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Physical Therapy

Gross motor skills are defined as the movements of the large muscles
of the body. Gross motor development is often better than fine motor
development and not all children who have fragile X syndrome will
require physical therapy. However, there may be delays in acquisition
of some of the early milestones, such as sitting, crawling, and
walking. Many infants achieve these milestones at the same times
as non-affected peers, and most boys who have fragile X walk by

the age of two.

Some problems with low muscle tone and balance may affect gross
motor development. Flat feet and hyper extensible joints can cause
awkwardness in movements. Poor motor planning may lead to
difficulties in learning certain skills, such as throwing a ball. Some
children who have fragile X syndrome may require either physical
therapy or adapted physical education. Physical therapists may work

with occupational therapists to design exercises, posture strategies,

and balance activities.

Behavioral Issues

Children who have fragile X often have a variety of behavioral challenges and identification of these
challenges is often helpful in diagnosing fragile X syndrome. Treatment for attention deficit, anxiety, and
interpersonal difficulties requires careful planning for both behavior therapy and medication. Intervention for
inappropriate behavior should always be planned with awareness of issues relating to sensory processing,
with particular attention paid to the child’s environment (lights, noise levels, activity level, etc.) and
awareness of the sensory overload levels of the child. Understanding sensory dysfunction will help greatly
in understanding why your child may respond the way he does. Behavioral interventions, including calming
techniques and modified environments are important considerations for children who have fragile X. People
who have fragile X often have difficulty with transitions and changes in schedule that can be alleviated with
careful planning and appropriate cues. Medications may be necessary for attention deficit hyperactivity
disorder (ADHD) and/or anxiety or depression. Aggressive behaviors and violent outbursts, seen in some
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individuals who have fragile X, can often be inhibited with the
use of medication. Counseling and behavioral therapies and
SIT often need to accompany medical intervention.

Often it is recommended that children with fragile x see a
behavioral psychologist. A behavioral psychologist is a clinical
psychologist who has been specially trained to address the
developmental, behavioral and emotional functioning of
children. The behavioral psychologist can develop a behavioral
program to modify a child’'s behavior, implement and modify
the behavioral program as needed and consult with schools

or other treating professionals as needed. A behavioral
psychologist cannot prescribe medications.

Cognitive Intervention

Cognitive intervention is most effective when based on what
we know about a child’'s cognitive strengths and weaknesses
and interrelationship of cognitive development with sensory-
motor, language, and behavioral growth. Research on learning
among all children has pointed to the importance of the early
years and this holds true as well for children who have fragile
X syndrome. As with all children, the early years are of vital
importance for stimulating maximum learning.




Daily Living Skills

Daily living skills are all of the areas of
development that are part of our everyday
routines. Eating, sleeping, dressing, washing,
bathing, personal hygiene, and toileting

are all daily living skills that may provide
challenges for children and adults who have
fragile X syndrome. Each of these areas will
be discussed briefly below:

Sleep: Disturbances in sleep patterns

are often noticed during infancy. Infants
who have fragile X may take longer than
other infants to sleep through the night.
Getting to sleep may be difficult, as

hyper arousal makes it hard to calm down.
Both environmental adjustments and
bedtime routines may be necessary to help
optimize sleep.

Eating: Difficulties with breast and bottle-feeding are often reported for infants and young children.

Oral motor weaknesses and some tactile defensiveness may cause breast-feeding to be uncomfortable.
On the other hand, the strong need for oral stimulation may manifest as vigorous and frequent feedings.
Many boys who have fragile X syndrome are messy eaters and they often fill their mouths with too much
food, not receiving enough oral sensation until they are ready to gag or choke. People who have fragile X
often have strong preferences regarding the foods they eat.

Dressing: Young children who have fragile X syndrome may have difficulty dressing themselves due to
overall developmental delays, problems with low muscle tone, and some aversion to various textures and
feeling of clothing. Overall delays and problems with low muscle tone may cause a child to have difficulty
putting his arms or legs through sleeves and pants. Various textures and tags may be uncomfortable (tactile
defensiveness), so once the clothes are on, the child wants to take them off again. Parents may need to
search for clothing with soft fabrics and remove tags from collars. Using clothing without snaps, buttons
and zippers can help decrease frustration and facilitate self-dressing. Occupational therapists can be helpful
with these fine motor skills and may suggest particular strategies for dressing.

Hygiene: Persons who have fragile X syndrome and their families often encounter some difficulties in
hygiene due to overall developmental delays and tactile defensiveness. Many boys and men who have
fragile X are uncomfortable with washing, bathing, brushing their teeth and hair, cutting their hair, and
shaving due to the hyper stimulation that such actions provoke. Girls with fragile X can also have hygiene
issues related to fine motor and tactile defensiveness. People with aversions to touch may need to decrease
their hyper arousal through some calming strategies. Routines for washing and brushing teeth and hair
should be established early.

Toilet Training: Toilet training with most children is a challenging task, but with children who have fragile
X, it can be a long and frustrating experience. Many of these children, especially boys, are delayed in their
toilet training due to their overall developmental level. Some also seem to have a poor sense of their bodily
cues. Toilet training seems to work best with a routine and fixed schedule. Most boys become independent
with their toileting needs, but patience and vigilance are needed by parents and caregivers to get to that
stage. A behavioral psychologist can assist with toileting issues to help children establish a toileting routine.
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Medications

Below is an article that discusses medications for individuals with Fragile X Syndrome written by a
consensus of the Fragile X Clinical and Research Consortium on clinical practices.

Introduction:

Maladaptive behaviors and social deficits in fragile X syndrome (FXS) are common, and they
significantly impact academic and daily functioning. Hence, medications are often necessary to
decrease disruptive, anxiety, or aggressive behaviors and prevent dangerous consequences or
dysfunction. Furthermore, medications may facilitate the individual’s ability to attain optimal
life skills, and allow for better integration into educational and social environments.

Psychopharmacological (medication) treatment in FXS is recommended in appropriate
individuals, as adjunctive treatment in conjunction with additional therapeutic services,
including behavioral intervention, speech and language therapy, occupational therapy, and
individualized educational support.

There are common symptoms and psychiatric conditions in individuals with FXS who are treated
with the same medications that are used for these issues in the general population and in
individuals with other developmental disabilities (Amaria 2001, Berry-Kravis 2004, Hagerman
2009, Valdovinos 2009, Berry-Kravis 2012). These medications have been reported to be
effective for patients with FXS in retrospective clinical series and survey studies. However there
is limited formal research or clinical trial data to demonstrate the best approach to the use of
medication in the FXS population. There is an assumption that data from studies of medication
use in autism can be applied to treatment of FXS but whether this is valid remains unclear. It is
important to remember that individuals with FXS may be more sensitive to psychotropic
medications and may respond to smaller doses than the general population, or may have side
effects at relatively low doses, thus an important general principle with all medication
treatmentin FXS is to start at low doses and raise the dose gradually and systematically until
the desired benefit is achieved or side effects occur. If side effects occur prior to achieving
significant therapeutic benefit, the medication should be discontinued.

The following discussion includes available data wherever possible, but much of the current
approach to treatment relies on expert opinion. The core behavior problems discussed below
are commonly seen in FXS; and individuals with FXS may have one or more than one behavior
core problems. The parent or caregiver can rank the severity of these symptoms to help
prioritize treatment choices (see Symptom Rating Scale).

1. Anxiety

Many patients with FXS begin to show signs of anxiety at a very early age, often by 2-4 years.
Serotonin is one of the most important neurotransmittersin the brain involved in regulating
mood and affect. The selective serotonin re-uptake inhibitors (SSRIs) can be very effective in
treating these symptoms. They have been used on an empirical basis in affected patients as
young as 4 years old. SSRIs are the treatment of choice for symptoms of anxiety and
depression. In the FXS population, antidepressants, particularly SSRIs are somewhat helpful
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more than 50% of the time in helping with anxiety and behavioral/emotional symptoms when
these symptoms are sufficiently severe to produce dysfunction (Hagerman 1994; Hagerman
1999, Berry-Kravis 2004, Berry-Kravis 2012). Side effects of SSRIs may include behavioral
activation, which includes sleep difficulties. Activation is an increase in activity level that does
not include any real change in mood, impulse control, or a change in the child’s demeanor or
other behaviors. It is relatively easily managed by dose reduction or medication

discontinuation. However, at times it is difficult to get the dose low enough to actually get rid of
the activation and keep the clinical benefit. Activation tends to parallel the pharmacokinetics of
a particular agent. As one might expect, after SSRI discontinuation activation abates more
quickly for the shorter-acting ones (i.e., citalopram, escitalopram) than for the longer acting
ones (i.e., fluoxetine). Other common side effects of SSRIs may include nausea, diarrhea,
dizziness, and reduced sexual desire.

Other classes of antidepressants (e.g. trazodone, bupropion, tricyclic antidepressants) may be
considered in instances in which SSRIs are not tolerated due to side effects such as when there
is behavioral activation that could not be managed by dose reduction. Bupropion can lower the
seizure threshold and it should not be used when there is an active seizure disorder. Clonidine
and guanfacine have also been used to treat anxiety-like symptoms, particularly the ones related
to hypersensitivity to environmental sensory stimuli (Hagerman 1995), but are probably not
meaningfully effective for other forms of anxiety. Buspirone may in some cases reduce anxiety
either alone or in combination with an SSRI.

Benzodiazepines can be a treatment of choice in an emotional crisis accompanied by high level
of anxiety/anxiety attacks but should be avoided for long-term treatment as they can interfere
with memory, increase confusion and/or cause paradoxical excitation with a significant increase
in hyperactivity and disinhibition. They can also be addictive, meaning difficult to be weaned
off, induce tolerance - ever increasing doses are needed to attain the desired effects, and must
not be discontinued abruptly after a long-term use (i.e., risk of withdrawal seizure). However,
benzodiazepines may be used in single doses to assess for paradoxical excitation, and if absent
may be used on an as-needed basis to help with high-stress situations such as dental visits or
airplane rides.

2. Aggression and self-injurious behavior

Aggression and/or self-injurious behavior (SIB) in FXS can present at an early age, often closely
associated with intense anxiety and generalized irritability. Features of autonomic arousal,
including tachycardia and diaphoresis (sweating), may indicate an underlying anxiety or panic
attack and, if present, provide an added indication for treatment. Selective serotonin reuptake
inhibitors (SSRIs) can be effective agents in treating children with FXS as young as three years of
age who have aggressive outbursts or SIB, if the symptoms are due to anxiety. Antipsychotic
medications, including risperidone and aripiprazole, have been used in children, adolescents
and adults exhibiting severe behavioral disturbances that interfere with functioning or pose a
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significant threat to the affected individual or others. These medications have FDA approval for
use in treating irritable and aggressive behaviors in autism spectrum disorders (ASDs) from age

6 and up. However, with extreme behavior dysfunction these medications have been employed
as young as age 3 years, with successful responses and with tolerable levels of side effects.

Aripiprazole (Abilify ™) is reported to have response rates of ~70% in FXS (Berry-Kravis 2004,
Hagerman 2009, Erickson 2011, Berry-Kravis 2012). In an open-label study aripiprazole targeted
distractibility, anxiety, mood instability, aggression, and aberrant social deficits (Erickson, 2011).
Some individuals cannot tolerate aripiprazole because it has dopamine agonist activity and its
side effects can be similar those seen with stimulants; including exacerbation of agitation or
aggravation of aggressive, irritable, and perseverative behaviors (Berry-Kravis, 2012).

At any age, antipsychotic medications can cause significant side effects including very early (i.e.,
dystonic or oculogyric reaction is rare but can occur within days of initiation of the treatment),
early (i.e., akathisia within 1-2 weeks), extrapyramidal movement disorders (i.e., upper
extremity stiffness within several weeks unless the dosage continues to be increased), and late
(i.e., tardive dyskinesia) side effects. Metabolic issues such as weight gain can develop within
weeks, especially with 2" generation antipsychotics (i.e., olanzapine, risperidone) and is
potentially associated with glucose intolerance due to increased insulin resistance due to the
weight gain. There can also be problems with lethargy and worsening of coordination. Longer
term treatments with antipsychotics may run the risk of irreversible movement disorders such
as tardive dyskinesia, and withdrawal emergent problems. Therefore, careful clinical monitoring
is therefore required consisting of blood tests as indicated for glucose, liver function,
electrolytes, and lipid profiles, particularly in individuals with substantial weight gain.

Anticonvulsants used to target mood instability such as carbamazepine, lamotrigine and
valproic acid can occasionally be effective for aggressive behavior/SIB, and thus should be
considered as second-line therapy.

3. Irritability, mood disorders and mania

Irritability is frequently seen in FXS and the reasons for this can be difficult to elucidate.
Irritability may include negative reactions to interruption of perseverative behaviors or
obsessions, work refusals, or generally oppositional interactions. SSRI's can be helpful in
managing these irritable symptoms in higher functioning FXS if they appear to relate mostly to
social anxiety, rigid behaviors, obsessions or to some extent perseverative behaviors. Start-low-
go-very slow approach is associated with the fewest side effects, especially in lower functioning
individuals with FXS. If SSRIs are not helpful or irritable behavior does not seem specifically
related to anxiety or perseverative behavior, antipsychotics such as aripiprazole or risperidone
can work well. Indeed, they are FDA-approved for irritability/severe temper symptoms in ASDs.
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Irritability may also be a result of an underlying mood disorder, such as major depression or
bipolar disorder, and can be a symptom of mania. A manic episode, according to the DSM IV-TR,
is characterized by a persistent elevation of mood, or irritability with at least three of the
following symptoms present persistently for at least a week: inflated self-esteem or grandiosity,
physical agitation or increased goal-oriented activity, increased impulsivity, distractibility,
decreased need for sleep, racing thoughts, and pressured speech. There can be associated
psychotic features such as hallucinations or delusions. In individuals with FXS, mania and
psychosis are very difficult to diagnose specifically, given difficulty defining symptoms such as
grandiosity, goal-directed activity, hallucinations and delusions in patients with cognitive
impairment. Further, many of the symptoms of mania may be chronically present at baseline in
males with FXS. Mania is probably not mediated by any single neurotransmitter, but more likely
involves several interacting alterations in neuronal activity. When true mania is suspected in a
patient with FXS, or if the patient shows increased disinhibition and impulsivity on SSRls, in a
setting of unstable mood, treatment with mood stabilizers may be beneficial. It is noteworthy
that bipolar switching on SSRIs includes not only a change in activity level as in the behavioral
activation, but should also include a prominent change in mood, behavior, and impulse control.
A prototype mood stabilizer is lithium carbonate, but anticonvulsants such as carbamazepine,
lamotrigine, and valproic acid are used to target mood instability in bipolar disorder. All require
careful monitoring of serum drug levels, blood indices, blood chemistries (i.e., thyroid and urine
panel for lithium use, especially long term). Manic symptoms can also be treated with variety of
2" [quetiapine (Seroquel ™), risperidone (Risperdal)], and 3" [aripiprazole (Abilify ™)]
generation antipsychotics. Nevertheless, there is no superiority of one over the other
antipsychotic in terms of efficacy, which makes side effect profile/tolerance the reason for
choosing a particular antipsychotic. It is currently unclear what proportion of individuals with
FXS experience manic episodes or psychosis because may be difficult to distinguish between
mania, impulsivity and severe hyperactivity. Absent a clear diagnosis, trials of different
medications may be required to achieve adequate control of symptoms, especially when it is
confusing as to the category into which symptoms fall. SSRIs usually aggravate symptoms of
mood instability, especially mania (its most severe form), and SSRIs should not be used until
mania symptoms have been stabilized for at least 6 months in patients with anxiety co-existing
with mania. Some antidepressants (i.e., bupropion) might have less propensity to destabilize
mood, but controlled clinical trials are lacking. Regardless, a manic reaction does not
necessarily decrease with medication discontinuation, as activation does. Instead, it can linger
longer or perhaps not go away at all unless treated aggressively with mood stabilizing
medications. As it takes a while for the manic reaction to occur, it may take a while for it to go
away.

4. Attention-Deficit/Hyperactivity Disorder

Attention-deficit and hyperactivity symptoms are the most prevalent problem behaviors in
individuals with FXS. Individuals with FXS, especially males, have challenges in shifting and
sustaining attention. Attention problems and response inhibition defects such as impulsivity
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are thought to be mediated by reduced dopamine activity in frontal cortical regions. The
mainstay of treatment for these problems is psychostimulant medication which exerts its
effects primarily by increasing dopamine transporter activity and dopamine levels in the brain.
Many different preparations of these medications exist, such as methylphenidate (MPH) family
(Ritalin™) or dextroamphetamine-based family (Dexedrine™ and Adderall™), which allows the
ability to tailor the optimal dosing regimen to the individual. The amphetamine family on
average carries a double potency over the MPH family (1:2 ratio when calculating the
equivalent dosage). Long-acting modified-release preparations typically are preferable as they
tend to minimize “peaks and valleys” in blood levels of the medications which can aggravate
mood lability in sensitive FXS individuals. Long-acting preparations also alleviate the disruption
to the school day associated with a visit to the nurse’s office for a midday dose. MPH and
dextroamphetamine-based stimulant families have slight differences in effects on brain
neurotransmitters and thus some patients do very well on MPH but have poor efficacy or
develop intolerable side effects on dextroamphetamines., and vice versa. Thus, it is generally
worth doing trials of both classes of medications before concluding that psychostimulant
treatment is not helpful.

The short-term efficacy of stimulant medications such as MPH is well established in children
with ADHD. In a single small placebo-controlled study in FXS (Hagerman 1988) results suggested
that methylphenidate was effective for attention span and improved social functioning in about
2/3 of 15 treated patients. About 70% of males with FXS treated with stimulants may have
improved attention and reduction in hyperactivity (Berry-Kravis 2004, Berry-Kravis. 2012);
however mood may become unstable at higher doses with increased irritability and agitation.
Patients may experience appetite reduction (sometimes a desirable side effect), or sleep
disruption. Some patients cannot tolerate stimulants at all due to aggravation of irritability,
aggression, or perseveration, or even induction of a depressive withdrawn state.

Atomoxetine (Strattera’™), a selective norepinephrine reuptake inhibitor, may be tried for
attention problems in FXS. It can cause substantial aggravation of irritable behavior and
aggression in FXS and must be monitored carefully and discontinued if these side effects start
to occur.

Alpha-agonists including clonidine and guanfacine (and long-acting preparations Kapvay and
Intuniv, respectively) may also be useful where features of ADHD coexist with sleep disturbance
and anxiety states (Ingrassia 2005). These medications have been shown to be helpful for
hyperactivity in ADHD, and can also be quite helpful for hyperactivity, hyperarousal,
hypersensitivity to sensory stimuli, or ADHD comorbid with tics in individuals with FXS,
especially in younger children, and those with severe cognitive impairment, as well as those
who have had agitation or develop tics on stimulants.

Alternative pharmacological treatment of ADHD symptoms is sometimes considered. Folic or
folinic acid may have a mild stimulant effect in very young children. There have been anecdotal
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reports and testimonials from parents saying that some children may benefit from its use in
ADHD and FXS, but controlled trials in FXS have produced conflicting results (Hagerman 1986,
Strom 1992).

L-acetylcarnitine (LAC), a nutritional supplement, was shown to have an apparent beneficial
effect on hyperactive-impulsive behavior in boys with FXS and ADHD without side effectsin a
placebo-controlled trial. Specifically, a reduction of hyperactivity and improvement in social
behavior were observed in patients with FXS treated with LAC, as determined by the Conners
Global Index Parents and the Vineland Adaptive Behavior Scale. Results from a single study
suggest that LAC (20-50 mg/kg/day) may represent a safe alternative to the use of stimulant
drugs for the treatment of ADHD in some cases for boys with FXS (Torrioli 2008).

Hyperactivity develops in about 75% of boys with FXS in the 4-10 year old age range, and often
decreases with puberty. Hyperactivity often responds to psychostimulants as well.
Hyperactivity may be partially mediated by the neurotransmitter norepinephrine, and can be
treated with clonidine which may provide the added benefit of treating symptoms of
aggression, anxiety, and insomnia (Hagerman 1995, Berry-Kravis 2004, Berry-Kravis 2012).

5. Repetitive and perseverative behaviors

Perseverative speech and actions, ritualistic behavior, constant chewing of clothing or other
objects, hair-pulling, and a general love of routine and repetition are frequently seen in patients
with FXS. Although obsessive-compulsive behaviors may be mediated predominantly by the
serotonin system, perseverative repetitive behaviors and stereotypies may be more closely
linked to dopamine systems. Thus, either SSRI's or antipsychotics (especially if associated with
irritable behaviors) may be helpful for this category of behaviors. However, perseverative
behaviors and stereotypies can be difficult to eliminate.

6. Sleep problems

Sleep problems are a frequent complication of FXS (Kronk 2010) and are most commonly
caused by hyperarousal and inability to settle down either when trying to fall asleep in the
evening or after awakening in the middle of the night (Turk, 2010). The first step in managing
sleep problems should be implementation of behavioral strategies such as consistent bedtimes
and sleep schedules, bedtime routines, and calming strategies for bedtime and middle night
awakenings, however these strategies may be insufficient and may need to be combined with
medication treatment. Melatonin has been successfully used to treat sleep problems in a
subgroup of children with FXS and represents the most benign treatment. It is particularly
useful for difficulties settling to sleep (sleep induction problems). There are extended-release
forms available that may be more helpful if the problem is predominantly middle night
awakenings. If melatonin is unsuccessful, alpha-2 agonists such as clonidine and guanfacine,
trazodone, and quetiapine can all help with induction and maintenance of sleep. Of these

A Guide to Navigating your Fragile X Diagnosis | 16



options, clonidine has the fewest side effects and is usually tried first. It is noteworthy that the
alpha-2 agonists can be associated with middle insomnia. In some instances, sleep problems
are a symptom of underlying anxiety, which requires adequate non-pharmacological and/or
pharmacological (i.e., SSRIs) treatment.

Symptom Rating Scale

Target Symptoms Not a Is a
Problem Problem

1. Anxiety

2a. Aggression

2b. Self-Injurious behavior (e.g. hand-biting, hair-pulling)

3a. Irritability

3b. Mania (persistently elevated mood or disinhibited
behavior)

4a. Attention Problems

4b. Hyperactivity

5a. Perseverative and stereotyped behavior (rituals/insistence
on routines/difficulty with minor changes in schedule or other
things)

5b. Repetitive motor or sensory activities (e.g. hand flapping
or other motor stereotypies)

6. Sleep problems (insomnia or middle night awakenings)

Which symptom(s) is/are the biggest problem for your child/family:
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Please contact the National Fragile X Foundation for more information. (800-688-8765 or
www.fragilex.org)
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Perseveration can be problematic when it
interferes with learning or behaving properly.

There are several ways of dealing with
perseveration. Initially, you may want to just
ignore it as long as it does not interfere with the
child’s ability to function socially or academically.
If that is not successful, you may want to
acknowledge the perseveration, then try to

bring the child back to the task at hand with
verbal redirection. If that is unsuccessful and the
perseveration is continuing or even escalating,
you could remove the child from the situation

or remove or modify the stimuli producing

the anxiety. Attempt to engage him in some

kind of motor activity that might “break” the
perseveration. Motor activities that involve deep
pressure input to the joints provide a calming
affect for the child - jumping up and down, doing
wall push-ups, or any sort of “heavy work” (such
as moving books) may be helpful.

Why won't they talk on the phone?

While the exact answer to this question is not known, many individuals who have fragile X avoid talking
on the phone. This may be because individuals who have fragile X often suffer from social anxiety. They
have difficulty initiating contact with others and may become socially avoidant. Talking on the phone
often requires complex social skills. Because one cannot see the person you are talking to, one must infer
or make guesses about feelings and expressions that the other person is communicating based on their
words and voice tone. This may seem too challenging. Specific programs can be designed to help people
feel more comfortable talking on the phone. Sometimes a phone script can help. This is a set of questions
or comments that are practiced so that the person feels like they know what to say. Sometimes this type
of rehearsal helps the person in overcoming their fear of the phone. Other individuals may avoid the
phone because they experience the ringing as too loud. This is related to underlying difficulties with
sensory integration.

Why do they have poor eye contact and how do we treat it?

Poor eye contact may be part of the anxiety problem. Children who have fragile X often demonstrate social
anxiety until they are comfortable in a situation or with a new person. It is not necessary to train or teach
eye contact. It will develop naturally as comfort level increases.

Why do they hand bite and how should it be treated?

Children who have fragile X often hand bite when they are excited, overwhelmed, anxious or frustrated.

It is often difficult to extinguish this behavior because it may provide a basic need such as calming input.
Although hand biting cannot be completely extinguished, other activities that are less harmful can often
be substituted. The first step is to teach the child to bite another object when he is excited, anxious or
overwhelmed. Find an object that the child likes to bite. Leather necklaces, rubber tubing, teething toys
and blankets are objects that children often like to bite. Make these objects available in situations where
the child frequently bites his hands. It is important the substitute object not pose a choking risk. When he
attempts to bite his hand, stop him and say “No!” And give him the alternate object to bite. Consistency is
important. Once the child has learned to bite another object instead of his hands, the object can then be
modified to be more appropriate or less noticeable.

Consultation with an occupational therapist is also recommended, as global sensory integration techniques
are often effective in treating the cause of hand biting.
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Why do they hit and what should be done about it?

Hitting or other forms of aggression can be associated
with many different issues that affect children who have
fragile X, such as difficulty communicating, anxiety,
sensory overload, sensory stimulation or avoidance.
Understanding the function of a behavior can be
essential in teaching an alternative response that
achieves the same outcomes for the child. Although
the underlying causes are important and contribute to
the development of treatment plans, it does not change
the outcome. Children who have fragile X cannot be
allowed to hit. This is not a phase that they will grow
out of. Hitting is a problem that can impact them at
home, educationally, socially and even legally.

Developing a treatment plan or a behavior modification
program for aggression is similar to other undesirable
behavior. It is important to keep track of or chart

when hitting occurs. First, it is important to rule out
physiological causes for hitting such as medication
wearing off or low blood sugar. It is then important

to determine any precursors to the hitting. This may
include transition time, waiting in line, following outside
time, or it may be the result of excitement or frustration. A plan should be developed to address the cause
or the perceived cause of the hitting. For example, if it occurs during transition time, try to prepare the child
for the transition. If it stems from difficulties with communication, augment the current communication
system with something that will allow him to express his feelings. While providing the child with additional
“resources” for decreasing hitting behavior, it is important to introduce consequences for the behavior. Time
out can be very effective in treating this. (See the question regarding time-outs.) Working with a behavioral
psychologist can also help children reduce their aggression.

How do you facilitate smooth transitions?

Transitions can be difficult for many reasons but often stem from the anxiety associated with fragile X.
These children have difficulty with language, time concepts and sequencing, and as a result, anxiety is
heightened because they do not feel that they have control over what is going to happen next.

The best way to facilitate smooth transitions is to prepare the child for the change in a way that he will
understand. Verbal preparation and the use of picture schedules have been very helpful. Other techniques
include moving an object or carrying a transitional object from one place to the next. Consistent visual or
auditory cues to signify a change, such as a song, bell, or flash of light, are also very helpful. When using
these sensory cues it is important not to elicit a sensory overload reaction from the cue. Providing the
student with a purposeful direction can also serve to decrease the anxiety associated with changes.

Another reason for transition difficulties stems from sensory defensiveness. Sensory defensiveness is

a fear of, or an over-reaction to, sensory information. Often just the potential of overwhelming or unknown
sensory input can make a child anxious. To a child with fragile X, transitions often mean the possibility

of overwhelming or undesirable sensory input.

There are several strategies that have proven to be effective in making a child more comfortable with
sensory issues during transitions.
1. Have a set schedule so that the child knows what transitions are parts of his daily routine,
and therefore, knows what to expect.
2. For unfamiliar transitions, warn the child what type of sensory environment he is transitioning
to. For example, will it be loud, crowded or busy?
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3. Remind the child what strategies he has for dealing with situations with a lot of sensory input;
i.e., “We are going to an assembly. It will be loud and crowded. Why don’t we take your
headphones so that you can put them on if it is too loud? You can also let me know when
you need to go outside for a break.”

4. Rehearse strategies before transitions and special events.

5. Provide the child with calming input prior to and during transitions; i.e., have chewy or other
calming oral motor toys available, press on his shoulders, wear a weighted backpack, or hold
a large heavy bean bag.

The important reason for utilizing these techniques is to prepare the child for the change and to avoid
behavioral escalation. The transition steps should enhance the transition rather than create an additional
step. Simple, clear and predictable techniques are the most effective. Try to avoid transitional aids that
actually add steps to the task and become transitions themselves.

What is time-out and how should it be used?

Time-out is simply time away from your attention. The premise of time-out stems from the idea that
attention, whether positive or negative, can serve to reinforce certain behavior. Time-out is not a place, a
room or specific chair. Time-out is simply time away from your attention.

Time-out, when implemented appropriately, has been shown to be very effective in addressing and
extinguishing aggressive and maladaptive behaviors. One of the most important factors of using time-out
effectively, as is the case for all behavior modification programs, is consistency. Target the specific and
identifiable behavior that you are going to address. Determine exactly what constitutes this behavior and
what will be tolerated. The time-out should be imposed immediately following the behavior or the child may
forget why he is in time-out or may have difficulty making the association between the targeted behavior
and time-out. Determine what you are going to say to the child when you are putting him in, or asking him
to go to, time-out. Use simple, short and consistent phrases such as “No hitting, you are in time-out.” If
you are working with a team of professionals and paraprofessionals, predetermine the phrase that you will
be using and be consistent amongst yourselves. Do not engage in any discussion with the child while in
route to time-out. Do not address behaviors that may occur on the way to time-out as this provides him
with a temporary reprieve from the consequences of his actions. If the child gets up from time-out or leaves
the area that you have placed him in, make him go back. Do this as many times as necessary. It is very
important that he understand that he needs to stay in time-out until you say he may get up.

Although time-out has clinically been effective in decreasing negative and aggressive behaviors, it is
important to remember that it is one component of a complete behavior plan.

What is considered a self-stimulating
behavior? Should these behaviors be
addressed? If so, how?

Self-stimulating behaviors are
generally repetitive behaviors that
provide sensory reinforcement to an
individual. Some self-stimulating
behaviors observed in individuals

who have fragile X include repetitive
movement patterns such as hand
flapping, rocking, visually inspecting
objects, jumping up and down, and
may include other types of behavior
including vocalizations or vocalizations
paired with one of the above behaviors.
Generally, individuals who have fragile
X display these behavior patterns in
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response to over- or under-arousal. If something happens
that is very stressful or triggers strong feelings of anxiety,
then an individual may show these behaviors. They may
also occur as a means of providing sensory input when
an individual is bored or is not paying attention to the
learning situation. Furthermore, the more an individual
practices these responses, the harder it is to decrease
their occurrence because they are self-reinforcing.

Deciding how to intervene is complex and generally
involves some behavior analysis with respect to the
function of the behavior pattern. If the self-stimulatory
behaviors occur in response to an unpredictable, novel
situation, or in response to a transition, then it may be
important to create a transition schedule to help make
things more predictable. If these behaviors occur in
response to heightened arousal, then their presence may
serve to cue people working with the person to provide
a calming activity or to increase the use of a sensory
diet. If they occur when the child is sitting in class, it
may be a cue that the child is not following along with
the class or not understanding the verbal instructions,
and modifications in curriculum may be appropriate. If
these behaviors occur in response to a particular book
or object, it may be necessary to remove that object
or book so as to not encourage intensification of the
behavior pattern.

It may be important to design a substitution behavior—one that is more appropriate but provides similar
input. For example, jumping on a trampoline may be substituted for jumping in place. Teaching a child to
respond to the direction “hands down” may be helpful for decreasing the occurrence of hand flapping.

What is a sensory diet?

A sensory diet is a set schedule of activities that have been developed to provide a child with sensory input
and are done at regular times during the day. A sensory diet is individualized for each child depending on
his sensory needs. Sensory diets usually focus on activities that provide calming input for the child to help
decrease anxiety. They can also be used to decrease negative sensory-seeking behavior such as hitting,
biting or head banging. An occupational therapist can help to develop and monitor sensory diets that are
successfully carried out by families or school personnel.

Why do they stuff their mouths and what should be done about it?

Many children who have fragile X overstuff their mouths with food and engage in mouthing of clothes or
toys. Often decreased sensitivity to touch in the oral area (mouth, lips, tongue) is seen. This means that
children who have fragile X do not register touch in their mouths. If a child is experiencing decreased
sensitivity in his mouth, he needs more intense tactile feedback to register that sensation of touch. For
example, you and | know that after two bites of grilled cheese sandwich that our mouths are full and that
we should chew and swallow. The child with decreased sensitivity will stuff the whole sandwich in before
his mouth registers that it is full.

Presenting the child with small bites and limited pieces of food will not “fix” this problem. The input of
a speech pathologist or an occupational therapist is necessary to set up an oral stimulation program to
gradually normalize the oral mechanism through deep pressure input directly into the mouth.
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Why does he “freak out” in the cafeteria and auditorium? What can be done to decrease that type
of behavior?

Children who have fragile X often have difficulty in environments that provide a lot of sensory input all at
once. Restaurants, cafeterias, malls and assemblies provide a lot of visual, auditory and touch input.

This can be very overwhelming and anxiety producing. It is important to be aware of situations that will
provide a lot of sensory input. Deep pressure before, during and after these situations can be helpful.

A picture schedule or a timer may be helpful in providing the student with information on when these types
of activities are going to occur during his day and what will happen next. As time concepts are often difficult
to grasp, it is important to provide him with some means of knowing that this uncomfortable situation will
end and when that will happen.

What is brushing and should | do it?

Brushing is a technique commonly used by occupational therapists to help calm children. A corn brush
or surgical brush is generally used to give the child firm, slow strokes on his arms, legs and back. Firm,
slow brushing provides the child with deep pressure input that is calming for most children. Using light
fast strokes is generally more exciting to the child. Massage is another way to provide calming deep
pressure input.

The type of brush used and how often it is used depends on the child’s response. Brushing should be used
if the child enjoys it and it has a calming effect on the child. Brushing can be used as part of everyday
routines. Many people find it helpful when used after recess, lunch at school or as part of a nighttime
routine. It can be used before or after events where the child tends to become overexcited or overwhelmed
such as assemblies, parties or outings.

The Wilbarger Deep Pressure Protocol is a specific brushing program that is used for children with severe
sensory defensiveness. This protocol uses brushing and joint compression in a systematic way every two
hours. An occupational therapist can show you this technique and help you decide if it would be beneficial
for your child. It should only be done under the supervision of an occupational therapist.

What is the best curriculum? Best reading program? Best math program?

When choosing an academic program or a learning philosophy best suited for a child with fragile X,

the key word is “eclectic.” As previously outlined, fragile X is a very complicated syndrome that affects

all areas of an individual's life. Current research and clinical observations have not revealed any one specific
curriculum that is more or less effective in teaching children who have fragile X. What appears to be
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the most effective approach is the blending
of the most appropriate components of a
variety of programs. This blending requires
the instructor or staff to have both a working
knowledge of available resources and an
understanding of academic strengths and
weaknesses of children who have fragile X.

Research has shown that boys with fragile

X perform significantly better on tasks
involving simultaneous learning as opposed
to sequential or step-by-step tasks. A
simultaneous, visually based curriculum

is preferred for most boys. Using a strong
simultaneous approach to teaching in

which the child is given the big picture and
expectations first allows him to then break
the task down in a way that makes sense.
Programs such as the Edmark Reading
Program (Levels 1, 2 and 3) utilize a multi-
sensory technique. This program employs a
whole word approach with short steps and
progresses at each student’s ability rate. The
Logo Reading System by Marcia Braden is also
a simultaneous-based, early reading program
that has been successful with many boys
with fragile X. For early childhood programs,
the Read, Play and Learn storybook curriculum by Toni Linder does a wonderful job of providing activities
in all areas of development while focusing on improving the building blocks of literacy. Orton Gillingham,
Slingerland and Wilson Reading are scientifically based programs that use multisensory methods.

Touch Math and Edmark Touch Money are curriculum programs that have also been described as
successful. Math skill development is characteristically a weakness for all individuals who have fragile X
regardless of IQ or gender.

Should a child with fragile x be mainstreamed?

As is the case with a child with any type of disability, mainstreaming is an individual programming decision
and should be made according to a child’s individual strengths and weaknesses. Certainly the goal for
children with special needs is that they spend as much time as possible with their typically developing
peers. This decision should be made by the staffing team while focusing on the student’s needs rather
than the current trends in educational philosophy. Mainstreaming, or inclusion, should be viewed as a fluid
process. There may be times when specific behaviors are best addressed outside the traditional classroom.

It is important to understand that some children who have fragile X are good imitators; however, simply
placing them next to a child without disabilities does not ensure an appropriate or adequate integration
situation. Keys to a successful integration plan include social skills training, modified curriculum and
instruction techniques, appropriate levels of adult intervention and supervision, and the implementation
of a behavior plan to address the development of appropriate behaviors. A multidisciplinary approach is
necessary when attempting to successfully integrate a child with fragile X.

What is an appropriate use of augmentative communication systems for a child with fragile x?

The decision of whether or not to utilize an augmentative communication device is made by a team of
people working with the child, the parents and the teacher. These systems may be low-tech or high-tech,
depending on the needs of the child. Augmentative devices help decrease communication frustration
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and build language skills. A full evaluation of motor, cognitive, perceptual, social and communication skills
usually precedes the recommendation of such a device. You may want to talk to your special education
director to request and consent for an AT evaluation to be completed.

Can a child with fragile x use computers? What is the best way to utilize computers?

Many children who have fragile X can use a computer and enjoy it very much. There are many software
programs available that can capitalize on a child’s strengths and can also help develop areas of weakness.
There are also many adaptations for the computer that can be of use, such as keyboard modifications,
mouse options and others. Computers can be used in the classroom setting for academic enrichment, as
an augmentative device, as an adaptive device for completing assigned work, and as a reinforcer within a
behavior program. Note: Excessive screen time (TV, iPad, video games, computer time) can sometimes be
counterproductive and worsen behavior problems.

When should you shift from an academic to a vocational or functional curriculum?

This is a commonly asked question by both parents and professionals and is often a source of great conflict.
Parents often feel that the switch to a vocational or functional emphasis in programming signals defeat

or a surrender from the academic battle that they have been engaged in for so many years. Many parents
report that they feel as if the educational staff has given up on their child when they move toward a
functional curriculum.

Fragile X syndrome is a lifelong disability and, as a result, vocational and functional objectives should

be included in a student’s programming as early as possible. Many short-term objectives that have an
academic basis or an organizational purpose are skills that an individual with fragile X will need in order
to be successful in a vocational situation. At an early age, skill training in the areas of self-care, gross and
fine motor skills, domestic management and skills in daily living could be the focus. Communication skills,
including nonverbal communication, are also critical. A functional curriculum can also address reading,
writing and math in a way that applies to everyday, practical situations.

As professionals, it is critical to understand the importance of and to write infused objectives (objectives
addressed by more than one discipline). It is also important to educate parents about the duality of the
goals. If parents feel as if functional objectives are always a part of the child’s programming, then an
emotional response to a sudden introduction of them at some point later in childhood can be avoided.

What types of medications are being used with children who have fragile x and what issues do they treat?

Refer to Treatment Section — page 11.

Reference: “Answers to Commonly Asked Questions about fragile X syndrome”, Funded by the Schramm
Foundation. Authors: Randi Hagerman, M.D.; Susan Harris, B.S.; Jennifer Hilly, Psy.D.; Rebecca O’Connor,
M.A.; Karen Riley, Ph.D.; Sarah Scharfenaker, M.A., CCC, SLP; Clare Summers, M.A., OTR.
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Fragile X Resources

¥ 3 Cleveland Clinic

Fragile X Clinic at Cleveland Clinic

Carol Delahunty, MD, Director
Cleveland Clinic Children’s Hospital for Rehabilitation

The Fragile X Program at the Cleveland Clinic is an
interdisciplinary clinical program which offers family
centered, community-based, coordinated care

to children with fragile X syndrome and their families.
Dr. Delahunty has extensive training and clinical
expertise related to the diagnosis and care of children
with fragile X syndrome.

Our mission also includes:

1. Educating the community, health care providers
and schools about the needs of individuals with
fragile X syndrome.

2. Assisting families in coordinating care outside the hospital through community
services and the schools.

3. Increasing communication between families and health care professionals
to continually develop new and better ways to treat children with Fragile X.

The Fragile X Program at the Cleveland Clinic Children’s Hospital for Rehabilitation
consists of a team of medical professionals from a wide variety of disciplines to
provide quality medical care and developmental services.

Program personnel includes:

e developmental and behavioral pediatrics

e speech and language therapy

* nursing

e social work

Referrals for genetic counseling, psychology, psychiatry, neuropsychology, and
occupational therapy are available as needed.

¥8 Cleveland Clinic Children’s

Call Cynthia Antczak, LISW
Program Coordinator
216.448.6119

Cleveland Clinic Children’s Hospital for Rehabilitation
2801 MLK Jr. Drive
Cleveland, OH 44104

www.clevelandclinicchildrens.org
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FRA A FRAXA Research Foundation

Katie Clapp, President
RESEARCH 4 FOUNDATION Michael Tranfaglia, MD, Medical Director

Massachusetts Chapter & National Headquarters
10 Prince Place, Newburyport, MA 01950

Phone: 978.462.1866 Fax: 978.463.9985
Email: info@fraxa.org ~ Web: www.fraxa.org

FRAXA’s mission is to accelerate progress toward effective treatments and
ultimately a cure for Fragile X, by directly funding the most promising research.
FRAXA also supports families affected by Fragile X and raises awareness of this
important but relatively unknown disease.

FRAXA was founded in 1994 by three parents of children with Fragile X—Katie
Clapp, Michael Tranfaglia, MD, and Kathy May, to support scientific research aimed
at finding a treatment and a cure for Fragile X. Fragile X research is drastically
underfunded, considering its high prevalence, prospects for a cure, and the promise
that this research holds promise for advancing understanding of other disorders like
autism, Alzheimer’s disease, and X-linked developmental disabilities.

How We Work

FRAXA funds grants and fellowships at universities all over the world. We have
funded more than $22 million dollars in top-notch science. FRAXA's management
expenses have always been less than 4% of income, as we have just one full-time
staff, three part time staff, and hundreds of volunteer parents. Since FRAXA was
founded, the Fragile X field has grown tremendously, due in large part to our grass-
roots efforts. You can help us accomplish much more.

Philanthropist Doris Buffett started The Sunshine Lady Foundation in 1996.

She's donated more than $100 million of her own money to help people who need it.
Doris is the sister of billionaire, Warren Buffett, and is a longtime friend of FRAXA
founding board members, Mary Beth and David Busby. Doris calls FRAXA “The Gold
Standard” in grass roots charities. She has donated more than $3 million to FRAXA
in challenge grants.

Working toward a Cure

FRAXA's mission is to find effective treatments and a cure for all children and adults
with Fragile X, by directly funding the most promising research. As the pace of Fragile
X research accelerates, the prospects of finding effective treatments and a cure for
Fragile X and autism continue to improve. FRAXA-funded researchers at universities
around the world are leading the way.

Our Strategy

FRAXA's research portfolio spans the spectrum of basic science, pre-clinical, and
clinical research—all coordinated to make the most of each dollar. We maintain a
diversified approach, developing several treatment strategies in parallel, since success
is never certain in developing a single drug. We continue to fund research to define
the precise defect in the Fragile X brain, because these basic studies may yield
additional important therapeutic targets.

Where are we now?

In the words of FRAXA Scientific Advisor Dr. Justin Fallon, “Fragile X is poised to
become a triumph for translational research and the design of rational therapeutics
for brain disease.”
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f f National Fragile X Foundation
n x Jeffrey Cohen, Interim Director
NATIONAL FRAGILE X FOUNDATION National Headquarters

1615 Bonanza Street, Suite 202
Walnut Creek, CA 94596

Phone: 800.688.8765 Local: 925.938.9300
Fax: 925.938.9315
email: natlfx@fragilex.org Web: www.fragilex.org

The National Fragile X Foundation unites the Fragile X Community to:

e Enrich lives through educational and emotional support

*  Promote public and professional awareness

e Advance research toward improved treatments and a cure for fragile X

The NFXF offers free telephone consultation, a basic informational packet, and free
medical and genetic services referrals. The Foundation also engages in educational
advocacy; legislative lobbying for Fragile X (Advocacy Day on Capitol Hill);
sponsorship of local, national and international conferences; and family assistance
and research grants.

They also promote their Community Support Network (CSN) which help families
get in touch with each other on a local level. There are over 100 parent-run groups
nationally and internationally.

The Foundation also organizes The Fragile X Clinical and Research Consortium
(FXCRC) which was initiated by the National Fragile X Foundation in 2006 and is
supported in part by a grant from the Centers for Disease Control.

Online Resources

Facebook — Groups for FX Families

Fantastically fragile X — The Brag Room (Closed Group)
The Fragile X Society (Open Group)

Fragile X (Closed Group)

Fragile X Alliance of Ohio (Closed Group)

El Sindrome X Fragil en Argentina (Open Group)
Fragile Xpress Learning (Closed Group)

FX Friends Meeting in Anaheim (Closed Group)
Helping FX Families One X at a Time — Secret Group
Sindrome do X Fragil Portugal (Closed Group)
Fragile X Advocates (Closed Group)

Fragile X Healthy Body and Mind (Closed Group)
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State and County Resources

Ohio Department of Developmental Disabilities (ODODD)

The Ohio Department of Developmental Disabilities (DODD) is responsible for overseeing a statewide system of
supports and services for people with developmental disabilities and their families.

30 E. Broad St. 12th Floor

Columbus, OH 43215-3434

Telephone: 800.617.6733

Website: dodd.ohio.gov

Ohio DODD Provider Search Tool: providersearch.dodd.ohio.gov

Overview of DODD Waivers

Waivers allow individuals to live in community settings of their choice with supports, rather than in an
Intermediate Care Facility (ICF) or other institution.

Currently, the Ohio Department of Developmental Disabilities administers four waivers: the Individual Options
(10) waiver; the Level One waiver (Level |); The Self Empowered Life Funding (SELF Waiver); and, the
Transition Waiver (TDD).

If you feel you are eligible for waiver services, contact your local County Board of DD and request an
application for enroliment or to get on a waiting list.

Individual Options Waiver Services Level | Waiver Services

e Homemaker/Personal Care * Homemaker/Personal Care

* Home Modifications and Adaptations e |Institutional Respite

e Transportation e Informal Respite

* Respite Care e Transportation

e Social Work e Personal Emergency Response Systems

e Home-delivered meals e Specialized Medical Equipment and Supplies
e Nutrition e Environmental Accessibility Adaptations

e Interpreter Services * Emergency Assistance

e Specialized Adaptive or Assistive Medical Equipment e Supported Employment

and Supplies
e Adult Day Services
e Supported Employment

Day Habilitation

Self-Empowered Life Funding (SELF) Waiver

Enrollment for DODD’s new SELF Waiver began July 1, 2012. The SELF Waiver is a much-awaited waiver
offering services that allow individuals with developmental disabilities who receive support on the waiver to
direct where and how they receive those services -- for individuals this is known as ‘self-direction.’

DODD estimates up to 2000 individuals will be enrolled on the waiver by the third year it is in effect. The
SELF Waiver has an overall annual cost cap of up to $25,000 for children and up to $40,000 for adults.

For more information visit the Ohio Department of Developmental Disabilities website: www.dodd.ohio.gov or
your local county board of developmental disabilities.

Supplemental Security Income (SSI)

Supplemental Security Income (SSI) is a Federal income supplement program funded by general tax revenues
(not Social Security taxes):

e |tis designed to help aged, blind, and disabled people, who have little or no income; and
e |t provides cash to meet basic needs for food, clothing, and shelter.
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SSI makes monthly payments to people who qualify. If your child is under age 18, he or she may qualify if they
meet Social Security’s definition of disability for children, and if his or her income and resources fall with the

eligibility limits.

When you apply for benefits for your child, you will be asked for detailed information about the child’s medical
condition and how it affects his or her ability to function on a daily basis. You will also have to give permission for the
doctors, teachers, therapists and other professionals who have information about your child’s condition to provide it to

Social Security.

Visit the Social Security website for more information: www.socialsecurity.gov or call toll free 1.800.772.1213. Hours
are 7:00 am — 7:00 pm, Monday thru Friday.

What happens when your child turns age 18?

For SSI, a child becomes an adult at age 18 and there are different medical and nonmedical rules when deciding on

eligibility for SSI. For example, the income and resources of family members are not counted when deciding whether

the individual meets the financial limits for SSI. Only the adult’s income and resources are considered.

e |f your child is already receiving SSI, their medical condition when he or she turns 18 is reviewed using the adult
disability rules. This is usually done during the year starting on the date your child turns 18.

e |f your child was not eligible for SSI before age 18 because you and your spouse had too much income or
resources, he or she may become eligible for SSI at age 18.

County Boards of Developmental Disabilities

Cuyahoga County:

1275 Lakeside Ave. East,
Cleveland, Ohio 44114-1129

216.241.8230
216.861.0253 (fax)

Website: www.cuyahogabdd.org

Cuyahoga County Provider Search Tool: providers.cuyahogabdd.org

¢ For enrollment information, call our Intake Office at 216.736.2673

e For more information about our programs and services, call our Public Information & Communication Office at

216.736.2717.

Ashtabula County
440.224.2155

www.ashtabuladd.org

Erie County
419.626.0208
www.eriecbdd.org

Franklin County
614.475.6440
www.fcbdd.org

Geauga County
440.729.9406
www.geaugadd.org

Huron County
419.668.8840
www.hurondd.org

Lake County
440.350.5100
www.lakemrdd.org

Lorain County
440.329.3734

Www. murrayridgecenter.org

Mahoning County
330.797.2825
www.mahoningdd.org

Medina County
330.725.7751
www.mcbmrdd.org

Portage County
330.297.6209
www.pcbmrdd.org

Stark County
330.477.5200
www.starkdd.org

Summit County
330.634.8000
www.summitdd.org

Trumbull County
330.652.9800
www.fairhavenpgm.com

Wayne County
330.345.6016
www.waynedd.org
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ARC-USA

ARC-USA is the national organization for people with intellectual and developmental disabilities and their families.
ARC promotes and protects the human rights of people with intellectual and developmental disabilities. ARC is the
largest national community-based organization advocating for and serving people with intellectual and developmental
disabilities and their families. ARC is there to ensure that people with intellectual disabilities and their families have

the support they need to be members of the community.

The ARC of Ohio
1335 Dublin Road,
Columbus, OH 43215

Phone: 614.487.4720 / 800.875.2723

Web: www.thearcofohio.org

The ARC of Greater Cleveland
William Patrick Day Early
Childhood Center

2421 Community College Ave
Cleveland, OH 44115
216.622.0755
arcgc@thearcofgreatercleveland.org

The ARC of Erie County
The Kaleidoscope Center
4405 Galloway Road
Sandusky, OH 44870
Phone: 419.625.9677

The ARC of Medina County
4283 Paradise Road

Seville, OH 44273

Phone: 330.722.8105

Web: http://www.shc-medina.org

Mahoning County Council for Retarded Citizens
3024 Center Road

Poland, OH 44514

Phone: 330.707.1134

The ARC of Ottawa County
236 N. Toussaint South Rd.
Oak Harbor, OH 43449
419.262.3100

The ARC of Summit and Portage Counties
3869 Darrow Road, Suite 109

Stow, OH 44224

Phone: 330.836.5863

Email: the arcneo.org

The ARC of Stark County
Belden Village Tower

4450 Belden Villiage Street NW
Canton, OH 44718-2564
Phone: 330.492.5225

Web: http://www.arcstark.org

Healthy Start — Ohio’s Health Insurance Option for Children

Ohio Department of Medicaid

Ohio Healthy Start (federally known as Children’s Health Insurance Program, CHIP) provides, free or low-cost health
insurance for families with children. This program is designed to provide increased access to health coverage for
children in families with income too high to qualify for Medicaid but too low to afford private coverage.

1.800.324.8680
medicaid.ohio.gov

Help Me Grow (Birth to Age 3)

The Help Me Grow program is designed to ensure Ohio’s children receive a healthy birth and the resources to warrant
a healthy and productive start in life. An integral part of Ohio’s prenatal to age three system of supports, the services
offered by Help Me Grow equip parents with the means to help their child acquire the early building blocks necessary

for long term success.

Ashtabula County 440.224.3443
Cuyahoga 216.698.7500
Huron 419.663.4769
Lake 440.350.2433
Mahoning 330.965.7912

Medina
Portage
Richland
Stark
Summit

330.764.8580 Trumbull 330.240.3417
330.298.4545 Tuscarawas 330.339.3493
419.524.2660 Wayne 330.263.8930

330.492.6900
330.376.7273
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OCALI

Ohio Center for Autism and Low Incidence (OCALI) serves families, educators, and professionals working with
students with autism and low-incidence disabilities. Based on a respect for individuals with autism and low incidence
disabilities and our belief in their right, need, and desire to achieve their full potential, OCALI's mission is to build
state- and system-wide capacity to improve their outcomes through leadership, training and professional development,
technical assistance, collaboration, and technology.

5220 North High Street
Columbus, Ohio 43214
Phone: 866.886.2254
Email: support@ocali.org
Website: www.ocali.org

Ohio Coalition for the Education of Children with Disabilities

Established in 1972 and staffed primarily by parents of children and adults with disabilities, persons with disabilities,
and education professionals, the Coalition mission is to ensure that every Ohio child with special needs receives

a free, appropriate, public education in the least restrictive environment to enable that child to reach his/her highest
potential. Throughout Ohio, the Coalition’s services reach families of children and youth, birth through twenty-six,
with all disabilities.

Executive Office

165 W. Center St., Suite 302
Marion, OH 43302-3741
Phone: 1-800.374.2806
Website: www.oce.org

Ohio’s Family Support Collaborative

Phone: 614.466.7264
Web Site: http://olrs.ohio.gov/ASP/familysupport.asp

Ohio Family Support Collaborative (FSC) is funded by a grant from the Ohio Developmental Disabilities Council and is

administered by the Ohio Legal Rights Service. Its purpose is to bring Ohio families who have children with disabilities
together to create an organized advocacy group and to provide families with a complete source of information, mainly

through the use of the website.

Ohio Bureau of Vocational Rehabilitation (BVR)

The Bureau for Vocational Rehabilitation provides services leading to employment for people with physical, mental
and emotional disabilities.

Anyone can refer a person to BVR — you can even refer yourself. Referrals may be made in writing, by telephone
or through a visit to the BVR office serving your county.

Once your eligibility for services is determined, testing may be indicated to determine your skills and interests.
You, with the help of a BVR counselor, will establish an Individualized Plan for Employment which contains all the
services you need to reach your goal.
e Continuing education or specialized job training, including supplies and books
e Tools and equipment, including assistive technology or adaptive devices / low vision aids which enable
you to work
e On the job training
e Job placement and follow-up

For more information contact the BVR office in your county:

Cuyahoga 800.251.2365 Medina 800.251.2368 Trumbull 800.251.2369
Darke 800.582.1589 Portage 800.252.2368 Tuscarawas 330.364.6774
Franklin 800.430.6940 Richland 800.354.6271 Warren 800.348.2511
Huron 800.589.6772 Stark 330.438.0500
Mahoning 800.686.5145 Summit 800.251.2368
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Local Resources

Disclaimer: This is a partial listing used with permission from the Milestones Autism Organization. Please visit
www.milestones.org for the more complete resource listing.

Categories in this listing are: Disability Agencies; Legal/Financial Planning; Social & Recreation; Employment
and Vocational; Housing

DISABILITY AGENCIES

Ability Center of Greater Toledo
5605 Monroe Street

Sylvania, OH 43560
419.885.5733

Website: www.abilitycenter.org

Programs and services to people with disabilities living in the seven county area of Defiance, Fulton, Henry,
Lucas, Ottawa, Williams and Wood.

Achievement Centers for Children
Address 1:

Breen Family Center

4255 Northfield Rd.

Highland Hills, OH 44128
216.292.9700

Address 2:

24211 Center Ridge Road

Westlake, OH 44145

440.250.2520

Website: www.achievementcenters.org

A Cleveland, Ohio based non-profit organization that provides support, services, and programs that help
children with a wide range of physical, emotional, neurological, or developmental disabilities achieve their full
potential in life. Comprehensive services to children with disabilities and their families are provided through
education and autism services, therapy and our Intensive Therapy Clinic, family support, recreation and
adapted sports. Serve all ages.

Center for Families and Children
Nancy Lyon Porter Building
4500 Euclid Ave.

Cleveland, OH 44103
216.432.7200

Website: www.thecentersohio.org

Connect as many people as possible to effective health care, education and essential human services. With
core services in early learning, health & wellness, workforce development, youth and family services and
emergency food distribution, we strive to connect our clients to the right opportunities, relationships, resources
and networks that can help them build a better future. Serve all ages.
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Cleveland Clinic Center for Autism

2801 Martin Luther King Jr. Dr.

Cleveland, OH 44104

216.448.6440

Website: clevelandclinic.org/childrens-hospital/specialties-services/departments-centers/center-for-autism/
default.aspx

Offers a diagnostic clinic, functional behavior assessments and outreach/consultation. The Lerner School
for Autism serves students from preschool to age 22. Speech/language assessments are also available.
There are training programs for parents and siblings and social skills programs for children with high-
functioning Autism/Asperger’s Disorder. Serve ages 0-22.

Easter Seals

Address 1:

299 Edwards Street
Youngstown, OH 44502
330.743.1168

Address 2:

1929 A East Royalton Rd.
Broadview Heights, OH 44147
440.838.0990

Website: www.easterseals.com

Therapy services, including speech/language therapy, physical therapy, occupational therapy, and early
intervention; child care for children 6 wks to 6 yrs; adult day programs; In-home respite care; and a Skills
Development Center specifically for teens with autism to help them transition to adulthood. Serve all ages.

Educational Service Center of Cuyahoga County (ESC)
5811 Canal Rd.

Valley View, OH 44125

216.524.3000

Website: www.esc-cc.org

For nearly 100 years, Educational Service Centers (ESC’s) have been making a difference in Ohio schools.
As one of the largest agencies of its type in the State of Ohio, the ESC of Cuyahoga County prides itself on
its ability to deliver cost effective special education services, student programs and cooperative endeavors,
provide high-quality professional development, support the implementation of federal and state regulations
and develop strong community partnerships. Serves parents/family members.

Family Information Network of Ohio

Contact:

330.633.2055

Website: www.akronchildrens.org/cms/FCLC_Family_Information_Network/index.html

Consultants offer support through information and education to families of young children with delays
and disabilities birth through age 5, as well as the professionals who serve them. Serves ages 0-13,
parents/family members.

The Galvin Therapy Center

25221 Miles Rd., Suite F

Warrensville Hts., OH 44128
216.514.1600

Website: www.galvintherapycenter.com
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Goodwill Industries of Greater Cleveland and East Central Ohio
408 Ninth St. SW

Canton, OH 44707

330.454.9461

Website: www.goodwillgoodskills.org

Speech and hearing therapy services, offered on a sliding-fee scale; employment skills training; vocational
evaluations; transitional work services; and job coaching services. Serves parents/family members and adults.

Hattie Larlham Center for Children with Disabilities
9772 Diagonal Rd.

Mantua, OH 44255

330.274.2272

Website: www.hattielarlham.org

Offer a medical center and home for children and young adults with developmental disabilities. Also provide
therapy services, respite/home care, vocational services and more. Serves all ages, families.

Help Me Grow Cuyahoga County
8111 Quincy Ave., Suite 344
Cleveland , OH 44104
216.698.7500

Website: www.helpmegrow.org

Help Me Grow is a state-wide program for expectant parents, newborns, infants, and toddlers that provides
health and developmental services so that children start school healthy and ready to learn. Serves infants
up to age 3.

Milestones Autism Organization
23880 Commerce Park, Suite 2
Beachwood, OH 44122
216.464.7600

Website: www.milestones.org

Milestones helps individuals reach their potential through education of family members and professionals
in evidence-based practical strategies. Serves all ages, parents/family members.

Monarch Center for Autism

22001 Fairmount Blvd.

Cleveland, OH 44118

216.320.8945

Website: www.monarchcenterforautism.org

Preschool; Day School for children and adolescents; transitional education program; residential treatment
for children, adolescents and adults; summer and extended school year programs; family training, SibShop
(sibling support) groups monthly; support and social activities; consultation and therapy; The Soap Shop

(a business that offers vocational experience for individuals with autism); VizZle (visual language technology)
and an online autism resource center developed in partnership with the Women’s General Hospital Fund

of the Cleveland Foundation. Serves parents/family members, ages 03-22+.

Red Treehouse

10415 Euclid Avenue

Cleveland, OH 44106
216.229.5757 ext. 126

Website: www.redtreehouse.org/main

Resource directory for providing information to families and professionals throughout Ohio.
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United Cerebral Palsy of Greater Cleveland
Iris S. and Bert L. Wolstein Center

10011 Euclid Ave.

Cleveland, OH 44106

216.791.8363

Website: www.ucpcleveland.org

Wide range of services are available for adults and children with disabilities. Serves all ages.

LEGAL/FINANCIAL PLANNING

Deepwood Foundation

8121 Deepwood Blvd.

Mentor, OH 44060
440.350.5208

Website: deepwoodfoundation.org

The Deepwood Foundation has provided assistance to Lake County children and adults with developmental
disabilities and their families as a nonprofit and charitable resource. Through financial support, we provide
special services, tools and items necessary for children and adults to achieve their full potential.

Gilman, Aimee, Esq.

5035 Mayfield Rd., Suite 222
Lyndhurst, OH 44124
216.291.4332

Website: www.aimeegilman.com

Aimee’s practice is focused on special education law, assisting parents who are trying to assure a free,
appropriate public education for their special needs children. Aimee has represented clients with a wide range
of disabling conditions, and she assists her clients with all aspects of their special education needs, including
placements, evaluations, individualized education programs, mediation, due process hearings, civil rights
cases, appeals and federal litigation.

“Guardianship in Ohio” — Ohio Developmental Disabilities Council
Website: ddc.ohio.gov/Pub/Guardianship2012.pdf

This booklet offers a brief but comprehensive overview of guardianship and its alternatives in Ohio, especially
for families who have a child with a developmental disability. Much of the information is also relevant
concerning someone with mental illness or someone who has lost competency as the result of injury, stroke
or the effects of aging.

Hickman & Lowder Co., LPA

1300 East 9th Street, Suite 1020
Cleveland, OH 44114
216.861.0360

Website: www.hickman-lowder.com

Hickman & Lowder is a group of lawyers impassioned by personal and professional experience to advocate
for clients whose lives are complicated by special concerns.

Legal Aid Society of Cleveland
1223 West Sixth Street
Cleveland, OH 44113
216.687.1900

Website: lasclev.org

Legal Aid’'s mission is to secure justice and resolve fundamental problems for those who are low income
and vulnerable by providing high quality legal services and working for systemic solutions.
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Siegel & Agins Co., LPA

4070 Mayfield Rd.

Cleveland, OH 44121
216.291.1300 x308

Website: www.siegelandagins.com

Law firm practicing use of individualized education programs, mediation, due process hearings, state
administrative review, and federal litigation to obtain services needed from schools.

Skylight Financial Group - Special Needs Planning Team (Michael Carter Group)
1660 West 2nd St., Suite 850

Cleveland, OH 44113

216.621.5680

Website: www.michaelcartergroup.com/michaelcartergroup.aspx

Provide special needs financial planning.

Wrightslaw.com
Website devoted to special education law, education law, and advocacy for children with disabilities.

SOCIAL AND RECREATION

Achievement Centers for Children
(See Disabilities Agencies)

Bellefaire JCB Therapeutic Aquatics Facility
Bellefaire JCB Aquatics Facility

22001 Fairmount Blvd., Building S, Alumni Hall
Shaker Heights, OH 44118

216.320.8584

Website: www.bellefairejch.org

Private adaptive swimming lessons for children with ASD and other developmental disorders; also offers
a sibling play swim. Serves all ages.

Beyond Our Boundaries

601 Cleveland Ave. NW Suite D

Canton, OH 44702

330.455.8111

Website: www.beyondourboundaries.com

Bus day trips, day programs and short vacations for adults with disabilities. Serves adults.

Blue Ribbon-Solon Adapted Recreation Program

35000 Portz Parkway

Solon, OH 44139

440.248.5747

Website: www.solonohio.org (click on recreation department, Blue Ribbon for activities listing)

Linda Creviston, Director

High quality recreation and leisure activities open to residents and non-residents of Solon.
Challenger Baseball

1712 E. Royalton Rd.

Broadview Heights, OH 44147

216.526.0394
Website: www.neochallenger.org

James Cipriani, President
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Fieldstone Farm Therapeutic Riding Center
16497 Snyder Road

Chagrin Falls, OH 44023

440.708.0013

Website: www.fieldstonefarmtrc.com

Therapeutic Riding and equine-assisted activities are uniquely designed for people with cognitive, physical,
emotional and social disabilities. Serves all ages.

Friendship Circle of Cleveland

27900 Gates Mills Blvd.

Pepper Pike, OH 44124

216.377.3000 ext. 1005

Website: www.friendscleveland.com

Pairs teenage volunteers with Jewish children with special needs for social opportunities. There are several
programs, including respite services, parent support events and camps during school breaks. Serves all ages.

High 5 Club
Contact:
216.999.8338

Adapted social/recreation for young adults and adults with learning differences. Serves ages 15-40.

JAF’s Therapy in Motion
5730 Lafayette Rd.
Medina, OH 44256
330.722.2415
Website: jafstherapy.org

Therapeutic and educational horseback riding programs. Serves all ages.

Linking Employment, Abilities and Potential (LEAP) - Cleveland
2545 Lorain Ave.

Cleveland, OH 44113

216.696.2716

Website: www.leapinfo.org/homel.aspx

Provides information, education, training, employment, and independent-living services to adults ages
18+ with disabilities. Also offers community-based evening and weekend activities. Serves ages 14-22+.

Mandel Jewish Community Center
26001 South Woodland Rd.
Beachwood, OH 44122
216.831.0700

Website: www.mandeljcc.org

Many opportunities for recreational and social activities for children and adults with and without disabilities.
Includes swimming, sports and exercise classes. There are also preschool-age activities and several camp
options. Serves all ages.

Mayfield Village Recreation Adaptive Programs
440.461.5163
Website: www.mayfieldvillage.com/recreation/recreation-department

A variety of adaptive programs for all ages and ability levels, with activities ranging from book clubs to league
sports. Schedule changes monthly, cost and location vary between programs. Serves ages 14-22+.
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The Music Settlement

11125 Magnolia Drive

Cleveland, OH 44106
216.421.5806

Website: www.themusicsettlement.org

A variety of music-based programs and summer camps available for people of all ages on the spectrum.
Serves all ages.

Recreation, Education, Arts, Community, Health (REACH)

United Disability Services

701 South Main Street

Akron, OH 44311

330.762.9755, ext. 233

Website: www.udsakron.org

Provides an inclusive environment for people with disabilities to participate along with family members
and friends in leisure activities. A diverse range of classes including craft and fine arts classes and a physical
fitness program designed for the entire family. Serves all ages.

REM Ohio

REM Ohio State Office

791 White Pond Drive Suite B

Akron, OH 44320

330.864.5895

Website: www.rem-oh.com/welcome.aspx

Offers an array of services and support for people with intellectual and developmental disabilities, job seekers
facing employment challenges, and individuals with other complex needs. Their flexible programs are built
around the needs of each individual they serve and are designed to promote independence, skill development,
and growth. Serves adults.

SOAR! Sports, Opportunities, and Active Recreation
Scott Montgomery, Executive Director
440.327.6454

Various weekly activities throughout Cleveland area for adults 18+, schedule resets every 6 weeks.
Cost dependent upon individual 6-week session and activities. Serves ages 14-22 +.

Special Olympics of Ohio
Cleveland Office

5311 Leavitt Rd. Suite 100
Lorain, OH 44053
440.282.7668

Website: www.sooh.org

Sports training and competition for children and adults with intellectual disabilities. Serves all ages.

Ursuline ArtSpace

2600 Lander Rd.

Pepper Pike, OH 44124
440.449.1200 ext. 285

Website: www.ursulineartspace.com

“Art for Everyone” art sessions, educational and therapeutic art-making. Serves all ages.

Valley Riding Therapeutic Riding Program

19901 Puritas Ave.

Cleveland, OH 44135

216.267.2525

Website: valleyriding.org/programs/therapeutic-riding

Therapeutic riding instruction for people of all ages on the autism spectrum. Serves all ages.
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Youth Ability Program — Jewish Family Service Association (JFSA)
24075 Commerce Park Rd.

Beachwood, OH 44122

216.378.3434

Website: jfsa-cleveland.org

Offers disabled and at-risk youth volunteer service, vocational activities and social enrichment opportunities.
Serves ages 14-26.

EMPLOYMENT AND VOCATIONAL

Ardmore, Inc.

981 East Market St.

Akron, OH 44305
330.535.2601 ext. 3333
Website: www.ardmoreinc.org

Ardmore Inc.’s mission is to provide an innovative array of services and supports for individuals with
disabilities that enhance their quality of life, promote community inclusion and acceptance, and foster each
individual’s unique ability to grow, learn, and contribute to our community.

Bittersweet Farms
Address 1:

Bittersweet at Betty’s Farm
4640 Fort Amanda Rd.
Lima, OH 45805
419.999.9174

Address 2:

Bittersweet Pemberville
1926 Kahler Rd.
Pemberville , OH 43450
419.287.4985

Address 3:

Bittersweet Farms

2660 Archbold-Whitehouse Road
Whitehouse, OH 43571
419.875.6986

Website: www.bittersweetfarms.org

Residential services, adult day programs, community living services, affordable housing, and respite for adults
with autism. Summer enrichment program that fulfills Extended School Year requirements in addition to
traditional summer camp activities for student’s age.

Bridges Rehabilitation Services
Address 1:

6877 Middlebrook Blvd.
Middleburg Heights, OH 44130
216.848.1268

Address 2:

24200 Aurora Road

Bedford, OH 44146
440.735.4550

Website: www.bridgesrehab.com

Bridges Rehabilitation Services offers engaging and unique programming for adults with developmental
disabilities.
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Goodwill Industries of Greater Cleveland and East Central Ohio
(See Disabilities Agencies)

Hattie Larlham Center for Children with Disabilities
(See Disabilities Agencies)

Help Foundation

3622 Prospect Ave.

Cleveland, OH 44115

216.432.4810

Website: www.helpfoundationinc.org

Residential, adult day, vocational and summer programs. Their summer program is offered for children
and adolescents with developmental disabilities. Serves all ages.

Koinonia Homes

6161 Oak Tree Blvd., Suite 400
Independence, OH 44131
216.588.8777

Website: www.koinoniahomes.org

Long-term care services are provided to individuals living in 22 group homes (24/7 care); 50 supported living
sites; and 3 Host Homes. In addition to residential services, The Center at Koinonia serves day support,
vocational and career needs.

Linking Employment, Abilities and Potential (LEAP) — Cleveland
(See Social and Recreation)

REM Ohio
(See Social and Recreation)

SAW Inc. - Solutions at Work
1275 Lakeside Ave. East
Cleveland, OH 44114
216.861.0250

Website: www.sawinc.org

SAW is one of the largest employers of persons with developmental disabilities in Ohio.

Siffrin, Inc.

Geauga County/Metzenbaum Center
8090 Cedar Road

Chesterland, OH 44026
440.729.9406 ext.1213

Website: www.siffrin.org

Support services for adults with disabilities, including day services, employment support, supervised living
services, fiscal services, and community support.
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United Cerebral Palsy of Greater Cleveland
(See Disabilities Agencies)

Vocational Guidance Services
Address 1:

2239 East 55th St.
Cleveland, OH 44103
216.431.7800

Address 2:

13102 Triskett Rd.
Cleveland, OH 44111
216.476.3020

Address 3:

1260 North High St.

Columbus, OH 43201
614.291.0233 or 216.373.1030

Address 4:

359 Lowell St.
Elyria, OH 44035
440.322.1123

Address b:

1 Victoria Square #280
Painesville, OH 44077
440.350.3651

Website: www.vgsjob.org

Programs include: Work Evaluation, Work Adjustment, Skills Training, Placement, Work and Life Skills.

Youth Ability Program — Jewish Family Service Association (JFSA)
(See Social and Recreation)

HOUSING

Ardmore, Inc.
(See Employment and Vocational)

Bittersweet Farms
(See Employment and Vocational)

Hattie Larlham Center for Children with Disabilities
(See Disabilities Agencies)

Help Foundation
(See Employment and Vocational)

Innovative, Independent Living Project

Website: www.leapinfo.org/living_with_technologyO.aspx

NE Ohio families create unique technology-based homes for young adults with disabilities. It includes several
videos and a guide available to download

Jewish Family Service Association (JFSA) Youth Ability Program
(See Disabilities Services)

Koinonia Homes
(See Employment and Vocational)
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Linking Employment, Abilities and Potential (LEAP) — Cleveland
(See Social and Recreation)

Monarch Center for Autism

(See Disabilities Agencies)

North Coast Community Homes
14221 Broadway Ave.
Cleveland, OH 44125
216.662.1880

Website: www.ncch.org

Develops and maintains safe, comfortable and affordable housing of high quality for individuals
with developmental disabilities, mental illness and other disabilities.

REM Ohio
(See Social and Recreation)

Rose-Mary Center — Cleveland Catholic Charities

19350 Euclid Ave.

Euclid, OH 44117

216.481.4823

Website: www.clevelandcatholiccharities.org/rose-mary/indexA.html

Rose-Mary Center has established a reputation for serving challenging individuals, who typically require
the entire array of therapeutic and behavioral intervention services. Serves all ages.

United Cerebral Palsy of Greater Cleveland
(See Disabilities Agencies)

Welcome House

802 Sharon Dr., Suite A

Westlake, OH 44145
440.356.2330

Website: www.welcomehouseinc.org

Provides residential services to individuals with developmental disabilities in a total of 32 residential sites.
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