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The Day Rose Lived
by Erin McAuliffe, written at age 11

I It all started on February 26, 1999 at
about 5:00 AM. I was asleep, but not
my parents: my mom was about to

have a baby! They called my Aunt Liz
because she lives just down the street,
which was convenient, to watch Katie (my
annoying little sister), and me. When I
woke up there was a tall lady by my bed –
oh, Aunt Liz. She had been crying like she
usually does whenever something bad or
really good happens. In this case it was
really good. Well, I thought, I guess Mom
really did go to have Rose.

Okay, so now you are wondering, “Who on
this little green planet is Rose?” Rose is my
cute cuddly little baby sister. But there is
something else about Rose that you don’t
know. She has a disability called Down
syndrome. It is a form of mental retarda-

tion where she learns how to do things
slower than other people without it. She
also had something very common for
babies who have Down Syndrome: two
holes in her heart that weren’t supposed 
to be there. Later on, she had heart surgery
for that, but I’ll tell you about that later.
Anyway, my sister was going to be born
and I was one happy go lucky camper,
that not even the class bully (who usually
picks on me) couldn’t make one teensy of
a bit sad.

Eventually after having a C-section birth,
intestinal surgery, about a week of incuba-
tion, and adjusting to the air, Rose finally
got out of the hospital. Then for the next
month or so my family and I spent all of
our free time huddled around Rose 

continued on page 3



President’s Message 
by Walter Glomb

L
ast year the Board of Directors reaffirmed the mission of the CDSC to 
promote opportunity, equity and inclusion for individuals with Down 
syndrome and their families. To accomplish this mission, we adopted 

specific long-term goals and near-term objectives that will be discussed in future
newsletters. In this edition I would like to begin the year by reflecting on the
meaning of “inclusion” in its broadest sense.

Over the last 20 years the CDSC has seen great changes in the opportunities offered
to individuals with Down syndrome and their families. When the CDSC was
founded in 1986, the implementation of P.L. 94-142 (later to be reauthorized as the
IDEA) was still in its early stages. Very few individuals with Down syndrome were
educated in regular classrooms in their neighborhood schools or participated in
regular community recreation programs. The Americans with Disabilities Act was
not yet law. The Connecticut Department of Mental Retardation still housed indi-
viduals in the Mansfield Training School and opportunities for adult individuals
with Down syndrome to live and work in the community were nearly nonexistent.

Today, the landscape looks markedly different. Most students with intellectual 
disabilities are now educated in regular classrooms. The Mansfield Training 
School has closed its doors. Youths with Down syndrome participate in regular
community recreational activities and we can see adult individuals with Down 
syndrome living independently, working
in their communities and earning 
competitive wages and benefits.

While we continue to fight for the 
full inclusion of all individuals with
Down syndrome in every aspect of our
society, we must acknowledge that
Connecticut has become substantially
more inclusive that it was in 1986.

Can we say the same about the CDSC?

The changes that have occurred since
1986 have left great disparities between the experiences of parents who began 
raising their children 20 years ago and those who are raising young children today.
While younger families benefit from a fuller realization of the IDEA and other
opportunities won through the intervening years, families of adults with Down
syndrome are struggling in a world where there are no mandates that require inclu-
sion, employment, training or much of anything for individuals over the age of 21.

How has the CDSC included the families of adult individuals with Down syndrome
in our activities and what services or programs do we offer to these families?  What
is the CDSC doing to win more opportunities for individuals over the age of 21?
What are we doing to prepare younger families for the stark transition from public
school to the realities of life beyond 21 years of age?

Inclusion is a value that we must carry to all the activities of the CDSC and over
the next two years I intend to expand our member services to include more content
for families of adults with Down syndrome and more opportunities for these 
families to share their knowledge and wisdom with younger families. I invite
everyone to contribute their thoughts, suggestions and criticisms to this process by
sending email to manager@ctdownsyndrome.org, posting on the CDSC message
board, or sending a letter to the CDSC office.
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CDSC Quarterly is published four times per year 
by the Connecticut Down Syndrome Congress, Inc.
We welcome input from parents and professionals.
Please help other families by sharing your experi-
ences. Send submissions to: Newsletter Editor,
c/o CT Down Syndrome Congress, Inc.,
P.O. Box 3485, Stamford, CT 06905-0485 
or by email to: editor@ctdownsyndrome.org

STATEMENT OF POLICY AND DISCLAIMER

The Connecticut Down Syndrome Congress is a 
non-profit statewide organization of families,
professionals and friends with a common vision: to 
improve the lives of persons with Down syndrome 
by promoting equity, opportunity, inclusion, and 
empowerment for individuals and their families in 
all aspects of life. The newsletter reports items of
interest relating to Down syndrome and will 
provide a forum for others. The Congress does not 
promote or recommend any therapy, treatment, etc.
We will not espouse any particular political or 
religious view. Individuals or organizations referred 
to do not necessarily endorse this publication or 
its editor. The editor reserves the right to make 
corrections as appropriate, and in accord with 
established editorial practice in material submitted 
for publication.

CONTRIBUTIONS

The Connecticut Down Syndrome Congress, Inc. is 
a not-for-profit organization registered with the 
Internal Revenue Service to accept tax-deductible 
contributions. We receive no funding from any 
state or federal agencies.
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What is the CDSC
doing to win more
opportunities for
individuals over
the age of 21?



The Day Rose Lived continued from page 1

When the day of the heart surgery came,
Katie and I got to skip school. I just sat in
the waiting room with the rest of the 
family: mom, dad, aunts, uncles, grand-
mas, grandpas, and friends of the family. I
didn’t get too close to anybody for fear that
they would say they loved me and I would
start to cry. Then one of the child life 
specialists came in: Cindy was one of the
first friends I would have. During the 
surgery Cindy, Katie, and I all made get
well cards for Rose. We hung them up in
her room for after the successful surgery.

Another problem was my grades: they 
were dropping like flies and so was my 
self-esteem. The next day I didn’t get to
skip school. Everyone who had heard
about Rose (which was just about every-
one) kept pestering me with all sorts of
questions, such as, “Is she okay?” or “Wow,
how do you feel?” or “That must be
tough!” Gee, do you think I’m fine or
something!?! I don’t like to get pity from
people -  it drives me crazy. By the end of
the day, I WAS driven crazy, and frustrated,
and mad. After school, my uncle Joe drove
Katie and me to the hospital. We were
given more very important news. This
time, instead of the bad news first, we got
the bad news first. Rose needed to be taken
off the heart-lung machine: her blood
pressure was low because she was bleeding
a lot. The doctors and everyone thought
that she wasn’t going to make it, except for
me and Dr. Ellison. I kept thinking, this is
not happening - she has to make it - this is
impossible! I honestly don’t know what Dr.
Ellison was thinking, but I know he must
have had a very strong belief that she
would make it.

Mary, another one of the child life special-
ists to whom I’d gotten very close, had

cracking up at the slightest movement of
funniness that she showed. Then sadly the
time came when Rose had to go to the
Hartford’s Children’s Hospital for her
open-heart surgery. Little did I know that
that hospital would become almost like a
home to me for the next 3 weeks.

Early one Monday morning my parents
brought Rose to the Children’s Hospital 
for her heart surgery. After school my aunt
Liz brought Katie and me to the hospital
because my parents had some very impor-
tant news to tell us. When we arrived they
greeted us and took us to our family’s own
personal waiting room, equipped with
crayons, toddler toys and other things. My
grandparents were also in the room. I
could tell that they had all been crying.
Then we get the news. “Well,” I said. “What
are we gonna get first, the bad news or the
bad news?” My dad smiled ever so slightly,
then got serious. “Um, well Rose…” he
paused to squeeze my mom’s hand, then
continued. “The doctors said that Rose
might not make it and she doesn’t have a
good chance but we’re going to do what we
can and so will the doctors. So do you, uh,
have any questions. Erin, are you okay?” I
am not one to cry; you see I usually make
some sarcastic remark, then try to avoid
the situation. This was definitely not some-
thing that I could avoid and I was about to
cry. What a wimp I am! I thought. But the
one thing I dreaded the most, please Dad
please don’t say you love me, I will just
bust open with tears. “You know, Erin,
your mother and I have and always will
love you, Katie, and Rose, no matter what
happens.” That did it -  I had to get out of
there. “I have to go to the bathroom.” I
managed to squeeze out without crying.
My mom took me to the bathroom. I 
didn’t even have to go so I just stood there
and stared at myself in the mirror wonder-
ing, Why me, why Rose, why my family?

We ate dinner at the hospital. I was quieter
than my usual self. My parents kept 
saying, “It’s okay, Erin; we’ll get through
it.” But I just stared at them like they were
crazy or something. This was a BIG 
problem. This was definitely not some-
thing that I could joke about like all my
other problems.

spoiled Katie and me flat out (1 box of
fruit roll ups all gone in 1 day and a cone
of ice cream for each of us to be precise).
Yes sirree, we were quite the spoiled bunch,
my sister and I.

But sadly, let’s get back to the hard part of
my life. Everyone except me was waiting in
the waiting room. I was in my parents’
sleeping room with Mary. She went to get
markers and paper for me to make a good-
bye card for Rose. I hated looking at that
card. It reminded me of all the negative
things in my life. I made it with markers
that smelled like different kinds of fruit.
When Mary left the room, Grandpa
McAuliffe came in to sympathize with me.
That was the last thing I needed at that
moment. Then my dad came in and gave
me the first good news that I’d heard in
awhile, “She made it through the first test.
She’s halfway through.” I made a few quick
changes to my card before my dad came in
with the 3 best words I’d ever heard in my
life: “She made it!” We hugged. Dad and I
went into the family room. Dr. Ellison was
in shortly after my mom for a group hug.
And sarcastic me, I said , “Aaawww, what a
Kodak moment! Hey I bet that nurse that
was just in here is from Candid Camera!”

Everyone laughed as usual, and right then
at that very moment for the first moment
in a long time I knew - not just thought,
knew - everything would be okay.

And it was.

Now Rose is home, my family’s happy,
Rose is happy, we’re just one big happy
family. Sometimes we go back to show her
off and tell the surgeons that we think
they’re the best. We’ll never forget them
and their generous deeds. (Or the medical
bill but let’s not go there.) Also you’re
probably wondering, “Now what did she
do with that good-bye card that she made
for Rose?” Well, right after my mom, dad,
and Dr. Ellison finished their group hug, I
told mom that I had something very
important to do in her and dad’s sleeping
room. I went in there and as I was tearing
up that card, I said, “This is for Rose!”

And we all lived happily ever after.

The End
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“Be Careful What You Wish For...” Five Reasons to Be Concerned
About the Assignment of Individual Paraprofessionals

Potential Benefits of
Paraprofessional Support

Benefits of para support have long been
considered common sense. Busy teachers
and concerned parents often appreciate 
the availability of a second adult to provide
an extra set of helping hands, eyes, and
ears in the classroom. Under the direction
of qualified professionals, trained para can
serve a variety of valued roles:

■ Doing clerical tasks that free teachers to 
spend more time instructing students.

■ Providing supervision in group settings 
(e.g., cafeteria, playground, bus boarding).

■ Assisting students with personal care 
needs (e.g., bathroom use, eating,
dressing) 

■ Facilitating social skills, peer interactions,
and positive behavior support plans.

For decades special educators have relied
on paras to help them teach their students
with disabilities. Many paras provide

(The following includes excerpts from an article in
Teaching Exceptional Children, May/June 2005;
written by Michael F. Giangreco, Susan Yuan, Barbara
McKenzie, Patricia Cameron, and Janice Fialka.)

Y ou have heard the saying, “Be care-
ful what you wish for; you might
get it.” It is a wise adage both school

personnel and families might want to keep
in mind when considering whether stu-
dents with disabilities who are placed in
general education classes should be provid-
ed with individual paraprofessional (para)
support. Virtually everyone having any
connection with special education can tell
you about dedicated para who are worth
their weight in gold, so one might ask
where the problem lies. In reality, the story
of para supports has many facets.

Some parents understandably request 
individual para support for their child with
disabilities because of their concerns or
fears about how their child will be accept-
ed, treated, supported, and instructed in
general education classes. Yet, parents 
seeking inclusive education through the
assignment of an individual, full-time para
may be working at cross-purposes with
themselves. Having an adult by a student's
side all or most of the day can actually
interfere with a student's inclusion as a
participating member of the classroom
community.

In other situations, parents have been told
that the assignment of a full-time, individ-
ual para is the required admission tickets
for their child's entry into the general 
education classroom. A school's request 
for an individual para as a condition of
placement is often rooted in the concerns
of classroom teachers. Even highly compe-
tent and willing teachers may experience
some anxiety when they are unclear about
the expectations people have of them in
relation to a student with a disability
placed in their classroom. Teachers who
feel stretched thin by issues such as class
size and ever-expanding requirements
wonder how they will find the time to
meet the various needs of students with
disabilities and special needs other than
disability.

thoughtful, creative input as valued 
educational team members.

Five Reasons to be concerned about
Individual Paraprofessional Supports

In self-contained special education classes,
special education teachers and paras work
together in the same classrooms through-
out the school day. This arrangement pro-
vides natural and ongoing opportunities
for special educators to train, supervise,
and mentor paras. With the advent of
more inclusive models of delivery of
special education services, new issues are
emerging regarding the training, utiliza-
tion, and supervision of paras, in part
because special educators and paraprofes-
sionals often spend much of their day in
locations separated from one another.
Listed below are five reasons, based on
recent research regarding paras in inclusive
schools, that professionals and parents
alike should be concerned about the
assignment of individual paras.

Table 1: Inadvertent detrimental effects of excessive or unnecessary 
paraprofessional proximity.

Category of Effect Description

Unnecessary Dependence Student with a disability is hesitant to participant without para 
direction, prompting, or cueing.

Interference with Peer  Para can create physical or symbolic barriers that interfere with 
Interactions interactions between a student with disabilities and classmates.

Insular Relationships Student with a disability and para do most everything together,
to the exclusion of others (i.e., teachers and peers).

Feeling Stigmatized Student with a disability expresses embarrassment/discomfort 
about having a paraprofessional; makes him or her stand out 
in negative ways.

Limited Access to Competent Paras are not necessarily skilled in providing competent 
Instruction instruction; some do the work for the students they support.

Interference with Teacher Teachers tend to be less involved when a student with a

Engagement disability has a para because individual attention is already 
available.

Loss of Personal Control Paras do so much for students with disabilities that they do 
not exercise choices that are typical for other students.

Loss of Gender Identity Student with a disability is treated as the gender of the para  
(eg., male student taken into the female bathroom).

May Provoke Problem Behaviors Some students with disabilities express their dislike of para 
support by displaying inappropriate behaviors.



Upcoming Events from the CDSC
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students getting what they deserve and
expect? Do they have access to paras who
are appropriately trained, supervised, and
operating under the direction of a quali-
fied special educator or teacher? Too often
the answer is “No.” Data indicate that too
many paras are inadequately trained and
supervised. Some are unskilled or under-
skilled in the academic subjects in which
they are asked to support students.

Although the expectation that students
with individual paraprofessional support
would receive more intensive instruction
than peers may seem logical, a recent study
presents contrary findings. In this study
individual paraprofessionals reported
spending less time in instruction (37%)
than did group paraprofessionals (50%).
These same individual paraprofessionals
reported spending 24% of their time self-
directed, without professional guidance.

Reason 5: Providing paraprofessional
supports may delay attention to needed
changes in schools.

Although shifting more responsibilities
to paraprofessionals may seem advanta-
geous because it relieves certain pressures
on teachers and special educators, in and
of itself, this relief should not be confused
with effective education for students.
Having paraprofessionals assume 

ever-increasing levels of responsibility for
student learning may actually delay 
attention to needed changes in general 
and special education.

Final Thoughts

Collectively, the five aforementioned
actions are meant to affirm the expectation
that all students deserve access to highly
qualified teachers and that collaboration
among professionals and families is 
essential.

Also of importance:

■ Listening to the students verbal and 
non-verbal communication 

■ Providing opportunities for 
self-determination

■ Encouraging normalized experiences

■ Exploring natural supports (eg., peers)

Working together, school personnel and
families hold the keys to finding the 
balance between judiciously determined
paraprofessional supports and emerging
alternatives.

The entire article can be viewed at:
http://journals.sped.org/EC/Archive_
Articles/VOL.37NO.5MayJune2005_
TEC_Giangreco37-5.pdf

Reason 1: The least qualified staff
members are teaching students with the
most complex learning characteristics.

Recent research indicates that not only 
are special education paras playing a
prominent role instructing students with
disabilities, they are engaging in roles for
which they are questionably prepared.

Reason 2: Paraprofessional supports 
are linked with inadvertent detrimental
effects.

Although para supports are undoubtedly
offered with benevolent intentions, recent
studies have linked excessive or unneces-
sary para proximity with inadvertent 
detrimental effects, such as unnecessary
dependence and interference with peer
interactions.

Reason 3: Individual paraprofessional
supports are linked with lower levels of
teacher involvement.

The attitude of a classroom teacher
toward, and level of involvement with, his
or her students who have disabilities is
arguably one of the single most crucial
variables affecting the success of inclusive
placements.

Reason 4: Teachers, parents, and 
students may not be getting what they
deserve and expect.

Are classroom teachers, parents, and 

CDSC Board Meetings are 6:00 to 9:00pm on the following dates. For more information, contact manager@ctdownsyndrome.org.
February 7, March 14, April 11, May 9

Colchester area playgroup meets at Cragin Memorial Library from 10:30 am – 12:00pm on the following dates. For more information
please contact Karen Zbierski at 860-873-8615 or kzbierski@adelphia.net. January 21, February 18, March 18, April 15, May 20

Danbury area Easter party at the Police Athletic League building, Havestown Rd., Danbury from 1:00 – 3:00pm. All ages, parents and 
siblings welcome. Lunch, photos with the Easter bunny, egg hunt, and more!  For more information, contact Marianne at 203-778-4873
or littlellolie@sbcglobal.net. April 9

Fairfield area Parent’s Night Out at 7:30 pm. All welcome!  RSVP to Beth Lurie at 203-966-2982 or lurie@optonline.net. January 24 at
Centro in Fairfield. March 1 at Bertucci’s in Westport. April 6 at Ching’s Table in New Canaan. May 15 at Tuscan Oven in Norwalk.

Hartford area playgroup meets on the following dates from 12:30 – 2:00 pm. For more information please call Laura Fredette 
(860-644-1569). February 18 at West Hartford Main Library. March 4 at South Windsor Public Library. April 1 at Mikey’s Place in
Wethersfield. May 6 at Addison Park, Glastonbury.

Hartford area Mom’s Night Out from 6:30 to 9:00pm. All moms welcome!  RSVP to Debbie Keller at 860-228-4226 or gileadhillfive
@aol.com. January 26 at John Harvard’s in Manchester. February 23 at Chili’s in Glastonbury. March 30 at Marianna’s in Colchester.
April 25 at Macaroni Grille in Manchester. May 23 at Dakota’s in Rocky Hill

Wallingford area playgroup meets at Wallingford Park and Rec, 6 Fairfield Blvd., Wallingford from 10:00 – 11:30 am. on the following
dates. Siblings always welcome. For more information please contact Colleen May at 203-679-0307 or colleenmay@sbcglobal.net.
February 11, March 11, April 8, May 13

Windham, Tolland and New London County Families. Come bowl with us from noon ‘till 2:00 PM at Lucky Strike Lanes, 185 Stafford
Rd. (Rt. 32 Near Cider Mill Rd.) Mansfield Center, CT. Bowling for all ages with pizza, prizes and parent networking. We need to reserve
lanes and order pizza so please RSVP to Walter Glomb 860-871-6540, Debbie Keller 860-228-4226 or email to manager@ctdownsyn-
drome.org. Don’t miss it!  February 12
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$100 Laptops Are Coming!  by Walter Glomb

N ews that several companies may   
soon introduce some very low 
cost laptop computers aimed 

at public schools should be of interest 
to parents and teachers of students with
Down syndrome.

Many of our kids use laptops as a general-
purpose assist for schoolwork. They point,
click and drag from word banks instead of
typing to write sentences and paragraphs.
They select and drag text from e-book or
internet sources to answer sheets (again to
avoid typing it all out.)  They use the calcu-
lator for arithmetic and the spreadsheet for
practical personal finance. They read e-
books with text to speech to help develop
reading skills, maintain focus and better
digest content.

Unfortunately, today's commercial laptops
are still too large, too heavy, too complex,
too delicate and too expensive to be the
ubiquitous tools that we would like. The
start-up time of most laptops distracts a
student from class and frustrates inclusion
in the regular classroom. Maintenance and
repair of laptops is beyond the tech capa-
bilities of most local school districts. Most
commercial software, especially operating
systems, is more complex than needed for
the tasks done by most students.

For my son, this year we switched from a
full Windows laptop to one of the new
PDAs with a full size keyboard (such as
Quickpad and Alphasmart.)  For just a few
hundred dollars including software and
accessories, these are as easy to use as a
pencil and paper. They are much more
practical with their light weight,
ruggedness, slim size 

and instant turn on, however they suffer
from a dark, limited display reminiscent of
the old Tandy 100 from the 1980's and 
limited functionality compared to a regular
laptop.

Now the best of both worlds is on the 
horizon.

A number of initiatives at large tech 
companies and universities are developing
robust low cost, fully functional laptop
computers designed specifically for stu-
dents in public schools around the world.

One of the most intriguing of these pro-
grams is the $100 laptop in development 
at the MIT media lab. Specifications for
this machine include: a 500 MHz micro-
processor, 1 GB of flash memory (no hard
drive), an SVGA 8” diagonal display (dual
LCD Color (470 by 350 resolution)/Black 
& White (800 by 600 resolution) mode for
power conservation and outdoor reading),
128 MB of DRAM, WiFi support and 4
USB ports. All of the software will be
open-source, including: a Red Hat Linux
operating system, a web browser, a word
processor, an email program and a 
programming system using the Squeak
programming language.

Other ultra low cost laptops are in develop-
ment at AMD, Simputer and Carnegie
Mellon University. AMD's Personal
Internet Communicator features a browser,
e-mail, word processing and the ability to
view images and multimedia files.
Simputer, an Indian group, is another
machine based on Linux. Carnegie Mellon
University has developed a $250 computer
that also doubles as a television, video 
player and telephone.

While the MIT device is being developed
mainly for distribution to governments of
developing countries, one of the “govern-

ments” that will be receiving prototypes
in the third quarter of 2006 is the state
of Massachusetts. If these new

machines prove themselves in
Massachusetts, can Connecticut be far
behind?

News From Other
Organizations
From the University of Connecticut Center
of Excellence in Developmental Disabilities,
http://www.uconnucedd.org/

Settlement Agreement in Class Action Paves
Way for Inclusion

The University of Connecticut Center of
Excellence in Developmental Disabilities
(UCEDD) has received funding from the
Connecticut State Department of Education 
for two projects designed to improve 
outcomes for students with intellectual 
disabilities. These projects will address the
goals of the Settlement Agreement in the PJ 
et. al. v. State of Connecticut et. al. class action
lawsuit, which mandates that Connecticut 
public schools increase access to general 
education for students with intellectual 
disabilities. The first project is an Instruc-
tional Coaches Academy, a graduate level,
competency-based course to train inclusive
education facilitators. The Coaches Academy
will take place on-site in up to 24 Connecticut
School Districts. Teams of 6-8 educators and
administrators who have experience success-
fully including children with intellectual 
disabilities in general education classrooms
will complete 36 hours of instruction and job
embedded practicums under the mentorship 
of trained inclusive education facilitators.
Following completion of the course, partici-
pants will be prepared to mentor colleagues 
in inclusive classrooms.

The second project is the Student Technical
Assistance Response (STAR) Team. STAR
Teams will provide technical assistance and
training to school districts to increase access 
to general education for students with 
intellectual disabilities. Priority will be given 
to students from Connecticut districts that
have the poorest record of including children
with intellectual disabilities in the general 
education curriculum and environment.
Districts and families will receive student-
specific technical assistance from a cadre of
professionals with expertise in educating 
children with intellectual disabilities in 
general education settings.

The Coaches Academy and STAR team 
projects are a collaboration of the University 
of Connecticut, Central Connecticut State
University, Connecticut State Department of
Education, private inclusive education 
consultants, and Connecticut Regional
Education Service Centers. For more informa-
tion, please contact Kathleen Whitbread,
Director, at the University of Connecticut:
860-679-1565 or Joan Nicoll-Senft,
Co-Director, at Central Connecticut State
University: 860-832-2403.

QuickPAD™
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What is the SDE Parent Work Group?

rights under IDEA. The Bureau offered no
changes in the scope of these grants.

The 2004 reauthorization of the IDEA
required revisions to the SDE IEP form,
instructions and manual. The committee
provided its comments on the mainly
incremental changes to these documents.
If you would like to know more about 
these documents you can see them at:
http://www.state.ct.us/sde/deps/special/for
m_PPT.pdf. http://www.state.ct.us/sde/
deps/special/Instructions_Acrobat.pdf , and
http://www.state.ct.us/sde/deps/special/IEP
Manual.pdf . The revised documents
should be available in spring of 2006.

The new regulations require informed 
consent from the parents for some actions
allowed under the new regulations, such as
modifying the IEP without a meeting. The
Work Group expressed concern that many
parents may not be sufficiently informed to
provide such consent and asked the Bureau
to provide more informative materials to
parents – such as the LRE checklist, and
notes on how and where to obtain copies of
the Parent Guide to Special Education and
the IEP Manual. (The checklist and Parent
Guide are available at http://www.state.ct.
us/sde/deps/special/NoticesConsents.pdf
and http://www.state.ct.us/sde/deps/
special/ParentGuide.pdf respectively.)  The
Bureau Chief told the Work Group that the
SDE will not require local districts to do
anything above and beyond the minimal
legal obligations which now require only a
copy of the procedural safeguards be 
provided to parents.

A parent and/or other interested party or
parties may file a written complaint to the

T hroughout 2003-2005, representa-
tives from the CDSC attended  
meetings of the Parent Work

Group for the Bureau of Special Education
at the State Department of Education
(SDE). Thanks go to Penny Inferrera and
Beth Lurie for attending these meetings.

The purpose of this group is to advise the
SDE on the implementation of parent
training and information activities con-
tained in the Continuous Improvement
Planning Team (CIPT) Parent Participation
Workplan. A description of the CIPT can
be found at http://www.state.ct.us/sde/
deps/special/CIPTbrochure.pdf.

Topics addressed by the group include the
effectiveness of the SDE training grants to
other agencies, changes in SDE regulations
to implement the 2004 reauthorization of
the IDEA, and the way the SDE handles
complaints against local school districts.

The SDE provides training grants to The
University Center of Excellence (UCE) at
UConn and the Connecticut Parent
Advocacy Center (CPAC) to train parents
and educators in special education. Some
use a trainer-of-trainers approach with 
parents and professionals who are very
knowledgeable regarding federal law and
experienced with special education process-
es forming parent-professional training
teams that can build the capacity of a 
locality to grow the numbers of informed
parents without depending on a third
party. Others rely on local school districts
to provide training to parents in their 
districts. The Work Group questioned the
efficacy of these approaches and the num-
ber of parents who ultimately learn their

Bureau of Special Education alleging that
the local school district has violated a
requirement of federal or state law con-
cerning special education. The special 
education complaint resolution process is
described in the Parents Guide to Special
Education at http://www.state.ct.us/sde/
deps/special/ParentGuide.pdf. Members 
of the Work Group are concerned that 
data about the prevalence of issues in 
local districts and the number of com-
plaints about individual districts cannot 
be quantified or analyzed so there is no 
way to measure the effectiveness of Bureau
responses or the scope of problems. The
Bureau staff reported that the Bureau 
currently does not have data base capacity
for this kind of data collection and analysis.
You can find an overview of Connecticut's
system for the supervision and monitoring
of the implementation of the IDEA at
http://www.state.ct.us/sde/deps/special/FM
_Manual.pdf.

At present, the Parent Work Group is 
comprised mainly of representatives from
agencies funded by the state or federal 
government. The work group needs input
from more parents who are not necessarily
acting as representatives of government-
funded agencies.

If you are interested in the activities of the
Parent Work Group then contact Mary Jean
Schierberl at the CT State Dept. of
Education, Phone (860) 713-6943, email:
Maryjean.Schierberl@po.state.ct.us, or 
contact the CDSC via email at manager@
ctdownsyndrome.org.

Dues Notice 
CDSC Membership dues were due in
October. Membership renewal letters 
were mailed in December to all 
members whose dues are past due.
Do renew promptly. For your conven-
ience, you can renew online at 
www.ctdownsyndrome.org, click on 
“Membership Info.” Memberships will 
be terminated on March 1 if payment 
is not received by February 28.

What a great time we 
had at the Boo Bash!  
Over 100 people from the
Danbury area came together
for an afternoon of fun and
games. Big thanks to
Marianne Flanagan and 
Diane Batista for organizing 
such a wonderful event.



For the latest information 
you can visit our website at
www.ctdownsyndrome.org
and remember to join our 
on-line message board at
health.groups.yahoo.com/
group/cdsc_members

A Publication of the 
Connecticut Down Syndrome Congress, Inc.

P.O. Box 3485
Stamford, CT 06905-0485

Save The Date
The Power of One ...Creativity: One Person Can Make a Difference.

TASH New England Conference. Holy Cross College, Worcester, MA,

March 17, 2005.

Conference strands addressing Education, Community Living, and 

Employment. Come hear personal stories by selected TASH New 

England members who have been able to push the boundaries of fiscal 

constraints – to dream about what's possible and begin to make the 

dream a reality in the areas of education, employment, and housing.

Featuring Susan Yuan, PhD, Associate Director for the Center on 

Disabilities and Community Inclusion, University of Vermont, with her 

son Andreas. Also featuring Alan Kurtz, doctoral student at the 

University of New Hampshire, who will present “My Life with Jay.”

More information at http://www.tash.org/chapters/newengland/ 
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