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Special Points of Visit to North Carolina

Interest:

= Congratulations tdr. Becky
Edmondson Pretzelho re-

The week of January 14 was a bus

and exciting one for the CDL and its
partner organizations. Dr. Patricia

cent!y SOMTPIEIER Lo YiElre Qf Morrissey, Commissioner of the Ad-
SERiEs DS Gl Be_cky S :i | ministration on Developmental Dis-
SIS TUCICVESSCUEERE  abilities (ADD), part of the Admini-
Liresier @ e serEes. stration for Children and Families of
=) =T [N T EN I [RIEVE RGN ||  the US Dept of Health and Human [ ,
Vietnam in March to speak Services, spent the week visiting Ophelia McLain, Commissioner Morris-
about FamilyFocus Behavioral North Carolina to observe the activi- sey. Joe Piven, Irene Zipper
YV e e o T late =R INet:0  ties of the Family Support Network
various kinds of professionals and its Family Support 360 grant ac- Family Support Network and staff
who care for children including tivities. Ophelia McLain (Project Offi- hosted the visitors at a reception
pediatricians, family doctors, OSNJ F2NJ 6KS ocn Hmnﬂetj bylmyfrﬁberﬁ ot tBe FSN [ Q&
psychologists, teachers, social Youth for Advocacy grant) and two  staff and others from UNC and the
O R s Aol o1ty members of the organization provid- disability community. On the morn-
ing technical assistance to the Family ing of the 16', Commissioner Morris-
Support 360 projects accompanied sey and colleagues met with Dr. Joe
L__________________ W Commissioner MorrisseyThis is the  Piven, director of the new Carolina
first time that an ADD Commissioner Institute for Developmental Disabili-

Inside this issue: has visited North Carolina, and it was ties. Dr. P,iven,provAided inform,atior] o
a great honor for all of the partici- Fo2dzu 0KS LyauAddzuS
Youth for Advocaay Kick off pants. Irene Zipper, director of the role. (continued on page 4)

Holly Martin, MD : ; f . | !
Advisory Committee Meeting New Funding for Dr. Maria Escolar

New Voices ACC Assessment Pro- 2 ab NAE [ ® 9a02¢f I Nlthe &nlounKob$260,060 From/te[ Q&
gram Program for Neurodevelopmental ~ Dana Foundation in New York, a
Function in Rare Disorders (NFRD) highly competitiveneuroimaging

has received a thregear grant in grant of the Dana Program in Brain
and Immuneimaging. This grant is for
the projectDTI as a Tool to Identify
Infants with Krabbe Disease in Need
of Urgent TreatmentKrabbe disease
(KD) is a rare disorder in which the
myelin coating on the nerves breaks
down, causing brain cells to be de-
stroyed.
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Y4A> Youth for Advocacy Kick off Meeting

On Wednesday, January 9, a kidkadvisory commit-
tee meeting was held to launch Youths 4 Advocacy
(Y4A). More than
20 participants
included repre-
sentatives from
12 partnering
agencies and
seven emerging
youth leaders.
This group will
Y4A Advisory Committee members unless collaborate to
noted: -R Back: Wilson Finks (Project STIRreach high school
B e g oL Students in he
Advocate Trainer) -R Front: David Taylor, Occupational
Matt Potter

Course of
Study across §

porting them -
to transition

into their

communities

successfully.

Y4Ais

funded by Y4A Advisory Committee members

the US Ad- Stephanie Moultrie and Gregory Moultrie on ei-
.. . ther side of Holly Riddle, Executive Director, NC

ministration Council on Developmental Disabilities.

on Develop-

mental Disabilities as a thregear Project of National
Significance.

Holly R. Martin, MD

On October 1, 2007, Holly R.
Martin, MD became Clinical

Assistant Professor at the Pro
gram for Neurodevelopmental
Function in Rare Disorders
(NFRD). Dr. Martin received a

Advisory Committee Meeting

The CDL Consumer Advisory Committee held its first
meeting of 2008 on Januany' 9Highlights of the
meeting included:

(1) an update from Dr. Olley on new the institute

that will most likely be named the Carolina Institute
for Developmental Disabilities,

one-year appointment to work with Dr. Maria L. ESCOIar(Z) new documents created by the Nominating Com-

at CDL NFRD. Dr. Martin will be working two days a
week at NFRD. Also, as part of this appointment, she

mittee to aid in the process of nominating new
members, and

will work every ThurSday at the SpeCiaI Infant Care Cllr’ﬂg) an update from Dr. Anne Wheeler on the accom-

at UNC Hospitals.
Prior to receiving this appointment, Dr. Martin com-

plishments of the Prader Willi Project in its first year.
The next Advisory Committee Meeting will be held

pleted her fellowship training with Dr. Escolar at NFRD.qny April 16, 2008.

She has been a part of the Program since July, 2004.

New Voices AAC Assessment Program (NVAACAP)

This past September (2007), Dr. Debbie Reinhartsen, DY€VEré communication
Rebecca Pretzel, and Ms. Meghan Kosior began work diffficulties and whose

the planning phase and pilot for the New Voices AAC

Assessment Program which is slated to begin late springue to motor (access)
early summer 2008. NVAACAP is funded by the New challenges. Initially, the

Voices Foundationnww.newvoicesschool.ojcand is a

collaborative effort between the Center for Literacy and schooldistricts in central
Disability Studies and the Center for the Study of DeveldNorth Carolina (Chapel

opment and Learning. Working in partnership with

schools and families, the NVAACAP team is planning toDurham, Orange and

assess children ages 3 to 14 who have

abilities are compromiseq

program will be serving 5

Hill/Carrboro, Chatham,

Wake).



http://www.newvoicesschool.org/
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From the Desk of the Interim Director

Future UCCED and Related Fundingenough money to fund four new pro-

grams in the upcoming year, so that
As most folks know, the Congress wentgoa| will probably be carried over to
through a contentious time last fall in eyt year.

attempting to pass a budget for educa-

tion, health and human services, includ-The LEND programs are now part of a 3 A
ing funds for the University Centersfor Y S¢ t Ay S AUSY T2NJ al dzuAa YR NBf I
Excellence in Developmental DisabilitiedR S @ S td 2d IBJYS y i |'hf RA & 2 NSV XP Shoricytsr 2 Ny
and the LEND (Leadership Education intion provided by Kim Musheno at AUCD |
Neurodevelopmental Disabilities) pro- A Y RA Ol 4 Sa uUuKFuax a %;%ﬁ?ég;ﬂ?ﬂ;giﬁ%%ﬁz# Sa
grams. The original budget passed by million for autism and related develop- &2 dZONB dzaAy3 @2 dN
Congress was vetoed by President Busimental disabilities within MCH. This is theviietvoulberomitaeke withe |
and Congress revised the second budg@imost $17 million more than was ou}t/Iiftiny O'?Jr hands from the

after facing a second veto threat. The funded in FY 07 for autism and related kevboar dg these are some of the
budget that finally passed and gained activities due to activities authorized by o h d k
(KS t NBAARSY(Qa &AlEK/S O/ d2NWSd Fall Aay 38 NBdeiia¢ ?E%S"?S!t & Yoy HPF knapty ¢ ¢ 4
scaled back, although it still resulted in is provided for research on evidence €ast if you want to cut down on

y Jeff Low

modest increases for the UCEDD and based practices for interventions for the number of times you reach

LEND Networks individuals with autism and other de- for the mouse every day!
velopmental disabilities, for develop-

More detailed information will become rr?e%?ofega?d;izzz féffﬁogeoilﬁt;\?epn_ Ciri+Alt+Del

available at the UCEDD Directors meet+jons, and for information dissemina- is the mother of all keyboard

ing in early February, but the prelimi- § & 2 Y ®é shortcuts, affectionately known

nary information is that the UCEDD net- as the "threefingered sa-

work will receive a $3.7 million increase Our ADD partner organizations received ¢ 4.4 & s b 6F& 2LILJ24S
That money will probably be usedto ~ small increases. The DD Councilsre- | 2 6 Kk S NDA & K NBIE T A
restore the $10,000 cut that each pro- ceived a 0.7% increase, and the Protec-
gram experienced last year and to pro- tion and Advocacy Systems received a
vide a small cost of living increase to  0.3% increase. ADD Projects of Na-
each program. The goal of AUCD tional Significance received a 2.7% in-
(Association of University Centers on crease, and part of that increase will go
Disabilities) is to establish four new toward a National Clearinghouse and
UCEDDs at universities with historically Technical Assistance Center.

minority enrollments. There will not be

her). It is indispensable when
Windows locks up. Pressing the
combo once (simultaneously)
opens the Windows Task Man-
ager. (From within the Task Man-
ager, you can forcguit a
crashed program, see a list of
processes or applications run-
[ ning on your machine, check

. . performance parameters such as
The Gillian Film 2 Core Course on February 6, 2008 e B e G2 [ werdns,

Core Course is delighted to presenta  decides to move out of the house, her ©r frack your network usage.) Is
showing ofThe Gillian FilnFebruary §  mother must come to terms with letting Your machine totally locked up?
at 4:00 PM in the CDL Conference room.go. The film shares the difficulties and (€2ch over, grab the mouse and
Both Gillian and the flmmaker, Joanne joys of both raising and being a person click Shut Down.
Hershfield, will join us to answer ques- whose abilities are in constant and pro-
tions and give their perspectives on the ductive tension with her distinctive

film. Many thanks to Catherine Alguire thought styles and cognitive capacities.
for bring this event to the CDL! It explores the importance of social in-
clusion and independent living for peo-
ple with disabilities.”

More info on the film:
"The G”“a.n Films a moving portrait of A link to more information about the film, includ-
an exceptional young woman who ing a trailer:

works at a local veterinary clinic, rides  nttp://www.newday.com/films/

horses, takes dance classes, and (has a TheGillianFilm.html

developmental disability). When Gillian

Gillian Fink


http://www.newday.com/films/TheGillianFilm.html
http://www.newday.com/films/TheGillianFilm.html
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h@dSNJ GKS fFad w &SI NRZI The/Ghbobse ie
fantastic Learning Specialists has worked on renovat-now open to the
ing an old caboose that was donated to the city of  public Saturdays
Burlington in 1993, after all cabooses had been taken1:00-4:00 April
off the rails. The city decided to sell it last year, be- through November,
cause it had been badly vandalized and never reno- at all public func- §
vated. At that point, Ann proposed to the City Councitions at the Historic i
that she would renovate it herself (and pay for it!) andDepot, and by ap-
they accepted the offer. She then received a grant pointment. It is located in downtown Burlington on Webb
from the National Railway Historical Society for part oAvenue between the Amtrak Station/Restored Round-
the cost but got some donations of materials and useéhouse and the Historic Depot. WGHP Fox8 in High Point
a lot of her own money. The Company Shops Caboobkas given Ann coverage throughout the process and did a
Museum was completed in May 2007 including & life segment of "Roy's Folks" about the caboose.
sized conductor and brakeman' food on the cook- Link to the videohttp://www.myfoxwghp.com/myfox/pages/Home/
stove, paperwork on the desk, an old calendar on the Detail;isessionid=48230C770769DB0473F0F 18ED1D0842C?

R contentld=5198959&version=2&locale=EN
wall, and tools and clothes in the lockers. US&layoutCode=VSTY &pageld=1. 1.1 85g=1

' |
Welcome Vivian Mathews! has wideranging experience do-

ing administrative work at UNC
Vivian is the new Administrative Assistant for the NFF CH for approximately4 years,
Team. Vivian received a BA in English from NC Stat¢ both in Academic Affairs and
University in Raleigh and an MA in English from the U | Health Affairs. Most recently, she
versity of North Carolina at Chapel Hill. She is a form{ was Administrative Assistant to
teacher, having taught at a community college and a

) ) 9 the Director of the Office of
the middle school and high school levels. Vivian Medical Student Research.

[ J
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Following that meeting, Dr. tended. The threatening weather on the™ied to the
Greg Olley hosted a brief over- cancellation of a trip to WinsteSalem and Greensboro to
view of CDL activities with pres- visit FSN and CDL grant projects, but the cancellation al-
. entations by Dr. Caroline lowed the Commissioner to attend the Open House for Dis-
» 8 McKnight Hexdall and Dr. Anne ability Rights North Carolina at their new offices in Raleigh.

f Wheeler. The visit drew special attention to the Family Support Net-

M The gueststhenmovedonto ¢2NJ Q&4 FyR (GKS /5[ Qa FOGADAl
Raleigh to meet with NC Depart- innovative efforts to combine the aging and disability ser-
ment of Health and Human Ser- vices systems in North Carolina.

vices Secretary Dempsey Ben-

ton, followed by a reception at Commissioner Morrissey commented that she had visited

the DD Council in Raleigh. The several University Centers for Excellence in Developmental
long and informative day con-  Disabilities in recent months and that she found it very

cluded with a dinner hosted by valuable to see their work cloag. From our view, we

Dr. Irene Zipper and her husband, Barry, at their F2dzyR A0 OSNEB KSf LJFdzA G2 KSI
home. Barbara Leach prepared a real Southern din- to be able to share our accomplishments with her.

ner, which won high praises from everyone who at- by Greg Olley

Irene Zipper and Com-
missioner Morrissey


http://www.myfoxwghp.com/myfox/pages/Home/Detail;jsessionid=48230C770769DB0473F0F18ED1D0842C?contentId=5198959&version=2&locale=EN-US&layoutCode=VSTY&pageId=1.1.1&sflg=1
http://www.myfoxwghp.com/myfox/pages/Home/Detail;jsessionid=48230C770769DB0473F0F18ED1D0842C?contentId=5198959&version=2&locale=EN-US&layoutCode=VSTY&pageId=1.1.1&sflg=1
http://www.myfoxwghp.com/myfox/pages/Home/Detail;jsessionid=48230C770769DB0473F0F18ED1D0842C?contentId=5198959&version=2&locale=EN-US&layoutCode=VSTY&pageId=1.1.1&sflg=1
http://www.myfoxwghp.com/myfox/pages/Home/Detail;jsessionid=48230C770769DB0473F0F18ED1D0842C?contentId=5198959&version=2&locale=EN-US&layoutCode=VSTY&pageId=1.1.1&sflg=1
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Questions, Comments, Submissions for this
Newsletter?

The CDL Newaims to increase communication and information
exchange among the members of our CDL Community. This news-
letter is sent bimonthly at the first of every other month to CDL Fac-

ulty, Staff, Trainees, the Advisory Committee and many
Emerald Isle by Stephen West of our sister organizations.
All of our content comes from you!
Please send news, recent publications and other noteworthy infor-
mation to Julia Tarr atjulia.tarr@cdl.unc.edu.
For questions to the editor, please contact Dr. Debbie Reinhartsen
at: debbie.reinhartsen@cdl.unc.edu
Next publication: April 1, 2008

Deadline for submission: March 15, 2008

Our Friends from the Family Support NetworR:Urene Zipper, Betty Cole, Chris Gentry,
Marilyn Lebrija, Nekesha Leak, Barbara Leach ‘

CDL Calendar of Upcoming Events

2/6/08 Staff Meeting in Conference room 122
2/6/08 Core Courserhe Gillian Film
2/13/08 Core Course: Self Advocacy and Project STIR

2/20/08 Lunch Hot Topic: Gluten Free and Casein Free Diet with Diane Ritchie

2/20/08 Core Course: Williams Syndrome with Caroline McKnight Hexdall, PhD

2/27/08 Core Course: Children with Special Health Care Needs and Oral Health with Michael Milano, L

3/5/08 Core Course: Linking Audiology Assessments to Learning and Development with Jack Roush,

3/13-14/08 Mega Meeting: The Obesity Challenge in Public Health

3/19/08 Core Course: Family Focused Behavioral Developmental Pediatrics with William Coleman, ML

3/21/08 UNC HOLIDAY

3/26/08 Grand Rounds: Cultural Competency with Barbara Leach

3/26/08 Core Course: Conducting a Literature Search with Linda Collins

4/9/08 ACC Microsoft Live Meeting: Self Advocacy and Project STIR

4/18/08 ACC Microsoft Live Meeting: Intro to Visual Strategies for Individuals with Communication
Challenges: Becky Pretzel, PhD, Debbie Reinhartsen, PhD, Sue Porr4S, OTR

4/16/08 CDL Advisory Committee Meeting




