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Family History WG Meetings 
 

Goals:   

 

 To develop and agenda to advance family health history 

use in the clinic 

 To develop ideas for that may be responsive to an RFA or 

that could be initiated by this group 

 

 Dec 2011 – GM II 

 Jan 2012 

 Feb 2012 

 April 2012 



Why? 



Who? 

 David Adam 

 Jonas Almeida  

 Ebony Bookman 

 Deanna Cross 

 Adam Davis 

 David Dimmock 

 Corina Din-Lovinescu  

 Andy Faucette 

 Greg Feero  

 Jennifer Geurtz 

 Geoff Ginsburg  

 Cathy McCarty 

 

• Lori Orlando 

• Diana Paltoo 

• Teji Rakhra-Burris 

• LH Rogers 

• Maren Scheuner  

• Maureen Smith  

• Jeff Struewing  

• Murugu Manickam 

• Marc Williams  

• Janet Williams 

• Graham Wood 

• David Valle  

 



Where? 

 Duke University 

 Geisinger Health System (E) 

 Essentia Institute for Rural Health 

 Intermountain Health Care 

 Johns Hopkins University 

 Marshfield Clinic (E) 

 Medical College of Wisconsin 

 Morehouse 

 NHGRI 

 NHLBI 

 Northwestern University (E) 

 Ohio State University 

 University of Alabama 

 Veterans Administration 

 



Dec 2011 - Topics 

 Develop an outcomes research agenda 

 Implementation science to integrate FH into the clinical 

workflow 

 Advisory Group on FH 

 Information interface and education of providers  

 Explore electronic media tools to help patients and 

families create their own family  

 Validation of family history information 

 Building risk models with all the data  
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The Bake Off  





MeTree 

 Collects 3 generation family history 

 48 diseases 

 Decision support for 4 pilot diseases:  
  Breast cancer   Colon cancer 

  Ovarian cancer   Thrombosis 

 Generates reports: 

Pedigree     Provider report 

Tabular FH    Patient report 













Tabular Family 

History Display 

Example (partial 

report): 



Sample Patient Report 

Talk With Your 

Doctor About: 

Why? More Information 



Recommended Actions 

Indications 

Points to Consider 



 





 



Application Demo 





Application Demo 



 



MeTree  

vs  

Our Family 

Health 



Idea # 1:  STTR/SBIR with EPIC 

Overall Goal:  To evaluate the ability to integrate family history software and 

decision support tools with an electronic medical record 

 

 Standards 

 Identify the gaps 

 Examine the workflow 

 Meaningful use (Medicare/Medicaid EHR Incentive Program) 

 Collection methods 

 Validate the information 

 Integration of third party applications 

 Interoperability 

 Representation of the FH in the EMR – making it readable 

 

 Recommendation:   To link to Clinical Decision Support Consortium  

 http://www.partners.org/cird/cdsc/ 

 Open CDS www.opencds.org 

http://www.partners.org/cird/cdsc/
http://www.partners.org/cird/cdsc/
http://www.opencds.org/


Idea # 2:  Social 
Networking/Computing for FHH Data 
Acquisition 

Overall Goal:  To use social media to capture family history data and 

transmit to providers 

 

 Application Program Interface established – Jonas Almeida UAB 

 Informatics research prototype  

 Cloud computing to collect and manage FHH 

 Hosting and control of the process entirely by the patient 

 Can use the Surgeon General’s FHH Tool 

 Connected distribution of FHH among those being described 

 GitHub and Google Code – deliver the FHH application to the patient’s 

Google.com account 

 Partnership with provider organization to access information 

 

 

http://www.youtube.com/watch?v=KwNBgyO2gzI 



Idea #3:  FHH Intervention and Outcomes 

Overall Goals:  

 To optimize the collection of patient-entered electronic FHH data and 

its export to clinical decision support tools and into the EHR.  

 To measure and demonstrate improved outcomes as a result of an 

FHH intervention at various stakeholder levels  

 

 Settings:   

 Primary care and emergency department 

 Rural practices 

 Underserved practices 

 Educational (teaching hospital) practices  

 “Does an intervention work under usual conditions?”  

 Probable study design:  Pragmatic cluster randomized trial  



2012: 
FHH Intervention for CVD Risk Assessment 



Major Findings 

Summary: 

 Pragmatic cluster randomized trial 

 748 adult patients 

 No previously diagnosed CVD 

 24 primary care practices 

 FHH collection using mailed questionnaires 

 Identified more high risk patients eligible for targeted intervention than 

did usual care (4.3% vs 0.3%) 

 No long term clinical outcomes 

 

Key Messages: 

 Systematic collection of family history data is feasible 

 Could improve cardiovascular risk assessment and target patients at 

high risk for preventive interventions 



 

Information, Participant and Evaluation Flow 



Outcome Measures 



Next Steps 

 More discussion tonight 

 Develop subgroups and work plans for 3 ideas (or more) 

 Respond to demonstration project RFA 

 Link to sequencing WG 

 Mendelian traits 

 Complex traits 

 Seek advice from distinguished colleagues and invited guests 

 


