Rett Syndrome and Related Disorders Clinic

at Kennedy Krieger Institute

Who We Are

Rett syndrome, also known as RTT, is a neurological disorder
that primarily affects girls, although boys with the disorder are
increasingly being identified. It is characterized by normal early
development during the first six to 18 months of life, followed
by a period of developmental stagnation or regression affecting
language, gait and hand use. Distinctive hand movements,
irregular breathing and other multisystem manifestations
typically emerge next. Other common features include epilepsy,
intellectual challenges and slowed head growth.

Although Rett syndrome is caused by mutations in the MECP2
gene, several genetic disorders (FOXG1 syndrome, CDKL5
deficiency disorder and MECP2 duplication syndrome) have

a similar clinical presentation, and patients with these genetic
disorders are also seen in this clinic.

Kennedy Krieger Institute, through its Center for Synaptic
Disorders, is one of the few healthcare providers in the
Mid-Atlantic that diagnoses and treats these syndromes,
through comprehensive medical evaluations and clinical

care. In addition to our expertise in these rare disorders, our
interdisciplinary resources mean that our patients’ needs can

be met at one location. It is our goal to help our patients and
their families gain a better understanding of the condition and
access appropriate medical care and therapeutic interventions to
improve their overall health and quality of life.

Who We Serve

The Rett Syndrome and Related Disorders Clinic at Kennedy
Krieger provides expert medical care and treatment for children,
adolescents and adults with Rett syndrome, FOXG1 syndrome,

CDKLS5 deficiency disorder and MECP2 duplication syndrome.

Our Team

Kennedy Krieger is home to a unique interdisciplinary
collaboration of experts. Our clinicians, research scientists and
rehabilitation professionals work together to provide optimal
interdisciplinary care for patients. Because Rett syndrome

and its related disorders can affect many different systems in
the body, treating a patient with the disorder often requires
the collaboration of a wide range of medical specialists. Our
team develops an individualized care plan, modifying it as the
patient’s needs change over time.

Key specialists who see our patients include those in the

following fields:

e Assistive * Gastroenterology ¢ Occupational
communication  « Genetic counseling therapy

¢ Clinical social * Neurology * Orthopedics
work « Nutrition * Palliative care

* Feeding

* Physical therapy

Treatment

Each patient’s treatment plan includes individualized interventions
designed to help the patient cope with the loss of abilities, improve
or preserve functioning, manage seizures, and communicate via
advanced technologies like eye gaze-tracking communication
devices. These interventions address the full spectrum of clinical
concerns. Additionally, we can also facilitate access to Kennedy
Krieger’s comprehensive team of specialists to assist with specific
educational, behavioral and other therapy needs.

Contact Information

Rett Syndrome and Related Disorders Clinic
at Kennedy Krieger Institute

For more information or to schedule

an appointment, contact us at
GeneticsClinic@KennedyKrieger.org or
443-923-2778 or toll-free at 888-554-2080.
TTY users, please contact us at 443-923-2645,
or dial 711 to make a Maryland Relay call.

KennedyKrieger.org

Physicians and Healthcare Professionals

To make a referral, email us at
FindASpecialist@KennedyKrieger.org or call
our Physician Referral Line at 443-923-9403.

Clinic Location
801 North Broadway
Baltimore, MD 21205

Mailing Address
707 North Broadway
Baltimore, MD 21205

Kennedy Krieger Institute recognizes and respects the rights of employees, ot Cou,
trainees, and patients and students, and their families. At Kennedy Krieger, > s
we ground our care, services, training and research in treating others with :
respect and civility. We respect the cultural identity of every person. Kennedy
Krieger does not discriminate against people based on, but not limited to,
perceived or actual race, color, culture, ethnicity, national origin, age, language
spoken, accent, marital status, veteran or military status, immigration status,
socioeconomic status (i.e., access to resources), physical or mental disability, religion, pregnancy
status, sex, sexual orientation, or gender identity or expression. We strive for equitable care for
all individuals for whom we provide services, training, education and research participation.
We encourage employees, trainees, and patients and students, and their families, to become
active partners in the services provided by asking questions, seeking resources and advocating
for their needs. Our culture of care is extended to our patients, the patients’ family members
and other persons served. Here, “family” refers to parents, other family members, guardians,
surrogate decision-makers and healthcare agents. © 2023 Kennedy Krieger Institute 8/23
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