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Great times to 
remember — 

The 2004      
Raleigh   

Christmas    
Parade and 

TDSN Holiday 
Party   

Gabrielle Angelini is all smiles for Santa at the party.  

It was Dad’s day to show off our kids on  the 
TDSN float in the Raleigh Christmas Parade. 
More photos, page 5. 



lose this important outlet for our 
mothers. 

 Contact Donna Beckmann 
for more information at (919) 682-
5188 or dbeckmann@nc.rr.com. 

   

 

 Now’s your chance to share 
your great ideas, and support other 
moms!  

 The next Mom’s Night Out 
will be held Monday, February 28 
at 6:30 p.m.  

 January’s MNO was not 
scheduled because we are still look-
ing for an MNO coordinator. See 
below for some of the requirements 
of the “job.” It won’t take much of 
your time, just a few organizational 
skills and a calendar.  

 Please help out so we don’t 

 The first planning meeting for 
a Special Education PTA will take 
place on Thursday, January 27.   

 This PTA will span across all 
schools in Wake County to include the 
parents of children at all levels of spe-
cial education, from preschool to high 
school, so that parents can network 
with each other and share ideas and 
strategies to improve their child's edu-
cation.    

 Several planning meetings are 
planned for the spring to define the 
mission and design the structure of the 
group and its bylaws before electing 
PTA officers for the following aca-

demic year. The location for the meet-
ing is not yet determined, but we need 
more voices to help form this group 
from the ground up!   

 Contact Leigh Menconi at 
Lmenconi@earthlink.net or (919) 856-
0391 or Jacqueline Powell at (919) 
866-1449 (Jacquie@mipsystems.com) 
for more information. 

National PTA Listserv Launched 

 Realizing that PTA members 
with children with disabilities are often 
geographically dispersed and, in some 
cases, isolated from other parents 
facing similar issues, National PTA has 
created a listserv to facilitate the 

sharing of information and resources.  

 The listserv also will provide 
National PTA a public forum to keep 
PTA members informed.  
 There are 172 local PTAs dedi-
cated to special education issues nation-
wide. 
 To join the listserv, go to 
������������	
����
�����  and fill out the 
required fields. If you have any questions 
regarding this listserv, contact Melina 
Wright, National PTA's federal lobbyist 
on disability issues, at mwright@pta.org, 
or Shahenaz Chhipa, the listserv adminis-
trator, at schhipa@pta.org. 

 

only paper products and beverages.  
Attendees will bring appetizers and 
desserts. Contact Donna Beckmann. 

�         Buddy Walk Committee 
Chair/Co-chair : Contact Christie 
Coghill (tczcoghill@yahoo.com or 
(919) 359-0243) or Julie Lanning 
(jbemlanning@aol.com or (919) 557-
5721) for more info. They are creating 
a notebook with information about 
how/when to do various tasks so that it 
all comes together by October. 

We have the following volunteer posi-
tions open for next year: 

�         Mom’s Night Out Coordina-
tor : Responsibilities include scheduling 
(and trying to attend) Mom’s Night Out 
about nine times a year, alternating 
between restaurants and members’ 
homes. Contact Donna Beckmann for 
more information at (919) 682-5188 or 
dbeckmann@nc.rr.com. 

�         Mom’s Night Out Hostess:  
Host a MNO in your home, providing 

�         Parent Support Meeting Coor-
dinator : Responsibilities include com-
ing up with a topic/speaker (we do have 
a file of suggestions to go from if you 
don’t think you can come up with 
something), arranging for childcare,  
coordinating the logistics of getting a 
key to open building and closing up 
afterward.  
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1/29/2004   Olivia Wood 

2/1/2002   Megan Gannon 

2/2/2001   Susanna Oates 

2/2/1999   Andrew Higgins 

2/7/2001   Jordan Stanley 

2/8/1996   Megan Dudek 

2/11/1998   Josi Ferguson 

2/11/1987   Brian "BJ" Buckley 

2/15/2001   Michael Bailey 

2/17/1990   Jennifer Abbruscato 

1/2/1995   Jacob Gutierrez 

1/5/2000   Myles Monk 

1/7/1996   Jonathan Mitchell 

1/7/2000   Aaron Parker 

1/16/2001   Grace Paxton 

1/16/2003   January Sage McPhee 

1/18/1998   Gabrielle Angelini 

1/19/1995   Jake Gerber 

1/20/1988   Sarah Spruill 

1/20/2000   Nicholas Little 

2/17/1992   Alexander Furiness 

2/20/2002   Jenna Claire Fogleman 

2/20/1985   Jenny Lowther 

2/23/2001   Wilson Lloyd 

2/28/2001   Jada Spivey 
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 January 8 Teen to Adulthood Parent Meeting. Topic: Goodwill Industries "School to Work" 
   program. 9:30-11 a.m. Millbrook Exchange Community Center, 1905 Spring Forest 
   Road, Raleigh. Kathy Honeyman, (919) 878-3239. 

 

January 18 Family Support Network Holland Tour Group . Sensory Integration. 6:30 p.m.   
  Brooks Avenue Church of Christ, Raleigh. Reserve child care one week in advance.                            
   (919) 662-4600 ext. 257. 

 

February 12 Valentine’s Day Dance. 7-10 p.m. $3. Ages 12 and up. Millbrook Exchange Community Center,  
  1905 Spring Forest Road, Raleigh. . DJ, dancing and refreshments. Sponsored by Raleigh Youth  
  Council and Raleigh Parks & Recreation Specialized Recreation Services. (919) 831-6835. 

 

February 12 Teen to Adulthood Parent Meeting.. Topic:  CAP Program. 9:30-11 a.m. Millbrook Exchange  
  Community Center, 1905 Spring Forest Road, Raleigh. Kathy Honeyman, (919) 878-3239.  

 

February 15 Family Support Network Holland Tour Group . Summer camps for kids with    
  special needs. 6:30 p.m. Brooks Avenue Church of Christ, Raleigh. Reserve child 
  care one week in advance.  (919) 662-4600 ext. 257. 

 

February 25-26 “All Aboard to the Future.” ECAC special education conference, Adam’s Mark
   Hotel, Winston-Salem. (704) 892-1321 or www.ecac-parentcenter.org. (page 7) 

  

 February 28 Mom’s Night Out        
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 In November 2002, past 
TDSN Board member Michelle Pfeiffer 
and her husband Andy Merrills learned 
their 18-month-old daughter, Anna, had 
leukemia. 

 Though Anna was born with 
Down syndrome and they had known 
from her birth that she ran a higher risk 
to contract this type of cancer, the news 
was devastating. 

  “Through the difficult time of 
chemotherapy and recovery, we got to 
know how incredibly strong our little 
girl is, but we also learned a lot about 
both Down syndrome and leukemia and 
were amazed at how little is known 
about the two conditions,” Pfeiffer now 
says. 

 For instance, children with 
Down syndrome who develop leukemia 
have a much higher cure rate from the 
cancer than children without Down 
syndrome — but no one knows why.  

 That’s what led the couple to 
create “Anna’s Angels, The Anna Mi-
chelle Merrills Foundation for Down 
Syndrome and Leukemia Research” — 

in conjunction with Duke Children’s 
Hospital — to promote research in 
Down syndrome and leukemia. 

 Anna’s Angels will provide 
funds to promote laboratory and clinical 
research in these two areas. A Scientific 
Advisory panel of four leading physi-
cians from Duke University Medical 
Center, along with Merrills and Pfeiffer, 
will review the applications and issue 
the grants once a year.  

 In the year since starting the 
foundation, it has raised more than 
$40,000, and people like that 100 per-
cent of their donations go to research, 
Pfeiffer said.  

 “It’s nothing to do with me. 
It’s all Anna. That’s her purpose,” 
Pfeiffer said of the generosity of donors 
and her now healthy, lively 3 1/2 year 
old. 

 In February 2005, the first of 
the $5,000 to $10,000 grants will be 
announced for ongoing research. 

 On April 2 , the second annual 
Anna’s Angels black tie (optional) gala 
will be held at Prestonwood Country 
Club in Cary. Tickets are $70 and a 
silent auction will raise money for the 
foundation. E-mail for tickets to 
info@annas-angels.org. For more in-
formation visit them online at     

www.annas-angels.org 

 There’s still time to donate 
silent auction items. Contact Michelle 
at michellpfeiffer@nc.rr.com or at 
(919) 481-3464, and help more chil-
dren like Anna thrive to their potential. 

through the experience of having a 
baby with Down syndrome — an-
swered questions. Kristin Ferguson, 
Bill Ryan, Ann Garrett, Allana 
Minnick  and Chareen Monk shared 
their true life experiences of learning 
their child had Down syndrome. The 
panel focused on presenting what 
works best when healthcare profession-
als need to deliver the unexpected, usu-
ally shocking news. They also spoke of 
things not to say or things to avoid. 
Some advice from the parents included: 

· To remain positive. 

· To be supportive and compassion-

 On Wednesday, Dec. 1, many 
health care professionals, including 
nurses, child service coordinators and 
early intervention specialists attended 
the Down Syndrome Update conference 
at WakeMed.  

 The one-day conference pro-
vided updates on medical, developmen-
tal and feeding issues of infants born 
with Down syndrome. Professionals 
also learned about the impact on the 
family and resources for treatment and 
referral in order to care for children and 
their families. 

 At the end of the day, a panel 
of experts — parents who have been 

ate, not sympathetic. 

· To provide factual information 
about Down syndrome in a matter-of-
fact way and to avoid stereotypes. 

· To remind the parents that the 
baby is a baby first and that Down syn-
drome is just part of who the baby is. 

· To use people-first language. 

· To not say, “I’m sorry, but there’s 
something wrong with your child.” 

· To encourage parents to ask for 
help from their faith communities, 
friends and professionals. 
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The crowd cheered enthusiasti-
cally along the parade route for 
the TDSN float. 

Happy Holiday Happenings... 

Face painting, crafts, and good 
things to eat at TDSN’s holiday 
party led up to the excitement of 
a visit from Santa and fun for all. 

Thank you Apex High School 
Key Club for helping out! 



or through the state of North Carolina. 

 “You want to be able to think 
about, ‘What does my child need?’” 
McCants explained, and the more spe-
cific that information can be, the better. 

 “We want our children in the 
least restrictive environment,” McCants 
reminded parents who are often over-
whelmed by the jargon developing an 
IEP can entail. 

 The advice was helpful for 
newcomers to the system as well as 
parents with lots of IEP experience. 

 She said with all the details, it 
is important to take written minutes at 
an IEP meeting so you can refer back 
to them to make sure important issues 
are addressed and developed as a team. 

 She recommended resources 
like  www.wrightslaw.com for infor-
mation on important special education 
issues.  

 The ECAC IEP information 

  An IEP — Individualized 
Education Plan — is a “process” not a 
document, said Angela McCants, a 
parent educator for the Raleigh office 
of the Exceptional Children’s Assis-
tance Center (ECAC). 

 McCants, a  new grandmother  
of a baby boy named Zydayvion, who 
has Down syndrome, had lots of advice 
and encouragement for parents at a 
TDSN Parent Support meeting Novem-
ber 13. 

 Most of all, she reminded 
them to not be discouraged because 
nothing is set in stone.  

 “It’s a process,” she said. 

 To have a good IEP, McCants 
said it is important to have a good 
evaluation of your child. 

 She recommended an evalua-
tion outside the school system,  and 
suggested options like the Center for 
Developmental Learning in Chapel Hill 

packet is chock full of materials to help 
in the process. Get one by calling (800) 
962-6817. Or, go to their website at  
www.ecac-parentcenter.org  for lots 
more information about special educa-
tion laws, IEPs, inclusion, transition, 
positive behavior support, advocacy, 
upcoming events and more. 

 Parent Support Meetings are 
suspended pending finding a coordina-
tor.  
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 The Beach Center on Families and 
Disability of the University of Kansas, with The 
North Carolina Council on Developmental Dis-
abilities serving as liaison, is seeking partici-
pants for local focus groups. 

 The Beach Center is collecting the 
opinions, views, and perspectives of members 
of the disability community with regard to hu-
man genetic research and technology.  

 Participants should be "grassroots" 
members of the disability community and 
should generally not be officers on state or na-
tional disability boards or disability advocacy 
leaders. 

 Participants do NOT have to know 
anything about genetics, the human genome 
project, or genetic technology to participate.  

 The purpose of the study is:  
 
1. To better understand what knowledge or 
information members of the disability commu-
nity have on human genetic research and the  

source for such information..                 
2. To identify the hopes and fears that 
members of the disability community have 
related to the use of human genetic re-
search and technology. 
3. To understand the situations in which 
these hopes and fears arise. 
4. To identify ways that policies and prac-
tice may respond to these hopes and fears.  

 The focus groups will be held 
during the week of February 13 - 20, 2005 
and will last between two and three 
hours. The exact times and locations will 
be determined at a later date.   

 All remarks will be entirely con-
fidential, and participants may refuse to 
answer any questions and may withdraw 
from the study at any time.   

 Financial assistance will be pro-
vided for transportation, child care/respite, 
interpreters and any other accommodations  

necessary for participation. 

 Participants will be paid $50 –
regardless of later withdrawal or declin-
ing to answer certain questions. 

 Refreshments will be provided 
during a short break in each focus group. 

 Space is limited and each focus 
group can not exceed twelve participants.  
Contact Adele Newman at the NC Coun-
cil on Developmental Disabilities in Ra-
leigh at (919) 420-7901 or 1-800-357-
6916 extension 230, or e-mail her at 
adele.newman@ncmail.net.  

 If you have any additional 
questions about your rights as a partici-
pant, you may call (785) 864-7429 or 
write the Human Subjects Committee 
Lawrence Campus (HSCL), University of 
Kansas, 2385 Irving Hill Road, Law-
rence, Kansas 66045-7563, e-mail 
dhann@ku.edu. 
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Angela McCants 
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Subscriptions:  Notices are sent via e-mail 
to those for whom we have e-mail addresses 
when a new issue of TDSN News is avail-
able to view/print at our website (see be-
low). Printed subscriptions are mailed 3rd 
class bulk-rate the following week; the 
newsletter will not be forwarded to a new 
address by the post office so please send 
address updates to Leigh Menconi at Lmen-
coni@earthlink.net or leave a message on 
the TDSN Information Line at (919) 788-
3646. 

Submissions:  Submissions to the newslet-
ter are due by the 12th of even-numbered 
months. Any information received after that 
date will be considered for the next newslet-
ter. Ideas, articles and pictures for the news-
letter should be sent to the editor, Andrea 
Higgins, at jandahiggins@aol.com or tdsn-
editor@earthlink.net. The next deadline is 
February 12 for the March-April issue. 

 

Newsletter Policy: 
 

TDSNews is published bi-monthly by the 
Triangle Down Syndrome Network,  

PO Box 37190 
Raleigh, NC 27627-7190. 

 Current circulation is more than               
600 issues.  

 
�

 The Exceptional Children’s 
Assistance Center (ECAC) will pre-
sent a two-day conference for parents 
and families with children with dis-
abilities, educators and youth with dis-
abilities Feb. 25-26, 2005. 

 “All Aboard to the Future!” 
will be held at Adam’s Mark Hotel in 
Winston-Salem. 

 The conference will feature 
sessions on effective practices for use 
in school and the community, such as: 

1. School-based Mental Health ser-
vices. 

2. Student directed Individual Educa-
tion Plans (IEPs). 

3. Effective Advocacy Skills. 

  

  

 

 Other sessions will address 
positive behavior supports and the 
North Carolina Department of Public 
Instruction (NCDPI) initiative. 

 There will also be sessions for 
youth ages 15 and up. 

 The conference is presented 
by ECAC in collaboration with: the 
Division of Mental Health, Develop-
mental Disabilities and Substance 
Abuse, the NC Department of Public 
Instruction, Exceptional Children Divi-
sion, NC Families United,  the Gover-
nor's Advocacy Council for Persons 
with Disabilities, and other NC Parent 
and Disability Organizations. 

 Cost is $20 per family mem-
ber and $30 for professionals.  

 Check the ECAC website, 
www.ecac-parentcenter.org, for more 
information. 

 Or call the Davidson, NC 
ECAC office at (704) 892-1321 or their 
toll-free parent information line at 
(800) 962-6817. 

· 24-Hour Information Line: Get the 
latest information about TDSN meetings 
and other activities and events by calling 
the 24-hour information line. A volunteer 
will retrieve the messages and call you back 
as soon as possible. 

· Directions: White Plains United 
Methodist Church is located at 313 S.E. 
Maynard Road, also known as Maynard 
Loop, which circles Cary. From Interstate 
40: Take exit 291 to Cary Towne Blvd. and 
turn right (west) towards the intersection 

TDSN General Information: 

· www.TriangleDownSyndrome.org 
To include stories about your children on 
the site, contact Patty Dudek at 
pdudek@nc.rr.com. Indicate if you have 
photographs that can be posted. 

· Listserv: We also provide an e-mail 
list for those who would like to stay in 
touch and share information about local 
resources. To subscribe, send an e-mail to 
tdsn-subscribe@yahoogroups.com. 

with Maynard. Then turn left on Maynard 
Road. From Highway 54: Highway 54 in-
tersects Maynard Loop at two points. Turn 
right on to Maynard and travel southeast at 
the western intersection or turn left on May-
nard and travel southwest at the eastern 
intersection. From US Route 1/64: Take 
exit 292 to Walnut Street and go north. 
Turn left on Maynard at the intersection of 
Walnut and Maynard Loop across from the 
Cary Towne Center Shopping Mall. 
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TDSN Membership Enrollment Form & Survey 

�����Please complete the following for ALL members at your address, including children and parents. 
This information will help us develop programs targeted at specific age groups. Associate Members receive the newsletter free 
of charge and are welcome at all meetings, group events and functions. Registered members, for a nominal $5 fee, may also vote 
for board members and bylaws and serve on the board. This level of membership is for any individual, family, self-advocate or 
professional who would like to take an active role in guiding TDSN to better serve its members. 

 Total Registered Members:-_____________�

 Total Amount Enclosed for Registered Memberships ( x $5) :   _____________ 

������Please clip and return completed form to: TDSN PO Box 37190, Raleigh, NC 27627-7190 

 

  

Full Name 

 

Birthdate  

(MM/DD/YY)  

 

 

Email Address 

 Registered 

Member 

(Y/N) 

 

Parent 

(Y/N) 

Profes-

sional 

(Y/N) 

 Down 

Syndrome 

(Y/N) 

 Other 

Relative 

(Y/N) 

      /       /             

      /       /             

      /       /             

      /       /             

     /      /       
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