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     Our Mission  
Arc of Vigo County is a 
non-facility, family 
centered organization 
providing individualized 
community services to 
assist persons with 
disabilities in choosing 
where they live, work, 
and play. People know 
that we are in 
existence for our 
consumers and that we 
are willing to work with 
families, other 
agencies and the 
community at large to 
complete our mission. 

 

 

 

 

 

 

Welcome to the Arc of Vigo County Newsletter 

Welcome, our newsletter will be offering information such as 

but not limited to upcoming Community events, employee 

recognition and helpful hints. The Arc of Vigo County has made 

all reasonable efforts to ensure that information provided 

through its publications is accurate at the time of inclusion and 

accepts no liability for inaccuracies or omissions. If anyone has 

an  article or  information to share  please  contact  us at   

812-232-4112. 

What’s happening?  

 March is Disabilities Awareness Month  

 

This is the 22nd year for Disability Awareness Month.  

 

Disability Awareness Month is to increase awareness and 

promote independence, integration and inclusion of all people 

with disabilities.  

This year’s theme is “Celebrating Community.”  When we adopt 

standards and policies that provide access to all, we create 

communities that are worth celebrating.  

Follow the link below to offer your support: 

 

http://indianadisabilityawareness.org/index.asp 
 

 
 
 
 
 
 
 
 

http://indianadisabilityawareness.org/index.asp
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Developmental Disabilities 
There are many kinds of developmental disabilities. This month we will talk 
about Coffin-Lowry Syndrome (CLS) 

Coffin-Lowry syndrome (CLS) is characterized by severe-to- profound intellectual 
disability in males; intellect ranges from normal to profoundly retarded in heterozygous 
females. Early developmental assessments may overestimate the ultimate 
developmental prognosis. Data has shown that intellectual disability is only moderate in 
most patients as soon as proper care is provided.  

Neuropsychiatric. Individuals with CLS are often described as generally happy and 
easygoing, although self-injury and other behavioral problems have been reported. 
Detailed neurologic assessment may be hampered by the severe intellectual disability. 
Findings reported include loss of strength and muscle mass, both decreased and 
increased deep tendon reflexes, sleep apnea, stroke, progressive spasticity, and 
progressive paraplegia with loss of the ability to walk. The latter has been ascribed to 
both calcification of the ligamenta flava and congenital stenosis of the spinal canal. 

Of particular note are stimulus-induced drop attacks (SIDAs), with onset between ages 
four and 17 years and a mean age at onset of 8.6 years. During a SIDA, unexpected 
tactile or auditory stimuli or excitement trigger a 60- to 80-millisecond 
electromyographic silence in the lower limbs that results in a brief collapse though no 
loss of consciousness.  

It has been emphasized that the nature of the movement disorder may change with 
age and that a single individual may have more than one type of neurologic sign. The 
range of manifestations include cataplexy that varies with the stimulus; hyperekplexia, 
a prolonged tonic reaction; and true epileptic seizures. Epileptic seizures affect 
approximately 5% of individuals.  

Female carriers may have a higher rate of psychiatric illness than that found in the 
general population. Six (8.8%) of 68 women (22 females with CLS, 38 heterozygotes, 
and eight ‘affected’' sisters) have had psychiatric diagnoses, including schizophrenia, 
bipolar disease, and ‘psychosis’. 

Cardiovascular. Approximately 14% of affected males and 5% of affected females 
have cardiovascular disease. These percentages may be underestimates as many 
individuals with CLS have not had thorough initial or ongoing cardiac assessment. 
Reports have included: abnormalities of the mitral, tricuspid, and aortic valves; short 
chordae; cardiomyopathy (in one individual, with endocardial fibroelastosis); 
unexplained congestive heart failure; and dilatation of the aorta and of the pulmonary 
artery.  

Musculoskeletal. Progressive kyphoscoliosis is one of the most difficult aspects of the 
long-term care of individuals with CLS. The precise prevalence is not known, but at 
least 47% of affected males and 32% of females have been reported to have 
progressive kyphoscoliosis  Although no accepted definition of severity has been 
adopted in published reports, it is clear that the severity often progresses over time and 
that respiratory compromise caused by kyphoscoliosis may contribute to premature 
death.  

Growth. Prenatal growth is normal; growth failure usually occurs early in the postnatal 
period. Males and severely affected females generally fall below the third centile in 
height but are expected to track a curve. The reduced height may reflect 
disproportionately short limbs. While microcephaly is common, many individuals with 
CLS have a normal head circumference.  

Dental. Dental anomalies are common and include small teeth.  

http://www.arcvigo.org/
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Hearing loss. It is likely that only a minority of individuals with CLS have had formal 
assessments of vision and hearing. An audiogram may reveal sensorineural hearing 
loss. Malformation of the labyrinth has been reported, as has late onset of hearing loss.  

Vision problems. Significant visual problems seem to be uncommon, although 
cataract, retinal pigment atrophy, and optic atrophy have been reported; and the 
incidence of chronic eyelid irritation (blepharitis) may be increased. 

Mortality. Life span is reduced in some individuals with CLS. Of individuals reported in 
the literature, death occurred in 13.5% of males and 4.5% of females at a mean age of 
20.5 (range: 13-34) years. Complicating factors have included cardiac anomalies, 
panacinar emphysema, respiratory complications, progressive kyphoscoliosis, and 
seizure-associated aspiration.  

The diagnosis of Coffin-Lowry syndrome (CLS) in the older male child or adult usually 
does not present a problem. The findings in a young child or more mildly affected 
female may overlap with other syndromes. Similarly, older female children and adults, 
even when they are the proband, can be diagnosed readily when they fully express the 
syndrome. 

Treatment of Manifestations 

Individuals with CLS should be provided with every opportunity to develop 
communication skills and to participate in activities and self-care in order to develop a 
degree of independence. 

Awareness of SIDAs should allow early intervention to minimize the occurrence of 
triggering stimuli and to provide protection from falls. 

If attacks occur with great frequency, use of a wheelchair may be required to prevent 
falling and injury. 

Feeding difficulties, abnormal growth velocity, and obesity, if present, should be 
assessed and treated in a standard manner. 

Treatment of behavioral problems is standard and requires periodic reassessment. 

Treatment of kyphoscoliosis is standard but requires reassessment well into adulthood. 

Prevention of Secondary Complications 

Early recognition of spinal problems such as kyphoscoliosis and stenosis may allow 
prevention of progression and/or intervention to prevent long-term cardiovascular or 
neurologic complications. Intervention should be directed at preventing progression of 
kyphoscoliosis to the point of cardio-respiratory compromise, which may be life 
threatening. 

Similarly, early recognition of some cardiac anomalies may allow prevention of 
secondary complications or prolongation of adequate function. Some individuals with 
CLS may require SBE (subacute bacterial endocarditis) prophylaxis. 

Attention to vision and hearing may prevent some secondary behavioral changes. 
Identification and treatment of blepharitis may prevent eye rubbing and potential retinal 
damage. 

Attention to dental hygiene and gum disease may reduce the risk of premature tooth 
loss. 

http://www.arcvigo.org/
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Upcoming Events 

 

                            
Mar 01st ----------The Sound of Music 7pm 

                             St Mary of the Woods College  
                             Cecilian Auditorium,  

                             Conservatory of Music Building 
                             Ticket Prices Adults $ 10 

                             Senior Citizen and Children 11-17 $5 
                             under 10 and students free. 

 
Mar 2nd -----------Marsh Madness Bird Festival 6pm 

                             Linton, IN (Greene county) 
                             www.marshmadness.info  

                             for more information 
 

Mar 3rd ------------Dr Seuss Birthday Party 2pm 

                              Barnes and Noble at Indiana State  
                              Event for kids 3-6 Free  

                              Rsvp 812-232-2665 
 

Mar 11th ----------Daylight Savings Time Begins 
                           

Mar 17th  ---------St Patrick’s Day 
                         

Mar 20th ----------Spring Begins 
                              

                            
 Mar 24th ---------Invasive Species Removal Day 9am 

                             Dress for mud and bring your gloves 
                             and tools help with our ongoing project   

                             Dobbs Park Nature Center 

                             Call 812-877-1095 for more details  
                             
 

Mar 24th ---------- Pictures with the Easter Bunny 
                              Deming Park  1pm 

                              Call 812-232-0147 for more details 
 

 

Mar 31st --------- Adult Easter Egg Hunt 
                             10am $5 Ages 18+ 

                             Call 812-232-0417 for info 
 

Mar 31st ----------Kids Easter Egg Hunt 1pm 
                            Ages 2-10 Deming Park 812-232-0147 

 
 

http://www.arcvigo.org/
http://www.marshmadness.info/
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Service Recognition  

 

On behalf of the Arc of Vigo County we would like to recognize 

the following employees for their one or more years of 

dedicated service for the month of March: 

 

 

Elaine Ball for Four years of service 
Dessell Lawson for Four years of service 

Janie Nihiser for Six years of service 
Helen Joseph for Four years of service 
Taylor Sisson for One year of service 
 

 
Remember, if you would like your name included in our service 

recognition list for your anniversary month, please drop by the 
office and sign a pre-authorization form. 

 
 

 

BIRTHDAYS 
 

 
For Employees who were born in March, and have signed a pre-

authorization form,  the Arc of Vigo County would like to take 
this time to wish each of you a Happy Birthday: 

 

 
 

Georgia Study       Denise Wilson        Amanda Brownfield 
 

   Serena Tatum      Sue Hildebrand     Shyann Hibbs         
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Helpful Hints 

  

With Winter upon us be sure to keep window washer fluid 
full.  When your car is serviced, have the antifreeze checked; 
Keep a blanket and emergency kit in your vehicle. 

 

 

 

 

Contact information 

The office staff is always here to answer any of your questions.  

Office: 812-232-4112 

 

Our Staff: 

Darin Propst- Executive Director- dpropst@arcvigo.org 

Bekki Garthwaite-Office Manager- bgarthwaite@arcvigo.org 

Stephanie Rightsell- Secretary/ Billing Clerk- srightsell@arcvigo.org 

Georgia Study – Human Resources Coordinator – gstudy@arcvigo.org 

Joni Scioldo -  Programs Coordinator – jscioldo@arcvigo.org 

Angel Erst – Community Supports  Coordinator – aerst@arcvigo.org 

Stephanie Brenton – Employment Specialist  - sbrenton@arcvigo.org 

Mike Padgett – Employment Specialist – mpadgett@arcvigo.org 
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