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What is Fragile X? 
 

The term “Fragile X” represents a group of genetic disorders, referred to as  
“Fragile X-associated Disorders,” (FXD) that have a variety of impacts on 
affected individuals and their families. The disorders include: 
 

 fragile X syndrome (FXS) 
 fragile X-associated tremor ataxia syndrome (FXTAS) 
 fragile X-associated primary ovarian insufficiency (FXPOI) 

 
How Many People Have Fragile X? 

 

Over one-million Americans have, or are at risk for developing, a Fragile X-
associated Disorder including approximately 100,000 with fragile X syndrome. 

 
 

 
 
 
 
 
 

Highlights 2008 
 

 TIME Magazine ran a three-page story on Fragile X-associated Disorders which 
included a reference to The National Fragile X Foundation 

 

 The National Fragile X Foundation responded to nearly 100 new diagnosis calls and 
emails 

 

 The Centers for Disease Control provided a three-year grant in support of the Fragile X 
Clinical & Research Consortium, including founding partner The National Fragile X 
Foundation 

 

 The National Fragile X Foundation organized the 11th International Fragile X 
Conference in St. Louis, Missouri for over 900 family members and professionals from 
more than 20 countries 

 

 The National Fragile X Foundation funded nearly $300,000 in ongoing clinical and 
basic science research on fragile X syndrome and FXTAS 

 

 The National Fragile X Foundation organized 5th Legislative Advocacy Day on Capitol 
Hill leading to doubling of funding for Fragile X programs at CDC’s National Center on 
Birth Defects and Developmental Disabilities  

 

 The Washington, DC-based Collaboration to Promote Self-Determination, with the 
help of founding member The National Fragile X Foundation, grew to 18 member 
organizations and began crafting legislative language to better the lives of adults with 
fragile X syndrome and other intellectual disabilities 

MISSION STATEMENT OF THE NFXF 
 

The National Fragile X Foundation unites the Fragile X community to           
Enrich lives through educational and emotional support,           

Promote public and professional awareness, and           
Advance research toward improved treatments and a cure for Fragile X 
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Fax: 925-938-9315 
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Dollar amounts noted in the above graphs are taken from audited financial statements for the year ended 

December 31, 2008 and available from the National Fragile X Foundation by request or online at 

www.FragileX.org by selecting ñAbout the Foundation.ò 
* Research percentage reflects actual cash paid out for research grants in 2008 and will be different than 

grants ñawardedò in a fiscal year.  
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*Other includes membership and educational sales. Contributions include international conference 
registration fees and sponsorships. 

 

_________________________________________________________________________________________ 

 

The National Fragile X Foundation audit is conducted by the following firm.  
A copy of the audited financials is available upon request or online at 
ǿǿǿΦCǊŀƎƛƭŜ·ΦƻǊƎ ōȅ ǎŜƭŜŎǘƛƴƎ ά!ōƻǳǘ ǘƘŜ CƻǳƴŘŀǘƛƻƴΦέ  
 

CPA   

R&A 
Regalia& 
Associates 
 
C E R T I F I E D P U B L I C A C C O U N T A N T S 
103 TOWN & COUNTRY DRIVE , SUITE K , DANVILLE , CALIFORNIA 94526 
DOUGLAS W. REGALIA, CPA, A PROFESSIONAL CORPORATION 
DANA E. CHAVARRIA, CPA, SENIOR TAX MANAGER 
MARIANNE RYAN, SENIOR AUDIT MANAGER 
TRICIA WILSON, AUDIT & ACCOUNTING 
JANICE TAYLOR, CPA, AUDIT & TAX 
OFFICE: 925.314.0390 FAX: 925.314.0469 
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OFFICER REPORTS 

 

President 
 

The year 2008 was an extraordinary and exciting year for the National Fragile X Foundation.  
A hugely successful 11th International Fragile X Conference was held in St. Louis, with support 
from the Centers for Disease Control; the Fragile X Clinical & Research Consortium, founded by 
the NFXF, received a three-year grant, also from the CDC; and the Board of Directors took 
important steps towards reshaping the governance structure of the organization, setting the 
stage for a 2009 strategic planning meeting.  
 
The above are just a few examples of the steps that the NFXF continues to take to ensure that 
its mission remains relevant and focused on the needs of families, especially in light of the rapid 
advances in our understanding of Fragile X, the need for translational research to bring 
scientific discovery to practice, and our goal of seeing that all families benefit from potential 
new treatments resulting from that research.  
 
2008 was also the year that the initial results from the large Family Survey (over 1000 families) 
that I conducted began to be analyzed. Those results have begun to shed much light on the 
needs of families and, as such, are helping guide the NFXF in its delivery of services to the 
Fragile X community.  
 
The National Fragile X Foundation will continue to be focused on supporting families 
throughout the lifespan with information and referrals, promoting research and spreading 
awareness and of all Fragile X-associated Disorders. Our ability to do so will continue to be 
dependent on the generosity of our members and supporters. Thank you for all of your help in 
2008! 
 

Don Bailey, PhD 

President, NFXF Board of Directors 
 

 

Secretary 
 

The Board of Directors of The National Fragile X Foundation is required to meet four times 
yearly. In-person attendance is required at a minimum of two meetings with the remaining 
meetings typically being conducted by teleconference. During 2008, four meetings were held 
(an Annual Meeting 3/15-оκмт ƛƴ {ŀƛƴǘ aŀǊȅΩǎ City, MD, 7/22 in Saint Louis, MO, 10/10 
teleconference and 12/09 teleconference). Minutes were recorded at each meeting and all 
meetings were conducted in conformity with Roberts Rules of Order. Minutes were distributed 
to each board member, reviewed and accepted by vote of the board at each subsequent 
meeting. All minutes are kept on file at the National Fragile X Foundation and with the 
secretary.  
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The following committees were in place at the end of 2008: Executive, Development, Public 
Policy, Governance & Nominations, Resource Groups, Awareness and Support. All board 
members serve on one or more committees and non-board members are eligible to participate 
as ad-hoc members. Committees meet by teleconference throughout the year and report to the 
full board at quarterly meetings. The Scientific and Clinical Advisory Committee is an 
independent body that meets annually and reports to the full board through its co-chairs who 
also sit as non-voting members of the board.  
 

Arlene Cohen 

Secretary, NFXF Board of Directors 
 

 

Treasurer 
 

Each year we prepare a budget for the Foundation to ensure we have a financial plan that best 
spends our resources against the elements of the mission of the Foundation. At every board 
meeting, I review our actual financial results compared to that budget with the entire Board to 
ensure we are on-track with those intentions set out in the beginning of year budget. In 
advance of the board meeting, I review the financial results of the foundation in detail with our 
Executive Director and our accountant. The financial statements are prepared from our 
accounting records which are updated each week by our accountant and those records are 
reconciled to our bank accounts each month. Each year we ask our financial records to be 
audited by an independent auditor to ensure that our accounting records are accurate and our 
procedures are in accordance with highest standards and satisfy the needs of the Foundation.  
Our independent auditors also provide annual recommendations which ensure we have in 
place the financial "best practices" for not-for-profit organizations. 

Our audited financial statements for 2008 are included in this annual report. 

Marty Lang 

Treasurer, NFXF Board of Directors 
 

 

Executive Director 
 

As it has always been for its 25 year history, the NFXF continues to be a broad-based 
organization helping families impacted by fragile X syndrome and the other Fragile X-associated 
Disorders. We continue to provide information and referrals to family members and the 
professionals who serve them, foster awareness within the medical, therapeutic and 
educational communities as well as the general public, develop and disseminate educational 
materials, hold and co-sponsor conferences, fund basic science, clinical and translational 
research and work to encourage young researchers to devote their careers to the Fragile X field. 
At the same time we have been working in Washington, DC to promote development of Fragile 
X programs at the CDC, NIH and other governmental institutions, collaborate with other 
national disability organizations to advance the rights and opportunities of adults with fragile X 
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syndrome and other intellectual disabilities, and expand the availability of evaluation and 
treatments services from coast to coast.  We do all of this with a very lean and efficient staff, a 
dedicated group of volunteers comprising our Board of Directors, parent support group 
network, and Scientific and Clinical Advisory Committee.  
 

Finally, readers of this annual report should always remember that should they have any 
questions, comments or concerns about the activities of the NFXF I am always more than happy 
to hear them and to give them my full consideration and response. 
 

Robert M. Miller 

Executive Director 
 

 

ACTIVITIES & OUTCOMES 
 

Research 

 
In 2008 seven important projects, first awarded in 2007, were still ongoing with completion 
scheduled for 2009. These projects are: 
 

 Basic Science Awards ï 2007-2008 

 

Gross PhD, Christina 
 Research Award 2007 (2 years) = $70,000 
 Emory University 

Pathways and proteomic identification of new target mRNAs 

 

   (Conquer Fragile X Awards) 
 

Segal PhD, Menahem (2 years) = $18,000 
 Weizmann Institute of Science - ISRAEL 
 Imaging of the Fragile X protein and role in mRNA translation and spine-synapse 
 regulation in hippocampal neurons 
  
Bassell PhD, Gary (2 years) = $18,000 
 Emory University School of Medicine 
 Imaging of the Fragile X protein and role in mRNA translation and spine-synapse 
 regulation in hippocampal neurons 
  
Wahlestedt MD PhD, Claes (2 years) = $123,760 
 Scripps Research Institute  
 Imaging of the Fragile X protein and role in mRNA translation and spine-synapse 
 regulation in hippocampal neurons 
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Eden PhD, Sharon (2 years) = $84,000 
 Hebrew University of Jerusalem - ISRAEL 
 Regulation by Rac of the Fragile-X mental retardation protein activity 
  

 Clinical Awards ï 2007-2008 

 

Scott S. Hall, PhD, BCBA 
 Research Award (2 years) = $69,692 
 Stanford University 

Evaluating an Intensive Behavioral Intervention for Children and Adolescents with 
Fragile X Syndrome  

 
Glenn Stebbins, PhD 
 Research Award = $49,723 
 Rush University Medical Center 

Production of a valid, useful tool for cross-sectional and longitudinal FXTAS studies: 
FXTAS Rating Scale 
 

 Summer Student Fellowships - 2008 

 

The NFXF funded six basic science and clinical summer student research fellowships at $2,500 
each as a way to encourage young researchers to join and/ remain in the field of Fragile X.  
 
-------------------------------------------------------------------------------------------------------------------- 
 

The final reports from these projects will be published in the quarterly journal of the NFXF as 
well as on its website, sometime in 2009. 
 
All of these projects have made or will make an important contribution to the body of 
knowledge used to provide the best treatments possible for those impacted by Fragile X. 
 

 

Awareness 
 

Exhibits, Informational Mailings and Other Public Relations Activities by the NFXF 
 TIME Magazine, three-page story on Fragile X-associated Disorders which included a 

reference to the National Fragile X Foundation (July 5, 2008 issue) 
 Informational mailings to 22 Genetic Counseling Programs 
 Informational mailings to 156  Professional Occupational Therapy Schools 
 Informational mailings to 127 Speech and Language Therapy Programs  
 Distribution of Spanish language, informational postcards on all Fragile X-associated 

Disorders (FXS, FXTAS, FXPOI) to representatives from Spanish-speaking counties in 
attendance at our 11th International Fragile X Conference 
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 Press releases, newspaper coverage and radio interviews in association with our 11th 
International Fragile X Conference 

 ¢ƘŜ !ŎŎŜǎǎƛōƛƭƛǘȅ {ǳƳƳƛǘΣ ¢ȅǎƻƴΩǎ /ƻǊƴŜǊΣ ±ƛǊƎƛƴƛŀ 
 California Fragile X Awareness Day- Sacramento, California  
 National Press release regarding CDC grant to the Fragile X Clinical & Research Consortium 
 Sixteen mailings on behalf of affiliated parent resource group activities 
 Quarterly mailings to over 300 professionals who provide clinical services to FX families 

 

 

Education 
 

11th International Fragile X Conference   
 
In July 2008 over 900 family members and professionals gathered in St, Louis, Missouri for the 
bC·CΩǎ 11th International Fragile X Conference, hosted by the Fragile X Resource Center of 
Missouri. By all accounts, the conference was an overwhelming success! This unique five-day 
event offered 120 sessions presented by 200 faculty members to inform, educate and create 
opportunities to connect with others impacted by Fragile X. “The quality of speakers and the 
content of the presentations were better than we could have expected. The organization was 
seamless. The volunteers and speakers ought to be extremely proud of themselves for such a 
welcoming, informative and helpful event”. “Excellent conference. Enjoyed the experience 
very much. Nice to see all the families there. Congratulations to NFXF staff on a great 
conference.” (Comments from two conference attendees) 
 
The 2008 Conference Proceedings (available on our website) includes the session abstracts, 
handouts, and summaries as well as poster abstracts and faculty biographies.  
 
Educational Seminars Co-sponsored by the NFXF 
 

 Hyperarousal, Sensory Integration & Motor Planning Issues - Day to Day Strategies" 
featuring Tracy Stackhouse MA, OTR & Sarah Scharfenaker, MA, CCC-SLP. Presented by 
the Southern Wisconsin FX Resource Group 

 Hyperarousal, Sensory Integration & Motor Planning Issues - Day to Day Strategies" 
featuring Tracy Stackhouse MA, OTR & Sarah Scharfenaker, MA, CCC-SLP. Presented by 
the FX Society of Connecticut. University of CT 

 Chicago Educational Seminar; St. Xavier University - featuring speakers Len Abbeduto 
PhD. University of Wisconsin, Waisman Center & Liz Berry-Kravis, MD, PhD. Rush 
University Medical Center 
 

Audio Webcasts  
 

 Preparing for the International Fragile X Conference 
 Dealing with the Fragile X Syndrome Diagnosis 
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Web and Print 
 

 Published and distributed three issues and 11,000 copies of the Foundation Quarterly 
journal  

 Received over 333,000 visits to our website 
 

Parent Support 

 

Parent and family support continues to be a cornerstone of the National Fragile X FoundationΩǎ 
work. As awareness for Fragile X continues to grow and as Fragile X has grown to include not 
just fragile X syndrome, but also fragile X-associated tremor/ataxia syndrome (FXTAS) and 
fragile X-associated primary ovarian insufficiency (FXPOI), the demand for support continues to 
increase. During 2008 we continued to have dedicated support staff handle the thousands of 
email and phone call requests for help, information and referrals that the NFXF receives each 
year. In addition to myself (a parent of a child with fragile X syndrome) the NFXF employs a 
genetic specialist who is also a certified genetic counselor.  
 
Parent and family support needs continued to increase as the knowledge of Fragile X-associated 
Disorders became more prevalent, and we noted that parents continued to ask complicated 
questions. With new treatments on the horizon, parents are increasingly inquiring about the 
what, when and how of those new treatments. 
  
We continue to provide support through: 

 Phone calls and Emails -- from parents of newly diagnosed children to parents in 
their 80's with adult children 

 Doctor referral -- through our database and/or through referrals to a 
local organization and/or our Parent Resource Groups 

 Information referral ς through the regularly updated NFXF website and other 
websites 

 Free informational packets to parents and relatives, professionals and students by 
request 

 Referrals to clinics within the Fragile X Clinical & Research Consortium 
 
Jayne Dixon Weber 
Support Services Coordinator 
 
The Access to Credible Genetics Resource Network 
 

In 2008 the NFXF was asked to join the Washington, DC-based Genetic Alliance as a partner in 
their CDC-funded project to help parents and professionals better evaluate information on 
genetics and genetic conditions. Towards that end we began assisting the Alliance with the 
development of a specialized website. Also, as part of the project, the NFXF helped develop a 
website geared towards guiding professionals in the development of appropriate materials, and 
tested that guidance by utilizing the recommendations in the development of its own 
brochures, flyer and other parent and professional materials.  
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The Fragile X Clinical & Research Consortium 
 

Beginning in 2006, and accelerating significantly in 2008, was the development of the Fragile X 
Clinical & Research Consortium (FXCRC). As founding partner of the FXCRC, the NFXF has been 
instrumental in the expansion of the consortium from 11 clinical care centers to 16 (20 clinics 
by early 2009) focusing not only on clinical care but also on shared research trials for new 
treatments. The founding goals of the FXCRC were: 
 

 Develop a shared knowledge base of organizational, administrative and clinic funding 
structures that will assist current and future clinics with becoming more effective and 
efficient; 

 Develop a shared knowledge base of effective interventions, particularly for difficult 
cases; 

 Establish a structure for facilitating collaborative research efforts, including drug trials. 
 

In 2008 the NFXF continued to take the lead role with the facilitation and coordination of the 
consortium activities, including the recruitment of new clinics, and a number of NFXF staff were 
assigned key roles under the grant.  
 

In August 2008 the NFXF learned that the CDC had awarded the consortium a three-year grant 
of 1.3 million. As a private nonprofit organization, the NFXF was unable to directly apply for the 
funds. Therefore the structure shown on the following page was created to implement the 
goals of the grant. 
 

CƻƭƭƻǿƛƴƎ ǘƘŜ ŀǿŀǊŘƛƴƎ ƻŦ ǘƘŜ /5/ ƎǊŀƴǘΣ ǘƘŜ C·/w/Ωǎ wŜǎŜŀǊŎƘ /ƻƳƳƛǘǘŜŜ ōŜƎŀƴ ōǳƛƭŘƛƴƎ ǘƘŜ 
infrastructure, procedures and protocols needed for the conducting of research trials, the 
Clinical Committee began efforts to better define best practices in the treatment of Fragile X-
associated Disorders and the Membership Committee made its focus the development of clinic 
standards. In support of all three of these committees, an Assessment Committee continued its 
work on defining the appropriate assessment instruments to be used in both the clinical care 
and research efforts of the FXCRC.  
 
 

 

 

 

 

 

 

 

 

 

Robert Miller 

Executive Director 
National Fragile X Foundation 

The National Institutes of Health Research Plan on Fragile X Syndrome and Associated 
Disorders, first drafted in 2008, called for the National Institute for Child Health & 
Development 
 

éto collaborate with the three existing federally funded Fragile X Centers 

of Excellence as well as the Fragile X Clinics [and Research] 

Consortiumé 
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CDC

NATIONAL CENTER ON 

BIRTH DEFECTS & 

DEVELOPMENTAL 

DISABILITIES

New York State 

INSTITUTE FOR BASIC 

RESEARCH IN 

DEVELOPMENTAL 

DISABILITIES

ASSOCIATION OF 

UNIVERSITY CENTERS 

ON DISABILITES

 

National Fragile X 

Foundation

 

 

Data Coordinating 

Center at Columbia 

University

 

FXCRC

Project Coordinator

The Fragile X Clinical & Research 

Consortium
1) NY State Institute for Basic Research in DD: NY

2) Emory University: GA

3) Stanford University: CA

4) U.C. Davis M.I.N.D. Institute: CA

5) The Children's Hospital of Denver: CO

6) Riley Hospital for Children: IN

7) Rush University Medical Center: IL

8) Kennedy Krieger Institute: MD

9) Children's Hospital Boston: MA

10) Duke University Medical Center: NC

11) Akron Children's Hospital: OH

12) Children's Hospital of Pittsburgh: PA

13) Vanderbilt Center for Child Development: TN

14) FX Research Foundation, Toronto, Ontario, Canada

15) Children's Hospital and Regional Medical Center: WA 

16) Elwyn Fragile X Center ï Greater Philadelphia: PA

17) Mailman Center for Child Development, Miami, FL

18) Waisman Center, University of Wisconsin, Madison, WI

19) University of Iowa Hospitals and Clinics, Iowa City, IA

20) Miller Children's Hospital, Long Beach, CA

Membership & 

Infrastructure

 

Clinical Practices 

& Professional 

Development

 

Research & 

Surveillance

 

Steering Committee

CDC, IBR, NFXF,

Committee Chairs, 

Project Coordinator

Grant Committees -

FXCRC Team:

- Grant Coordinator

- Services Coordinator

- FXCRC Assistant

Assessment Committee

May 2009

 
 

Map of the FXCRC at end of 2008 
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Volunteers 

 

The National Fragile X Foundation is sincerely appreciative of the extraordinary efforts of our 
volunteer parent resource groups and contacts. Two new parent resource groups and four new 
parent contacts joined the network of 79 links in 2008 enabling us to continue our mission of 
connecting members of the Fragile X community.  
 
2008 Activities:  

 !ǿŀǊŘŜŘ ǎƛȄ άwŜǎƻǳǊŎŜ DǊƻǳǇ !Ŏǘƛƻƴ DǊŀƴǘǎέ ǘƻ ŦǳƴŘ ŜŘǳŎŀǘƛƻƴŀƭ ŀƴŘ ŀǿŀǊŜƴŜǎǎ 
activities in 2009. 

 Hosted leadership luncheon for 30+ parent resource group leaders in conjunction with 
the 11th International FX Conference 

 Maintained NFXF membership rate among group leaders and parent contacts  
 Provided personalized support for group start-ups, leadership transitions, special events 

and educational seminars  
 Published monthly e-ƴŜǿǎƭŜǘǘŜǊ φ ConneXions to group leaders and parent contacts  
 Conducted annual survey of group leadership to determine needs and priorities  
 Continued efforts to recruit potential new leaders  
 Increased NFXF-hosted group websites to 20 
 Supplied more than 100 packets of free FX informational materials for group use  

 
The Foundation also benefitted from the countless hours that over 100 volunteers contributed 
to organize and staff the 11th International FX Conference. This volunteer time was valued at 
over $12,000*  
*Dollar value of volunteer time in 2007 as determined by the Independent Sector 
 

Linda Sorensen  

Director of Operations  
 

 

Board Development 
 

At the end of 2007, 15 of the 18 Board seats were filled. 2008 saw the addition of two new 
members to the Board of Directors; Michael Kelley and Joey Christoff.  
 

Michael Kelley: Michael Kelley joined the board in 2008. Michael and his wife Lisa live in Saint 
aŀǊȅΩǎ /ƛǘȅΣ aŀǊȅƭŀƴŘ ǿƛǘƘ ǘƘŜƛǊ ǘǿƻ ǘŜŜƴŀƎŜ ǎƻƴǎΣ ƻƴŜ ƻŦ ǿƘƻƳ Ƙŀǎ ŦǊŀƎƛƭŜ · ǎȅƴŘǊƻƳŜΦ tǊƛƻǊ 
to joining the Board, Michael and Lisa had been very active with the Maryland Fragile X 
Resource Group including significant fundraising efforts on behalf of the NFXF.  
 

Joey Christoff: άL ŀƳ ŀ ƎŜƴŜǊŀƭ ǇǊŀŎǘƛǘƛƻƴŜǊ ŀǘǘƻǊƴŜȅ ƛƴ CƻǊǘ ²ŀȅƴŜ LƴŘƛŀƴŀ ŀƴŘ ǇŀǊǘƴŜǊ ƛƴ ŀ 
small firm with my father and sister. I was introduced to all things Fragile X after diagnosis of 
my son Mitchell in 2001. Following a long discussion, after the initial diagnosis, with, among 
ƻǘƘŜǊǎΣ wƻōōȅ aƛƭƭŜǊΣ ǘƘŜ 9Φ5Φ ŀǘ ǘƘŜ bC·C ŀƴŘ ά¢ŜŀƳ Hagermanέ (Randi, Louise Gane, Tracy 
and Mouse) at a Cincinnati seminar, Ǉƭǳǎ ŀǘǘŜƴŘŀƴŎŜ ŀǘ ŦƻǳǊ ƻŦ ǘƘŜ bC·CΩǎ ƛƴǘŜǊƴŀǘƛƻƴŀƭ 
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conferences, I became an official Trustee in 2006 and I accepted the invitation to become a 
board member in 2008 when my 6th year as an ARC foundation board member ended. It was 
also due in large part from the request of good friends and fellow parents who were active with 
the NFXF whom had lead by example with their selfless and tireless efforts to help my son and 
all families impacted by Fragile X. I felt that I (and every parent with any time or means at all) 
owes it to our children to get involved because if people like me won't go the extra mile to 
attempt to cure Fragile X (and do all of the other things the Foundation does that truly helps all 
families affected by Fragile X), why should anyone else in this world care about our ŎƘƛƭŘǊŜƴΩǎ 
plight.έ 
 
 

Public Policy 

 

In 2008, the NFXF continued to implement our public policy and federal affairs strategic plan. 
The Foundation's 5th annual Advocacy Conference convened in Washington D.C. in March. 
Advocates from nearly every state participated in our 2008 federal advocacy activities by 
traveling to Washington for Advocacy Day, meeting with their members of Congress in their 
home states, and/or supporting the effort through phone calls, letters and emails. 
 

Our advocacy efforts were once again a resounding success resulting in the doubling of funding 
ŦƻǊ ǘƘŜ C· ǇǳōƭƛŎ ƘŜŀƭǘƘ ǇǊƻƎǊŀƳ ŀǘ ǘƘŜ /5/Ωǎ bŀǘƛƻƴŀƭ /ŜƴǘŜǊ ƻƴ .ƛǊǘƘ 5ŜŦŜŎǘǎ ŀƴŘ 
Developmental Disabilities (NCBDDD) to nearly 2 Million dollars yearly. Congress additionally 
approved unequivocal directive language to eight institutes at the National Institutes of Health 
(NIH) to expand research and programming (approximately $25M in 2008) related to all Fragile 
X associated Disorders (FXD). NFXF advocacy efforts also secured a congressional directive to 
ǘƘŜ bLI ǘƻ ŎƻƴǾŜƴŜ ŀ ǎŎƛŜƴǘƛŦƛŎ ǎŜǎǎƛƻƴ άǘƻ ŘŜǾŜƭƻǇ ǇŀǘƘǿŀȅǎ ǘƻ ƴŜǿ ƻǇǇƻǊǘǳƴƛǘƛŜǎ ŦƻǊ 
collaborative, directed research across NIH Institutes, and to produce a blueprint of 
coordinated research strategies and public-ǇǊƛǾŀǘŜ ǇŀǊǘƴŜǊǎƘƛǇ ƻǇǇƻǊǘǳƴƛǘƛŜǎ ŦƻǊ CǊŀƎƛƭŜ ·Φέ 
Three working groups, one for each of the primary disorders associated with Fragile X 
syndrome (FXS), convened in 2008 to develop comprehensive recommendations for specific 
high-priority research objectives for FXS and the associated disorders of Fragile X-associated 
Tremor/Ataxia (FXTAS) and Fragile X-associated Primary Ovarian Insufficiency (FXPOI). These 
working groups were each chaired by members of the NFXF Scientific and Clinical Advisory 
Committee (SCAC) and of 50 total participants, thirteen members of the SCAC are participating 
in this continuing effort to create a comprehensive FX Research Blueprint. In 2008 Congress 
once again acknowledged the formation of a National Fragile X Clinics Consortium (an effort led 
by the NFXF) and directed federal health agencies to work with this expanding group. 
 

This was no small accomplishment considering the federal government's record budget deficits, 
dramatic proposed cuts in social and health related programs, and the continued war effort. 
Nonetheless, our advocates convinced Congress that Fragile X and the community of individuals 
impacted by it are deserving of increased federal funding for research and programming. Our 
Congressional champions in 2008 were George Radanovich (R-CA) and William Delahunt (D-MA) 
in the House of Representatives and Chuck Hagel (R-NE) and Debbie Stabenow (D-MI) in the 
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Senate. Senators Tom Harkin (D-IA) and Arlen Specter (R-PA) and Representatives David Obey 
(D-WI) and James Walsh (R-NY) likewise supported FX in the appropriations process. 
 

Another notable public policy success in 2008 was the tangible work product produced by grant 
recipients of the Fragile X public health program at the CDC. Within just 
five short years the NFXF developed and implemented its plan to create this public health 
program, secured Congressional appropriations to fund the program, and by 2008 grant 
recipients of this program were producing tangible results of benefit to individuals and families 
impacted by FX. Additionally, the NFXF and numerous members of our SCAC were direct 
beneficiaries of this funding. In the first four years that the CDC program has been funded, 
nearly Five Million Dollars in new federal funds have been allocated to FX research, awareness 
ŀƴŘ ŜŘǳŎŀǘƛƻƴŀƭ ŜŦŦƻǊǘǎΦ ¢Ƙƛǎ ǊŜǇǊŜǎŜƴǘǎ ŀ ǎǳōǎǘŀƴǘƛŀƭ ǊŜǘǳǊƴ ƻƴ ǘƘŜ CƻǳƴŘŀǘƛƻƴΩǎ ƛƴǾŜǎǘƳŜƴǘ ƛƴ 
public policy and advocacy activities.  
 

This outcome and this short timeline from concept, to implementation, to funding, to results 
are a true testament to the dedication of our corps of grassroots advocates from all 50 states. 
This outcome also demonstrates that our investment of time and resources into public policy 
and advocacy activities represent one of the most effective ways to leverage our limited budget 
to produce much greater investments in FX research, awareness and education by our federal 
government. 
 

Lastly, the NFXF continued to lead and expand The Collaboration to Promote Self-
Determination (CPSD), a Washington DC based collaboration of national disability communities 
and organizations dedicated to revolutionizing the laws and regulations that govern the lives of 
all adults with intellectual disabilities. The effort is quarterbacked by NFXF Board Member 
Serena Lowe who summarized these activities as follows: 
 

ά¢ƘŜ ǇǊƛƳŀǊȅ ŜŦŦƻǊǘ ƻŦ ǘƘŜ /t{5 ƛƴ нллт-08 was to create a national dialogue about public policy 
innovation and reform that specifically addresses empowering adults living with complex 
intellectual, developmental and cognitive disabilities who require significant support. By 
working with federal agencies, state organizations and national political parties to elevate 
interest in promoting self-determination among these individuals, the CPSD has established the 
base of support needed to move forward with the next stage of policy development. The 2008 
election campaign provided a significant political opportunity for the CPSD to publicize its 
agenda. The political will, timing and dynamics seem to be converging in a way that makes 
action inevitable. True reform, in this case, is likely to entail not so much a revolution as an 
evolutionτƻƴŜ ǘƘŀǘ Ƴŀȅ ǘŀƪŜ ǇƭŀŎŜ ƻǾŜǊ ǎŜǾŜǊŀƭ ȅŜŀǊǎΦέ 
 

The NFXF remains committed to supporting all of these important public policy efforts. We will 
continue to lead, actively participate, and work closely with the FX community, the disability 
community at large and with federal health agencies and Congress to assure that the voices of 
the community we serve are heard. It is only because of the financial support of our donors, 
members and friends that this comprehensive effort is possible. 
 

Jeffrey Cohen 
Chair, Public Policy Committee  



17 
 

Fundraising 
 

¢Ƙŀƴƪǎ ǘƻ ǘƘŜ ƻǾŜǊǿƘŜƭƳƛƴƎ ŜŦŦƻǊǘǎ ŀƴŘ ǎǳǇǇƻǊǘ ŦǊƻƳ ǘƘŜ bC·CΩǎ ŘƻƴƻǊǎΣ ǿŜ ǿŜǊŜ ŀble to 
achieve another strong fundraising year in 2008. From the 4,585 contributions from individuals, 
family foundations and corporations, the NFXF was able to raise $1,168,940.  Individuals and 
resource groups around the country organized events, trustees made multi-year personal giving 
pledges, and others supported the Foundation came through Annual Fund, Awareness Day, 
Promise Cube, and Combined Federal Campaigns. Corporate partners supported the 
Foundation with donations and in-kind gifts. Thank you to ƻǳǊ Ƴŀƴȅ ǎǳǇǇƻǊǘŜǊǎΣ ǿŜ ŎƻǳƭŘƴΩǘ Řƻ 
it without you! 
 
FUNDRAISING EVENTS 
2008 saw a variety of fundraising events across the country including: 
 

 άwŀƛǎƛƴƎ DǊŜŜƴ ƛƴ ǘƘŜ 5ŜǎŜǊǘέ ς Joan Canel & Judy Gross, Scottsdale, AZ 
 Missouri Mouse Races - Rich & Dawn Erker & the FX Resource Center of Missouri 
 Matt and Beth Rhodes Mercedes Marathon Relay ς Alabama 
 Kalamazoo Music Event ς Mimi Lanseur, Kalamazoo, MI 
 рǘƘ !ƴƴǳŀƭ ά²ŀƭƪ ŦƻǊ C·έ - Holly & Scott Roos, Illinois 
 Fragile, Not Broken Walk for Knowledge ς Diane Southard & the FX Center of Missouri 
 Yoga Fundraiser ς Todd & Marcia Grayson, IL 
 2nd Annual Walk for Fragile X ς Jennifer Mathias, Bernville, PA 
 4th Annual South Wisconsin Golf Tournament ς Jeff Pipkorn, Southern Wisconsin FX 

Resource Group, Brookfield, Wisconsin        
 Chicago Virtual Event - Lynda & Scott Canel, Cheryl & Carey Cooper, Rebecca and Ira 

Fishman, & the FX Association of Greater Chicago, Illinois  
 Texas Splashς Linda Rogers & the TX Fragile X Association   
 St. Louis Conference Auction ς Mary Beckerle & Friends of the FX Resource Center of 

Missouri, St. Louis, MO 
 Splash for Cash ς San Diego Resource Group 
 6th Annual Botox Benefit - Silverton Skin Institute, Kimball and Jennifer Levine Silverton 
 Northern California Golf Tournament ς Kevin Lotspeich & Friends 
 A Virtual Event to Rememberς Sydney Rainin ς Smith, Jane Jones & the Northern 

California FX Association 
 9th Annual Michigan FX Golf Outing ςNina & Frank Liberati & FX Association of Michigan, 

Detroit, Michigan 
 .ƭƻƻƳƛƴƎŘŀƭŜΩǎ {ƘƻǇǇƛƴƎ 9ǾŜƴǘ ς FX Association of Greater Chicago      
 2nd Annual Minnesota Fragile Legs on Solid Ground ς Eva Muenker & Dave Taylor    
 Chicago Marathon Race ς Jodi Feinstein & Katie Gerdes, Chicago, Illinois  
 4th !ƴƴǳŀƭ [ƛȊȊƛŜΩǎ hǇŜƴ IƻǳǎŜ ς Nancy Reilly, Pennsylvania            
 Brandon Harley Davidson Charity Ride ς John Benitoa, Tampa, Florida 
 Mayor Domenick Stampone Golf Outing ς Mayor Domenick Stampone, New Jersey 
 North Carolina Benefit for  Fragile Xς Don & Pam Bailey & Barry & Joanne Roberts, Cary, 

North Carolina   
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 Christoff Benefit Dinner ς Joey Christoff & Catherine Frey-Christoff, Fort Wayne, Indiana  
 NJ Gene Day ς Michelle Koches, NJ                      
 Gene Day ς Erika Bremer, Peoria, Illinois & Davenport, Indiana  
 1st Annual Walk on the Wild Side ς Rosie Perez & Michele Kaplan & the Florida Fragile X 

Families Foundation, Miami, Florida 
 Belly Dancing Extravaganza ς Susan Abbott,  North Attleboro, Massachusetts 

 
ANNUAL FUND 
This November-February campaign continues to bring in approximately 20% of the NFXF 
revenue. Special thanks to the Tzell Travel Agency in New York for their help! 
 
NATIONAL FRAGILE X AWARENESS DAY CAMPAIGN 
The 6th annual National Fragile X Awareness Day Campaign saw its third direct mail campaign in 
2008.  ¢ƘŜ ƳŜǎǎŀƎŜ ά!ǿŀǊŜƴŜǎǎ ƛǎ ŀ WƻǳǊƴŜȅέ ƘŜƭǇŜŘ ǘƘe campaign reach over $31,000 with 
donations from over 255 supporters. 
 
THE PROMISE CUBE RESEARCH CAMPAIGN 
Research funding efforts continued in 2008 with the Promise Cube campaign.  Promise Makers 
made good on their promise to support research funding and the Foundation, donating over 
ϷуΣлллΦ Ϸфллл ƛǎ ǇƭŜŘƎŜŘ ǘƻǿŀǊŘ ƴŜȄǘ ȅŜŀǊΩǎ ŜŦŦƻǊǘǎΦ  
 
COMBINED FEDERAL CAMPAIGN 
Lƴ нллу ǘƘŜ CƻǳƴŘŀǘƛƻƴ ŎƻƴǘƛƴǳŜŘ ƛǘǎ ƳŜƳōŜǊǎƘƛǇ ǿƛǘƘ ǘƘŜ /ƘƛƭŘǊŜƴΩǎ aŜŘƛŎŀƭ /ƘŀǊƛǘƛŜǎ ƻŦ 
America, allowing federal employees to designate the NFXF as a recipient of monthly payroll 
pledges.  ¢ƘŜ /ƘƛƭŘǊŜƴΩǎ /ƘŀǊƛǘƛŜǎ ƻŦ !ƳŜǊƛŎŀ ŎŀƳǇŀƛƎƴ ǊŜǎǳƭǘŜŘ ƛƴ ϷуΣнлл ƻŦ Řƻƴŀǘƛƻƴǎ ŦƻǊ ǘƘŜ 
NFXF in 2008. 
 
TRUSTEES 
As always, our Trustees provided the Foundation a great base of support through their personal 
contributions. After the 2008 St. Louis Conference, the NFXF began expanding the Trustees 
Circle, and at the end of 2008 boasted 31 members, up from 11 at the close of 2007.  
 
FOUNDATIONS & CORPORATIONS  
Many corporate foundations were major supporters ($1000+) of the NFXF in 2008: 
 

Abbott Molecular 
Action Electric Sales, Inc. 
Canel, Davis & King 
Duquesne University 
Fajerstein Family Fund 
Famous Footwear 
Fidelity Charitable Gift Fund 
Field Holdings, Inc. 
Fishman Public Relations, Inc. 

GlaxoSmithKline Foundation 
Goldman, Sachs & Co. 
Kiwanis Club of Patchogue 
Macsteel USA 
Marking Services Installation, Inc. 
Neal, Gerber & Eisenberg LLP 
Patzik, Frank & Samotny Partners Ltd. 
Premier Print and Services Group, Inc. 
PR Newswire 
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Quintiles Transnational Corporation 
RTI International 
Silverton Skin Institute 
Smart Graphics 
Spruce Private Investors LLC 
Sugar, Friedberg & Felsenthal LLP 

Vi-Jon, Inc. 
Wachovia Foundation Matching Gifts 
Wal-Mart Foundation 
Wells Fargo Bank 
William DeWoskin & Associates 

Many family and community foundations were also major supporters of the NFXF in 2008: 
 

Ada Howe Kent Foundation 
Cohiho Family Foundation 
Appleton Potter Family Foundation 
Bill Bass Foundation 
Duhr Family Foundation, Inc. 
Goldberg 
Gutman Family Foundation Trust 
Hattem Family Fund 
Heartstrings Community Foundation 
Jaffe Family Foundation 

James P. Gills Foundation, Inc. 
Malcolm & Beth Lowenstein Foundation 
Pickell Family Foundation 
Sacks Family Foundation 
Samuel and Rebecca Kardon Foundation 
SVL Foundation 
Swig Foundation 
William J. Beck and Irene Beck Foundation 
Wittenberg Family Foundation 

 

PARENT RESOURCE GROUPS 
In addition to those groups who helped by organizing fundraising events on our behalf, several 
of our affiliated volunteer parent support groups designated the NFXF to be recipients of their 
discretionary funds and/or funded conference registration scholarships in 2008. They were: 

 Fragile X Center of San Diego 
 Fragile X Association of Southern California 
 Fragile X Resource Center of Missouri 
 Central Illinois Fragile X Resource Group 
 Fragile X Association of Michigan 
 Fragile X Alliance of Ohio 
 Southern Wisconsin Fragile X Resource Group 
 Fragile X Society of India ς Shalini and Nirmal Kedia 
 Fragile X Resource Center of Western Massachusetts 

 

IN-KIND CONTRIBUTIONS 
The donation of time and service by the NFXF Board of Directors, noted on the final page of this 
report, cannot be measured in dollars, but represents thousands of hours of hard work by 
dedicated parents and professionals serving as volunteers. The NFXF could not exist without 
them. Thanks to ACT Teleconferencing, all phone conferencing was provided at no cost to the 
Foundation. Webmaster Bill Patterson of WrightWay Management, copy writer and editor 
Andrew Hidas of Bridge Communications and Karen Ashton of Karen Ashton Graphic Design all 
provided discounts on their work on behalf of the NFXF.  
 

Annie Daher 

NFXF Development Associate 
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Board of Directors ï 2008 
 

President 

Don Bailey 
North Carolina 

 

Vice President 

Michael Kelley 
Maryland 

 

Secretary  
Arlene Cohen 

Michigan 
 

Treasurer 

Marty Lang 
Wisconsin 

 

Past Presidents 

Steve McKee 
Wisconsin 

 

Jeffrey S. Cohen 
Michigan 

 

Directors 

Lynda K. Canel 
Illinois 

 

Scott I. Canel 
Illinois 

 

Joey Christoff 
Indiana 

 

Todd Grayson 
Illinois 

 

Mark Gruzin 
Maryland 

 

Randi Hagerman 
 California 

 

Gail Heyman 
Georgia 

 

Margaret Israel 
Missouri 

 

Lisa Kelley 
Maryland 

 

Serena Lowe 

Washington, DC 
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Scientific and Clinical Advisory Committee - 2008 
 

 

Len Abbeduto Ph.D. Co-Chair  
University of Wisconsin, Madison,  
Wisconsin, USA 
 

W. Ted Brown, M.D., Ph.D., Co-Chair  
Institute for Basic Research, Staten Island,  
New York, USA 
 

Elizabeth Berry-Kravis, M.D., Ph.D.  
RUSH University Medical Center,  
Chicago, Illinois, USA 
 

Marcia Braden, Ph.D. 
Private Psychologist,  
Colorado Springs, Colorado, USA 
 

Jonathan Cohen, M.D. 
Centre for Developmental Disability, 
Melbourne, Australia 
 

Kim Cornish, Ph.D. 
McGill University 
Quebec, Canada 
 

Brenda Finucane, M.S. 
Elwyn Training and Research Institute  
Elwyn, Pennsylvania, USA 
 

Paul Hagerman, M.D., Ph.D. 
University of California School of Medicine 
Davis, California, USA 
 

Randi J. Hagerman, M.D. 
The M.I.N.D. Institute, University of California 
Davis, California, USA 
 

Gail Harris-Schmidt, Ph.D. 
San Xavier University 
Chicago, Illinois USA 
 

Andrew Hoogeveen Ph.D. 
Erasmus Medical Center 
Rotterdam, Netherlands 
 

Frank Kooy, Ph.D. 
University of Antwerp 
Antwerp, Belgium 
 

 

Andrew Levitas, M.D. 
University of Medicine and Dentistry 
Stratford, New Jersey, USA 
 

Allyn McConkie-Rosell Ph.D. CGC 
5ǳƪŜ ¦ƴƛǾŜǊǎƛǘȅ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭ 
Durham, North Carolina, USA 
 

Thomas Musci M.D. 
San Francisco Perinatal Associates,  
San Francisco, California USA 
 

David Nelson, Ph.D. 
Baylor College of Medicine 
Houston, Texas, USA 
 

Christopher Pearson Ph.D. 
The Hospital for Sick Children 
Toronto, Canada 
 

Feliciano Ramos M.D. 
University of Zaragoza 
Zaragoza, Spain 
 

Stephanie Sherman, Ph.D. 
Emory University School of Medicine 
Atlanta, Georgia, USA 
 

Gail Spiridigliozzi, Ph.D. 
Duke University Medical Center 
Durham, North Carolina, USA 
 

Vicki Sudhalter, Ph.D. 
Institute for Basic Research, Staten Island 
New York, USA 
 

Jeremy Turk, M.D.  
St. George's Hospital Medical School 
London, England  
 

Karen Usdin Ph.D. 
National Institutes of Health 
Bethesda, Maryland, USA 
 

Stephen Warren, Ph.D.  
Emory University School of Medicine 
Atlanta, Georgia, USA 
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Trustees Circle - 2008 
 

Thank you to the members of the bŀǘƛƻƴŀƭ CǊŀƎƛƭŜ · CƻǳƴŘŀǘƛƻƴΩǎ ¢ǊǳǎǘŜŜǎ /ƛǊŎƭŜ  
for their sustained support to the General Fund! 

 

Pam & Don Bailey, PhD 

Jay & Joan Canel 

Scott & Lynda Canel 

Joey Christoff & Catherine Frey-Christoff 

Jeffrey & Arlene Cohen 

Carey & Cheryl Kraff Cooper, MD 

Phillip & Sandra Cooper 

Ira & Rebecca Fishman 

Mark & Caryn Gershenson 

Todd & Marcia Grayson 

Mark & Marla Gruzin 

Randi Hagerman, MD & Paul Hagerman MD, PhD 

Ruth Ann & Yusef Halford 

John Harrigan & Stephanie Jacob 

Kevin & Melanie Heineman 

Gail & Lyons Heyman 

Margaret & Marty Israel 

Tricia & Joe Judge 

Michele & Paul Kaplan 

Lisa & Michael Kelley 

Manus Kraff, MD 

Charles Laird, PhD 

Marty & Terri Lang 

Serena Lowe 

David Nelson, PhD 

John & Tracey Petrides, MD 

J.C. & Viviana Planas 

The Porterfield Family 

Steve and Gail Schmidt, PhD 

Mary & Roger Seward 

Jennifer & Kimball Silverton, MD 

Carol Swig 

Carolyn Krill Toennessen 

Rosa & Angel Vega 
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Staff - 2008 
 

Liane Abrams 

Genetic Specialist 
 

Phil Campbell 

Administrative & Program Assistant 
 

Annie Daher 

Development Associate   
 

Jayne Dixon Weber 

Support Services Coordinator 
 

Sam Jacob 

Assistant Shipping Clerk 
 

Robert Miller 

Executive Director  
 

Teddy Palmer 

Database Specialist 
 

David Salomon 

Office Tech 
 

Linda Sorensen 

Director of Operations 
 

 

 

 


