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Northvest Tribal Rgstry Hgect: Inprovingthe
Accracy of HelthSaus Rte@ cd ations

Saehedthregstriesad l et an
aray o hedthstatusinfornati on
onthar residerts. Qehedthreg
i stry nay focus on cancer, anather
onsexud | y-transnitted d seases,
andstill another ondeaths. Mst
cd | ect besi ¢ denag gphi ci nfornae
tion, suchas nang, datedf hirth,
sod d searityrunber, asve | asd -
agosticadtreatnert infornati on
Thisinfornationis used by the

staesta (1) idertifyd seesetrendsfar sugpopd ai os of
ped e ad(? dlaateresarcestotarge aessif aparticr
lar codtionisfoudtooocr & anexcessiverae
Dsptethisvd ideifomation thestaehedthreg s
triesdtencota nincorrect recedstaonthe r residats,
i ncl ud ng Aneri can | ndi ans and Al askan Nati ves (A/AN.
Hovever, neasuringthehealthstatus of A/ANisnot a
stragifovardtaskfo severd ressos. Frst, A/ANcom
piseasdl potiond theod!| pppdaion Fo staisti-
cd ressos, mesuresd d seeseraesfa sl le poppd a&ias
geerdlyhavenarevariai litythenthosefar larger popu
lations. Second, dthoughA/ANlivebathonreservati as

adinubenaress, thar rd aivdysmall nuhersfurther |imt
thevisibilityd A/Minthepudiceye lead ngtoraci d
nnscl assi fi cati onineveryday settings. The conhi neti on of
thesetwofactors, snal | popu ati on'si ze and under court i ng,
resutsinreportedd seeseraesthet aed qesticedevdid
ity

The Nort hvest Tri bel Regi stry Rrgject seekstoredressthe
effectsd nmissingar i ncorrect recedatainthestaehed th
reg striesadtobetter dfi rethepopd @i ond A/ ANt hraughy
out the Northvest states of | daho, @egon, and Veishi ngt on.
The Northvest Tribal Registry i s conposed of a denographi ¢
listingof prinarily Northwest A/ANthet canbelinkedto
varioshedthdatasets. Inthelinkage process, ananonynaus
saigicd fileisgraraedtha i susadinstadrdraecd ad a
tiostodetermrebetter estinates o desthand d seese anang
Northvest A/AN The naj or advant age of the Nort hwest
Trikd Rgstryisthet it inressesthrerdidilityd raecdada
tios. Brepaingtherdaiveprgportiond A/Awoare
msd assi fiedinstaesystens, adconperi ngthet i nfarnati on
wthtribd data(e g, doodquata), better dtaond sease

Northvest Tribal Regstry Rg ect Updat e

Tolearnnare about thel ead ng causes of desthandthe
cancer burdenfor Northwest Aneri can | ndi ans and A as-
kanNtives (A/AN, theNorthvest Tribd Rg stry Rrg ect
recert|y conpl eednartd i ty and cancer reg stry detal i nk-
age studi es wth Veishi ngton, 1daho, and O@egon. Ater
adyssd theresdts, vefaudthet racd msd assificaian
vesasigificat pdd erinstaeregj stries. Thefdlowrg
tad esdesoribestheosrd| radd misd assi fi cati onfar these
reg sriesom thelast sard years

Rdd NMsd assificainRtes

Vishi ngt on | daho Q egon
Gancer a47. 3% 50.3% 66.3%
Nrtality (Death)  13.1% 9.6% 16.6%

Thelargest pred ctar of misd assi fi cati ngpearstoled od
quantum Reopl ewth | over bl ood quant umvere nore likely
toberecordedas witear Gacasianinthesereg stries. Ar
aher factor appearstobe urbenresi dence.

Thei ssue df niscl assificationw! | becone nare conpl exin
t he coning decades. The advert of nul ti pl e-race reporting
fongwll provideadd tiond chd lengesfor apdichedth
systemd reaedy operati ngwthlintedresources, adwll re-
quirenarecogperationwthtribd ertitiestoesurequity
daastavbrds. TreNrthvest Tribd Rg stryRgect ishild
ingtheinfrastructurethet wil b pbridgetribd, stae ad
federd detasystens; conductingthedatalirkages provi des a
neans tonessretrendsinlnd anhed thstat us.

For further infornationonthe Northvest Tribel Registry
Faect, cotact Li saleRo, Saf Bidennd og st, at (503)
228-4185 or | der co@pai hb. or g, [%5%

\ol une 2, |ssue 3
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HowMiny | ndi ans Are Ther e?
And vino deci des who i s | ndi an?

Northvest Portl and Area

I ndi an Heal t h Board

It conesasasurprisetonanythat thereare severd
conpetingdefinitions for vhoi s consi dered Aneri can
I ndi an and Al askan Native (A/AN. Dependingonthe
criteriaused, thecout of A/ANcanfl uct uat e subst an-
tidly. Thesevaryi ngooutscanimposestatisticd hiases
inthecdcd ations o dseaseraesfa A/ANcommon -
ties. Dseases naythenfa sdy appear tobenare com
non or | ess conmon, dependi ng on the popul ati on si ze
wsed

Thefederd andstatedefintiosfo A/Maredten
dffeeat frartheerdlnet aiteriafa thetribes. In
d anHea th Srvice (1H considers apersontobe I n
danfa thepuposeso dighilityif they neet onedf
threeaitaia

Mnber of afederd 'y recogn zedtribe.

Finary or secondary descendart of atribe nenter.

Oxclaredtobelnd anby the Scretary of thelnte

na.

Gover nnent agenci es are of ten unavare that tribes
indvidu lydetermnetheir nenhershiperiteria Agent
ciesa sooperate under theassunpti onthet thereisone
standardd ood quartunthet tribesuse Inredity, wile
one tri be nay have a nini numbl ood quant umof one
level , anather nay have ahi gher or | over mini nomquar:
tum Sone nay recogni ze the degree of tota |ndian
bl ood, wi | e athers nay carry adopti oncl auses thet af -
fect the nenfoershi p process. Sonetri bes nay have no
quantum andathers nay Wwilizeun quecdturd ru es,
suwchasmatrilined versusetrilined heritage Wehnearly
600 federd | y-recogn zedtribes rang ngi nsi ze framil00
to500,00nenbers, itisulikdythat auiversa star
dardwl!| ever beadopted Thenajor pant of consider-
ationisthet thepopu ationd scussed by federa and
state govermert s nay have cheracteristicsthet ared f-
ferent fromthe popul ati ons recogni zed as A/ ANby the
trikes

Ep dennd og st's, those who st udy di seasetrends, of -
ten use the nuner of AL/ ANreported by the LB CGen-
susinrateca cu aions. Hwever, the Gnsus courts,
wi chconefromse f-reported, nail-indsta nay bein
accuade Qnesdy, IFSwerifiesstaushyaskimgaydi-
catstoprovide proof of triba nenbbership, o prinary
o secavkry aestry. i bes usethenost ri goraus screen
ingcriterig wtherd|net officarspresat toverify A/
ANancestry, birthcertificates, axdsofarth Because
dsesseraecd cu aionsrdy upon Grnsus deta, anun
komled o statisticd hiasispesat inthesecd ad &
tios

The Northvest Tribal Registry Prgect Sheds
Ligt onthelssue

The Northvest Tribal Registry g ect hopestopro-
Videorevay toassess theeffect of dfferent popd aion
sizesmndseeseraecdadaias. TreRg stryaigreted
fromNort hwest | ndi an heal th care programpat i ent
recorddata(i.e., peopl ewho accessed servi ces froma
Northvest 1ndi anheal thprogram). Inaddition, cur-
retlytheprgect isaskingthetribestocasi der i nd udk
ingtribd erdlnet ctaintheRg stry. Thiswlil dlow
tribespecifiched thsta us nessurenartstobenade In
thi s wvay, rates can be conpared bet ween those o are
triba nenbers only, thosewihoare consi dered A/ ANby
thefederd goverment, adthosewoveresd f-iderti-
fiedas A/ANinthe LBGnsus.

I nportant pal i cy questi ons nost be addressed gi ven
thevariadlityindighlitydefintions. TheBhes
adptedtregtieswthtribesthet i nvake aun que govern
nent -t o-gover nnent status not foundfor other ethnic
mnoritygogs. Tribd leadersared ectedby erd | ed
neners and carry theresponsibil ity torepresent the
tribeindficdd dscssias. Wenthesed scussiasin
vdved |l ccationd hed thresources, it isimortat thet
theseleedarshaveava | dd eacoraehed thstawsinfor-
nation If thishethstausinfarnmationisincaredt be
cause t he wong popul ati on of A/ ANpeopl e vas used
intheratecd cd aiams, resorcesnay bed | ocatedi noor-

ratly. %o

Nrtheest Triba Rg stry Rg ect
RiueRas

Under st and t he preval ence of
nscl assi fi cationinstate Md cadad
Md carefiles

Investigetepatentid assod e i ons bet veen
bl ood quant umand heal t h st at us

Linknoretribal enrd I nentswththe
Northwest Tribal Registrytoinprovethe
accuracy of thedataresu tingfromosta

i rkeges
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NewMit ernal and Chi | d Heal th Bpi denndl ogi st
toJonNorthwest Triba EBo dennd ogy Gant er

Inrecogitiond thestae-of-the-art vark bei ngdone
at the Northwest Tribal Epi deniol ogy Genter ( The
Bi@tea), the@tesfo Dsease Grird and Rreverr
tion (@0 recentlyassignedahighl evd Mternd ad
ChildHealth (MH) Boi demiol ogi st towork at The
Eoi Center. JimGudino, MD Mg MPH wll begin
vworka The Epi @Grter inNovener 20000 0. Gudino' s
vaorkwll foousond ud dati ngthefactarsind vedinthe
recent|y reportedreductionininfant norta ity anong
Northwest tribes. Ir. Gudi no, Dee Fobertson, MD
MH Drector of The Boi @nter, and Li sa eRoo, MH
Saff Boi dend ogi st, docunentedthisreductionina
recet pldicaion (Foracgyd thispdicaion oo
tact GandraW son, Arg ect Assistant, at (503) 228
4185.)

D. Gudinoiscurently the Lead MHED denhdl o-
dst adQinicd Associate Rofessar far the @CO Vi -
sionof Ryproducti ve Hedl thandthe University of Veish
ingonShod of RdicHAth respectivdy. Hsaess o
exqertiseaepegaxy; fed, infat, adchldhedth

epi dennd ogy; and the prevention of adverse
hed th out cones, ri sk behavi ors, andin uries
anong vwonen, i nfants, chil dren, and adol es-
cents. Hs experiencein MHep denid ogy i s
extensiveandind udes: (1) evd uatingtheim
pedt d iga hedthinitiaives, suchasthesdae
w de i npl enent ati on of Veishi ngton' s i nmo-
nizationregstry andchildheal theducation
conput er system (2) devel opi ngand di recting
t he Véishi ngt on st at e- based MiHepi denidl -
ogy program and (3) desi gni ng, naneg ng, and
eval uatingsurvei | | ance systens for M3Hre-
| atedd sesses, codtios, adriskfactors of
pud i ¢ hedl thi nportance.

The Northvest Rortland Arealnd anted th
Board and The Epi Gt er vl cone . Gaudi no.
You can contact Ir. Gaudi no at (503) 228-
4185 af ter Novenber 7, 2000. |f you have
any questions inthe neantine, contact O.
Robertson at the sane tel ephone nunber. A% nenbers.

I1t"sahed thy, heppy beby girl!

Josephi ne Rose Lut z vas born to Tam

Lutz, Indian Gmuni ty Heal th Rrofil e
g ect Jecidist, ad B Lutz on My

23, 2000. Qngratul ations!! Tam Ed,

and nowJosephi ne are Lunmi tri bal

Northwest Tribal Boi demnol ogy Center Vi cones
aNewS af f Ba dennd og st

Li sa R0, MH recently accepted her invitationto
jonthe Northvest Rortland Area | ndi an Heal th Board
(NAHB asthenewSaff Boidend ogi st far the Nrth
vest Tribal Epidennol ogy Genter (The Epi (arter). /s
theSaf Bidemd og st, Lisawl| provi deequert ep de
nhd ogi ¢ suppart for nany of The B rter' s prg ects,
includ ngthelnd an@mmoni ty Hal thRr dfil e g ect,
thelfat Mrtdity Sudy (seeabovearticle), adthe
Fetd Acdd SmdroneSrvellaceRgect (seeatide
onpaed).

Li sad ready has experi enceinepi dennd ogy i nl nd an
Qurtry. Serecertly cd | aborat ed wt h Bee Robert son,
Drector of The Bpi Gnter, and Ji mGudi no (see above
artide) todoounart therecat decresseinirfat nartd -
ity anong Nort hvest Aneri can | ndi ans and Al askan N
tives. Inaddtiontoher varkinstudyi ngirfart nartd -

ity, isahesstud edtheutilizationd hed thcareservioes
by AaskenNitivesa villagedin csadreg o hospi -
tds. LisaiscuretlyaRDcad ditea theUiversity
of Véishi ngton Schod of Rublic Heal th.

Inadd tiontoher eg dend og c support, oredf Lisd's
first prgectswll betogdayakeyrdeinggyimgfa the
Nt i ve Aneri can Research Genter for Heal thgrant thet
isdea theendd thsyear. Wthlisd sinput, NAHB
iscafidet that thegat proposd wil hed pustringthe
Research Gnter tothe Nort hwest .

Feel freetocontact Lisaat (503) 228-4185. For a
oqy o theirfat nartdityartidethat Lisacoathored
p esse cotact GandraW son, Rg ect Assistat, a the
sane t el ephone nunioer . 5’”6?3

iy

Northvest Tribal Centa Sypport (&nter

The Nort hwest Rortl and Area | ndi an Heal th Board i s proud t o announce that | ndi an Heal th

Servi ce avarded the Nort hwest Tri bal Bpi dennd ogy Genter wththe Dental Support Genter grant.

If youwou dlikefurther infornati on, contact usat (503) 228-4185, andwatchfor the

ned issted th snevd etter. \,blmez I ssue 3
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Feta Acohd Syndrone Survel | lance Arg ect to Beg n Son

Nrthvest Tri bal

Eni demid ogy Gt er
RgetsatiAtivities
Gonmuni ty Heal th
Tranng

Fetd Acohd Sndrone
SrvellaveRg et

Hd thSa us @) ecti ves

I ndi an Gonmuni ty Heal th
RdileRget

Nor t hwest RPVB Cancer
Assessnart R q ect

Northvest Tribel Centa
Support Genter

Northvest Tribal D abetes
SrvellaveRg et

Northvest Tribal Registry
Rget

RP\VE Support and
Tranng

RAVBSrvei | | ance
Gyecity Brq ect
Sop@lanyd a R ect

GlifornaAeaDabetes
SrvellaveRg et

Fetd Acohd Smndrone (FAS isaned ca condtion
thet occurs wenabeby i s exposedbeforehirthtod co-
hol consuned by the nother. It canresult ingrowth
defi d endi es, dd ayed deve gonert, facid anornal it es,
heart defects, adarmandl egabnornalities. Thed -
verseprod ensthat resut fronFA Sared fficdt tonan
age. For exanpl e, heart defects nay requiresurgery to
hel pcorrect. mMFASchildnay d soexhibit hyperactive
behavi o adlerningd sai i ties.

To hel preduce the i nci dence of FASi n I ndi an Gun
try, thelndi an Heal th Avendnent s of 1992 requi red
I ndi an Heal th Srvi ce (I HD to devel op a programt hat
vou dreduce theinci dencetolessthen2/1, 000hirths.
S ncethe 19805, | FShes avarded the Ui versity of Vesh
ington (WY Fetal A cohd and Drug Lhit wth speci a
fudngtostudy FAS Despitethisfudngnosurvel -
| ance syst emhas been est abl i shed by t he UAprogramt o
det er nne vinet her the cccurrence of FASIT s i ncreasi ng,

D d you know?

Oecressing, o stayingthesane. To devel gp an apprcech
toneesure accuratd y the occurrence of FAS the FY2000
Interior Appropriati ons Gnmitt ee Gonf erence Report
statedthat the WAFASprogramshou d cd | aboratewth
the Northwest Portland Area | ndi an Heal th Board
(NPAHB).

I'nJul'y 2000, NPAl HBrecei ved funds froml H5to
beg naone-year FASSrve llaceRgect. TheRgect
w1l beadnni stered by the Nort hwest Tri bal Epi denn-
o ogy Genter (The Epi xiter) i ncooperati onwth UA
Tregod o theRgect wil betoassessthecureat | evd
of FASanong Northvest tribes andtoreducethel evel
through effecti ve prograns.

TreFa @rteriscuratlysearchngfa aRgedt Se
ddist viowll rinthreRqgect. If youved dlikefurther
infornationonthe Rrg ect, contact The Bpi (rter at
(503) 228-4185. ¥a:

* Duri ng 1994- 1996, 4. 5%of | ndi an nat hers drank duri ng pregnancy (as reported onbirth certi fi cat es)

comparedto 1. 5%of UBA | Races not hers.

* The percentage of | ndi an nat hers who drank i ncreased wth age, except | ndi an nothers i nthe under 18 age
group drank nore than I ndi an not hers inthe 18 to 19 age group.
(Trends in | ndian Heal th 1998-99. B Depart nent of Heal th and Hinan Servi ces)

Nort hwest Tri bal Bpi dennol ogy Cent er

Northvest Portl and Area | ndi an Heal th Board

527 SMH |, Sui te 300
Portl and, @ egon 97201

Phone: (503) 228-4185
Fax: (503) 228-8182
wawe npai hb. org




