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Abstract

Background: This mixed method study investigated how cancer
impacts the everyday life of cancer survivors from both the
perspective of the cancer survivor and physicians. This study also
explored factors which may be interfering with the physician’s
ability to address the everyday needs of cancer survivors and refer
their patients to occupational therapy.

Methods: This study used a sequential explanatory mixed methods
design. RedCap electronic surveys were utilized to collect data
from both cancer survivors (n=35) and physicians (n=13). To gather
a deeper understanding, semi-structured focus groups (n=2) and
interviews (n=3) were conducted to gather qualitative information
from both cancer survivors (n=10) and physicians (n=2). Quantitative
data were analyzed via descriptive statistics. Qualitative data were
recorded, transcribed verbatim, and analyzed thematically. Results
across data were compared to identify patterns. Rigor was enhanced
by multiple coders, expert review, and triangulation.

Results: Survey results from cancer survivors revealed that
participants had difficulty performing activities of daily living
(30%); independent living skills (36%); leisure pursuits (53%);
health management (35%); and work. Fifty percent of survivors were
able work part-time during their treatment but 30% did not return
to work after oncological treatments. Thirty-six percent indicated
their physician did not inquire if they were having difficulties with
their daily occupations and 85% were never referred to occupational
therapy (OT). Survey results from the physicians revealed they
believed their patients had difficulty with activities of daily living
(46%); instrumental activities of daily (54%); and work (92%),
yet only 31% specified that they always inquire about how cancer
treatments are impacting their patient’s daily routines. Four themes
emerged from the survivors: (1) Challenges related to occupational
participation; (2) Support enhances resilience and occupational
balance; (3) Psychosocial issues influence the survivors' well-
being and occupational balance; and (4) Healthcare communication
concerns. Four themes emerged from the physicians: (1) Concerns

regarding effects of cancer treatments; (2) Need to inquire about
daily function to guide medical treatments; (3) Importance of
communication and rapport; and (4) Providers have limited education
on how OT can benefit patients’ participation.

Conclusion: These findings reinforce the limited evidence on these
topics and provide a deeper understanding of how occupational
performance is affected from the perspectives of both cancer
survivors and physicians.

Key Words: Occupational Therapy; Cancer; Survivors & Physicians
Perspectives; Impact on Occupational Performance; Impact on Daily
Life.

Introduction

One in every three people will be diagnosed with a form of cancer
over the course of their lives [1]. The term cancer survivor is used to
describe anyone diagnosed with cancer, regardless of where they are
in their journey [1]. Cancer and the secondary effects from various
oncological interventions often significantly impact the survivors’
daily life. For example, individuals enduring cancer treatments
frequently experience fear, elevated levels of stress, fatigue, and a
plethora of other side effects [1] which commonly lead to changes/
loss in one’s daily occupations and their roles in the home, workplace,
and community [1-5]. For the purposes of this article, meaningful
occupations, also known as daily occupations, include anything that a
person needs or wants to accomplish in their daily life and may include
things such as one’s activities of daily living (ADLs), instrumental
activities of daily living (IADLs), rest, sleep, work, leisure, and social
participation [6]. Occupational therapy interventions have been
identified as being advantageous in enhancing one’s ability to remain
engaged in meaningful activities and improving overall quality of
life for individuals with cancer [2, 5, 7, 8]. Although the evidence
suggests the value of occupational therapy for cancer survivors, lack
of awareness regarding occupational therapy’s role in being able
to enhance occupational participation and quality of life for cancer
survivors has led to a lack of physician referrals for occupational
therapy intervention and has been identified as a main barrier to the
utilization of this advantageous service [9-12].
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Occurrence of Cancer in the United States

Approximately 16.9 million cancer survivors live in the United
States [1]. This population is predicted to increase dramatically in
the upcoming decade due to the larger and growing population of
older adults, as well as an increased rate of survival due to early
detection and/or improved cancer treatments [1]. Unfortunately,
cancer survivors often experience a variety of side effects related
to their diagnosis and/or oncological treatments. These include, but
are not limited to, fatigue, cognitive dysfunction, pain, peripheral
neuropathy, sexual dysfunction, issues with balance and/or
mobility, gastrointestinal problems, difficulties with swallowing,
difficulty with communication, and psychological concerns such as
depression, anxiety and/or fear of recurrence [1, 13]. Additionally,
the lives of cancer survivors often revolve around numerous medical
appointments, adherence to long term treatment, and extensive
follow-up care to ensure they are monitored for recurrence and/or
metastases [1, 13]. Because this is a very stressful time, Alfano et
al., [13] found that many cancer survivors have an overabundance of
concerns and needs related to themselves, their family, as well as a
variety of social, economic, and psychological issues. Worldwide, the
definition of cancer patient and cancer survivor is debated as whether
or not all people who have a diagnosis of cancer should be referred
to as cancer survivors, or if this term should only be used for those in
the remission phase of their diagnosis [14]. For the purposes of this
study, cancer patients/survivors will be defined as individuals who
have a current or previous diagnosis of cancer within the past 5 years.

Impact of Cancer Treatments on Occupational Performance

Due to the abundance of medical appointments and interventions,
as well as the variety of physical, psychological, and emotional
consequences of cancer, survivors commonly experience limitations
in their occupational performance including basic activities of daily
living (BADLSs), instrumental activities of daily living (IADLS),
work, and leisure activities [1, 3, 4, 5, 7, 8, 15-20]. For instance,
the side effects of cancer often result in activity disruption, role
disengagement, and limitations in activity participation such as
housework, fulfilling the role as a parent, ability to return to work,
or socialize with friends [2, 3, 5, 21]. Additionally, Player et al. [4]
demonstrated how the effects of chemotherapy (e.g., memory loss
and difficulty concentrating) can impact one’s performance in daily
activities, specifically trouble with reading, social communication,
home organization, money management, and returning to work.

Benefit of Occupational Therapy for Cancer Patients

Occupational therapy is the therapeutic use of everyday life
occupations for the purpose of enhancing or enabling participation
[6]. Occupational therapists are skilled at assessing the dynamic
interrelationships between client factors (e.g., values and body
functions), performance skills (motor, process, and social interaction
skills), performance patterns (e.g., habits, routines, roles), contexts
(environmental and personal factors), and occupations (e.g.,
ADLs, IADLs, rest and sleep, work, leisure, social participation)
[6]. Occupational therapists are trained to create interventions to
enhance one’s ability to do the things that they want or need to do
when injuries, illnesses, and disabilities impede one’s ability to
engage in meaningful activities [6]. In terms of treating patients
with cancer, Polo et al. [22] asserted that occupational therapists
offer value to cancer survivors by promoting engagement in one’s
meaningful life roles, as well as one’s social and overall community
participation. Occupational therapists also facilitate meaningful
lifestyles and optimize health and well-being via various intervention
strategies (e.g., addressing performance issues, use of adaptive and
compensatory strategies, etc.). For example, Fleischer et al. [21]
demonstrated how occupational therapy interventions with a focus
on adaptation and modification strategies can increase activity
participation. Likewise, Player et al. [4] demonstrated that a variety
of compensatory strategies can be advantageous in circumventing

the cognitive deficits associated with chemotherapy and its impact on
occupational performance. Similarly, Mayer and Engle [23] reported
that occupational therapy can significantly enhance the quality of
life for the survivor and reduce burden on caregivers. Moreover,
engagement in occupations has been found to help cancer survivors
maintain a sense of control and stability, experience feelings of
self-worth, and enhance self-development [21]. Thus, occupational
therapy interventions have not only enhanced the survivor’s ability to
maintain engagement in his or her occupations, but it also improved
the patients’ overall perceived quality of life [2, 24].

One occupation which appears to be greatly impacted by cancer
and oncological intervention revolves around being able to fulfill
the worker role. In fact, Loh et al. [19] revealed that the multiple
symptoms challenge and/or impede the survivor’s ability to return to
work or work at the same capacity as they did prior to their diagnosis.
Returning to work not only provides the individual with a sense of
purpose and normalcy, but it has also been associated with an improved
quality of life [19]. Occupational therapy intervention may be critical
to the survivor’s ability to return to work since modifications may be
necessary to enhance work performance and/or enable one’s ability
to return to work. Thus, referral to community based occupational
therapy could be advantageous in not only helping the individual
perform their basic self-care (ADLs) and independent living skills
(IADLs), but it might be extremely advantageous in helping the
cancer survivor return to work/resume their role as a worker.

OT is a Beneficial Member of the Multidisciplinary Rehabilitation
Team

Comprehensive cancer rehabilitation using a multidisciplinary team
is an essential component of survivorship care [22] especially since
many of the adverse consequences are amenable to rehabilitation
interventions [7]. In a comprehensive rehabilitation model, the
multidisciplinary team evaluates the entirety of issues that a cancer
survivor faces and coordinates treatment rather than treating
each symptom or impairment separately [13]. Multidisciplinary
rehabilitation can optimize function, improve quality of life,
minimize impairments, restrictions, and activity limitations, facilitate
functional independence, and minimize, psychological concerns
[23, 25]. Since cancer and oncological interventions commonly
impact the survivors’ ability to partake in their daily routines and
occupations, occupational therapy should be an essential member
of the multidisciplinary rehabilitation team. As demonstrated by
Petruseviciene et al., [27], community based occupational therapy has
the potential to positively influence survivors’ health-related quality
of life and engagement in meaningful activities. However, despite
the mounting evidence regarding the benefits of occupational therapy
services for cancer survivors, many national cancer survivorship
programs do not routinely offer occupational therapy services [13,
22]. Furthermore, Dalzell et al., [27] discovered that even with the
increasing cancer survival rate, there is still no official model in place
addressing the complex and comprehensive rehabilitation needs of
patients with cancer.

Barriers to OT Being Part of the Multidisciplinary Rehabilitation
Team

Even though occupational therapy interventions for patients with
cancer have been found to be effective and beneficial, there seems
to be an abundance of reasons as to why oncological patients are
not receiving occupational therapy interventions. Barriers to
receiving OT services included things such as lack of accessibility,
failure to recognize and document impairments, failure to evaluate
patient-reported impairments, as well as reluctance to refer patients
to community-based services [28]. For example, Dominick et al.,
[29] reported that even when a cancer survivor received a referral
for occupational therapy services, there were still barricades which
affected their ability to comply with the suggested treatments.
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Additionally, Piggott et al., [30] revealed that oncologists, oncology
residents, and oncology nurses indicated that patient and family issues
interfered with receiving occupational therapy interventions. Another
barrier to the inclusion of occupational therapy services as part of
the rehabilitation process for cancer survivors appears to be related
to lack of referrals from physicians. For instance, Mattes et al. [11]
highlighted that education regarding when and why a patient may
need occupational therapy services while undergoing oncological
treatments is often left out of the curriculum, which has resulted in
medical students and physicians having little guidance in being able
to determine if occupational therapy services are warranted. Thus,
Mattes et al. [11] recommended developing frameworks to assist
oncologists in determining if a referral is needed. Additionally, as
asserted by Alfano et al. [13] and Sleight et al. [24], since referral
to rehabilitation professionals is currently not part of standard care
for patients with cancer, the development and implementation of
oncological care models would not only assist in the receipt of referrals
to occupational therapy but would help facilitate the consistent use of
a multidisciplinary team approach to optimize function, health, and
quality of life for the cancer survivors. Additionally, some studies
have claimed that physicians have often assumed that cancer patients
are too weak to handle rehabilitation during their oncological
treatments; thus, they have forgone additional referrals [31, 32].
Whereas Wang et al. [28] found primary care providers were more
likely to utilize physical and occupational therapy services if patients
were undergoing surgery as the primary cancer treatment, and less
likely if radiotherapy or chemotherapy were used.

Even though newer models of service delivery advise that
interventions such as occupational therapy are an essential part of the
comprehensive oncological rehabilitative process [12, 24] a referral
from a physician is required in most states to perform occupational
therapy evaluation and treatment and to receive reimbursement
for those interventions. Lack of awareness regarding occupational
therapy’s role in being able to enhance occupational participation and
quality of life for individuals with cancer has been identified as one
of the main barriers to the referral and utilization of OT services [9,
10,12].

Thus, the purpose of this study is to gain a better understanding
of: (1) the impact of cancer on an individuals’ ability to engage in
their daily occupations (ADLs, IADLs, Work, Leisure, and Social
Participation) and (2) the primary care provider’s knowledge and
understanding of the impact of cancer interventions on the survivor’s
ability to engage in their daily occupations as well as the provider’s
decision to refer/withhold referral to occupational therapy.

Methods
Research Design

This study used a sequential explanatory mixed methods design
[33, 34] to gain an understanding of the patients, oncologists, and
primary care providers’ perspectives regarding the impact of cancer
treatments on occupational performance and to better understand
why patients may or may not have received OT services. More
specifically, the researchers implemented a sequential explanatory
mixed methods design using a survey and focus groups; it consisted
of two phases of data collection beginning with the collection of
quantitative data, which was followed by the collection of qualitative
data. This research design was intentionally chosen to explain
and expand on the prior quantitative results and to provide a more
comprehensive understanding of this topic [33, 34]. This study was
approved by the University’s Institutional Review Board.

Data Collection

Quantitative data was gathered from two different researcher-
developed online surveys. The surveys were created on Research
Electronic Data Capture (RedCap), a secure online software
developed for research purposes. One of the surveys was used to

gather information from cancer survivors regarding the impact of
cancer and oncological treatment on their occupational performance
(e.g., ADLs, IADLs, Work, Leisure, and Social Participation). The
survivor online survey consisted of three demographic related
questions, eleven closed ended questions, and nine open-ended
questions related to perceptions of occupational performance and
participation (Appendix A). The other survey was used to gather
information from oncologists and primary care providers who treat
individuals with cancer. The online survey for oncologists and
primary care providers was used to gather information regarding
their referral patterns to occupational therapy services as well as their
perceptions regarding the impact of cancer and cancer treatments
on their patients’ ability to perform their occupations (e.g., ADLs,
IADLs, Work, Leisure, and Social Participation). This survey
contained eleven closed ended questions and nine open-ended
questions (Appendix B). Both researcher-developed online surveys
were based on literature/current evidence and modified according
to expert opinion. To gain a deeper understanding regarding this
subject matter, qualitative data was gathered from focus groups and
individual interviews with cancer survivors and oncologists/primary
care physicians.

Participants

Inclusion criteria for the cancer survivor participants consisted of
having a current or previously confirmed diagnosis of any cancer type
within the last five years, being at least 18 years of age, and English
speaking. Thirty-five cancer survivors completed the researcher
developed Red Cap survey. Participants' ages ranged from 18 years
to above 65 years of age and resided in 7 different states in the United
States. For more detailed demographic information regarding cancer
survivor participants, please see Table 1. Participants represented
15 different types of cancer (Table 2) and received a variety of
oncological treatments (Table 3).

T 1)

Age Residing State
18-30 years (n=3) AK (n=1)
31-45 years (n=4) CA (n=1)
46-64 years (n=22) GA (n=1)
65+ years (n=06) IL (n=24)
NE (n=1)
NM (n=1)
TN (n=1)
VA (n=2)
Table 1: Age and Residing State of Cancer Survivor

K Participants j

Note. All (N=35) survivor participants disclosed their age but

three did not disclose the state they lived in.

There was a wide variety of different types of cancer (n=14) and
types of oncological treatments (n=10) represented by the cancer
survivor participants (see Table 2 and 3 below).

\

Cancer Types
Breast (n=12)
Prostate (n=06)

Ovarian (n=1)

Tongue (n=1)

Head and neck (n=1)
Testicular (n=1)
Thyroid (n=1)

Lung (n=1)

Sarcoma (n=2)

Non-Hodgkin lymphoma
(n=2)
Thyroid cancer (n=1)

Leukemia (n=1)
Leukemia (n=1) Kidney (n=1)
G able 2: Cancer Types of Cancer Survivor Participantsj
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Oncological treatment types

Surgery (n=27)
Radiotherapy (n=12)

Chemotherapy (n=17)

Hormone therapy (n=5)

Immunotherapy (n=2)
Other (n=3)

Targeted therapy (n=5)

Stem cell/bone marrow
transplant (n=1)

Table 3: Oncological Interventions Used with the Cancer
K Survivor Participants )

A total of 10 cancer survivors participated in a focus group (n=4,
n=3) or individual interview (n=3).

Inclusion criteria for the oncologists and primary care physicians
consisted of practicing within the United States, currently treating
or have treated a patient with a cancer diagnosis within the last five
years, and English speaking. Thirteen oncologists/primary care
providers completed the online Red Cap survey. These participants
were from 3 different states [CO (n=2), IL (n=10), UT(n=1)]. Two
physicians participated in an individual interview, one was with an
oncologist and the other was with a primary care provider.

Procedure

Survey participants were recruited via posts on public social media
platforms (e.g., Facebook, Instagram, Reddit, Twitter), professional
forums (e.g., AOTA, ILOTA), emails to personal and professional
acquaintances of the researchers, and via snowball sampling. The
online survey included an invitation to participate in the focus
group/interview at the end of the survey. Since none of the survey
participants expressed interest in participating in a focus group,
recruitment efforts for the focus groups were expanded by placing
posts regarding the focus group on social media sites and professional
forums, and via placing flyers in the community. Interested focus
group participants contacted the researchers for scheduling purposes.
The researchers made all efforts to try to coordinate the participants’
schedules with potential times and dates for focus groups. If the
individuals wanted to participate but were not available to attend any
of the focus group times, individual interviews were offered. The
researchers held two focus groups (n=4, n=3) and three individual
interviews with the cancer survivors and two individual interviews
with the oncologist/primary care provider. The focus groups were
conducted in a semi-structured format. The questions for the survivor
focus group and the primary care provider/oncologist focus groups
were based on literature and modified according to expert opinion
(Appendix C and D). The focus groups were audio-recorded and
transcribed verbatim, and all identifiable information was removed.
The survivor focus groups lasted approximately 60-120 minutes,
whereas the interviews with the survivors and physician/oncologist
were approximately 30-45 minutes. All interviews/focus groups were
conducted by either one or two researchers.

This study was approved by a University’s Institutional Review
Board. This study was also supported by a research grant provided
by the University which enabled the researchers to provide the cancer
survivors with a $25 amazon gift card as a thank you for their time
and participation in the focus group or individual interview.

Data Analysis

The quantitative data from the survey responses were analyzed
with descriptive statistics. Thematic analysis was used to analyze the
qualitative data from the focus group and responses to open-ended
questions in the survey [33]. To enhance the rigor of the study, the
researchers individually immersed themselves in the qualitative data
by “repeated reading” as a way to gain familiarity and to begin to
find patterns [33]. Next, the researchers individually generated initial
codes from the data. Data analysis meetings with all researchers were

used to identify patterns in the data, to reduce and group codes and
identify themes. Revisions to codes and themes were made until all
researchers came to consensus. The anonymity of participants was
maintained throughout the data analysis process. True to a mixed
methods design, both sets of data were compared during the data
analysis and interpretation process. To enhance trustworthiness, peer
debriefing and expert review were also used throughout the data
collection and analysis process.

Results
Quantitative Data from the Survey: Cancer Survivors

Participants revealed the following symptoms impacted their ability
to engage in daily routines: fatigue (n=29, 83%); pain (n=19, 55%),
medical appointments & procedures (n=18, 52%); brain fog/inability
to focus (n=16, 46%); and other (n=7, 20%). Approximately 30% of
the participants (n=10) indicated that they had difficulty performing
activities of daily living (e.g., feeding, hygiene, grooming, bathing,
dressing, toileting, etc.). Whereas 36% of the participants (n=12)
revealed having difficulty with instrumental activities of daily
living (e.g., cooking, cleaning, grocery shopping, commuting,
etc.). Similarly, 36% of the survivor participants also expressed
difficulty performing health management activities (activities related
to developing, managing, and maintaining health and wellness
routines). In terms of leisure and/or social participation, 53% of
participants indicated difficulty with this component of their life.
Please see Table 4 for more details. Difficulties with leisure and/or
social participation were identified in the following areas: leisure
exploration (n=6, 33.3%); leisure participation (n=11, 61.1%),
community participation (n=9, 50.0%), family participation (n=7,
38.9%), friendships (n=9, 50.0%), intimate partner relationships
(n=12, 66.7%), peer group participation (n=7, 38.9%). In terms of
fulfilling the worker role, 82% of the participants worked prior to
their cancer diagnosis, however only 50% of the participants (n=17)
worked during their cancer treatments. 90% of participants worked
part-time during their treatment and 30% (n=10) of the participants
did not return to work after the completion of their oncological
treatments. Regarding support groups, 56% (n=19) reported they did
not participate in a support group nor were they given information
on community resources. Despite all these challenges, 64% of the
participants indicated that their healthcare provider did not inquire
about difficulties with daily life activities due to cancer related
treatments, and 85% of the participants (n=29) were never referred
to OT.

Area of Percentage | Frequency of Difficulty
Occupational | (Number) of | Among Participants
Performance Participants | Who Reported Difficulty
Reporting
Difficulty
ADL’s 30% (n=10) | 100%
“Sometimes” or “Always”
IADL’s 36% (n=12) | 92%
“Sometimes” or “Always”
Health 36% (n=12) | 92%
Management “Sometimes” or “Always”
Leisure and/ 53% (n=18) | 89%
or Social “Sometimes” or “Always”
Participation
Table 4: Percentage and Frequency of Difficulty Reported with

K Occupational Performance Among Cancer Survivors )

Quantitative Data from the Survey: Oncologists and Primary
Care Providers

Approximately 31% (n=4) of the oncology and primary care
physicians (PCP) participants indicated that they “always” inquire
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about how cancer treatments are impacting their patients’ daily
routines; whereas 7.7% (n=1) responded “never”, 15.4% (n=2)
responded “seldom”, and 46.2% reported that they sometimes (n=6)
inquire about how cancer treatments are impacting their patients’
daily routines. Interestingly, the type of oncological intervention
(surgery, chemotherapy, radiation) appeared to influence the rate of
referral to occupational therapy services. Physicians reported that
patients with surgical interventions (n=10, 77%), chemotherapy
(n=6, 46%), and radiation interventions (n=5, 38%) “sometimes”
received a referral to occupational therapy. Please see Table 5 for
more details. Regarding the ability to fulfill the worker role, 92%
of the PCP/oncologist participants reported that their patients had
difficulty working during their oncological treatment. Similarly, 77%
of the oncologist and PCP participants indicated that their patients

exhibited difficulty engaging in leisure interests and social
participation.

Thirty-one percent of the physician participants reported they
“seldom” (n=4) and 69% (n=9) stated that they only “sometimes”
refer their patients to occupational therapy services. Yet they did
refer to other allied health professionals such as physical therapy
(n=11, 85%), social work (n=10, 77%), and speech language
pathology (n=5, 38%). Eighty-five percent (n=11) of the physician
participants did not identify any reason which interfered with a
referral to occupational therapy, however; 15% proclaimed that a
lack of knowledge regarding occupational therapy and questioning
if occupational therapy services would be covered by insurance
interfered with the referral process.

-~

~

ADL’s

54% (n=7) Less than 25% of patients have difficulty with ADL’s
38% (n=5) 26-50% of patients have difficulty with ADL’s
8% (n=1) 51-75% of patients have difficulty with ADL’s

IADL’s

46% (n=6) Less than 25% of patients have difficulty with IADL’s
46% (n=6) 26-50% of patients have difficulty with ITADL’s
8% (n=1) 51-75% of patients have difficulty with [ADL’s

Work

11% (n=1) Less than 25% of patients have difficulty returning to work
56% (n=5) 26-50% of patients have difficulty returning to work

22% (n=2) 51-75% of patients have difficulty returning to work

11% (n=1) 76-100% of patients have difficulty returning to work

N

Table 5: Oncologists and Primary Care Physicians Reporting of the Percentage and
Frequency of their Patients Experiencing Difficulty with Occupational Performance

Qualitative Data:

Cancer Survivors Four themes emerged from the patient qualitative
data: (1) Challenges related to occupational participation; (2) Support
enhances resilience and occupational balance; (3) Psychosocial
issues influence the survivors' well-being and occupational balance;
and (4) Healthcare communication concerns.

Challenges Related to Occupational Participation

Cancer survivors who participated in this research study identified
many areas of occupational participation that were impacted by their
cancer treatments. More specifically, the participants in this study
expressed difficulty and concern regarding their ability to perform
their ADLs, IADLs, rest/sleep, work, leisure, social participation,
and health management. Many of these participants proclaimed that
their challenges related to their occupational participation stemmed
from the side effects of their cancer and/or cancer related treatments
(e.g., chemotherapy). For example, many participants reported that
their fatigue, cognitive changes, pain, identity changes, body image,
lymphedema, and memory challenges led to disruptions in their
roles, routines, and ability to engage in their daily occupations. Refer
to Table 4 for specific examples.

Support Enhances Resilience and Occupational Balance

Cancer survivor participants identified many supports in their daily
life that positively impacted their resilience and ability to continue
to participate in meaningful activities during their cancer treatments.
Participants reported that family support, partner support, community
organizations, cancer survivor community and support groups, and
their relationship with their health care professionals allowed them
to maintain their quality of life during this time. Refer to Table 4 for
specific examples.

Psychosocial Issues Influence the Survivors' Well-being and
Occupational Balance

Survivor participants identified extensive impact on psychosocial
well-being throughout their cancer treatment process. They reported

that managing their mental health through participation in meaningful
roles and routines, socialization, helping to support others, taking an
attitude of gratitude, embracing challenges, and their use of humor
significantly helped them in this area of their well-being. Conversely,
cancer survivor participants identified concerns such as uncertainty
and loss of control in their current and future life, which were
challenging for them to accept. They also reported that at times they
feltangry about their diagnosis and how it impacted their relationships,
while also having a desire to maintain their independence, difficulty
accepting changes in their identity, and concern for recurrences of
cancer. Some coping strategies they reported included finding ways
to adapt how they engaged in daily activities, prioritizing what
they did every day, choosing to remain hopeful for the future, and
persistence in participation in meaningful occupations and roles.
Refer to Table 4 for specific examples.

Healthcare Communication Concerns

Even though some of the participants expressed that some of their
health care providers were very helpful, encouraging, and beneficial,
participants conveyed that some of their health care providers
did not make them feel heard and did not address their concerns.
As a result, the participants shared that in these situations they did
not feel comfortable talking about concerns, which could have
influenced their recovery and quality of life. Additionally, patients
reported that there were times that certain aspects of their diagnosis,
prognosis, and treatment process were not clearly discussed and/
or communicated with them by their health care providers. Thus,
participants claimed that these types of circumstances resulted in
confusion, safety concerns, and challenges with treatment adherence.
Furthermore, the majority of participants revealed that there was little
to no communication regarding other services, such as occupational
therapy, which may have been beneficial for their recovery and
quality of life, and perhaps could have enhanced their occupational
participation. Refer to Table 4 for specific examples.
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(- 2\

Themes Illustrative Patient Quotes

ADLs
Challenges Survivor 5: “...I couldn't walk or talk or think well after the brain surgeries. ...the neuropathy really
Related to didn't start until all the treatments were over. And I mean, it's still happening...my hand pain...I wake

Occupational Participation | up at night, like shooting pain in my hands... I don't wear necklaces or jewelry, because those clasps are
too small...and I sometimes can’t even open up a water bottle.”

Survivor 9: “I'm having trouble getting food to my mouth, sometimes I just miss it... sometimes I miss
my mouth completely because of the vision issues. And so, this cancer journey has definitely affected
me, I would say on a daily level.”

Survivor 5: “My family had to help dress me, they had to help shower me, I couldn't walk or talk or
think well after.”

TIADLs

Survivor 4: “I first noticed my neuropathy...because my fingertips...they've been burned so many times,
that's another thing. I cut myself, I burned myself, I do all kinds of silly things, because they don't feel
the tips of my fingers... I just don't have the energy to do cooking/meal preparation/cleaning.””

Survivor 2: “...unloading the dishwasher, it hurts. And I'll say to my husband, will you put the plates
away because it hurts for me to grab them.”

Survivor 1: “By the time I'm home from work, I'm mentally exhausted...I don't have the energy to do
things around the house like cooking and cleaning ....If I am going to do the cooking, it's going to be
a bowl of cereal, or go through a drive thru... even like unloading the dishwasher...I don’t have the
stamina...”] just don't have the energy to do it.”

Survivor 3: “I want to get up and do work around the house. But I just don't feel like it. I want to go
out and clean out the garage. I just don't feel like. I want to do more extensive work outside. I just don't
feel like it...I would have been able to (before)...I was doing things, cutting down trees that needed to
be gotten out of the way...I could do stuff I just can't physically really do it much anymore... I still try
sometimes.”

Work

Survivor 10 (a hairdresser): “It was kind of hard to shampoo but I had a shampoo person to help me
out...but it was kind of hard to lift my arms up to style hair...I cannot manage through that...”

Survivor 9: “My energy is a real problem. That is probably the biggest concern I have, that affects my
ability to function... I'm just exhausted from it all... I limit how much I work.”

Survivor 6: ““I still don't feel capable of really committing to full time work...I have brain fog...I think
my memory isn't so good. And I feel like I can get overwhelmed easily. Which is so unlike me, before
my diagnosis, I wouldn't feel that way...I would take on loads and loads of work. I didn't care. But now
it's just like, I can't.”

Survivor 7: “I tried to work remotely, but then I told my boss, I have to take sick time... if I had
deadlines during that week, I just felt like, it was it was, you know, I didn't want to let people down at
work...I just didn't feel good enough to work. So, so I took like, four months of sick time, and then I
went on FMLA...I ended up retiring, so I never did go back to work.”

Leisure and Social Participation

Survivor 6: “Well obviously riding my bicycle, you know, things that required some (physical) sports
activity. Not that I was the most active person...but you know, after you're diagnosed, you start wanting
it. Now that I can't ride a bike, I want that type of thing.”

Survivor 8: I just don't have the drive, initiative to do much of anything. It takes effort to get up do
anything. I do more sitting around and watching TV than I do anything else. I don't have the energy to
get up, go out, or do stuff...  haven't felt like doing anything for past year and a half.”

Health Management

Survivor 3: “It was harder, a lot harder to manage everything...the morning was just so hard to get
myself, get up and going, to manage all my pills all my medications, you know, all the medications and
then eating and trying to get it all spaced out...

\ Table 4. to be cont.y

J Rehab Pract Res JRPR, an open access journal
Volume 5. 2024. 149 ISSN 2581-3846



Page 7 o

f18

~

Support Enhances
Resilience

and Occupational
Balance

Survivor 9: “Like I said before, my daughter's in OT school...she can see that it can take me like 45 minutes
to make breakfast in the morning, because I just get lost in my thoughts and I forget what I'm doing, or I
can't remember how to, you know, do a certain step, so she's been really trying to help me with, like memory
strategies and organization strategies...now I carry a little notebook around with me everywhere (to help me
remember things)...my daughter made me these little cards on index cards for all the things that I struggle
with...I wouldn't have thought to do those things if she or my OT hadn't mentioned it...I also have to be
very careful about how much energy I'm using for things. So my, daughter was very helpful in teaching me
how to prioritize what I try to do in a given day....”

Examples of Support
from Family and
Friends

Survivor 7: “You know, like I talked about, I used to run and now I walk or bicycle a little bit every day.
And, then even in asking friends to walk with you, they would understand. So, if we weren't walking as
fast, just to have the company, to enjoy it again. You know, even if you didn't feel quite right, the support of
friends and family meant a lot.”

Survivor 10: “I had help around the house, my daughter was there... and my husband helped around, and I
had a friend that helped him run my business for me...it was needed and very much appreciated.”

Survivor 5: “With each one of those different cancers, it really challenged my activities of daily living
significantly, to the point where, at times, my family had to help dress me, they had to help shower me...
their help was critical...”

Survivor 9: “...I've got amazing doctors that I'm working with who...kind of treat your spirit and as well

as your, your body, they're just kind and so that has, that's always been something I really appreciated that,
you know, they're willing to kind of listen and hear about the difficulties and, and not treat you just from a
medical perspective. So for me, that's been really helpful as a part of just all of the treatment that I've gotten.
Just to have somebody who's actually listening to you.”

Example of Support
from Healthcare
Providers, Support
Groups, and Other
Survivors

Survivor 8: “Another thing too... was the support groups...you get paired up with a support person who's
kind of going through the same journey that you're going through...So it's just a great source to be able to
talk through some things that maybe you just don't have those people to talk through with that can relate to
what you're going through. So, I would definitely recommend that...”

Survivor 7: So you know, so it, it has definitely affected my, my ability to be independent. But like I said,
that is getting better. I know I'm gonna have some long term consequences, but it is nice that there are
occupational therapists out there and physical therapists who are helping me and I'm sure all of us regain
some of these skills and find a way to make life stay meaningful, even when we are not able to do the things
that maybe gave us a sense of identity or meaning before.”

Psychosocial Issues
Influence the
Survivors' Well-Being
and Occupational
Balance

Survivor 6: “...it makes me feel a little bit like embarrassed or somewhat insecure... just dating and I always
wonder when I should start telling the person...I'm a cancer survivor, but at first, they wouldn't know that I
can't really walk much that I can't open a bottle of water...You know, I don't know how to say it. Or, like, am
I gonna be judged...I always feel why would they invest their time in me.”

Survivor 4: “You, probably would be surprised what you can do because you're a survivor. Because I look
at what I'm doing. And I don't know how I'm doing it, but I'm doing it...if I'm at home, I mean, what am |
going to do sit there and feel like oh, my body hurts...I have been successful because I adapt.”

Survivor 9: “But there are still so many things that we are able to do and that we've been able to do and
memories we've been able to create, in spite of all the limitations that this has put on us. And so, I think, I
try to hold on to that as the lesson, you know, that my kids can see, they can learn about how you handle
hardship in life by watching how I handle this hardship.”

Healthcare
Communication
Concerns

Survivor 6: “I'm not really familiar with OT....it wasn't offered to me...I'm super involved with friends and
psychiatrists...most of my advisors, like doctors, for some reason, I don’t know, it wasn't offered. I wasn't
told or anything. Why?.”

Survivor 8: “T'll tell you, bedside manner... it goes such a long way... my urologist really had no bedside
manner... sitting in the waiting room for my appointment...the first thing he mentions is, I gotta move to
stage four now, and I almost fell on the floor. You know, you don't want to hear it that way. You want them to
sit down and explain things to you. And, you know, there's a proper way of explaining ...”

Survivor 9: “There were times when the pain was nearly unbearable...I did have one doctor who was

not managing or attempting to help me manage my pain in a helpful way...you kind of keep adapting...I
had some great doctors and had one doctor who was not....I felt like he was just dismissing what I was
experiencing. ..l know what my body needs...I'm very hyper attuned to issues of addiction, because of the
population I work with...”

Table 4: Examples of Qualitative Data from Cancer Survivors
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Qualitative data: Health Care Providers

Four themes emerged from the qualitative data are: (1) Concerns
regarding effects of cancer treatments; (2) Need to inquire about
daily function to guide medical treatments; (3) Importance of
communication and rapport; and (4) Providers have limited education
on how OT can benefit patients’ participation.

Concerns Regarding Effects of Cancer Treatments

Oncologists and PCPs identified a myriad of concerns regarding
secondary symptoms and the impact of cancer treatments. Some

areas of concern they mentioned included things such as neuropathy,
decreased dexterity, falls, and difficulties with ADLs, IADLs, work,
and medication management. They reported that having good rapport
was important in gathering reliable information regarding effects of
cancer treatments. Providers also reported communicating with their
patients regarding their favorite leisure activities, hobbies, and the
ability to engage in everyday tasks; however, they also mentioned
that they do not have a protocol for evaluating performance in all
areas nor do they routinely ask about all areas of occupation. Refer to
Table 5 for specific examples.

~

Themes

Oncologist Perspective

Primary Care Provider Perspective

Concerns
of Cancer
Treatment
Effects

“So I'm treating cancers of the gut. But as I just
mentioned, some of the chemo...has the potential

to cause peripheral neuropathy. I am an absolute
drill sergeant about neuropathy because they're the
only people that can report to me about that...if I'm
going to protect them, protect their nerves it is far,
far better to be proactive about that than reactive...
once you've induced neuropathy, it's extremely
difficult to reverse. So it's crucial to know about it in
the very early and then adjust accordingly.... if I see
impairment of manual dexterity, I’ll refer to OT.”

“Because all of these have differing levels of effects and
how they affect people. Radiation, patients typically feel
burnt, unfortunately, and they just feel like really rough in
that area. Chemotherapy patients, depending on the type of
chemotherapy can feel vastly different symptoms. Surgery
patients, I would say would be the most likely candidates
to need of some type of (therapy) either physical or
occupational therapy.”

Inquiring
About Daily
Function to
Guide Medical
Treatments

“And then you mentioned things like gardening

and yard work again, that kind of gets wrapped in if
I'm honest to performance status. And you know, |
actually just had a person yesterday that was telling
me that all these wonderful things they've been
doing in their garden over the weekend, and that was
a great sign to me that they were ready actually for
more chemotherapy. I use the scale of performance
status in oncology. It's how we adjudicate the safety
zone and proceed with chemotherapy...we want the
treatment to be effective, but we also need it to be
tolerable.”

“Sometimes they have to tell me the demands their
job and how much the treatment is affecting their
abilities...I'm very, very worried if it is going to
affect someone's professional capabilities.”

“But I don't think anyone generates an immediate need in
my head for needing a therapy...and perhaps I do it wrong.
And I'm just being open and honest. Because to me, | wait
until the need is seen before I before I send someone over.
Perhaps I need to start looking at it a little

“All of my annual wellness visits...they get asked a bunch
of questions...are they able to cook for themselves, take

a shower or bath with or without assistance, perform their
acts of daily living, including, paying their bills, and small
things like that.”

Communication
and Rapport

“I try to let my patients know from our first visit,
you know, they can ask me anything...”

“It's really, really important to understand someone's
occupation. Even if they're retired, I think it's kind
of crucial to know what they were doing before.”

“Even if they're much more reserved about bringing up
things...I have to do a little more fishing, to make sure that
they're doing okay.”

“...During the visit, where ideally the patient doesn't

even know they're being observed, like you hand them
something and ask them to fill out a form you can tell by
how adeptly or not, they do that...”

Providers

Have Limited
Education on
Benefits of OT
Services for
Cancer Patients

“In my practice, that's really the only reason I send
folks to OT, is peripheral neuropathy...”

“Oh, I think it's for PT...It's almost always like an
effort to assess you know, hip flexor strength and
make a patient more ambulatory...so that pulls the
trigger for PT, I don't think there's anything that
automatically triggers OT.”

“I think now the best criteria that I have is, [ have very low
bar, where anytime someone says I have a limitation or
difficulty in doing any acts of daily living, it almost always
generates an automatic OT referral...just my lowest bar

is just, I have trouble with an act of daily living and that's
usually is when I send people.”

“When I was in medical school, we had a very short
introduction...to what physical therapy, occupational
therapy, and speech therapy did, it was four hours over
one morning, and just kind of briefly explained what all
the therapies did, which is crazy injustice...when I was
training in the hospitals, med school, it was just everyone
got PT and OT.”

N

Table 5: Qualitative data: Health Care Providers
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Need to Inquire About Daily Function to Guide Medical Treatments

Providers reported that they inquire about their patients’ ability
to participate in daily activities during visits to guide the intensity
of treatments based on performance measures completed by the
patients. The physicians also used these as a way to know if they need
to make any additional referrals to other health care professionals.
Furthermore, the providers discussed that patient responses seem
to include saying that everything is fine or that they are having
extensive challenges. Additionally, they indicated that leisure and
social participation are not routinely asked about throughout the
treatment process and are very limited to the intake forms when first
admitted. The providers mentioned that one way they can gauge
the accuracy of what the patients are saying is if a family member
comes to appointments with them and talks about how they are able
to function in daily activities. Refer to Table 5 for specific examples.

Importance of Communication and Rapport

Providers reported that making sure that their patients have access and
education on resources is important to address during their visits with
patients. Developing a strong and comfortable line of communication
was mentioned as very important by the providers. Some ways they
do this are through learning what their patients enjoy doing, what is
important to them, keeping conversations fun, and caring for patients
as they would for family. Providers expressed that patients report
feeling capable to do many activities with little difficulty while others
report that they have extensive challenges and safety concerns. The
providers reported that many patients are unaware of ways to address
this and that there are trained professionals that can help support
them in these areas of concern. Although these providers do their best
to ensure a healthy relationship with their patients, there are some
systemic barriers which can impact this. For example, the patients’
plan of care is often determined by a team of doctors, especially as
they progress to the later stages of survivor hood; even though having
more perspectives can be beneficial, it can also be overwhelming
for patients. Additionally, the larger the healthcare team becomes,
there is greater risk in valuable information not being relayed to all
members of the team. Furthermore, access to other professionals such
as occupational therapy can be halted because of patients not wanting
to go to another appointment, not having insurance or funding, lack
of transportation, and lack of comprehensive evaluations (e.g.,
identification of occupational performance difficulties) leading to
unaddressed patient needs. Refer to Table 5 for specific examples.

Providers Have Limited Education on Benefits of OT Services for
Cancer Patients

Providers were able to identify several reasons related to limited
education of how their patients could benefit from other healthcare
disciplines throughout the survivorship continuum. Additionally,
hesitancy about certain topics seemed to bolden providers’ lack
of awareness about the value of other health care professionals,
specifically the benefits of OT. Providers reported they received
formal education of OT, physical therapy (PT), psychology, and
speech language pathology (SLP) in medical school, but it was a
very brief overview of each profession. They explained that further
learning about OT, as well as other health care professionals, came
informally from exposure to family members in these fields and/
or exposures to professional encounters in various clinical settings.
Moreover, they indicated that when they learned more about OT
outside of their formal education, that it helped improve their
listening and observation skills related to their patients' ADL and
IADL performance. The physician participants in this study also
reported they tended to refer to OT and PT frequently, despite not
having any formal education to inform their referral process.

Providers reported that there is special emphasis on patient safety
at their facilities and there is an automatic referral process for PT if a

patient is deemed to be at risk of falling, yet there is no such referral
process for OT referrals. Furthermore, providers showed extensive
knowledge on the benefits of PT for patient safety in comparison
to their knowledge about the benefits of OT. As a result of these
interviews, providers expressed that they believe further learning
about how OT can help with daily participation challenges for their
patients would lead to earlier referral to OT services. Providers
reported that some barriers to OT referral included difficulty with
navigating electronic medical record systems at certain hospitals
in contrast to easier referral processes at other locations. Providers
did show appreciation regarding the benefits OT for lymphedema
management in their patients as well as practical skills in adapting
various activities with cancer patients. Refer to Table 5 for specific
examples.

Discussion

This study examined cancer survivors’ and physicians’ perspectives
regarding (1) the impact of cancer on an individuals’ ability to engage
in their daily occupations (ADLs, IADLs, Work, Leisure, and Social
Participation) and (2) the physicians’ knowledge and understanding
of the impact of cancer interventions on the survivor’s ability to
engage in their daily occupations as well as their decision to refer/
withhold referral to occupational therapy. The results of this study
support the limited existing evidence and provided additional insight
into a relatively unexplored topic. Not only did the quantitative and
qualitative results of this study support each other and the limited
existing literature, but the qualitative findings from this study
also provided a deeper understanding of this topic, added to the
existing evidence related to this subject matter, and enhanced the
trustworthiness of the findings.

Similar to previous findings, the survivor participants in this
study revealed that cancer survivors experienced difficulties with
occupational participation and engagement in ADLs, IADLs, work,
leisure, social participation, and health management activities [3-
5, 7, 8, 15-20]. Similar to Alfano et al. [13], the survivors in this
study indicated that they experienced many side effects during and
after their oncological intervention which played havoc to their daily
occupations and routines. The participants in this study also reported
that their lives were consumed with managing many medical
appointments and they expressed a plethora of other challenges
related to their family and other relationships, work demands, as well
as their mental health. Despite all of these challenges, analogous to
Wang et al. [28], the majority of participants in this study did not
receive referrals for occupational therapy, nor did their physician
inquire about the impact of cancer on their occupational performance,
even though there is evidence to suggest that OT interventions can
be an extremely beneficial service for cancer survivors [21, 22].
Additionally, similar to Wang et al. [28] the quantitative findings
from the physician participants reinforced that physician do not
consistently inquire about the impact of cancer on their patients’
occupational performance, nor do they routinely refer their patients
to occupational therapy. However, the cancer survivors in this
study did discuss how the support they received from health care
providers, fellow cancer survivors, family, friends, and colleagues
deeply supported their ability to engage in the activities they found
meaningful as well as their mental well-being, despite the significant
changes that took place after their cancer diagnosis. Moreover, the
qualitative data from the physicians did reveal that they inquire
about their patients’ daily function as a way to gauge the intensity of
oncological interventions.

Similar to Wang et al. [28] the physician participants in this study
disclosed that they received limited education and possess limited
knowledge regarding the role and benefits of occupational therapy for
cancer survivors. Unfortunately, for a cancer survivor to receive OT
services, they need to receive an order for evaluation and treatment
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from their oncologist, PCP, or one of their physicians. Due to the
lack of awareness, knowledge, and education physicians receive in
medical school, supportive services are likely not being implemented
because the need is not noticed by physicians [9, 10, 12]. The results
of this study support the above notion as the physician participants
stated that they did not have knowledge of what OT is, nor did they
feel confident in making referrals for occupational therapy services.
Thus, the results of this study seem to suggest that there is a pressing
need to educate medical students and practicing healthcare providers
regarding the benefits of these types of services.

Limitations and Future Directions

Although the findings of this study included a smaller sample
size and a small geographical location pool, rich data was provided
through the survey, focus groups, and interviews of patients and
providers. The results of this study may not be generalizable due
to its small participant pool, particularly lacking support from
medical professionals to participate in the study, as well it’s small
and unequal geographical representation. Future directions should
include greater and broader sample sizes, formatting the survey and
focus group questions in a more accessible way for those not familiar
with occupational therapy, a focus on psychosocial interventions
occupational therapists can use in oncology, educational interventions
for physicians, especially oncologists and PCP’s, regarding the scope
of occupational therapy practice, providing patients and families
with resources to know when to talk with their doctor about concerns
they are having in everyday occupations, activities, and routines,
and providing education to other health care professionals (e.g., PTs,
SLPs, etc.) regarding the role and value of OT with cancer survivors.

Implications and Conclusion

The findings from this study reinforce the limited evidence on
these topics and provide a deeper understanding of how occupational
performance is affected from perspectives of both cancer survivors
and physicians. This study addressed a gap in the literature regarding
how cancer treatments impact everyday life of cancer survivors,
as well as how oncologists and PCPs are addressing the everyday
needs of cancer survivors during, post treatment, and throughout the
cancer survivorship continuum. Furthermore, the findings of this
study appear to reinforce the limited current evidence which reveals
that OT services are not well understood by the medical professional
gatekeepers of OT referrals. Even though occupational therapy can
play a significant role in enhancing one’s quality of life and ability to
engage in their meaningful occupations, if and oncologists and PCP’s
lack knowledge of how occupational therapists can help cancer
survivors, referrals to occupational therapy services will be limited.
Thus, this study supports previous researchers who have advocated
for better guidelines and models which can help guide and address
the complex and comprehensive rehabilitation needs of patients with
cancer.
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Appendix A

Patient survey questions

1. Have you been treated for cancer within the past five years?
2. How old are you? 18-30, 31-45,46-64, 65+
3. What state do you live in? (drop down state options)
4. Do you know what occupational therapy is?
a. Yes
b. No
Were you given information about what OT is?
1. Yes
2. No
5.  What type of cancer are you currently/most recently been treated for?
a.

6. Have you been treated for cancer in the past if so what type of cancer(s) was it?
a.
7. What type of treatments do you currently/most recently receive?

a. Surgery

b. Chemotherapy

c. Radiotherapy

d. Targeted Therapy

e. Immunotherapy

f. Stem Cell/Bone Marrow Transplant
g. Hormone Therapy

h. Other

8. Did your health care provider ask you if you were having difficulties with activities
in your daily life due to your cancer or cancer related treatments?
a. Yes
b. No
c. I don’t know/remember.
9. Did you have any difficulty performing your activities of daily living (e.g., feeding,
hygiene, grooming, bathing, dress, toileting).

a. No
b. Yes- which activities did you have difficulty with? Check all that apply.
Bathing/showering
Toileting & toilet hygiene
Dressing

Eating & swallowing (manipulating food in mouth)
Feeding (setting up & bringing food/fluids to mouth)
Functional mobility (moving from one position/place to another)
Personal hygiene & grooming
Sexual Activity

c. How often would you say you struggled with performing activities of daily living
skills?
0-never
1- seldom
2- sometimes
3- always
10. Did you have any difficulty performing independent living skills (e.g., cooking,
cleaning, grocery shopping, commuting, etc.)
a. No
b. Yes- which activities did you have difficulty with? Check all that
apply.
Care of others
Child rearing (providing care for (a) child/children)
Communication management (using communication tools such as computers,
smartphones, tablets, etc)
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Driving/Community mobility (moving around the community using private or public
transportation)

Financial management
Home establishment/management (maintaining home, yard, appliances, vehicles,
etc)
Meal preparation & clean up
Religious & spiritual expression (going to church/temple/synagogue/mosque & related
activities)
Safety & emergency maintenance (evaluating situations for safety and responding)
Shopping (preparing lists; finding items, paying, transporting items)
c. How often would you say you struggled with performing independent activities of
daily living skills?
0- never
1- seldom
2- sometimes
3- always

11. Did you have any difficulty with performing your health management activities?
(activities related to developing, managing, and maintaining health and wellness

routines)
a. No
b. Yes-Which activities did you have difficulty with? Check all that
apply.
Social/emotional health maintenance (identifying personal strengths, managing
emotions)

Symptom and condition management
Communication and healthcare system
Medication management
Physical activity
Nutrition management
Personal care device management (using, cleaning, and maintaining devices  such
as hearing aids, contact lenses, glasses, contraceptive, and sexual devices, etc.)

12. How often would you say you struggled with performing health management
activities?
0- never
1- seldom
2- sometimes
3- always
13. Did you have any difficulty with performing your leisure activities and/or social
participation?
a. No

b. Yes- which activities did you have difficulty with? Check all that apply.
Social/emotional health maintenance (identifying personal strengths,
managing emotions)

Symptom and condition management
Communication with healthcare system
Medication Management
Physical activity
Nutrition management

Personal care device management (using, cleaning and maintaining
devices such as hearing aids, contact lenses, glasses, contraceptive & sexual devices,
etc.)

c. How often would you say you struggled with performing leisure activities and/ or
social participation?
0- never
1- seldom
2- sometimes
3- always
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14.  Were you working PRIOR to your cancer diagnosis?
a. No
b. Yes
What kind of job did you have?
How many hours did you work prior to your diagnosis?
1. 0-10hrs
2. 1lhrs-25hrs,
3. 26hrs-39hrs,
4. 40hrs+

15. Were you working DURING your cancer treatment?
a. No
b. Yes
What kind of job did you have?
How many hours did you work during your treatment?
1. 0-10hrs
2. 11hrs-25hrs,
3. 26hrs-39hrs,
4. 40hrs+

16. Did you work AFTER your cancer treatment?
a. No
b. Yes
i. Did you return to the same job?
ii. How many hours did you work after your cancer treatment?
1. 0-10hrs
2. 11hrs-25hrs,
3. 26hrs-39hrs,
4. 40hrs+

17. How many hours did you work AFTER treatment?
a. Yes
i. 0-10hrs
ii. 11hrs-25hrs,
iii. 26hrs-39hrs,
iv. 40hrs+
b. No

18. What symptoms had the biggest impact on your ability to partake in your daily routines? Check all that
apply: .

pain,

. fatigue,

. brain fog/inability to focus,

. medical appointments & procedures

Other:

o a0 o

19. How often do these symptoms impact your ability to partake in your daily routines?
a. 0- never
b. 1- almost never
c. 2- almost always
d. 3-always
20. Did you participate in any support groups or were you given information on community resources?
a. Yes
Name of resource:

b. No
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21.

22.

23.

24.

25.

26.

Do you have social supports (friend family, neighbor, etc.) where you live?

a. Yes
How often do you see them?
1. 0- never
2. 1- almost never
3. 2- almost always
4. 3- always
b. No
Do you feel that cancer treatment impacted this?
1. Yes
2. No
Were you referred to OT?
a. Yes
b.No
Did you participate in OT?
a. Yes
What did your OT treatment focus on?
How many sessions did you have?
Did you have transportation to sessions?
b.No

Are there activities that you are unable to perform due to cancer/cancer related treatments?
a. Yes
What are they?
b. No

If you were given an option for telehealth/virtual OT services, would you attend?

a. Yes

b. No
If you would like the opportunity to win a $25 amazon gift card and participate in a small focus
group, please put your contact information.

Thank you for completing this survey!

If you are interested in providing more information on this topic, please consider participating in our
focus group!

To thank you for your time and participation in our focus group, you will receive a $25 Amazon gift
card.

Participation in the focus group is on a first come, first served basis. Please email us if you are interested
or would like more information re: the focus group!

Thank you for your consideration!
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Appendix B

Survey Questions for Oncologists and Primary Care Providers
Have you treated patients diagnosed with cancer within the last five years?
Do you practice healthcare within the U.S. and U.S. territories?

What state do you practice in? (drop down state options)

A

Do you refer your patients to occupational therapy?

0- never
1- almost never
2- almost always
3- always
5. Do you inquire about how your patients’ cancer treatments are impacting their daily life and
ability to perform their daily routines?
0- never
1- seldom
2- sometimes
3- always

6. How likely are you to refer cancer patients to OT if they have received surgical treatment?

0- never

1- seldom

2- sometimes
3- always

7.  How likely are you to cancer refer patients to OT if they have received radiotherapy?
0- never
1- seldom
2- sometimes
3- always

8.  How likely are you to cancer refer patients to OT if they have received chemotherapy?
0- never
1- seldom
2- sometimes
3- always

9. How likely are you to refer cancer patients to OT if they have received a combination of
treatment? -
never
1- seldom
2- sometimes
3- always
10. Which activities of daily living do you see patients having difficulty with? Check all that
apply.
Bathing/showering
Toileting & toilet hygiene
Dressing
Eating & swallowing (manipulating food in mouth)
Feeding (setting up & bringing food/fluids to mouth)
Functional mobility (moving from one position/place to another)
Personal hygiene & grooming
Sexual Activity
None
11. What percentage of your patients have difficulties with these activities of daily
living?
Less than 25%
26-50%
51-75%
76-100%
None

J Rehab Pract Res JRPR, an open access journal
Volume 5. 2024. 149 ISSN 2581-3846



Page 17 of 18

12. Which instrumental daily activities do your patients have difficulty with? Check all that
apply.
Care of others
Child rearing (providing care for (a) child/children)

Communication management (using communication tools such as computers, smartphones,
tablets, etc.)

Driving/Community mobility (moving around the community using private or public
transportation)
Financial management
Home establishment/management (maintaining home, yard, appliances, vehicles, etc.)
Meal preparation & clean up
Religious & spiritual expression (going to church/temple/synagogue/mosque & related activities)
Safety & emergency maintenance (evaluating situations for safety and responding)
Shopping(preparinglists; findingitems, paying, transportingitems)
None
13. What percentage of your patients have difficulties with these instrumental activities of daily
living?
Less than 25%
26%-50%
51%-75%
76%-100%
None
14. DidyourpatientshavedifficultyworkingDURING theirtreatment?

No
Yes
What percentage of your patients had difficulties with returning to work?
1. Less than 25%
2.26%-50%
3. 51%-75%
4. 76%-100%

15. Didyour patients have difficulty working AFTER their treatment?

No
Yes
What percentage of your patients had difficulties with returning to work?
1. Less than 25%
2.26%-50%
3. 51%-75%
4.76%-100%
16. Which aspects of leisure interests & social participation did you see patients having difficulty
with?
No
Yes
Whatpercentageofyourpatientshavedifficultieswiththeseaspects?
1. Less than 25%
2.26-50%
3.51-75%
4.76-100%

17. Do you refer your cancer patients to any other allied healthcare professionals? (check all that
apply)
Physical Therapy
Speech Language Pathology
Psychology
Social Work
Other
Specify:
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18. Are there any reasons which interfere with you referring your patients to OT?
No
Yes
Decreased knowledge about OT.
Decreased certainty in patient’s ability to participate in rehabilitation interventions.
Lack of clear guidelines regarding referral process.
Lack of insurance coverage and/or unsure is services would be covered.
Other:

19. Are you more likely to refer patients to OT with certain cancer types?
No
Yes
Specify:

20. What are your thoughts about referring patients for OT through telehealth?

Beneficial and would refer.
Do not see the benefit and would not refer.
Additional comments:

Thank you for completing this survey!

If you are interested in providing more information on this topic, please consider participating in our focus
group!

Participation in the focus group is on a first come, first served basis. Please email us if you are interested or
would like more information re: the focus group!

Thank you for your consideration!
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