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President Barack Obama

1ZIZ AR TOne In A Billion: A boy’s life, a medical
mysteryy & WM LHELTHL I EIcko%k, JE
Nick Volker# & v» 9 4j5% @ ¥ fit » Children’s Hospital of
WisconsinTD A =Y —Tdh 5, BEDEH1200[H b
DFMi %R T E DD BB L A3 7 % h > 7= (Howard
Jacobson’s public slide: https://www.nih.gov/about-nih/
who-we-are/nih-director/fiscal-year-2012-budget-request-
senate),

Z 2T oS MRS, WRETEIR L SRR 2
FARTAL) EVOIRER LT, =7 VR ET— YT
Z2fToDid, BEAETIEZ A, 7y D7 2/ —L0OWE
% L CT\w7:Howard Jacobsonffil: & XA A £ ¥ 7 x <7 «
> v v Lis Worthyf 3% Th -7, 20104£12H21 HoF
“Sifting through the DNA haystack” TiZ, Roche 454T
BRIy — LEHTZ TG, T E7216,124% 8% 200012 2%
DiAAH, FHEZEZ 5 BE TREIC2DDEIZT (GSTMI
EXIAP) ICETLIEo 7, HRNTHAS L, GSTMIICZE R %
Lot T TRAMEBRIGBT LTV R AR CE 2 Ebn D

No.40 (August, 2021)

XIAP (XBtalf iz d 2 7 K
F—Y AL vy —) o
7o ZLTETH FNARIMED
WA (BB A v A BBk &
B Y ¥ SHHBRBRAE) 12 2o
XIAP & Z D28 B KIS 75 -
TW5 I EBbdolz, IMEE
BoGE, RREBSH -7, H
MM <d 2, 20194
1213 Lis Worthy[di - 2 SHEREERHIHIC BHE LT 4 A ~
TART AV ADEFERFEL ) pDS) T EHTE K,
MDNAD T LED % 5H20IChT 5, 2 EDHET, f
KERWFTIZ20154:12IBM Watson for Genomics D A 2
kY ZoBEEZRERYYS S L LTEL (IBMiZWatson for
GenomicsD ¥ —E X% 20204E12HTHR T LTL £-57),
) v AL, 20128 NIH P B 2k 0 Conclusion T
DAL=V =2RDEHIHAL T3, PLEVIEX
zZ5I M 5
(https://www.nih.gov/sites/default/files/institutes/

olpa/20110511-senate-testimony-collins.pdf) ,

“Conclusion

But I would like to close my testimony today with an
example that demonstrates the benefits to be reaped
from our continuing pursuit of “personalized
medicine.” It is the story of one individual, 6-year-old
Nic Volker of Monona, Wisconsin. Starting about the
age of 2, Nic developed a mysterious, life-threatening
disease that ravaged his intestines, making it
impossible for him to eat normally and causing
unimaginable pain and suffering. At a loss to explain
this terrible, inflammatory condition, researchers and
clinicians at the Medical College of Wisconsin decided
to sequence Nic’s entire exome, that is, all the parts of
the genome that code for the proteins that become
life’s building blocks. After exhaustive work over a
period of months, the researchers identified a mutation
in Nic’s XIAP gene. Such mutations had been
associated with rare blood disorders, but not with
bowel symptoms. Based on this new insight, the
research team had an idea that, as with the rare blood

disorders, Nic’s disease might be curable with a bone


https://www.nih.gov/about-nih/who-we-are/nih-director/fiscal-year-2012-budget-request-senate
https://www.nih.gov/sites/default/files/institutes/olpa/20110511-senate-testimony-collins.pdf
https://www.nih.gov/sites/default/files/institutes/olpa/20110511-senate-testimony-collins.pdf

marrow transplant.

NIH investment over the years in the sequencing of

genomes--and the technologies associated with such

sequencing--has put us at the threshold of

“personalized medicine.” Young Nic Volker is one of

a handful of individuals who has crossed that
threshold, and it was made possible because of years
of research and development supported and performed
by NIH.
Transplantation of cord-blood stem cells from a
matched donor occurred in July of last year and,
although Nic is still on immunosuppressant drugs to
prevent rejection of the donated cells, his symptoms
have largely disappeared and today he can eat
normally. Hot dogs are his favorite!”
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