July 27, 2004

To Whom It May Concern:

We are writing as physician members of the Medical Advisory Board (MAB) of Little People of America, Inc. (LPA), the largest national organization for individuals with all types of medically defined short stature (dwarfism), with a membership in excess of 4,000. The Medical Advisory Board is a volunteer group of health care experts in dwarfism who provide guidance to the organization in medical matters.  

Dwarfism occurs in more than 100 separate conditions, including some which are somewhat more common, such as achondroplasia (~1/25,000 births), and others so rare that only a handful of affected individuals are known to exist.  Each of the disparate conditions resulting in dwarfism can alter the health of an affected person in specific ways.  While affected individuals can have the same types of illnesses and injuries as unaffected people, there are unique, complex and serious health issues specifically associated with these conditions. Most of these complications can be ameliorated by prompt attention to appropriate intervention.

Given the rarity of all such conditions, most medical and surgical specialists are unlikely to have the expertise or experience to recognize, diagnose or treat associated complications, even though they are otherwise highly qualified in their respective fields.  Inadequate or inappropriate management of the complications of dwarfism can lead to avoidable morbidity, increased disability, or even death.

We believe that in many circumstances appropriate care by experienced specialists familiar with dwarfing conditions will improve medical outcomes and decrease medical costs for this group of patients.  Since such specialists are relatively few nationwide, it is likely a given health plan may not have such physicians on their provider panel or that such specialists may not be accessible to all relevant patients in the plan, for a variety of reasons (such as geography). We urge all health plans to make effort either to contract with appropriately experienced specialists in dwarfing conditions, or to give priority to out-of-plan referrals when medically necessary.

In the absence of specific certificates or qualifications designating medical expertise in dwarfism, it may not be straightforward to identify appropriately experienced specialists.  Should such assistance be required, or if there are any questions, please feel free to request assistance from an MAB member in your geographic region.  There are many appropriate specialists not on the MAB and an MAB member can help identify them.

Sincerely,

Medical Advisory Board

Richard M. Pauli, M.D., Ph.D. (chairman)

Clinical Genetics Center - Room 353

University of Wisconsin

1500 Highland Avenue

Madison, WI 53706-2280

Telephone: (608) 263-6874

Michael C. Ain, M.D.

Pediatric Orthopedic Surgeon

Johns Hopkins Hospital

601 North Caroline Street

Baltimore, MD 21287-0882

Telephone: (410) 955-3135

Gary A. Bellus, M.D., Ph.D.

Department of Medical and Molecular Genetics

Indiana University School of Medicine

IB 130, 975 West Walnut St.

Indianapolis, IN 46202

Telephone: (317) 278-6127

Clair A. Francomano, M.D.

Human Genetics & Integrative Medicine Section

Laboratory of Genetics, NIH/NIA-IRP, Box 4

333 Cassell Drive

Baltimore, MD 21224

Telephone: (410) 558-8201

Judith G. Hall, M.D.

Department of Pediatrics

University of British Columbia Children's Hosp.

4480 Oak Street Room 2D15

Vancouver, BC V6H 3V5 CANADA

Telephone: (604) 875-2850

William A. Horton, M.D.

Shriners Hospital Research Dept. - Geneticist

3101 SW Sam Jackson Park Road

Portland, OR 97201

Telephone: (503) 221-3425

Joseph Isaacson, M.D.

Pediatric Orthopedic Surgeon

120 South Spalding Drive, Suite 401

Beverly Hills, CA 90212

Telephone: (310) 659-2910

William G. Mackenzie, M.D.

Pediatric Orthopedic Surgeon

Alfred I. duPont Hospital for Children

P.O. Box 269/1600 Rockland Road

Wilmington, DE 19899

Telephone: (302) 651-5890

Victor A. McKusick, M.D.

Genetic University Professor of Medicine

Johns Hopkins Hospital -Blalock 1007

600 North Wolfe Street

Baltimore, MD 21205

Telephone: (410) 955-6641

Cheryl S. Reid, M.D.

Geneticist

5 Eaglebrook Court

Moorestown, NJ 08057

Telephone: (856) 802-9478

David L. Rimoin, M.D., Ph.D.

Director of Pediatrics - Geneticist

Cedar-Sinai Medical Center

8730 Beverly Boulevard/P.O. Box 48750

Los Angeles, CA 90048-0750

Telephone: (310) 423-4461

Charles I. Scott Jr., M.D.

Chief, Division of Medical Genetics

Alfred I. duPont Institute

P.O. Box 269/1600 Rockland Road

Wilmington, DE 19899

Telephone: (302) 651-5916

George E. Tiller, M.D., Ph.D.

Division of Genetics, DD2205 MCN

Vanderbilt University Medical Center

Nashville, TN 37232-2578

Telephone: (615) 322-7601
