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Increased mortality in survivors 
• In the Bone Marrow Transplant Survivor Study (BMTSS) relative mortality was 

found to be 9.9 .  
• Relative mortality remained significantly elevated even at 15 years after HSCT 

(standardized mortality ratio [SMR] = 2.2). 
 

Bhatia, S., et al. Blood (2007). Late mortality after allogeneic hematopoietic cell transplantation and functional 
status of long-term survivors: report from the Bone Marrow Transplant Survivor Study. 
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Other causes*
Graft rejection
Hemorrhage
Secondary malignancy
Interstitial pneumonitis
Organ failure
Infection
GVHD
Recurrent or persistent disease

Cause of mortality in >2 year survivors with AML, n=1479 
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TIMEFRAMES FOR POST SCT COMPLICATIONS 
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Potentially lethal complications 
• only observational studies 
• pathobiology poorly understood 
• latency measurable in decades 
• no data on effective prevention 



The NIH Late Effects Initiative 
OBJECTIVES 
• to define the critical issues and barriers in the field 
• to set research priorities for future effort and funding 
• create a successful organizational framework for studying late–effects 
(biology, observational and interventional trials)   
 

METHODS 
•Collaborative: International, multidisciplinary, ped/adult, federal/ 
ASBMT/CIBMTR/NMDP/advocacy groups 
•Follow the successful template for chronic GVHD project 
•WGs in 6 critical areas unique to transplant and avoiding overlap with cGVHD 
 

Health Care Delivery 
Research Methodology & Study Design 
New Malignancy 
Quality of Life and Psychosocial Outcomes 
Immune Dysregulation & Pathobiology 
Vascular & Metabolic 



1. FOCUS: only the most critical challenges- Hi frequency but minor VS less 
common but lethal VS biologically interesting 

 
1. POTENTIAL IMPACT: How will the selected focus advance the science 

OR change guidelines/clinical care/standard approach?  
 

2. METRICS: How would you measure impact in the short term and, 
ultimately, long term health outcomes?  

 
1. LONG TERM VISION: Do not be limited by where the field is now but 

define what you want it to be. 
 
1. BORROW FROM OTHER DISCIPLINES:   

 Parallel survivorship efforts in pediatric oncology & HIV. 
 Reach out to subject matter experts as needed outside the WC. 

 
1. CONTRIBUTION TO OTHER FIELDS: Unique problems (scientific or 

infrastructural) in this field may lead to generalizable solutions. 

Guidance for Working Committees 
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PROGRESS TIMELINE 

Steering committee 
  
 
Planning Meeting: (ARLINGTON, VA) 
Steering committee, WC chairs, federal stakeholders, ex-officio 
(ASBMT/CIBMTR/NMDP) 
  
 
Working Committee Teleconferences  
 
 
Working Committee Draft Presentations: Tandem BMT 
conference, Honolulu, HI, 2016  WC draft presentations   
 
 
Final NIH Consensus Conference:  
NCI, Shady Grove 

June 26, 
2015 

March, 
2015 

Aug ’15 to 
Jan ’16 

Feb  ’16 

June 21-22 
2016 



DELIVERABLE OUTCOMES 
 
1. Consensus conference at NIH, summer 2016 

 
2. Conference proceedings, BBMT 

 
3. Research prioritization- program announcements 

 
4. Consortium of interested centers to study late effects 

(trials, data, biological samples) 
 
1. Impact on registry data collection, transplant 

outcomes assessment, clinical trials 
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