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Survivorship

“anyone who has been diagnosed 
with cancer from the time of 
diagnosis through the balance of diagnosis through the balance of 
his or her life”



Current Survival Statistics

• 66% of those diagnosed today 
with cancer will be alive in 5 
years (69% in Montana)

• For children under 19 years of 
age, 80% will be alive in 5 years



Cancer Survivorship
12 million cancer survivors now alive 5 years after  

diagnosis (3-4% of total population) 20 million

by 2020

SEER Cancer Statistics Review, 1975-2005, NCI



Cancer Survivorship
Cancer survivors by diagnosis: 
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Data source: Ries LAG, et al. (eds). SEER Cancer Statistics Review, 1975-2005, NCI



Survivorship Issues

• Long Term Effects of Treatment
– Develop during active treatment
– Persist for years

• Neuropathies
– Weakness, numbness, pain

• Fatigue• Fatigue
• Cognitive & sexual difficulties

• Late Effects of Treatment
– Not present or identified after treatment

• Develop as a result of treatment
– Organ systems
– Psychological process
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Late Mortality experience in Childhood Cancer Survi vors

N=20,227

10-fold increased risk of late mortality
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J Clin Oncol 2001;19:3163-72

Non-relapse excess mortality 
secondary to:
– Subsequent malignancies (SMR 19.4)
– Cardiac (SMR 8.2)
– Pulmonary (SMR 9.2)



Late Mortality >2 yr Survivors after HCT
N=1479

Non-relapse cause of death:

cGHVD 22%

Bhatia, S. et al. Blood 2007;110:3784-3792

cGHVD 22%

Late Infections 11%

SMN 7% (3.6-fold increase risk)

Pulmonary 5% (15-fold increase risk)

Cardiac 3% (2.3-fold increase risk)

Other/external 11%



Needs of Survivors
Lance Armstrong Foundation LIVESTRONGTM Poll

N=1020
• 53% reported secondary health problems 

– Chronic pain (54%)
– Sexual dysfunction (58%)
– Relationship difficulties
– Fertility issues 
– Fear of recurrence– Fear of recurrence
– Depression
– Financial & job related concerns

• 49% reported
– Non-medical cancer related needs not met

Wolff SN, Hichols C, Ulman D, et al. Survivorship: an unmet need of the patient with cancer – implications of a
Survey of the Lance Armstrong Foundation (LAF) [abstract]. Proc ASCO 2005; 23(suppl):6032.



Are Survivors Needs Met?
Lance Armstrong Foundation LIVESTRONG

TM
Poll

N=1020

• 70% reported 
– oncologists did not offer support in dealing 

with health problems secondary to cancer

• Only 30% reported• Only 30% reported
– oncologists willing to talk about secondary 

health problems
• did not have the adequate experience or 

information to provide guidance

Wolff SN, Hichols C, Ulman D, et al. Survivorship: an unmet need of the patient with cancer – implications of a
Survey of the Lance Armstrong Foundation (LAF) [abstract]. Proc ASCO 2005; 23(suppl):6032.



Beliefs of oncologists

• LAF Survey of oncologists
– 74% felt it was their responsibility to 

provide continuing care to survivors
– Only 31% address these needs 

through:through:
• Health maintenance
• Screening
• Preventative services



Care for Cancer Survivors
Survivorship Care N=7465

– Non-cancer-related health needs of cancer survivors 
are not a priority of many oncologists 

• 50% continue with oncologist for follow-up
• 8% oncologist alone
• 68% oncologist & primary

• Primary care alone
– Less likely to undergo cancer-related surveillance – Less likely to undergo cancer-related surveillance 

procedures
– More likely to receive

• eye exams, flu vaccines, cholesterol screening
• cervical screening 
• DEXA scans

• Oncologist alone
– Worse preventive care

Earle & Neville, 2004



Oncology Workforce Study
• Supply of oncology visits will rise about 14%

• Aging workforce
• Limited plans for new training slots

• Demand for visits will be up about 48% by 2020
• Aging population
• Increased cancer survivorship

• Project a shortfall of 2,550 to 4,080 oncologists by 2020
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IOM Report Identified Survivorship 
Needs:

1. Every survivor should receive a treatment summary 
and care plan at the end of treatment.

2. Prevention, surveillance and detection of 

IOM: From Cancer Patient to Cancer Survivor: Lost 
In Transition (2006)

2. Prevention, surveillance and detection of 
new and recurrent cancers.

3. Prevention, surveillance and detection for 
consequences of cancer and its treatment.

4. Coordination between specialists and primary care 
providers to ensure that survivor health needs are met.



LIVESTRONG Survivorship Center of 
Excellence Network

The LIVESTRONG COE Network is a collaborative 
effort of the LAF, cancer centers at leading 
medical institutions and their community 
affiliates to:

� Provide essential direct survivorship services� Provide essential direct survivorship services
� Increase the effectiveness of survivorship care 

through research, the development of new 
interventions and sharing of best practices



3 Community Based Affiliates per site



Community-Based Centers
Spokane, Anchorage, Harborview

• Shared charge of the FHCRC 
Survivorship Program & our CBCs
– To increase the accessibility of a range of 

LIVESTRONGTM

– To increase the accessibility of a range of 
survivorship services in community-based 
settings

– To meet the needs of traditionally 
underserved populations



ACCESS
Pediatric Hem/Onc

MOST
Medical Oncology

Women's Wellness
Center

Transplant
LTFU

CLINICAL

Outcomes

Chronic Disease
Functional Outcomes
Health Education/QOL

RESEARCH

Survivor Conference

Providers
Trainees
Survivors

Public

EDUCATION & COMMUNITY
AWARENESS

FHCRC Cancer Survivorship Program

Center LTFU

Prostate Cancer
Research Program

Pediatric Transplant
LTFU

Outcomes
Prevention
Treatment

Survivor Conference
Community Outreach

Philanthropy



Survivorship Program Basics:  
What do you need

• Program Manger: “committed champion”, RN, NP, 
administrator

• Nurse practitioner or PA 
• Dedicated MD or practice
• Knowledge of survivorship issues and follow-up 

guidelinesguidelines
• Ability to generate treatment summaries and 

survivor care plans (templates available)
• Referral services:  medical specialties and primary 

care, PT, nutrition, psychology, social work
• Resources to support, this will not make $



Models of Care
• Pediatric Follow-up Care Model

– Multidisciplinary
• Resource intense, not disease specific

• Adult Follow-up Care Models
– Multidisciplinary

• Resource intense, not disease specific

– Disease specific– Disease specific
• Breast, GI, Survivorship clinic

– Consultative service
• One time visit

– Integrated Care Model
• Survivorship care focused visits
• Transition to primary care



FHCRC/SCCA 
Survivorship Program Eligibility

� Off active treatment, without active oncologic 
disease

� All ages
� All diseases
� Any location of oncology treatment� Any location of oncology treatment
� Any referral source:

� Oncologist
� Primary care provider
� Self



Survivorship Clinical 
Evaluations

What do we look for?
Why?Why?



Age SocialGender
Genetics

Factors to be Considered in Risk of Late 
Effects of Therapy

Other 
Health

Lifestyle

CHEMOTHERAPY

SURGERY

RADIATION



Medical Concerns & Health Issues of 
Cancer Survivors

Medical Problems:
� Cardiovascular 

disease and 
cardiac failure

� Fatigue
� Osteoporosis and 

osteopenia
� Hypothyroidism

� Infertility
� Neurologic problems 

(balance, neuropathy, 
memory)

� GI (diarrhea, bloating, 
acid reflux) 

� Dental impairments� Hypothyroidism
� Premature 

menopause
� Pulmonary 

dysfunction
� Lymphedema
� Urinary 

incontinence

� Dental impairments
� Increased risk of 2 nd

cancers
� Recurrence



Other Common Concerns & 
Symptoms of Cancer Survivors

Symptoms and 
Functions:

� Restricted social and 
physical activities 

� Memory loss
� Muscle and joint 

Psychosocial Issues
� School
� Work
� Insurance
� Relationships

� Muscle and joint 
stiffness, weakness, 
cramps or pain

� Sexual dysfunction
� Fatigue / lack of stamina
� Distress and worry



Clinical Evaluations Include:

� Cancer Treatment Summary/Survivorship Care 
Plan

� Screening of history and needs

� History, physical examination and lab tests 
focused on long-term and late effects 

� Guidelines and recommendations for follow -up � Guidelines and recommendations for follow -up 
monitoring, with lifestyle / health maintenance 
education

� Subspecialty referrals as needed

� Communication back to primary oncologist and 
primary care provider



Survivorship Care Plan (1)

• Diagnosis: Cancer type, stage, histology, date 
and age at diagnosis 

• Care Providers: Treatment facility and oncology 
health care providers and PCP with contact 
information

• Treatment details: Chemotherapy, with selected 
cumulative doses, radiotherapy doses and 
fields, surgical procedures, blood product 
exposures



Survivorship Care Plan (2) 

• Complications on/off treatment with long-term 
implications

• Associated potential risks of treatment including 
second malignancy or specific organ toxicity 
with screening and follow -up recommendations with screening and follow -up recommendations 

• Sent to survivor and healthcare providers



Treatment Summary & Care Plan 
Templates

• ASCO 
– Provider oriented
– Breast & Colorectal

• www.asco.org
• word documents

• Journey Forward (www.journeyforward .org)• Journey Forward (www.journeyforward .org)

– Providers & Patients
– Collaborative effort

• National Coalition for Cancer Survivorship
• The UCLA Cancer Survivorship Center
• Wellpoint, Inc.
• Genentech



Treatment Summary & Care Plan 
Templates

• The Cancer Survivor’s Prescription for Living
– Developed by Oncology Nurses
– Guidelines for addressing persistent physical & 

psychosocial issues
– Cancer screening activities outlined– Cancer screening activities outlined
– http://tiny.cc/SFA8e

• requires handwritten input

• Institutional internal templates
– e.g., Abramson Cancer Center at Penn, Fred 

Hutchinson, MSKCC, University of Colorado, 
DFCI



Treatment Summary & Care Plan 
Templates

• LIVESTRONGTM Care Plan Powered by 
Penn Medicine’s OncoLink 
(www.livestrongcareplan.org)
– Patient-oriented tool
– Comprehensive individualized list of – Comprehensive individualized list of 

recommendations specific to primary cancer 
diagnosis & treatment received

• evidence & consensus-based
• IOM, COG, NCI, ASCO

– States that recommendations not intended to 
replace provider recommendations





� Unlike pediatric survivors, treatment guidelines are 
not standardized.

� Evidence-based guidelines for standard care of 
adult survivors do not exist.

� Research progress has focused on cross-sectional 

Challenges of Adult Survivor 
Guidelines for Care

� Research progress has focused on cross-sectional 
description of deficits or late effects.

� Risk factor and mechanisms research are 
in early stages.

� Clinical trials emphasis exercise/fatigue or stress.
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Long term effects and  Follow-Up care Recommendation
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Other ways Survivor 
populations can be 

reached… reached… 



Additional Resources and Outreach

• Cancer Survivorship for the Primary 
Care Clinician CME. First held June 
2009

• Moving Beyond Cancer to Wellness
patient educationpatient education
– Annual event for survivors

• Lecture series/Gilda’s Club
• Research 



Community resources, events, programs
� Website

� Quarterly Newsletter

� LIVESTRONG Challenge and other event 
participation

Outreach, Collaborations

participation

� Exercise and Thrive program with YMCA



Exercise and Thrive Program
• Foundation supported

• 10-week strength and fitness 
program for cancer survivors

• Now ongoing program with YMCA of 
Greater Seattle

– Program offered at 8 locations– Program offered at 8 locations

– Offered free of charge 

– Includes a membership for survivor 
and family for duration of program

• Extending program to more Y’s 
locally and regionally



A CB D E F

SURVIVORSHIP DATABASE
-Diagnostic information
-Treatment data
-Demographics
-Survivor Questionnaire*
-Biospecimen Repository*

SCCA/
MOST Treatment 

Summaries and 
Care Plans

FHCRC/SCCA Survivorship Network:  Virtual Survivors hip Clinic

Seattle -Biospecimen Repository*
*Research components

RESEARCH

Network Requirements
1. Enroll survivors on clinical 
protocol
2. Enter data for treatment 
summary and care plan

Other Network Resources
-Resource manual
-On-site training
-Survivor Conferences
-Provider Conferences
-Consultations
-Nutrition (SCCA)
-PT (SCCA)
-Psychological consultation (SCCA)
-Medical specialties
-Exercise & Thrive

Seattle 
Children’s



Phone: (206) 667-2814 or toll free 1-866-543-4272
E-mail: survivor@fhcrc.org


