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MFHP in Three Eras 

• 2004-2009 V.1 Basic functionality 

 

• 2009-2014 V.2 Interoperability and sharing 

 

• 2014- Current V.3 Interpretation of FHH  



Launch of the U.S. Surgeon General’s 

Family History Initiative in 2004  



 

 

 

Goals of the U.S. Surgeon 
General’s Family History 

Initiative 
1. Increase awareness of family history.  

 

2. Provide tools to gather, organize,  

evaluate, and communicate family 

history information. 

 

3. Increase genomics and health literacy to 

prepare for the coming era of health 

care. 





V.1 MFHP Characteristics 

• Larry Thompson’s team in the Office of the 

Director, NHGRI 

• 6 conditions - actionable 

• Desktop program, paper – data secure 

• Spanish/ English – low literacy 

• Pedigree - sharable 

 









V.1 MFHP Characteristics 

• Not much thought given to: 

– Standard vocabulary  

– Connectivity 

– Clinical decision support 

 

Cold Fusion?? 
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American Health Information 

Community (AHIC) 

AHIC is the public-private collaborative that sets priorities and oversees 

and/or endorses HIT standards, certification, the National Health 

Information Network, and policies on a national level.  

 

 Supported through the Office of the National Coordinator for Health 

Information Technology 

 Chaired by Secretary Leavitt and Dr. David Brailer 

 Seven work groups are now established involving over 100 experts and 

stakeholders – Biosurveillance, Electronic Health Records, Chronic Care, 

Consumer Empowerment, Confidentiality, Privacy and Security, Quality, and 

Personalized Health Care 

 Work groups develop recommendations to the AHIC and subsequently to 

the Secretary for action 

 Example: Executive Order requiring adoption of certification standards 

for electronic health records 

 

 

 





14 

Recommendation Approved by AHIC  

July 31, 2007 

Recommendation 1.0: 

 The Community should advance the area of Personalized Health Care as a 
Priority for Use Case Development. 

Recommendation 2.0: 

 An extension to the Harmonized Use Case for EHRs (Laboratory Results 
Reporting) should be developed to address the specific information needs in the pre-
analytic, analytic, and post-analytic phases of genetic/genomic tests.  This extension 
to the use case should additionally address the need for integrated data flow across 
the pre-analytic, analytic, and post-analytic phases of genetic/genomic testing and 
address both the EHR and Laboratory Information Systems. 

Recommendation 3.0: 

 A multi-stakeholder workgroup, including the private sector, federal health 
care providers, and federal Public Health Service agencies, should be formed to 
develop a core minimum data set and common data definition available for primary 
care collection of family health history information. 
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Recommendations Cont: 

Recommendation 3.1:  

 Additionally, studies should be performed as part of this collaboration as 
an evidence-base to determine the validity and utility of family health history risk 
assessment and management tools, clinical decision support tools, and how 
clinicians view this information as helpful for informing their medical decisions. 

Recommendation 3.2:  

 Federal agencies in conjunction with private health care organizations with 
similar interests and expertise sponsoring pilots in the area of family health history 
should be used to evaluate the core minimum data set and evidence-base 
developed through Recommendations 3.0 and 3.1. Health care providers involved 
in these pilots should also examine the feasibility of consumer-clinician exchange of 
family health history information between PHR and EHR systems. When possible, 
the pilots should test and implement the standards and architecture identified in the 
HITSP developed use case.  



Arriving at a core data set for FHH: 

• Achieved in 2008 by a public/private task force 

convened by the AHIC Personalized Health 

Care workgroup 

– About 40 participants representing a diverse group of 

18 stakeholders  

• Defined the minimum FHH data elements that 

every EHR and PHR should be able to capture 

• Did not specify data structures/terminologies for 

these elements  



Surgeon General's My Family Health Portrait 

Sponsoring Federal Agencies 
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• Indian Health Service 

• National Human Genome Research Institute 

• National Cancer Institute 

• Agency for Healthcare Research and Quality 

• National Institute of Diabetes and Digestive 

and Kidney Disorders 

• Office of Rare Diseases, National Institutes 

of Health 

• Substance Abuse and Mental Health Services 

Administration 

• National Office of Public Health Genomics,  

• Centers for Disease Control and Prevention 

• Office of the National Coordinator for Health 

Information Technology 

• Office of Minority Health 

• Office of the Surgeon General 

• Office of the Assistant Secretary for Planning 

and Evaluation 

• Federal Health Architecture (Veterans Health 

Administration and Department of Defense) 







August 24-26, 2009 

http://consensus.nih.gov/
http://www.hopkinscme.edu/
http://www.meetinglink.org/omar/Famhx/
http://www.cancer.gov/
http://www.nichd.nih.gov/
http://www.niaaa.nih.gov/
http://www.nida.nih.gov/
http://www.nimh.nih.gov/index.shtml
http://www.ninr.nih.gov/
http://www.nlm.nih.gov/
http://rarediseases.info.nih.gov/
http://orwh.od.nih.gov/
http://www.nhlbi.nih.gov/
http://www.hrsa.gov/
http://www.surgeongeneral.gov/
http://www.ahrq.gov/
http://www.cdc.gov/
http://nihlibrary.nih.gov/


 

 

 

Features: 

- Patient completed 

- Flexible content 

- Generates pedigree 

- Able to change ‘focus’ 

- Extensive usability 

testing and refinement 

- Freely available 

 

Deficits: 

- Is not able to collect 

entire data-set 

- Has no linkage to 

EHR  

- Does not interpret 

information 

- Does not use data-base 

www.surgeongeneral.gov/familyhistory/ 



V.2 MFHP 



Family Health History Initiative 
Update for Partners: 

Status Report & Planning Meeting 

October 20, 2008 



Family Health History Interoperability/Portability 
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FHH 

HL7 Standard 

FHH User 

EHRs (IHS,  

Intermountain, and 

Harvard Partners) 

Risk Tools 

(Harvard Partners) 

PHRs 



www.hhs.gov/ocr/privacy/familyhealthhistoryfaqs.pdf 
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Family Health History 
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Bottom-line 

• Consumer convenience and 

 control 

• Standards-driven 

• Portability, share-ability 

• EHR- and PHR-ready 

• Downloadable and customizable 



My Family Health Portrait 
Structured Data + Connectivity = Interoperability  

HealthVault Affiliates 

Structured Data 

Partners 

My Family Health Portrait Family Members 

Care Providers 

Save to… 





 

 

 

Features: 

- Patient completed 

- Flexible content 

- Generates pedigree 

- Able to change ‘focus’ 

- Extensive usability 

testing and refinement 

- Freely available 

 

Deficits: 

- Is not able to collect 

entire data-set 

- Has no linkage to 

EHR  

- Does not interpret 

information 

- Does not use data-base 

www.surgeongeneral.gov/familyhistory/ 



V.2 MFHP 



Family Health History Initiative 
Update for Partners: 

Status Report & Planning Meeting 

October 20, 2008 



Family Health History Interoperability/Portability 

34 

FHH 

HL7 Standard 

FHH User 

EHRs (IHS,  

Intermountain, and 

Harvard Partners) 

Risk Tools 

(Harvard Partners) 

PHRs 



www.hhs.gov/ocr/privacy/familyhealthhistoryfaqs.pdf 



36 Surgeon General's My Family Health Portrait 

 
 

Family Health History 

 

36 



37 



38 

Bottom-line 

• Consumer convenience and 

 control 

• Standards-driven 

• Portability, share-ability 

• EHR- and PHR-ready 

• Downloadable and customizable 



My Family Health Portrait 
Structured Data + Connectivity = Interoperability  

HealthVault Affiliates 

Structured Data 

Partners 

My Family Health Portrait Family Members 

Care Providers 

Save to… 
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Ideally electronic family health tools 

would-  

• Collect structured data for CDs 

 

• Utilize interoperable data structures 

   

• Aid with interpretation 

* 

* MFHP now does this! 
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V.3 MFHP 













MFHP- Conclusions 

• Millions of users to date 

 

• Some validation work 

 

• Major driver for standards development 

over time 

 

• Remains the most advanced tool that is 

entirely within the public domain 


