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International Rett Syndrome Association





IRSA is an excellent resource.  This organization is devoted to getting the most recent medical information to families, providing research funding, offering support and child advocates, and raising awareness in the community. 





Please visit their website at:


http://www.rettsyndrome.org


Help is just a phone call away:


Call Toll Free: 1-800-818-RETT 


Call for anything including physician referrals, a connection to other families, information about IRSA events or just to talk over a problem.


Books for girls with Retts:


�Kids Ask About Rett Syndrome


  By: Kathy Hunter





Lee, the Rabbit With Epilepsy


  By:  Deborah Moss





Living With a Brother or Sister with Special Needs: A Book for Sibs 


  By:  Donald Meyer


�Rebecca's Gift


  By: Jane Hulst














Associated with Pervasive Developmental Disorders (PDDs) or Autistic Spectrum Disorders


Affecting almost exclusively girls in all racial and ethnic groups worldwide.


            (X--linked dominant)


A neurological disorder that affects communication, social interaction and often elicits repetitive or unusual behaviors.  





Created by:  Natalie Sten





Your local school can help in finding a local Pittsburgh agency for services needed.








Support Groups:





Southwest Solutions: Advisory Board on Autism and Related Disorders (ABOARD)


http://www.swsol.org








National Resources:


Center for Disease Control and Prevention


http://www.cdc.gov





National Institute of Child Health and Human Development (NICHD)


http://www.nimh.nih.gov





NIH/National Institute of Neurological Disorders and Stroke 


http://www.ninds.nih.gov/








Helpful Resources:





What it means for you and your family


�





Rett Syndrome





Parents:


Parents are encouraged to talk about developmental signs and behaviors with their doctor. 


Creating a stimulating environment at home, including age-appropriate books, toys and music will help in motivating children with Rett Syndrome.  


Teachers: 


A direct instructional approach has often been used successfully in the past.  This method of teaching emphasizes how and what a student is taught along with the order in which the material is introduced (curriculum design)











What treatment is available?


There is no single treatment method that should be used for all patients with Rett’s Disorder.  Every child is different!!


Behavioral and educational interventions must provide structure, direction and organization for the child. 


Other therapies include:  Occupational therapy, physical therapy, sensory integration therapy, and speech therapy.  


Medications may help with motor difficulties, inability to focus, breathing abnormalities, sleeping patterns, or seizures.  A child psychiatrist should be consulted.  


Dietary interventions may help in providing sufficient vitamins or minerals to lessen the disorders’ symptoms and/or discover food allergies that are the cause of the symptoms.  








Stage 4:  Late Motor Deterioration 


               (Usually after age 10)                                      Patients could slowly lose their mobility, including not walking at all.  However, there is no loss of cognitive, hand or communication skills.  Recurring hand gestures often decrease.  Scoliosis may develop along with muscle inflexibility. 





What now?





The first step in diagnosing Rett’s Disorder is to have a genetic test performed to confirm you and your doctor’s observations.





Early, intensive behavioral and educational interventions can aid in children reaching their full potential.  These interventions must be created based on the individualized needs of the child.  





Managing symptoms of Rhett’s Disorder with a team of experts and encouraging alternative communication methods (eye movements, gestures, body language, ect) is essential in the development of a child with Rett’s Disorder.  





There is no known cure for Rett’s Disorder.  However, some parents and providers choose to use complementary and alternative medicine (CAM) treatments in addition to what is commonly recommended.  CAM includes: Alternative medical systems, mind-body interventions, biologically based therapies, manipulative and body-based methods, and energy therapies.  





You are not alone.  Rett’s Disorder affects one in every 10,000 to 15,000 female births and is often underdiagnosed.  








Background Information:


Rett’s Disorder is quite rare and is caused by a genetic mutation.  This genetic mutation, linked to the X chromosome, affects the production of a vital protein that controls brain development.  


Primarily diagnosed in girls but rarely occurs in males also.  


Common Signs of Rett’s Disorder:


There are 4 stages in the child’s development:


Stage 1:  Early Onset (6-18 months) 


Slowing of an infant’s head growth after 5 months, may not make eye contact, and may not show interest in toys.  Could be calm, quiet, and use repetitive hand movements such as hand washing or clapping.  Most girls crawl without using their hands.  


Stage 2:  Rapid Destructive (1-4 yrs old) 


Severe impairments in speech and the lack of ability to perform motor functions, including chewing and swallowing.  Repeated hand stereotypes become common along with possible abnormal sleeping patterns, teeth grinding, and loss of muscle tone.  Evident incidents of breath holding or hyperventilating can occur.  May become irritable because of communication barriers and walk unsteadily due to curvature of the spine. 





Stage 3:  Plateau (2-10 yrs. old)               


Motor development is delayed, gastrointestinal disorders and seizures often appear.  The child’s behavior frequently shows some improvement such as less irritability and crying, better communication skills, and an increase in attention span.  Many patients diagnosed with Rett Syndrome stay in this stage for most of their lives.  











