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What are the research questions you study?

Early Life Conditions, Survival, and Health(ELCS):
A Pedigree-Based Population Study

* Test hypotheses about the association between earlier life conditions
(ELCs) and later life health and survival.

* Provide insights into the importance of early influences and identify
at-risk sub-populations.

* Improve our understanding of health disparities that may arise early
in life and help guide health interventions and surveillance strategies.



What data, including administrative data,
do you now use in that research?



Lexis Diagram of Data Sets for Early Life Conditions and Later-Life Health
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UPDB — Current And Planned Data Sources
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Selected Counts

UPDB e ~¥9 million individuals
SSN e 5450,224 individuals
CMS e 684,934 individuals

SSD] e 512,756 individuals

‘ ’ e ~95 million individuals
EDEN (deceased)




Utah Family, Circa 1900
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Utah Family in UPDB
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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



Counts of Individuals Related to Persons in Utah.
Source: UPDB and the EDEN Data
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What are the limitations of these data?

Cancer CMS - Reluctant
Incidence Medicare Agencies

e Drivers
License

e SEER
e 30% of US

e State Cancer
Registries

e Challenges in
Usage

e Workforce
Services

e Department
of Education

e Advantage
of birth
certificates
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How would access to an intergenerational panel improve the
quality of your research?

Natural Historical
S nES Geocoded Data

e Genetic Risk e Utah e Exposures in

e Family History e Nevada Test the past

e Medical Site e Family Enclaves
e SES/SOCMOB e Air Quality

e Missionary
Age
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Linkage to which administrative data would
oe most important for your research?

N\
. Social Security Death Index, National Death Index

{
‘ SEER + State Cancer Registries
|

‘ Birth Certificates (SES, Medical Data)

|
. Educational Data
l

. Genomic Data (Personalized Medicine Initiative)

I
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How would this intergenerational panel with linked administrative
data improve the evidence base in assessing longer-term impacts
of policy on key outcomes in your research area?

e Policy changes (including medical recommendations)
as experiments that extend to descendants

e Genetic relationships for family-based models
and effect of social mobility on descendant health

e Health differences among ancestors and
descendants as a function of selective migration

¢ PIK’d old census records to health outcomes from various health

data sources for better assessments of intergenerational effects
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What access/barriers to use do you foresee?

RDCs Only and Reconstructing Consider State
Real Costs to Early Level Trials of
Typical User? Exposures AOS Model?

Who Owns the

Data or Links?
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