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Long-term survival….some examples

‣Hodgkin lymphoma
‣Acute lymphoblastic leukemia
‣Testicular Cancer 
‣Early stage breast cancer

‣All require systemic therapy +/- radiation
‣All with long-term survival in excess of 85%
‣All can occur in young people with long potential life expectancy



4

What do we know……

‣ Children’s Oncology Group (COG)
• Very good data on long-term effects for childhood cancers

‣ For Adults…..
• No systematic way to accrue data
• We know only patchwork data

Hodgkin Lymphoma as a paradigm
• Median age at presentation = 26 years
• Generally treated with chemotherapy (anthracycline based) +/- radiation
• Long-term remission > 85%
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Hodgkin Lymphoma – Case Study
‣ 1983, age 21, Hodgkin Lymphoma, Stage IIA, splenectomy, MOPP x 6, mantle and para-aortic radiation

‣ 1987, age 25 – thyroid failure, and oral replacement – 4 years after diagnosis

‣ 1994, age 32 – breast ca – T1c, N0, bilateral mastectomies, CMF chemotherapy - 11 years after diagnosis

‣ 2006, age 44 – fibroblastic proliferation left posterior back (in radiation field), most consistent with extra-abdominal desmoid tumor – resected 
with poorly healing wound - 23 years after diagnosis

‣ 2009, age 47 - > 40 colon  sessile serrated polyps - 26 years after diagnosis

‣ 2010, age 48 – Barrett’s esophagus – 27 years after diagnosis

‣ 2012, age 50 – coronary artery disease, tachy-arrhythmias, intermittent complete heart block, permanent pacemaker placement, continued 
exertional dyspnea, aortic valve replacement - 29 years after diagnosis

‣ 2015, age 53 – total colectomy due to increased pre-malignant polyps - 32 years after diagnosis

‣ 2017. age 55 – neck muscle weakness, cervical/thoracic kyphosis - 34 years after diagnosis
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Hodgkin Lymphoma – Case Study – 34 years of follow-up

‣ In 1983……
• We didn’t know about the risk of second cancers, including breast ca (except acute leukemia)
• We didn’t know about the cardiac complications of radiation

– Coronary artery disease
– Valvular disease
– Conduction defects
– Autonomic dysfunction

• We didn’t know about neck and spine effects

But we are much smarter now!!
• Are we?  Probably not.
• What are the long-term effects of check point inhibitors?
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Second Malignancies after Hodgkin treatment – things are NOT getting better

Schaapveld, The Netherlands, NEJM 2015
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Hodgkin Lymphoma – Disease Control vs Survival

Meyer, NCIC, NEJM 2012
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What are our data gaps……..
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Why do we need to do better at data acquisition??…….

‣How will we be able to learn more quickly about short and long-term 
toxicities and co-morbidities  - particularly new therapies?

‣How will we be able to tell patients what to expect?

‣How will we be able to compare treatments on what really matters?

‣How will we be able to evaluate new therapies and interventions 
designed to improve patient outcomes?
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What do we need to accomplish this??…….

‣ PROs linked to EHR and registry data
• Survival without QoL only half the story

‣Way to better capture toxicities and co-morbidities as structured EHR data

‣Way to follow patients over years and across sites of care
• Including patients enrolled on clinical trials

‣ Need databases combining data from multiple sources –
• EHRs (RWE), registries, clinical trials, genomics, claims, etc 

How can Amazon know more about us than we know about our cancer patients?
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