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DPH-GO welcomes you to:


Incorporating Family History
into Your


Health Promotion Efforts


May 14, 2009 9:00am – 12:00pm


CVH, Middletown







DPH-Genomics Office
 Genomics Webpage link with DPH website at 


http://www.ct.gov/dph
Includes:


– What’s New – Colorectal Cancer Resource Information
– Education & Training-i.e. 6 Weeks to Genomic Awareness
– FAQ’s
– Family Health History
– Genomics Publications:


• Family Health History & Chronic Disease workbook  & guide
• CT Genomics Action Plan, and two-year status update
• Genetics Resources Directory
• Understanding Genetics:  A NE Guide for Patients and 


Professionals 
• Glossary of Common Genetic Terms   - and MORE







Family Health History


Where to begin?


Mr. & Mrs. George Fry







Family Health History Today


 Why is Family Health History important?
 How can I learn about my FHH?
 What information should be collected?
 What aspects of family history affect disease risk?
 Are there tools to assist in FHH collection?
 What do you do with FHH once collected?
 What will my health provider do with FHH 


information once it is collected?
 Could collecting one’s FHH be harmful?
 How can FHH collection be promoted?


Let’s turn to our panel of experts for answers…







Family Health History


OUTREACH STRATEGIES
Promoting FYY as a prevention 


strategy in:
Families


Communities
Clinical Settings


Diverse populations







Brainstorming Exercise: Let’s use it!
 Identify target audience


– Who will be the focus of your FHH outreach effort?


 Identify goal(s) 
– What do you hope to accomplish within this population?


 Identify issues for consideration
– What issues do you need to be aware of in designing your 


outreach?


Design a strategic methodology
– What approach will provide the desired outcomes, how will 


you connect with this population or community?


Brainstorm needed resources
– What do you need to initiate the outreach effort?


Identify a minimum of three elements.







Group Reports


Common goals?
Common issues?
Common themes?
Common needs?


Thanks for sharing







Incorporating Family History
into Your


Health Promotion Efforts


 Be sure to sign out
 Please complete your session evaluation 


on CT TRAIN and you will be mailed 
your Certificate of Completion


Thank you








Collecting and Using Family History In Collecting and Using Family History In 
Assessing RiskAssessing Risk


Susan Capasso, Ed.D., C.G.C.Susan Capasso, Ed.D., C.G.C.
Robin C. Schwartz, M.S., C.G.C.Robin C. Schwartz, M.S., C.G.C.


May 14,2009







Objectives?Objectives?
Why family history is important to Why family history is important to 


you and your patientsyou and your patients
How to take and interpret a family How to take and interpret a family 


historyhistory
The various new tools available for The various new tools available for 


compiling a family historycompiling a family history
What to do with this information What to do with this information 







Personalized MedicinePersonalized Medicine


An accurate family history including family An accurate family history including family 
pedigree remains the fundamental tool to pedigree remains the fundamental tool to 
use in designing an individualized use in designing an individualized 
management and treatment plan for management and treatment plan for 
patientspatients







The Family HistoryThe Family History


The American Medical Association has The American Medical Association has 
stated that the family tree has become the stated that the family tree has become the 
most important genetic test of all and is most important genetic test of all and is 
the first line of actionthe first line of action







Family HistoryFamily History


 Can improve patient care by:Can improve patient care by:
 Early ID of increased risk for chronic diseases Early ID of increased risk for chronic diseases 


or cancer and can often improve, delay or or cancer and can often improve, delay or 
even prevent adverse outcomeseven prevent adverse outcomes


 Reveals patterns of inheritanceReveals patterns of inheritance
•• Information for other family membersInformation for other family members


 Provides information to help make decisions Provides information to help make decisions 
about reproductionabout reproduction







Desirable Features in a Family History Desirable Features in a Family History 
ToolTool


 SelfSelf--administered (information gathering)administered (information gathering)
 Simple  (simplicity varies)Simple  (simplicity varies)
 AdaptableAdaptable
 Interprets risk   (+/Interprets risk   (+/--))
May be useful for targeting interventionsMay be useful for targeting interventions
 Ideally, tied to resources for riskIdeally, tied to resources for risk--


appropriate prevention (medical, appropriate prevention (medical, 
community)community)







The Family PedigreeThe Family Pedigree


 Three to four generationsThree to four generations
 First, secondFirst, second and ideally third degree relativesand ideally third degree relatives
 Used standardized pedigree symbolsUsed standardized pedigree symbols
 Gather information bout both paternal and maternal Gather information bout both paternal and maternal 


lineageslineages
 Include information about ancestry/ethnicityInclude information about ancestry/ethnicity
 Document pertinent information about the individuals Document pertinent information about the individuals 


with the condition in questionwith the condition in question
 Include original country of originInclude original country of origin







Constructing a PedigreeConstructing a Pedigree


 The “patient” ( The “patient” ( probandproband, , proposituspropositus, index case), index case)
 ChildrenChildren
 SiblingsSiblings


 Nieces and nephewsNieces and nephews


 Parents Parents 
 Grandparents on each side at a time. Include: Grandparents on each side at a time. Include: 
 Aunts and uncles Aunts and uncles 


 Cousins Cousins 







How to Take a Family HistoryHow to Take a Family History







The Family Pedigree: A tool to The Family Pedigree: A tool to 
graphically organize important family graphically organize important family 
medical information and relationshipsmedical information and relationships







Constructing a PedigreeConstructing a Pedigree


 Age or date of birth  Age or date of birth  
Medical problems such as: Medical problems such as: 


 Cancer Cancer 
 Heart disease Heart disease 
 Diabetes Diabetes 
 Asthma Asthma 
 Mental illnessMental illness
 And features of possible syndromes (in And features of possible syndromes (in 


a more higha more high--risk context)risk context)







Constructing a PedigreeConstructing a Pedigree


 Note the ages at which the conditions Note the ages at which the conditions 
occurredoccurred


 Birth defects such as Birth defects such as spinaspina bifida, cleft lip, bifida, cleft lip, 
heart defects, othersheart defects, others


 Learning problems, mental retardationLearning problems, mental retardation
 Vision loss/hearing loss at a young age  Vision loss/hearing loss at a young age  
 For family members with known medical For family members with known medical 


problems, record if they smoked, their diet problems, record if they smoked, their diet 
and exercise habits, and if they were and exercise habits, and if they were 
overweight   overweight   











Possible InterventionsPossible Interventions


 Earlier and more frequent screeningEarlier and more frequent screening
 Education about symptomsEducation about symptoms
 Preconception or prenatal informed Preconception or prenatal informed 


decisiondecision--makingmaking
 Prophylactic surgeryProphylactic surgery
 Environmental/lifestyle changes:Environmental/lifestyle changes:


 Take or avoid certain medicationsTake or avoid certain medications
 Lifestyle changes (diet, exercise, habits)Lifestyle changes (diet, exercise, habits)







Case #1:Case #1:


 Michael, a 16Michael, a 16--yearyear--old male, comes to you old male, comes to you 
for evaluation of two episodes of "nearly for evaluation of two episodes of "nearly 
fainting" in the last week while playing fainting" in the last week while playing 
football. Michael has been on the varsity football. Michael has been on the varsity 
team for two years. Histeam for two years. His past medical history past medical history 
is unremarkable. is unremarkable. 


 A systems review reveals no obvious cause A systems review reveals no obvious cause 
for his near syncope. for his near syncope. However, you detect a However, you detect a 
systolic murmur at the left systolic murmur at the left sternalsternal border. A border. A 
statstat electrocardiogram shows ventricular electrocardiogram shows ventricular 
hypertrophy, deep Q waves and cardiac hypertrophy, deep Q waves and cardiac 
ischemia.ischemia.







Case #1 Continued:Case #1 Continued:


A subsequent echocardiogramA subsequent echocardiogram shows a shows a 
septum measuring 17 mm, consistent septum measuring 17 mm, consistent 
witwith a diagnosis of hypertrophich a diagnosis of hypertrophic
cardiomyopathycardiomyopathy (prevalence 2 per 1000 (prevalence 2 per 1000 
in young adultsin young adults.).)


Q.Q. How could family history help you treat How could family history help you treat 
this patient?this patient?


Case from March of Dimes, source re: hypertropic cardiomyopathy 
Maron, BJ et al. Circulation. 1995 Aug 15;92(4):785-9







Case #1 Outcome: Case #1 Outcome: 


A. A. In reviewing the extendedIn reviewing the extended familyfamily
history,history, you learn thatyou learn that Michael has an Michael has an 
older sisterolder sister (age 18) and a brother (age 18) and a brother 
(age 20), both in good(age 20), both in good health. Michael's health. Michael's 
father diedfather died at age 39 in a car accident at age 39 in a car accident 
after a sudden heart attack at the wheel after a sudden heart attack at the wheel 
and Michael's paternal fiand Michael's paternal first cousin died rst cousin died 
while playing tennis at the age of 15. while playing tennis at the age of 15. 


March of Dimes, Genetics and Your Practice Online







1820


d. 39 heart attack while driving


16 
Syncope 2x
Systolic murmur
Ventricular hypertrophy, 
deep Q waves, cardiac ischemia


d. 15 playing 
tennis


Case # 1 Pedigree







Case #1 Outcome Cont.:Case #1 Outcome Cont.:


 This family history is suggestive of an This family history is suggestive of an 
autosomal dominant type of autosomal dominant type of 
cardiomyopathycardiomyopathy for which Michael's for which Michael's 
siblings and other family members are at siblings and other family members are at 
risk. This information helps provide risk. This information helps provide 
family members with a more accurate family members with a more accurate 
risk assessment, and allorisk assessment, and allows for medical ws for medical 
intervention and careful monitoring of intervention and careful monitoring of 
affected and ataffected and at--risk relatives, such as risk relatives, such as 
Michael's two siblings.Michael's two siblings.







Lifetime & increased risks for selected adult cancersLifetime & increased risks for selected adult cancers
 Breast cancer:  General population lifetime risk: 12.3%Breast cancer:  General population lifetime risk: 12.3%


Women are considered at increased risk if they have: Women are considered at increased risk if they have: 
 A mother, sister(s), daughter(s) with breast ca, especially if  A mother, sister(s), daughter(s) with breast ca, especially if  dxdx. . 


< 50< 50
 A father &/or paternal relatives (grandmother or aunts) with A father &/or paternal relatives (grandmother or aunts) with 


breast ca, especially if dx. <50breast ca, especially if dx. <50
 Maternal relative (grandmother or aunts) with breast cancer, Maternal relative (grandmother or aunts) with breast cancer, 


especially if especially if dxdx. <50. <50
 A family history of breast &/or ovarian ca &/or colon and rectumA family history of breast &/or ovarian ca &/or colon and rectum


ca in multiple generationsca in multiple generations


 Ovarian cancer:  General population lifetime risk: 1.4%Ovarian cancer:  General population lifetime risk: 1.4%
Women are considered at increased risk if they have: Women are considered at increased risk if they have: 
 A mother &/or sister(s), daughter(s) or grandparent(s) with A mother &/or sister(s), daughter(s) or grandparent(s) with 


breast &/or ovarian ca, especially if one or more is breast &/or ovarian ca, especially if one or more is dxdx. < 50. < 50
 A personal or family history of breast, endometrial, or colorectA personal or family history of breast, endometrial, or colorectal al 


cancercancer
EberlEberl, MM, et al. Journal of Am Board of Family Practice 2005; 18:211, MM, et al. Journal of Am Board of Family Practice 2005; 18:211--217217


SEER Cancer Statistics Review, 1975SEER Cancer Statistics Review, 1975--20042004, National Cancer Institute, National Cancer Institute







Lifetime & increased risks for selected adult cancersLifetime & increased risks for selected adult cancers


 Colon cancer:  General population lifetime risk: 5.4%Colon cancer:  General population lifetime risk: 5.4%
Individuals are considered at increased risk if they have:Individuals are considered at increased risk if they have:
 A 1st degree relative with ca of the colon or rectumA 1st degree relative with ca of the colon or rectum
 A maternal or paternal relative with colorectal ca, especially iA maternal or paternal relative with colorectal ca, especially if f dxdx


<50<50
 A family history of multiple generations affected by ca of the A family history of multiple generations affected by ca of the 


uterus, breast, &/or ovary among 1st or 2nd degree relativesuterus, breast, &/or ovary among 1st or 2nd degree relatives


 Prostate Cancer:  General population lifetime risk: 16.7%Prostate Cancer:  General population lifetime risk: 16.7%
Men are considered at increased risk if they have:Men are considered at increased risk if they have:
 A father, brother, or son with prostate caA father, brother, or son with prostate ca
 A mother or sister with ovarian caA mother or sister with ovarian ca
 A family history of breast &/orA family history of breast &/or ovarian ca(s) among 1st or 2nd ovarian ca(s) among 1st or 2nd 


degree relativesdegree relatives


EberlEberl, MM, et al. Journal of Am Board of Family Practice 2005; 18:211, MM, et al. Journal of Am Board of Family Practice 2005; 18:211--217217
SEER Cancer Statistics Review, 1975SEER Cancer Statistics Review, 1975--20042004, National Cancer Institute, National Cancer Institute







Hereditary Cancer Risk Assessment Hereditary Cancer Risk Assessment 
and   Genetic Counselingand   Genetic Counseling


 Full pedigree analysis and risk assessmentFull pedigree analysis and risk assessment


 Discussion of:Discussion of:
 Personal cancer risks based on family historyPersonal cancer risks based on family history


 Genetic testing options and risk of mutationGenetic testing options and risk of mutation


 Benefits, risks and limitations of genetic testingBenefits, risks and limitations of genetic testing


 Personalized, riskPersonalized, risk--based screening and screening based screening and screening 
optionsoptions


 Support resourcesSupport resources







How much breast cancer is How much breast cancer is 
hereditary?hereditary?


70%
20%


10%


Sporadic
Familial
Hereditary


Breast cancer







Myth:Myth:
 A person with A person with 


cancer must have cancer must have 
the gene mutation.the gene mutation.


Fact:Fact:
 Hereditary breast Hereditary breast 


and ovarian cancer and ovarian cancer 
is rare.is rare.







Causes of inherited Causes of inherited 
susceptibility to breast cancersusceptibility to breast cancer


28%


37%


35%


BRCA1
BRCA2
other genes or unknown


5%


80%


15%


Ford D. et al.  Am J Hum Genet. 1998;62:676-689 


Families with site- specific 
breast cancer


Families with breast 
and ovarian cancer







Case #3:Case #3:


 A 30A 30--yearyear--old Jewish woman asks about old Jewish woman asks about 
the "breast cancer gene." She read that the "breast cancer gene." She read that 
Jewish women may be more likely to have Jewish women may be more likely to have 
this “gene”. Her paternal grandmother & this “gene”. Her paternal grandmother & 
aunt’s daughter both had breast cancer at aunt’s daughter both had breast cancer at 
50 and 42, respectively. 50 and 42, respectively. She assumes She assumes 
their cancers do not affect her risk. their cancers do not affect her risk. Her Her 
father is in good health at 62. father is in good health at 62. 







Case #3 pedigree:Case #3 pedigree:







Case #3 points to consider:Case #3 points to consider:


Q.Q. What if further exploration of family What if further exploration of family 
history reveals additional cases of history reveals additional cases of 
cancer? Let's assume that further cancer? Let's assume that further 
exploration of the family history exploration of the family history 
reveals ovarian cancer in two reveals ovarian cancer in two 
relatives, as follows:relatives, as follows:







Case #3 new pedigree:Case #3 new pedigree:







Case #3 Outcome Cont.:Case #3 Outcome Cont.:


A.A. This additional family history is This additional family history is 
significant, because it greatly significant, because it greatly 
increases the likelihood that a  increases the likelihood that a  
BRCA1BRCA1 or or BRCA2BRCA2 mutation is present mutation is present 
in the family.in the family.


 Refer to a genetic counselor for Refer to a genetic counselor for 
possible genetic testing.possible genetic testing.


www.www.genetestsgenetests.org.org







Characteristics of Hereditary Colorectal CanceCharacteristics of Hereditary Colorectal Cance
Multiple relatives with colorectal cancerMultiple relatives with colorectal cancer


 One or more diagnosed at an early age One or more diagnosed at an early age 
(<50)(<50)


 Sequential generations affectedSequential generations affected
 Other cancers in the family known to Other cancers in the family known to 


be associated with CRC (uterine, be associated with CRC (uterine, 
ovarian, GI)ovarian, GI)


Multiple primary tumors or multiple Multiple primary tumors or multiple 
adenomatous polypsadenomatous polyps


 EGAPP recommendations to study EGAPP recommendations to study 
tumortumorGenetics and Primary Care: Familial Cancer Risk Assessment, MOD







brcabrca
dxdx 30s?30s?


Bladder Bladder 
ca ca dxdx
6060’’ss


Ovarian, 40Ovarian, 40


3745


Lung ca


46 43


Uterine, 43


41 39


Adenomatous 
polyp


d. 62d. 62
CRC, CRC, dxdx 5050’’ss
Prostate caProstate ca


Affected with 
cancer


uterine 44
s. breast 46
Renal 46


Would you refer this 
patient?
What is the likely 
genetic diagnosis?
What is the risk of 
colon cancer?







Cancer Risks in HNPCCCancer Risks in HNPCC


AarnioAarnio M et al. M et al. IntInt J CancerJ Cancer 64:430, 1995 64:430, 1995 


% % 
with with 


cancercancer


100100


8080


6060


4040


2020


00
2020 4040 6060 808000


Age (years)Age (years)


Colorectal Colorectal 78%78%


Endometrial Endometrial 43% 43% 


Stomach Stomach 19%19%
Biliary tract Biliary tract 18%18%
Urinary tract Urinary tract 10%10%
Ovarian Ovarian 9%9%


ASCO







Case #4:Case #4:


A healthy 40 year old woman requests A healthy 40 year old woman requests 
diabetes testing, as “it runs in her family.” diabetes testing, as “it runs in her family.” 
Her mother died at age 70 of diabetic Her mother died at age 70 of diabetic 
complications and  her grandmother complications and  her grandmother 
developed diabetes late in life.  The patient developed diabetes late in life.  The patient 
also mentions that her father died in his early also mentions that her father died in his early 
40s of colon cancer, and her paternal 40s of colon cancer, and her paternal 
grandfather had colon cancer.grandfather had colon cancer.


Q:Q: How does family history help you to treat How does family history help you to treat 
this patient?this patient?







Case #4 PedigreeCase #4 Pedigree


40


D. 70 
diabetic 
complications


D. Early 40’s 
colon cancer


D. Colon cancer


Colon cancer


Diabetes


Diabetes later in life







Case #4 Outcome:Case #4 Outcome:


A:A: Based on this information, you Based on this information, you 
recommend screening for diabetes AND recommend screening for diabetes AND 
colon cancer.  The patient is shocked, colon cancer.  The patient is shocked, 
assuming colon cancer “only runs in the assuming colon cancer “only runs in the 
men in our family.” men in our family.” 


Family history allowed an opportunity to Family history allowed an opportunity to 
screen this patient for all conditions for screen this patient for all conditions for 
which she is at risk, and provided an which she is at risk, and provided an 
opportunity for education about the opportunity for education about the 
genetics of colon cancer.genetics of colon cancer.







Case #5:Case #5:


 A 45 yr. old male patient, Mr. Y has A 45 yr. old male patient, Mr. Y has 
come to discuss an upsetting incident come to discuss an upsetting incident 
while on vacation. While away, he while on vacation. While away, he 
found himself unable to remember found himself unable to remember 
the name of his hotel while out the name of his hotel while out 
jogging. He had to call home and ask jogging. He had to call home and ask 
his daughter for help.  his daughter for help.  







Case #5 Cont.:Case #5 Cont.:
 He denies drug use of any kind, drinks He denies drug use of any kind, drinks 


moderately, and recently had an annual moderately, and recently had an annual 
physical examination, with all results physical examination, with all results 
normal. He jogs 30 minutes a day. normal. He jogs 30 minutes a day. 
Physical examination is unremarkable. Physical examination is unremarkable. 
There are no focal neurological signs. He There are no focal neurological signs. He 
is unable to remember three objects. He is unable to remember three objects. He 
knows his name and telephone number knows his name and telephone number 
but has trouble with his birthday, his but has trouble with his birthday, his 
address, and the name of the President address, and the name of the President 
of the U.S.of the U.S.







Case #5 Cont.:Case #5 Cont.:
Asked to describe the details of what Asked to describe the details of what 
happened in San Francisco, he says, "The happened in San Francisco, he says, "The 
same thing happened to my mother." He same thing happened to my mother." He 
has difficulty telling his mother’s story. has difficulty telling his mother’s story. 
Mrs. Y explains that Mr. Y's mother, age Mrs. Y explains that Mr. Y's mother, age 
65 years, has 65 years, has been in a nursing home for been in a nursing home for 
the past five years, with a diagnosis of the past five years, with a diagnosis of 
Alzheimer’s disease. She also notes that Alzheimer’s disease. She also notes that 
Mr. Y has been under considerable Mr. Y has been under considerable 
pressure at work, with his boss finding his pressure at work, with his boss finding his 
performance unsatisfactory.performance unsatisfactory.
Q.Q. How can family history help treat this How can family history help treat this 
patient?patient?







Case #5 Outcome:Case #5 Outcome:


A.A. A threeA three--generation family history generation family history 
would be helpful in determining the would be helpful in determining the 
likelihood of autosomal dominant likelihood of autosomal dominant 
earlyearly--onset AD in Mr. Y's family. onset AD in Mr. Y's family. 







Case #5 Pedigree:Case #5 Pedigree:







Case #5 Outcome Cont.:Case #5 Outcome Cont.:


 This family history is consistent with autosomal This family history is consistent with autosomal 
dominant inheritance of earlydominant inheritance of early--onset Alzheimer’s onset Alzheimer’s 
disease.disease.
 Disease occurs in successive generationsDisease occurs in successive generations
 Both males and females are affected. Both males and females are affected. In each In each 


generation, approximately equal numbers of generation, approximately equal numbers of 
individuals are affected and unaffectedindividuals are affected and unaffected


 Given his symptoms and his family history, Mr. Given his symptoms and his family history, Mr. 
Y has earlyY has early--onsetonset autosomal dominant autosomal dominant 
Alzheimer’s disease and should be referred for Alzheimer’s disease and should be referred for 
genetic counselinggenetic counseling


www.www.genetestsgenetests.org.org







AsthmaAsthma
 In a large survey of 33 studies, a family In a large survey of 33 studies, a family 


history of asthma in one or more firsthistory of asthma in one or more first--
degree relatives was consistently identified degree relatives was consistently identified 
as a risk factor for asthmaas a risk factor for asthma


 Asthma is more prevalent in Hispanics and Asthma is more prevalent in Hispanics and 
AfricanAfrican--Americans than Caucasians in USAAmericans than Caucasians in USA


 Asthma is more prevalent in boys than girlsAsthma is more prevalent in boys than girls


Burke, Wylie et al, Am J Prev Med, Vol. 24, (2), Feb. 2003, Pgs 160-169







Type 1 DiabetesType 1 Diabetes
 Background population risk: 1/50Background population risk: 1/50--1/1001/100


 Average risk to sibs: 1/17Average risk to sibs: 1/17


 Offspring of a male with Type I diabetes have 1/17 riskOffspring of a male with Type I diabetes have 1/17 risk


 Offspring of a woman diagnosed <25 years old is 1/25; but Offspring of a woman diagnosed <25 years old is 1/25; but 
offspring of woman >25 years is 1/100offspring of woman >25 years is 1/100


 Risk for child doubles if parent developed diabetes before Risk for child doubles if parent developed diabetes before 
11 years of age11 years of age


 If both parents have diabetes, child’s risk is 1/4 to 1/10If both parents have diabetes, child’s risk is 1/4 to 1/10


www.diabetes.org/genetics.www.diabetes.org/genetics.jspjsp







Type 2 DiabetesType 2 Diabetes


 5.7% prevalence5.7% prevalence


 Higher in Hispanics, Native Americans, Higher in Hispanics, Native Americans, 
AfricanAfrican--Americans, and Pacific IslandersAmericans, and Pacific Islanders


 Risk for child is 1 in 7 if parent was Risk for child is 1 in 7 if parent was 
diagnosed before age 50 and 1 in 13 if diagnosed before age 50 and 1 in 13 if 
parent was diagnosed after age 50parent was diagnosed after age 50


www.diabetes.org/genetics.www.diabetes.org/genetics.jspjsp







Why Is This Important Now?Why Is This Important Now?
 Personalized medicine is comingPersonalized medicine is coming
 DirectDirect--toto--consumer marketing of genetic consumer marketing of genetic 


teststests
 PharmacogeneticsPharmacogenetics/ / PharmacogenomicsPharmacogenomics
MedicolegalMedicolegal IssuesIssues
 Limited availability of genetic Limited availability of genetic 


professionalsprofessionals
 Empowers patientsEmpowers patients







Phenotype


Inheritance ModelsInheritance Models


Monogenic, Mendelian 
(simplex)


Complex, multifactorial, 
multigenic


Phenotype


Disease Gene


Modifier Gene


Susceptibility
Gene


Susceptibility 
Gene


Environment
Lifestyle







Barriers to Use of Family HistoryBarriers to Use of Family History


 Lack of timeLack of time
 Underestimation of its utilityUnderestimation of its utility
 Lack of reimbursement/high cost of servicesLack of reimbursement/high cost of services
 Need for a good tool to facilitate processNeed for a good tool to facilitate process
 Lack of genetic knowledgeLack of genetic knowledge
 Unsure what to do with informationUnsure what to do with information
 Skepticism about the impact of genetic Skepticism about the impact of genetic 


discoveries discoveries 
 Skepticism about validity/utility of genetic Skepticism about validity/utility of genetic 


testingtesting
 Ethical, legal and social concernsEthical, legal and social concerns







To Review To Review --Family History Family History 
Important ComponentsImportant Components


•• At least three At least three 
generationsgenerations


•• Maternal Maternal and and 
paternal sidespaternal sides


•• Current age/ Current age/ 
age at deathage at death


•• Cause of deathCause of death


•• Relevant Relevant 
medical medical 
conditionsconditions


•• Cardiovascular Cardiovascular 
diseasedisease


•• ObesityObesity
•• Hypertension Hypertension 
•• Site and age at Site and age at 


onset for onset for 
primary cancerprimary cancer







Family History: Family History: 
Important Components Cont.Important Components Cont.


•• Age of onset of Age of onset of 
diseases diseases 


•• Birth defectsBirth defects
•• Hearing lossHearing loss
•• Mental retardationMental retardation
•• Miscarriages/Miscarriages/
•• stillbirthsstillbirths
•• EtOHEtOH/ tobacco/ tobacco


•• Ethnicity of all 4 Ethnicity of all 4 
grandparentsgrandparents


•• ConsanguinityConsanguinity
•• Note negative/ Note negative/ 


unremarkable unremarkable 
family historyfamily history


•• Record date Record date 
taken and by taken and by 
whomwhom


•• Update regularlyUpdate regularly







Red FlagsRed Flags
Several closely related individuals affected Several closely related individuals affected 


with the same or related conditions (e.g. with the same or related conditions (e.g. 
breast and ovarian cancers)breast and ovarian cancers)
Sudden death in someone who seemed Sudden death in someone who seemed 


healthyhealthy
Individual or couple with 3 or more Individual or couple with 3 or more 


pregnancy lossespregnancy losses
Medical problems in children of parents Medical problems in children of parents 


who are closely related (second cousins or who are closely related (second cousins or 
closer)closer)


AMA 2004







More Red FlagsMore Red Flags
 A common disorder with earlier age of onset A common disorder with earlier age of onset 


than typical, especially if it occurs in multiple than typical, especially if it occurs in multiple 
family members.family members.


 Ex: Breast cancer: < age 45Ex: Breast cancer: < age 45--50 years 50 years 
(premenopausal)(premenopausal)


 Colon cancer: < age 45Colon cancer: < age 45--50 years50 years
 Prostate cancer: < age 45Prostate cancer: < age 45--60 years60 years
 Vision loss: < age 55 yearsVision loss: < age 55 years
 Hearing loss: < age 50Hearing loss: < age 50--60 years60 years
 Dementia: < age 60 yearsDementia: < age 60 years
 Heart disease: < age 40Heart disease: < age 40--60 years60 years
 Stroke: < age 60 yearsStroke: < age 60 years


www.genetests.org







What You Need to Know Cont.What You Need to Know Cont.


 Appreciate implications that information on Appreciate implications that information on 
genetic background can have on a person’s selfgenetic background can have on a person’s self--
image, family relationships and social status and image, family relationships and social status and 
that reactions may differ depending on gender, that reactions may differ depending on gender, 
age, culture and educationage, culture and education


 Be aware of need for appropriate referrals to Be aware of need for appropriate referrals to 
genetic and community support groupsgenetic and community support groups


 Recognize your limitations and seek Recognize your limitations and seek 
consultation when necessaryconsultation when necessary


 Commit to a program of lifelong learningCommit to a program of lifelong learning
Adapted from AMA pamphlet: Adapted from AMA pamphlet: 


Family medical history in disease prevention. 2004. Family medical history in disease prevention. 2004. 







What Do I Do with the Information?What Do I Do with the Information?


Review family history with patientReview family history with patient
Consult with a genetic Consult with a genetic 


professional professional 
Refer to a genetic professionalRefer to a genetic professional
Ongoing communication with Ongoing communication with 


patient and specialists as neededpatient and specialists as needed
Update family history regularlyUpdate family history regularly


AMA 2004







You Can Make a Difference!You Can Make a Difference!
An observational study of primary An observational study of primary 


care physicians indicated that care physicians indicated that 
family histories were discussed family histories were discussed 
about 50% of the time at new visits about 50% of the time at new visits 
and 22% of the time during      and 22% of the time during      
followfollow--up visits.up visits.


However, the average duration of However, the average duration of 
family history discussions was less family history discussions was less 
than 2.5 minutes.than 2.5 minutes.


Acheson LS, et al Genet Med 2000;2:180Acheson LS, et al Genet Med 2000;2:180--55..







Efficacy of Family HistoryEfficacy of Family History


Using family history to identify people Using family history to identify people 
at moderate or high risk for common at moderate or high risk for common 
chronic diseases may augment chronic diseases may augment 
current efforts to motivate patients to current efforts to motivate patients to 
adopt healthier lifestyles and adopt healthier lifestyles and 
participate in screening and participate in screening and 
prevention programs.prevention programs.


Yoon, P.W., et al, Am.J Yoon, P.W., et al, Am.J PrevPrev Med 2003;24(2)Med 2003;24(2)







““Think Think 
genetically, genetically, 


act act 
accordinglyaccordingly””


Take Home MessageTake Home Message


AAFP, 2005
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How to Locate a Genetic Professional How to Locate a Genetic Professional 
in Your Area:in Your Area:


 Many major hospitals and medical centers Many major hospitals and medical centers 
have board certified medical geneticists, have board certified medical geneticists, 
certified GCs or advanced practical certified GCs or advanced practical 


nurses in genetics on staffnurses in genetics on staff
 Fully searchable international directory at Fully searchable international directory at 


www.geneclinics.orgwww.geneclinics.org
 American Board of Medical Genetics American Board of Medical Genetics 


((www.www.abmgabmg.org.org))
 American College of Medical GeneticsAmerican College of Medical Genetics


((www.www.acmgacmg.net.net))
 National Society of Genetic Counselors National Society of Genetic Counselors 


((www.www.nsgcnsgc.org/.org/resourcelinkresourcelink.asp.asp))
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Genetics of Common 
Disorders


“The observant practitioner in any specialty, 
however, could not help but notice the familial 
nature of the diseases that constituted the bulk 
of his or her practice, nor could he or she fail to 
note the variation in expression of those diseases 
among the patient population, even among 
patients from the same family.”







Family History as a Risk Factor for 
Disease


“Family history for a specific 
disease reflects the consequences 
of genetic susceptibilities, shared 
environment and common 
behaviors.”


Can Family History Be Used as a Tool for Public Health and Preventive Medicine?
Paula W. Yoon, ScD, MPH; Maren T. Scheuner, MD, MPH; Kris L. Peterson-Oehlke, MS, CGC; 
Marta Gwinn, MD, MPH; Andrew Faucett, MS, CGC; Muin J. Khoury, MD, PhD







Family history is a risk factor 
for common diseases


• Population-based studies RR estimates –


CHD 2-5  type II diabetes 2-6
asthma 2-4 breast cancer 2-6  
colorectal cancer 2-5


• FHx explains a significant fraction of prevalent CHD –
14% Utah families had 72% early CHD and 48% all CHD 


• 5-20% of people report a FHx of colorectal cancer







Characteristics Single–Gene Complex


Gene(s) Segregates segregates


Disorder Segregates aggregates


Number of gene products primarily one multiple


Role of environment often overridden by effect(s) of gene mutation important


Age at onset often younger often older


Risks  for relatives  of probands more predictable, often larger less predictable, often smaller


Cumulative health-care burden
Prevalence
Variability in symptom expression


Lower
Relatively rare
Generally less variable


Higher
Common


Generally more variable







Evaluating Genetic Tests


The ACCE Model







Definitions


 Genetic test: the analysis of human DNA, 
RNA, chromosomes, proteins, or 
metabolites that detects genotypes, 
mutations, or chromosomal changes.
Under GINA, a genetic test does not include 
the analysis of proteins or metabolites 
directly related to the manifestation of a 
disease that could reasonably be detected 
by a healthcare professional with 
appropriate training and expertise in the 
field of medicine involved.







Components of ACCE
The ACCE wheel shows the relation among each of the four components of 
evaluation and the elements of each component. At the hub are the clinical 
disorder being evaluated and the setting in which testing is done (e.g., classic 
cystic fibrosis in the setting of prenatal screening). The evaluation process 
begins only after the clinical disorder and setting have been clearly 
established.







Analytic Validity


 The analytic validity of a genetic test
defines its ability to accurately and reliably 
measure the genotype of interest.


 The analytic validity of family history
addresses how accurately the tool identifies 
disease among a person’s relatives.


 Specific elements of analytic validity include 
sensitivity and specificity.







How valid is Family History 
information?


Individuals report their family history with 
accuracy rates of between 65% and 89% when 
self-reported family history is compared with 
medical records and other more objective sources.


Bowen DJ, Ludman E, Press N, Vu T, Burke W. Achieving utility with family 
history : Colorectal cancer risk. Am J Prev Med 2003;24:177-182.







How valid is Family History 
information?


The sensitivity of the proband’s report of diabetes was 0.87, 
0.72, and 0.83 for parents, siblings, and spouses, respectively,
and specificity was 0.98 for each relative type. In the San Luis
Valley Diabetes Study, there was complete agreement between 
proband and family reports, suggesting that family history 
information collected from the proband is reliable and 
accurate.


Harrison TA, Hindorff LA, Kim H, Wines RCM, Bowen DJ, McGrath BB, Edwards KL. Family history 
of diabetes as a potential public health tool. Am J Prev Med







Accuracy of Family History


 Utah study of CHD showed 77% 
sensitivity and 85% specificity.


 Diseases that occur earlier and are 
more severe tend to be reported 
more accurately than those that occur 
later and are less severe.







Research Questions for Analytic Validity of Family 
History


What gold standards exist to validate the reported data?


What formats yield more valid information?


What settings yield more valid information?


How accurate is age of onset information?


5) Phrasing of the question (e.g., “Have you ever had. . .” vs “Has a doctor ever told you that you 
had. . .”)


4) Disease terminology (e.g., heart disease vs coronary artery disease)


3) Disease characteristics (e.g., prevalence, morbidity, mortality, diagnostic criteria, and social 
acceptability)


2) Proband characteristics (e.g., age, gender, race/ethnicity, socioeconomic status, and disease 
status)


1) Type of relative (e.g., parents, siblings, children, grandparents, aunts and uncles)


What is the sensitivity and specificity for reporting each disease included in the tool and how does
the sensitivity and specificity vary by:







Clinical Validity


 The clinical validity of a genetic test
defines its ability to detect or predict the 
associated disorder (phenotype).


 Clinical validity addresses how well 
family history of disease can be used to 
stratify disease risk and predict future 
disease in a person.


 The specific elements include sensitivity, 
specificity, negative and positive predictive 
value.







Prevalence and relative risk estimates to family 


history for selected disease


OR= 3.0 (mother)50


RR= 7.0 (mother and father)51 17 million Asthma


OR= 2.0 for osteoporotic fracture (female 1st-
degree relative)48


RR= 2.4 for wrist fracture (father)49


8 million women
2 million men Osteoporosis


RR= 2.4 (mother)46


RR= 4.0 (maternal and paternal relatives)4713 millionType II diabetes


OR= 2.7 (one or more 1st-degree relatives)44 


OR= 4.3 (one 1st-degree relative)45200,000Melanoma


RR= 3.2 (one 1st-degree relative)42


RR= 11.0 (three 1st-degree relatives)43
Yearly incidence= 


200,000Prostate cancer


OR= 1.7 (one 1st-degree relative)26


OR= 4.9 (two 1st-degree relatives)27
Yearly incidence= 


130,000 
Colorectal cancer 


RR= 2.1 (one 1st-degree relative)40


RR= 3.9 (three or more 1st-degree 
relatives)41


3 million women Breast cancer 


OR= 2.0 (one 1st-degree relative)38


OR= 5.4 (two or more 1st-degree relatives 
with onset <55yr)39


58 million Cardiovascular 
disease 


Risk due to family historyU.S. prevalence of the 
disease 


Disease







Suggested guidelines for risk stratification 


based on family history


 High risk
 Premature disease in a 1st-degree relative 
 Premature disease in a 2nd-degree relative (coronary artery disease only) 
 Two affected 1st-degree relatives 
 One 1st-degree relative with late or unknown disease onset and an affected 2nd-


degree relative with premature disease from the same lineage 
 Two 2nd-degree maternal or paternal relatives with at least one having permature


onset of disease 
 Three or more affected maternal or paternal relatives 
 Presence of a "moderate risk" family history on both sides of the pedigree 


 Moderate risk
 One 1st-degree relative with late or unknown onset of disease 
 Two 2nd-degree relatives from the same lineage with late or unknown disease 


onset 


 Average risk


 No affected relatives 
 Only one affected 2nd-degree relative from one or both sides of the pedigree 
 No known family history 
 Adopted person with unknown family history 


Can Family History Be Used as a Tool for Public Health and Preventive Medicine?
Paula W. Yoon, ScD, MPH; Maren T. Scheuner, MD, MPH; Kris L. Peterson-Oehlke, MS, CGC; Marta Gwinn, MD, MPH; 
Andrew Faucett, MS, CGC; Muin J. Khoury, MD, PhD







Risk estimates for colorectal cancer for three risk 


groups as defined by family history


0.07-0.0040.07-
Attributable 
fractionb


4.9-~301.7referenceRelative risk 


0.20a-~10.060.04Absolute risk 


1/50-1/8,0001/109/10
Prevalence of the 
risk factor


Two 1st-degree 
relatives with 


colorectal cancer27,28


Any 1st-degree 
relative with 


colorectal cancer 
after age 5026


No 1st-degree 
relative with 


colorectal cancer26
Risk factor


HighModerateAverageRisk group 


aEstimated based on a relative risk of 4.9 and compared with people with no family history.
bCalculated using Levin's formula37 for population attributable risk. 







Research Questions on Clinical Validity of Family 
History


What are the factors (e.g., genetic, environmental, and behavioral) that modify the 
relationship between familial risk and disease occurrence?


How often should family history information be updated?


Has the tool been adequately validated in populations to which it may be offered?


What classification system for family history risk results in the highest predictive 
value?


How valid is the risk classification system for predicting disease?


What is the probability that a person will develop disease given a positive or negative 
family history?


What is the prevalence of the disease in each population to be screened?


What is the relative risk associated with each disease for each strata of the family 
history risk classification scheme (i.e., high, moderate, and average)?


Does information about distant relatives (second- and third-degree) improve clinical 
validity?


Does the clinical validity improve if age of diagnosis is known?







Clinical Utility
 The clinical utility of a genetic test defines the elements that 


need to be considered when evaluating the risks and benefits 
associated with its introduction into routine practice. The natural 
history of the specific disorder needs to be understood so that 
such considerations as optimal age for testing might be taken into 
account. Another factor to be considered is the availability and
effectiveness of interventions aimed at avoiding adverse clinical 
consequences (if no interventions are available, for example, 
testing may not be warranted). 


 Clinical utility is an assessment of the impact and usefulness of 
the family history tool for individuals, families, and society.


 Can family history information be used as a motivator to change 
behavior – i.e. adherence to screening guidelines, or lifestyle 
modification?







Criteria for selecting diseases to include in 


family history tool


● Effective interventions for primary and secondary prevention


● Family history is established risk factor


● Accurately reported by family members


● Awareness of disease among relatives


● Well-defined case definition


● Substantial public health burden







Proposed scheme for using family history to 


guide and inform prevention activities







Research Questions on Clinical Utility of Family 
History


What methods exist for evaluating and monitoring the family history assessment 
process and its benefits and risks?


What are the economic benefits associated with interventions resulting from the 
assessment?


What are the financial costs associated with the family history assessment?


Are there any health risks associated with the family history assessment and 
subsequent interventions?


What is the short-term and long-term impact of a positive or negative family history 
on screening and disease prevention?


Are educational materials available to explain familial risk and the recommended 
interventions?


What strategies could be adopted to improve compliance with recommended 
interventions?


Is there general access to the interventions?


Are there effective interventions for primary and/or secondary prevention?


What is the natural history of the disease (may determine when family history should 
first be ascertained)?







Research Questions for Ethical, Legal, and Social issues 
in Family History


What safeguards have been described to protect privacy and are these safeguards 
in place and effective?


What is known about stigmatization, discrimination, privacy/confidentiality, and 
personal/family and social issues associated with family history assessment and 
risk labeling?


Are there legal issues regarding informed consent, ownership of the data, 
obligation to disclose, or reporting requirements?







NIH State-of-the-Science Conference: 
Family History and Improving Health
August 24-26, 2009
Bethesda, Maryland


 What are the key elements of a family history in a primary 
care setting for the purposes of risk assessment for common 
diseases? 


 What is the accuracy of the family history, and under what 
conditions does the accuracy vary? 


 What is the direct evidence that getting a family history will 
improve health outcomes for the patient and/or family? 


 What is the direct evidence that getting a family history will 
result in adverse outcomes for the patient and/or family? 


 What are the factors that encourage or discourage obtaining 
and using a family history? 


 What are future research directions for assessing the value of 
family history for common diseases in the primary care 
setting? 







Summary: Can Family History be used as 
a “Genetic Test”
for Prevention and Public Health?


 Yes and No.
 It is not a “genetic test” as defined by GINA.
 It is a “genetic test” in that it predicts risk for disease 


based on inheritance.
 Its analytic validity, clinical validity, clinical utility and 


ELSI can be assessed like other genetic tests
 It contains richer information than genetic tests alone 


because it also reflects environmental and behavioral 
factors.


 Hopefully, more answers to specific questions on the 
use of family history will be available after the NIH 
conference in August.
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My Family Health Portrait
https://familyhistory.hhs.gov/fhh-web/home.action







Introduction: Here is how the screen looks when you click on 
“Create a Family Health History”. Now enter the information 
requested…







On the next screen, add the number of family members to 
include. Click “Next” and you will be asked to save…







Pick “Save Family History.” Create a folder of where you want this 
file to be saved on your computer. 







The program will have already given your file a name. You will 
get this screen. Click “Save”. 







After clicking “Save” you will get this screen saying the download 
is complete. Choose “Close” to continue with entering data…







What happens if you were to choose “Open”?


• After saving your file, you are given the 
option of opening the file. When you do this, 
you will be shown the file in the XML 
language. If you close the file at this point, 
you will end up exiting the entire program.


• If you do, then just reopen your Internet 
browser and type: 
https://familyhistory.hhs.gov/fhh-
web/home.action


• Or, you can stay in the program by just 
choosing “Close”.



https://familyhistory.hhs.gov/fhh-web/home.action

https://familyhistory.hhs.gov/fhh-web/home.action





If you accidentally exit the program, just restart with 
https://familyhistory.hhs.gov/fhh-web/home.action.
This time, click “Open a Saved History File” …



https://familyhistory.hhs.gov/fhh-web/home.action





Choose “Browse” to bring up the folder menu box and find the 
Family Health Portrait file you previously saved…







Clicking “Open” will insert the file into the “Browse” window…, 
then click “Next” to open the data entry window







This is how the data entry window looks. Just scroll down…







Click on a green circle with a cross in the “Add History” column to 
open the Personal Information Box for a specific person…







Enter the demographic, health information and family 
background for that individual, then click “Next” to go back to the 
main screen







Once completed, the green cross is gone, and a pencil appears 
under “Update History”







Once all the data have been entered, the screen should look like
this…







You should then save the file. You will be asked if you want to 
replace an existing file, say “Yes”







You can view a diagram (family tree) and a chart of your Family 
Health Portrait file by clicking on “View Diagram and Chart” icon 
on Update Page’s Navigation Bar







You will then be taken to a page with the Diagram (family tree) 
and Chart Reports







You can choose what will show up on the visual report by making 
changes on the “Report Options” dialogue box…







You can choose to show only the Chart Report







Or, just the Diagram (Family Tree) Report







For a hard copy to share with your provider and others, just click 
“Print History”







To save a copy of the report (Visual Family History), choose “Save 
Family History”







When the Save dialogue box appears, click “Save Printable Family
History”







You will then get a PDF file of the Diagram (Family Tree) Report







And/Or, Chart Report (depending on what you choose in the 
Report Options box. You get both as part of the default settings)







http://images.google.com/imgres?imgurl=http://www.californiawinehikes.com/winehiker/wp-content/uploads/2007/04/question_mark.jpg&imgrefurl=http://fmsdc.org/1/component/option,com_frontpage/Itemid,1/&h=1000&w=1000&sz=178&hl=en&start=3&um=1&tbnid=LFw_BvJJ44ADkM:&tbnh=149&tbnw=149&prev=/images?q=question&um=1&hl=en
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OVERVIEWOVERVIEW


 Why focus on senior citizens?Why focus on senior citizens?
 How is the approach different?How is the approach different?
 Designing outreach materials specifically Designing outreach materials specifically 


for this demographicfor this demographic
 Organizations involved in outreachOrganizations involved in outreach
 Current status of the projectCurrent status of the project







Why focus on senior citizens?Why focus on senior citizens?


 Liaisons in population Liaisons in population 
based genomics and based genomics and 
personalized medicine personalized medicine 
 Knowledge that comes with Knowledge that comes with 


experienceexperience
 Utilizing and appreciating the Utilizing and appreciating the 


wisdom of agewisdom of age


 UTAHUTAH-- Senior Friendly FHH Senior Friendly FHH 
ToolkitToolkit


 Specifically designed for senior Specifically designed for senior 
members in the familymembers in the family


 Excellent resource that is Excellent resource that is 
underutilizedunderutilized







Why the different approach?Why the different approach?


 Most health promotion Most health promotion 
programs focuses on programs focuses on 
prevention of onset of prevention of onset of 
diseasesdiseases


 Majority in this Majority in this 
demographic are likely demographic are likely 
to already have at least to already have at least 
one chronic health one chronic health 
condition.condition.







““Older Americans have carried our Nation Older Americans have carried our Nation 
through great challenges and triumphs. through great challenges and triumphs. 
They have enriched our national character They have enriched our national character 
and strengthened the Republic for those and strengthened the Republic for those 
who have followed. During the month of who have followed. During the month of 
May, we pay tribute to the wisest among May, we pay tribute to the wisest among 
us.us.””


 President ObamaPresident Obama’’s Press Release , May 4s Press Release , May 4thth 2009, in 2009, in 
the occasion of Older Americans Month.the occasion of Older Americans Month.







Outreach MaterialsOutreach Materials
 Press ReleasePress Release-- MAY is OLDER AMERICANS MAY is OLDER AMERICANS 


MONTHMONTH-- Theme this year is Theme this year is ““Living Today for a Living Today for a 
Better TomorrowBetter Tomorrow..””


 ““seniorsenior--friendlyfriendly”” leafletleaflet
 Plain simple EnglishPlain simple English
 Font size Font size 
 BackgroundBackground
 Subtle colorsSubtle colors
 Lots of white spaceLots of white space
 66thth grade reading levelgrade reading level







Cover SleeveCover Sleeve







Workbook Insert Workbook Insert 







Potential Outreach MethodsPotential Outreach Methods


 Use of Use of Retired and Senior Retired and Senior 
Volunteer Program (RSVP) Volunteer Program (RSVP) to to 
promote FHH initiativepromote FHH initiative


 Utilizing newsletters, email Utilizing newsletters, email 
announcements, brochures announcements, brochures 
of already existent programs of already existent programs 
and servicesand services







Organizations to involve in OutreachOrganizations to involve in Outreach


 Department of Health and Human ServicesDepartment of Health and Human Services
AGING SERVICES DIVISIONAGING SERVICES DIVISION


 Senior Centers, Area Agency in AgingSenior Centers, Area Agency in Aging
 Retired and Senior Volunteer Program Retired and Senior Volunteer Program 


(RSVP) (RSVP) 
 Connecticut Association for Senior Center Connecticut Association for Senior Center 


Personnel (CASCP)Personnel (CASCP)







Current status of the projectCurrent status of the project


 ConstraintsConstraints
 Unavailability of demographicUnavailability of demographic--specific specific 


outreach materialsoutreach materials
 Staff TimeStaff Time
 Financial Financial 


 Collaborate with other organizations and Collaborate with other organizations and 
agencies in the State.agencies in the State.







Questions??Questions??








Transforming Health through Genetics 
Promoting an Environment of Openness 







Does It Run In the Family? 
An accessible tool for improving health 


www.geneticalliance.org/ccfhh 







Community Centered Family Health 
History Program Awards 


•  Incorporating Family Health History into 
Existing Programs and Initiatives 


INTEGRATION & INNOVATION 







Goals & Objectives 


• Promote conversations about health within 
the family 


•  Translate family health history  
into healthy choices 


•  Increase community involvement 
in health education 







A population that may be defined by geography, culture, 
race, ethnicity, age, gender, sexual orientation, disability or 
other health condition, or groups that have a common 
interest or cause, such as health or service agencies and 
organizations, health practitioners, policymakers, or groups 
with public health concerns 


Community 







Family Health History: 


•  Captures heredity, diet, and environment in one 
location 


•  Allows a health care provider to diagnose conditions 
and understand risk 


•  Increases health and genetics knowledge for the 
individual and the family 


•  Promotes conversations about health in the family and 
community 


•  Identifies trends and patterns of disease that may lead 
to treatment or prevention 







Positive health impact 


•  In a CDC-based survey of over 4,000 
individuals: 
‣  97% thought that knowledge 


of family health history was 
important 
‣  But, only 30% had actually 


ever collected health 
information from relatives to 
develop a family health 
history.  







Unique Access Points to Health 
Information 
• Disease-specific Models 
• Non-traditional Health Community Models 
• Racial/Ethnic Group Models 
• Systems Change Models 


• Disease-specific Organizations 
• Hospitals and Healthcare Systems 
• Professional Societies 
• Regional Health or Community Organizations 
• State and Federal Government 
• Universities 
• and more… 







Disease-specific Model 
• Angioma Alliance 
‣  Educate broad audiences about the Common 


Hispanic Mutation 
•  Distribute books through clinics, physicians, and 


awareness events around Santa Fe, NM 
‣  Encourage diagnosed and 


at risk patients to become 
“Keystone Family 
Members” 







Disease-specific Model 
• Brookdale University Hospital and Medical 
Center 


‣  Create culturally-competent FHH 
packages for sickle cell disease 
‣  Distribute FHH booklets through 


Brooklyn Public libraries, Parent-
Teacher groups, faith-based 
institutions, and patient referral 
programs 







• University of Oklahoma College of Medicine 
‣  Develop FHH books for use by first year students 


as part of the Medical School curriculum 
‣  Educate medical professionals by having them 


complete their own family health histories 


System Model 
Medical School Curriculum 







• Duke University Institute for Genome Sciences 
& Policy 
‣  Incorporate FHH into Department of Employee 


Occupational Health & Wellness 
‣  Educate staff about the importance of FHH 


through LIVE FOR LIFE free mobile HealthCheck 
program 


System Model 
Employee Wellness Program 







Racial/Ethnic Group Model 


‣  Genomics testing initiative planned 
for Hmong community 
•  Incorporate FHH to explain 


relationships among family, genetics, 
and health in culturally appropriate 
format 


‣  FHH provides accessible lessons 
about genetics to increase 
community’s capacity to make 
decisions about testing 


• West Side Community Health Services 







Non-traditional Model 
• Southern Missouri Telehealth Genetic Services 
‣  Telehealth provides remote medical information for 


patients that do not normally have access to 
healthcare 
‣  Including FHH in remote care increases genetic 


literacy in patients that would normally not talk 
about family histories 







Regional Health Organization Model 
• Ferre Institute 


‣  Provides FHH information to 
GBLT families in upstate NY 
‣  Many GBLT families are 


completed by adoption, 
surrogacy, or sperm donation 


‣  FHH books customized to address genetic 
concerns among unrelated family members 







Local Health Community Model 
• The Heredity Project 


‣  Increase genetic literacy by collecting FHH at 
Curves gym in Midtown Memphis, TN 
‣  Promote healthy lifestyles choices by combining 


understanding of genetic risk factors with exercise 
regiments 







Test kit Homebrew or ASR 


Know Your Family Health History  
Public Service Announcement 


•  Top three questions 
during phone bank: 
‣  What is family 


health history? 
‣  Where can I find 


more resources 
about family health 
history? 
‣  How do I collect my 


family health 
history? www.talkhealthhistory.com 





