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The SBAC will be hosting a “Super Saturday”  Mini-Conference on May 7th at the Hospital For  
Special Care’s Community Center on Osgood Avenue in New Britain. The event is FREE and open 
to the public.  The half-day event will feature workshops and seminars for adults with spina bifida, 
parents of children with spina bifida and special sessions just for children with spina bifida.  Registra-
tion and continental breakfast begin at 8:30 AM and a free lunch will be served after the sessions.  
Watch your mail for more details. 
 
   Scheduled Speakers (subject to change): 
 
 Bowel & Bladder Management  Navigating the IEP Process 
 (2 sessions - Parents & Children)  Peg MacDonald 
 Elli Meeropol, Nurse Practitioner  CREC (Capital Region Education Council) 
 Shriner’s Springfield 
 

 Teaching Independence   Sexuality Issues and the Teen/Adult with SB 
 (2 sessions - Parents and Children)   Robin Leger, R.N., Ph.D. 
 James W. Loomis, Ph.D.   Clinical Research, UConn Health Center 
 Center for Children with Special Needs 
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We’ve all heard about someone who entered the hospital for a routine matter only to develop an un-related 
infection or illness that turned a “ routine”  matter in to one with major health consequences.  In fact, more 
Americans die each year from hospital-acquired infections than in car accidents and homicides combined!  
But, did you know that the Centers for Disease Control (CDC) tracks Hospital Infection Rates but is not 
required to share that information with the public?   

Surprised?  Outraged?  Well, now there is something you can do!  Become involved in urging our law-
makers to pass legislation requiring information on hospital infection rates to be made public.  Visit the 
following web site to get more information and to print a letter you can mail to your State Legislator and 
Senator: https://secure2.convio.net/cu/site/Advocacy?id=263&page=UserAction&JServSessionIdr012=yc6jllu0z1.app14b     
A link to this site is also available at http://SBAC.org.  Act today to make your voice heard! 
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In my first letter as the President of the Spina Bifida Association of Connecticut I wrote about the journey we are 
on together and how important it is to make friends and build relationships with other families on the same 
journey.  With that in mind I have to tell you how pleased I am regarding the response we had for our 
‘Eggstravaganza’  event that took place Sunday, March 20th.  More than 40 adults and 50 children attended the 
event and did we have a party!  It was a great success!  I want to thank Francine Hebert, one of our newest 
members to the Board of Directors, for taking on the challenge of organizing the event. ‘Eggstravaganza’  was 
Francine’s idea and she did an outstanding job.  Thanks Francine for a great social event. 

Events like the ‘Eggstravaganza’  are one of the reasons this organization exists; to sponsor events that enable 
you to make friends and build relationships with others.  In the spina bifida community we can learn from each 
other and help each other.  This is true among parents that have children with spina bifida as well as adults with 
spina bifida.  Please continue to participate in our upcoming events.  

In keeping with our increased emphasis on getting us together as a group, look for more social/educational 
events during the year.  We intend to have these events spread throughout the state to accommodate all of our 
members.  The SBAC will host a mini-conference in May, a night at the Bridgeport Bluefish in June, informal 
support group meetings beginning in April in five locations; Camp Harkness weekend is back September 17/18 
and the 2005 Bowl-A-Thon on Sunday, October 23rd.    

In my first letter I also said, “We are here for you, the membership, but we also need you to succeed.”   In order 
for the SBAC to grow and prosper we need the organization to be what you want it to be; to accomplish that we 
need your input.  Please call me, write me or email me with your input and suggestions.  Let us know what you 
want the SBAC to be.  Provide us with suggestions that you think would improve the organization.  And please 
don’ t be surprised if you get a phone call from me or another Board member requesting your input.  We need to 
know what you want if we expect you to participate as an active member of the SBAC.  As I said before, we 
really do need you to participate. 

We have a busy year remaining for 2005 and we are already planning for 2006.  Come join us, come join each 
other, as we travel on this journey.  Together we can make the Spina Bifida Association of Connecticut 
everything we want it to be. 

Sincerely,  

� � � � � � � � 	 
 � � �
(860) 653-1976 
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Everyone’s been talking about it and it’s finally here - - the first meeting of 
our Parent Support Groups have been scheduled!  These informal support 
groups for moms and dads of kids with spina bifida will meet in your area at a 
frequency and location that’s best for the members.  Locations will rotate to 
group member’s homes in your surrounding towns.   
 

Now’s the time to get out and meet other families living with spina bifida in 
your neighborhood in a casual, relaxed atmosphere where you can share your 
story and exchange ideas.   
 

Call your area coordinator for directions and more information today! 
 

 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 

 

Northwest Connecticut 

Wednesday, Apr il 27 at 7:00 PM 

Call:  Marybeth Petersen in Farmington 
 at (860) 673-4310 

Northeast Connecticut 

Group now being formed! 

Call:  Nathan or Mary Ann Ives in 
 Brooklyn at (860) 774-8114 

Waterbury Area 

Wednesday, Apr il 13th at 7 PM 

 Call:  Lois Silver at  

  (203) 574-3724 

Southwest Connecticut 
Fair field County Area 

 

Monday, Apr il 18 at 7:30 PM 
 
 Call: Jim Heus in Ridgefield at  
  (203) 894-1800 

Southeast Connecticut 

Monday, Apr il 18 at 7:00 PM 

 Call: Lisa Allyn in Ledyard at 

  (860) 886-2991 
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Are You a Teen or Young Adult with Spina Bifida? 
We Need Your Help!! 

 
The University of Washington and Children’s Hospital and Regional Medical Center in 
Seattle are looking for teens and young adults with spina bifida to take part in a research 
study.  If you are age 16 to 25, we want to interview you by telephone and hear about your 
experiences using assistive devices, such as wheelchairs, personal care devices, personal 
digital assistants and learning tools.  You do not have to use any assistive devices to par-
ticipate. 
 
To be part of the study, we will schedule you for two separate phone interviews at times 
that are convenient for you.  Each interview will take 30 to 45 minutes.  After completing 
the interviews, you will receive $25 for participating. 
 
If you are interested or want more information, please call Alyssa DiGiacomo at 1-800-
332-9844 or e-mail: spinabif@u.washington.edu.  The Principle Investigator of this pro-
ject is Kurt L. Johnson, PhD, Department of Rehabilitation Medicine and Center for Tech-
nology and Disability Studies, University of Washington. 

As anyone who has shopped for prescription drugs already knows, there can be a huge dispar-
ity in pricing between pharmacies.  To help consumers find the best prices on prescription 
drugs, the State Attorney General’s Office has a Prescription Drug Finder on their web site. 
Curious to see how it worked, I recently spent some time comparing prices for Detrol LA 4 
MG capsules; the results were surprising!  For example, of the ten pharmacies listed in the 
Waterbury area, prices ranged from $3.33 per tablet to $4.23 per tablet, a search of pharmacies 
in West Hartford showed 3 pharmacies with prices between $2.90 and $3.67 per tablet.  I was able to find one 
pharmacy in Bridgeport that offered the low price of $1.18 per tablet!  Overall the website was very easy to use 
and the results were detailed including pharmacy names and addresses, but not phone numbers. 

The new service is not without its critics, however.  Representatives from the pharmaceutical industry fear  that 
people who purchase prescription drugs from a variety of sources risk having drug interaction problems other-
wise picked up by a pharmacist if all the patient’s records were on file at one location.  This problem can be 
averted, however, by ensuring your doctor knows all the prescriptions you are taking, including supplements 
and herbal remedies.  It’ s a good idea to keep a detailed record of the medications you are taking, the dosage 
and frequency, and when you began taking the drug.  You should also notify your physician immediately if 
you notice any unusual symptoms that might be a side effect of one of your prescription drugs.  

The Attorney General’s website can be accessed at: 

http://www.cslib.org/attygenl/mainlinks/tabindex20.htm 

A link to this site is also available at http://SBAC.org.   
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Do you belong to a managed care/HMO type of health insurance policy? 
If so, you know that getting help can sometimes be like trying to figure out a puzzle! 
However, there is help!   
 

The Office of Managed Care Ombudsman with the State of Connecticut can help with questions such 
as referrals, appeals, and filing grievances.  You can visit them on the web at: http://
www.omc.state.ct.us/ or by calling toll-free at: 1-866-HMO-4446. 
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Looking for a way to incorporate a high fiber dish in to your family dinner?  Try Kashi® “Breakfast Pilaf”  
with Seven Whole Grains & Sesame available in the whole food section of most supermarkets.  Each serving 
is 170 calories, 3 grams of fat and 6 grams of fiber (that’s 24% of the recommended daily amount of fiber!) 
 

The name breakfast pilaf is misleading - I don’ t think I’d serve it at breakfast, but have been cooking it as an 
alternative to rice at dinner.  It is a nutty, crunchy grain that is similar to wild rice but tastes even better!  I’ ve 
varied the recipe and added a chicken bouillon cube or frozen peas while the pilaf is cooking.  You could also 
add sliced leftover chicken or pork and cooked veggies for a one-dish meal.  There are recipes and meal sug-
gestions on the box as well.  Look for it on your next shopping trip! 

“Funny as a Crutch”  is the comic creation of Frank Bernard, an adult with spina bifida.  Frank 
makes his living as a professional cartoonist and lives in the Boston area.  His comic strips can be 
seen at: FrankBernard.com. 
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The Special Education Resource Center (SERC) will be holding their 12th Annual “Together We Will”  confer-
ence at the Marriott in Trumbull on Friday April 8th from 9:00 AM to 3:30 PM.  Together We Will is a state-
wide conference focusing on children, aged birth to 5, with developmental delays. 

SERC is funded through the State Department of Education and serves as a centralized resource for profession-
als, families and community members regarding education and early intervention/prevention for all of Con-
necticut’s children, youth, and their families, particularly children with special needs. 

To obtain more information on SERC or the upcoming conference, call Jennifer Sharpe, SRC Senior Project 
Assistant at (860) 632-1485 ext. 268 or visit SERC on the web at:  http://www.ctserc.org/. 
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Picture #7 

Nicholas and Matthew  

 
 

 

 

Even some of the “big kids”  got in on the fun! 

 

 

 

 

CJ thought the cupcakes were fin-
ger-lickin’ - good!! 

 
 
 

Joshua was one of the many kids who  
enjoyed the face painting table! 

 
 
 

Katherine loved the juice and donuts! 
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The “Mom’s Only Corner”  treated our hard 
working moms to a paraffin hand treatment 

and some time out to sit and relax. 

 
 

 
Even some of the dads got the  
“Royal Parrafin Treatment”  

 
 

Tiger volunteered to take pictures of the 
kids with the Easter Bunny. 

Once their pictures were taken they 
decorated frames to take home! 

 
 

Jamie & Katie try their hand at the spin art 
table.  They made beautiful artwork! 

 
 

The frame decorating table was 
one of the most popular of the day! 

 
 
 

Mario & Jerry enjoy a little quiet time amid 
the noise and activity. 
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Chelsea & Tiger at the egg decorating table. 

 
 

We had a record turn-out and 
the room was full of activity! 

 
 

Picture #12 

The Lambs & the Bunny! 

 
 

Picture #10 

Paul & the Easter Bunny! 

 
 

Everyone made new friends! 

 
 

Jaclyn & Chelsea were among the many 
volunteers who helped make the day a  
success - we couldn’ t have done it without 
them! 

We had too much fun to fit on 
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Non-verbal Learning Disabilities are common in individuals with spina bifida and can be difficult to  
diagnose and understand, unless you and your child’s teachers and medical team know what to look for.  Often, 
parents feel like they are very alone in their struggle to understand their child’s learning disabilities.   But there 
is help!   
 

Smart Kids with Learning Disabilities is a non-profit organization located in Connecticut that is dedicated to 
providing information and support to parents of children with a variety of learning disabilities.  The following 
information on NLD’s is from an article entitled “What Are Learning Disabilities?”  written by Marjorie B. 
Gillis, Ed.D*. 
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The first step in helping your child is to understand the characteristics of Non-verbal learning disabilities.  The 
second, most-important part, is helping your child’s teachers figure out a way to work around the difficulties 
this disability presents.   For information on membership in Smart Kids with LD, visit their website at: 
www.SmartKidswithLD.org or call (203)226-6831.  Membership is $25.00 per year and includes 6 issues of an 
informative newsletter and access to much more information on-line.  
 

Reprinted with permission from the Smart Kids with Learning Disabilities New Member Information Kit (copyright 2000, 2001, 2002, 
2003, 2004 by Smart Kids with Learning Disabilities, Inc.) 
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The Oliver Ellsworth Family Resource Center, located at 730 Kennedy Road in Windsor, is currently 
forming a playgroup for special needs children aged birth to 5 entitled: “Beyond Boundaries” .  Call 
(860) 687-2070 ext 146 for more information; enrollment is free. 
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One of our members has two wheelchairs to donate.  The first is for a very 
small child as a “ first set of wheels” .   The second would be for a child in 
Kindergarten through 3rd or 4th grade.   
 
If you can use one of these wheelchairs, please call (203) 481-2410. 
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We have recently been contacted by the mother of an 8-year-old boy with spina bifida living in New 
London.  The family has only been in the United States for one year and are finding it difficult to 
navigate the school system and medical profession.  
 
If you are Spanish-speaking and can help the family as they get settled-in, please call the SBAC at  
1-800-574-6274 to receive more information.  Gracias!  
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United Cerebral Palsy Association of Greater Hartford is currently accepting  
applications for their summer camp on the grounds of beautiful Harkness State 
Park in Waterford, Connecticut.  Many of our adult members will tell you of the 
wonderful experiences they had and the lifelong friendships they formed by at-
tending this camp as young people. 
 
The camp is run by certified counselors with training in CPR, first aid, disability awareness, personal 
care, and more.  Many of the counselors and staff are college students studying teaching, nursing, 
physical therapy and other human services and healthcare professions.   
 
The camp features miles of fully accessible wheelchair trails, beautiful beachfront property, a horse 
and riding stable, sports and exercise course, fire circle, and multi purpose area that serves as a dining 
area, special events hall, theater and activity area.  The cabins are heated, and feature fully accessible 
bathrooms. 
 
One week sessions cost $575 and the two week program is $1,150.  The UCPA makes every effort to 
assist campers in obtaining financial aid if needed.  The SBAC also offers financial aid for campers 
with an application deadline of July 31st. 
 
To request an application to attend UCPA Camp Harkness, contact Mary Bowen, Camp Coordinator 
at bowenmarye@hotmail.com or by phone at (860) 236-6201 ext. 327.  Visit the SBAC website at 
http://sbac.org to download an application to apply for campership funds for this or any other ap-
proved camping program. 

The Interactive is published bi-monthly by the Spina Bifida Association of Connecticut, Inc., P.O. Box 2545, Hartford, CT 06146.   
Subscription rate is $15.00 per year.  The SBAC is a non-profit corporation. Board meetings are held quarterly at the Hospital for 
Special Care in New Britain, CT. 

Materials in this newsletter may be reproduced without permission, provided proper credit is given.  No endorsement of any prod-
uct or procedure which appears in this publication is given or implied by the Association. 

We welcome comments and suggestions regarding the content or appearance of this newsletter, as well as commentary on is-
sues related to spina bifida. We reserve the right to edit all submissions.  Letters must include your name,  address and phone 
number.  Mail all correspondence in care of the association.   

Call us anytime with suggestions, questions, impressions, or contributions at 1-800-574-6274 or visit us on the web at:          
http://sbac.org. 
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           Best wishes to the following members as they recover from recent illness 
           or surgery: 
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    We also extend our deepest condolences to Linda Cruz, her sons Chris 
   and Jason.  Linda’s husband, Tony, passed away unexpectedly in December.  
   Please keep the family in your thoughts. 
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Informative Medical Presentations 

Kid’s-only 
Sessions, too! 

Continental Breakfast!  
Free Lunch! 

Free and 

Open to 

the Public 

Great Way To 

Meet Others! 
Don’t 

Miss It! 


