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DELIVERY SYSTEM ISSUES




PROVIDER SUPPLY

Limited number of trained geneticists

RUral"and frontier supply ISSUEes

Licensure ofi genetic counselors

Centers of excellence vs. specialty vs. prmany.
carne

Adult vs. pediatiic vs. prenatal
Adolescent transition ISSUES

Competing professionall interests (research vs.
clinical practice)




NON-GENETIC PROVIDERS

Increased demand for genetic Services
Direct to provider marketing

Impact onr guality’ and" coerdination; of care?




“"RETAIL” GENETICS

Consumer knewledge: base
Avallanility: off genetic counseling
Quality monIterng

Insurance coverage

Prvacy and confidentiality

Regulation 2




ALTERNATIVE MODELS

Telemedicine
Chianges in; state licensure

Sharedi state, regional or nauoenal
[ESOUrCeS




INSURANCE AND' EINANCING
ISSUES




PROVIDER REIMBURSEMENT

Reimbursement for time Intensive SenVvices
(Vs. precedures)

Coding/reimpursement: fielr genetic
counselors

Reimbursement ofi multiple provider types

Adeguate severity adjustment




INSURANCE COVERAGE

Criteria fer coverage ofi emerging technelogies
Criteria fier coverage oii —ofii lanel™ drugs
Appropriate use off CEA

Coverage off young adults

Coverage ofi testing for nen-enrollees




PUBLIC PROGRAMS

EXpanding critera for NEWRe SCreening

Impact of NBS, expansion; o) states and other
stakeholders

Cross state variation

Implications off Increasing lifie: EXpectancy




EVOLVING INSURANCE MARKETS

IRcreasing censumer: shale
Growthi ofi healthr savings accounts

Retrenchment ofi employers




KNOWLEDGE, LITERACY, AND
TRAINING ISSUES




Fraining Eecus

IHistercal prenataliand pediatic focus

Growing adult'senvices




PROVIDERS OF GENETIC
SERVICES

Scientific knowledge: hase

Ethical; legal, social knewledge lhase

Updating knewledge aneund new: technelogies
Apprepriate use: of fiamily RIStery

SCOPE Of practice

Quality moeniterng

Culturall competency.




CONSUMER ISSUES

Kinpwiedge: hase
Avallapiity, el Infermation
Useftiness o information

Eear of discrimination

Impact eff marketing

» Content ofi asvertising
2 |mpact en expenditures
» EDA labeling



ETHICAL, LEGAL, SOCIAL, AND
ECONOMIC ISSUES




HISTORY

|pformed consent
DISscrimination

PUBlIC support

Impact efi religieus/spirtual beliefs

ERnhancement intervVentions?




CURRENT CULTURAL ISSUES

Driferential Incidence
Institutional racism
Culturalf competency. off previders

Media messages




THE ROLE OF ADVOCACY

Affected pepulatiens
Organization; and reseurces

|mpact on services

Impact en Policy,




CURRENT PUBLIC POLICY

Regulatien

raxation

PURIIC progams
Gevernment as purchaser
InfierMatien prevision

he power off deing nething




CURRENT LEGAL ISSUES

Prvacy: and disciimination laws
Infiermed censent

Conscience clauses

Wirenghiti It

Coverage limiis

Intellectual property.




CURRENT ECONOMIC ISSUES

Wihe pays for What Services?
Whe decides?

WWhat IS the roleoff markets?




HISTORY OF SCIENCE

Little impact off genetics hefore sequencing
2 Littler attention

% FeW! reseurrces

After sequencing,, research pregressive

% Single gene diserders

» Complex, multiple gene: diserders

% Gene/environment Interactions




CHANGING SCIENCE ISSUES




What Genetic Tests Can Do

Confirm ldentity
»ldentiy yeurr nedy aiter an accident
2 Jlell i youfwere at a crime scene

Expand a Eamily: Tree
»IDEtermine Ifi an ancestor Was Semeone fameus
ziHelp find tnknewn: parents), siklings or ether
elatives
+[DESCIIE WhHENE YeUr ancestors came. firom
»Determine paternity.

The New Youkt Times
4/12/06




What Genetic Tests Can Do

IHelp Predict a Viedical Conditien

% Diagnese a genetic disorder like Huntingtents
disease

»\\alim youl ol a predispesition; te addictiens

% Slggest Whilch drtigss might: bermest: effiective
e you

% SU@Qgest certain feods or supplements to
ChoeSe or avoid

% ASSESS Your rsk with a mate off passing a
genetic disease to a child

Fhe New Yor Times
4]12/06




PROMISE VS. CURRENT DELIVERY

Media ftieled expectations

Eew: culirent effective: clinical applications
PUBlic trust of science
Pace: ofi change

Long-term: effects




CHANGING OUTCOMES

Changing moedel fier medicine
Conditions; are signaling errors
Targetedi interventions == mpreved eUtcomes

Utnlity: ofi prediction, persenalization,
prevention

Increasedilife expectancy




FUTURE IMPACT

Depends; on:

% Research funding

% SCIENtITIC AdISCOVErY/
% PIoVIder iesponse
% CONSUMEY: response
% Payer respoense

% Public policy response
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