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From the Executive Director, Janet Gora  

I am so thankful that we have such a strong Board of Directors here at the DSAGC. It is 

a pleasure to work with them all. Because of term limits, we have four members rolling 

off and four members rolling on. Let me introduce our newest Board Members who will 

serve until December 31, 2011 with the option of renewing for three more years. 

  

Tayfun Tuzun is the proud father of Ela. He works as the Structured 

Finance Director at 5/3 Bank. Tayfun and his wife Laura live in the  

Anderson Township area. His family has participated in many of the 

events organized by DSAGC. Tayfun has joined the DSAGC Board 

both from a personal perspective as well as from a community service 

perspective. He was on the board of both the Hamilton County Special 

Olympics as well as the Tri-State Adoption Coalition. Tayfun is serving 

as our Treasurer and is the new chair of our Finance Committee.   

 

The second new Board member is Bill McCloy . Bill is the President/

CEO of CE Power Solutions. Bill and his wife Jenny and their family 

live in Liberty Township in Butler County. Bill has been active with the 

DSAGC fnke ntshmf rhmbd hsr¯ hmbdoshnm ĝmc gĝr ĝssdmcdc rnbhĝk, rto-

port, and fundraising functions with DSAGC since his son, Sam, was 

born in 1994. Bill joined the DSAGC Board because he has always 

committed a portion of his time to his community and appreciated 

what the DSAGC did and the impact we have had with limited re-

sources. Bill is involved with other agencies including St. Max Kolbe church, Mother 

Teresa Catholic Elementary school, JDRF-®WĝkjTĝkj¯ oqnfqĝl ĝmc sgd RISE Pqnfqĝl hm 

Tuscaloosa, AL. 

 

Missy Kline -Scavlem was the director of marketing for Gardner 

Publications, Inc. and now is the COO. She and her husband Steve 

have been actively involved in the DSAGC since the birth of their 

cĝtfgsdq Vhnkdssd. Mhrrx rdqudr nm sgd DSAGC¯r Cnlltmhbĝshnmr 

Advisory Panel. She joined the Board because she would like to con-

sqhatsd lnqd sn °sghr dwbdkkdms nqfĝmhyĝshnm± ĝmc eddkr sgĝs gdq lĝq-

keting, publications, events and association experience could bring 

value. She is also on the board of the Goering Center for Family Busi-

ness and has written wonderful articles that have appeared in the Enquirer and our 

new parent magazine. 

 

Kristen Vonderbrink is our last new member. Kristen is a document 

clerk at 5/3 Bank in Madisonville. She has been an active participant 

in the Adult Matters Program. She joined the Board because she 

vĝmsr sn bnmsqhatsd °bnnk ĝmc gho mdv hcdĝr ĝmc rtffdrshnmr sgĝs 

bntkc ad hm fnnc trd enq fdmdqĝshnmr sn bnld.± Sgd hr ĝkrn hmunkudc hm 

Project Search and the DSAGC golf outing. Kristen is another wonder-

ful writer as you will see from her column in the dspress. She also is 

looking forward to attending Affiliates in Action in Washington, DC where she will be 

meeting with representatives to further the cause of people with Down syndrome. 

 

A special thanks goes to our four Board members rolling off the Board because of 

term limits. I will miss the wisdom, humor and experience this group brought to 

the association but look forward to many more years of service as they continue 

to be involved with us. Here are a few ways they contributed to make this organi-

zation better for everyone while they served on the Board:  
 

Contd on  page 15 
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Our cover photo is of Clara 

Jamison. The photo was 

taken by Nancy Sanner of 

Sannervision Photography, 

www.sannervision.com 



 

 

From Board President, Connie Hutzel  

D.S.Press 3 

Wgdv! Wgn bĝm adkhdud hs¯r 

already 2009? As a kid, the 

years always dragged on, 

but now they just fly by. I just 

get used to writing one year 

on my checks when the next 

year sneaks in. 

 

For me, the most mentally 

draining thing in 2008 was 

the whole issue surrounding 

Cĝqrnm¯r dxdr ĝmc ghr jdqĝ-

toconus. A week before Hal-

loween, his school nurse 

called because he was 

complaining about his eye 

and they were both a little 

red. Thinking it may have 

been allergies, I called his 

eye doctor and made an 

appointment for the next 

day. However, when I 

picked him up from school, 

he was complaining much, 

much more than he had 

been about his eyes. With 

limited verbal (he has 

apraxia), he kept repeating 

nudq ĝmc nudq, °Ov dxd. Ov 

dxd.± Nnv sgd lnl hmrshmbs 

kicked in and I zipped him 

directly to the eye doctor ³ 

appointment or not. The 

cnbsnq knnjdc ĝs Cĝqrnm¯r 

eye, and agreed that he did 

something to the cornea 

(my biggest fear). He put 

some numbing drops in 

Cĝqrnm¯r kdes dxd, Cĝqrnm 

immediately let out a huge 

sigh ³ the sound of relief. 

 

Knowing that the relief from 

pain was temporary, he took 

Carson to the back to exam-

ine his eyes under the mi-

croscopes, verified that he 

did indeed rupture his cor-

nea, and got us a fast-track 

appointment with the cor-

nea specialist. Before see-

ing the specialist, the nurse 

rĝhc rgd chcm¯s vĝms sn ĝkĝql 

me, but Carson might be 

having a cornea transplant 

sgĝs mhfgs. Wgĝs??!! Dhcm¯s 

want to alarm me?? Was she 

kidding?? In my mind, a 

transplant was something 

we planned for, not some-

thing that was done in an 

emergency. 

 

When the specialist looked 

ĝs Cĝqrnm¯r dxd ĝmc rĝhc sgd 

membrane was intact, I was 

rn qdkhdudc, I chcm¯s dudm 

think to ask what membrane 

he was talking about.  It just 

sounded like such good 

news not to mention that my 

brain was still numb from 

the idea of a possible trans-

okĝms sgĝs mhfgs, sgĝs I chcm¯s 

even ask for any details. He 

was treating the eye with a 

couple of ointments and 

Carson was wearing a clear 

eye guard over his eye to 

keep from touching it. 

 

As many of you know, when 

our kids see specialists, you 

become your own special-

ist, like it or not. I now know 

more about the cornea than 

I dudq vĝmsdc sn. Is¯r sgd 

clear outer layer of the eye, 

but really there are 5 layers 

sn sgd bnqmdĝ. Is cndrm¯s 

have blood vessels in it, 

which is why it is much 

slower to heal than other 

parts of the body. Mis-

shaped corneas distort the 

way the light enters the eye, 

thus affecting the vision. 

Tgdqd¯r ltbg lnqd sn sgd 

bnqmdĝ, ats sgĝs¯r rnld aĝ-

sic information. 

 

Carson was diagnosed with 

acute hydrops, which the 

doctor compared to an 

earthquake in one or more 

of the inner corneal layers, 

allowing fluid to come 

through and make a little 

fluid-filled bubble in his eye. 

Sounds gross, I know, and 

believe me, the pictures I 

saw on the internet are 

pretty gross of giant eyes, 

ats ĝs sgd rĝld shld, hs¯r 

your kid and you want to 

know all that you can. 

 

Is¯r mnv addm ĝants 6 vddjr 

and the bubble is much 

smaller than before. Last 

week, the doctor said his 

eye was about healed and 

that it looked good. Appar-

dmskx, rnld odnokd¯r anchdr 

cnm¯s gdĝk sgd °dĝqsgptĝjd± 

very well, and a transplant is 

still necessary, but he had a 

good feeling about Carson 

rhmbd gd¯r xntmf ĝmc bdkkr 

generate somewhat rapidly. 

 

I know down the road, a 

transplant is in order for his 

left eye, but is there any-

thing that can be done for 

ghr qhfgs dxd, sgĝs¯r nmkx 

showing beginning signs of 

keratoconus? How far do 

you go to save the vision?   

 

In June, we tried qualifying 

for that FDA trial of the pro-

cedure that halts and some-

times reverses the effects of 

keratoconus, but Carson 

was too young and they did-

m¯s sghmj gd vntkc rhs rshkk 

long enough without seda-

tion. There are cornea spe-

cialists all over the world 

that perform this procedure, 

ats sgdqd¯r ĝkrn nmd ftx hm 

California who does it for 

profit and is not part of the 

FDA study.   

 

(I cnm¯s qdĝkkx jmnv gnv gd 

can perform it and the oth-

dqr ĝqd hm sqhĝk, ats I cnm¯s 

think I can wait until the 

right eye is so damaged, the 

treatment is not possible.)   

 

After much prayer and 

sgntfgs, I¯ud lĝcd to lx 

mind to get Carson to CA in 

early 2009 to see if they can 

do anything to his right eye. 

In e-lĝhkr sn sgd cnbsnq¯r 

office, they have performed 

this procedure on people 

with DS and also on young 

odnokd, ats I¯l vĝhshmf sn 

gdĝq he sgdx¯ud odqenqldc hs 

on young people with Down 

syndrome or on anyone with 

a little sedation. I also need 

a couple more tests from the 

doctor here to send out to 

CA to see if they even think 

Cĝqrnm¯r ĝ fnnc bĝmchcĝsd. 

Tgĝs cndrm¯s ftĝqĝmsdd gd¯kk 

qualify for the procedure, 

nmkx sgĝs gd¯kk gĝud ĝmnsgdq 

exam by the CA doctor. If at 

sgĝs onhms sgdx sghmj gd¯r ĝ 

fnnc bĝmchcĝsd, sgdx¯kk cn 

the procedure. Of course, 

none of this is covered by 

hmrtqĝmbd (hs¯r bnmrhcdqdc 

elective, although they will 

cover the transplant if I want 

to wait until any chance of 

prevention is well past ³ 

sound familiar??), but like I 

said, how far do you go to 

save the vision? 

 

Sn, mnv xnt jmnv vgĝs¯r 

been heavy on my mind for 

the last few weeks. I still 

cnm¯s jmnv gnv Cĝqrnm qto-

tured his cornea, but I sus-

pect that he rubbed his eye 

and that was the straw that 

aqnjd sgd bĝldk¯r aĝbj, 

dudm sgntfg gd¯r mns ĝ ahf 

eye rubber. It just goes to 

show how fragile the cornea 

hr vgdm hs¯r ltbg sghmmdq 

than normal. 



 

 

Baby Matters  
 

From Early Matters Coordinator, Martha Ostendarp  

Martha@dsagc.com 
 

Educational Programs for Families of  

Children Ages Birth-3 
 

There will not be a meeting in January. 
 

Date/Time: Wed.    February 11         7:00 pm 

Program: Food Allergies-Answers to Tough  

  Questions About Food 

Speaker: Tara Koker Noia 

Location:  Cghkcqdm¯r Hnrohsĝk hm Lhadqsx Tnvmrgho 
 

Directions are on our website calendar. 

Childcare is available at no charge. You must reserve a 

spot by the day before the meeting. 

Play Therapy  
 

For children with Down syndrome birth through 3 

years. The group is attended by one or both parents 

and their child. Developmental Play provides an op-

portunity to engage in playful activities that stimulate 

social, emotional, motor and intellectual skills and an 

opportunity to network with other parents.  
 

The 4th Saturday of the month 

January 24 and February 28 
 

 

North  

Where:  ABC Pediatric Therapy  

  9902 Windisch Rd West Chester 

Therapist: Sarah King 

Time:  10-11 am 
 

South 

Where:   A Step Ahead Pediatric Therapy 

   2865 Chancellor Dr #105, Crestview  

  Hills  

Therapist: Dan Cross 

Time:      10-11 am 
 

East 

Where:  Leap Beyond Therapy 

  6915 Beechmont Ave. 

Therapist: Kristy Brandabur 

Time:        3-4 pm 
 

West 
 

Where:  Cincinnati Speech 

  3301 Westbourne Dr. off of Glenway 

Therapist: Sharon Olthaus  

Time:  10-11am 

D.S.Press 4 

Meetings and Events  

Seasons of the Heart  
A Support Group for Parents 

 

Cindy Bregel, FIN of Ohio from Steps Towards Tomor-

row Series 

Saturday, January 17                 3-5 pm 

DSAGC office    644 Linn St.  #1128 

 

Join Cindy for a parent discussion about the feelings you 

had when you found out your child had DS and how it 

bgĝmfdc xntq khed. Is¯r ĝm ĝesdqmnnm ne kdĝqmhmf sgĝs xntq 

feelings are often the same as other parents. 
 

RSVP by January 15 to Martha@dsagc.com. We will can-

cel if there are less than 3 couples. 

Preschool Matters  
 

For Families of Children Ages Three-Five 

Program will be held the third Tuesday, 4 times per 

year 
 

The first meeting will be held March 10. 

Starfire Council, 5030 Oaklawn Dr. I-71, Red Bank 

Exit  
 

A light dinner will be provided.   

No childcare is available.  

Early Matters Social  
 

Parents who have a child who has DS birth through 5 years 

old and their siblings. Three Saturdays a year at the 

DSAGC office. 

 

Saturday, February 7th  COOKIES!!!  We will have cookies 

and you bring the toppings! (icing, sprinkles, nuts etc..)   

Crafts will be available for the kids. 

 

RSVP Martha@DSAGC.com 
 

Parents with children over 6 that would like to host 

(volunteer) let me know  

mailto:Martha@DSAGC.com
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Meetings and Events  

DSAGC Annual Holiday Party  
 

There were many smil-

ing faces on Sunday, De-

cember 7th at the Great 

Wolf Lodge as children 

rĝs nm Sĝmsĝ¯r kĝo sn gĝud 

their picture taken and 

nodm ĝ  fhes. Sĝmsĝ¯r okĝx-

land was full of activities 

and crafts³the food was 

delicious and the Awards Ceremony memorable. 

 

Thank you to Mitsubishi Electric Automotive of 

Aldqhbĝ, Kngk¯r Cĝqdr enq Khcr, Tgd Gqdĝs Wnke 

Lodge and the DSAGC Family Event Fund for pro-

viding such a wonderful afternoon! 
 

We are grateful to our numerous volunteers from 

Sycamore Interact Club, Mt. Notre Dame High 

School and the Girls Mason High School Lacrosse 

Team and their coaches. Thanks to Nancy Goetz 

and Alaina Maddy who helped with registration. A 

rodbhĝk sgĝmj xnt sn Sĝmsĝ¯r crew  of Bob, Kay and 

Peter Merz.               See pics on page 17 & 18. 

 

DSAGC Annual Recognition Awards  
 

Ndv ĝs sghr xdĝq¯r Hnkhcĝx Pĝqsx vĝr sgd oqdrdmsĝ-

tion of our Annual Recognition Awards. There are 

so many wonderful volunteers who support the 

DSAGC and it is our privilege to work with them 

throughout the year. This years winners were: 
 

Empower Award-Mac Mattheis 

Education Award-Jean Ann Sisk 

Enhancing Lives Award-Roben Dixon 

Celebration Award-Stefanie Hoffmeier of TMS 

Lifetime Achievement Award-Lana Makin 

 

We would also like to mention other individuals 

who were nominated for the awards. It is always a 

hard decision to choose those who will receive the 

awards when there are so many worthy nominees. 

Thanks to all of you for your support of the DSAGC. 

 

Stacy Masterson, Blue Ash Elem 

Steve Hunt, Doug Kammerer & Bill McCloy-

DSAGC Golf Committee members 

Shannon Ormondy & Mindy Montessro, CITE Ser-

vices 

Tony Gentry, Wyoming High School 

David Fenton, Clark Montessori High School 

BIG NEWS ABOUT 

THE BUDDY 

WALK!!   
 

Tgd Btccx Wĝkj gĝr fqnvm kdĝor ĝmc antmcr£nq ĝs kdĝrs ĝ 

bridge and a river! To accommodate our growing number of 

participants in our Annual Buddy Walk we will be moving 

across the bridge to Sawyer Point (that is the Ohio side!) 

 

SAVE THE DATE!  The 2009 Buddy Walk will take place on 

Saturday October 10, 2009 at 9:00! October is the official 

Down Syndrome Awareness month, so what a better way to 

celebrate this annual event. We will have a short and long 

route, and the same beginning and end point. We will have 

the P&G Stage for entertainment and plenty of grassy area 

for running around and for the festive After Party. We look 

enqvĝqc sn ĝmnsgdq fqdĝs Btccx Wĝkj hm Obsnadq££lnqd 

exciting details to follow in 2009! 

Mac Mattheis shows off his award 

Roben Dixon (r) and Colleen 

Lana Makin (r) and Michael 


