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ABSTRACT
There is a growing movement in the United States towards state licensure for genetic counselors.  Laws requiring licensure have been passed in Illinois, Utah and California, and bills have been introduced in several other states.  We present the recent attempt of Texas genetic counselors to secure state licensure.  Our efforts began in 2002 with the creation of the TGCLWG (Texas Genetic Counselor Licensure Working Group), a group of Texas genetic counselors committed to furthering the goal of state licensure.  Organized efforts towards licensure included: polling genetic counselors in the state; developing a fact sheet, statistics, a list of frequently asked questions, and examples of cases of harm; soliciting letters of support from consumers, physicians and other relevant professional organizations; making presentations to target professional groups; drafting a licensure bill; securing pro-bono lobbyist support; applying successfully for NSGC licensure grant funds; introducing a licensure bill in the state legislature; and coordinating a genetic counselor lobby day at the state Capitol.  An infrastructure was established to ensure communication among geographically separate groups of counselors and PhD medical geneticists. Email was the primary mode of communication and a web site was established for both internal and external reference.  Despite successful passage of a licensure bill through the Senate, Legislative time constraints ultimately prevented final passage of the bill.  Successful aspects of this licensure campaign will be discussed, as will the less successful components of the TGCLWG’s approach.  Additionally, opportunities for NSGC, ACMG and ASHG to facilitate support within key medical professional groups on a national level will be presented.  The Texas experience illustrates some of the challenges faced by a small group of professionals, and will prove valuable to other groups with a similar goal of licensure.  
INTRODUCTION

Recent growth in the field of genetic counseling, coupled with greater demand for genetic counseling services, has resulted in a movement toward professional licensure across the United States.   In 2002, the National Society of Genetic Counselors appointed an ad hoc Licensure Committee as a subcommittee of the Professional Issues Committee.  The goal of the committee was, and continues to be, to assist genetic counselors working toward licensure in their individual states.  Drawing from the experience of various states, the committee provides background information and recommendations to ensure similar licensure qualifications and continuing education and supervision requirements between the states.  Similarity between licensure acts in different states should encourage licensure reciprocity.  

Licensure became required for genetic counselors in Utah in April, 2002. In California, a licensure bill was passed in 2000, but to date the regulations are still under review.  Illinois passed a licensure bill in 2004, and the rules are being written.  Texas, New York, Florida and Washington have had licensure bills introduced in their legislatures, but to date these have not been successful. An additional 12 states have begun the process of creating a licensure act.  (Ref. National Society of Genetic Counselors.  Accessed on October 30, 2005 at www.nsgc.org.)

The Texas Legislature meets in regular legislative session every two years, from January until May of odd-numbered years.  We describe the attempts to date to pass a bill supporting licensure in Texas.
METHODS

Efforts towards genetic counseling licensure in Texas began in 2002 and have included the following:

1. Preliminary research:  Initially, genetic counselors interested in licensure in Texas performed preliminary research which was reported at two informational meetings, one in Houston (in March, 2002) and one in Dallas (in April, 2002).  The research included a review of genetic counselor licensure bills from Utah, New York and California, as well as review of licensure bills for other allied health professionals in Texas (acupuncturists, social workers, nurses, alcohol and drug abuse counselors, orthotics/prosthetics).  The legislative process, the administration of licensure boards in Texas, and recommendations of the NSGC Licensure Subcommittee were also reviewed.  In addition, Texas genetic counselors were polled regarding their interest and availability in participating in the licensure process.  For this poll, 66 emails were sent to Texas genetic counselors with email addresses listed in the NSGC directory or in the list of board-certified genetic counselors at the Genetics Societies Membership Directory (genetics.faseb.org).  36 responses were received, representing a response rate of 54.5%.  Consensus among genetic counselors in favor of licensure was critical in determining whether or not to move forward with this effort in Texas.  Therefore, all non-responders were called and asked their opinions about the issue.  Written and verbal responses indicated that the vast majority of counselors in Texas (Aimee do you have those numbers or can we say >90%) favored the pursuit if licensure in out state.

2. Working Group:  After solicitation for volunteers from the general email list of Texas genetic counselors, in 2002, an official “working group” was established and named the Texas Genetic Counselor Licensure Working Group (TGCLWG).    A chair, secretary and treasurer were elected.  In addition, three regional representatives were established, to facilitate communication locally, and to maintain current contact information for all genetic counselors in the state.  Additonal working group members were assigned specific tasks related to pursuing licensure, such as finding legislative sponsorship for our bill, soliciting letters of support from colleagues, and soliciting cases of harm from genetic counselord within the state.  A logo for letterhead and a website were developed.  A statement of mission, core values and goals were developed by consensus and posted on the web site. (sidebar 1)  A fact sheet highlighting the contribution of genetic counselors to health care in Texas was written and committee members began making presentations at meetings of other interested professional groups to garner support for our efforts.  These meetings enabled us to secure the pro-bono help of a lobbyist who was ultimately responsible for getting a copy of our bill formally drafted through the legislative council.    Texas genetic counselors were asked for voluntary monetary contributions to help cover the cost of travel associated with these meetings.  An annual contribution of $10 was suggested.

3. Communication:  Informational meetings have been held at each NSGC Annual Educational Meeting as well as each ACMG Annual meeting since 2002.  A comprehensive email list of Texas genetic counselors was established and maintained.  Email has been the primary vehicle of communication between genetic counselors in the state.  The TGCLWG created a website, and also distributed three newsletters to state genetic counselors.

4. Solicitation of Support:  The working group believed that it was important to approach potentially interested professional organizations regarding our efforts early on to minimize the potential for conflict during the legislative session.  Therefore, information was sent to the Texas Medical Association, the Texas Pediatric Association, The Texas Association of Ob/Gyns, The Texas Nurses Association, The Texas Chapter of AWHONN, The Texas Hospital Association, The Interagency Council for Genetic Services and The March of Dimes.  Whenever possible, formal presentations were made to these organizations by members of the working group.  In addition, genetic counselors were encouraged to request letters of support from employers, colleagues, institutions, organizations, and referring physicians.  Letters of support were obtained from the NSGC and the ACMG.  Support for licensure was solicited from genetic counselors and PhD medical geneticists in the state via two email polls, as well as an online survey at the TGCLWG website.  

5. Informational materials:  The TGCLWG developed four primary documents used to present a consistent message.  

· A one-page document entitled “Why License Genetic Counselors” with talking points about genetic counselors, their relevance in Texas, and the importance of licensure.  (See side bar 2)  

· A PowerPoint presentation based on the talking points document.

· A list of frequently asked questions for genetic counselors to use when responding to questions about licensure.

· A one-page document listing four “Cases of harm done to individuals who were unable to access quality genetic counseling services”.  This document served to alert others to the potential danger of a lack of genetic counseling, and it was also educational in that it described typical genetic counseling scenarios.           
RESULTS

Support for licensure:  

A presentation to the Interagency Council for Genetic Services (IACGS) was successful in garnering support, and may have contributed to the crafting of SB 1329 (see below).  The IACGS, which coordinates genetic services in Texas, was established in 1999 by the legislature and includes representatives of relevant state departments as well as genetics providers and consumers.  Although the March of Dimes was very hewlpful throughout our legislative efforts in 2005, the March of Dimes State Public Affairs Committee declined to include licensure for genetic counselors in it’s official legislative agenda, citing the need to maintain a “narrow” focus on newborn screening for the 2005 legislative session.  We were unable to make a formal presentation to the Texas Medical Association (TMA).  However, we were able to send them a letter and information via a physician member of the Maternal and Perinatal Health committee within the TMA.  The committee’s response included several concerns regarding genetic counselor licensure:

1. The impact of licensure on patient access to medical genetic counseling.  

2. A perceived lack of consensus regarding genetic counselor licensure among state genetics providers

3. A potential decrease in  physician involvement in the genetic counseling process

4. Billing

5. Lack of objective data from Utah and California regarding the impact on genetic services of genetic counseling licensure
Although each of these concerns was responded to in a letter from the working group chair, the TMA indicated that they would not support licensure efforts at that time.  As our bill had no formal sponsor at that time, we did not pursue further communication with this group until much later in the legislative process.  Despite our efforts to reopen the discussion once we had a bill and sponsor, the TMA never responded to our requests.


SB 1329: 

The working group approached three potential legislators asking for sponsorship of a gentic counselor licensure bill.  Two of the potential sponsors declined and one did not respond.  Following the 2004 AEC meeting of the working group and other genetic counselors in Texas, it was agreed that we should not pursue another sponsor for the 2005 session, as bills were already beginning to be filed and we did not want to damage the perception of our casue among legislators by seeking sponsorship from too many people.  Then mthrough an unlikely turn of events, Texas Senator Jane Nelson filed SB 1329 “relating to the Interagency Council for Genetic Services and the provision of genetic counseling services,” which included a provision for the state licensure of genetic counselors..  

As soon as the TGCLWG became aware of the filing of SB 1329, the group mobilized to gather support for the bill as it passed through each step of the legislative process.  During this time, having current email addresses for all genetic counselors was critical to prompt communication.  It was also important to determine which counselors lived in the districts of the various legislators that were involved in each of the steps, so that targeted lobbying could be done.  The website for the Texas Legislature (www.capitol.state.tx.us) was invaluable for tracking the status of the bill and watching the calendars of the various committees.  The bill was heard by the Senate Committee on Health and Human Services, and a representative of TGCLWG was present to provide expert testimony.  Several factors influenced the uncontested passage of the bill through the Senate, including the fact that the bill’s sponsor Senator Nelson  was the Chair of the Health and Human Services Committee and a highly regarded member of the Texas Senate.  

Realizing that passage through the House would be more difficult without a legislative champion such as Senator Nelson, the TGCLWG organized a “Genetic Counselor Lobby Day” at the State Capitol, attended by 23 genetic counselors from across the state.  A schedule of visits was created, targeting primarily the representatives serving on the various committees that the bill was likely to pass through (Public Health and Calendars Committee).  For recognition, counselors wore paper badges with the TGCLWG logo and the slogan “Don’t trust your future to just anyone… License Genetic Counselors”.  Also, custom made fortune cookies, with genetic counseling-related “fortunes” (sidebar 3) were distributed.  These were well-liked and remembered by representatives and their staffers.

SB 1329 bill received a favorable hearing by the House Committee on Public Health.  A genetic counselor again provided expert testimony for this committee meeting.  Although the bill passed unanimously through this committee, one of the legislators mentioned a vague concern about possible opposition from the Texas Medical Association (TMA).  Whether or not opposition from the TMA contributed to the ultimate demise of the bill remains unknown, although conversations with staff members from the House sponsor of the bill after the legislative session indicated that it did.  Regardless, the report from the Public Health Committee took 5 days to get to the Calendars Committee, just a few hours past the deadline for it to be assigned a hearing date in the House, at which point the bill was dead.  With the help of Senator Nelson’s office, members of the working group made a concerted effort to include the provisions of the bill as an amendment to another bill still moving through committee, but were unable to do so.

CONCLUSION

We believe that the main reason that the licensure bill succeeded as far as it did was because it was incorporated within a related, non-controversial bill.  Future efforts will include an attempt to find a “partner” bill, and other states would be well advised to consider the same approach.

Timing appeared to be the ultimate cause of demise for SB 1329.  It will be preferable in the future to file a bill as early as possible in the legislative session, as those bills filed late in the session may be viewed as less important, and they are much less likely to be considered.  Also, it would be ideal to file bills in both houses at the same time to improve the odds of moving through the committees in a more timely fashion.

Lobbying in person and providing expert witnesses were essential.  The latter necessitated being prepared for last-minute arrangements, and having people poised and ready to travel if needed.  Having a concise, consistent message was paramount, so that anyone could represent the group.  Having greater access to a professional lobbyist may have helped usher the bill through and prevent it from being stalled in the end.
Finally, we will be more proactive in anticipating opposition.  We suggest establishing who the opponents are as early as possible, and creating a plan for approaching them directly.  Colleagues within the opposition group who are likely to be supportive should be contacted for guidance and direct help.  Capitalizing on the good relationships that genetic counselors have with various physicians may help to obtain support from the medical organizations.

We hope that our experience with the legislative process will enable us to proceed further during the next legislative session.  Furthermore, counselors in other states may learn from our experiences.
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