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What	
  are	
  the	
  research	
  ques,ons	
  you	
  study? 


Early	
  Life	
  Condi/ons,	
  Survival,	
  and	
  Health(ELCS):	
  	
  
A	
  Pedigree-­‐Based	
  Popula/on	
  Study	
  

•  Test	
  hypotheses	
  about	
  the	
  associa:on	
  between	
  earlier	
  life	
  condi:ons	
  
(ELCs)	
  and	
  later	
  life	
  health	
  and	
  survival.	
  
• Provide	
  insights	
  into	
  the	
  importance	
  of	
  early	
  influences	
  and	
  iden:fy	
  
at-­‐risk	
  sub-­‐popula:ons.	
  	
  
•  Improve	
  our	
  understanding	
  of	
  health	
  dispari:es	
  that	
  may	
  arise	
  early	
  
in	
  life	
  and	
  help	
  guide	
  health	
  interven:ons	
  and	
  surveillance	
  strategies.	
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What	
  data,	
  including	
  administra,ve	
  data,	
  
do	
  you	
  now	
  use	
  in	
  that	
  research?
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Age  

UT Death Certificates 1904-present 

CMS 1992-2009 

Inpatient Discharge 1996-present 

FLAG 
2004-2009 

Lexis Diagram of Data Sets for Early Life Conditions and Later-Life Health 
Genealogy 1800-present 

DLD 
 1990-present 

1 2 3 4 5

1880  
Census 

1900  
Census 

  1920  
  Census 

1930  
Census 

UT Birth Certificates 1915-present 

1910  
Census Cache Co. 1995-2007 

1940  
Census 

Utah Cancer Registry 
 1966-present 

Oversight	
  Body:	
  
Resource	
  for	
  Gene,c	
  	
  
and	
  Epidemiologic	
  	
  
Research	
  (RGE)	
  

Intermountain Healthcare 
U of Utah Hospitals & Clinics 

1992-present 
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UPDB	
  

Birth	
  &	
  
Death	
  
Records	
   U	
  of	
  Utah	
  

Health	
  
Sciences	
  

Inter-­‐
mountain	
  
Healthcare	
  

Inpa:ent	
  
Discharge	
  

Ambulatory	
  
Surgery	
  Utah	
  and	
  

Idaho	
  
Cancer	
  	
  
Registry	
  

Medicare	
  

Driver	
  
License	
  

(Residences,	
  
BMI)	
  

Genealogy	
  

Marriage	
  
and	
  Divorce	
  

Na:onal	
  and	
  Interna:onal	
  
Genealogies	
  (N=100	
  MM)	
  

Individual	
  Level	
  Census	
  
Records	
  (N=2MM)	
  

Military	
  Records	
  (N=100K)	
  

Statewide	
  Emergency	
  
Department	
  Visits	
  (725k/year)	
  

Individual	
  Level	
  Income	
  from	
  
Utah	
  Dept	
  of	
  Workforce	
  
Services	
  (Health	
  Dispari:es)	
  

All	
  Payer	
  Claims	
  Database	
  
(Health	
  Economics	
  and	
  
Outcomes)	
  

Links	
  to	
  Contemporary	
  
Individual	
  Level	
  Census	
  
Records	
  Via	
  Secure	
  Research	
  
Data	
  Center	
  

Ac:vely	
  Linking	
  to	
  	
  	
  
UPDB	
  (or	
  imminent)	
  

Current	
  Data	
  	
  
Holdings	
  

Ongoing	
  Ac:vity	
  on	
  
New	
  Data	
  

UPDB  –  Current  And  Planned  Data  Sources
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Selected  Counts


• ~9	
  million	
  individuals	
  	
  UPDB	
  
• 5,450,224	
  individuals	
  SSN	
  
• 684,934	
  individuals	
  CMS	
  
• 512,756	
  individuals	
  SSDI	
  
• ~95	
  million	
  individuals	
  
(deceased)	
  ‘EDEN’	
  

6	
  



M F 

10 2 
7 3 12 

8 
4 1 5 

Father	
  (F),	
  Mother	
  (M)	
  and	
  children	
  by	
  birth	
  order	
  
Married	
  1853,	
  12	
  children,	
  3	
  infant	
  deaths	
  

Utah	
  Family,	
  Circa	
  1900	
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Utah Family in UPDB 


8th of 15 children 1st of 5 children 

 1807  1802  1817  1819 
 1889  1870  1854  1850 

 Canada  New York  England  Connecticut 

 M  F 
 1837  1835 
 1917  1915 

 1  2  3  4  5  6  7  8  9  10  11  12 

 1854  1855  1857  1859  1861  1863  1864  1867  1869  1870  1872  1874 
 1932  1940  1930  1931  1892  1863  1939  1952  1869  1902  1872  1943 

Spans 11 generations from 1807 to 2015 

Couple (in picture):   7,565 descendants (6,793 living; 92% BC) 
Paternal side:            11,944 descendants (10,617 living; 83% BC)  

    15% have genealogies from original set 
Maternal side:            33,607 descendants(29,936 living; 89% BC) 
                                           17% have genealogies from original set 

 

8th of 15 children 1st of 5 children 

 1807  1802                      1817               1819 

 1889  1870                     1854                1850 

 Canada        New York      England         Connecticut 

 M             F 
 1837              1835 
 1917              1915 

 1                       2     3  4   5   6                     7                    8                         9                  10                     11                    12 

 1854  1855      1857      1859    1861    1863    1864  1867  1869    1870      1872     1874 
 1932   1940        1930        1931     1892     1863     1939   1952   1869      1902        1872     1943 

Maternal	
  side	
   Paternal	
  side	
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Counts  of  Individuals  Related  to  Persons  in  Utah.  
Source:  UPDB  and  the  EDEN  Data  
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2,308,406	
  
2,124,505	
  

1,902,784	
  

1,620,258	
  

1,344,690	
  1,320,632	
  
1,268,243	
  

1,
25
1,
01
4	
  

1,155,575	
  

1,113,449	
  

1,095,462	
  
1,072,465	
  

958,106	
  

709,106	
  

636,299	
  

574,783	
  

551,668	
  

532,749	
  

527,240	
  

504,247	
  

478,112	
  

446,930	
  

430,182	
  

428,878	
  

372,293	
  

369,067	
  

347,896	
  

338,613	
  
337,154	
  

331,046	
  	
  

312,636	
  

306,160	
  

286,605	
  

215,513	
  

169,299	
  

159,913	
  

145,620	
  

140,987	
  

130,811	
  	
  

113,300	
  	
  

101,176	
  	
  

80,099	
  	
  73,878	
  	
  

62,513	
  	
  

55,445	
  	
  

49,446	
  	
  

HI	
  	
  29,858	
  	
  

24,770	
  	
  

DC	
  	
  22,734	
  	
  

AK	
  	
  2,745	
  	
  

Places	
  designated	
  as	
  ‘Territory’	
  and	
  Indian	
  Tribal	
  loca,ons	
  not	
  shown.	
  	
  
European	
  and	
  other	
  North	
  American	
  loca,ons	
  not	
  shown	
  but	
  number	
  in	
  
the	
  10’s	
  of	
  millions.	
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What  are  the  limitaBons  of  these  data?


Migra:on	
  

• Drivers	
  
License	
  

Cancer	
  
Incidence	
  

• SEER	
  
• 30%	
  of	
  US	
  

• State	
  Cancer	
  
Registries	
  

CMS	
  -­‐	
  
Medicare	
  

• Challenges	
  in	
  
Usage	
  

Reluctant	
  
Agencies	
  

• Workforce	
  
Services	
  

• Department	
  
of	
  Educa:on	
  
• Advantage	
  
of	
  birth	
  
cer:ficates	
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How	
  would	
  access	
  to	
  an	
  intergenera,onal	
  panel	
  improve	
  the	
  
quality	
  of	
  your	
  research?


Generalizability	
  
and	
  Sample	
  Size	
  

• Gene:c	
  Risk	
  
• Family	
  History	
  
• Medical	
  

• SES/SOCMOB	
  

Natural	
  
Experiments	
  

• Utah	
  
• Nevada	
  Test	
  
Site	
  

• Air	
  Quality	
  
• Missionary	
  
Age	
  	
  

Historical	
  
Geocoded	
  Data 	
  	
  

• Exposures	
  in	
  
the	
  past	
  

• Family	
  Enclaves	
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1615, St. Nicholas, 
Somerset, England: 
founders married 
1624 -1640 Family 
emigrated to Weymouth, 
Norfolk, Massachusetts 

b.1794	
  

b.1834	
  

American	
  founder	
  for	
  AFAP	
  APCdelAT(426-­‐427)	
  

Dr.	
  William	
  Chey	
  
Dr.	
  Randall	
  Burt	
  

Neklason DW, Clin  Gastro & Hep 2008;6:46–52 

K439 
New York family 

K353 
Utah family 13	
  



Linkage  to  which  administraBve  data  would  
be  most  important  for  your  research?


Social	
  Security	
  Death	
  Index,	
  Na:onal	
  Death	
  Index	
  

Medicare/Medicaid	
  

SEER	
  +	
  State	
  Cancer	
  Registries	
  

Birth	
  Cer:ficates	
  (SES,	
  Medical	
  Data)	
  

Educa:onal	
  Data	
  

Genomic	
  Data	
  (Personalized	
  Medicine	
  Ini:a:ve)	
  

Military	
  Records	
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How  would  this  intergeneraBonal  panel  with  linked  administraBve  
data  improve  the  evidence  base  in  assessing  longer-­‐term  impacts  
of  policy  on  key  outcomes  in  your  research  area?


• Policy	
  changes	
  (including	
  medical	
  recommenda:ons)	
  
as	
  experiments	
  that	
  extend	
  to	
  descendants	
  

State-­‐Level/Time	
  –
Specific	
  Data	
  

• Gene:c	
  rela:onships	
  for	
  family-­‐based	
  models	
  
and	
  effect	
  of	
  social	
  mobility	
  on	
  descendant	
  health	
  Family-­‐Level	
  Data	
  

• Health	
  differences	
  among	
  ancestors	
  and	
  
descendants	
  as	
  a	
  func:on	
  of	
  selec:ve	
  migra:on	
  Migra:on	
  

• PIK’d	
  old	
  census	
  records	
  to	
  health	
  outcomes	
  from	
  various	
  health	
  
data	
  sources	
  for	
  bener	
  assessments	
  of	
  intergenera:onal	
  effects	
  	
  PIKs	
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What	
  access/barriers	
  to	
  use	
  do	
  you	
  foresee? 


Who	
  Owns	
  the	
  
Data	
  or	
  Links?	
  

RDCs	
  Only	
  and	
  
Real	
  Costs	
  to	
  
Typical	
  User?	
  

Na:onal	
  
Morbidity	
  Data	
  
(Inpa:ent,	
  
APCD,	
  BCs,	
  
and	
  Cancer)	
  

Reconstruc:ng	
  
Early	
  

Exposures	
  

Consider	
  State	
  
Level	
  Trials	
  of	
  
AOS	
  Model?	
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