
Vol.:(0123456789)1 3

Journal of Cancer Survivorship 
https://doi.org/10.1007/s11764-021-01117-4

The current status of survivorship care provision at the state level: 
a Wisconsin‑based assessment

Alexandria L. Cull Weatherer1   · John K. Krebsbach1 · Amye J. Tevaarwerk1,2 · Sarah C. Kerch1 · Noelle K. LoConte1,2

Received: 9 June 2021 / Accepted: 23 September 2021 
© The Author(s), under exclusive licence to Springer Science+Business Media, LLC, part of Springer Nature 2021

Abstract
Purpose  As the number of cancer survivors grows, the responsibility for addressing their unique physical and emotional 
needs also increases. Survivorship care services vary by geography, health system, and insurance coverage. We aimed to 
understand the state of survivorship care services in Wisconsin’s cancer facilities.
Methods  The selection of cancer treatment facilities sought to provide a geographically representative sample. An adapted 
Patient-Centered Survivorship Care Index was comprised of questions regarding different aspects of survivorship practices. 
Areas of interest included disciplines incorporated, services provided, standards of care, and discussion of late-term effects, 
among others.
Results  Out of 90 sites invited, 40 responded (44.4%). Oncologists, physician assistants, and nurse practitioners were the 
most common follow-up care disciplines. Risk reduction services, dietary services, access to physical activity, and behav-
ioral health specialist referral were described as standards of care in less than half of sites. All sites reported working with 
community partners, 92.5% of which worked with YMCA-related programs. Discussion of long-term effects was a standard 
of care for all sites. Effects such as emotional distress and health practice changes were frequently discussed with almost all 
patients, while sexual functioning and fertility were not.
Conclusions  Services and specialties related to behavioral health, fertility/sexual health, and rehabilitation and physical 
activity varied between sites. Such services may be offered less often due to variable insurance coverage.
Implications for Cancer Survivors  Policy solutions should be explored to increase insurance coverage and provision rates of 
necessary survivorship services to keep up with the projected increase in demand. Given imperfect and evolving measure-
ment tools to assess needs for cancer survivorship care services, cancer survivors should feel empowered to voice when they 
have unmet needs and request referrals.
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Background

The National Cancer Institute (NCI) defines survivorship 
as the overall health and well-being of a person with cancer 
from the time of initial diagnosis through the end of life 
[1]. Nearly 17 million Americans had been diagnosed or 
were living with cancer at the start of 2019, a number that 
is projected to grow to over 22 million by the beginning 

of 2030 [2, 3]. Current literature also shows most cancer 
survivors are older than 65 years old [2, 4]. With older age 
comes an increase in severe comorbidities and more com-
plicated healthcare needs [3]. Such trends exacerbate the 
detrimental effects of cancer diagnosis and treatment on 
health and quality of life [5, 6]. The fragmented healthcare 
system and an over-dependence on the oncologist to pro-
vide care coordination, in addition to treatment, may prove 
unsustainable given the predicted oncology provider short-
age [7]. Considering the growth in the survivor population 
and rising rates of some adolescent and young adult (AYA) 
cancers, it is important to acknowledge and prioritize cancer 
survivors’ unique needs, and the variety of services needed 
to meet these needs, while also addressing the unsustain-
ability of the existing cancer care delivery model [8–10]. 
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The development and implementation of multi-disciplinary 
cancer survivorship programs is one way to meet the needs 
of a growing population of cancer survivors [11].

Considering the growing demand and limited evidence 
for an effective care model, survivorship care standards and 
models in the last ten years have evolved rapidly as various 
approaches are further studied [2, 8]. Consequently, signifi-
cant variability in the provision and quality of survivorship 
care has been noted [8, 11]. Cancer survivorship programs 
are usually only found in large cancer centers due to cost and 
poor reimbursement [12]. Gaps in survivorship care include 
poor integration of survivorship care transitions from oncol-
ogy to primary care, lack of knowledge regarding cancer 
survivor needs, differing attitudes and perceptions of ideal 
survivorship care models and financial barriers for providing 
and receiving survivorship services [2, 8]. Limited literature 
shows that long-term cancer survivors face higher costs of 
care, trouble accessing care, and issues maintaining insur-
ance coverage, which is associated with worse access to and 
receipt of cancer care, and lower survival [2, 13–15]. Few 
studies have explored disparities that may persist into post-
treatment survivorship or the impact of insurance on the 
availability of survivorship services and utilization, espe-
cially for rural survivors [14, 16, 17]. Survivors in rural 
areas face reduced access to oncology services and multi-
disciplinary providers, limited clinical trial opportunities, 
travel barriers, and higher rates of cancer-related mortality 
[17]. Furthermore, other disparities are noted for survival, 
resection receipt, and treatment receipt along racial and eth-
nic lines [2, 14, 15, 18]. More research is needed to identify 
the variables that may impact and increase survivorship ser-
vice utilization.

Wisconsin offers a unique perspective on survivorship 
disparities given its spread of urban and rural popula-
tions, racial and ethnic disparities and unique payor mix 
for patients (including provider-owned, nationwide and 
cooperative plans) [19]. Wisconsin has one NCI-designated 
comprehensive cancer center, 30 Commission on Cancer 
(CoC)‐accredited cancer centers and an estimated 109 
facilities that provide some degree of cancer care (some 
only offering chemotherapy or occasional visiting services). 
National data collection tends to capture patients diagnosed 
or treated at CoC-accredited facilities, which are more likely 
to be located in larger urban areas [2, 20]. Wisconsin also 
faces significant racial and ethnic health disparities. For 
example, Wisconsin has the nation’s second largest Black-
White disparity in lung cancer mortality and third largest 
Black-White disparity in female breast cancer mortality, with 
lower survival rates for Blacks compared to Whites for most 
cancers [21].

Here, we present the results of a survey developed to 
understand the availability and variability of cancer sur-
vivorship services throughout Wisconsin, which has a 

significant rural survivor demographic. To capture a more 
comprehensive understanding of services available in the 
state, our survey was not limited to CoC-accredited facilities.

Methods

Setting/participants

The Wisconsin Cancer Collaborative (WCC) serves as the 
state’s comprehensive cancer control program. The coalition 
is funded by the Centers for Disease Control (CDC) and 
is housed at the University of Wisconsin Carbone Cancer 
Center, in partnership with the Wisconsin Department of 
Health Services Division of Public Health. To assess the 
availability of cancer survivorship services in Wisconsin, 
the CDC funded the WCC to convene a survivorship advi-
sory panel of experts to develop and disseminate a survey 
of cancer centers in Wisconsin.

Survey development

Study staff adapted the 41-item Patient-Centered Survivor-
ship Care Index, which was originally developed as part of 
a Patient-Centered Outcomes Research Institute (PCORI) 
project (IH-12–11-5255) Evaluating Cancer Survivorship 
Care Models (see supplement one) [22]. Staff presented the 
survey to an advisory panel of multi-disciplinary cancer sur-
vivorship care experts, representing 16 different roles which 
serve cancer survivors. The panel included these roles: med-
ical oncologists, hematologist, radiation oncologist, physical 
therapist, survivorship program nurse coordinator, psycholo-
gist, nurse/financial navigator, social work patient navigator, 
oncology nurse practitioner, oncology physician assistant, 
primary care provider (internist), Federally Qualified Health 
Center CEO, survivorship program manager, associate direc-
tor of cancer prevention and control at a large cancer center, 
director of cancer survivorship and the program director of a 
local cancer survivorship community-based group. A cancer 
survivor’s input was also included. Overall, 11 organizations 
were represented. The advisory panel pilot tested the survey 
to improve comprehension and add demographic questions, 
which staff incorporated into the final 33-question survey 
(see supplement two). Based on literature review, survivor-
ship advisory panel feedback (provided via a Qualtrics sur-
vey and meeting), and review of relevant clinical guidelines, 
the index was edited to further breakdown the services being 
offered to cancer survivors and to better capture common 
late and long-term effects from cancer and its treatment. For 
example, clinical guidelines included in the original index 
provided guidance on common late and long-term effects. 
Panel feedback indicated that the original index was too 
broad, and a further breakdown of long- and late-term side 
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effects was warranted to capturing the nuances of cancer 
survivorship services in Wisconsin. To further ensure that 
readers can understand the changes that we made, we have 
added the original index as supplement one and our adop-
tion as supplement two. We aimed to provide an organiza-
tional assessment of cancer centers providing post-treatment 
cancer survivorship care services. Questions include topics 
such as: patient populations served, role of the person(s) 
providing oversight of the survivorship program, provider 
disciplines incorporated and not incorporated into survivor-
ship care, services available to patients and caregivers and 
location of their provision, timing of discussion of various 
late/long-term effects occur, community partner(s) referral, 
and survivorship care plan provision. Survey instructions 
stated “for the purpose of this survey, survivorship care is 
care provided after cancer treatment is complete.”

Survey distribution

A comprehensive list of cancer treatment facilities does not 
currently exist in Wisconsin. Study staff identified cancer 
treatment facilities by utilizing current accreditation lists, 
health system lists, and Google searches by county. Study 
staff identified and invited large health systems that indi-
cated they provide cancer care to complete the survey via 
email. Outreach efforts aimed to ensure a representative 

sample of cancer treatment facilities in Wisconsin based 
on geographic spread and multiple health system par-
ticipation. Rural–Urban Continuum Codes (RUCC) were 
utilized to classify cancer treatment facilities and centers 
by degree of rurality. RUCC data was obtained from the 
USDA and used to classify counties by their population 
size, degree of urbanization, and proximity to a metro 
area. After categorizing hospitals/cancer centers by RUCC 
code, a proposed site selection was created for equitable 
representation in rural areas (RUCC 4–9) and urban areas 
(RUCC 1–3). (See Fig. 1 below.)

Recruitment started in May 2020 and was conducted via 
existing communication channels including email, meet-
ings with members of the Wisconsin Cancer Collaborative, 
and the e-newsletter. Survivorship advisory panel mem-
bers and Wisconsin Cancer Collaborative members were 
also instrumental in identifying and contacting individu-
als for site recruitment. Given the COVID-19 pandemic, 
recruitment was extended from July to October 2020. Pro-
spective sites were asked to indicate the following:

•	 ‘We are interested in participating, please send right 
away.’

•	 ‘We are interested in participating and can participate in 
June/July.’

Fig. 1   Participating cancer centers/cancer treatment facilities plotted on Rural–Urban Continuum Codes (RUCC) map
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•	 ‘We are interested in participating, but cannot participate 
until August/September.’

•	 ‘We are not interested in participating.’

If sites indicated participating later on during the data 
collection period, we checked in again at a later time. We 
contacted sites up to six times, depending on their response. 
When receiving multiple non-responses, alternative contacts 
were identified for recruitment at that site.

The online survey was conducted via Qualtrics. Sites 
were asked to assemble a multi-disciplinary team of at least 
three to five individuals to conduct the survey. We sug-
gested the team be comprised of an administrator, clinician, 
nurse, quality improvement specialist, and patient naviga-
tor. We strongly suggested including at least one provider 
responsible for conducting survivorship visits with patients. 
However, sites were allowed to determine the most suitable 
respondent to the survey, given structural differences across 
health systems. Due to the COVID-19 pandemic, recruit-
ment became challenging as sites coped with reassignments, 
furloughs, and limited resources.

Results

Respondents and characteristics

Forty total sites out of 90 invited (44.4% response rate) par-
ticipated between June 2020 and October 2020; 32 sites were 
in RUCC 1–3 (urban), 8 sites in RUCC 4–9 (rural). Partici-
pating sites were mostly urban and clustered in two metro-
politan areas. One site was an NCI-designated cancer center. 
18 participating sites were CoC-accredited. (Additionally, 
we found many satellite sites are not CoC-accredited but 
may follow the same standards as the flagship site that is 
accredited.) The breakdown by patient population served 
by sites is as follows: Adult ages 18–100 (100%; 40/40), 
Geriatric ages 65 years and above (92.5%; 37/40), AYA ages 
15–39 (82.5%; 33/40) and Pediatric ages 0–18 (7.5%; 3/40). 
Many sites had a difficult time breaking down the number 
of patients per site, but often could report total number of 
patients for the health system. A majority of the health sys-
tems reported having 1000 or more patients. The highest 
reported total for a health system was 9235 patients. Four 
sites indicated smaller patient populations, ranging from 108 
to 851 patients. Non-participating sites tended to be more 
rural and/or not offer any survivorship services.

Services available

The most common members of follow-up care teams 
were oncology physicians (medical oncology/hematology 
[100.0%; 40/40], radiation [92.5%; 37/40], and surgical 

[87.5%; 35/40]), nurse practitioners (95.0%; 38/40), and 
physician assistants (87.5%; 35/40). 100.0% of sites reported 
offering medical follow-up care (40/40), financial counseling 
(40/40) and dietetics (40/40). Over 90% of sites offered 
clinical trials (97.5%; 39/40), individual education during 
encounters (97.5%; 39/40), support groups (95.0%; 38/40), 
foreign language interpretation (95.0%; 38/40), spiritual 
support (95.0%; 38/40), and assistance with medication 
management (92.5%; 37/40). Other services were offered 
at moderate rates, including psychology or other behavio-
ral health services (67.5%; 27/40), education for caregivers 
(62.5%; 25/40), and fertility specialists (37.5%; 15/40). Less 
than 50% of sites reported the following disciplines as part 
of their follow-up care team: reproductive endocrinology 
(32.5%; 13/40), patient navigation (12.5%; 5/40), commu-
nity health workers (10.0%; 4/40), as defined by the Ameri-
can Society of Clinical Oncology as: “trusted individuals 
from local communities, who undergo training to support 
advocacy, community building and outreach, cultural com-
petency, care coordination, and system navigation to pro-
mote health behavior change” [23], psychiatry (5.0%; 2/40), 
neuropsychology (5.0%; 2/40), and case management (0.0%; 
0/40). (See Table 1, Table 2, and Table 3, for more details.)

Participants were asked to describe the degree to which 
various services were offered to each survivor treated at their 
facility. Dietary services (42.5%; 17/40), access to physical 
activity (25.0%; 10/40), and risk reduction services (20.0%; 
8/40) were rated as standards of care in less than half of 
sites. However, many sites reported working with com-
munity partners for these services, such as the Livestrong 
program and other programs associated with the YMCA 
(92.5%; 37/40). Maintaining a point of access with the sur-
vivor (100.0%; 40/40), as well clinician collaboration in 
addressing post-treatment needs (92.5%; 37/40) were most 
often rated as standards of care.

Discussion of long‑term side effects

The survey assessed the frequency with which cancer treat-
ment facilities discuss certain needs with survivors, as well 
as late/long-term effects of cancer treatment and diagnosis. 
A list of late/long-term effects of cancer treatment or diag-
nosis discussion is included in the survey (see Table 4). Dis-
cussion of late/long-term effects, in general, was most often 
rated as a standard of care (100.0%; 40/40), as was discuss-
ing the need for regular follow-up care and post-treatment 
screening (97.5%; 39/40). Receipt of a written treatment 
summary was also rated as a standard of care, but not as 
frequently as other services (75.0%; 30/40). Discussion on 
receiving emotional and social support was frequently rated 
as a standard of care (85.0%; 34/40), but referral to a special-
ist for mental/behavioral health concerns was not (27.5%; 
11/40). Referral to a mental/behavioral health specialist 
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received the widest spread of responses; 37.5% (15/40) for 
provided at patient request, 27.5% (11/40) for standard of 
care, 17.5% (7/40) for referred elsewhere within the same 
organization, 15% (6/40) for provided if patient met certain 
criteria, and 2.5% (1/40) for referred to another organization.

Discussion

Survivor quality of life can be influenced by many psycho-
logical, social, and physiological factors that result from 
cancer or cancer treatment. Unfortunately, our survey find-
ings indicate many of the services addressing quality of life 

among survivors are not offered at most cancer treatment 
facilities in Wisconsin. While more research may be needed 
to understand reasons for these gaps, many of these services 
are not typically covered by insurance. Existing studies tend 
to address insurance’s impact on cancer screening and care, 
but not survivorship service uptake and outcomes specifi-
cally. For example, Medicaid expansion increases access to 
insurance, which correlates with increased cancer screening 
utilization, and thus allows for earlier cancer detection [15]. 
Treatments are generally more effective at earlier stages, 
decreasing mortality particularly among patients with 
breast, colorectal, and lung cancers [24]. Analysis of the 
2008–2010 Medical Expenditure Panel Survey found that 

Table 1   Responses to the question: “Which disciplines have not been 
integrated in follow-up care at your cancer center/cancer treatment 
facility?”

Discipline % of Sites

Community health worker 72.5
Reproductive endocrinologist 67.5
Psychiatrist 65.0
Case manager 62.5
Neuropsychologist 52.5
Gynecologist 52.5
Urologist 45.0
Clinical Nurse specialist 40.0
Psychologist 32.5
Behavioral Health counselor 30.0
Chaplain/Spiritual service provider 27.5
Patient navigator 25.0
Pharmacist 25.0
Survivorship coordinator 20.0
Radiation oncologist 17.5
Rehabilitation specialist 17.5
Social worker 17.5
Other 15.0
Nurse Navigator 12.5
Other medical specialist 12.5
Surgical oncologist 10.0
Financial Counselor 7.5
Nurse 7.5
Physician Assistant 7.5
Certified medical interpreter 5.0
Occupational therapist 5.0
Speech therapist 5.0
Palliative medicine provider 5.0
Primary care physician 2.5
Nurse Practitioner 2.5
Physical therapist 2.5
Oncologist/Hematologist 0.0
Nutritionist 0.0

Table 2   Responses to the question: “In your organization, what care 
team members currently provide follow-up care to survivors after 
treatment is complete?”

Discipline % of Sites

Oncologist/Hematologist 100.0
Nurse Practitioner 95.0
Radiation oncologist 92.5
Surgical oncologist 87.5
Physician Assistant 87.5
Nurse Navigator 85.0
Physical therapist 77.5
Social worker 65.0
Speech therapist 57.5
Occupational therapist 55.0
Nutritionist 55.0
Primary care physician 52.5
Urologist 52.5
Gynecologist 50.0
Chaplain/ Spiritual service provider 47.5
Palliative medicine provider 47.5
Rehabilitation specialist 42.5
Pharmacist 40.0
Behavioral Health counselor 37.5
Psychologist 35.0
Reproductive endocrinologist 32.5
Survivorship coordinator 27.5
Financial Counselor 27.5
Certified medical interpreter 20.0
Nurse 20.0
Clinical Nurse specialist 12.5
Patient navigator 12.5
Community health worker 10.0
Other medical specialist 10.0
Psychiatrist 5.0
Neuropsychologist 5.0
Case manager 0.0
Other 0.0
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cancer survivors had equivalent or greater utilization of pre-
ventive care (an important component of survivorship care) 
compared to individuals without a history of cancer [14].

However, disparities in access to care for uninsured and 
publicly insured patients suggest that improvements in abil-
ity to access and utilize survivorship care are needed [14]. 
These findings highlight a need to address access to care 
issues and further encourage policies that ensure adequate 
insurance coverage to improve survivorship care outcomes 
and address survivors’ needs.

Our statewide survey of health systems providing care 
for cancer survivors revealed gaps in mental health ser-
vices, risk reduction services such as physical activity, and 
sexual health/fertility services. The Wisconsin Cancer Plan 

2020–2030 calls for statewide and national policy considera-
tions and strategies to improve coverage and access to many 
of the services identified as gap areas [25]. Reimbursement 
for many important survivorship services, such as behavioral 
interventions in survivors, is not currently available [26, 27]. 
The four recurrent underrepresented services that emerged 
in our survey were mental health services, exercise/lifestyle, 
sexual health, and fertility. Conversations with survey sites 
indicated lack of adequate insurance coverage of these ser-
vices may be a unifying factor. Decision makers should base 
services on patient needs, rather than insurance coverage, 
by strongly advocating expanding and billing for services 
that are considered valuable for survivors and clinicians, 
like mental health resources. Additionally, we assessed both 
services provided and how often discussion of late/long-
term effects were occurring. Discussion of late/long term 
effects does not necessarily equate to services being offered 
to help with that late/long term effect. However, a provider-
led discussion may help survivors further identify and uti-
lize survivorship care options available to them. Discussions 
may be occurring, but lack of insurance coverage could limit 
provider referral or cancer survivors’ utilization of a survi-
vorship service. Furthermore, better integration of cancer 
survivorship guidelines, as well as increased concordance 
with those guidelines, among oncologists, specialists and 
primary care providers would help cancer survivors have 
more opportunities for their needs to be met. Adequate care 
of the cancer survivor does not solely fall on the oncologist. 
Primary care providers and specialists also play an increas-
ingly important role in cancer survivorship and transitions 
of care should be improved.

Mental health services are a critical and often underuti-
lized part of cancer survivorship, evident in our findings and 
existing literature [28]. Key barriers include lack of aware-
ness and identification of mental health needs, lack of access 
to support services, physician time to screen, patients’ lack 
of disclosure due to personal choice, and perceived stigma 
or perceived lack of effective treatment options [6]. Our sur-
vey supports this theme, as we found that less than half of 
survivorship follow-up care teams included mental health 
professionals and referral to mental health specialists was 
not a standard of care for many sites but referral for late-
term effects related to cancer care was. Considering cancer 
survivors show a significant level of distress (up to half in 
some studies), changes are necessary both at the policy and 
clinical level [5, 28]. Additionally, mental health services 
are often inadequately covered by insurance. Thus, our 
findings may speak to coverage-influenced underutilization 
even when cancer treatment facilities offer mental health 
services. A 2018 study by Perez et al. found that most child-
hood cancer survivors value having mental healthcare ben-
efits; however, coverage and use of mental health services 
remain suboptimal [29]. Survivors of all ages experience 

Table 3   Responses to the question: “What survivorship services are 
available to patients through your cancer center/cancer treatment 
facility?”

Service % of Sites

Medical follow-up care 100.0
Financial counseling/Navigation 100.0
Nutrition services/dietician 100.0
Individual education during encounters 97.5
Clinical trials 97.5
Support groups 95.0
Certified medical interpreter 95.0
Spiritual support services 95.0
Clinician education opportunities 92.5
Assistance with medication management 92.5
Genetic counseling 82.5
Virtual patient education opportunities 80.0
Exercise/fitness programs 75.0
Occupational rehabilitation/therapy 75.0
In-person classes opportunities 72.5
Physical rehabilitation 72.5
Speech rehabilitation 72.5
Smoking cessation services 72.5
Psychology/behavioral health services 67.5
Integrative medicine (e.g., yoga, acupuncture) 67.5
Palliative care/symptom management 67.5
Ostomy supplies/solutions 65.0
Sexual health services 55.0
Mastectomy prosthesis and bra fittings 50.0
Cognitive rehabilitation 47.5
Other 42.5
Psychiatry 40.0
Fertility services/specialists 37.5
Primary care transition services 37.5
Reproductive endocrinology 35.0
Alcohol & Other Drug Abuse services 30.0
Workplace transition services 17.5
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challenges accessing mental health care, especially younger 
cancer survivors and those that are uninsured or have a his-
tory of distress [29, 30]. Cancer survivors with serious psy-
chological distress are less likely to stay up-to-date with 
important preventive services, which may negatively impact 
early identification of subsequent cancers [31]. Additionally, 
multiple respondent sites reported using National Compre-
hensive Cancer Network (NCCN) distress guidelines, which 
recommend distress screening for patients in all clinical set-
tings [32]. While screening is necessary, measures to assure 
subsequent care are also needed. Moreover, our study found 
referral to a specialist for mental health concerns was not a 
standard of care, while discussion of emotional and social 
support was considered standard of care. Additionally, psy-
chology services were included through only 67.5% (27/40) 
of sites, indicating a need for better integration. Even when 

mental health services are available, they are often expensive 
and may require long wait times. Increased insurance cover-
age of mental health services may aid prompt diagnosis and 
distress treatment among survivors.

Rehabilitation and exercise interventions help to improve 
cancer survivors’ quality of life and survival by reducing the 
negative impact of long-term effects such as fatigue, pain or 
lymphedema, and are an important part of risk reduction for 
subsequent cancers and other comorbidities [33]. Guidelines 
commonly recognize and recommend rehabilitation as ben-
eficial, but studies suggest that referral to these services and 
their integration into oncologic care is strikingly low [33]. 
Our findings indicate that only 25.0% (10/40) of respondent 
sites provide access to any physical activities for survivors 
as a standard of care. This could speak to a gap in insur-
ance coverage or indicate well-established relationships 

Table 4   Responses to the questions: “Please indicate how often providers in your cancer center/cancer treatment facility typically discuss the fol-
lowing late/long-term effects with patients.”

Rarely or 
never discuss 
(%)

Discuss if patient 
asks or reports 
concerns (%)

Discuss with 
patients most likely 
to be at risk for this 
effect (%)

Discuss with all or 
almost all patients 
(%)

Don’t know (%) Not applicable to our 
patient population 
(%)

Fatigue 0.0 0.0 12.5 85.0 2.5 0.0
Insomnia/Sleep 

disorders
0.0 10.0 60.0 22.5 7.5 0.0

Health practice 
changes (exercise, 
smoking, diet, 
alcohol consump-
tion)

0.0 0.0 17.5 80.0 2.5 0.0

Cognitive changes 
(memory prob-
lems)

0.0 2.5 67.5 30.0 0.0 0.0

Emotional distress 0.0 7.5 0.0 90.0 2.5 0.0
Mood changes 

(depression, anxi-
ety, etc.…)

0.0 7.5 12.5 70.0 10.0 0.0

Digestive problems 0.0 0.0 72.5 27.5 0.0 0.0
Thyroid complica-

tions
0.0 0.0 97.5 2.5 0.0 0.0

Dental problems 0.0 2.5 92.5 2.5 0.0 2.5
Nerve damage 0.0 0.0 80.0 20.0 0.0 0.0
Osteoporosis 0.0 0.0 100.0 0.0 0.0 0.0
Increased risk of 

other cancers
0.0 0.0 67.5 32.5 0.0 0.0

Sexual functioning 7.5 10.0 65.0 17.5 0.0 0.0
Fertility 0.0 2.5 97.5 0.0 0.0 0.0
Ability to use the 

bathroom without 
difficulty

0.0 25.0 70.0 2.5 2.5 0.0

Lymphedema 0.0 0.0 92.5 7.5 0.0 0.0
Heart issues 0.0 0.0 100.0 0.0 0.0 0.0
Lung issues 0.0 0.0 100.0 0.0 0.0 0.0
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with community partners. Coverage for rehabilitation ser-
vices varies and exercise programs are usually referred out 
of the health system due to a lack of insurance coverage. 
Community organizations are essential in helping provide 
non-reimbursable services for cancer survivors. The Lives-
trong program at the YMCA, a community partner cited 
by several survey sites, has been found to improve physi-
cal (such as strength) and psychosocial measures (such as 
anxiety, fatigue, sleep disturbance, satisfaction with social 
roles) [34]. 32.5% (13/40) of sites provide access to physi-
cal activity if requested by the patient. Guidelines advocate 
for, and survivors often value, tailored, supervised exer-
cise interventions (for example by a physical therapist) and 
technology-based interventions, including activity trackers 
[33, 35, 36]. Improving exercise and rehabilitation guideline 
concordance could have substantial impact on quality of life 
among cancer survivors and should be prioritized, especially 
as the prevalence of cancer survivors increases [33].

Cancer and its treatment can negatively impact fertility 
[2]. Although this may not impact all patient populations at 
a cancer center, it is essential for cancer centers to assess if 
they need to tailor their programs and/or referrals to better 
meet their patients’ needs. This is a particular concern for 
adolescent and young adult (AYA) survivors, who are often 
at higher risk for medical and psychosocial concerns and for 
whom fertility is likely to be a larger concern [37]. Repro-
ductive endocrinology was included at about a third of fol-
low-up care teams (35.0%; 14/40), as were fertility specialist 
services (32.5%; 13/40). Moreover, most sites that served 
AYA survivors in this survey did not have a reproductive 
endocrinologist on the care team and about half of sites that 
served AYA survivors offered fertility services/fertility spe-
cialists. This reinforces our discussion indicating that fertil-
ity and reproductive issues may be of concern but can be dif-
ficult for AYA survivors to discuss. Without those services, 
their demand and delivery are both difficult to measure and 
provide. Considering this, there is a documented need for 
fertility services due to cancer and other medical reasons. 
However, many fertility treatments are not considered medi-
cally necessary by insurance companies, and consequently 
are often not covered. Only 15 states currently require some 
private insurers to cover some fertility treatments [38]. Wis-
consin does not require insurers to cover fertility treatments, 
and significant gaps in coverage exist. Out of pocket costs for 
fertility treatment may exceed $10,000 depending on the ser-
vice making this unattainable to many [38]. States with man-
dated in-vitro fertilization (IVF) insurance coverage appear 
to have higher IVF utilization (not cancer-specific), indicat-
ing that coverage may be linked to utilization of services 
and a potential need for policy solutions [38]. Additionally, 
patients may need to drive long distances due to limited ser-
vice locations, limited resources as many people struggle 
with infertility, and long wait times, which is a complicating 

factor as cancer patients often cannot wait for these services. 
Further research is needed to assess if cancer survivors of 
childbearing age have timely and adequate access to fertility 
services within cancer facilities or the broader community.

Survivors also commonly report sexual dysfunction, 
which is often unaddressed, particularly among females [39, 
40]. This lack of sexual health discussions occurs despite a 
desire for providers to address these issues [39–41]. Sexual 
health services were offered at 55.0% (22/40) of respond-
ent sites and 50.0% (20/40) of sites provided gynecology 
follow-up care. Additionally, sexual functioning was the only 
late-term effect with any responses for “rarely or never dis-
cussed” (7.5%; 3/40), indicating a possible gap area. Insur-
ance coverage and discussion of screening and treatment 
for sexual dysfunction should be incorporated into routine 
oncologic care [39].

Limitations to our study include that survey responses 
were self-reported from survey sites. This survey does not 
include every cancer treatment facility in Wisconsin. The 
study had a relatively low response rate (44%) and only 8 of 
the 40 sites were considered rural (RUCC 4–9). Although 
attempts were made to ensure robust and representative par-
ticipation, several sites and health systems either declined 
to participate or had to decline due to competing COVID-
19 priorities. Like many healthcare institutions across the 
USA during the COVID-19 pandemic, many staff at can-
cer treatment facilities faced staff shortages, furloughs, and 
reassignments which limited participation and may reflect 
the lower response rate, despite high initial interest. Addi-
tionally, lack of information about some cancer centers or 
lack of additional points of contact may have prevented par-
ticipation for some sites. The implications of adapting the 
original Patient-Centered Survivorship Care Index should 
also be considered as a possible limitation. Utilizing an 
existing survey identified during literature review of can-
cer survivorship provided a starting instrument. As cancer 
survivorship is an evolving field, our adaptations allowed 
for more detailed measures of cancer survivorship services, 
especially considering unique rural considerations. However, 
these adaptations do not assess all survivorship services of 
assess cancer survivors’ perspectives on these services. 
Additionally, comparability could be impacted if another 
state utilizes a different adaptation of the index. Compara-
bility may also be influenced by Wisconsin’s relatively high 
levels of health insurance coverage, employment, examples 
of racial disparities in cancer, and geographic accessibility 
of hospitals, relative to other states [42–44]. Wisconsin also 
has one NCI-designated cancer center which is comparable 
to the US (1.4 cancer centers per state) and the Midwest 
(0.95 cancer centers per state). Five different Midwest states 
have two NCI-designated cancer centers [45]. Additionally, 
Wisconsin ranks 17th in number of CoC-accredited facilities 
(30 total sites) in the USA [46]. Considering this, the mix of 
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rural and urban communities within Wisconsin reflects both 
the generalizability of findings and limitations of compar-
ing to more or less rural or urban states. Also, many cancer 
care locations do not provide any cancer survivorship care. 
This is consequent to an increased focus on acute cancer 
treatment at these locations such as chemotherapy admin-
istration, especially in more rural areas. Moreover, cancer 
survivorship services are limited in rural areas, and rural 
site participation was lower. This highlights an important 
opportunity for survivorship program expansion in Wis-
consin. Survivorship care services are often found at the 
health system’s main site, thus many health systems felt it 
inappropriate for their other outreach sites to participate. 
Additionally, not all participating sites were able to report 
characteristics such as number of patients served. Further 
collection of additional characteristics of cancer treatment 
facilities (such as type of facility) would be beneficial to 
future research.

Conclusion

The results of this survey identified strengths and gaps in 
services that cancer treatment facilities provide. This study 
serves as a concrete example of the potential for growth in 
preventive and psychological care within all medical set-
tings. Additionally, many of the gaps in services identified in 
this survey may be linked to insurance coverage, indicating 
a need for policy considerations such as increased insurance 
coverage for essential survivorship services. Gaps in ser-
vice include mental health services, risk reduction services 
such as physical activity, and sexual health/fertility services. 
Services that address the physiological and psychological 
effects of cancer treatment are essential to the health and 
well-being of cancer survivors and require increased cov-
erage. These services have been shown to improve pain, 
functioning and overall quality of life throughout the entire 
stage of survivorship [47]. It is essential for healthcare pro-
viders and health systems to understand and address the 
unique medical and psychosocial needs of survivors, but 
it is also important for these services to be adequately cov-
ered by insurance. Future research should look to understand 
health screening practices, as opposed to referral standards, 
and understanding which services cancer centers view as 
most needed, given the context of their location and patient 
population.
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