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A Letter From The President 
By, Dennis Maloney 
 
 

Greetings Members, 
 

It’s been a long hot summer, the kids are back to school and our organiza-
tion is moving forward. To develop measurable goals and objectives to  
accomplish over the next five years, the Board of Directors held a Strategic 
Planning Day on September 8th.  Future newsletters will provide you with 
these goals and objectives and their progress.  As always, we value your  
input and look forward to hearing from you, feel free to send us your 
thoughts on our direction. 
 

Since the last newsletter, we sent our delegates, Kiley Carlson and Fred  
Liguori, to New Orleans for the 2001 National SBAA Conference.  We held 
a fundraiser at Margarita’s in Canton. We hosted a going away party for 
Rita and her parents, a family who travel from Kosovo to Connecticut for 
medical care.  We awarded two college scholarships and provided medical 
reimbursements to three families.  We sponsored a Spina Bifida Awareness 
Booth at the Milford Oyster Festival.  And lastly, we received word from 
the Margarita’s in Branford that they are sponsoring our organization for 
their “Full Moon Madness” fundraising events for the last quarter of this 
year. 
 

Our next big event is the October Camp Out at Harkness Memorial State 
Park.  On Saturday, October 13th at 1:00 p.m. we will hold our Annual Gen-
eral Meeting.  If you can’t spend the weekend, maybe you could come and 
spend some of this day with us at this lovely coastal p ark.   Hope to see 
many of you there! 
 

Warm regards, 
- Dennis 

Spina Bifida Association ofSpina Bifida Association of  

Connecticut, Inc. Connecticut, Inc.   
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The Newsletter is published quarterly by the Spina Bifida Association 

of Connecticut, Inc. P.O. Box 2545, Hartford, CT 06146-2545.  Sub-

scription rate is $15.00 per year.  The Spina Bifida Association of Con-

necticut, Inc. is a non-profit corporation. Board meetings are held quar-

terly at the Holiday Inn in Cromwell, CT. 

Materials in this newsletter may be reproduced without permission, 

provided proper credit is given.   

No endorsement of any product 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 the Newsletter, as well as commentary on issues re-

lated 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.  Or, call us anytime with 

suggestions, questions, impressions, or contributions at:  

1-800-574-6274 or on the web at :  http://sbac.org. 

Please check your name and address as it appears on 
the mailing label of this newsletter for any corrections 
required.   
 
Should you wish to make any change to how your 
name or address appears, please send an e-mail to:   
SBAC-NL@home or contact Marybeth Petersen, 25 
Lido Road – Unionville, CT 06085-1536 or call me at  
(860) 673-4310.   
 
Thank you for your help! 

ADDRESS CORRECTIONS 

Education-A-Must 2nd Annual Conference 
“Special Education Law” Seminar 

September 21 & 22, 2001 

Best Western Hotel – Manchester, New Hampshire 

For more information, visit:  www.education-a-must.com or call: (603) 437-6286 

 
 

Abilities Expo New England 
Bayside Expo Center - Boston, MA 

September 21-23 

Career fair for applicants with special needs to be held at the Expo. 
For more information, visit:  www.abilitiesexpo.com  

UPCOMING EVENTS OF INTEREST 
Can you think of a clever name for the publication?  Some of the other chapters in the United States have catchy 

The SBAC is looking for members who speak Spanish, or any other language, who would be willing to assist us in answer-
ing requests for services or information. If you speak a language other than English and would like to help, please contact 
Kiley Carlson at the SBAC phone number 800-574-6274 or by e-mail at kileysbac@aol.com. 

SPANISH SPEAKING MEMBERS NEEDEDSo, get those creative juices 

Have you found an alternative to Latex Condoms other than natural sheepskin products (which do not protect 
against diseases)?     
 
If so, would you please call me to share your ideas?  Thank you, Noreen at (860) 231-0052. 

CAN YOU HELP? you think of a clever name for the publication?  Some of the other chapters in 
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October marks the beginning of the SBAC’s fiscal year, and the time for elections to the board of directors. This 
year there are four seats up for election, and we are looking for nominees for these positions. Nominees do not 
need to be current SBAC members, but must be willing to join and support our efforts. We are always looking for 
professionals (accountants, lawyers, etc. ) to lend their knowledge and skills to the organization. The terms for 
these seats are two years, and require attendance at board meetings, at least quarterly, and committee work. Nomi-
nees must be 18 years of age or older.   If you or someone you know is interested in being a board member or for 
more information, please contact Kiley Carlson, Nomination Committee Chair, at the SBAC phone number, 800-
574-6274 or by e-mail at kiley@kileycarlson.com.   
 
All nominations must be received by September 30, 2001. 
 
Elections will be held on Saturday, October 13th at 1:00 p.m. at Camp Harkness as part of the Halloween 
Weekend Celebration. 

BOARD SEEKS NOMINEES  name and felt that a contest would be the perfect way to go 

By the time you receive this newsletter SBAC’s Board of Directors (BOD) will have held a Strategic Planning 
Meeting on Saturday, September 8th.   The goal of the meeting was to define specific objectives for the next 5 
years.  The objectives will likely evolve from the ‘Statements of Purpose’ as written in the bylaws.  This is a first 
step to define the future direction of the organization.  After this meeting, the BOD will need to form committees 
that will work independently towards our short and long-term goals. 
 

In the near future we will be looking for members to participate on these committees, either directly or indirectly.  
Participating on these committees does not necessarily mean you will need to attend regular meetings.  Many of 
the tasks that will need to be accomplished can be done at home in your spare time, like we all have a lot of that, 
and report your progress to the Committee Chair.  
 

Following the September 8th meeting the BOD will report to you on the goals and objectives for the next 5 years. 
Your participation and inputs will be crucial to the future success of our organization.  I hope some of you will 
consider stepping up to the plate when asked.   

SBAC STRATEGIC PLANNING MEETING 
BY, FRED LIGUORI 

Did you ever wonder how to find services in your community?  Maybe you’ve needed information on child or 
health care, financial assistance, counseling, or parenting issues.  Where do you go to find help?  Who do you call?  
Infoline 2-1-1.  Whether you want to help or want to find help, Infoline 2-1-1 is the free, confidential and bilingual 
way to locate hundreds of services in your area and state. 
  
Child Care Infoline ( 800 ) 505-1000, part of Infoline 2-1-1, provides information about state-licensed child care 
facilities near where you live or work.  Child Care Infoline can help you with information on current openings, 
fees, transportation, age groups served, and training for providers or caregivers. 
  
Whether you or someone you know needs information or assistance, infoline is a resource for all your needs.  It is 
funded by the State of Connecticut and the United Way.  Just dial 2-1-1 or look for Infoline on the internet at 
www.infoline.org. 

CONNECTICUT INFOLINE 2-1-1 
BY, JILL LIGUORI 
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Gab on the phone and help your favorite charity! 
 

SNET Community Connections is the easiest way for you to help The Spina Bifida Association of Connecticut raise money! 

SNET Community ConnectionsSM helps the SBAC raise money and gives you a great deal on your own long distance bill at the 

same time.    If you sign up for the Community Connections plan, The Spina Bifida Association of Connecticut gets 5% of 

every dollar you spend on SNET long distance calling including in-state toll calls, out-of-state and international long distance 

calls, even calling card calls. 

 
Already a SNET All Distance customer? No problem.  Sign up for SNET Community Connections and keep your existing call-

ing plan or check with SNET to see if there's a better plan for your calling needs.  

 

To date, the SBAC has received $541.86  from SNET! 
 

It’s easy – you can even sign up over the internet! Visit:  http://www.snet.com/About/0,1847,22,00.html for more information 

or to use their simple on-line order form.  For more information or to sign up on the telephone, call SNET at 1-800-635-SNET 

(7638).  The Spina Bifida Association of Connecticut’s Organization Code is: C2302. 

 

PAIN-FREE FUNDRAISING WITH SNET! 

MARK YOUR CALENDAR 

UPCOMING SBAC EVENTS:* 
   

September 8th – 
SBAC's Planning Meeting at The Holiday Inn in Cromwell 

9:00 a.m. – 5:00 p.m. 
 

October 12th, 13th, & 14th – 
Fall Camp-Out at Camp Harkness, Waterford, CT. 

 
 October 13th – 

SBAC's Annual Meeting at the Camp-Out.  
1:00 p.m. 

 

 
* Note: All dates and times are subject to change.  Consult our web site: http://sbac.org or call our Chapter Presi-
dent, Dennis Maloney for the latest dates and times. 
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SBAC AT THE OYSTER FEST 
BY, FRED LIGUORI 

In an attempt to focus more attention towards the densely populated areas of the southwestern portion of the state, 
the SBAC attended the Milford Oyster Festival on August 18th.  The festival welcomes 50,000 visitors each year and 
hosts a variety of vendors, car shows, amusement park rides and non-profit groups.  My wife Jill and I set up the 
booth for the SBAC and spoke to hundreds of people throughout the day.  Informational pamphlets were provided 
regarding spina bifida, the SBAC and the use of folic acid.   
 
SBAC’s goal at this type of event is twofold, first to find families in the area who may need our help but not know 
our organization exists and secondly, to make the general public as informed about spina bifida as they are of other 
less common birth defects.  We felt like the festival was a huge success for both of those objectives.  Our experience 
at the Milford Oyster Festival convinced us that this is a great opportunity to meet people needing information and 
services.  Next year we plan to be there again.     

Thanks to all the members of the SBAC who turned out to support the Full Moon Margarita Party at  
Margarita’s Restaurant in Canton in June.  The restaurant's manager, Dan Garza, said that the turnout 
and amount of money raised was among the best they’ve had since the parties began several years 
ago!  The event raised over $700 and more than 100 SBAC brochures and SBAA Flyers  
regarding folic acid were distributed prior to the event. 
 
Due to the overwhelming success of the event and thanks to the hard work of Fred  
Liguori, the following fund-raising parties are planned for the remainder of this year: 
 
 

Tuesday, October 2nd 
Thursday, November 1st  
Friday, November 30th.  

 

Margarita’s Restaurant 
377 East Main Street 

Branford, CT 
(203) 483-7557 

 
October 4th 

 

Margarita’s Restaurant 
144 Albany Turnpike (Route 44) 

Canton, CT 
(860) 693-8237 

 

Get your friends, family and co-workers together and make it an enjoyable evening 
and support the SBAC at the same time! 

MARGARITA’S FUND RAISER A SUCCESS! and felt that a contest 
would be the perfect way to go about it!   
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When my daughter was first born and I was confronted by the issue of latex allergy, I listened to all the advice 
given to me by Alina’s caregivers, looked up natural rubber latex allergy on the SBAA web site and dutifully be-
gan de-latexing our environment.  However, some of the questions I had about natural rubber latex (NRL) allergy 
were not answered to my satisfaction.  In those days, I had so much to think about and adjust to, plus Allie needed 
more care in the beginning, so I didn’t have any extra time to go searching for the answers.  Life has calmed down 
just a bit and I decided to check out the research and share my results with y’all. 
 
I questioned whether children with other types of allergies were more prone to NRL allergy.  I also wanted to 
know whether children with myelomeningocele (MMC) are more prone to NRL allergy BECAUSE they have 
spina bifida, or do they become allergic due to exposure.   I wondered if the children who were being protected 
from latex from birth, to the best of their parents’ ability, were having or were going to have a lesser incidence of 
NRL allergy.  It seems that many researchers also had similar questions, and there has been some good, recent re-
search with large study and control groups.    
 
The research seems to indicate that people with MMC ARE more prone to develop NRL allergy in the first place, 
and the large number of operations they typically undergo are a contributing factor.  This was determined by a 
study of people with MMC as compared with people with another chronic disorder, who also typically underwent 
numerous surgeries.   Other studies were done with spinal cord injured adults who required repeated surgeries as 
compared to people with spina bifida.   Several studies discussed shunting and what role it played in the develop-
ment of NRL allergy.  Shunting predisposes the person to the possibility of one or more revisions, increasing the 
likelihood of surgical exposure to latex.  An interesting fact mentioned by one researcher is that having a silicone 
shunt is associated with the presence of antibodies against ethylene oxide, which together with the possibility of 
aseptic meningitis in shunted individuals leads to questions of immunologic compromise which might in turn con-
tribute to latex allergy. 
 
Another factor commonly studied is atopy.  (If someone is atopic, they have known environmental or other aller-
gies.)  It was found that the spina bifida groups had larger numbers of atopic people, and that latex allergy was 
found in anywhere from  34% to 64% of people with MMC depending on which study’s results you looked at.  
(Incidentally, the prevalence of NRL allergy in the general population is believed to be about 1%.)  Probably most 
of you have heard of the possibility of latex allergic individuals having cross allergies to certain fruits and nuts, 
such as banana, avocado, chestnuts, mango, kiwi, papaya, fig, passion fruit, nectarine, plum, cherry, melons, to-
mato and the vegetable celery.     
 
So, how do we transform this knowledge into action?  First of all, the literature suggests that the youngest of our 
children have less incidence of NRL allergy, so keep up those latex precautions.  I recommend quarterly 
downloading and printing the list of latex content in medical supplies from the SBAA web site (or sending to them 
for a hard copy) and keeping it in your care notebook.  Latex allergy is well known in the SB community, and 
among caregivers of children with MMC, but the medical community at large is just starting to wake up to this 
problem.  As an RN working in a community hospital, I have seen much ignorance on the subject (including my 
own before I had Allie.)  Most healthcare workers I know have no idea of the hundreds of supplies that contain 
latex, or of the miniscule exposure which could cause a life-threatening reaction.  Things are getting better but we 
have a long way to go.  YOU will be the best advocate for yourself/your child in this department. 
 
 
 
 
Secondly, none of the researchers recommend empirically avoiding the cross-allergenic foods.  As with all foods, 
enjoy them in moderation.  Knowing which foods can cause reactions is just another piece of ammunition in your 

NATURAL RUBBER LATEX ALLERGY  – A NEW TWIST?
BY, WENDY GARIZIO 
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information arsenal.  If you discover a reaction to a food on this list, discuss possible NRL allergy with your doc-
tor, if you/your child  haven’t already been diagnosed. 
 
Third, if you or your child is NRL allergic and are having surgery, you need to know that prophylactic use of di-
phenhydramine (Benadryl) and/or methylprednisone and/or cimetidine or other medications has not been proven 
to be effective.  I would recommend extensive discussion with your doctor before agreeing to this regimen.  The 
ONLY proven effective prevention of reaction during surgery is avoidance of the latex protein antigen.  This is 
entirely possible as many medical supply companies are jumping on the latex-free bandwagon, so don’t let anyone 
tell you they can’t provide a latex-free hospital stay for you.   
 
Finally, if you/your child is going to be tested for the latex allergy and plan to have the skin prick testing, be aware 
that the serum used is prepared from latex gloves.  Some of the brands of latex gloves used were found to have 
cow’s milk casein protein, which is added along with many other substances during manufacturing.  If your testing 
is done with serum containing the cow’s milk casein and you already have a cow’s milk allergy; you may get a 
false positive result from your latex skin prick test. 
 
By no means have I done an exhaustive search of the literature.  I’m sure many of you have other “latex tips” 
which could benefit us all.  Please send your tips in as letters to the editor for future newsletter editions! 
 
For general information on latex allergy, visit one of the following web sites:  
 

http://www.aaaai.org/public/fastfacts/latex.stm 
http://www.aaaai.org/scripts/search/ar/search.asp and search for “latex” 
http://www.aana.com/crna/prof/latex.asp  
http://allergy.mcg.edu/physicians/ltxhome.html  
http://www.latex-allergy.org 

 
Bibliography available upon request. 

CONTINUED...So, get those creative juices flowing and send in your suggestion along with your name, 
address and telephone number.  Entries can be mailed to the Association’s mailbox and labeled “Name Contest” or 

Raspberry Bars 
 
3/4 cup margarine    ½ tsp baking soda 
1 cup packed brown sugar   1 ½ cups old fashioned oats, uncooked 
1 ½ cup whole wheat flour   1 (10 ounce) jar raspberry preserves 
 
Cream margarine and sugar until fluffy.  Add combined dry ingredients; mix well.  Press half of crumb mixture 
into a 9X13-inch pan.  Spread with preserves, sprinkle with remaining crumb mixture  and press lightly.   Bake at 
400* for 20 to 25 minutes.  Cool, cut into bars. 

YUMMY, HIGH-FIBER RECIPE 
FROM THE FILES  OF WENDY GARIZIO 
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In 1993, Jim MacLaren was at the top of his game.  He was embracing his role as the world’s most accomplished 
amputee marathoner and Hawaii Ironman Competitor, at the same time he was paving the way for generations of 
athletes with disabilities who would look to him for guidance.  His performances, most in the top 20%, stunned 
those he competed against and exasperated those he beat. 
 
In a 1993 triathlon in Orange County, MacLaren’s world was once again turned upside down.  While competing in 
the bike portion of a closed racecourse, Jim was hit by a van that left him, for the second time, fighting for his life.  
Now a quadriplegic, friends from the triathlon community gathered to raise money for a new adaptable van.  
When they raised twice their goal, they decided to do it again.   
 
After MacLaren’s bills had been taken care of, organizers turned to the many participants with disabilities who 
had been inspired to greater heights by MacLaren.  In 1997, the Challenged Athletes Foundation was established 
with the spirit and determination that fueled McLaren:  
 
• The CAF recognizes the athletic greatness of people with disabilities and supports those efforts by providing 

grants for training, competition and equipment needs.  
• The CAF has granted funding to hundreds of athletes around the world with physical disabilities who compete 

in various sports at a world class level or who want to reach a fitness goal.  
• The 10-year goal of the foundation is to create a $1 million endowment fund that will continue indefinitely to 

assist physically challenged athletes.  
• 90% of all fund raised are distributed to our challenged athletes or added to our endowment fund.  
• The CAF is a non-profit 501 (c) organization (Tax I.D. #33-0739596) 
 
Visit our web site at www.challengedathletes.org or call 858-793-9293 

 

THE HUMBLE BEGINNINGS OF THE CAF the publication?  Some of the 

Congratulations and many thanks go to the following three families who were the top grossing bowlers at the 
SBAC Bowl-A-Thon this year: 
 

The Liguori Family  $4,997.60 

The Maloney Family  $   749.00 

The Garizio Family  $   650.00 

GREAT WORK! 

TOP GROSSING BOWLERS, BOWL-A-THON 2001 
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For more information on any of the events listed here, contact The Hospital For Special Care in New Britain. 
 

September, 2001 
September 11: CT SCI Association Golf Tournament 

September 15: Burke Wheelchair Games (NY) 

September 15-16: Wilkes-Barre 10K championships (PA) 

September 20: CRUISERS Annual Picnic 

September 23: CRUISERS/WAVE - Bristol Mum Festival Parade 

September 30: Mountain Laurel 5K – Bloomfield 

 
October, 2001 

October 20: Gaylord 5 mile road race 

October 21: Mikey's Place 5K road race – Wethersfield 

October 27-28: -TENTATIVE- Wheelchair Tennis Clinic and one-up/one-down Tournament 

 
 

 

HOSPITAL FOR SPECIAL CARE UPCOMING EVENTS  

WomenSports Celebration Presented by Hartford Hospital 
Wednesday, October 3, 2001 - Aqua Turf Club, Southington.  5-6 p.m. Cocktail reception and silent auction, 6-8 p.m. 
Dinner and Awards Presentation.  Call Michelle at 1-800-446-9255 or email myannieh@modimes.org.  
Tickets are $75 per person. Corporate tables of eight or 10 are available.  
 
March of Dimes Meriden/Wallingford WalkAmerica 
Sunday, October 14, 2001 - Location: Hoyts Meriden Cinemas, 61 Pomeroy Avenue, Meriden.  Registration 8 a.m.  
Walk Begins 9 a.m..  Call Suzanne Galotti at 1-800-446-WALK for more information. 
All participants are asked to raise a minimum of $25. Higher levels earn prizes. 
 
March of Dimes Star Chefs Auction-Hartford 
Tuesday, October 23, 2001 - La Renaissance, East Windsor.  Chef Reception 5-6 p.m., Sampling, auctions and cock-
tails 6-9 p.m.  Call Carrie at 1-800-446-9255.  Tickets are $60 general admission before October 22, $70 at the door. 
$75 in advance for admission to the Chef Reception and reserved seat. Corporate tables available.  
 
March of Dimes Star Chefs Auction-New Haven 
Wednesday, November 7, 2001 - Omni Hotel, New Haven - 5:30-9 p.m.  Call Kara Preston at 1-800-446-9255 for 
more information.  Tickets are $50 general admission before November 6, $60 at the door. 
 
March of Dimes Blue Jeans for Babies 
Thursday, November 8, 2001 - Join the Blue Jeans for Babies campaign! Employees who donate $5 to the March of 
Dimes can wear their comfy jeans or casual clothes on a designated fall day. Contact Ann at 1-800-446-9255 or afut-
terknecht@modimes.org.  

 

CT CHAPTER MARCH OF DIMES UPCOMING EVENTS  
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On July 15, SBAC family and friends, which included sponsors from Bridgeport Hospital, gathered for a farewell party in 
honor of Edona, Arian and their daughter Rita who are from Kosovo. The party was held in the wonderful accommodations 
of The Holiday Inn in Cromwell. We enjoyed a delicious picnic supper and had a great  time swimming in the hotel's indoor 
swimming pool.  
 
After swimming, socializing and supper, SBAC President, Dennis Maloney, presented a generous donation to the family 
from our organization. This donation was made possible through the proceeds of the recent fundraising event hosted by Mar-
garita's in Canton, which came about as a result of the hard work of Marybeth and Scott Petersen. After the presentation eve-
ryone gathered for a delicious piece of Barney Cake, provided by Janet Lanzetti who found out Barney was a favorite of 
Rita’s. Pictures were taken of everyone attending the event so that an album could be given to the family to remember all the 
friends they made when they returned to Kosovo. 
 
Edona, Arian and their daughter Rita, who was born with spina bifida, had been staying at The Ronald McDonald House in 
New Haven since March. They were flown from Kosovo on Austrian Airlines by Americares and Bridgeport Hospital.  Rita 
received vitally needed medical treatment at Bridgeport Hospital, who generously donated their services.  Our organization 
first heard of this family from SBAC member, Judy Wheaton, who had befriended them when they came to CT. Rita and her 
parents touched the hearts of everyone who met them.  They received many kindnesses from our wonderful families who 
brought them to Cruiser swimming and wheelchair practices so they could talk to other parents and children. They were in-
vited to outings and dinners in homes. They were given books, clothing, and gently used toddler sized medical equipment. 
We learned that so much of what is needed by a child with spina bifida cannot be found in Kosovo. 
 
It was very hard to say goodbye to these amazing people who were so grateful for everything they received. Although we 
will not see them in person, they are still able to keep a connection to friends "they were most at ease with," through the 
internet.  

OUR NEW FRIENDS FROM KOSOVO 
BY, JOANNE FIELD 

My name is April Sporbert and I have spina bifida; I am 17 years old.  I love to swim; the team I swim on is called The 
Wave.  It is sponsored by The Hospital for Special Care.  Last summer, I qualified for the Wheelchair Sports USA Jr. Na-
tional Championships in San Jose, California.  I swam in many different events and broke several National swimming re-
cords. This summer I qualified to go to Phoenix, Arizona to swim in the USA Swimming National Disability Champion-
ships. This is even a more difficult competition because most of the athletes competing in this Championship are adults 
(many of whom have competed in the Paralympics).  I did the 100M Freestyle and the 200M Freestyle and placed well in 
them.  It was very hard because I was going up against some pretty good swimmers from all around the world.  I tried very 
hard to beat them.  I did come close, but not close enough.  However, I did beat my qualifying times and that is all that really 
counts.  My teammate Mary-Christine (MC) came in second place in one of her events (200-Meter Freestyle) and that made 
me very proud of her.  
 
Outside of the whole competition we had a blast (myself, MC, Tammy Mantie (Coach) and Stephanie Beck (MC's Mother).  
We all took a very beautiful, but long, drive up to the Grand Canyon.  It was so beautiful.  Arizona's a great place except for 
the weather, it is so hot out there it’s not funny.   The weather was over 100 degrees the whole time we were out there.  Even 
though it was so hot it’s still an awesome place.   
 
Anyway the Competition was the best thing for me.   It was a great learning experience and showed me how well I could do 
if I practiced more.   Practice is the key to a great athlete! 

USA SWIMMING NATIONAL DISABILITY  
CHAMPIONSHIPS – BY, APRIL A. SPORBERT 
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Shunt revisions, tethered cord surgery, urodynamics, VCUG, ACE procedures, orthopedic appliances, wheelchairs, co-payments, pre-
certification, denial of claim, secondary insurance.  All common things in the lives of people living with spina bifida. Unless you live half 
way around the world, in a war torn country, with inadequate medical care. Unless you are Arian, Edona and Rita Bekqeli. 
 
For those of you that met the Bekqeli family, you know their story. For those that didn’t a quick recap. 
 
Rita was born in December 1998, in Kosovo, with spina bifida. Luckily, the family got a doctor to close the lesion on Rita’s back, and 
that was about it.  
 
Now flash ahead to the fall of 2000. 
 
Arian, Rita’s father, asks an American businessman for help in getting much needed treatment for his daughter.  With the help of this 
man, his family, and many generous individuals, the family is flown to Connecticut, where Rita finally, after two years, gets the shunt she 
needs and tethered cord surgery.  After a six-month stay in Connecticut, the Bekqeli family headed back home, to Kosovo, knowing that 
medical care for their daughter will be few and far between. Knowing that at any moment something could go wrong, and help will be 
hard to find.  
 
Remember this story the next time your waiting at the doctors office and it is a half-hour after the appointment was scheduled for. Re-
member this the next time your insurance company only covers 60 percent of the cost for that new set of braces. Or when it takes a week 
longer to get that new wheelchair. Remember this the next time you or your child is getting emergency surgery in the middle of the night.  
 
Remember this story, and those people that cannot complain about these things, because they are things 
that they may never have.  
 
Count your blessing for what you have, and take nothing for granted. 
 
In My Humble Opinion.  

IN MY HUMBLE OPINION 
BY, KILEY CARLSON 
ing and send in your suggestion along with your name, address and telephone number.  Entries can be mailed to the 

10.  You can read the doctor's writing  

 9.  You can change sheets faster than the nurses  

 8.  Your child asks, "Should we sit at our regular table?" in the cafeteria  

 7.  You have the weekly menu memorized  

 6.  You put on your child's pulse-oximeter to check your own O2 saturation  

 5.  The doctors are asking you to assist rather than the nurses  

4.  You know your child's weight - in kilos  

3.  People ask YOU for directions around the hospital  

2.  The nurses count on you to adjust your child's alarms 

1. You are fighting with billing over a $1.42 service charge ! 

TOP 10 WAYS TO TELL YOU’VE BEEN IN THE  
HOSPITAL TOO LONG! 
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SBAC Halloween Weekend at Camp Harkness! 
October 12 –14 at Camp Harkness 

 

Plan to attend one of our most popular and fun events of the year!  There will be a Halloween Party complete with snacks 
and pumpkin decorating on Saturday after the 1:00 p.m. board meeting so bring a dessert to share with the group and come 
in costume!  Stay all weekend (after 6 p.m. on Friday until after breakfast on Sunday) or come for the day, either way it 
promises to be an enjoyable weekend!  If you and your family plan on staying overnight in the cabins, be sure to pack like 
you are going on a camping trip (bring flashlights, clothing for all weather conditions, activities for idle time, etc.) You’ll 
need to provide all your own linens, towels and toiletries.  Bring your bicycles but, please, leave your roller blades at home.  
Be aware that you will be sharing cabins with other members of our group.  We are near the water and high cliffs – chil-
dren must be supervised  at all times. 
 
Directions: 
 

From the west:  Take 84 East to Route 9 South to 95 North.   
From the east:  Take 91 South to Route 9 South to 95 North. 
 

95 North, exit 75, straight for about 4 miles.  Right onto Avery Lane (See Silva’s Package).  Follow signs to Camp Hark-
ness.  DO NOT TURN INTO HARKNESS MEMORIAL PARK.  At the stop sign after the sign for the park, take a right 
for the camp.  Take an immediate right onto a small road.    Follow the road until you see the brown cabins. 
 

——–PLEASE RSVP BY OCTOBER 5th——–  
to Joanne Field at (860) 528-1510. 
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