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Editor:

Beth Lurie

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
experiences. Send submissions to: Newsletter
Editor, c/o CT Down Syndrome Congress, Inc.,
P.0. Box 3485, Stamford, CT 06905-0485 or
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.

President’s Message rizws

by Lynn Cholewinski

This is the last column I will be writing as
president of the CDSC; my two-year term ends
in October. Before my daughter was born, I had
never known a person with Down syndrome.
When she arrived, I really had no idea where

to turn for support. Luckily, a friend told

us about the Connecticut Down Syndrome
Congress. My husband Ken and I became county
representatives for four years; then I stayed on to
be Vice-President, finally President. These past
years, especially the last two as President, have
been a tremendous learning experience for me
personally.

I learned that it is an exciting time to be in the
advocacy field. The first generation of children
who have been fully and successfully included in
their neighborhood public schools and in their
communities are now reaching adulthood. More
young people with Down syndrome are attending
college and choosing their own careers paths.
Independent living is now the norm. Marriage
is becoming more commonplace. Persons with
Down syndrome are living longer and healthier
lives. I am filled with hope for my daughter’s
future.

I learned about the rich history of the CDSC.
The annual convention, now in its 19th year, has
always featured the accomplishments of young
people with Down syndrome. Past convention
speakers have included a poet, an athlete, actors,
musicians and writers - all who happen to have
Down syndrome. In the past, much was made
of actor Chris Burke. He was the accomplished
person with Down syndrome. Today, there is
no longer the accomplished person with DS, but
a large and growing population of people with

DS who are pursuing their dreams. What has
changed? There has been no miracle drug, no
groundbreaking therapy. The only thing that has
changed has been society’s attitude and belief
system about the capabilities of persons with
DS.Tam 100% confident that our daughter has
many capabilities that she will discover over her
lifetime.

I learned that the advocacy for our children’s
rights and freedoms started in earnest in the
1950s. Peg Dignotti of ARC/CT, attorney David
Shaw, and many parents and families took on
the federal government, the State of Connecticut,
and the public school systems. Institutions were
closed. Public schools were opened to students
with disabilities. Birth to Three became federal
law. Sheltered workshops were formed, and then
closed in favor of supported employment. I
learned that there is much yet to be done, but we
have a strong and rich foundation to continue to
build upon.

It is never easy, and rarely comfortable, to
advocate for our children. Ilearned how to go
beyond my own personal comfort zone when
necessary. I learned how to talk people into
donating large amounts of their precious time
to the CDSC.I learned how to say “I am sorry”
when [ was wrong, and to stick to my beliefs
when [ wasn't. Ilearned how to testify before
the legislature: say it in less than three minutes,
speak slowly and look ‘em in the eye. I learned the
most by just listening.

It has been a privilege to serve the CDSC as
president for the past two years. Thank you for
this honor. §

Golf Tournament a Big Success

The 15th annual CDSC Golf Tournament was held under sunny skies at the Twin Hills
Country Club in Coventry on May 22. Almost 100 players enjoyed a challenging round
while helping to raise over $7,000 for the CDSC. Special thanks go to Outback Steakhouse
of Manchester, who have donated the delicious steak dinner for the past 5 years, and to
CDSC members Kathi Reiss, Stephanie Anderson, and Bill Jordan, who spend countless
volunteer hours to make tournament a success. Please, frequent our sponsors’ places of
business and tell them a personal thanks for supporting CDSC

Outback Steakhouse, Manchester
Wentworth-DeAngelis Inc, Farmington
May Bonee & Walsh, East Berlin
Standard Builders Inc., Newington
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Letter to the Editor: A Response to

“Re-~thinking Guardianship”

Dear Sir or Madam:

I am writing in response to “Re-thinking
Guardianship,” which appeared in the Sum-
mer 2005 edition of the CDSC Quarterly. Un-
fortunately, this article contained half-truths
and frightening innuendo, much of which
does not apply to guardianship in Connecti-
cut. Furthermore, the article confuses the
issues of self-determination and control of
one’s funding with the issue of guardianship

Since your publication is directed at Con-
necticut families, I think they may interested
in what guardians can and cannot do in

this state. Connecticut’s guardianship law,
passed in 1982, is limited to the appoint-
ment of guardians for individuals with
mental retardation, known as wards. (As a
side note, Connecticut’s conservatorship law
predates 1982 and can be used for anyone).
The law has been amended several times
over the years and contains protections for
potential wards, including a court-appointed
lawyer, notice to family members and others,
assessment by a team of Department of
Mental Retardation employees, right of the
person to attend the hearing, yearly reports
to the court, triennial review by the court,
and statutory limitations on the powers of
guardians.

In Connecticut there are four types of guard-
ianship: plenary or full guardian; limited

uardian; stand-by guardian; and temporary
imited guardian. A plenary or full guardian
is appointed when the court concludes that
the person is totally unable to meet essen-
tial requirements for his physical health or
safety and totally unable to make informed
decisions about matters related to his care. A
plenary guardian can

+ Assure and consent to a place of abode
outside the natural family home

+ Consent to specifically designed
educational, vocational or behavioral
programs

+ Consent to the release of clinical
records and photographs

« Assure and consent to routine, elective
and emergency medical and dental
care and

+ Assure and consent to services
necessary to develop or regain the
ward’s capacity to meet essential
requirements.

A limited guardian is appointed when the
person with mental retardation is able to
make some, but not all, of the tasks neces-
sary to meet essential requirements for his
physical health or safety or care. A limited
guardian gets powers only in the areas in
which the ward lacks the capacity to meet
the essential requirements for his or her
physical or mental health or safety. A limited
guardian may also be assigned the duty to
assist the respondent in those areas in which
the capacity of the respondent to meet the
essential requirements of his or her physical
or mental health or safety, protect his or her
rights, obtain the necessary services or to
fulfill his or her civil duties is impaired.

A stand-by guardian is someone who can act
in place of the guardian when the guardian
dies, becomes incapacitated or is unavailable
because of travel.

A temporary limited guardianship is
appointed when a person needs an elec-
tive surgical, medical or dental procedure
or treatment involving the use of general
anesthesia and is unable to give informed
consent.

In Connecticut, unlike other states described
in the article, guardians do not have control
of the ward’s finances and do not make
financial decisions. As the article rightly
stated, one does not have to be a guardian to
act as the representative payee for Social Se-
curity payments. In the 2005 session of the
General Assembly, a bill was introduced to
add control of finances to the powers of the
guardian. It did not pass. If the ward needs
someone to oversee his or her finances, the
court may appoint a conservator.

There are statutory limits on the powers of
guardians. A guardian cannot:

+ Admit the person to an institution for
the treatment of person with mental
illness. There is another probate court
procedure for such a commitment.

* Admit the ward to a training school or
other facility when there is a conflict
about the admission between the ward
and the guardian.

+ Consent to sterilization. There are

other probate court procedures for
approving sterilization that are quite
stringent.

+ Consent to psychosurgery.

« Consent to the termination of the ward’s
parental rights.

* Admit the ward to a residential facility
where the guardian is employed.

* Prohibit the marriage or divorce of
the ward.

+ Consent to the performance of
experimental biomedical or behavioral
medical procedure or experiment unless
itis intended to preserve the life of the
ward, assist the ward to regain abilities
or has been approved by an institutional
review board, and endorsed by DMR
and the ward’s primary care physician.

+ Consent to an abortion or the removal
of a body organ except in accordance
with statutory procedures when
necessary to save the life of the ward.

There are important reasons for becoming a
guardian. They include the right to par-
ticipate in the making of medical, program
and placement decisions and notification
of certain events, including the existence of
an abuse or neglect complaint. This reason
gained added importance with the onset of
HIPAA, which limits the sharing of medical
information. Agencies that provide services
to persons with developmental mental dis-
abilities are covered by HIPAA in the same
way that hospitals and doctors are. They
must limit the sharing of information with
parents who are not guardians.

Guardianship in Connecticut is not the
wholesale trampling of rights that the

article portrays. It is a tool for the person
and his/her family to make sound decisions,
working within a legal and administrative
system that values the personal integrity and
dignity.

Sincerely,

Hollace P. Brooks

Vice President Government Affairs and
Public Policy, HARC

Attorney and former Director of the Disabil-
ity Law Clinic at University of Connecticut
School of Law.
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The “Right” to a Normal Life

by Kathie Snow. Reprinted with permission from www.disabilityisnatural.com

Rights. We — people with disabilities and family
members — have them. Technically, these might
be entitlements to services, benefits, or legal pro-
tections, but many use the generic term “rights”
when referring to government-mandated early
intervention services, special education, respite
care, employment/vocational-rehabilitation,
housing assistance, and other services.

Many people with disabilities and their families
may be pleased with the rights afforded under
federal and state laws. Yet many others are frus-
trated and angry by the poor quality and/or lack
of relevant services. In either case, there are many
family members and people with disabilities who
seem to see the fulfillment of their rights as the
most important goal in their lives. For some it’s
an almost frenzied zeal—like cheerleaders, we
exhort our side to “fight and win.” For others it’s

a quiet, stealth-like determination that consumes
our waking hours. The intended outcome—a
person/family receiving all benefits and rights
afforded under state and federal policies—may
occur, and we then feel we have achieved success.
Some of us even view this as a “victory”—as if
we've been fighting a war and our side finally
“won?” Later, we may be shocked to learn the vic-
tory was short-lived. For when moving from one
service system to another (early intervention to
special education to adult services, for example),
we may have to start all over again. Success in one
venue doesn’t guarantee success in the next!

So we may temporarily achieve the intended
outcome: getting all our rights. In the process,
however, a variety of unintended consequences
sneak into our lives, some of which we’re not even
aware!

The quest for rights or services may leave us frus-
trated, angry, and tired. We don't treat ourselves or
our loved ones very kindly when there’s no time
or energy left to have fun, relax, read a book, go to
a movie, be with family, enjoy peaceful dinners,
and more. A positive outlook on life can devolve
into a permanent, negative, pessimistic daily
struggle against our collective “enemies” in the
system. Our personal identities become cloudy

as we assume the “victim” mentality. The list of
unintended consequences is varied and endless.
Still, many of us relentlessly pursue our rights,
believing that’s where we’ll find the gold at the
end of the rainbow.

But what about the “right” to a normal life—a
real life—instead of a life as a client, recipient,
patient—a “special”life? In our zeal to address
the “problems” of a person’s disability and ensure
he receives all his rights, we often overlook the
more important and valuable opportunities: those
typical and ordinary elements of daily living that
weave the fabric of a wonderful life. Yes, we need
to ensure that individuals with disabilities enjoy
the same rights of citizenship as other Americans,
but in the process, we dare not deny them the
opportunities to be fully human!

Does a two-year-old have the opportunity to be a
“terrible two” and say “No!” to everything? If she’s
unable to experience this powerful and important
milestone because she hasn’t yet acquired speech,
she needs a communication device or some other
form of effective communication so she can as-
sert herself the way other two-year-olds do. If she
doesn’t acquire the power to communicate “no”
as a child, how will she protect herself when she’s
older?

Too many children, however, are denied the op-
portunity to communicate at the age-appropriate
time (which prevents them from leading normal
lives). Parents, therapists, or others believe that
giving a child a communication device will
prevent the child from learning to speak! There is
no proof to this assertion; it’s someone’s opinion.
And, yes, some children may never acquire oral
communication—all the more reason to provide
an alternative way to communicate. Conversely, I
have known children who, as two-year-olds, used
communication devices, signing, and other meth-
ods, and as they acquired oral communication,
they stopped signing or discarded their devices.
Alternative forms of communication did not get
in the way of their learning to speak.

Is a child with a disability given an allowance?
Expected to help around the house? Taught how
to use the phone? Have a pet he’s responsible for?
Wake up to an alarm clock? Make her bed? Help
with cooking or cleaning up after a meal? Have
birthday parties with friends (not just family)?
Select presents for others? Is the child expected
to participate in and experience the traditional,
ordinary, typical activities of her brothers, sisters,
and similar-aged children? Is she expected to
achieve an academic education which will enable
her to attend college, vocational school, and/or be
employed in a real job? Do we expect the child to
leave home one day, live on her own, get married,

and lead a real life as an adult? When we don’t
encourage and provide typical experiences (and
have high expectations) we're robbing a child of
the “right”—the opportunity—to lead a normal
life.

Parents may think it’s the child’s disability diag-
nosis that precludes their child from participat-
ing in the ordinary routines of childhood. But in
my experience, it’s not the disability itself, but
the lack of tools—a communication method,
independent mobility equipment, other assistive
technology devices, environmental accommoda-
tions, behavior supports, or anything else—that
prevents a child from enjoying typical experi-
ences. Simultaneously, we may not recognize

the value of these ordinary experiences because
we're too focused on rights, services, therapies, or
entitlements.

I'll never forget the morning I repeatedly yelled at
then ten-year-old Emily to get her room cleaned
up once and for all. Eight-year-old Benjamin
wheeled over to me, and in a nervous, but hopeful
voice, asked, “Mom, do you want me to clean up
my room, too?” With this whack on the side of
the head, I realized I had not been giving Benj
enough opportunities to be responsible, and I had
not been treating him like his sister was treated!
“Yes!” I replied sternly. “Get in there right now and
dor’t come out until your room is clean!”

With a big grin on his face, he wheeled to his
room and put some of his toys in the bins on his
dresser. Then, near tears, he wailed, “Mom, I don’t
know where some of this stuff goes!” How could
he? His dad or I had been doing this for him.
What a lesson from a child! Things changed after
that. Later, Benjamin often whined about having
to clean up after himself. What kid doesn’t? This,
too, is a typical, ordinary, valuable childhood
experience!

What about today’s adults? As children, many
were not allowed to experience typical opportuni-
ties, so they didn’t learn “the basics.” As adults,
many are still not being allowed to participate

in ordinary experiences or assume typical adult
responsibilities.

It seems that many adults with developmental
disability labels are “placed” in group homes
and other “special”living arrangements because,
as children they were not expected to succeed,
not allowed to participate or learn from typical
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Coming Soon!

November 5: 20th Annual CDSC Con-
vention, “We Used to Think. ..Now We
Know.” At the Omni New Haven Hotel at
Yale.

Come join us for the best CDSC Conven-
tion ever! Keynote speaker Carol Tashie is
a nationally known author, educator, and
lecturer. She will speak on inclusion, and
the value of friendship and relationships
for all people. Her entertaining, enthusi-
astic presentation style promises to be a
hit with parents and professionals alike.

Musical entertainment will be provided
by “Rubberband,” a band comprised of
persons with disabilities and staff from
STAR Inc. of Norwalk. They’ll be playing
at lunch, during an afternoon sing-
a-long/Karaoke session for teens and
adults, and at the start of our Social Hour.

There will be approximately 20 work-
shops offering something for everyone.
Topics include medical issues, oral mo-
tor/speech concerns, transitioning from
Birth-to-Three, IDEA, curriculum modi-
fications, assistive technology, college
and career planning, sexuality, siblings,
state planning, and much, much more.

So join us for a great day full of educa-
tion, inspiration, and fun! For the most
up-to-date information regarding the
convention, come back to this page.

The brochure and online registration will
be available at
www.ctdownsyndrome.org.




