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Our Mission and Vision 

ÁMission 

> The National Society of Genetic Counselors advances 

the various roles of genetic counselors in health care 

by fostering education, research, and public policy to 

ensure the availability of quality genetic services.  

 

ÁVision 

> Integrating genetics and genomics to improve health 

for all 



NSGC Continues to Grow 



NSGC Continues to Grow 

2010 Audit 2011 Audit 2012 Audit
2013

Budget
2013

Forecast

Net Assets $1,248,814 $1,448,667 $1,989,591 $1,992,155 $1,879,556
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2013 Committee Chairs and Vice 
Chairs 
Education Committee 

     Kelly Jackson, Chair 

     Renee Chard, Vice Chair 

 

Access and Service Delivery 
Committee 

     Stephanie Cohen, Chair 

     Heather Zierhut, Vice Chair 

 

Membership Committee 
  Kami Wolfe Schneider, Chair 

     Kaylene Ready, Vice Chair 

 

 
 
  

Public Policy Committee 

     Jill Stopfer, Chair 

     Carrie Blout, Vice Chair 

 

Practice Guidelines Committee 

     Adam Buchanan, Chair 

     Christina Palmer, Vice Chair 

 

 

Marketing & Communications 
Workgroup 

Sara Riordan, Chair 

 

 2013 Board-appointed Task Force 
Conflict of Interest Task Force 

Cheryl Harper, Chair 

 



Join a committee! 

ÁAll committee meetings are being held today 

ÁCheck your program 

ÁFind a committee that fits your skills and 

interests or join a new committee that will 

expand your knowledge base and experiences 

ÁInformation in your program and NSGC AEC 

app 



NSGCôs 2013-2014 Strategic Objectives 

Access 

ÅReimbursement /     

Payer recognition 
Å Federal  

Å Third party 

ÅLicensure 

ÅDemonstrating and 

promoting value 
Å Cost effective 

Å Cost saving 

 

Value 

ÅEvidence-based 

research 
Å Outcome Measures 

ÅEvidence-based 

recommendations 
Å Publications 

Å Practice Guidelines 

ÅPosition Statements 

ÅMarketing & 

Branding 

Growth 

ÅWorkforce growth 

working group 

ÅCollaboration with 

ACGC, ABGC & 

AGCPD 

ÅNew practice 

settings 
 



How do we improve access to genetic 
counselors and services? 

Access 

ÅReimbursement /     

Payer recognition 

ÅFederal  

ÅThird party 

ÅLicensure 

ÅDemonstrating and 

promoting value 

ÅCost effective 

ÅCost saving 
 

Access and Service Delivery Committee 

Å Payer sub-committee 

Å State licensure sub-committee 

Å GR staff 

Public Policy Committee 

Å Demonstration of NSGCôs unique 

voice 

Å Grass roots efforts for Federal bill 

Members 

Å Data showing value, cost 

effectiveness 

Å State licensure and local advocacy 

Å Payer negotiations 



Public Policy Committee 
ÁNew Position Statements in 2013 

> Family Health history in the EHR 

> Testing Minors for Adult-Onset conditions 

> Incidental findings in Genetic Testing 

ÁWhite papers 
> NIPT 

> Stem cell research 

> Newborn screening 

ÁOthers in revision or development: 
> Adoption revision 

> Fetal Tissue research revision 

> SCNT/Cloning revision 

 

Grass roots advocacy  

around bill 



Access and Service Delivery Committee 

ÁPayer Subcommittee  

> Focused on collecting 

existing data to show 

GC value 

> Promote new 

research/data on GC 

value 

> Payer outreach 

> Membership 

education 

 

Data 

Payer education/ 
negotiation 

 

Membership 
education 

Access  

and Value 



Payer Sub-committee 

ÁData collected by subcommittee is directly 

supporting our Federal effort 

> NSGC hired an external firm to conduct cost study and 

results were highly favorable 

> Cost study currently being used in Hill visits 

ÁMember resource 

> Establishing an evidence base that can be used with 

various stakeholders 

> Bibliography 

 

 
PROFESSIONAL ISSUES PANEL FRIDAY AT 10:30am 



Payers recognizing value of GCs 

ÁCigna and InformedDNA 

ÁRequires genetic counseling by a certified GC 

or medical geneticist for several conditions 

ÁAllows GC (in-person and telephone) to bill 

and be reimbursed for services using 96040 

ÁNot a perfect policy 

> Cigna has been made aware of our concerns; dialog 

ongoing 

> Experiences with Cigna program will be used in future 

payer discussions 

 



ÁState Licensure Progress 

> 11 currently issuing licenses: CA, DE, IL, IN, MA, NE, 

NM, OH, OK, PA, SD, TN, UT, WA 

>  4  in  rulemaking: HI, ND, NH, NJ 

>  21 with bills introduced or in preparation: CO, CT, DC, 

FL, GA, ID, IA, KS, KY, MD, MI, MN, MO, MS, NY, OR, 

RI, SC, TX, VA, WI 

State Licensure 



Federal efforts - background 

ÁA bill that would recognize genetic counselors 

as independent healthcare practitioners under 

Medicare 

> Private payers tend to follow Medicare policy 

ÁAllow GCs to be reimbursed for services 



Federal efforts - background 

ÁCurrent financial climate provides opportunity 

to introduce bill 

ÁAttach bill to the SGR fix 

> Have to wait for this to be opened up for adjustment 

ÁEvidence that genetic counselors are cost 

effective and save healthcare dollars 

ÁGenetic counselors also provide value and 

high quality healthcare services 



Federal efforts - Progress 

ÁCost study showing significant savings to 

Medicare if GCs were recognized providers 

ÁNumerous hill visits over the past 6 months 

ÁSenator Carper (D-DE) current champion of 

the bill 

> Bill language has been drafted 

> Co-sponsors 

 

 



Federal efforts ï what can you do? 

ÁLicensure is critical 

> Licensure sub-committee within ASD committee 

ðContact John Richardson jrichardson@nsgc.org  

ÁDiscussions with local payers 

ÁData on GC value and cost-savings  

ÁPayer sub-committee can help 

> Contact Joy Larsen Haidle 

joy.larsen.haidle@northmemorial.com or  

   Monica Marvin monicama@med.umich.edu  

 

 

 

mailto:jrichardson@nsgc.org
mailto:joy.larsen.haidle@northmemorial.org
mailto:monicama@med.umich.edu


What value do genetic counselors 
provide? 

Value 

ÅEvidence-based research 

ÅOutcome Measures 

ÅEvidence-based 

recommendations 

ÅPublications 

ÅPractice Guidelines 

ÅPosition Statements 

ÅMarketing & Branding 

Access and Service Delivery Committee 

Å Outcomes research 

Å Service delivery model papers 

Practice Guidelines Committee and 

PPC 

Å Demonstration of expertise 

Å Practice guidelines and position 

statements 

Members 

Å Research/data 

ÅOutcomes focus groups 

Å PG submissions, member     

feedback on PS 

Marketing, communications and PR 

Å Increase visibility of GCs 



ÁOutcome measures 

> Working to identify patient-centered outcomes measures 

in genetic counseling 

> Identify and prioritize these measures 

> Educate the profession to promote utilization in genetic 

counseling research 

ÁFocus groups at the AEC  

ÁThanks to those who participated! 

 

 

Access and Service Delivery Committee 



Practice Guidelines Committee 

ÁFive new/revised guidelines completed 

since Nov 2012 
> HBOC published (accepted by NGC) 

> Cystic Fibrosis published  

> Fabry published (accepted by NGC) 

> Prenatal Screening published (accepted by NGC) 

> Fragile X (accepted by NGC) 

ÁCommitteeôs COI policy revised 



Practice Guidelines Committee 

ÁOngoing projects: 
> Five guidelines in review/revision process  

> NSGC invited to join joint carrier screening guidelines 

> Overseeing expert review/endorsement process for the 

American Academy of Neurologyôs FSHD guideline 

> Joint Cancer Referral guideline with ACMG almost ready for 

Committee review 

> National Guideline Clearinghouse revised criteria ï working 

on background documents, author and member education 

initiatives, and revising Committeeôs guideline proposal form  

 

 

 



Marketing and Communications Workgroup 

and Expert media panel  

ÁMarketing and Communications workgroup 

>Assisted with roll-out of new NSGC emails and 

member updates 

>Will be involved in testing website after launch 

ÁExpert media panel 

> Four members completed media training with NSGC 

PR firm, PCI 

> Media requests in the areas of cancer genetics, 

personalized medicine, genomics, Alzheimerôs, NIPT 

and many other topics 



Self-Marketing Toolkits ï YOU 
are our professionôs best 
marketing asset!  

ÁEstablish yourself as a knowledgeable 

resource & increase referrals 

ÁVariety of tips and templates to market 

self to physicians, primary healthcare 

providers 
> Educate physicians about benefits of partnering 

with a genetic counselor 

> Specialty-specific inserts now available to 

customize for use in different settings 

ÁAccess toolkit online under NSGC 

ñMember Centerò using member login 

 



ACOG 

NSGC Collaborations and Liaisons 

ABGC 

National Advisory Council for 

Human Genome Research 

HRSA 

NCHPEG 

ASCO 

AGCPD 

ACMG 

Discretionary Advisory Committee on Heritable 

Disorders in Newborns and Children 

NBS Connect 

American College of 

Surgeons Commission 

on Cancer 

MDA Coalition 

SMFM 

NHGRI 

AMA Health Care Professional 

Advisory Committee 
National Accreditation Program 

for Breast Centers 

National Newborn Screening 

and Genetic Resource Center 

IOM 

CAGC 

ACCC 

TRIG 

ACGC AONN 



NSGC has a new Web site! 



With a new Member Center! 



Easy access to your favorites 

ÁMember profiles include new 

features for social networking  

ÁOne-click access to your SIGs, 

courses, document folders and 

blogs 

ÁOpt to remain signed-in for quick 

access to members only content 



NSGC updates in one place 

ÁYou choose your 

newsfeed/bulletin 

board: 

> Member News 

> Position 

statements 

> Press Releases 

> NSGC in the News 

> The Advocate 

archives 

ÁFollow any or all 

feeds 



Reorganized content 

ÁQuick links to 

related content 

appear on most 

pages 

 

ÁButtons provide 

access to major 

content areas 

 



Updated Find A Counselor Search 
ÁEasier to use 

search interfaces 

on one screen 

> Location search 

> Name or area of 

specialization 

 

ÁLocation search 

returns contact 

information and 

maps location 



Updated Discussion Forums 

ÁImproved 

functionality based 

on your feedback: 
> Reply right from your 

inbox like a listserv! 

> Access past posts as 

with our current 

discussion forum 

> Archives will be moved 

over for all forums 

 



Launching soon! 

ÁWatch your email for announcements on the 

launch date (mid-October) 

 

ÁVisit the NSGC Booth in the Exhibitor Suite for 

a preview! 
 

 



 
NSGC 2013 PUBLIC RELATIONS 
CAMPAIGN RESULTS 
 



Media Coverage by the Numbers 

ÁDuring 2013, we secured a total of 48 original media 

placements (582 including pick-up) reaching an estimated 

audience of more than 68 million.  
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Spokesperson Quoted NSGC Mention Website Mention Key Messages

81% 

91% 

21% 

100% 

Key Metrics for Media Placements 



23% 

19% 

9% 

23% 

4% 

17% 

4% 

Placements by Topic 

Genetic Testing

Prenatal Genetic Testing

Role of Genetic Counselors

Breast Cancer Genetic Testing

Reporting Incidental Findings

Gene Patenting

Cigna



NSGC Media Coverage Highlights 


