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: provrders Ferre s communrty«based genetlc counsehng services is the only such program
: m New York- State It has recewed natronal auennon Wrth support from New York
o State I‘erre S oommunlty genetle counselrng program can brlng genetrcs to more famrhes -.

in Cen_tral_ New York and,‘through repheatro_n, elsewhere: m‘the state. .

S Ferreilrrstirute is'askiog Nev».f York' Stete tojinveSt'$100 0‘0,0 in new furrds to' supp'o.rt. 1) ax; : .. .
.-expansmn of Ferre S communlty~based~genetro counsehng serv1ces lhroughout the i
Mohawk Valiey and 2) the expanded operatron of its pllot initiative "Mohawk Valley |

.' “_.,'Gene whrch is an onhne and phone genetrc help desk" for physmans and other health

| profess_i()nals.

B 7Certa1nly, I do n01 have to teil you about health care .today, rrsmg health care costs, . -
| .runnecessary testmg and drsparrtres in access to care Genetrcs offers soiutrons The -
’ I:completlon of the Hurnan Genome PI'OJ ect has 1r1troduced a maj or shrft underfoot in daliy |
medrcai practree New genetw advances offer umque opportunrtres to 1dent1fy health rlsks
- pre symptorrratrcally That means, a genetro test may predlct if one spemﬁc person ma}r |
' be at rrsk for heart drsease breast cancer, dzabetes, hypertenszon or demenua Their
o -,medlcal care can then be tallored for .that rrsk which i 1mproves care and lessexpenswe
Pharmacogenetrcs examines how eaoh of responds to prescrlptlon drugs based on our :
- ; genetrc make up, .can 1rnprove pauent response to medrcauons rden’ufy those most hkeiy N “
to work and protect agamst adverse effects of medreatlons and consequem

- '.hosprtahzatlons Again, the heath care 1s better and costs 1ess '



. Genetlc drscoverres are reported every day. The challenge however 1s how to get the ) :
) most current mformatzon to health care professronals and therr patlents how to help them
‘. ‘make use of genetrc tests and how to apply the test results to patlent care. Currently, there |
are over 1300 ehnrcal genetrc tests avallable Natronal health leaders have recogmzed that
\ there isa wrde gap between the advances in the science of genes and the genetlc ‘l
h knowledge base of many physrcrans nurse practltroners and other health professmnals
L ‘Thls knowiedge gap is serrous and alone eontrlbutes to unequal access to genetre :

-mformauon and treatment optrons Genetrc counselors close that gap

| ""Genetrc counselors are specrally tramed to bring the advancmg sc1ence of genetrcs and 1ts &

o health applrcauons to physmlans nursc practrtioners and other health professmnals We :

o g | gutde 1nd1v1duals health professronals and communrtres through the unfoldmg era of

.'genomlcs Our professzon emerged in the 1970 s. I have practrced for 30 years As a

_ genetlc counselor we assist 1nd1v1duals and often therr famllles to helpl them understand B
the aspects of therr lreelth concerns could be related to genetrc make up We analyses .
;farn_ily trees and clrnical historres.- We determme _whe,ther aknown g_en‘e fits that_ _persoo

,mgai;a_l history, and if,sq; coordinate testlirg, ifit 1) is clinically available and %) ifthe

x " persoo _desires testi_o_g_. We then int’er'pret ell this in.format_io'rl for the oersori and their.

. physician in the commumity.

_.Ferre s commumty based genetics offers an rmmedrate and creatlve solutron to the o

C dlsparrty of genetrc mformatron and medzcme in the Mohawk Valley Wlth commumty- -



based genetics, Ferre's genetic counselors bring information about genetics, genetic tests.

. jahd .test‘ results tc')”individiiais and their -families in'the cbmmunities Where .t'hey live and
work In additlon oommumty genetzcs gi,ves access to genetzc counsehng through
' exzstmg health care systems where :ndmduais seek’ care Ferre brmgs genetlcs to the

- pcople_~ ina Way patlents,and_ physmlans can _use it.

' 'Ferre Instltute has been a leader in the effort to brmg the Human Genome Prc:g ect mto _

B -medlcal practzce Ferre ] .ﬁrst hand fmnt lzne experlence has led us to develop mnovatlve 2

‘ ways to bri_ng genetfics to Upstgtc; New Yo%k,. Ou_r communltly—ba_‘sed genetic counsehng .
- brings c_l.;:'rrc_aﬂt'and re"s}ion's-ible gg—:nstis inforrr:iatios and testing to New Yé;i{ Stgfe N |
: ::é:sid_e.lits.:'(_):ﬁr lco'ﬁsseldf_s have he_ipéd pétiénf_s and ;th,e‘ir. dc_)sto.'r:_s-‘lt:d'iisé ﬁe'w' gése fests f_or s
o ,t;reést aﬁd ooion canc'e.,'rs. Ferre's nésv "Heart\a',nd Gene Prb'g'ram‘ the only such program -
| lm Upstate New York brmgs si:ecmhzedlcardiovascl:ular genetxc r.1sk assessment 10 )
| famlhes and glvcs them the opportumty to prevent heart d1sease- To assure that F erre can“ -
:contlﬁue its commumty based genetlcs services, extend those services to more farnﬂles
- ‘and phy31ssans in more commumnes and deveiop new genctic infomiatxon aﬁd |
‘ counsehﬁg service. models whlch can gwe fam1hes and physzmans‘m the Mohswk Valley :
fulllaccgas's to ths gt’dvallcqs- of gen’etzc scm’noe and accgss ;he ‘best,-_mo.st cost-'sffect;ye o

o 'he_zalth care, Ferre Institute needs financial assistance from New York State: -

“Genetic Couﬂseling is an up—front investment that Wiil realize better healt_h at less cost. - |
= But genetlc counseimg costs as Well as saves money Genetlc counselors are experts

'tralned ina umque assessment of risk and exponenuaily mcreasmg body of knowledge



: '_ a‘oout genes and thexr apphcauon to health and d1sease Geneuo counsehng takes urne
: .‘Fo.r exampie the avmlabiilty of coion cancef pred1spos1txon genes allows for risk -
assessment and geneuc testmg in hxgh rzsk fam1l1es to determme who should have
: lfrequent screemng and who can foliow standard gnidehnes Thls agam 1,a110rs
_survezliance and manages costs ThlS mulu 1ayered process for one person takes on the - |
: ."-"ax‘/erage 7 hours of research enalysm, explananon and documentatlon For a famxly, 1t

' takes double that

) : Th'e dezné_m'd for ser\}iees i's gfoWing - growin:g‘ beyond Fefrre’s fesoufces. Of the 25 .

" _ genetxc servme programs in New York State Ferre Ins‘utute s commumly-based servmes_

B ,reach the largest geographxc regxon of the state. It ﬁelds requests from commumtles far

"'.-be_yqnd, its geographle reglon_. R

o Yet, ,resou_r'ces _fof genetic counseling are very limited in New_ York State. In faet,. .
- although the demand for genetiocounseiing services has grown, the state has not
| increased funding. This 20 year flat funding'has actually meant reduced funding because

" costs have increased.

Ferre's genetic counselingprogram_ ndw reiies on heaith -insurance reimbursements, direct :

o patxent payments based ona shdmg fee scale that follows federal gutdelmes foundauon

| _grants, contrz‘outlons and state funds These resources are not adequatc to meet the o

_ eurrent dernand for Ferre s counsehng serv1ces espec1a11y as we attempt to respond to '

" the referrals from 1hroughout the Mohawk Valley and ns surroundmg commumﬁes We R



. have Worked dlhgen’cly to stretch our funds to provxde the most to many. We have

R however reached the hm;t of our capac1ty and, to do more, we: need addmonal TeSOurces.

An investment of state dollars in Ferre Institute and its genetic counseling program for . = E

 contral New York will be pﬁbiié dollars well spent. It will help Ferre fulfil the promise L

- of the Human Genome PrOJect and cornmumty based genetics for md1v1dua15 and thclr
| famihes and for the state too. That promise mcludes carlier dlagnosw and treatment of
. .for example, colon cancor It 111cludes reduced rates of chromc disease such as d1abetes It '
| -xnciudes personahzed medlclne Wthh wﬂi 1dent1fy preveﬁtﬁe sirategles for better heaith o
_ and hfefstyle modiﬁcatlons based on 111d1v1dua1 genetlc mako up and env1ronment That
L p£01n1se 1ncludeo reduced health care costs from early, 1nd1v1duahzed treatment plans and .

- _lower rates of chronlc chsease Investmem in genetic oounsehng Wlll prowde a piatform

o ',for reducmg cost of health care in 1he comlng years and concurrently, roduce pam and

: fsufi‘ermg of 1nd1v1duals These promises are real they are today And there wzil be more '. -

"to,morrow._ New York State has an_opportumty o help its citizens and_ztse_if.

' Fer}e I-nsﬁtﬂte 'th'erefore, requests $1.00,000"‘in new funds for FY 2008-2009 forits
commumty-based genetzcs program With these add1tzona1 dollars Ferre can,
1)) counsel more famxl;es a‘oout genetics, gene‘uc tests and tost results

. 2) educate more me’dmal professzo_nals - especially primary and famﬁy care practitioners - B

about genetics and thereby integrate the genetics into primary healﬁh care which mustbe S

| l_it.s'future. A nevif, key initiative in this effort 'is "Mohawk Valley Gene." This is an



-"_-‘onhne/phone geneﬁc heip desk" whlch puts genetlc advances at the ﬁnger tlps of all

B heallh professmnals in our region and

‘_3) extend 1ts pubhc educa‘aon programs to commun1t1es throughout the Mohawk Valley -

- | _and 1ts nelghbors

: Commumty-based genetzes at Ferre Insutute can assure umversal access 1o genetlc
_‘-'scwnce and medmme mtegrate genetles mto prxmary health care and estabhsh the .'

o mfrastructurc for profess:onal and pubhc cenversauon about pOhCleS and practme 1n the '

genomlcs era Pubhc doliars wﬂi supporl and strengthen Ferre s program in the Mehawk R

_;"Vailey, Southern Tler and North Country I urge New York State to mvest in Ferre

;{ns‘utute s geneucs counsehng program It i$ an mvestment in health care of the future

Thaﬁk you foif the'epportunity' to speak'w.ith you today.- S

For more mformatxon
o "'Luba DjurdjanVIC MS

_ Executive D1rector» Ferre Ins’atute
7 uba@pmne{isp net

: Mu‘r-ray L. Nusbaum MD o
- Medical Director- Ferre Institute
- MLNusbaum@aol.com o



Luba Djurdjinovic, MS

Luba Djurdjinovic, MS is the Executive Director of Ferre Institute, Inc., a non-profit
organization that provides services in genetics and reproductive health. She is also
Director of its Genetic Counseling Programs. She is a practicing genetic counselor with
clinical interests in issues of infertility, familial cancer histories and most recently,
cardiovascular genetics. Luba is credited for developing a unique genetic service delivery
model and has promoted its adoption. In her 28 years of practice, she has been active in
many state and national genetic professional organizations. She is the past president of
the National Society of Genetic Counselors and a recipient of its National Achievement
Award. Presently, Luba is co-chair of the NYS Genetic Counselors Group that represents
all NYS genetic counselors.Luba has been a principle investigator on several projects
with the National Human Genome Research Institute (Human Genome Project). She has
provided public and professional education. In 2000, Luba completed 19 years on the
adjunct faculty at the School Social Work in Syracuse, New York. In 20035, she received
special recognition from the Alliance of Genetics Supports (an international organization
representing genetic support groups). Luba is an author in a leading textbook for genetic
counseling students and lectures extensively.

Murray L. Nusbaum, MD

Murray Nusbaum is the founder and Medical Director of Ferre Institute Inc. He is the
Medical Advisor to the American College of Obstetricians and Gynecologist (ACOG) for
New York State. He spent many years in the private practice of reproductive medicine
and infertility before becoming Professor of Obstetrics and Gynecology at Upstate
Medical Center in Syracuse. He is credited for the promotion of concurrent evaluation of
infertile couples. In addition, his clinical work has resulted in a unique research database
that has been central to numerous papers and congressional reports on the practice of
infertility. In 2004, he was honored with a Lifetime Achievement Award from District II
{New York State) ACOG.

Dr. Nusbaum has advocated for the integration of genetic discussions in clinical practice
for 30 years. He is a frequent lecturer to professional and community groups about the
importance of genetics in our daily lives. In addition, he has been involved in
enhancement of ob-gyn services in rural counties of New York State with an emphasis on
the Mohawk Valley and the “North Country”.



