FMR1 and Related Conditions Clinic

at Kennedy Krieger Institute

Who We Are
The FMRI and Related Conditions Clinic at Kennedy

Krieger Institute is an interdisciplinary program that provides
comprehensive evaluation and treatment services for children
and adults with FMR1-associated disorders such as fragile X
syndrome (FXS), fragile X-associated tremor/ataxia syndrome
(EXTAS), fragile X-associated primary ovarian insufficiency
(EXPOI) and fragile X-associated neuropsychiatric disorders
(FXAND). Kennedy Krieger’s FMR1 and Related Disorders
Clinic is a founding member of the Fragile X Clinical and
Research Consortium (FXCRC), which formed in 2006.

Who We Serve
We serve children, adolescents and adults with FMR1

mutations, primarily those with either the full mutation or a
premutation in the X-linked FMR1 gene. The diagnosis of

a child with FXS often leads to the identification of family

members (e.g., parents, grandparents, aunts, uncles and Our Team

cousins) with changes in the FMR1 gene, which may place Our interdisciplinary team comprises clinicians from a variety of
them at risk for FXPOI (with one of the symptoms being specialties with expertise in the management of the unique medical,
early menopause), commonly associated neuropsychiatric behavioral and educational needs of patients with FMR1-associated
diagnoses (with symptoms that may include anxiety and disorders. These specialties include:

depression) and/or the adult-onset neurodegenerative ..
P ) & * Neurodevelopmental medicine

disorder EXTAS (with symptoms including tremors and a
* Genetic counseling

decline in walking).

* Neuropsychiatry
FXS is associated with a range of neurocognitive
impairments, from mild learning disabilities in females * Clinical social work
to mild-to-moderate—and at times severe—intellectual * Speech-language pathology
disability in males. The syndrome is also characterized - Neuropsychology
by a range of neurodevelopmental challenges, including
global developmental delay manifesting with motor delays,
speech-language delays, autism spectrum disorder, attention
difficulties, shyness, social anxiety, seizures, sleep difficulties

and sensory processing difficulties. Physical characteristics [ ]

such as low muscle tone, frequent ear infections and flat feet M f *
|
are also common. @/ 3
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Our Approach

We take an individualized approach to patient care.

Each of our patients is seen at their initial appointment “We are :ofortumzte to have this clinic so

by specialists from neurodevelopmental medicine,
Y sp p close to our home. So many doctors don’t

genetic counseling, neuropsychiatry and clinical social

have a great understanding about fragile
work. We schedule appointments for neuropsychology

, , X. Here, we have an entire team that is
testing, speech-language therapy, physical therapy,

occupational therapy, behavioral psychology and other veryﬁzmilz’ar with this disorder.

disciplines based on clinical need. We also provide

- Marla Gruzin, parent
medication management, if needed. In addition, we

work collaboratively with relevant clinics at The Johns
Hopkins Hospital (e.g., Ataxia Clinic, ophthalmology,
gynecology) and throughout Kennedy Krieger.

Contact Information

FMR1 and Related Conditions Clinic at
Kennedy Krieger Institute

For more information or to schedule

an appointment, please contact us at
GeneticsClinic@KennedyKrieger.org or
443-923-7619 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, trainees, and patients and students, and their families. At Kennedy Krieger, we ground our care, services,
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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 & o,
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 e / \ %
(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 “v,, j
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 N 5

persons served. Here, “family” refers to parents, other family members, guardians, surrogate decision-makers and healthcare agents. © 2023 Kennedy Krieger Institute 8/2023

Learn More. Get Involved. Stay Connected. Visit: KennedyKrieger.org/Connect o O G . @
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