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E For Pubhc Hearmg in preparatlon for 2008 2009 Budget/

i of the I‘ eite Instltute Ferre Instltute (Ferre) was founded in Unca NY in o

Testlmony by Luba Djurdjmowc, MS ‘i. Coe
= _ Executwe Dlrector of the Ferre Instltute and Dlrector the Genetlcs B

o _Prog’rams

o -"New York State I)msmn of the Budget

Tuesday, November 27 2007 at SUNY IT Marcy

- _Thank you. for gwmg me the opportumty to teii you about the oommumty
» based gonet;c counsehng program of Ferre Institute and 1ts orltloal role in. ISR

"?[,ithe Mohawk Va}ley I am a genetzc counselor and the Exeounve Darector "5‘

‘ i19’74 asa not~for—proﬁt 501 (c)(3) organlzatlon ded1cated to prov1d1ng
.':-‘oﬁemplary genetlc sorvmes to ali ThlS was a novel 1dea Ferre took 1he .
: lead aid today, through its comﬁﬁmly%ascd geneuc coonselmg sef;rxcos
| H '1tls genet1o counselors prov1de the most cuoreot and balanced gene.tlc. . :
| jmformanon 10 moro than 15 000 famlhes fo01ng comploxlmedwal
R condltzons in the Mohawk Valley, Southem Tler and the North Coun’sry
o {ﬁ- ‘Commumty-based genetlc counsolmg brlngs new genetxc research to
J‘rlndmduals of all ages and then famlhes regardiess of 1he1r ablhty to pay,

; in the vc,ry commun1t1es where they IIVB, Workmg w1th the1r own medicai



| prov:ders Ferre s commun1ty~based genetlc counselmg serv1ces is the only such program
: m New York- State It has recewed nationai auentlon W1th support from New York
o State I‘erre S communlty genetlc, counselmg program can brlng genetws to more famlhes .

in Cen_tral_ New York and,‘through rephcatlojn, clsewhere: m‘t_hc state. .

S Fefre‘:lﬁ.stifute is'askihg New York Staite tbjinveét'$100 0‘0,0 in new fuf;dé té’ suppért 1) aﬁ :
.-expansmn of Ferre S communlty-basédugenetzo counsehng serv1ces lhroughout the ._j :
Mohawk Valiey and 2) the expanded operatlon of its pllot 1mt1at1ve "Mohawk Valley |

.- “ ,Gene Whlch is an onlme and phone geneuc help desk" for physmlans and other health | ‘

| profess_zonals. |

- 7Certa1nly, I do nol have to teil yﬁu about health care .today, rislﬁg health caré costs, . -
| .runnecessary testmg and d1sparmes in access fo care Genencs offers soiutions The |
’ I:cémpletlon of the Human Genome PI'OJ ect has mtroduced a maj or shzft underfoot in daﬂy |
medwai practxce New genéhc advances offer umque opportumtws to 1dent1fy health rlsks

B pre symptomatlcally That means, a genetzc test may predlct if one spemﬁc person may

B o be at r1sk for heaﬂ: d1sease breast cancer, dxabetes hypertensaon or demenua Thelr

o -,medlcal care can then be tallored for that risk which i 1mpr0ves care and less‘expensn.fe
Pharmacogenetxcs examines how eaoh of responds to prescrlptlon drugs based on our

; genét:c maké up, .can 1mprovc pauent response to medicauons 1dent1fy those most hkeiy o
to work and protect agamst adverse effects of medlcatlons and consequént

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



' ) Genenc drscoverres are reported every day. 'fhe challenge however, is how to get the
) most current mformatron 1o heallh care professronals and thelr patlents how to help them )
‘. ‘make use of genetto tests and how to apply the test results to pat1ent care. Currently, there |
are over 1300 cl1n1ca1 genetrc tests avallable Natronal health leaders have recognrzed that
\ there isa w1de gap between the advances in the science of genes and the genetlc ‘l
:' knowledge base of many physrcrans nurse practltroners and other health professmnals
L ‘Thls knowiedge gap is serrous and alone contrlbutes to unequal access to genetm :

-mformauon and treatment optrons Genetrc counselors close that gap

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

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

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

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

_ genetw counselor we assist 1nd1v1duals and often thezr farnllles to helpl them understand |
the aspects of therr lrealth concerns could be related to genetrc make up We analyses o
;farnily trees and clini_cal historres. We dete_rmme _Whe,ther aknown g_en‘e fits that_ _persorl_

o medical history, and_ifso; coordinate testing, ifit 1) is clinically available and 2)ifthe
x " persorl dcslres testi_o_lg_.lWe then iméfp;}et all' this in.format_iorl lfor', the oerslori and their.

. physician in the commumity.

_.Ferre s commumty based genetics offers an rmmediate and creatlve solutlon to the '

C dlspanty of genetrc mformatron and medrcme in the Mohawk Valley Wlth commumty- -



' Baséti .g'é_noti’os? Fer're',s.:gene'tic counselors il)t_ingf mformanonabout ge:ootics, g'.eo'étio tests .
shé_ test "res’u‘lts to ind'i\lzidosls and thoir -fatniiics m the communities vtﬁere thoy live andl
work‘ In addttlon oorrtmumty geoetzcs gives. accoss to geoetzc counsehng. through

"ex;.stmg health care systems where :ndmduais seek’ care | Ferre brmgs genetlcs to the

- poople_~ 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 -medtoal practzce Ferre S .ﬁrst hand front lzne experlence has led us to develop mnovatlve S

‘ ways to bri_ng genetfics to_ Upstato New Yowrk,._. Ou_r oommunlty—basod genetic o_ounsehn_g _

- brings cu.'rrehtl_snd respoﬂs-ible genetic .infom.tat'ton. aod teéting toNeW Yort{ S'_tat’e__ '
_rosideots.:'(_):ur cooosolots have' heif)éd patient_s and thelr dooto'r-s-:to'o.so ne'w' g.e'oet to'sts f_or :
o ,oreést aod ooion oa'nc'o'rs. ‘Ferre's:néx‘fv "Heart\a',nd Gene Pro'g'ram‘ the only such program -
| lm Upstate New York brmgs soocrtahzedlcardiovasoular genetzo r.1sk assessment to o
| famlhes and gwos them the opportumty to prevent hoart d1sease- To assure that F erre can“ 5
:contloue its commumty based genetlcs services, extend those services to more farnlhcs

- ‘and phy31otans in more commumtms and deveiop new genotic tnfomtatxon aod |

‘ counsohttg service. models which can gwe fam1hes and physzmansm the Mohswk Valley .
) : full access to tho advanoes of genetzc science and access the best most cost effecttve

o health care Ferre Instatute needs ﬁnancml assmtance from New York State

“Genetic oouxtseling is an up—front investment that Wiil realizo’ better healt_h at less cost.
= But genetlc counsehrtg costs as well as saves money Genetlc counselors are experts

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



o ;ﬂ;qut genes and t.l‘reir'_ap_plli:eation to l_reelth and elisease. Genetie counselmg takes__iir,ri_e. .
: ‘F‘or 'eXampIe the avaﬂabiﬁty of ceion cancer ﬁredisposirien éenes‘ aliows for risk.
assessment and genetrc testmg in hrgh rrsk famrhes to determlne who shouid have

: lfrequent screemng and who can foliow standard gﬁrdehnes Thls agam 1,a110rs
_surverliance and masages costs. ThlS mulu 1ayered process for one person takes orr the .'-' |
: ."-"ar/erage 7 hours of research enalysm, explanatron and documentatlon For a farmly, 1t

' takes double that

- Th’é deman'd for services i's groWing - growing beyond Fefrre’s IeSources. Of the 25 f
- gene’uc servme programs in New York State Ferre Instltute s commumly—based servzces
- ,reach the largest geographxc reg:on of the state. It ﬁelds requests from commumtles far

"'.-be_yqnd, its geographle reglon_. SR

o Yet, ,resuu_r'ces _for genetic counseling are very limited in New_ York State. In fact,. o
- although the demand for gerretic,courrseiing services has grown, the state has not
| increased funding. This 20 year flat fuﬁding'has actually meant reduced funding because

" costs have increased.

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

o patrent payments based on a sliding fee scale rhat follows federal gurdelmes foundatron

| _grants, contn‘outrons and state funds These resources are not adequatc to meet the -

_ eurrent demand for Ferre s counsehng servrces espeerally as we attempt to respond to '

" the referrals from 1hr0ugh0ut the Mohawk Valley and ns surroundmg commumtres We R



o have Worked dlhgently to stretch our funds to provuie the most to many. We have

R however reached the limit of our capac1ty and o do more, we need add1ticnal resources -

An investment of state dollars in Ferre Institute and its genetic cpunseling program for . - E

 contral New York will be eubiic dollars well spent. It will help Ferre fulfil the promise TN

- of the Human Genome PrOJect and cornmumty based gcnetics for md1v1dua15 and thelr
| famihes and for the state too. That promise mcludes carlier dlagnosw and treatment of
. .for example, colon cancer It 111ciudes reduced rates of chromc disease such as d1abetes It '
| -xnciudes personahzed medlclne Wthh wﬂi 1dent1fy preveﬁtﬁze sirategles for better health o
L .and hfe‘;tyle modiﬁcatlons based on mdmdual genetlc make- ep and env1ronment That S
L prom1se 1ncludes reduced health care ccsts from early, 1nd1v1duahzcd treatment plans and g

- _lower rates of chrcnlc chsease Investmem in genetic counsehng Wlll prowde a piatform

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

: fsuffermg of 1nd1v1duals These prornises are real they are today And there wzil be more '. -

"tc,morrow._ New York State has an_epportumty o help its citizens and_ztse_if.

' Fer}e I-nsﬁtﬂte, therefore, requests $1.00,000"in new funds for FY 200872009 forits _‘
community-based gene’tic's“program.. With these additioﬁel_ dollars, Ferre.can o
1) counsel more‘families about genetics, genetic tests and test results,

. 2) educate more medical professionals - especially primary and family care practitioners - B

about genetics and thereby integrate the genetics into primary health care which must be B

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



"onhne/phone " genetlc heip desk" Wthh puts genetlc advances at the ﬁnger tlpS of all R |

: heahh professwnals in our region and

‘_3) extend 1ts pubhc educaﬂon programs to commumtzes throughout the Mohawk Valley o

- | _and 1ts nelghbors

: Céz;zlmunity-based genetacs at Ferre Inlsutute can assﬁre uﬁwemal access 1o genetlc
_“-'scwnce and medmme mtegrate genet‘lcs mto prxméry health care and estabhsh the .
o mfrastructurc for profess:onal and pubhc conversauon abou%t pOhCleS and practme in the '
genorﬁlcé, éra Pubhc doliars wﬂl supporl éﬁd strengthen Ferre s program in the Mohawk ‘_ S
B Vailey, Southern Tler and North Couniry I urge New York State to mvest m Ferre

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

Thaﬁk you foif thé'opportunity' to spéak'w.ith you today.- S

For more mformatxon
o "'Luba DjurdjanVIC MS

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

HMurray L. Nusbaum MD

- Medical Director- Ferre Institute
. uMLNus_baum@aoll 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 2005, 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 beforé 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”.



