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14th Annual Theatre Party 
 

Join us at The Cincinnati Playhouse in the Park 
for our benefit performance of 

 
 
 
 
 
 
 
 
 

Saturday February 17th, 2007 
 

The evening begins with a pre-performance reception at 7:30 pm. The play begins at 9:00 pm.  
 
One the eve of the Civil War when black jockeys, though slaves, domi-
nated the sport of horse racing, Simon Cato consistently wins riding 
prize thoroughbred Pure Confidence. Brash, smart and funny, Simon 
plans to use his success to buy freedom from slavery. With a vivid 
backdrop of fast horses, gritty racetracks and high stakes betting, Pure 
Confidence is an extraordinary tale of human triumphs and failings 
that explores the true meaning of freedom. 
 
Tickets are $35 and $50. Sponsorship packages start at $125 and in-
clude complimentary parking passes. 
 
 

Invitations will be mailed in January and/or go to www.dsagc.com for details. 
 

Please call the DSAGC for more information at 513.761.5400. 
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From the Executive Director, Janet Gora  

It’s hard to believe it’s the new year already. So much has happened in 2006.  I am 
still grateful and excited about being offered the Executive Director position. I 
continue to appreciate the organization’s positive, passionate and giving qualities 
which were evident from the first day I walked through the door in April of 2005.   
 
These traits were prominent the night of the 2006 Annual Meeting in October. If 
you missed the event, you missed a good time. That loving energy that is so ap-
parent when we all get together was in full force! 
 
During the program, Connie Hutzel, our hard working board president, talked 
about all the accomplishments of the year and highlighted that first three months 
of the year that the staff worked without an Executive Director on board. Then 
she started pulling out gift bags and handed them one by one to the five staff that 
were here in early 2006. In each of the gift bags was a wooden plaque with a 
word. Lisa Steele, Business Manager, was given the word “Believe” because 
Lisa’s 15 years of employment at the DSAGC strongly signifies that she not only 
believes in our mission, but believes in people with Down syndrome. Next is 
Martha Ostendarp, Family Support Coordinator. She was given the word 
“Imagine” for helping new families to imagine the incredible possibilities that 
await their family and their new baby with Down syndrome. Then Sally Tilow, 
Outreach Coordinator, who is responsible for increasing community awareness, 
was given the word “Inspire” because she helps inspire others to see how won-
derful people with Down syndrome are. Debbie Baker, Event Coordinator, got 
the word “Dream” because she always dreams big and continuously raises the 
bar for the DSAGC and people with Down syndrome.   
 
When Connie came to my gift bag, she asked me what word I thought it was. I 
was hoping it would say, “Big Raise” (that’s a joke) but, it was the word 
“Welcome.” She said that I had a unique ability to make everyone feel welcome, 
whether you’re a parent, a self-advocate, a fellow staff member, or any other visi-
tor to the organization.   
 
We were all touched and have our words proudly displayed in our office.   
 
Connie’s gift made me realize that it is very important to me to open the door 
wide for anyone with Down syndrome to reap the benefits of our organization. I 
witness every day the advantage of families connecting to the services of the 
DSAGC and do truly want to share these opportunities with everyone.   
 
Connie’s word also reminded me of a troubling phone call. A mother expressed 
to me that she didn’t feel as if she and her son were welcome at the DSAGC be-
cause as she said, “he is not a “star.” She said she felt depressed after reading 
about other people with Down syndrome who were accomplishing great things 
compared to her. She said her son would never give speeches or work independ-
ently or live in his own apartment. I’m sure this mom is not the only one who 
feels this way. I have asked her to write an article about her son so we could fea-
ture it in the D.S.Press and celebrate his life and unique accomplishments. I figure 
her article might help connect some families that share her experience.   
                                                                       
There are other groups that need the door opened wider. We have started the 
Support Connection groups that allow people in like situations to share informa-
tion and support. We are targeting our outlying counties and have started seeing 
families connect to us. Some of them didn’t even know we existed before!  We 
are exploring ways to target inner city families to increase their awareness of not 
only our services but of the medical care that people with Down syndrome need 
to stay healthy and live long lives. We are continuing to offer more family events 
to give people a chance to come together and widen their circles of support.   
 
So, Connie picked a good word for me. I am officially putting out the Welcome 
mat and hope that whatever your circumstance, you will feel at home at the 
DSAGC in 2007 and beyond.  D.S.Press 2 



 

 
 

25th Annual Meeting 
 
“Reaching for New Heights” was the theme of our 2006 
Annual Meeting that took place on October 14th. 
Through the generosity of Jim Cutter and Cutter Cus-
tom Homes, we held this yearly event in an award win-
ning home located in Newport KY and overlooking 
downtown Cincinnati - a beautiful venue for a reception 
and awards presentation. Sponsored by Ethan Stanley, 
ProTech Solutions, and Millennium Business Systems, 
this evening included music by Bob Littmann, Josh Har-
ris and John Horn, and featured the art of Kevin White. 
A special thank you to Ben Rinsky for greeting folks at 
the door and looking absolutely handsome in his tuxedo!  
Volunteers Scott Rohrkemper and Jessie Stokes stayed 
busy as our bartenders (and donated their tips back to 
the DSAGC at the end of the evening). Connie Hutzel, 
the Board President, delivered a brief President’s Mes-
sage which was followed by the recognition awards pres-
entation to the following people: 
 
President’s Award – Tom Gregory and Montgomery Inn 
Inspiration Award – Tom and Jennifer Gerstle 
Advocacy Award – Chad Mayer 
Grandparents of the Year – Tim and Dottie Jones 
Parent of the Year – Kay Merz 

 
In this newsletter, I would like to let you know a little 
about the DSAGC Board of Trustees. Most of you are 
very familiar with the DSAGC’s staff, which are 
implementers and operators of the programs and services 
of the DSAGC. If you call the office, you will most likely 
speak with a member of the staff. I am very proud of our 
staff. Not only are they each well qualified at what they do, 
but they do it with such passion and dedication. We are 
lucky to have each of them in the office. 
 
Behind the scenes of every non-profit, however, is a 
Board of Trustees or Board of Directors. Basically, the 
board is primarily responsible for fund development, 
stewardship, advocacy and critical issues of an 
organization. 
 
Like the staff, DSAGC’s Board of Trustees is also a 
dedicated group of individuals. We just completed an all-
day training presented by Dave Sternberg of The Fund 
Raising School from The Center on Philanthropy at 
Indiana University. Janet Gora and I had attended a 
training by Dave Sternberg earlier in the year. We were 
very impressed with his presentation and wanted to share 
his philosophy and expertise with the rest of the board. 
 
During the training, we learned how we can make our 
board meetings more effective and efficient. It will require 
some changes here and there, and a willingness of the 
board to resist the old saying, “But this is the way we’ve 
always done it.” Sometimes change is necessary to keep 
things moving forward. 
 
We have an aggressive year planned to implement some of 
Dave Sternberg’s suggestions as well as do some things 
that were already planned, which include updating the by-
laws, performing another strategic plan to set DSAGC’s 
goals for the next 3 to 5 years, and updating our policy 
manual. We will be forming task forces to perform short-
term tasks for some of these items as well as other issues 
that arise throughout the year. If anyone is interested in 
learning more about becoming a member of DSAGC's 
Board of Trustees or being on a short-term task force, 
please let me know. There are a variety of ways to serve 
with varying time commitments. 
 
Connie Hutzel,  president.DSAGC@fuse.net 

From the President - 
Connie Hutzel 

Meetings...Events... 
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DSAGC Employment Opportunity 
 

Development Manager 
 
This is a new position with the DSAGC. Looking for a 
person experienced in Development, including major 
gifts, planned giving and Raiser’s Edge. This is a part-
time, salaried position. Please send your resume to 
janet.dsagc@fuse.net.  



 

 

Early Matters 
 

From Family Support Coordinator, Martha Ostendarp 
 
Educational Programs for Families of Children 
Ages Birth-5 
 
Date/Time: Weds. January 10    7:00 pm 
Program: Estate Planning 
Speaker: Richard Dusterberg, Attorney 
 
Date/Time: Weds. February 14    7:00 pm 
Program: Toilet Training 
Speakers: Shannon Eidman, M.Ed., Kelly  
  O’Leary Center and Fran Hickey,  
  parent & pediatrician 
 
Drake Center   151 Galbraith Rd    
West Building      A level room G 

Parent & Me Pre-Walkers 
 
The DSAGC and ABC Pediatric Therapy offer a time for Mom 
or Dad to “play” with your child in a way that will increase their 
strength, endurance, development and ultimately their skill 
level. Play is facilitated by a licensed therapist. No child is too 
young; if your child is not yet walking independently, your child 
is not too old. 
 
When:   January 27th & February 24th 
When:   10:00-11:00 am 
Where   ABC Pediatric Therapy 
  9902 Windisch Rd, West Chester 
 
RSVP to Martha.dsagc@fuse.net or call 513.761.5400.  
This is free to our parents. 

Family Matters 
 

From Outreach Coordinator, Sally K. Tilow 
 

SibShop for children ages 8-12 who have 
siblings with disabilities. Saturday, January 
27th at CCHMC. Contact Sally for more 
details at sally.dsagc@fuse.net. 

Family Night at the Cinergy 
Children’s Museum 

 
On November 17 the DSAGC families enjoyed an 
evening of fun at the Cinergy Children’s Museum at 
the Cincinnati Museum Center. This event was made 
possible through a partnership with Lisa Even, parent 
and her employer, Mitsubishi Electric Automotive 
America. Over 235 family members enjoyed 
participating in all the exciting exhibits in the museum 
including, The Woods, Water Works and the Energy 
Zone. A great time was had by all. Many thanks to 
MEAA for their generosity.  
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Meetings...Events...Meetings...Events...Meetings...Events... 

A Winter’s Night Dream 
Dinner & Dance 

 
The DSAGC is hosting this event for parents, grandparents, 

self-advocates and friends. (Age 21 & over). 
 

January 20 th, 2007           6-10 pm 
 

Aspen Grove Banquet Center 
9660 Dry Fork Rd., Harrison, Ohio 

 
$25.00 a Couple; $15.00 a Person 

Includes: Dinner, Dessert, Beer, Wine, Soda  
Chips, Pretzels, Music, Prizes and Fun! 

 
Make Checks out to DSAGC (dinner and Dance) or call 

DSAGC to charge on Visa, MC, Amex, Discover 
Deadline to RSVP is January 13th, 2007 

 
Thanks to Bill Hertsenberg and Linus Ryland for the music 
Thanks to Al Wittich (owner of the Aspen Grove) and his 
daughter Christy Roeck for the hall and a huge discount on 

food and drinks. 
Any questions contact Martha.   

Thank You 
 
The DSAGC would like to say an extra special thank you 
to Kay and Bob Merz for their years of support by 
planning and hosting the Annual Holiday Party. With the 
2006 party, Kay has retired from the role of chairperson. 
Through Kay's energy and commitment, many families 
have been able to begin and continue friendships through 
the afternoon they spend together at this event. 



 

 

D.S.Press 5 

Meetings...Events...Meetings...Events...Meetings...Events... 

 

Representing people with Down syndrome across Ohio 

SAVE THE DATE!!!! 

Postsecondary Education Conference:  Opening 
Doors to Students with Intellectual Disabilities  

Fawcett Center, Columbus Ohio 

Location Details 

MAY 18, 2007  Meet and Greet Reception 7:00 p.m.- 9:00 p.m.   

MAY 19, 2007  Conference   9:00 a.m.- 4:00 p.m. 

Students with intellectual disabilities have made such significant progress in education due to the impact of 
the Individuals with Disabilities Education Act (IDEA). A generation ago, when IDEA was first implemented, 
many children with intellectual disabilities were not even allowed to attend school. Today, these students 
are ready to raise the bar again and move on to higher education, to post-secondary schools and colleges.  
 
Students in some areas of the country are experiencing wonderful opportunities at colleges and universities 
that are opening doors to employment and independent living.  Come and hear these administrators, teach-
ers, families and students talk about their experiences and find out for yourself whether postsecondary edu-
cation could work for you and your local college.    

• Students and their families interested in postsecondary education 

• Colleges who want to learn how postsecondary education is working elsewhere in the US 

• School systems who are going to be approached to provide postsecondary education while the stu-
dent defers graduation 

• Everyone interested in how this is funded 

 

Who Should Come? 

Ohio State University: Fawcett Conference Center 
2400 Olentangy River Rd, Columbus, OH 43210 
The Fawcett Center is situated just 15 minutes northwest of Port Columbus International Airport and within a 
10-minute drive of downtown Columbus. The Fawcett Center is conveniently located for easy access to all of 
the Columbus area's many attractions. 

Points of interest in the Greater Columbus area include the Ohio Theater, the Martin Luther King Center, the 
Columbus Zoo, the Ohio Center of Science and Industry, the Wexner Center, and the newly renovated State 
Capitol Building. 

OHIO DOWN SYNDROME A DVOCACY NETWORK  (ODAN) 



 

 

Buddy Walk Volunteers Needed!! 
 
This event grows by leaps and bounds and the 
need to increase the committee is imminent. We 
need volunteers to serve on all committees 
including: Sponsorship, Food Court, Traffic, 
Team Support, and Day of Event Informational 
Volunteer. A meeting for all interested will be 
held in March of 2007.  
 
Send your name and contact information to 
Debbie Baker to be contacted for the Volunteer 
Meeting when details become available. 

Buddy Walk Teams 
 
Although there are still a few donations trickling in, I am pleased to announce 
that already our 2006 Buddy Walk has raised over $283,000! Some of these teams 
will be named in the Buddy Walk Hall of Fame at ndss.org. 
 
The following top 20 teams raised over $137,000 and brought over 1,400 walkers 
to our event! 
 
Patrick’s Pals honoring Patrick Dempsey with 96 buddies raising $12,266 
Ryan’s Racers honoring Ryan Dragan with 95 buddies raising $11,015 
Abby Fovel’s Fans honoring Abby Fovel with 30 buddies raising $10,793 
Charlie’s Angels honoring Charlie Ehrhardt with 196 buddies raising $10,782 
Will the Thrill honoring Will Abel with 95 buddies raising $8,883 
Jenna’s Hailstorm honoring Jenna Hail with 74 buddies raising $8,872 
Ella’s Angels honoring Ella Vasconcellos with 72 buddies raising $8,299 
Lindsay’s Memorial Team in memory of Lindsay Smith with 174 buddies 
raising $7,859 
Hannah’s Bananas honoring Hannah Hampton with 53 buddies raising $7,040 
Liza’s Leapers honoring Liza Truncellito with 89 buddies raising $6,160 
Team George honoring George Schneider with 90 buddies raising $5,538 
Katie’s Superstars honoring Katie Malott with 24 buddies raising $5,390 
The Donovanators honoring Donovan Goetz with 44 buddies raising $5,110 
Sophia’s Soles honoring Sophia Arnold with 69 buddies raising $4,981 
Allycats honoring Ally Klei with 35 buddies raising $4,978 
Grant’s Group honoring Grant Whisenhunt with 30 buddies raising $3,995 
Gracie’s Gang honoring Grace Ashcraft with 84 buddies raising $3,916 
Isaac’s Family honoring Isaac Eibel with 24 buddies raising $3,848 
Team Duncan honoring Duncan Stuard with 21 buddies raising $3,711 
Annie’s Army honoring Annie Gerhardt with 21 buddies raising $3,690 

Meetings...Events...Meetings...Events...Meetings...Events... 

Buddy Walk Down 
Syndrome Awareness 

Ribbon Magnet  
now available from the DSAGC. A 
portion of the sales will support 
Family Events hosted by the 
DSAGC in 2007. Size is 3-7/8" by 
8", high quality UV protected 
vinyl. $4 each or 3 for $10 To 
purchase you magnets, contact 
Debbie Baker at the DSAGC. 
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2006 Buddy Walk 

Save the Date!! 
The 2nd Annual Tri for Joe is 
scheduled for May 20, 2007. 

Community Event 



 

 

Buddy Club 
 

For kids ages 7-12 to develop long lasting friendships with other kids similar in age 
that also have Down syndrome. Upcoming events will be posted on our web site at 
www.dsagc.com or contact Laura at pscudder@cinci.rr.com. 
 
Join us on Saturday, January 20 from 11:00am - 1pm at Lunar Golf in Cincinnati 
Mills Mall. The kids will play glow-in-the-dark golf and then we will go to the food 
court and have lunch! Our next get together will be February 17. Watch the 
calendar for more details. 

Grandparent Group 
The Ohio Grandparent group will meet Wednesday, February 28th. Join us at the Twin Dragon Buffet banquet Room, 
7763 Tylersville next to Big Lots (corner of Cox and Tylersville) at 6:30 pm. For more info contact Joan Eve at 
jeve@fuse.net or call Martha at the DSAGC 761.5400.   
The Northern Kentucky group will meet on Tuesday, February 20th. For location and time please contact Dottie Jones 
at T1and DotE@aol.com. If you would like to receive our monthly calendar which lets you know about all DSAGC 
meetings and events, please contact Martha.  You are welcome to come to both or either group!  

Meetings...Events...Meetings...Events...Meetings...Events... 

Starting a new group! 
Young Adults Group 

ages 17-21  Meet once or 
twice a month on a Sat. 
afternoon or evening. 

Contact Kathy (who is a 
mom) 821.7445 or email 

Abby at 
Abby.dsagc@fuse.net. 

Butler County 
Playgroup 

 
Join us one Saturday per month 
at 10:30 am. Contact Diane 
Hample at 513.895.3955 for 
more details. 

East Side Playgroup 
 

Moms and their babies’ ages’ birth to 5-
years-old meet on the second Saturday of 
each month from 10:00 am – 1:00 pm. 
Contact Alma at 513.943.0307 or 374.5242  
nc2@fuse.net  Or Lucinda 513.871.3884 
lwhurst@cinci.rr.com D.S.Press 7 

Buddy Teen Club 
 
For kids ages 13-16 to have "FUN " 
with other kids with Down 
syndrome and start developing 
independence. The next meeting is 
in February, date and time TBA. It’s 
a Valentine theme with karaoke and 
dancing. For more information 
contact  Catherine Klein at 
Wrkcak@aol.com or 513 583 0375. 

KIDS 
 
ATTENTION: PARENTS IN KENTUCKY! Don't miss out on what's 
happening with kids in Northern KY who have Down syndrome. Join the 
KIDS e-mail list for weekly updates on meetings, workshops, school topics, 
government information, playgroups, Mom's get-togethers, and so much more. 
To be on the list (or for more information about KIDS), call Roben Dixon at 
859.689.0266, or send an e-mail to dixonfam@fuse.net. 
 
KIDS (Kentuckians Interested in Down syndrome) meets the second Monday 
of every month at 7 pm. Regular meetings are held at Redwood School in Ft.  
Mitchell, KY. Don't miss: Monday, January 8: Sarah Valentine, Speech 
Pathologist, to talk about "bite blocks." Monday, February 12: Speaker on tips 
for your IEP meeting. Also in January and February: KIDS Party at the YMCA, 
KIDS Dance Party,  new playgroups for Moms with kids age 4 and under, 
KIDS Mom's Lunch Out, and much more! 

Warren County 
Playgroup 

 
Meets the first Thursday of the 
month at 10:00am.Contact 
Carlene Gumser 937.748.8327 
or email carcar@woh.rr.com 
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Well Wishes Club 
 
Please let us know if your child, (of any age) is having 
outpatient surgery or an overnight stay in the hospital. 
The Boosters (adults with Down syndrome) would like to 
send get well cards to them.  
 
Are you interested in volunteering? Be a part of the Well 
Wishes Club! Phone calling, sending cards and/or visits 
to Children's Hospital. Please contact Martha. 

Introducing “Support Connections” 
 

With your help, the DSAGC is launching a new email 
network called Support Connections. At this time, groups 
we are forming include the following but if you identify 
further groups in the future, please let us know and we can 
work with you to start a group that meets your unique 
needs! 
 

♦ families involved in major medical needs 
♦ adult siblings of adults with Down syndrome 

and their specific concerns: he/she moved in 
last month…now what do I do? 

♦ families needing help with behavior issues 
♦ families looking at housing options with the 

plan that one day their adult child will move 
out of their home 

♦ families working with people with the dual 
diagnosis of Down syndrome and Autism 

♦ families led by single parents and the unique 
needs that they have 

If you would like to be added to one of these email lists, 
or just need more information contact Martha.  

Friday Emails 
 
A Friday email to parents reminding them of events, 
giving out new information, new web sites, emails and 
things that are happening in our nine county region. 
Sometimes parents have questions which we send out to 
the parents for their input. 
If you want to be on the mailing list (emails go out as 
blind copy) email Martha. 

From Family Support Coordinator, Martha Ostendarp 
Martha.dsagc@fuse.net 

Resource Library 

To borrow books DVDs, VHS or audio tapes from the 
DSAGC Library, go to www.dsagc.com. You can search by 
subject, title or keyword and find a brief overview of the 
resource. You can borrow up to 3 resources at a time. Our 
latest additions to the library are listed below. To receive 
handouts from our library, contact Martha. 

New Additions to the Resource Library 
 
(Category: Name of resource)  
 
Children's:  Body Parts in Spanish and English by Learning 
Props; Hi I am Ben!  By Julie A Bouwkamp  
 
Parenting: More from the Gluten-Free Gourmet by Bette 
Hagman 
 
Medical: Alzheimer’s Disease and Dementia in Down 
Syndrome and Intellectual Disabilities and Down Syndrome 
and Alzheimer’s Disease by Vee P Prasher; Perceptual-Motor 
Behavior in Down Syndrome  by Daniel J. Weeks 
 
Education: 7 Keys to Comprehension  by Zimmermann and 
Hetchins; My Friend Isabelle with a Teacher’s guide by Eliza 
Woloson; Student Diversity  by Faye Brownlie 
 
Communication- Beginner Signs and Alphabet   Signing 
Safari; What Did you Say?  by  Will Schermerhorn; Early 
Communication Skills for Children with Down Syndrome 2nd 
Edition  by Libby Kumin, Ph.D., CCC-SLP;  Signing Safari 
DVD   by American Sign Language 
 
Inclusion: Teaching Literacy to Students with Significant 
Disabilities  by June E. Downing;; Everyone Counts –Book 
and Videos Nickelodeon and My Friend Isabelle from NDSS 
 
Non-Fiction: The Man who Loved Clowns  by June Rae 
Wood; Mummy Why Have I Got Down Syndrome?   by 
Caroline Philps 
 
Advocacy:  From Emotions to Advocacy  2nd Edition  by 
Pam Wright and Pete Wright; Understanding Health Insurance 
a Guide to Professional Billing  7th edition by JoAnn Rowell 
and Michelle A. Green 
 
Call The DSAGC to check out these new games. 
Games:  Language Builder Picture Cards 350 Nouns cards by 
Stages Learning Materials; Listen to This! By Linda G. 
Richman; Let’s Go Shopping by Beth E Breakstone; 
Grooming, Food, Community or Clothing Picture Bingo ages 
3-adult; “Wh” Bingo - all ages; Magnet Talk Match-up board 
and match up adventure Kit ages 4-up 
 
 

Making Connections 
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From Adoption Awareness Coordinator, Robin Steele 
 

The “Waiting” List 
 
The question I get asked most frequently by potential adoptive 
families is this: “How many people are on your “waiting list?” I 
know they are envisioning a lengthy, single file line of sometimes 
patient, sometimes anxious, prospective parents waiting their 
turn to be “the chosen parent” based on their length of time 
waiting in line…first come, first served. 
 
Sometimes I wish it could be that way. The truth however is that 
there is no such thing as a waiting list…nor should there be. Our 
goal is to always have a pool of families ready to accept a child 
with Down syndrome into their family so that there is never a 
“waiting list” of children with Down syndrome in need of 
families. 
 
But, in fact, there is a group of children with Down syndrome 
waiting to be adopted. They were brought to my attention by a 
caring group of adoptive families who have shared their own 
experience in adopting via emails. Through them I have been 
reminded that although we have a wonderful “pool of families” 
waiting to adopt newborns with Down syndrome, we have not 
been as successful as we would like in finding homes for older 
children – preschool through late teens – who wait families. 
Some of these children have been featured in past editions of our 
newsletter.  
 
They can be accessed at this website: www.adoptuskids.org. 
Once at the website, if you register, you can then go to ‘meet the 
children’ then scroll down to the disability box and click Down 
syndrome. If you click on their photos, additional information 
will pop up. 
 
I have asked Lisa to include as many of their photos and 
birthdates as possible in this newsletter. Each of these children 
has waited in line too long! 
 
Please call me if I can assist you in getting information on any of 
these children or just to chat about adoption. Contact me at 
513.761.5400 or rsteele@zoomtown.com. 
 
 
 

Adoption Awareness 

Beatrice 
Born 11/5/93 

Texas 

Cassara 
Born 4/24/90 

Tennessee 

Cory 
Born 10/8/92 

Kansas 

Keenan 
Born 8/10/01 

Colorado 

Leonel 
Born 6/22/93 

Texas 

Saul 
Born 8/14/97 

Virginia 



 

 
Inclusion at its Best 

Same and Different: Respect for All -  
Revolutionary Common Sense   

 
This article was written for children (elementary to middle-school) to 
help them1) accept differences in others – specifically the difference we 
call “disability.” 2) learn the importance of  using People First 
Language, and 3) recognize that disability is a natural part of  life. 
 
Who are you? A son or daughter, brother or sister, soccer 
player or artist, doll collector or game player. You may also 
be tall or short, have light or dark skin or be the owner of 
big ears, freckles, or a small nose. Think about all the 
different things that make you the one-of-a-kind person you 
are. But are you only your hair color or body size or freckles 
or nose? And would you like someone to call you “Freckles” 
or “Skinny” or any other name like that? What would that 
make you feel like? 
 
Now think about your friends or classmates. Are they just 
like you? Some might like the same TV shows as you, but 
their hair or eyes are different. So you’re alike in some ways, 
but you’re also different! 
 
There are many ways we’re all the same and all different, 
aren’t there? Do you know other people who may have 
differences that are called “disabilities?” What is a disability, 
anyway? It’s just a body part that works differently. 
 
Maybe one of your grandparents wears a hearing aid or uses 
a mobility device, like a cane, walker, or wheelchair. 
Sometimes, we think we should feel sorry for people like 
this. But would you want anyone to feel sorry for you, 
because of your difference – like your big ears or small nose 
or hair color or body size? And isn’t it wonderful that 
hearing aids, mobility devices, and other things are available? 
They allow people to do what they want to do. Think of all 
the things in your life that allow you to do what’s important 
to you! 
 
Some people – like your grandparents or others – acquire a 
disability through an accident, illness or becoming older. 
Others – like my son Benjamin – are born with a disability, 
just like you were born with blue eyes or brown hair. And 
people with disabilities are more like you than different! 
 
Benjamin uses a power wheelchair to get around and a 
laptop computer to do his schoolwork. When he was 
younger, he loved Thomas the Tank Engine, took karate 
lessons, and more. Today Benjamin is in college, like you 
might be one day. 

Are there students with disabilities in your school? Some 
disabilities are visible – you can see someone’s wheelchair or 
a difference in their face or body, or in the way they 
communicate or behave. Other disabilities are invisible – 
you can’t see them – but the person might learn or 
understand things differently. 
 
We may be curious about a person’s difference – and that’s 
okay. But the way we show our curiosity and the words we use 
may feel hurtful to a person with a disability. So here are 
some ideas to make sure we’re always respectful: 

♦ Don’t stare—that hurts. Instead, say “Hi,” and 
introduce yourself. A person with a disability wants 
to have friends just like you do.  

♦ Don’t ask, “What happened to you,” or “What’s 
wrong with you?” What would it feel like if someone 
asked you, “What’s wrong with your ears?” Once 
you get to know the person, you’ll learn more about 
his difference just because you’re friends! You’ll also 
learn that – like your big ears, small nose, etc. – his 
difference isn’t the most important thing about him. 

♦ If the person looks like she needs help, ask first! 
Don’t push her wheelchair or help in other ways 
without asking first, and then provide help in the 
way the person wants. 

♦ Some people might have speech that’s difficult to 
understand at first. But once you’ve become friends, 
you’ll learn to understand their words. Other people 
may use a talking machine; be patient as they 
respond with the machine. And some people may 
use a sign language interpreter. If so, when you talk 
to the person, look at her not the interpreter.  

♦ Use “People First Language.” Put the person before 
the disability. Just like you’re not “Big Ears,” a 
person with a disability is not “Autistic” or 
“Crippled” or anything else. Say, “He has autism,” 
or “He uses a wheelchair.” And never use disability 
words as insults, like calling someone “retard,” 
“lame,” “spaz,” “idiot,” “moron,” “imbecile,” or 
other insults. 

♦ Focus on what the person can do, instead of what she 
can’t. Just like you, people with disabilities have 
many strengths and abilities! 

 
We’re all the same and we’re all different. Treat others how 
you want to be treated and you’ll be doing your part to make 
the world a better place for all! 
 
by Kathie Snow, Reprinted with permission from www.disabilityisnatural.com. 
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Common Dental Conditions 
 

The following article is a recap of a presentation by orthodontist Dr. 
David Musich.. He stated that nearly 100% of children with Down 
syndrome have major orthodontic problems. 
 
• Children with Down syndrome are ten times more 

likely to have congenitally missing teeth than children 
without Down syndrome. The most common teeth to 
be missing are third year molars, pre-molars and lateral 
incisors. 

 
• Individuals with Down syndrome also have a higher 

incidence of impacted teeth. One in four children with 
Down syndrome has impacted eye teeth. 

 
• Thirty to fifty-five percent of patients have smaller or 

underdeveloped teeth, with short roots. 
 
• Ectopic teeth are also common. It is often caused by 

retained baby teeth. For example, a retained baby molar 
is three times the size of the permanent tooth that 
should replace it. Ectopic teeth may erupt in the palate 
just behind the other teeth, or in the upper outside of 
the gums due to a narrow upper jaw or lack of arch in 
the perimeter of the mouth. 

 
Dr. Musich explained that the term oversized tongue refers 
to the tongue’s laxity due to hypotonia, or low tone, that is 
common in individuals with Down syndrome. Because of 
this, the tongue has a tendency to push forward out of the 
mouth, making it appear oversized for the mouth. This can 
cause mouthy breathing and dry mouth which contributes 
to dental problems, such as periodontal disease. 
 
Another common condition is a cross bite. This is caused 
by an imbalance in the amount of jaw growth relative to 
the growth of the midface. Dr. Musich explained that in a 
proper bite, the upper jaw should sit on top of the lower 
jaw the way a lid fits over a jar. Because of the 
underdevelopment of the upper jaw both in width and 
length, sixty-five percent of individuals with Down 
syndrome have what is called a Class III under bite. In this 
condition, the lower jaw is longer than the upper jaw 
resulting in the upper front teeth falling behind the lower 
front teeth when the mouth is closed. If this appears at a 
young age, it should be brought to the attention of an 
orthodontist, as it is something that will need to be 
followed and worked with over time. 
 

Treatment is Possible 
 
Although there are many common dental conditions to be 
aware of in children with Down syndrome, Dr. Musich 
noted that 80% of patients with Down syndrome in his 
office respond to orthodontic treatment alone, without 
need for more invasive surgical intervention. It is key to 
address the issues before growth slows down. Dr. Musich 
explained that the midface typically stops growing about 13 

years of age. The lower jaw, however, continues to grow 
until growth is done, typically 16-18-years in women and 
early 20’s in men. The typical age to see an orthodontist is 
8-years-old. An initial visit can be done as early as 4 or 6 
years of age. Even at 11, 12 or 13, however, there is still a 
tremendous amount of skeletal growth in a child to take 
advantage of orthodontic treatment. Commonly, patients 
are treated in phases aimed at expanding the upper jaw to 
make room for the teeth to align more normally. 
 

Establishing an Orthodontic Record 
 
A number of different measurements are taken to establish 
the patient’s skeletal pattern and baseline before any 
orthodontic treatment begins. These are referred to as 
records appointments. Impressions of the patient’s teeth 
are taken as study models. To help a child become 
comfortable with making an impression in the mold 
material, Dr. Musich’s office will often first make an 
impression of the child’s hand so that they can get used to 
the impression medium. On occasion, the trays are sent 
home with the child so that they can practice how it feels 
using yogurt in the tray as a stand-in for the medium. Full 
mouth, panoramic x-rays for lateral cephalometric analysis 
allow the orthodontist to measure landmarks in the child’s 
jaw growth, to note over or under development of the jaw. 
A posterior-anterior head x-ray (front/back) shows 
whether the patient needs upper jaw expansion and how 
much is needed to correct a mismatched bite. A wrist plate 
x-ray is taken to see how much growth the patient has left 
to maturity to determine treatment options. And photos of 
the patient’s teeth are taken to note spacing and wear 
marks. 
 

A First Impression is a Lasting Impression 
 
This group of orthodontists believes that teamwork is 
important in working with children with special needs. The 
staff work with each family to create a comfortable 
atmosphere for each child. They use a variety of ways to 
work together with the family to assure the child’s comfort. 
Some of these include: sunglasses to shade patients from 
the overhead lights, role playing the visit at home to 
practice what it would be like, and show and tell with other 
patients who are willing to help the new ones along.  
 
Experienced patients are often very receptive to having 
new patients watch and learn about the treatment 
experience. Some patients need to know exactly what will 
happen next, and others do not want to know. They try to 
accommodate each patient’s comfort level. Some patients 
may need surgical intervention, especially if older and 
growth has stopped. Some may be very fearful of any kind 
of dental treatment, making it difficult to undergo months 
of orthodontic treatment. Every patient must weigh the 
cost-benefit to treatment in their unique scenario.  
 
 
     Contd. on page 18 

Medical Insights 
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Focus on Infants & Toddlers 

We all remember where we were 
when we got the First Diagnosis – in 
the hospital right after delivery, in the 
doctor’s office, on the phone with 
the geneticist. We heard the words, 
“Your child has Down syndrome.” 
However we processed the 
information, those are words we will 
never forget. They instantly seem to 
divide us from all of the families who 
have only “typical” children, and they 
instantly lump us together with that 
group of families who have children 
with “special needs.” 
 
Hopefully we go on to find that 
being in that second group – of 
families with children with special 
needs and more specifically of 
families with children with Down 
syndrome – can be a good thing. We 
can form wonderful friendships, 
exchange information and share 
burdens. We are united as we stand 
together. 
 
But then comes the Second 
Diagnosis, the one that we impose as 
it divides this wonderful community 
that has developed. Hints of it 
bubble up in conversation. She’s 
already holding her neck up which 
the therapist says is a good sign, he’s 
very alert which the doctor said is a 
good indicator, she’s babbling quite a 
bit which is very promising, and then 
out it comes – he surely is going to 
be “high functioning.” And those 
around the table who also think that 
their child is “high functioning” nod 
in approval, and those with concerns 
about their children become silent. 
Tragically, the community has 
divided itself and increased the pain 
of some. 
  

This discussion often begins as an 
outlet for a new parent’s anxiety. 
Perhaps someone has an infant –not 
yet two months old - and is grasping 
for some indication that the news 
isn’t so bad. Perhaps this news of 
Down syndrome will be manageable 
if the child is high functioning. 
 
If the hope of having the perfect 
baby has been dashed, there is a new 
hope that the child will be off the 
charts for children with Down 
syndrome. Perhaps this baby will be 
the one with just physical indicators, 
keeping all mental capacities 
functioning as normal. Perhaps 
amidst this feeling of failure that may 
come from already comparing our 
new baby to others there will be 
some feeling of accomplishment. 
 
Certainly there is a clinical discussion 
to be had with medical professionals 
around one’s ability to function. 
Therapies need to be decided upon. 
But since there are so many accounts 
of children who have exceeded the 
abilities predicted by medical 
professionals, I wonder if the 
discussion of high functioning vs. 
low functioning makes sense at all. 
 
So, at the end of the day, what good 
is this discussion of high functioning 
vs. low functioning? Are these 
children loved? Yes. No more or less 
for where they function on the 
spectrum. Do these children love 
back? Yes. No more, and no less for 
where they function on the 
spectrum. Is where one’s child falls 
on the spectrum any indication of 
better parenting? Absolutely not. 
 
 

As we know, we are in a society that 
loves to divide…by race, religion, 
gender or accomplishment, no 
matter how large or small. There are 
many wonderful things about the 
community we find ourselves in 
when we have children with Down 
syndrome. Let’s hope that 
differentiating ourselves by refusing 
to buy into meaningless divisions is 
one of them. 
 
By Sharon Randall, North Andover, MA  
Reprinted from Down Syndrome News, newsletter of 
the  NDSC,  Volume 29 #6 
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Supplemental Needs Trusts 
The Centerpiece of Estate Planning for 

Parents of Children with Disabilities 
 
The single most pressing question for parents of children 
with disabilities is “what will happen to our child after we’re 
gone?” Families are often anxious when considering the care 
their children will receive after the parents’ death, their 
child’s quality of life will suffer due to insufficient resources, 
the lack of effective advocacy, and the absence of the family 
home. Most parents, however, do not have the resources to 
provide quality lifetime care for their child without the 
assistance of government programs such as SSI and 
Medicaid. While government benefit programs offer 
substantial services in terms of health care coverage, the 
available cash benefits are small. 
 
The goal, therefore, is to preserve the child’s eligibility for 
government benefits with additional funds available to 
supplement these benefits. The Supplemental Needs Trust 
(also, referred to as the Special Needs Trust) accomplishes 
this goal. 
 
A Supplemental Needs Trust (SNT) is a special type of trust 
usually created during the lifetime of the parents of a child 
with a disability. The trust is established by the child’s 
parents (the Settlors or Grantors) and managed by the 
parents or a third party (the Trustee). 
 
The following questions and answers will provide an 
overview about SNT and how caretakers can immediately 
begin planning for the future needs of their children.  
 
A. Who benefits from a supplemental trust? 
 
The use of a SNT will benefit the developmentally disabled, 
the mentally ill, individuals with head injuries, and other 
persons with disabilities who qualify or may qualify for SSI 
and Medicaid. A SNT is useful in a wide range of 
circumstances because the funds held in trust should not be 
considered “countable assets” that disqualify a child from 
eligibility for government benefits. 
 
B. What do we do if we don’t know a suitable trustee? 
 
In some instances there may not be a relative or friend 
available to serve as the trustee. In these situations, parents 
may be able to use banks and professional fiduciaries as 
trustees. Many professional fiduciaries, however, will not be 
involved in trusts when the trust assets are relatively small 
(less than $300,000). An attorney or accountant may be 
willing to serve as trustee even with relatively small trusts. 
The disadvantages to using professional trustees are the 
expense for their services and the usual unwillingness of a 
professional to become involved in the personal care of the 
child with a disability. The use of co-trustees, a professional 
trustee to manage the trust assets and a social worker to 
monitor the child’s care, may be an expensive, but workable, 
solution. 

C. What are the alternatives to a SNT? 
 
There are essentially three alternatives to the SNT. First, 
parents can intentionally disinherit a child with a disability. 
While disinheriting preserves eligibility for government 
benefits, the lack of funds designated or preserved to 
enhance the child’s quality of life usually makes this an 
unsatisfactory alternative. Moreover, many parents feel 
uneasy and dissatisfied in choosing to disinherit their child. 
 
The second alternative is an outright gift to the child with a 
disability. Once received, funds given to the child become 
the child’s resources for SSI and Medicaid purposes. As a 
result the child is rendered ineligible for government benefits 
until the funds are exhausted. For this reason, parents should 
avoid this alternative. 
 
The final alternative to creating a SNT is to leave funds to a 
third party, such as a brother or sister of the child, with 
instructions as to how the funds should be used. While this 
alternative is relatively simple and inexpensive, the third 
party is under no legal obligation to use the funds for the 
care of the child with the disability. Moreover, unforeseen 
circumstances such as the divorce, financial failure, 
incapacity, or death of the third party may diminish or 
deplete the funds and thwart the parent’s intentions. Thus, 
the uncertainties inherent in this alternative often make the 
SNT a more attractive option. 
 
EXAMPLE 
 
Jane wants to make sure that her son Tom, who has a 
disability, is taken care of after her death. Jane executes a 
Will that intentionally omits Tom, but leaves $80,000 to her 
other son Bill to be used on Tom’s behalf. Jane dies and the 
$80,000 is left to Bill. One year later Bill dies unexpectedly. 
The $80,000 passes to Bill’s wife and children (his heirs) and 
Tom is left with no funds to be used on his behalf.  
 
D. How should we fund the SNT? 
 
As stated above, the SNT need not be created with funds 
sufficient to provide for the child’s entire lifetime. Parents 
will want to ensure, however, that at some point there are 
sufficient funds for their child’s lifetime. The assistance of a 
financial planner is often helpful in this area. 
 
Even without a financial planner there are several steps 
parents can take to work toward adequate funding. Some 
basic options include 1) using the SNT as a pour over 
vehicle to receive a portion of the parents ‘estate on their 
death,’ 2) educating relatives about the SNT and encouraging 
gifts to the trust rather than outright gifts to the child with a 
disability, 3) directing income from investments to the trust, 
and 4) placing property, such as a family house, into the 
trust, with management responsibilities left to a family 
member or a local not for profit organization. 
 
 

Focus on Children 
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E. Can a child with a disability establish a SNT for his 
or her own benefit? 
 
Under the SSI rules, if a person with a disability uses their 
own funds to establish a SNT for their own benefit, the 
funds in the trust are not considered their assets. In 
addition, under new Medicaid law, a person with a disability 
under age sixty-five can fund a trust for their own benefit. 
These self settled trusts, usually funded by inheritances or 
damage awards in personal injury suits, can preserve 
eligibility for Medicaid and SSI. 
 
Randy has a disability and receives SSI and Medicaid, 
Randy’s grandmother dies and leaves him $30,000. Randy is 
ineligible for SSI and Medicaid as soon as he receives the 
$30,000. The next month, Randy’s family sets up a SNT for 
his benefit and Randy transfers the entire $30,000 into the 
trust. Randy’s eligibility for SSI and Medicaid should be 
reinstated once the funds are held by the trust. 
 
Thus, the creation of a SNT by a child with a disability 
should be undertaken with great care. The usual alternative 
to transferring the child’s assets into such a trust, however, 
is not very satisfying; spending down the child’s assets to 
the $2,000 asset limitation used by the SSI and Medicaid 
programs. In sum, SNT’s created with a child’s funds are a 
worthwhile option.  
 
The Medicaid rules permit an individual with a disability to 
fund a trust, but the trust must be established by the 
individual’s parent, grandparent, legal guardian, or a court. 
In addition, the trust must provide that, upon the 
beneficiary’s death, Medicaid be reimbursed for the funds it 
has expended for the beneficiary’s care. 
 
F. How can we be sure the trust funds will not be seen 
as our child’s assets? 
 
As stated above, a SNT must be carefully drafted to ensure 
that a child with a disability has no right to distributions of 
income or principal. The trustee must have absolute 
discretion over the distribution of funds. In this manner, 
the trust funds should not be viewed as the child’s assets. 
 
The Social Security Administration (the federal agency 
which oversees the SSI program) has local offices which 
can at times be unpredictable. For this reason, a properly 
drafted SNT will contain a “termination clause” which calls 
for the dissolution of the trust should the trust funds be 
viewed as an asset of the child. 
 
G. If a parent sets up a SNT for their child will it affect 

the parent’s eligibility for Medicaid? 
 
Many elderly individuals rely on Medicaid to pay for the 
costs of nursing home care. Medicaid, however, is only 
available to those individuals with little or no assets. One of 
the major eligibility rules for Medicaid penalizes individuals 
who try to give away their assets in the hope of becoming 
eligible for Medicaid. 

The Medicaid eligibility rules, however, contain exception 
to this transfer rule for parents who establish trusts for a 
child with a disability. Thus, parents can transfer as much 
money as they want to a SNT without fear of disqualifying 
themselves for Medicaid. 
 
To receive a complete overview of Supplemental Needs Trusts: the 
Centerpiece of Estate Planning for Parents of Children with 
Disabilities, please contact Moschella & Winston, LLP for a full copy at 
www.moschellawinston.com. 
 
By Alex L. Moschella, Esq., Neal A. Winston, Esq. and Kara O’Brien 
Holland, Esq. – Moschella and Winston, LLP  Reprinted from mdsc update, 
newsletter of the Massachusetts Down Syndrome Congress 
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Safety: It Takes Planning  
and Educating, Too 

 
They are the kinds of things that happen every day. Maybe 
a stranger knocks at the door, or perhaps the bus doesn’t 
come on time. Maybe a telephone solicitor requests 
personal information. 
 
Would your young adult with a disability know how to 
handle such situations? It’s more than an academic 
question. Knowing how to respond when things go 
wrong, feel scary, or may be dangerous is important to 
being safe. 
 
As children with disabilities become youth and adults in 
the community, it is vital that they have the skills and 
resources to stay safe. You can help your child prepare for 
this aspect of independence in many ways. 
 
“Think about your young adult being in the community,” 
says Sue Fager, a PACER transition specialist. “Now 
imagine something upsetting happening. What skills or 
resources would you wish were in place for your child 
before it happens?” 
 
Those are the kinds of questions that you might want to 
start discussing with your child. “The answers will be 
unique to each family, “ Fager says. Your child’s disability, 
skills, and living situation will all be factors to consider as 
you have this conversation. If your child is receiving 
transition planning services through an Individualized 
Education Program (IEP), you may want talk with the 
IEP team about including safety goals. 
 
Fager recommends looking at six areas when thinking 
about safety for your transition-age young adult. 
 
Self-advocacy skills  
 
Help your child develop healthy boundaries and effective 
communication skills. You may want to encourage your 
child to practice communicating messages such as “No.” 
“Leave me alone.” “I need…” “I want…” 
 
Disability-appropriate supports 
 
People with a communication or behavior disability may 
find it helpful to carry a card that could be used to 
communicate with others, including the police. The card 
might contain information such as: 
 

∗ Your child’s name 
∗ A sentence stating the disability and how it might 

affect your child’s ability to handle situations 
∗ A phone number of someone who could be 

contacted 
 

 
Safety network 
 
Help your child identify safe people and places in the 
community. This list might include: 

∗  Neighbors 
∗ Community helpers such as fire fighters, police 

officers, security guards, doctors or nurses 
∗ Public places such as a fire station, police station, 

place of worship, hospital or clinic 
 
Resources 
 
You never know when or where a problem might arise. 
Make sure your child always has a way to reach someone 
who can help. Provide a cell phone – and emergency 
phone numbers – for your child to carry at all times. 
 
Transportation 
 
Common sense safety tips are good for everyone – with or 
without disabilities. Here’s a good list for the whole family 
to review. 
 
At home 
 

∗ Keep doors locked at all times. 
∗ When you leave, lock your windows. 
∗ Don’t open your door to strangers or let them into 

your building, apartment, or house. 
∗ Have a working fire extinguisher and know how to 

use it. 
 
Out and about 
 

∗ Don’t leave a purse in grocery basket when you     
 turn away. 

∗  Don’t give personal information to strangers. 
∗ Stay alert to what is going on around you. 

 
It’s a big world out there. With some discussion and  
planning, it can be a safer one, too. 
  
By Marcia Kelly  Reprinted from Pacesetter, news magazine of PACER Center, 
952.838.9000  
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 In Memory of Ralph E. Hayhow: 
Bob and Kay Merz 
The Schaiper Family 
The Roell Family 
The Knepfle Family 
Mr. and Mrs. James W. Ahlrichs 
John Lammers-National City Bank 
Jerry and Kathy Riehle 

 
In Memory of Harold Schaechter: 

Peggy Hatfield  
Aramac Supply Company  
George and Sallie Bell, Sr. 
Robert and Flora Finn 
From the neighbors on Lilac Lane in Amelia, OH 
The Shivener Family 
Kimberly Sherden 
Bert and Sue Welage 
The New Richmond Elementary Staff 
Bob and Alice Dills 
Betty Frey 
John Meyer 
Mary Thom 
Nancy Neal 
John and Leann Ward 

 
In Memory of Louise M. Rush 

James and Deborah Wasserman 
Martin Rush M.D. 
William and Lois Rush (and family)  
Michael and Ginger O’Connor 
Art and Nancy Rossi 
Barbara Lolli 
Cynthia Rush 
Patrick Coffey 
Jack and Karen Vehr 
Michael and Annette Lolli (and family) 
Anthony Lolli 
Susan Lolli 
Jim Lolli 
Linda Sikora 
James and Maria Ricchio 

In Memory of Amelia Palermo 
    Dave and Rita Ennis 
    Jack and Karen Distler 
    Melissa, Tom and Tony DiPuccio 
    Bella DiPuccio 
 
Jini MacDonald in memory of Bob Jung 
Lynn Doll 
Edward and Anne Reis Jr. 
Louis and Mary Fetch on behalf of Joe Murray 
Thomas and Ruth Powers 
Bruce and Janet Ogle 
Dan and Sue Niehaus in honor of Dr. Peter Dingan 
Rita Lamers in memory of Clara Dirnberger 
Richard and Denise Klekamp in memory of Faith Klekamp 
Mort Nelson and Roz Klein in memory of Linda 
Wayne and Marcia Neltner in memory of Clara Siry 
Mort Nelson and Roz Klein on behalf of  Susan Katz (speedy recovery) 
Mort Nelson and Roz Klein on behalf of Mr. Leonard Solganik (speedy 
recovery) 
Mark and Jane Utrevis in honor of Elizabeth Cracas 
Kristen Kildow in honor of Charlie Ehrhardt 
Mike and Carla Buell in honor of Cal Carter 
Emerson Fall in honor of Cal Carter 
Richard and Elizabeth Bermudes 
Charles and Linda Mincer in memory of Claudia Mailender 
Janet Kindig 
Robert Walker 
Robert and Jeana Wahlbrink Fund of The Greater Cincinnati 
Foundation in honor of Zachary Barnes 
Kevin and Anne Keefe 
Alicia M. Finni 
Mike and Kay Murphy 
Ric and Joan Doyle and family in memory of  Rodney Martin 
Barbara MacTaggart in memory of Susan A. Schweiger 
Robert C. & Adele R. Schiff Foundation 
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The Pension Protection Act of 2006, which was signed into law in August, provides a new and potentially very attractive 
way for individuals to make gifts to their favorite charities, including the DSAGC? During a two-year window in 2006 and 
2007, donors can make charitable contributions directly from their IRA accounts without having to include the amount of 
the distribution in their adjusted gross income. Until now, the only way a donor could use funds from his or her IRA for a 
charitable gift was to first take a taxable distribution from the account, and then donate the funds to a charity. Even 
though the gift qualified for the charitable income tax deduction, the transaction did not always result in a complete 
avoidance of tax. Under the new law, all tax consequences of the withdrawal and subsequent gift are totally eliminated. 
 
There are a few basic conditions that must be met. In summary, the donor must be 70 ½ years of age or older at the time 
the gift is made; the total amount of the gift is limited to $100,000; the transfer must go directly from the IRA account to a 
qualified charity, with no benefit accruing to the donor; and transfers must be from a traditional or Roth IRA. 
 
This option should prove to be very attractive to literally millions of people, since Americans of all walks of life now hold 
a significant proportion of their wealth in retirement plans like IRAs. If you are a grandparent considering a special gift to 
the DSAGC (or if your child has such a grandparent!), you may want to consider this opportunity soon, before the new 
tax provision expires at the end of 2007. If you would like more information about how to make a gift from an IRA to the 
DSAGC, please call Janet Gora at 513.761.5400. 
 
By Barb Wolf, Development Consultant TWA 

Ways to Give 
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For Your Information  

Research Study 
 
To:   Parents of children and young adults with Down  
 syndrome 
 
From:  Dr. Libby Kumin, Loyola College  
 (lkumin@loyola.edu) 
 Dr. Heidi Feng, Towson University  
 (jfeng@towson.edu) 
 Dr. Jonathan Lazar, Towson University 
 (jlazar@towson.edu)Dr. Ant Ozok, University of  
 Maryland Baltimore County (ozok@umbc.edu) 
 
We are beginning to study computer usage by children and 
young adults with Down syndrome using an on-line survey. This 
survey is appropriate for parents of children with Down 
Syndrome who are between the ages of 6 and 21. It can be filled 
out by parents or  you and your child can fill it out together. 
You can participate from anywhere you live and the survey 
should not take more than 15 minutes to complete. 
 
We are inspired by our young friends with Down syndrome 
who are using computers for entertainment and for schoolwork. 
Why shouldn’t these skills be able to be developed into job 
skills? You can help us learn more about the computer usage of 
children with Down Syndrome, so that we can explore their 
current or potential computer use in detail. We hope, down the 
road, to develop effective computing tools or software, to help 
your children with Down Syndrome use computers for learning, 
leisure, and job skills. With computers playing such a large role 
in our daily lives, improving your children’s computer use can 
improve daily life. 
 
The first step is to study how people with Down syndrome are 
currently using computers. The survey will be on-line until 
January 31, but try to complete it as soon as possible. Thanks 
again for your participation. Together, we can make a difference! 
 
You can complete the survey on-line at 
 
http://www.surveymonkey.com/s.asp?u=750982588877  
 

Archery Clinic 
 
The Cincinnati Recreation Commission’s Division of 
Therapeutic Recreation will be hosting an Adapted 
Archery Clinic at the Corryville Community Center 
on Saturday, January 13 th from 9-12 pm. This clinic is 
designed for individuals with cognitive and physical 
disabilities, ages 7 & up. The Cost is $10.00  
 
There will be a certified archery instructor on hand to 
teach these introductory skills. Additional staff will be 
on hand to assist those individuals who need more 
instruction or assistance. If you enjoy the clinic, you 
can participate in an ongoing program held at 
Corryville on Tuesday evenings. 
 
To register call Kyra @ 352.4962 – we hope you can 
join us! We had a lot of fun last year! 

ABC Pediatric Opens New Site 
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Dear DSAGC:  We would like to thank the DSAGC for 
providing the scholarship fund for fun activities. Sophia started 
Hippotherapy in July right after her second birthday. We are 
fortunate enough to have received half the money from the 
DSAGC and half from ARC Hamilton County. We did a four 
week session and by the end of the four weeks she loved it. 
(She cried the whole first session.) After that, she would jabber 
all the way home. I just wish I knew what she was saying! We 
did a five week session in the fall and look forward to Spring. 
Thank you again for all your support. 
 
Sophia Arnold and parents. 

Dental Concerns, contd. from page 11 
 

Common Treatments 
 
The midline of the roof of the mouth represents a suture that keeps moving as a child is growing. Until that growth 
stops, it is possible to exert pressure with an expander to widen the palate to allow for better teeth alignment. Many 
parents in the audience attested to the ease with which their children became used to this treatment approach. This is 
done with the most common treatment appliance, a palate expander, which is a metal device that fits across the palate, 
and is expanded in small increments with the turn of a key. 
 
Parents are taught when and how much to turn the key to change the pressure. Partial braces are available today in many 
colors which children love. A removable traction appliance, which applies elastic traction, can be used to accelerate 
forward growth of the upper jaw. There are also removable and fixed retainers which may also hold replacement teeth. 
 

Is This For Us? Points to Remember 
 
• Monitor your child for difficulties with chewing or choking. See an orthodontist if these are occurring frequently. 
• Visit an orthodontist sooner rather than later to learn what problems may exist and the options available to remedy 

them. 
• Timing is important. If possible address issues before growth slows down. 
• Discuss treatment options fully with your child’s orthodontic specialists to weigh the cost and benefit to treatment in 

your child’s unique situation. 
• Be sure that your child’s dentist and orthodontist are providing your child integrated care. 
• Provide your orthodontic team with information about your child’s fears and anxieties, strategies that have worked 

and those that have not, and any other information that would better help the dental team treat your child. 
• Work with your orthodontist office to help put your child at ease. 
• SMILE! There is nothing better to help someone feel good. 
 
Reprinted from UPS for Downs Newsletter, February 2006 and NADSNEWS, March 2006 
 

Research Study in Persons with Down Syndrome 
 
The Jane and Richard Thomas Center for Down syndrome at Cincinnati Children’s Hospital Medical Center is 
undertaking a study to assess language function with functional magnetic resonance imaging (fMRI) in persons with 
Down syndrome. This study will include a medical history, physical examination, IQ and language testing, and an fMRI 
scan. MRI scanning does not use x-rays or other harmful forms of radiation, and is routinely used in clinical 
examinations. Persons with trisomy 21 Down syndrome between the ages of 10 and 30 are eligible to participate.  
Participants will receive up to $80 for their time and travel.   
 
To date, 11 persons with Down syndrome have been scanned. However, we need more volunteers to help make our 
study stronger! Results from this study could begin to answer questions about language ability in Down syndrome.  
 
If you would be interested in participating or learning more about the study, please contact Ms. Stephanie Hotze 
(Research Coordinator) at 513.636.3881 or Ms. Lisa Jacola (Research Assistant) at 513.636.9669 .   



 

 

DSAGC Board 
 
Board Officers 
 
Connie Hutzel   
President 
Scott MacEachen 
Vice-President 
Elaina Stuard  
Treasurer 
Sally Hayes 
Secretary 
 
Board of Trustees  
 
Rod Baehner  
Linda Dempsey 
Joe Driehaus  
Joan Eve 
Amy Fovel  
Charles “Chip” Gerhardt 
Christine Heubi 
Lucinda Hurst 
Doug Kammerer 
Ron Koetters  
Lana Makin 
Katie Maly 
Peter Ney 
Sally Shott, M.D. 
 
Advisory Board 
 
Melinda Chalfonte-Evans, Ph.D. 
Fran Hickey, M.D 
Bonnie Patterson, M.D.  
Clarissa Rentz, MSN, APRN 
Sally Shott, M.D. 
Brad Tinkle, M.D.  
Thomas Webb, M.D. 
 
Apologies to Lana Makin whose name 
was left off of the board list.. Lana is a 
former board president and has been on 
the board since 2001. 
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The strength of a 
fortune 500 company  
and the attention of 

a local bank 

As parents of children 
with Down syndrome, we 
often face financial  
challenges.  I can help 

determine if your most 
important financial tool, 
your mortgage, best 
meets your individual 
needs.  Call me for more 
information. 

 

•Purchase or Refinance 
•Lowest payment options 
•Traditional  fixed rates 
•Adjustable rates 
•Second homes 
•Investment Loans 
•Equal opportunity lender 

Lending 
in all 50 
states 

Contact: Pete Scudder  (513) 237-5626 
10260 Alliance Rd.  Cincinnati, OH  45242 

A DIVISION OF WORLD SAVINGS BANK  

Thank You to Home Loan Experts for donating  
the printing of D.S.Press. 



 

 

DSAGC 
Phone: 513.761.5400 Fax: 513.761.5401 

Website WWW.DSAGC.COM 
 

Office hours: 9:00 am to 4:00 pm 
Monday-Friday  

DSAGC Staff 
Janet Gora   Janet.dsagc@fuse.net 
Executive Director 
Debbie Baker   Debbie.dsagc@fuse.net 
Event Coordinator 
Patrice McHale  Patrice.dsagc@fuse.net 
Self -Advocate Representative  
Martha Ostendarp  Martha.dsagc@fuse.net 
Family Support Coordinator 
Abby Sanders   Abby.dsagc@fuse.net 
Adult/Advocacy Coordinator 
Lisa Steele   Lisa.dsagc@fuse.net 
Business Manager/D.S.Press Editor 
Sally K. Tilow   Sally.dsagc@fuse.net  
Outreach Coordinator 
Collette Maddy   Collette.dsagc@fuse.net 
Administrative Assistant 
DSAGC email   DSAGC@fuse.net 

The D.S.Press is published 6 times a year. The pur-
pose of the D.S. Press is to share current information 
about various topics relating to Down syndrome and 
publicize the activities of the DSAGC. 
 
The DSAGC does not endorse, recommend or sup-
port any particular regime, therapy or treatment. 
 
We welcome articles from parents, professionals and 
other interested parties. Please send material for con-
sideration to the DSAGC.  
 
Articles written for D.S.Press may be reproduced if 
credit is given to the author and D.S.Press. Please in-
clude a line that states: “Reprinted from the D.S.Press, 
newsletter of the Down Syndrome Association of 
Greater Cincinnati.” Permission to reprint articles not 
original to the D.S.Press should be acquired from the 
original source. 

Down Syndrome Association of Greater Cincinnati 
644 Linn St., Suite 1128     
Cincinnati, OH 45203 
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Would you like to receive the D.S.Press 
by email instead of through regular 
mail? We would like to make the 
delivery of the newsletter convenient 
for everyone while keeping costs low 
for the DSAGC. If you’re interested, 
contact Lisa at lisa.dsagc@fuse.net. 


