The State of Cancer Survivorship
in Nebraska

Primary Care Providers and Cancer Survivors were surveyed to learn more about the cancer
landscape in Nebraska.
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EXECUTIVE SUMMARY

2022 State of Cancer Survivorship in Nebraska

The 2022 State of Cancer Survivorship in Nebraska survey results provide us with look at the survivorship journey
from both the primary care provider (family practice and advanced practice providers) and the cancer survivors
perspectives. What we learned is found within this report and will help us better understand how the Nebraska
Cancer Coalition (NC2) can support our vision and mission.

Nebraska Cancer Coalition (NC2)
VISION: Conquering Cancer Together
MISSION: Connecting people and resources to strengthen cancer prevention, detection and
quality of life in Nebraska.

The research, was conducted with partners across Nebraska which allowed NC2 to reach primary care providers
and survivors from across the state representing urban, suburban and rural voices. All the data shared in the
report are from the primary care cancer survivorship survey which had a sample size of n=82 and from the cancer
survivorship survey which had a sample size of n=1224.
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INTRODUCTION

GOALS & OBJECTIVES OF SURVIVORSHIP WORK
The definition of cancer survivorship has evolved over time. The most common definition that existed prior to the
mid 1980’s utilized a clinical definition: someone who has been free of any sign of cancer for five years. But over
time, the number of people who were surviving cancer has increased and many experienced other health issues
related to their cancer treatment including long-term effects of their treatment. Many in the clinical space were
seeing other issues arise with cancer survivors over time and the definition of a survivor evolved. Today, the
National Coalition for Cancer Survivorship’s (NCCS) definition of survivorship is commonly accepted which defines
someone as a cancer survivor from the time of diagnosis and for the balance of life. 1
The Nebraska Cancer Coalition (NC2) programs include work in the area of cancer survivorship. NC2 wanted to
better understand the state of survivors in Nebraska as well as how primary care providers perceive their work in
the survivorship space. NC2 worked with NCCS which allowed NC2 to utilize a portion of their evidenced-based
national survivorship survey in Nebraska to begin to better understand survivorship in Nebraska. NC2 adapted
the NCCS survey and utilized it with survivors. NC2 adapted a second survey for family practice providers to gain a
better understanding of what these practitioners encounter in caring for their cancer survivors. Our goal is to
utilize the findings of this work to inform statewide collaborative initiatives such as resource development,
education and more to better support cancer survivors in Nebraska.
In order to understand the results of NC2’s work, we must understand the current landscape. As of January 2019,
it is estimated that there are 16.9 million cancer survivors in the United States. This represents approximately 5%
of the population. The number of survivors is projected to increase to 26.1 million by 2040. At the present time,
64% of survivors are 65+ years of age with this number expected to grow to 73% by 2040. Over the next ten years,
it is predicted that the number of individuals who live five or more years after a cancer diagnosis will increase by
33% to 15.1 million. 2
According to the American Cancer Society, the estimated number of cancer survivors in Nebraska as of January 1,
2019 is 108,500.3 According to the CDC, the percentage of cancer patients who will not have died from their
cancer 5 years after diagnosis in Nebraska is 66.9%.4

1

National Coalition for Cancer Survivorship definition of survivorship https://canceradvocacy.org/about/ourmission/
2
American Cancer Society. Cancer Treatment & Survivorship Facts & Figures 2019-2021. Atlanta: American Cancer
Society; 2019.
3
American Cancer Society. Cancer Treatment & Survivorship Facts & Figures 2019-2021. Atlanta: American Cancer
Society; 2019 (2) U.S. Cancer Statistics Working Group. U.S. Cancer Statistics Data Visualizations Tool, based on
2021 submission data (1999-2019).
4
U.S. Department of Health and Human Services, Centers for Disease Control and Prevention and National
Cancer Institute; http://www.cdc.gov/cancer/dataviz, released in June 2022.
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NEBRASKA PRIMARY CARE PROVIDER CANCER SURVIVORSHIP SURVEY
NC2 worked with several partner organizations to get our primary care provider cancer survivorship survey to
practitioners across Nebraska including the Nebraska Academy of Family Physicians, Nebraska Academy of
Physician Assistants, Nebraska Nurse Practitioners, and the NECCCP. Recruitment of participants was done over
several months.
•
•
•
•

82 completed surveys were collected
An even mix of medical doctors and advanced practice providers were received
Almost half of respondents reported 20+ years of practice
Nearly half were from rural Nebraska communities

About half of providers were somewhat confident in knowledge of cancer-related follow-up care for all categories
(weighted average scale of 1-3).

The biggest gap seems to be in long-term and late physical adverse effect of cancer and cancer treatment.
These reported levels of confidence may be explained by lack of detailed training in cancer survivor care.
Over a third of respondents (34%) reported not receiving any training regarding the late or long-term effects of
cancer treatment. The majority of respondents (63%) reported getting some training but only 2 % reported
having detailed training on the late or long-term effects of cancer treatment. The most common source of
training within the past 5 years for the providers surveyed was continuing medical education. Medical journals
and professional meetings or conferences were also commonly cited as sources of training and information.
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Communication between Primary Care Providers and Oncologists was also examined. NC2 asked about the
following:

Over half of providers reported sometimes or often:
•
Receiving a comprehensive summary of cancer treatment information from the oncologist
•
Receiving information from the oncologist in a timely manner
•
Providing a summary of patient's past medical history to the oncologist
•
Receiving an explicit follow-up care plan from the oncologist
However, the majority of providers reported experiencing difficulties transferring patient care responsibilities
between themselves and the oncologist. Primary care providers reported direct communication with their
patient's other providers less often than they reported having direct communication with their patients about
which provider is handling different aspects of care.

NC2 also asked providers to help us understand who is providing what to cancer survivors. The majority of
providers reported that they are providing: counseling on diet and physical activity, smoking cessation and the
treatment for depression or anxiety.
The majority reported that they share responsibility with an oncologist to provide: treating pain related to cancer
treatment, treating fatigue, screening for recurrent or new primary cancers, and managing adverse late or longterm outcomes of cancer treatment.
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Interestingly, treating sexual dysfunction was split between either the PCP only or being a shared responsibility
with the oncologist. None of the services were reported as being handled by the oncologist alone by the majority
of respondents.
The final key area the NC2 asked providers to respond to relates to the barriers to survivorship care. The majority
of respondents reported that sometimes or often they encountered not being able to order appropriate tests or
treatments because of health insurance plan restrictions. Additionally, providers reported that patients had
difficulties paying for treatment and/or had insurance plans that did not cover follow-up care. Barriers related to
who was responsible for providing said follow-up care were reported less frequently than concerns about
duplicating care.
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NEBRASKA CANCER SURVIVORS SURVEY

NC2 worked with several partner organizations to get our cancer survivorship survey to cancer survivors across
Nebraska including all Nebraska based cancer centers (13), oncology practices (6), NC2 social media and Nebraska
Farm Bureau print and digital ads which are listed in Appendix A. Recruitment of participants was done over
several months to reach 18+ years of age survivors who were currently receiving or had completed treatment. A
sample size of n=1224 was achieved.
Postcards were provided to partners and a QR code with a link to the survey was included.

(Front)

(Back)

10

11

Factors that Influence Choice of Healthcare Provider for Cancer Treatment
When survivors were asked what factors influenced their choice of healthcare providers for their cancer treatment
and care they ranked the following factors as the most important:
•
•
•
•

Recommendation of my doctor
Healthcare provider/s expert in my type of cancer
Reputation of healthcare provider/s
Convenience/Location

Coordination of Care and Information
Nebraska’s respondents said that coordination of care between providers happened “very well” 82% of the time.
Age and gender did seem to present some differences in this area. The survivor age range with the highest
coordination of care numbers represent the 65+ years of age with 84%. Those in the 40-64 years of age range felt
coordination of care was done “very well” 80% of the time with adolescent and young adult survivors (18-39 years)
reporting the lowest number at 78%.
Men, no matter their age, felt providers coordinated care “very well” 85% of the time. Women only reported
coordination of care was done “very well” 81% of the time. Men (36%) felt they had to share information across
providers significantly more than women (23%). There was very little difference noted in this area based on
geography.

12

Shared Communication
Nebraska was also similar to NCCS national data in that the majority felt their healthcare providers were
approachable and respectful. Geography did not appear to make much of a difference in Nebraska.
•
•
•
•
•

Felt could talk to providers about concerns always/most of the time (NE = 94%, NCCS = 93%)
Providers listened & respected questions/ concerns always/most of the time (NE = 94%, NCCS = 93%)
18-39 y/o (87%) felt they felt they could always talk to providers more than other age groups (40-64 was
76% and 65+ was 79%)
Men (85%) felt they could always talk to providers significantly more than women (75%)
Men (83%) felt providers always listened & respected concerns significantly more than women (72%)

Top Side Effects Experienced
88% of Suvivors experienced at least one side effect.

Depression, anxiety, mental health issues
Feeling overly tired
Fertility concerns
Insomnia/sleeplessness
Loss of appetite and/or taste/weight loss
Lymphedema
Memory loss, cognitive issues
Mouth sores
Muscle/joint pain
Nausea/vomiting or diarrhea
Neuropathy
None
Other
Sexual concerns
Skin irritation/rash/dermatological
problems
Uncertainty around status of cancer

Men
21%
55%
1%
21%
35%
14%
18%
14%
24%
29%
38%
12%
10%
22%

Women
29%
57%
2%
34%
29%
19%
27%
18%
38%
30%
38%
10%
8%
22%

20%
10%

29%
10%

Age Group
18-39
40-64
54%
38%
75%
61%
17%
1%
38%
40%
42%
32%
10%
21%
42%
34%
23%
19%
46%
44%
54%
36%
48%
45%
2%
5%
10%
7%
52%
29%
29%
13%

33%
14%

65+
17%
53%
1%
23%
29%
16%
16%
15%
26%
23%
32%
15%
10%
14%
23%
7%

It is not surprising that side effects were commonly reported by respondents. The top three effects experienced
by respondents were feeling overly tired, neuropathy and muscle/joint pain. Women expereinced more
muscle/joint pain, insomnia/sleeplessness, and depression/anixiety. Whereas men experienced more weight
loss/loss of appetite. Age was a factor with nearly all side effects. The percentages in green highlight statistical
signifiance between gender and age ranges.
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Post-Treatment Care Management
We learned that most patients (73%) post-treatment care is managed by their oncologist and 19% by PCP. 8% did
not report being followed by either. Rural based 18–39-year-old survivors reported their PCP manages posttreatment care more often than other groups. Men (79%) rated their care as excellent more often than women
(64%). Over half of respondents rated their care as excellent (67%). Age does play a factor in satisfaction with
post-treatment care management. Geographic differences were hard to detect.
Rated their care as excellent:
•
•
•

65+ = 72%
40-64 = 63%
18-39 = 59%

Overall, how would you evaluate
the post-treatment medical care
you are currently receiving?
80.00%
70.00%
60.00%
50.00%
40.00%
30.00%
20.00%
10.00%
0.00%

Excellent
Good
Fair
Poor
Not sure/not applicable

Prefer not to say
Urban

Suburban

Rural

Issues and concerns were also included in the survey of survivors. A list of issues was provided and respondents
were asked to rate how concerned they were if at all with each variable. The top concerns were not getting
enough exercise, maintaining a healthy diet/weight, managing ongoing side effects, the cost of medical care and
uncertainty about the future.
Men were more concerned with the following:
•
•
•

Planning for end-of-life care
Support for family and/or other caregivers
Work/employment issues such as finding and/or keeping a job

Women were more concerned with the following:
•
•

Maintaining proper diet/weight
Mental health issues including depression and anxiety
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In terms of the different age groups, there were also some differences.
18–39-year-olds were more concerned with the following:
•
•
•
•
•

Visiting doctor regularly
Uncertainty about the future
Ability to maintain relationships with significant other, family and/or friends
Having financial support needed
Cost of non-medical expenses

40–64-year-olds were more concerned with the following:
•
•
•
•
•

Managing ongoing side effects
Getting/keeping health insurance
Understanding health insurance benefits available to them
Support for family and/or other caregivers
Cost of medical care

65+ year-olds were more concerned with the following:
•
•
•

Managing ongoing side effects
Maintaining proper diet/weight
Getting enough exercise

The personal impact cancer has had on a survivor’s life yields interesting information. Work related issues were
frequently mentioned. This is an area that future research is needed in to fully articulate the Nebraska landscape.
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Support Systems
The majority of survivors, regardless of geography, described the support they received during their cancer
journey as excellent/very good.

How would you describe the
support you have received from
others throughout your cancer
journey?
60.00%

Excellent

50.00%
40.00%

Very good

30.00%

Good

20.00%

Fair

10.00%

Poor

0.00%
Urban

Suburban

Rural

Not sure
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When we looked at the data through a geographic lens the top three support systems did not change: my
immediate family, my doctor/healthcare team and my friends.

From whom or what have you received
support throughout your cancer journey?
Select all that apply. None of the above
100.00%

My immediate family

90.00%

My extended family

80.00%
My faith

70.00%

My church/synagogue/temple
congregation
A patient advocacy organization

60.00%
50.00%
40.00%

My doctors/healthcare team

30.00%
20.00%

A patient support group

10.00%

My friends

0.00%
Urban

Suburban

My work colleagues

Rural

Health Status and Quality of Life
Finally, we asked survivors to tell us about their health status and quality of life. The majority of survivors rated
their life as very good or good (73%). Men rated quality of life higher or as excellent more frequently than women.
Those in the adolescent young adult age range (18-39) had the highest quality of life rankings. Geography did not
yield any significance in rankings.

How would you describe your quality of life
and health today?
40.00%

30.00%
20.00%
10.00%
0.00%
Excellent Very good

Good

Fair

Poor

Not sure

Prefer not
to say
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COVID-19 and Telehealth
The majority of survivors had seen a healthcare provider during the COVID-19 pandemic (85%). Overwhelmingly,
survivors perceived that their treatment had remained the same throughout this period of time (89%).
For those survivors who identified as using telehealth as a vehicle to receive care during the pandemic, over half
used telehealth for follow-up appointments.

What type of appointment(s) did you attend
virtually? Select all that apply.
Other (please specify)
Treatment planning and decision-making
Survivorship appointment
Surgical consult
Getting a second opinion
Physical therapy/rehabilitation
Mental health services
Sharing test results
Medication management
Counseling and education
Follow-up appointment(s)
Regular well-visit
First visit with a health care provider
Not sure
0.00% 10.00% 20.00% 30.00% 40.00% 50.00% 60.00% 70.00%

The majority of survivors rated their telehealth appointments as excellent/very good (68%). When asked about
their preference for in-person versus virtual interactions with a provider (for a variety of different types of
healthcare visits), the overwhelming response for all age groups, genders and geographic location was for inperson appointments.
Finally, those in the 18-39 age category attended more telehealth medical appointments; experienced more
difficulty getting an appointment or having an appointment postponed or cancelled. This group did however rate
telehealth (excellent/very good = 75%) higher than other age groups in terms of their satisfaction with the
interactions.
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CONCLUSION

The NC2 State of Survivorship Care in Nebraska Survey provided us with an invaluable view into the thoughts of
both providers and survivors as each traverse post-treatment cancer care. As a result, NC2 along with our
partners will be able to adapt and learn from this information and see things from a variety of perspectives
enabling us to better address the needs/concerns of cancer survivors and providers.
One of NC2’s key take-a-ways is that providers and survivors alike desire a common place to look for resources.
As a result, NC2 has launched a survivorship resource repository on our website. We envision this page will be a
vibrant and ever-changing resource for both providers and survivors. The links to resources provided on this page
are all evidence-based materials that have been vetted by NC2 staff and/or our partners. We launched this page
in late June of 2022 and will work to keep it updated over time. http://www.necancer.org/survivorshipresources
NC2 also learned from this work that we have merely begun to scratch the surface in our understanding of what
providers and survivors’ needs are in this arena. We plan to continue our work in the area and hope to revisit this
survey in time to draw comparisons.
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APPENDIX A
LIST OF PARTNERS
• Cancer Centers (13)
o Bryan Medical Center - Lincoln
o CHI Health - Omaha
o CHI Health - Good Samaritan - Kearney
o CHI Health - St. Elizabeth - Lincoln
o CHI Health - St. Francis - Grand Island
o Faith Regional Health Services (Carson Cancer Center) - Norfolk
o Great Plains Health (Callahan Cancer Center) - North Platte
o Mary Lanning Healthcare (Morrison Cancer Center) - Hastings
o Methodist Fremont Health - Fremont
o Nebraska Medical Center (Fred & Pamela Buffett Cancer Center) - Omaha
o Nebraska Methodist Hospital (Estabrook Cancer Center) - Omaha
o Regional West Medical Center (Dorwart Cancer Care Center) - Scottsbluff
o VA Medical Center (Western Iowa Healthcare System) – Omaha
•

•

Oncology Practices (6)
o Cancer Partners of Nebraska - Lincoln
o Heartland Hematology & Oncology, PC - Kearney
o Hematology & Oncology Consultants, PC - Omaha
o Nebraska Cancer Specialists - Omaha
o Nebraska Hematology & Oncology - Lincoln
o Oncology Associates – Omaha
Nebraska Farm Bureau – print publication & digital ads with reach to 16,000 rural
individuals/families
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APPENDIX B
NEBRASKA SURVIVORSHIP INFOGRAPHIC
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