilizing the constant comparative
method, we identified recurrent themes until reaching saturation.?”
There is no threshold (eg, a certain percentage of coded responses)
for determining that a theme exists; rather, themes emerge from the
data and are recurrent experiences (and their variant manifestations)
that can be understood together as a meaningful whole, unified by
commonalities in their nature or basis of experience.”® To code re-
sponses with themes, we used the qualitative software program AT-
LAS TL? which facilitates consistent coding, because of the ease of
assigning codes to text and the ability to set strict defining parameters
to the codes.> Intercoder discrepancies were resolved via discussion,
consensus, and refinement of coding definitions.

Before coding responses, we developed a coding manual that
included a primary and secondary coding scheme. Two research team
members (A.D., R.D.) reviewed all responses and created two coding
schemes. The development of the coding manual was an iterative pro-
cess that occurred over several meetings. The primary coding scheme
was created to code meaningful units pertaining to types of organiza-
tional support, whether received or not (Table 1). The secondary
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TABLE 2. Coding Manual of Sources of Support in the Organization

Major Theme Received or Not

Codebook Description of Source of Support

Coworker support

Received or not received  Survivors identified coworkers as a source of support (eg, providing understanding/empathy,

or support for personal life).

Supervisor support

Received or not received  Survivors identified supervisors as a source of support (eg, providing general emotional support,

allowing job modifications/flexible arrangements, supporting use of paid sick/disability leave).

Employer support

Received or not received  Survivors identified their employer as a source of support (eg, providing paid sick or

vacation leave, allowing replacement coverage and subsequently absorbing the associated costs).

Human Resources support

Received or not received  Survivors identified Human Resources as a source of support (eg, assisting with unpaid

job-protected leave, and coordinating insurance benefits).

Multiple sources of support

Received or not received  Survivors identified multiple sources of support (ie, supervisors, coworkers, employer).

Other (union or client/customer) Received or not received  Survivors identified their union as a source of support (eg, filing grievances with the union)
as well as their clients/customers (ie, providing support for personal life, including meals).

None identified

Received or not received This code was assigned when no specific organizational member was referenced.

coding scheme was created to code meaningful units pertaining to the
source of organizational support (Table 2).

Coding Type of Support

The primary coding scheme was created using both the induc-
tive and deductive development of codes/themes (ie, a hybrid ap-
proach).®' First, we adopted a deductive theory-driven approach to
identify themes because House’s® conceptual framework of three
types of support—emotional, instrumental, and informational—was
integrated into the wording of the open-ended question. However, after
familiarization with the data (see the study by Nowell et al*?), we noted
that no meaningful units referenced informational support, resulting in
two major themes from House’s framework: instrumental support and
emotional support. We then used an inductive data-driven approach™
to code responses that fell outside of House’s® framework. This ap-
proach resulted in the identification of the following three additional
major themes: time-off support, nonspecific support, and no support
offered. We used an inductive approach (derived from data) to identify
subthemes. Lastly, coders assigned one of two codes (“received” or
“not received”) to all meaningful units, to distinguish whether support
was received or not.

The coding manual was used to code responses. A two-coder
approach was adopted, which increases the reliability of the coding
as the final set of codes is derived from the input of two coders rather
than a single coder.*® Two coders (R.D., S.N.) were trained on the cod-
ing procedures. After recommendations on how to improve intercoder
reliability, both coders independently coded all responses.> The deci-
sion to code the entire set was based on our small sample size. It was
necessary to consider all responses to capture the variation in breast
cancer survivors” experiences.?® Initial intercoder agreement was good
(90%). Three members of the research team (A.D., R.D., S.N.) exam-
ined all coding inconsistencies and resolved discrepancies through
consensus (ie, complete agreement of three people).

Coding Sources of Support

Many of the responses referenced support from a specific orga-
nizational member (Table 2). An inductive approach was adopted to
create the secondary coding scheme, which added a level of detail so
that coders assigned a “received” or “not received” code to all meaning-
ful units. Coders (R.D., S.N.) independently coded all responses using
this secondary coding scheme and the intercoder agreement was 87%.
Inconsistencies were resolved by the principal investigator (A.D.).

RESULTS
One hundred forty-three breast cancer survivors completed the
online survey and 94 participants (65%) responded to the open-ended
question central to this study and were included in the content analysis.
Responses ranged in length from four characters to 950. The mean

© 2023 American College of Occupational and Environmental Medicine

length was 142 (approximately three short sentences). The 94 re-
sponses were subdivided when necessary, resulting in 145 meaningful
units which were all coded.

Sample Characteristics

Table 3 describes the characteristics of respondents and nonre-
spondents. All participants were residents of one New England state.
Participants ranged in age from 24 to 72 years (M = 51.1, SD = 9.8).
A majority of the sample identified as female (98%) and White, European,
or European American (98%). Most were married or lived with a part-
ner (70%), had annual family incomes of $100,000 or more (58%),
and had a college or graduate degree (79%). Most participants re-
ported currently being employed full-time (85%) while the rest of
the sample worked part-time. The majority (59%) reported that they
stopped working due to their cancer treatment, while the rest remained
working throughout.

The average job tenure was 11.8 years (SD =9.2). The most re-
ported occupational groups were Office and Administrator Support
(14%) and Business and Financial Operations (13%), likely because
a sizable portion of our sample (36% of participants) were workers
from a public university in the northeastern United States. More than
half of the participants worked for organizations with more than 500
employees (60%) and slightly more than one third had supervisory re-
sponsibility (40%). Most of the sample (54%) had been diagnosed
with later-stage breast cancer (stages 2 or 3). The majority were also
in the very early survivorship period; at the time of survey completion,
the average time since diagnosis was 17.4 months, or approximately
1.5 years, ranging from 0.5 to 48 months.

Only 65% of the sample responded to the open-ended question
central to this study. Therefore, respondents and nonrespondents were
compared on each of the demographic variables (Table 3). X2 analyses
revealed that there were few significant differences between respon-
dents and nonrespondents. However, respondents did differ in race,
such that those who identified as Asian or Asian American, as well
as those who identified as Black, African American, or African, re-
sponded at a lower rate to the open-ended question (P < 0.05). Those
who identified as White European or European American responded
more frequently to the open-ended question (P < 0.001). In addition,
respondents whose treatment included surgery plus radiation, chemo-
therapy, or reconstruction surgery responded more frequently to the
open-ended question (P < 0.01), while those who only had surgery re-
sponded less frequently (P < 0.001).

Five Major Themes

The content analysis revealed five major themes, as well as sev-
eral subthemes, related to the type of support breast cancer survivors need
from organizational members to manage their work and health. The five
major themes included instrumental support (eg, subthemes included
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TABLE 3. Characteristics of Respondents and Nonrespondents to Open-Ended Question About Organizational Support

Respondents (n = 94), n (%) Nonrespondents (n = 49), n (%) P
Sex 0.304
Female 92 (98%) 49 (100%)
Male 2 (2%) 0 (0%)
Race (check all that apply)
White, European, European American 91 (98%) 36 (75%) <0.001***
Black, African American, or African 2 (2%) 8 (17%) 0.002**
Asian or Asian American 0 (0%) 3 (6%) 0.015*%
Ethnicity 0.391
Hispanic or Latino 3 (3%) 3 (6%)
Not Hispanic or Latino 91 (97%) 45 (94%)
Age by group 0.900
20-40 14 (15%) 7 (14%)
41-60 64 (68%) 35 (72%)
>61 16 (17%) 7 (14%)
Marital status 0.139
Married or partnered 66 (70%) 40 (82%)
Divorced/separated, widowed, or single 28 (30%) 9 (18%)
Annual family income
<$75,000 26 (28%) 10 (20%) 0.606
$75,000-99,999 13 (14%) 7 (14%)
2$100,000 54 (58%) 32 (65%)
Education 0.736
Graduate degree 47 (50%) 22 (46%)
College degree (2 or 4 yr) 27 (29%) 16 (33%)
Some college 15 (16%) 9 (19%)
High school graduate or GED 5 (5%) 1 (2%)
Stage diagnosed 0.110
Early-stage cancer (stages 0 or 1) 43 (46%) 29 (60%)
Later-stage cancer (stages 2 or 3) 50 (54%) 19 (40%)
Treatment (check all that apply)
Surgery only 12 (29%) 29 (71%) <0.001%**
Surgery plus radiation 81 (80%) 20 (20%) <0.0071***
Chemotherapy 68 (80%) 17 (20%) <0.001%**
Endocrine therapy 50 (68%) 24 (32%) 0.587
Reconstruction surgery 33 (53%) 29 (47%) 0.007**
Employment status 0.423
Full-time 80 (85%) 43 (88%)
Part-time 13 (14%) 5 (10%)
Other 1 (1%) 1.(2%)
Employer size 0.840
1-50 employees 21 (22%) 9 (18%)
51-100 employees 17 (18%) 10 (21%)
>500 employees 56 (60%) 30 (61%)
Supervisory responsibility 0.907
No supervisory responsibility 56 (60%) 30 (61%)
Some supervisory responsibility 37 (40%) 19 (39%)
Occupations (largest groups) 0.872
Office and administrator support 13 (14%) 10 (20%)
Business and financial operations 12 (13%) 6 (12%)
Healthcare practitioners and technical 10 (11%) 4 (8%)
Healthcare support 8 (8%) 3 (6%)
management 8 (8%) 5 (10%)
Education, training, and library 8 (8%) 4 (8%)
Life, physical, and social science 7 (7%) 3 (6%)
Other 28 (31%) 14 (30%)
Job tenure by group 0.448
0-5yr 23 (25%) 11 (23%)
6-15 yr 42 (46%) 18 (38%)
1625 yr 16 (17%) 14 (29%)
>26 yr 11 (12%) 5 (10%)

Percentages were calculated by excluding missing cases.
Group differences were assessed using x> analysis.

*P <0.05; **P <0.01; ***P < 0.001

job modifications/flexible arrangements, navigation/coordination,
shared workload/replacement coverage, support for personal life,
and work-related check-ins), emotional support (eg, understanding/
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empathy, general emotional support, uplifting spirits, emotional
check-ins, and learning/respecting survivor’s wishes), time-off support
(eg, paid sick/disability leave, unpaid job-protected leave, general
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leave, and paid vacation time), nonspecific support (eg, general sup-
port), and no support (eg, no support offered, job type as a barrier to
support, and cancer nondisclosure as a barrier to support). In addition,
we categorized each theme and subtheme based on whether the
needed support was received or not.

Valued and Received

Instrumental Support

Overall, instrumental support was the most valued and received
type of support (see Table 4) and pertained mostly to helping survivors
maintain their existing work role. Instrumental support was the most
valued type of support with 39% of the meaningful units assigned to
this category, and 86% of respondents indicating that they received
this type of support. The following three subthemes related to instru-
mental support were especially valued: job modifications/flexible
work arrangements (n = 26), navigation/coordination (n = 11), and
shared workload/replacement coverage (n = 10). Each subtheme will
be discussed in detail hereinafter.

Job Modifications/Flexible Work Arrangements

The most frequently cited (n = 26) type of instrumental support
was job modification (reduced hours or workload) and the utilization
of and support for flexible work arrangements (flextime or flexplace).
Most survivors who cited this as an important type of support (96%)
indicated that they received it. The single survivor who reported not re-
ceiving this type of support reported a desire for a modified
workspace, specifically one that was a quiet and clean place to work
during the time when she was going through chemotherapy, to reduce
exposure to people and germs.

“She allowed me to work from home several days a week, and
to have flexible hours when I needed treatment or had to go to doctors’
appointments (which were numerous).” — Participant 12

“Now, I'm allowed to work from home 1-2 days/week to avoid
flu season issues as well as get some rest.” — Participant 75

“I returned to work part-time for several weeks.” — Participant 105

“Being able to cut my hours during radiation was fantastic.” —
Participant 123

Navigation and Coordination

A second important subtheme (n = 11) was navigation and co-
ordination, which pertains to accessing benefits or resources such as
Family and Medical Leave Act (FMLA) leave, short-term disability,
and health insurance, as well as completing associated paperwork
and coordinating the various entities involved (ie, human resources
[HR] staff, insurance companies, supervisors). Only 45% who cited
this as an important type of support reported receiving it; the other
55% reported trouble navigating paperwork and employer benefits.
Survivors also reported poor coordination from HR.

“Our personnel department was fantastic! They made an ap-
pointment to meet to explain FMLA, took care of the notification to
my supervisor. Even helped me switch insurance within our plan from
co-pay to HSA, even though the deadlines had passed. Only recom-
mendation would be for personnel to better explain to department su-
pervisors what FMLA is.” — Participant 68

“I did all of the paperwork myself and handled all of the dis-
ability. I felt like I had to handle it on my own.” — Participant 8

“More information, support could have been offered through
the human resource department. I felt as though [ was drowning in pa-
perwork.” — Participant 47

Shared Workload/Replacement Coverage

Lastly, within the instrumental support domain, breast cancer
survivors commonly reported others helping them with or sharing
their workload and responsibilities (» = 10). Most of those (90%)
who cited this as an important type of support reported receiving it,
with members of the organization increasing their own workload and
responsibilities to lessen survivors’ work demands. Some participants
reported managers and coworkers informally and voluntarily covering
their workload, whereas others reported more formal means of lessen-
ing their workload, such as job-sharing or their organization hiring a
temporary replacement.

“Some coworkers took on additional duties.” — Participant 25

“My supervisor planned for a temporary replacement to do my
job while I was out on disability.” — Participant 75

“I did not know how I was going to feel from day to day. It would
have been good if they told me not to worry about work at all and they

TABLE 4. Most Valued or Desired Types of Support From the Employer: Received Versus Not Received

Major Theme/Type of Support Subtheme/Specific Support

Total, n (%) Support Received, %  Support Not Received, %

Instrumental support
Job modifications/flexible arrangements
Navigation/coordination
Shared workload/replacement coverage

Support for personal life (meals, transport, finances)

Work-related check-ins
Emotional support

Understanding/empathy

General emotional support

Uplifting spirits (cards, gifts, support for cancer orgs.)

Emotional check-ins

Learning/respecting survivor’s wishes
Time-based support

Paid sick/disability leave

Unpaid job-protected leave

General leave

Paid vacation time
Nonspecific support

General support
No support

No support offered

Job type as a barrier to support

Nondisclosure of cancer as a barrier to support

56 (39%) 86% 14%
26 (18%) 96% 4%
11 (8%) 45% 55%
10 (7%) 90% 10%
6 (4%) 100% 0%
3 (2%) 100% 0%
29 (20%) 90% 10%
8 (6%) 75% 25%
7 (5%) 100% 0%
6 (4%) 100% 0%
5 (3%) 100% 0%
3 (2%) 67% 33%
23 (16%) 74% 26%
9 (6%) 67% 33%
6 (4%) 67% 33%
5 (4%) 100% 0%
3 (2%) 67% 33%
12 (8%) 100% 0%
12 (8%) 100% 0%
25 (17%) 4% 96%
17 (12%) 0% 100%
5 (3%) 20% 80%
3 (2%) 0% 100%

N = 145 meaningful units.
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would cover for me. But that did not happen, they expected me to do the
same job through the treatments and surgery.” — Participant 53

Additional forms of valued support within the instrumental
support domain included members of the organization offering support
for survivors’ personal lives including providing meals for them and
their families, accompanying/transporting survivors to medical appoint-
ments, and financial assistance in the form of fundraisers for medical ex-
penses (n = 6), as well as work-related check-ins (n = 3).

“Also, when I was out after the surgeries, they set up a rotation
and fed me and my family every night for two weeks.” — Participant 123

“Colleagues provided support, attended appointments with
me.” — Participant 36

“Many of my colleagues put money together and provided me
with a check to help with medical bills if needed.” — Participant 120

“Weekly chats with my direct supervisor.” — Participant 72

Emotional Support

Emotional support was valued and mostly received by breast
cancer survivors. Twenty percent of the meaningful units were catego-
rized as emotional support; of these responses, 90% indicated receipt
of this type of support. Within the emotional support theme, there were
two important subthemes, understanding and empathy (r = 8) and gen-
eral emotional support (n = 7).

Understanding and Empathy

The most frequently cited subtheme was related to members of
the organization being understanding and empathic to the needs and
feelings of survivors (n = 8); most of those who cited this as an impor-
tant type of support (75%) reported receiving it.

“My supervisor was very supportive, was able to talk to her
freely, she was very understanding.” — Participant 6

“My old supervisor was very supportive...he had a medical
heart condition... so we spoke a lot about the importance of life... very
understanding.” — Participant 103

However, two survivors reported not receiving this type of sup-
port, indicating that others at work were not understanding or
empathic.

“...but my supervisor would often complain about the impact
my being out would have on her. In other words, I was given the time
to take off because the law allowed for it, but there were often back-
handed comments when work piled up.” — Participant 91

General Emotional Support

A second important subtheme was nonspecific emotional sup-
port (eg, open and caring communication), which refers to emotional
support without a specific motivation or outcome. All (n = 7) who re-
ferred to this type of support, reported receiving it (100%).

“Emotional support with an open door.” — Participant 148

“They were verbally supportive.” — Participant 29

Additional subthemes included members of the organization
uplifting survivors’ spirits by giving gifts and cards, and supporting
breast cancer organizations on the survivors’ behalf (n = 6), checking
in with an attitude of compassion (r» = 5), and learning/respecting the
wishes of survivors regarding whether and how others acknowledge
that they have cancer (ie, whether they desire that others give them pri-
vacy and do not bring it up, show concern by talking about it, or treat
the survivor as if they did not have cancer and everything was status
quo “normal” (n = 3).

“My coworkers were phenomenal, created a support team, spe-
cial t-shirts and sponsored a walking team in my name at the Annual
(Breast Cancer) Walk.” — Participant 31

“[ received flowers and many cards and emails offering sup-
port.” — Participant 120

“During chemo, supervisor and coworkers would check in with
me regularly and were very caring.” — Participant 109
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“On all levels, supervisors, coworker and people I supervise
kept my information quiet and respected my request to which made
it so much easier upon my return.” — Participant 71

“In general, people just pretended that I was not going through
treatment and that everything was the same as always.” — Participant 43

Valued but Not Received

Time-off Support

A unique theme emerged that could not be categorized as in-
strumental, emotional, or informational support. Many meaningful
units were best understood as a type of time-based support related to
allowing and supporting survivors to take job-protected time off to dis-
engage from their work role to receive medical treatment and follow-
up, and for physical, mental, and emotional recovery. Overall, time
off support was valued but the least-received type of support. Sixteen
percent of meaningful units were categorized as time-off support, and
of these responses, 74% indicated receipt of this type of support. We
identified two important subthemes: paid sick/disability leave (n = 9)
and unpaid job-protected leave (ie, FMLA) (n = 6), which we will dis-
cuss in detail hereinafter.

Paid Sick/Disability Leave

The most frequently reported subtheme was paid sick/disability
leave (n = 9). Of those who referenced this type of support, 67% re-
ported receiving it. Some survivors reported the need for sick time
and paid time off to be available to part-time employees.

“I was able to use accumulated sick time and I used 90 sick
days. 1 also participate in a sick day bank that was available if I did
not have enough.” — Participant 44

“Would have been nice to have paid time for the surgeries.” —
Participant 57

“The company was not flexible in giving me more sick days for
tests and treatment. I had to take time-off without pay.” — Participant 78

“Provide a benefit for sick time/paid time-off to part-time em-
ployees. I went back to work too soon because I had to for money.”
— Participant 41

Unpaid Job-Protected Leave

The second most frequently reported subtheme (n = 6) was un-
paid job-protected leave per the national FMLA. In the United States,
FMLA provides certain employees with up to 12 weeks of unpaid,
job-protected leave per year. It also protects health benefits during
the leave. Of those who referenced this type of support, 67% reported
receiving it. Some survivors experienced backlash for using FMLA,
and others reported a need for FMLA for part-time employees.

“I applied for FMLA to protect my job status. Immediate super-
visors and coworkers were very supportive about me taking the time-
off, as needed, for treatment and recovery.” — Participant 110

“....Lfelt my supervisor was cold and somewhat resistant to fill-
ing out my continued FMLA but did when I pushed for it to get done
ASAP otherwise disability would stop.” — Participant 109

“I did not quality for FMLA since [ was part-time.” — Participant 17

Additional time-off support subthemes included general leave
(n =5) and vacation time (n = 3).

“And they really encouraged for me to take the time I needed to
recover physically, mentally, and emotionally. I am truly blessed!” —
Participant 16

“And having been there ten years, I had a healthy bank of va-
cation time to use for doctor appointments and surgery recovery.” —
Participant 61

Nonspecific Support
Some responses did not reference a type of support and thus
were categorized as nonspecific support.
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General Support

Eight percent of the meaningful units were categorized as non-
specific general support, as many survivors reported general support
without a specific motivation or outcome (n = 12).

“My supervisors, colleagues and others were very supportive.”
— Participant 127

“They were supportive in every way possible.” — Participant 4

No Support

Many of the responses did not reference a type of support but
instead indicated that the survivor did not receive any support
(17%). These responses were further divided into the following three
subthemes: no support offered (n = 17), job type as a barrier to support
(n =5), and cancer nondisclosure as a barrier to support (n = 3).

No Support Offered

Seventeen meaningful units indicated that no support was of-
fered to survivors by members of their organization.

“I didn’t. No one came to my house. The emails and texts
stopped almost immediately after surgery. When I returned to work,
I was expected to work 60 hours a week with short turnarounds.” —
Participant 63

“They didn’t provide me with any. I had to file a grievance with
the union.” — Participant 96

Job Type as a Barrier to Support

Five meaningful units indicated that the type of job or position
that the survivor had was related to the lack of support provided by or-
ganizational members. One survivor referenced the job as a barrier to
support but still reported receiving support, whereas the others re-
ported not receiving support because of their job type.

“There was no real way to accommodate my cancer treatment
with the business of being an ER or OR nurse.” — Participant 8

“I am a trial judge and was/am on the bench so I can’t work
from home.” — Participant 33

Cancer Nondisclosure as a Barrier to Support

A small number of breast cancer survivors (n = 3) reported that
they did not disclose cancer to members of the organization and thus
did not receive support.

“I didn’t get any support for supervisors or coworkers because
they didn’t know I had breast cancer or that  was going through treat-
ment.” — Participant 93

“If I had a better, more trusting relationship with my boss, 1
would have liked to tell him of the breast cancer diagnosis. It would
have been helpful and less awkward.” — Participant 30

Sources of Support

In addition to the type of support, we were also interested in
sources of support to provide insight into our third research question
regarding who in the organizational setting did or did not provide
employment-related support to survivors. A substantial portion of re-
sponses (n = 46) referenced a particularly supportive organizational
member (Table 5), but because we did not ask specifically about
sources of support, this list is not exhaustive (ie, there may be other
members of the organization not on the list who also offered support).
We only created codes for the specific organizational members cited in
the responses to our question. Many referenced the role of multiple
sources of support (n = 21), and of those, 95% reported receiving sup-
port from multiple sources.

“My boss, coworkers, and friends were absolutely amazing
during everything I went through, before, during and after my diagno-
sis. [ could not have asked for a better group of people.” — Participant 7

© 2023 American College of Occupational and Environmental Medicine

TABLE 5. Sources of Support in the Organization: Received
Versus Not Received

Major Theme/Source of Total, n Support Support Not
Support (%) Received, %  Received, %
Multiple sources 21 (15%) 95% 5%
Supervisor 16 (11%) 81% 19%
Coworker 15 (10%) 100% 0%
Employer 8 (6%) 75% 25%
Human Resources 5 (3%) 30% 60%
Other (union, client/customer) 2 (1%) 50% 50%
None identified 78 (54%) N/A N/A

N = 145 meaningful units.
N/A, not applicable.

Many breast cancer survivors specifically referenced the role of
their supervisor in their responses (n = 16); of those, 81% reported re-
ceiving support from their supervisor.

“There was a couple of weeks where I was depressed and
stressed because I was waiting for some test results, and she [supervi-
sor] was totally understanding and flexible with my work.” — Partici-
pant 12

In addition, many survivors referenced the role of coworkers in
their responses (n = 15); of those, 100% reported receiving support
from coworkers.

“My coworkers provided the most support and help when [ was
tired. They let me slack and rest and would support me through the
treatment. They helped a lot.” — Participant 106

However, the role of HR was not as positively perceived. A few
participants mentioned the HR department in their responses (n = 5),
but of those, only 30% reported receiving support from HR.

“HR could have played a bigger role in coordinating and
assisting with my short-term disability options as an employee.” — Par-
ticipant 54

Other organizational members cited in responses were the em-
ployer (n = 8), and others related to the work organization (union,
clients/customers) (n = 2).

DISCUSSION

Our study highlighted the types of support desired by working
breast cancer survivors from their employing organizations in relation
to the types of support actually received from their organizations. We
were encouraged by the significant response rate to the single
open-ended survey question posed to survivors, as well as the richness
of ideas presented in terms of defining important elements of organi-
zational support that may have been missed by quantitative ap-
proaches. One concerning finding was that a substantial portion of sur-
vivors (12%) reported that they did not receive any support, which
suggests an opportunity to raise awareness generally within organiza-
tions about the needs of workers living with chronic health conditions
such as cancer, the importance of providing them various types of sup-
port, and the most beneficial types of support to provide workers.

The most frequently-reported desired and received types of
support were related to instrumental support (practical, tangible assis-
tance) provided to breast cancer survivors by members of the organi-
zation, particularly those related to job modifications (reduced hours
or workload) and flexible work arrangements, in which workers are
given the leeway to carry out their work responsibilities outside the
temporal/spatial boundaries of standard work arrangements (ie, flex-
time, flexplace).>* This is consistent with the results of Kennedy et al'*
suggesting that this type of support is not only crucial during early sur-
vivorship but is also important over time throughout the survivorship
journey. More recent research has shown that instrumental support
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(practical help related to adapting job tasks, work environments, and
working hours) is considered by employees with cancer as one of the
most desired actions for employers to take during the return-to-work pro-
cess and beyond," as health-related challenges do not always end once a
survivor returns to work. Cancer survivors reported work adjustments
such as utilization of flexible work arrangements as a means of managing
work and health demands, which is consistent with studies showing that
flexibility promotes harmonization between work and personal life.*®

Addressing Barriers to Support

The difficulty of navigating the complexity of the health care
and disability systems was a common problem raised by study partic-
ipants. One solution to this difficulty could be a return-to-work coor-
dinator, which are often provided through health care and insurance
systems to assist workers with more acute injuries or health events;
however, intermittent or chronic problems rarely receive this level
of individualized support. Still, the availability of a return-to-work co-
ordinator is recognized as an essential and evidence-based element of
organizational support for ill or injured workers.***” As we found in
our study, workers with other chronic health conditions report similar
frustrations with complex benefit structures and the lack of commu-
nication between HR, healthcare providers, and supervisors to reach
satisfactory accommodation or sick leave arrangements.>® Future
programs might investigate whether the addition of a system naviga-
tor or return-to-work coordinator for working cancer survivors might
improve occupational outcomes.

Emotional support was particularly important, consistent with
recent findings that emotional support (ie, showing interest, being in-
volved and understanding) is perceived by employed cancer survivors
as one of the most desired employer actions during the return-to-work
process.'® Although emotional support is important in and of itself, it
may also be the key to formal support, as some participants in this
study reported that even when formal organizational support exists
in the form of policies, programs, and practices that are helpful to sur-
vivors, there is not always informal (emotional) support for survivors
when they want to use those benefits or entitlements.

Emotional support in the form of understanding and empathy
was an unmet need for some survivors in this study. Empathy has
two important components including perspective taking (ie, cognitively
understanding another person’s point of view and seeing the world
from their perspective) and empathic concern (ie, emotionally attending
and responding to another person’s situation and/or emotions).> Ac-
cording to Burch and colleagues,*® empathy can be perceived at various
socioecological levels (eg, intrapersonal, interpersonal, group, organi-
zational, etc). Within workplaces, empathic practices are associated
with more positive organizational cultures and interpersonal interac-
tions; within individuals, they are linked with prosocial behaviors (eg,
providing help) and better job performance, particularly among organi-
zational leaders.*'™** Empathy is a skill that can be learned through
training, coaching, and other professional and leadership development
initiatives and should be examined further as a means of providing
needed organizational support for working survivors.*

Another form of emotional support pertains to people at work
learning about and respecting a survivor’s wishes regarding discussing
their cancer, which is a subjective matter and a personal decision.
Some survivors prefer to maintain privacy by not disclosing or
discussing their cancer diagnosis with anyone at work, while others
want to be open about their situation and to have others at work ac-
knowledge what they are going through. Recent research suggests that
there may be a discrepancy between how employers assume survivors
want to be treated and how survivors themselves actually want to be
treated.'® Specifically, in a study on what employers and employees
perceive to be the most important employer actions to support the re-
turn to work of employees with cancer, employers perceived that one
of the most important supportive actions was to treat the employee
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with cancer as if they were not ill; however, this action was not en-
dorsed as most important by survivors themselves.'* Our findings sug-
gest that for some employees, such “business as usual” treatment may
in fact be detrimental. Paying attention to the preferences of individual
survivors about how they want to be treated, rather than making broad
and uninformed assumptions, may be an important way to help survi-
vors feel supported by their organizations. Greidanus et al** encourage
researchers to develop interventions that avoid a one-size-fits all ap-
proach and use effective workplace-survivor communication to tailor
organizational support to survivors’ individual preferences and needs.
This is a topic that warrants further research.

Time off for Health

While we found that instrumental support was valued mainly
because it allowed survivors to remain connected to their work role
(ie, by reducing their workload or making it easier to manage de-
mands), time-off support was valued because it allowed survivors to
disconnect from their work role to permit time for medical care and re-
covery, without the worry about losing their jobs. Health-related activ-
ities can require considerable time, particularly for people who are in
poor health, have a disability, or are older.***’ Cancer patients need
time for primary treatment, medical follow-up, and rehabilitation,
but they also require time for ongoing health-related self-care.*® This
includes self-management activities such as monitoring health, man-
aging symptoms, navigating health services, engaging in health be-
haviors, maintaining psychological well-being, using social support,
and nurturing a fulfilling lifestyle.**>° People with chronic health con-
ditions report insufficient time to attend to health-related activities.>'>*
They often attribute this situation to the work role placing simultaneous
and incompatible demands on the same finite time and energy re-
sources needed to engage in health-related activities; this distressing sit-
uation may be exacerbated when family role demands are high, which
is especially relevant to women.>>>

The mounting evidence for this type of interrole conflict—work-
health conflict—corroborates the call by other researchers to expand the
scope of research on the work-life interface, which has overlooked
other life roles and focused almost exclusively on the work and family
domains.”’” Our findings support the existence of a health role, a rela-
tively underdeveloped concept from medical sociology referring to
how society expects people to behave to protect and promote their
health.>¥-%° That is, people (even healthy ones) are generally expected
to avoid behaviors that bring about poor health and behave in ways that
are conducive to good health, engaging in self-care activities that en-
hance health, prevent disease, limit illness, and restore health.®!-6>
For critically ill people, the health role may feel like a full-time job>'
and may even require prioritization above other life roles, including
one’s paid job, which is why work leave is essential. Conventional
role theory requires an upgrade, and a deeper examination of the
health role—as well as its relation to the work role—is warranted to
more fully understand the lived experiences of the working survivor
population. This may enable organizations to better support the health
role, which seems to be a key factor to survivor health and work
retention.

Our findings about paid and unpaid time off from work being
an unmet need among survivors are consistent with a recent study’s
findings that sufficient time off for sick leave is considered by em-
ployees with cancer as among the most desired actions experienced
from employers during the return-to-work period.'> Among private
employers in the US, only 75% of workers have paid sick leave bene-
fits, and the median limit is 15 paid sick days per year.*® In our study,
job-protected unpaid leave was perceived as important, but the value
of paid leave employment benefits, such as sick days and vacation
time, must be underscored as they relieve stress and prevent financial
hardship by reducing the need to take unpaid time off during cancer
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treatment and recovery.** Paid leave has associations with worker
well-being, financial security, and longevity.%®

Our study results pertaining to work leave are not always found
in similar studies of organizational support (mostly international),
likely due to our sample being based in the United States where there
is no publicly mandated employment standard permitting workers
paid time off for medical reasons. Rather, sick leave varies by em-
ployer, and 40% of U.S. workers do not have paid sick leave,** and
part-time workers rarely have sick leave. State and national policies
in the United States are important as these are the levels at which
(in addition to health insurance) many employment regulations are
enacted, including national policies that apply differently based on
employer size (eg, Americans With Disabilities Act, Family Medical
Leave Act) and state policies additionally enacted by individual states
(eg, some US states provide paid family and medical leave).*® A study
of paid sick leave policies in 22 rich counties globally (highly ranked
in economic and human development) found that the United States is
the only country that does not guarantee any form of paid sick leave.®’

Surprisingly, informational support was absent. It is unlikely
that informational support was not provided to the breast cancer survi-
vors, so this finding may be due to the wording of the open-ended sur-
vey item which asked breast cancer survivors to report on various
types of support, and from various sources. It could also be that infor-
mational support was not the most valuable type of organizational sup-
port and was thus overshadowed in self-reports by more valued types
of support. However, it should be noted that another recent study'* also
did not find that informational support was considered by employees
with cancer as among the most desired types of employer support dur-
ing return to work. It is possible that survivors prefer informational
support from their cancer clinicians rather than their work organiza-
tions, as was found in a previous study.68

Support From Organizational Sources

There was a clear indication from cancer survivors of the need
for improved organizational support from managers and HR contacts.
Supervisors and HR professionals may have difficulty understanding
and acting on complex diseases. They may benefit from training de-
signed to make communication and accommodation efforts more ef-
fective and to find the right balance between providing empathy and
support while also respecting individual privacy concerns. In other
studies of workers with chronic health conditions, supervisors have in-
dicated a need for better training related to communication and job ac-
commodation and have expressed concerns about how to respect
worker privacy, understand company policies, and adhere to disability
regulations.®® Supervisors have also recognized that the accommoda-
tion process for chronic conditions can involve iterative processes
and regular adjustments.” Training programs for supervisors could
help to clarify elements of job leeway, productivity goals and require-
ments, and the need for coordination with other workers or workplace
systems while heeding established policies and regulations. This may,
in turn, help cancer survivors to feel more confident about making ap-
propriate requests for accommodation.

Our findings also suggest a deficit in institutional policies and
employee communications. While documentation is available regard-
ing national (eg, FMLA) and union policies regarding long-term med-
ical leave, a future area of research would be to evaluate the ease of
obtaining documentation and receiving adequate guidance from HR,
employees’ direct supervisors, or union staff. In a review of studies
testing return-to-work interventions, Tiedtke and colleagues’' suggest
that multidisciplinary approaches to policy development are critical to
ensure critical concerns are addressed (eg, treating physicians, em-
ployers, insurance providers) and as a basis to improve and coordinate
communications with working cancer patients. While there remains a
paucity of evidence about successful programs, a randomized trial
assessing the effectiveness of a multidisciplinary return-to-work pro-
gram for employees is underway in the Netherlands.”
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Theoretical Significance

Our findings, though preliminary, support prior literature sug-
gesting that two forms of support from House’s’ taxonomy are partic-
ularly important for survivors to receive from employing organizations
to help with employment-related concerns: instrumental and emo-
tional support.>*'® Our findings tentatively suggest that survivors
may not value informational support to the same degree as instrumen-
tal and emotional support at work. This is consistent with another re-
cent study,'® which also found that informational support was not con-
sidered by survivors among the most desired types of employer sup-
port during return to work. Being that it is likely that employees with
cancer do receive informational support, possibly from clinical
sources,® future research ought to direct specific survey questions re-
garding informational support to further position its value in relation to
other forms of support at work. Moreover, we extend the literature on
this topic by identifying another facet of support—time-off support—
that may be influential in the experiences of cancer survivors in ad-
dressing their health- and work-related concerns. Work-health conflict
is an emerging theme that should be explored further within role the-
ory, especially in the context of paid/unpaid time off, sick leave, and
flexible work arrangements, which were identified as commonly val-
ued, but often unmet needs.

One interesting implication that requires further study concern-
ing the experiences of workers who have breast cancer (and those
treated for cancer generally) is the shift in work environments due to
COVID-19. Many more persons have worked from home, and indica-
tions are that this may be a relatively permanent change after
COVID-related work patterns diminish. The result may be that some
work arrangements found to be important in this study—such as flex-
ibility in work setting and timing, may be more acceptable when man-
aging situations related to cancer treatment or sequelae. At the same
time, social support and having coworkers share a survivor’s workload
could diminish as a result of fewer opportunities for in-person interac-
tion. Only further comparative study can answer such important
questions.

Study Limitations

The survey item wording made the qualitative analysis chal-
lenging as we had one question with multiple possible responses;
some respondents answered part of the question while others answered
multiple parts. Our survey question did result in valuable insights, and
the decision to create and examine meaningful units allowed us to cap-
ture responses to all facets of the question, but trying to answer three
research questions with a single open-ended survey question posed a
challenge. A better option would have been to break down the
open-ended question into a minimum of two parts, so that one survey
item addressed type of support, while a second survey item assessed
the source of support. Caution should be used when interpreting study
results, given that only 65% of the original sample was included in our
content analysis (because they responded to the open-ended survey
question central to this study), while a sizeable percentage of respon-
dents did not answer the question. It is also possible that our findings
could have been different if the survey question had been posed in a
more parsimonious manner.

This study used convenience-based sampling rather than a
population-based sampling approach and caution should be used when
extrapolating the frequency of response items to working breast cancer
survivors more broadly. Furthermore, the sample population was a
highly educated, mostly married, English-speaking group from a
wealthy Northeast state in the US, which does not represent workers
who face the greatest health, work, and financial hardships, including
those with lower household incomes, who are unmarried, of racial/
ethnic minority status, and residing in rural areas.®® Workers with
lower-status jobs, insecure employment, or part-time positions may also
lack access to comprehensive, affordable health insurance coverage,
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flexible work arrangements, job accommodations, and job-protected
work leave (ie, paid or unpaid sick leave, vacation time, and short-term
disability pay). This raises further caution regarding the generalizability
of our findings to a different type of working population.

Practical Significance

Given the qualitative nature of this study, as well as the small
and limited sample, further research is needed to confirm our initial
findings. However, our findings about valued, but infrequently re-
ceived forms of work-related support (ie, paid and unpaid time off,
sick leave, navigation/coordination) would suggest that in the United
States, employers may lack the resources, tools, and communication
skills to appropriately address the employment-related concerns of a
segment of working breast cancer survivors. Given the lack of publicly
mandated policies regarding paid time off for medical reasons, educat-
ing employers about the specific needs of working cancer survivors
and support for their health role through other avenues, such as inter-
ventions and training, seems crucial. This is in line with international
research suggesting that some survivors report increased support when
they live in countries with stronger initiatives for educating employers
about their res;())onsibilities and how to make accommodations for can-
Cer Survivors.

In addition, beyond merely educating employers, establishing
means for providers and employers to coordinate a structured return-
to-work process in advance of the return may be helpful in supporting
survivors. This is congruent with a qualitative study regarding sup-
portive practices for breast cancer survivors, in which the importance
of preparing ahead of time with the employer for the return to work
was underscored.” In the long term, such findings suggest that be-
yond the organizational level, survivors could receive more support
if changes were made at the policy level as well. Ultimately, there
would be great value in determining what factors produce a profile
for successful work retention among survivors, although fully assessing
barriers to continued work participation may require different methods
than those used in our study, such as studying participants who were not
able to return to work, or those who changed their job after cancer di-
agnosis and treatment.

CONCLUSIONS

Breast cancer survivors perceive organizational support as im-
portant to day-to-day coping and workplace retention. Our study
highlighted survivors’ specific unmet needs for organizational support
related to navigation/coordination, understanding/empathy, and avail-
ability of job-protected time off. More research examining social sup-
port in this group is needed to confirm these initial findings. In particu-
lar, further study could identify ways that organizations can help
workers manage their health role and diminish work-health conflict, as
conventional role theory and social support delineations do not capture
these key workplace factors to successful work sustainment. Findings
from our study can inform the design of targeted interventions to better
support survivors and possibly workers living with other chronic health
conditions, including a broader set of organizational and policy tools
that are considered central by the survivor population. There remains
a substantial gap of knowledge, however, about stakeholder-based pro-
cesses to develop best practice return-to-work programs.

ACKNOWLEDGMENTS

The authors thank the Carole and Ray Neag Comprehensive
Cancer Center at UConn Health, the Hartford HealthCare Cancer In-
stitute at Hartford Hospital, and the Connecticut Cancer Partnership
for the assistance with data collection efforts. The authors also thank
Dr Lisa Rusch and Amanda Katzman in recruiting participants for our
survey. The authors thank the members of the design team of breast
cancer survivors, cancer clinicians, and researchers who participated
in our study. The project adhered to components of Strengthening the

878

Reporting of Observational Studies in Epidemiology (STROBE) guide-
lines that are applicable to qualitative research.

REFERENCES

1. Miller KD, Nogueira L, Mariotto AB, et al. Cancer treatment and survivorship
statistics, 2019. CA4 Cancer J Clin. 2019;69:363-385.

2. American Cancer Society. Breast cancer facts & figures 2019-2020. American
Cancer Society. 2019;1-44.

3. Taskila T, Lindbohm ML, Martikainen R, Lehto US, Hakanen J, Hietanen P.
Cancer survivors’ received and needed social support from their work place
and the occupational health services. Support Care Cancer. 2006;14:427-435.

4. Johnsson A, Fornander T, Rutqvist LE, Vaez M, Alexanderson K, Olsson M.
Predictors of return to work ten months after primary breast cancer surgery.
Acta Oncol. 2009;48:93-98.

5. Duijts SE, Van Egmond MP, Spelten E, Van Muijen P, Anema JR, van der Beek
AJ. Physical and psychosocial problems in cancer survivors beyond return to
work: a systematic review. Psychooncology. 2014;23:481-492.

6. National Institutes of Health. National Cancer Institute. NCI Dictionary of
Cancer Terms. Available at: https://www.cancer.gov/publications/dictionaries/
cancer-terms/expand/S Accessed June 22, 2023.

7. Leung J, Pachana NA, McLaughlin D. Social support and health-related quality
of life in women with breast cancer: a longitudinal study. Psychooncology. 2014;
23:1014-1020.

8. Leavy RL. Social support and psychological disorder: a review. J Community
Psychol. 1983;11:3-21.

9. House JS. Work Stress and Social Support. Reading, MA: Addison-Wesley; 1981.

10. Wong AG, Ki P, Maharaj A, Brown E, Davis C, Apolinsky F. Social support
sources, types, and generativity: a focus group study of cancer survivors and
their caregivers. Soc Work Health Care. 2014;53:214-232.

11. Cutrona CE. Stress and social support: in search of optimal matching. J Soc Clin
Psychol. 1990;9:3-14.

12. Amir Z, Popa A, Tamminga S, Yagil D, Munir F, De Boer A. Employer’s
management of employees affected by cancer. Support Care Cancer. 2018;26:
681-684.

13. Greidanus MA, Tamminga SJ, De Rijk AE, Frings-Dresen MHW, de Boer
AGEM. What employer actions are considered most important for the return
to work of employees with cancer? A Delphi study among employees and
employers. J Occup Rehabil. 2019;29:406-422.

14. Kennedy F, Haslam C, Munir F, Pryce J. Returning to work following cancer: a
qualitative exploratory study into the experience of returning to work following
cancer. Eur J Cancer Care. 2007;16:17-25.

15. Pryce J, Munir F, Haslam C. Cancer survivorship and work: symptoms,
supervisor response, co-worker disclosure and work adjustment. J Occup
Rehabil. 2007;17:83-92.

16. Torp S, Gudbergsson SB, Dahl AA, Fossa SD, Flotten T. Social support at work
and work changes among cancer survivors in Norway. Scand J Public Health.
2011;39(6 suppl):33—42.

17. Rhoades L, Eisenberger R. Perceived organizational support: a review of the
literature. J Appl Psychol. 2002;87:698-714.

18. Peteet JR. Cancer and the meaning of work. Gen Hosp Psychiatry. 2000;22:
200-205.

19. Halbesleben JR. Sources of social support and burnout: a meta-analytic test of
the conservation of resources model. J Appl Psychol. 2006;91:1134-1145.

20. Viswesvaran C, Sanchez JI, Fisher J. The role of social support in the process of
work stress: a meta-analysis. J Vocational Behav. 1999;54:314-334.

21. Etikan I, Musa SA, Alkassim RS. Comparison of convenience sampling and
purposive sampling. Am J Theor Appl Stat. 2016;5:1-4.

22. Bloom RD, Reblin M, Chou WS, Beck SL, Wilson A, Ellington L. Online social
support for cancer caregivers: alignment between requests and offers on
CaringBridge. J Psychosoc Oncol. 2021;39:118-134.

23. Merluzzi TV, Philip EJ, Yang M, Heitzmann CA. Matching of received social
support with need for support in adjusting to cancer and cancer survivorship.
Psychooncology. 2016;25:684—690.

24. Xu A, Liu X, Hu PJ. Examining effects of fit between patient need and social
support: a deep learning based multi-label classification approach. In: 40th
International Conference on Information Systems, ICIS 2019. Munich,
Germany: Association for Information Systems; 2019.

25. Bengtsson M. How to plan and perform a qualitative study using content
analysis. NursingPlus Open. 2016;2:8-14.

26. Hruschka DJ, Schwartz D, St John DC, Picone-Decaro E, Jenkins RA, Carey
JW. Reliability in coding open-ended data: lessons learned from HIV
behavioral research. Field Methods. 2004;16:307-331.

27. Aldiabat KM, Le Navenec CL. Data saturation: the mysterious step in grounded
theory methodology. Qual Rep. 2018;23:245-261.

28. DeSantis L, Ugarriza DN. The concept of theme as used in qualitative nursing
research. West J Nurs Res. 2000;22:351-372.

© 2023 American College of Occupational and Environmental Medicine

Copyright © 2023 American College of Occupational and Environmental Medicine. Unauthorized reproduction of this article is prohibited.


https://www.cancer.gov/publications/dictionaries/cancer-terms/expand/S
https://www.cancer.gov/publications/dictionaries/cancer-terms/expand/S

8L +AWAOANDYMBRAAAAVYO/FOAEIOYIASALLIAIPOOAEIEAHIOII/AO AU

MY TXOMADYOINXFOHISABZIY T+ yNIOITWNOTZTARY HASHAQUFG Ag waol/wod mm| sfeulnoly/:diny wol papeojumoq

€20¢2/90/0T uo

JOEM e Volume 65, Number 10, October 2023

Organizational Support

29.

30.

31

32.

33.

34,

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

ATLAS i Scientific Software Development GmbH. ATLAS.ti. Version 8.4.18.
ATLAS: i Scientific Software Development GmbH. 2018.

Swanberg JE, Logan TK. Domestic violence and employment: a qualitative
study. J Occup Health Psychol. 2005;10:3—17.

Fereday J, Muir-Cochrane E. Demonstrating rigor using thematic analysis: a
hybrid approach of inductive and deductive coding and theme development.
Int J Qual Methods. 2006;5:80-92.

Nowell LS, Norris JM, White DE, Moules NJ. Thematic analysis: striving to
meet the trustworthiness criteria. Int J Qual Methods. 2017;16:1-13.

Syed M, Nelson SC. Guidelines for establishing reliability when coding
narrative data. Emerg Adulthood. 2015;3:375-387.

Rau B. Flexible work arrangements. Sloan Online Work and Family
Encyclopedia. 2003. Available at: https://wfrn.org/wp-content/uploads/2018/
09/Flexible_Work_Arrangements-encyclopedia.pdf Accessed June 22, 2023.
Emst Kossek E, Lewis S, Hammer LB. Work-life initiatives and organizational
change: overcoming mixed messages to move from the margin to the mainstream.
Hum Relat. 2010,63:3-19.

Franche RL, Cullen K, Clarke J, Irvin E, Sinclair S, Frank J, Institute for Work &
Health (IWH) Workplace-Based RTW Intervention Literature Review Research
Team. Workplace-based return-to-work interventions: a systematic review of the
quantitative literature. J Occup Rehabil. 2005;15:607-631.

Cullen KL, Irvin E, Collie A, et al. Effectiveness of workplace interventions in
return-to-work for musculoskeletal, pain-related and mental health conditions:
an update of the evidence and messages for practitioners. J Occup Rehabil.
2018;28:1-15.

Sears JM, Edmonds AT, MacEachen E, Fulton-Kehoe D. Workplace improvements
to support safe and sustained return to work: suggestions from a survey of
workers with permanent impairments. Am J Ind Med. 2021;64:731-743.

Davis MH. Measuring individual differences in empathy: evidence for a
multidimensional approach. J Pers Soc Psychol. 1983;44:113-126.

Burch GE Bennett AA, Humphrey RH, Batchelor JH, Cairo AH. Unraveling the
complexities of empathy research: a multi-level model of empathy in
organizations. In: Ashkanasy NM, Hirtel CE, Zerbe WJ, eds. Emotions and
Organizational Governance. Vol. 12. Bingley, United Kingdom: Emerald
Group Publishing Limited; 2016:169-189.

Clark MA, Robertson MM, Young S. “I feel your pain™: a critical review of
organizational research on empathy. J Organ Behav. 2019;40:166-192.

Gentry WA, Weber TJ, Sadri G. Empathy in the workplace: a tool for effective
leadership. In: Annual Conference of the Society of Industrial Organizational
Psychology, New York, NY2007.

Parks ES. Listening with empathy in organizational communication. Organ Dev
J.2015;33:9-22.

Shapiro J. How do physicians teach empathy in the primary care setting? Acad
Med. 2002;77:323-328.

Greidanus MA, De Boer AGEM, De Rijk AE, et al. Perceived employer-related
barriers and facilitators for work participation of cancer survivors: a systematic
review of employers' and survivors' perspectives. Psychooncology. 2018;27:
725-733.

Jonas DE, Ibuka Y, Russell LB. How much time do adults spend on health-related
self-care? Results from the American time use survey. J Am Board Fam Med.
2011;24:380-390.

Russell LB, Ibuka Y, Abraham KG. Health-related activities in the American
time use survey. Med Care. 2007;45:680—685.

McCorkle R, Ercolano E, Lazenby M, et al. Self-management: enabling and
empowering patients living with cancer as a chronic illness. C4 Cancer J Clin.
2011;61:50-62.

Barlow J, Wright C, Sheasby J, Turner A, Hainsworth J. Self-management
approaches for people with chronic conditions: a review. Patient Educ Couns.
2002;48:177-187.

Osborne RH, Elsworth GR, Whitfield K. The Health Education Impact
Questionnaire (heiQ): an outcomes and evaluation measure for patient education

and self-management interventions for people with chronic conditions. Patient
Educ Couns. 2007,66:192-201.

© 2023 American College of Occupational and Environmental Medicine

51

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

Boyle MP. So many drugs, so little time: the future challenge of cystic fibrosis
care. Chest. 2003;123:3-5.

Lacaille D, White MA, Backman CL, Gignac MA. Problems faced at work due
to inflammatory arthritis: new insights gained from understanding patients'
perspective. Arthritis Rheum. 2007;57:1269—-1279.

Sawicki GS, Sellers DE, Robinson WM. High treatment burden in adults with cystic
fibrosis: challenges to disease self-management. J Cyst Fibros. 2009;8:91-96.
Safford MM, Russell L, Suh DC, Roman S, Pogach L. How much time do patients
with diabetes spend on self-care? J Am Board Fam Pract. 2005;18:262-270.
McGonagle AK, Schmidt S, Speights SL. Work-health management
interference for workers with chronic health conditions: construct development
and scale validation. Occup Health Sci. 2020;4:445-470.

Shandra CL, Sonalkar N. Health self-care in the United States. Public Health.
2016;138:26-32.

Keeney J, Boyd EM, Sinha R, Westring AF, Ryan AM. From “work—family” to
“work-life”: broadening our conceptualization and measurement. J Vocational
Behav. 2013;82:221-237.

Frank AW. From sick role to practices of health and illness. Med Educ. 2013;47:
18-25.

Frank AW. From sick role to health role: deconstructing Parsons. In: Robertson
R, Turner BS, eds. Talcott Parsons: Theorist of Modernity. Newbury Park, CA:
Sage; 1991:205-216.

Williams SJ et al. Health (London). 2005;9:123-144.

McGowan P. Self-care behavior. In: Breslow L, ed. Encyclopedia of Public
Health vol. 4. New York, NY: Macmillan Reference; 2002:1085-1087.
McCluskey D. Attitudes to health and the health role. In: Kelleher C, ed. The
Future for Health Promotion: Proceedings of the Launch Conference of the
Centre for Health Promotion Studies. Centre for Health Promotion Studies:
University College Galway; 1992:57-69.

Paid sick leave. In: National Compensation Survey. US Bureau of Labor
Statistics; 2020. Available at: https://www.bls.gov/ebs/notices/2023/paid-sick-
leave-paid-vacation-and-consolidated-leave-plan-provisions-in-the-united-
states-december-2022.htm Accessed June 22, 2023.

Veenstra CM, Regenbogen SE, Hawley ST, Abrahamse P, Banerjee M, Morris
AM. Association of paid sick leave with job retention and financial burden
among working patients with colorectal cancer. JAMA. 2015;314:2688-2690.
Stoddard-Dare P, DeRigne L, Collins C, Quinn L. Retirement savings among
US older adult male workers by paid sick leave, flexible work, and vacation
benefit status. Commun Work Family. 2021;24:357-373.

Yabroff KR, Bradley C, Shih YT. Understanding financial hardship among
cancer survivors in the United States: strategies for prevention and mitigation.
J Clin Oncol. 2020;38:292-301.

Rho HJ, Fremstad S, Gaby-Biegel J. Contagion nation 2020: United States still the only
wealthy nation without paid sick leave. Washington, DC: Center for Economic Policy
and Research. 2020. Awvailable at: https://www.cepr.net/wp-content/uploads/2020/03/
2020-03-Contagion-Nation-2020.pdf Accessed June 22, 2023.

Dugan AG, Decker RE, Namazi S, et al. Perceptions of clinical support for
employed breast cancer survivors managing work and health challenges. J
Cancer Surviv. 2021;15:890-905.

Nelson CC, Shaw W, Robertson M. Supervisors and presenteeism: how do
supervisors accommodate and support skilled workers with chronic health
concerns? Empl Responsib Rights J. 2016;28:209-223.

Williams-Whitt K, Kristman V, Shaw WS, Soklaridis S, Reguly P. A model of
supervisor decision-making in the accommodation of workers with low back
pain. J Occup Rehabil. 2016;26:366-381.

Tiedtke C, de Rijk A, Dierckx de Casterlé B, Christiaens MR, Donceel P.
Experiences and concerns about ‘returning to work” for women breast cancer
survivors: a literature review. Psychooncology. 2010;19:677-683.

Porro B, Durand MJ, Petit A, Bertin M, Roquelaure Y. Return to work of breast
cancer survivors: toward an integrative and transactional conceptual model. J
Cancer Surviv. 2022;16:590-603.

Caron M, Durand MJ, Tremblay D. Perceptions of breast cancer survivors on the
supporting practices of their supervisors in the return-to-work process: a
qualitative descriptive study. J Occup Rehabil. 2018;28:89-96.

879

Copyright © 2023 American College of Occupational and Environmental Medicine. Unauthorized reproduction of this article is prohibited.


https://wfrn.org/wp-content/uploads/2018/09/Flexible_Work_Arrangements-encyclopedia.pdf
https://wfrn.org/wp-content/uploads/2018/09/Flexible_Work_Arrangements-encyclopedia.pdf
https://www.bls.gov/ebs/notices/2023/paid-sick-leave-paid-vacation-and-consolidated-leave-plan-provisions-in-the-united-states-december-2022.htm
https://www.bls.gov/ebs/notices/2023/paid-sick-leave-paid-vacation-and-consolidated-leave-plan-provisions-in-the-united-states-december-2022.htm
https://www.bls.gov/ebs/notices/2023/paid-sick-leave-paid-vacation-and-consolidated-leave-plan-provisions-in-the-united-states-december-2022.htm
https://www.cepr.net/wp-content/uploads/2020/03/2020-03-Contagion-Nation-2020.pdf
https://www.cepr.net/wp-content/uploads/2020/03/2020-03-Contagion-Nation-2020.pdf

