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Objectives

• -To understand the science around survivorship and 
symptom management in cancer care

• -To develop some knowledge in implementing programs 
around survivorship and symptom management

• -To develop an awareness around the barriers in 
implementing survivorship and symptom monitoring 
programs



NCI definition of a cancer survivor:  any individual with a diagnosis of cancer from the time of 
diagnosis through the trajectory of their life
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-There were an estimated 18.1 million US cancer survivors as of January 1, 2022. 
-From 2022 to 2030, the number of US cancer survivors is projected to increase to 21.6 million;
-by 2040, the number is projected to be 26 million. 
-Long-term survivors are highly prevalent; in 2022, 70% of cancer survivors survived 5 years or more after diagnosis, and 11% of cancer survivors survived 25 years or more after diagnosis. 
-Among all US females aged 40-54, 3.6% were cancer survivors; among females aged 65-74, 14.5% were cancer survivors; among females aged 85 and older, 36.4% were cancer survivors. Among all US males aged 40-54, 2.1% were cancer survivors; among males aged 65-74, 16% were cancer survivors; among those aged 85 and older, 48.3% were cancer survivors.



Cancer Survivors and Overall Health

• Increased risk of excess morbidity and mortality in cancer survivors, but also gaps in care
- Higher rates of treatment-related health conditions, including subsequent malignancies, 

cardiovascular disease, stroke
- Gaps in care are multifactorial

• Lack of knowledge of late effects
• Loss to follow up from the primary oncology team,
• Lack of regular primary care, the need to navigate critical transitional life milestones (e.g., 

educational pursuits,
• Increased psychosocial and supportive care needs
• Un/underinsurance

• Growing recognition of survivorship needs has led to development of National Standards for 
Cancer Survivorship Care

• Gaps in knowledge of survivorship care receipt and best practices for delivering tailored 
survivorship care  



History of Survivorship Care and Care Plans

2015

COC Standard 3.3 Introduced

Cancer programs across US began 
developing SCPs

2019

Updated COC Standard 4.8 Released

Updated standard did not require a 
threshold percentage of individuals 
receiving SCPs. Focus placed on 
development of robust survivorship program

2006

IOM Releases “From Cancer Patient to 
Cancer Survivor: Lost in Translation”

Highlighted unique needs of cancer 
survivors, including monitoring for late 
effects, screening for new cancers and 
coordination of care

2012

Commission on Cancer (COC) Releases 
Standard 3.3

Required delivery of survivorship care plans 
(SCP) to patients treated with curative intent 
as stand-alone document providing 
summary of cancer treatment, late effects, 
follow-up testing and information needed for 
transition of care

Mann, Nekhlyudov. J Can Surv. 2024
Blaes et al, JCO OP 2020

https://link.springer.com/article/10.1007/s11764-023-01528-5


National Standards for Cancer Survivorship Care

•Mollica et al, J of Cancer Survivorship. 2024 Aug;18(4):1190-1199 



National Standards for Cancer Survivorship Care

•Mollica et al, J of Cancer Survivorship. 2024 Aug;18(4):1190-1199 



ASCO Guideline Frameworks
Routine Clinical Integration: ASCO strongly 
endorses embedding ePROs into standard 
oncology practice to drive proactive symptom 
control.
Integrative Oncology Guidelines: Joint 
ASCO/SIO guidelines recommend evidence-
based non-pharmacologic interventions 
(acupuncture, mindfulness, yoga) tracked via 
PROMs for pain, fatigue, and anxiety.

Quality Performance Measures
QOPI Integration: ASCO developed PRO 
Performance Measures (PRO-PMs) evaluating 
both outcome metrics (e.g., proportion with 
severe chemotherapy nausea) and care 
processes.

Value-Based Benchmarking: Uses structured 
patient self-reports to establish quality 
benchmarks across community and academic 
cancer centers.

ASCO Guidelines & Metrics

Lai-Kwon et al, Am Soc Clin Oncol Educ Book 44, e438512(2024)
Rocque et al, JCO 2026



Lai-Kwon et al, Am Soc Clin Oncol Educ Book 44, e438512(2024)
Rocque et al, JCO 2026
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Clinicians underreport common subjective treatment toxicities by up to 50% compared to direct patient feedback.

Episodic Capture: Symptoms are evaluated only during brief clinic visits, frequently missing intermittent or fluctuating toxicities between cycles.




Expanding Beyond Physical Symptoms
Modern symptom literature emphasizes that physical 
side effects intersect heavily with psychosocial distress 
and financial hardship.

Out-of-Pocket Expenses: High treatment costs 
predict medication non-adherence and lower 
quality of life.

Holistic Screening: PRO instruments now screen for 
financial toxicity (COST tool), mood disorders, and 
caregiver burnout.

Navigational Support: Automated alerts connect 
distressed patients with financial counselors and 
social work teams.

Financial Toxicity & Burden



What evidence is there to support survivorship 
and symptom management?  
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Survivorship Care Improves Knowledge about 
Followup and Improves Long Term Screening

Landier W, Chen Y, et al, JCO 2015
Baxstrom K, Blaes AH.  Support Care Cancer 2018
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Survivorship Clinic Visits in Adult survivors
Cohort of Hodgkin lymphoma survivors treated 1993-2009
LTFU visit
Echos increased:  (86.4 vs 44.4%, p = 0.007)
Breast cancer screening: (52.2 vs 16.7%, p = 0.02)




eSyM Trial: Background & Rationale

Hassett et al.  Pragmatic trial eSYM using cluster randomized trial design
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Controlling symptoms through management of electronic patient reported outcomes has been investigated since the first time we heard the ASCO Plenary with Ethan Basch looking at the role of ePROs in patients with advanced cancer. 

Pooled meta-analyses show ~16% mortality reduction (HR 0.84), driven largely by earlier single-center and lung cancer trials, while the two largest dedicated randomized trials (PRO-TECT and PRO-MOTE) found no survival difference



+5.2
Months Median Survival Benefit

Landmark Trial Findings (Basch et al.)
Overall Survival: Routine ePRO tracking during 
chemotherapy demonstrated a statistically significant 
survival gain compared to standard care.
Extended Therapy Duration: Proactive symptom 
detection enabled patients to tolerate active cancer 
treatments longer at therapeutic doses.
Reduced ER Visits: Early nursing intervention triggered 
by ePRO alerts led to a 7% absolute reduction in 
emergency room visits.

Survival & Tolerability Gains

Basch et al, JAMA 2017;318;(2):197-198.
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Randomized trial 2007-2011 metastatic solid tumors
12 common symptoms from the National Cancer Institute’s Common Terminology Criteria for Adverse Events at and between visits via a web-based PRO questionnaire platform. 
Of 766 patients randomized, the median age was 61 years (range, 26-91), 86% were white, 58% women, 
22% had less than a high school education, and 30% were computer inexperienced, as reported.4 
Overall survival was assessed in June 2016 after 517 of 766 participants (67%) had died, at which time the median follow-up was 7 years (interquartile range, 6.5-7.8). 
Median overall survival was 31.2 months (95% CI, 24.5-39.6) in the PRO group and 26.0 months (95% CI, 22.1-30.9) in the usual care group




Clinical Benefits Comparison

Lizan et al, Cancers 2021
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Systematic literature review using Medline/PubMed, limited to original articles published between 2011 and 2021 in English and Spanish, and focused on the benefit of patient-reported symptom monitoring on cancer patients. 16 studies identified



Consortium Collaboration

Six diverse health systems collaborated within the SIMPRO 
Consortium to build and deploy eSyM across academic CCCs and 
community cancer networks.

Epic EHR Integration
eSyM build and clinical workflow integration were developed 
directly in collaboration with Epic, standardizing symptom tracking 
across centers.

SIMPRO Consortium & Implementation
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ASCO this year, Michael Hassett and colleagues
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Primary outcome:  Overall survival at 1 year

35,000 individuals involved
13% disabled
Median age mid 60s
GI, Gyn Thoracic cancers




Secondary Evaluation Findings

Among post-implementation cohorts, patients who actively 
used eSyM to report symptoms experienced significant 
overall survival benefits:

• Chemotherapy: 78.2% OS (Reporters) vs 65.2% (Non-
reporters) — Adjusted Diff -10.0%.

• Surgery: 96.6% OS (Reporters) vs 92.3% (Non-
reporters) — aHR 0.58 (P < 0.001).

eSyM Reporter vs Non-Reporter OS

Primary evaluation: No difference in survival in all 
comers

Fostering engagement is critical.



Survivorship Care Plans
• Several nonrandomized studies have suggested benefits including 

increased knowledge, surveillance, coordination of care and 
patient/stakeholder satisfaction, but significant heterogeneity in 
study design and outcome measurement exist. 

• A review of 13 randomized controlled trials showed SCPs did not 
improve physical, functional and psychological well being 
outcomes.

• More recently, pediatric cancer survivors may have improved 
overall survival when actually followed with SCP.  Our prior work, 
receipt of SCPs results in higher levels of knowledge about cancer 
treatment.

Ji, X., Williamson Lewis, R.S., et al, JNCI 2026.  
Nissen MJ, Tsai ML, Blaes AH, et al.     J Cancer Surviv. 2012 Mar;6(1):20-32.  
Nissen MJ, Tsai ML, Blaes AH, et al,   . J Cancer Surviv. 2013 Jun;7(2):211-8.  
Baxstrom K, Peterson BA, Lee C, Vogel RI, Blaes AH.  Support Care Cancer. 2018 Jul;26(7):2361-2368.  





Blaes et al, ASCO Quality 2026 U48DP006834(PIs Blaes/Marmor/Laska) 
P30CA077598-26 (Pis Blaes/Parsons

Survivorship Care Plans and Overall Mortality
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16% (5670/34188) received SCP between 2018-2023 
Of the entire cohort: 56% female
19% had breast cancer
11% male genital cancer (prostate, testis) 
9% lung
7% each gynecologic, urinary tract, colorectal, skin, with the remainder across other cancers.  
61% had stage 1 or 2 cancer 
Broad age distribution (15% < 49 years, 33% 50-64 years, 52% > 65 years).  




Understanding the impact of survivorship care on health 
outcomes in cancer survivors

• Aim 1: Identify risk factors for underutilization of 
survivorship care (SC) in AYA survivors, and assess 
alignment with National Standards for Cancer 
Survivorship Care

– EHR linkage of AYA and cancer registry
– Examine survivorship visit (outcome)
– Online patient survey (risk factors, perceived barriers)
– Alignment of standard

• Aim 2: Identify strategies to address barriers to 
survivorship care and optimize programmatic 
alignment with National Standards.
– Key informant interviews health system leaders, 

providers, AYA survivors (utilizers and nonutilizers)

P30CA077598-26.
Co-PIs: Anne Blaes and Helen Parsons
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1a. By linking EHR data of AYAs within our cancer registry, we will identify what proportion of survivors have a documented survivorship visit (primary outcome) 
1b. Combining EHR-documented sociodemographic data with an online patient survey, we will identify risk factors and perceived barriers to receiving survivorship care. 
1c. Among survivors with and without a documented survivorship visit, we will quantify alignment with the National Standards of Survivorship Care. 

Secondly, We will conduct key informant interviews with health system leaders and providers coupled with focus groups of diverse AYA cancer survivors (both utilizers and non-utilizers of survivorship care) to examine ways to address key barriers to survivorship care and explore opportunities to enhance programmatic alignment with newly identified National Standards.   




Structural and Systemic Barriers

Financial & Insurance Obstacles
Payment/reimbursement issues and insurance-
related barriers affecting care access

Geographic & Service Access
Challenges related to facility location, driving 
distance, and available services, particularly in 
rural populations

Rick T, … Blaes AH, Parsons, H.  Cancer Medicine 2026



• “I feel fairly fortunate that my oncologist was focused on 
survivorship care and did refer me to someone to talk to, as 
well as physical therapists.” - Participant 6

• “I feel like I’m just out on my own.  My doctor is not 
engaged in supportive care.”

• “I’ve been in treatment for 11 years. And right now, it's the 
longest I've ever made it, 4 months, without going to the 
doctor. It was once a month for probably 10 years. I highly 
recommend therapy.”



Real implementation of Survivorship Care and Symptom Reporting 
(ePROs)



Cancer Survivorship Care - University of Minnesota

• University of Minnesota
• Univ of Minnesota Physicians
• Masonic Cancer Center
• MHealth Fairview



Adult Cancer Survivors
Consultative LTFU 

Clinic
Individuals > 5 

years dx 
2009

Initially MD, APP

With changes in 
understanding 

survivorship care 
across the trajectory 

of cancer care, 
LTFU clinic has 

been maintained

Survivorship care 
embedded within 
disease teams*

Goal: connecting 
patients to 

supportive care 
services, 

implementation of 
research

Project specific 
embedded 
research*

Dr Tara Rick, PA-C, PhD**

Dr Anne Blaes, MD MS

Embedded within our APPs, 
disease teams

** Clinical care:  Supported by our Serviceline partner
Research: Grants, philanthropy, MCC, institution

Kaia Verich, RN, BAN, OCN*



1. Survey Trigger

Automated SMS/email notification 
prompts patient weekly between visits.

2. Self-Report

Patient completes PRO-CTCAE survey via 
mobile app or web portal.

3. Auto Analysis

System scores responses; severe scores 
trigger real-time clinical alert.

4. Care Action

Triage nurse reviews alert, contacts 
patient, and adapts treatment plan.

Digital ePRO Triage Workflow

Enrolled in eSYM at the time of starting new chemotherapy

3. Educational platforms on symptom mgmt
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Enrolled in the program at the time of initiating a new chemotherapy

Eligibility Criteria:
Age 18+
Primary Language English or ASL
Patient has a cancer diagnosis (including BMT)
Patient has a treatment plan (infusion only/infusion + oral)
New treatment plan ordered in the last 20 days
IP/OP treatment plans
Patient encounter is in an Oncology department




eSyM Patient Enrollment and Engagement
-5,640 patients have been eligible for eSyM enrollment between 1/1/2025 – 
7/31/2026.  1,535 patients, or 27%, have been enrolled.

-Of the 1,535 patients enrolled since January 2025, 1,034, or 67% of 
patients have completed at least one questionnaire.

1034
501

Enrolled Patients with At Least One 
Submitted Questionnaire

n = 1535 Enrolled Patients

At Least One Submission No Submissions

0

5000

10000

Completed
within 7 days

Completed
after 7 days

Not Complete

eSyM Questionnaire Status 
since January 2025

n = 12,492 questionnaires assigned
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13.6% of those questionnaires were completed within one week of assignment. 

12,492 questionnaires assigned since January 2025.
11,209 (89.7%) completed overall.
1,703 (13.6%) completed within 7 days.
9,506 completed after 7 days.
1,283 remain incomplete.
This chart highlights that while the overall completion rate is very strong, only a relatively small proportion of questionnaires are being completed within the first 7 days.




Q1 2026 eSyM Activity Summary

– 12% of questionnaires included a report of at least one 
severe symptom

• Top severe symptom ratings include pain, fatigue, difficulty 
sleeping, anxiety, constipation

– 1,324 education tasks were assigned
• 864, or 64%, of the tasks were complete

– Top education task assignments include managing wellbeing, rash, pain, 
fatigue, numbness and tingling
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Triage RN response to severe symptoms hovers around 50%.

Triage response rate notes – can we further split escalated symptoms by likelihood to cause ED or hospital visit?  Fatigue, pain, and other non critical items vs. diarrhea, constipation, fever and other things that land people in EDs.  The first could go to the care team, while the rest go to triage.  





NCCN Distress Thermometer 
Participation

490, 1%

14287, 
44%

3487, 11%

14172, 
44%

Willingness to Participate Question by Response, 
5/2025 - 7/2026

n = 37,501

Patient Declined Patient Not Alone Question Not Answered Yes
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Patients complete the NCCN distress thermometer 44% of the time that their participation is requested by the rooming staff.



NCCN Distress Thermometer Responses

0
1000
2000
3000
4000
5000
6000
7000
8000

No
Distress

1 2 3 4 5 6 7 8 9 Extreme
Distress

NCCN Distress Thermometer Score Responses, 5/2025 - 
7/2026

n = 13,628 responses
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This slide shows the distribution of distress responses.  About 54% of the participants indicate no distress, 35% report distress at a level between 1-5, 11% reported a distress level between 6 and 10.



NCCN Distress Problem List Findings

0 1000 2000 3000 4000 5000 6000 7000 8000 9000 10000

Physical

Emotional

Practical

Family/Social

Spiritual/Religious

Identified Problems by NCCN Domain, 
5/2025 – 7/2026

n = 18,256 problems out of 13,628 responses  
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Physical concerns account for the majority of reported issues., emotional concerns represent a substantial second burden.
Practical needs are also significant.




NCCN Distress Problem List Findings and Related 
Responses 

0

1000

2000

3000

4000

5000

6000

Emotional concerns assessed for MH
(n = 2,997)

Physical, Practical, Social, Spiritual concerns
assessed for SW

(n = 5,215)

NCCN Distress Thermometer Problem List Findings by Contact Question 
Response, 5/2025 - 7/2026 

n = 13,628 screens

Patient Responded Yes to Contact Patient Responded No to Contact
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There were 2,997 emotional concerns identified, and 214, or 7.1% indicated they wanted to be contacted by a mental health provider.
There were a combined 5,215 physical, practical, social, and spiritual problems identified, and 345, or 6.6% indicated they wanted to be contacted by a social worker.

There are times individuals have high distress but this may be getting addressed by other systems outside of the care team – i.e. own personal church or family network.



Next Steps for NCCN Distress Thermometer

• Removal of ‘patient not alone’ option in rooming 
documentation

• Discussion around use of ipads in clinics for patients to 
complete it independently, or assignment in MyChart prior to 
visit

• Consider impact of patient level barriers such as survey 
fatigue, preferred language, role of caregiver in completing 
surveys, etc 







• For Patients and Caregivers**
– Annual Survivorship Conference – 20th 

year
• 400-500 attendees

– Thrive Educational Series
• Spring/Fall series
• Online Access at 

https://survivorship.umn.edu

– Monthly webinars nurses/APPs/MDs
• RN credits CME

Survivorship Education Opportunities

R13CA278261 
Blaes
**MCC Led; 
others are a 
partnership

https://survivorship.umn.edu/


*SCPs were done routinely for all completing curative intent therapy til 2023



Cancer Survivorship Program – Clinical 
Program

Rick T…Blaes AH, J Cancer Survivorship 2



Opportunities in real world implementation
Despite strong evidence, full implementation of ePROs, Distress 
thermometers and survivorship care face several ongoing 
challenges:
• EHR Integration: Integrating ePRO platforms into Electronic 

Health Record (EHR) workflows without creating "alert fatigue" 
for oncology teams.

• Data Actionability: Ensuring clinical teams have clear 
protocols for acting on intermediate-severity PRO reports.

• Equity & Accessibility: Designing digital PRO tools that 
accommodate low digital literacy, language barriers, and 
sensory or cognitive impairments.

Presenter
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Language barriers
Technology barriers



Opportunities in real world implementation

• Challenges with measurements of survivorship and 
supportive care (particularly in analyzing large data sets 
EHR, claims data, etc)

• Are there opportunities with community resources as well 
in an effort to reduce barriers and address patient 
concerns?  



Conclusion

• Engagement in care, whether through survivorship or 
ePROS, improves overall cancer outcomes

• With the growing number of cancer survivors, there 
continues to be opportunity to augment survivorship and 
supportive care needs, including PROs and supportive 
care needs

• Meeting the patient at the right time with the right 
resources remains a challenge



Questions?
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