
Introduction

This ninth edition of The Complete Directory for Pediatric Disorders provides current,
understandable medical information, resources and support services for 213 pediatric disorders. A
repeat winner of the National Health Information Awards “Honoring the Nation’s Best Consumer
Health Information Programs and Materials,” this reference work provides vital information for
afflicted children and their support network, including family, friends, and medical professionals.

Praise for previous editions:

“The strength of this source is in the information referral portion for each entry: the
wide range of resources and organizations presented that can assist with additional
information and support.”

—ARBA

“…thousands of resources are provided covering a diverse range of services… All
entries offer resource descriptions, as well as full contact information. Three indexes
assist readers in locating specific information…”

—Against the Grain

“…It will be particularly useful for libraries serving parents of young children and
youth, and for medical professionals working in the pediatrics field…the information is
comprehensive and current.”

—Choice

The disorders and issues covered in this directory have been determined to be most prevalent in the
pediatric population, ages 0-18. They include both physical and mental conditions, and range from
cancer to nightmares.

The front matter for The Complete Directory for Pediatric Disorders includes:

• NEW article: "Modest Increase in Kids' Physical Activity Could Avert Billions in Medical
and Other Costs"

• Two glossaries. The first is a guide to medical terminology that provides important
navigational tips and more than 200 commonly used medical prefixes, roots and suffixes to
help readers decipher terms they may encounter in the disorder descriptions or in other
resources they are using. The second glossary includes medical acronyms, especially as they
relate to vaccines.

• Guidelines for Obtaining Additional Information and Research. These guidelines assist
parents and caregivers who are interested in obtaining more information on such diverse
topics as physicians who specialize in certain pediatric disorders, accredited hospitals,
approved drugs or medical devices for certain pediatric conditions, or current clinical trials
that are investigating possible new therapies for particular diseases.

• A valuable list of Disorders by Biologic System.

This reference work includes 8,843 listings. Each listing has updated contact data – address, phone,
fax, web site, e-mail – and helpful descriptions. You will find 6,344 fax numbers, 6,035 e-mail
addresses, 7,910 web sites and 14,625 key executives.

This Directory is a one-stop resource, enabling professionals and the families they serve to obtain
immediate, important information from one comprehensive source. It is organized in the following
six sections:
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Section I – Disorders
This section includes 213 major disorder chapters that comprise more than 266 specific disorders,
diseases, or conditions. They are arranged in alphabetical order, from Achondroplasia to Wilson
Disease. Each chapter begins with an extensive description, written in understandable language.
The descriptions in this eighth edition have been reviewed by medical professionals to include the
most up-to-date methods of diagnoses and treatment. Each description includes: Disorder name and
synonyms; Primary symptoms; Physical findings; Related Disorders; Cause: Body system affected;
Standard treatment.

Following each description are disorder-specific resources, including Associations, Federal and
State Agencies, Support Groups, Libraries, Resource Centers, Research Centers, Web sites, Media
Resources and Camps. The more prevalent a disorder is, the more resources there are available.

The Complete Directory for Pediatric Disorders also includes care centers, medical organizations,
and advocacy groups that offer extended information on a great variety of conditions. These
combined resources offer the most comprehensive coverage available of the most prevalent
pediatric disorders being diagnosed in pediatrician’s offices around the country.

Section II – General Resources
This section includes 1,014 resources, including Government Agencies, National Associations,
State Agencies, Support Groups, Newsletters, Books, Magazines, Camps and Wish Foundations.
These may not be limited to a specific disorder, but offer information and support for categories of
disorders.

Users will find resources on not only physical pediatric disorders, but also on mental and emotional
conditions that affect our younger population. There are also resources that deal with
multi-disorder conditions.

Section III – The Human Body
This educational element is comprised of 14 detailed descriptions of body systems or medical
categories. This section is designed to provide a comprehensive overview of the human body,
enabling the user to broaden his or her understanding of how a particular disorder affects a specific
body system(s) and further, how it may relate to the body as a whole. It includes twelve specific
body systems, from Cardiovascular to Urologic, plus two additional chapters: Human Cells and
Child Growth & Development.

Section IV – Indexes
The Complete Directory for Pediatric Disorders contains three indexes to help readers access the
information from several places:

• Entry Index is an alphabetical listing of all entry names.

• Geographic Index groups listings by state.

• Disorder & Related Term Index is an alphabetical list of pediatric disorders, condition
names, synonyms, and related disorders.

The Complete Directory for Pediatric Disorders is available for subscription online at
http://gold.greyhouse.com, for even faster, easier access to this vast array of information. With a
subscription, users can search by disorder, keyword, geographic area, bodily system, and much
more. Visit the site or call (800) 562-2139 to set up a free trial of the Online Database.
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GLOSSARY OF ACRONYMS

Note: Compound acronyms denote vaccine combinations.
‘DTPHibHepIPV’, for example, denotes DTP, Hib, HepB and IPV vaccines combined.

AMC advanced market commitment
aP acellular pertussis vaccine
BCG bacille Calmette-Guérin (vaccine against tuberculosis)

CBAW childbearing-aged women; refers to ages 15-45 unless otherwise noted

Dip diphtheria toxoid vaccine
DT diphtheria toxoid
DTaP diphtheria and tetanus toxoid with acellular pertussis vaccine

DTP diphtheria and tetanus toxoid with pertussis vaccine

DTP1 first dose of diphtheria and tetanus toxoid with pertussis vaccine

DTP3 third dose of diphtheria and tetanus toxoid with pertussis vaccine

DTwP diphtheria and tetanus toxoid with whole-cell pertussis vaccine

EPI Expanded Programme on Immunization
GAVI Global Alliance for Vaccines and Immunisation
GNI gross national income (US)
H1N1 monovalent vaccine against the 2009 influenza A (H1N1) virus

HepA hepatitis A vaccine
HepB hepatitis B vaccine
HepB3 third dose of hepatitis B vaccine
HFRS hemorrhagic fever with renal syndrome (hantavirus) vaccine

Hib Haemophilus infl uenzae type b vaccine
Hib3 third dose of Haemophilus influenzae type b vaccine

HPV human papilloma virus vaccine
IPV inactivated polio vaccine
JE Japanese encephalitis
MCV measles-containing vaccine
MCV2 second dose of measles-containing vaccine
MenA meningococcal A vaccine; this monovalent vaccine protects against meningitis

serogroup A



Disorders by Biologic System Affected

Cardiovascular Disorders; see also Cardiovascular System, page 1015.

Aortic Stenosis

Arrhythmias

Atrial Septal Defects

Coarctation of the Aorta

Hypertrophic Cardiomyopathy

Hypoplastic Left Heart Syndrome (HLHS)

Kawasaki Disease

Marfan Syndrome

Noonan’s Syndrome

Patent Ductus Arteriosus

Pulmonary Hypertension

Pulmonary Valve Stenosis

Syncope

Tetralogy of Fallot

Transposition of the Great Arteries

Ventricular Septal Defects

Williams Syndrome

Connective Tissue Disorders; see also Cells, page 1017.

Childhood Dermatomyositis

Ehlers-Danlos Syndrome

Sarcoidosis

Scleroderma

Dental Disorders; see also Digestive System, page 1023.

Dental Conditions

Ectodermal Dysplasia

Microdontia

Dermatologic Disorders; see also Dermatologic System, page 1021.

Albinism

Alopecia Areata

Burn Injuries

Childhood Dermatomyositis

Cleft Life and Cleft Palate

Ectodermal Dysplasia

Eczema

Epidermolysis Bullosa

Hemangiomas and Lymphangiomas

Icthyosis

Keloids

Neurofibromatosis

Pemphigus

Photosensitivity

Pityriasis Rosea

Tuberous Sclerosis

Psoriasis
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Achondroplasia

DESCRIPTION

2 ACHONDROPLASIA

Synonyms: Chondrodystrophy, Fetal Rickets

Involves the following Biologic System(s):

Genetic/Chromosomal/Syndrome/Metabolic Disorders, Orthopedic

and Muscle Disorders

Achondroplasia is a disorder of the skeletal system that oc-

curs in about one of every 20,000 newborn infants. It belongs

to a group of disorders known as chondrodystrophies. These

disorders involve a disturbance in the cartilage at the ends of

the body’s long bones (arms and legs). In Achondroplasia,

this disturbance interferes with the conversion of cartilage

into bone in the regions known as epiphyses, where these

bones normally grow in length. This occurs in infancy and

childhood, preventing the bones from growing normally and

resulting in shortened limbs and a short stature.

Achondroplasia does not affect intelligence.

Achondroplasia is caused by a defect in a single, specific

gene that permits the body to make a protein known as

fibroblast growth factor-3 (FGF3). Normally, FGF3 limits

bone growth, and a decline in the production of this protein is

what permits growth during childhood and adolescence. The

genetic defect in Achondroplasia, however, causes the body

to continue to produce FGF3, leading to an excess of this pro-

tein that sharply limits growth. Genetically, Achondroplasia

is called an autosomal dominant disorder, because the defec-

tive FGF3 gene needs to be inherited from only one parent for

Achondroplasia to be present.

Symptoms and characteristic findings include a dispropor-

tionately large head with a protruding and prominent fore-

head (frontal bossing); a flattened nasal bridge; an

underdeveloped upper jaw and prominent lower jaw

(prognothism); a well-developed but shortened trunk; and

short, bowed arms and legs. The upper portions of the arms

and legs are proportionately shorter than the lower parts of

these limbs, and the elbows may have a limited range of mo-

tion. Usually, the fingers and toes are also short, with a

V-shaped gap between the third and fourth fingers, and the

hands are relatively wide. As children with Achondroplasia

grow, their pelvis tilts forward, resulting in a pronounced spi-

nal curvature known as lumbar lordosis, that causes promi-

nence of the abdomen and buttocks. Other effects of

Achondroplasia can include decreased muscle tone and mus-

cle weakness.

Diagnosis of Acondroplasia is made from physical examina-

tion and findings on X-ray images of the skeleton.

Identification of this condition early in life facilitates family

and medical planning for treatment and care.

Complications associated with Achondroplasia may include

dental problems such as malocclusion, in which the upper and

lower teeth do not meet in the proper alignment, and chronic

and severe middle ear infections (otitis media) that can result

in a loss of conductive hearing. Potentially life-threatening

complications include temporary cessations of breathing dur-

ing sleep, known as sleep apnea, caused by obstruction of the

airways by the craniofacial abnormalities in Achondroplasia,

and/or from compression of the spinal cord at the point where

the cord passes from the spine into the skull. Additionally,

this may obstruct the normal flow of cerebrospinal fluid

(CSF) between the brain and spinal cord, resulting in hydro-

cephalus, a condition in which the cerebrospinal fluid col-

lects in and around the brain, with potentially life-threatening

effects.

Treatment with human growth hormone (HGH) is often used

to improve growth and height in persons with

Achondroplasia, and the availability of recombinant human

growth hormone, or somatotropin, has revolutionized the

treatment of short stature. Surgical lengthening of the limbs

can produce improvement in some patients. Other treatment

is directed at preventing or correcting complications of the

condition. Monitoring head growth during infancy to insure

normal growth limits is effective for detecting

hydrocephalus. Physiotherapy, dental treatment and

orthopedic appliances such as braces can correct or prevent a

number of the complications caused by Achondroplasia.

Appropriate counseling can provide emotional and

psychological support to persons with the condition and their

family members.

Government Agencies

3 NIH/National Institute of Arthritis and Musculoskeletal and

Skin Diseases
1 AMS Circle
Bethesda, MD 20892 301-495-4484

877-226-4267
Fax: 301-718-6366

TTY: 301-565-2966
niamsinfo@mail.nih.gov

www.niams.nih.gov

The mission of the NIAMS, a part of the NIH, is to support re-
search into the causes, treatment and prevention of arthritis and
musculosketal and skin diseases, the training of basic and clinical
scientists to carry out this research, and the dissemination of in-
formation on research progress in these diseases.

Stephen I Katz MD PhD, Director
Robert H Carter MD, Deputy Director
Gahan Breithaupt, Assoc Dir. Management & Operations

4 NIH/National Institute of Environmental Health Sciences

(NIEHS)
111 T.W. Alexander Drive
RTP, NC 27709 919-541-3345

Fax: 301-480-2978
webcenter@niehs.nih.gov.

www.niehs.nih.gov

NIEHS reduces the burden of human illness and dysfunction from
environmental causes by defining how environmental exposures,
genetics and age interact to affect an individual’s health.

Linda S Birnbaum, PhD, Director
Richard Woychik, PhD, Deputy Director
Chris Long, Executive Officer

5 NIH/National Institute on Drug Abuse (NIDA)
6001 Executive Boulevard/Ste 5274
Bethesda, MD 20892 301-443-1124

Fax: 301-443-7397
information@nida.nih.gov

www.drugabuse.gov

NIDA leads the nation in bringing the power of science to bear
on drug abuse and addiction through support and conduct of re-
search across all disciplines and rapid and effective dissemination
of results of that research to improve drug abuse and addiction
prevention and treatment.

Nora D. Volkow MD, Director
Wilson Compton, MD, MPE, Deputy Director
Joellen Austin, MP, Associate Director for Management

Achondroplasia / Government Agencies
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National Associations & Support Groups

6 American Academy of Pediatrics
141 Northwest Point Boulevard
Elk Grove Village, IL 60007 847-434-4000

800-433-9016
Fax: 847-434-8000

www.aap.org

The American Academy of Pediatrics and its member pediatri-
cians are committed to the attainment of optimal physical, mental
and social health and well-being for all infants, children, adoles-
cents, and young adults.

Fernando Stein, MD, FAAP, President
Colleen A Kraft, MD, FAAP, President-Elect
Karen Remley, MD, CEO/Executive Vice President

7 Human Growth Foundation
997 Glen Cove Avenue, Suite 5
Glen Head, NY 11545 516-671-4041

800-451-6434
Fax: 516-671-4055
hgf1@hgfound.org
www.hgfound.org

A voluntary, nonprofit organization whose mission is to help chil-
dren and adults with disorders of growth and growth hormones
through research, education, support and advocacy. The founda-
tion is dedicated to helping medical science to better understand
the process of growth. It is composed of concerned parents and
friends of children and adults with growth problems; and
interested health professionals.

Pisit Pitukcheewanont MD, President/Executive Committee Board
Patricia D Costa, Executive Director
Emily Germain Lee, MD, Vice President/Executive Committee

8 Little People of America
250 El Camino Real, Suite 218
Tustin, CA 92780 714-368-3689

888-572-2001
Fax: 714-368-3367
info@lpaonline.org
www.lpaonline.org

A nonprofit organization that provides support and information to
people of short stature and their families.

Gary Arnold, President
April Brazier, Senior Vice President
Jon North, Programs Director

9 MAGIC Foundation: Major Aspects of Growth in Children
4200 Cantera Drive, #106
Warrenville, IL 60555 630-836-8200

800-362-4423
Fax: 630-836-8181

ContactUs@magicfoundation.org
www.magicfoundation.org

A national nonprofit organization providing support and educa-
tion regarding growth disorders in children and related adult dis-
orders. Provides educational information, networking, a national
conference, a kids’ program and an extensive medical library.

10,000 members

Dianne Kremidas, Executive Director
Mary Andrews, CEO
Teresa Tucker, Patient Advocacy

Libraries & Resource Centers

10 NIH/National Library of Medicine (NLM)
8600 Rockville Pike
Bethesda, MD 20894 301-594-5983

888-346-3656
Fax: 301-402-1384

TDD: 800-735-2258
custserv@nlm.nih.gov

www.nlm.nih.gov

NLM collects, organizes and makes available biomedical science
information to scientists, health professionals and the public. The
library’s databases, including PubMed/Medline and MedlinePlus,
are used extensively around the world. NLM conducts and sup-
ports research in biometric communications; creates information
resources for molecular biology, biotechnology, toxicology, and
environmental health; and provides grant support for training,
medical library resources, and biomedical informatics.

Patricia Flatley Brennan, Director
Betsy Humphreys, Deputy Director
Paul Kiehl, Deputy Executive Officer

Conferences

11 Adult Endocrine Disorders/GHD Educational Convention
Magic Foundation
4200 Cantera Drive, #106
Warrenville, IL 60555 630-836-8200

800-362-4423
Fax: 630-836-8181

contactus@magicfoundation.org
www.magicfoundation.org

An educational program for adults who are affected with Growth
Hormone Deficiency and/or other endocrine disorders.

June

Dianne Kremidas, Executive Director
Rich Buckley, Chairman
Mary Andrews, Chief Executive Officer

12 LPA National Conference
Little People of America
250 El Camino Real, Suite 218
Tustin, CA 92780 714-368-3689

888-572-2001
Fax: 714-368-3367
info@lpaoline.org

www.lpaonline.org

July

Leah Smith, Public Relations Director
Gary Arnold, President
April Brazier, Senior Vice President

Web Sites

13 Achondroplasia UK
52 Vernham Grove
Odd down, Bath, Avon, BA2 2 admin@achondroplasia.co.uk

www.achondroplasia.co.uk

Offers information on health supervision for children of all ages,
divided into the following growth stages: newborn; infancy; early
childhood; late childhood; and adolescence to early adulthood.

14 Human Growth Foundation
997 Glen Cove Ave., Suite 5
Glen Head, NY 11545 800-451-6434

Fax: 516-671-4055
hgf1@hgfound.org
www.hgfound.org

The Human Growth Foundation is a voluntary, non-profit organi-
zation whose mission is to help children and adults with disorders
of growth and growth horomone through research, education,
support, and advocacy.

Pisit Pitukcheewanont, MD, President
Patricia D. Costa, Executive Director
Emily Y. Germain-Lee, MD, Vice President

15 Little People of America
250 El Camino Real, Suite 218
Tustin, CA 92780 714-368-3689

888-LPA-2001
Fax: 714-368-3367
info@lpaonline.org
www.lpaonline.org

Achondroplasia / National Associations & Support Groups
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Offers resources pertaining to dwarfism and Little People of
America, medical data, instructions on how to join an e-mail dis-
cussion group, and links to numerous other dwarfism-related
sites.

Gary Arnold, President
April Brazier, Executive Director
Jon North, Programs Director

16 MAGIC Foundation: Major Aspects of Growth in Children
4200 Cantera Drive, #106
Warrenville, IL 60555 630-836-8200

800-362-4423
Fax: 630-836-8181

ContactUs@magicfoundation.org
www.magicfoundation.org

Provides educational information regarding growth disorders.

Dianne Kremidas, Executive Director
Mary Andrews, Chief Executive Officer
Teresa Tucker, Patient Advocacy

17 Medical College of Wisconsin
8701 Watertown Plank Road
Milwaukee, WI 53226 414-955-8296

www.mcw.edu

A private, academic institution dedicated to leadership and excel-
lence in education, research, patient care, and service.

John R. Raymond, Sr., MD, President/ CEO
Joseph E. Kerschner, MD, Dean/ EVP
Ravi Misra, PhD, Dean/ Professor of Biochemistry

18 Online Mendelian Inheritance in Man
National Library of Medicine, Building 38A
Bethesda, MD 20894 888-346-3656

info@ncbi.nlm.nih.gov
www.ncbi.nlm.nih.gov

This database is a catalog of human genes and genetic disorders.

Christine E. Seidman, M.D., Chair
David J. Lipman, M.D., Executive Secretary

19 Restricted Growth Association
www.rgaonline.org.uk

Provides medical advice, welfare and counseling services with the
support of Regional Coordinators, and offers contact with others
and the sharing of helpful information through an information
magazine, advisory booklets, meetings, social events and
conventions.

Pamphlets

20 Achondroplasia
Human Growth Foundation
977 Glen Cove Avenue, Suite 5
Glen Head, NY 11545 516-671-4041

800-451-6434

Signs, causes, and prevention of achondroplasia.

Achondroplasia / Pamphlets
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