A monthly publication of Families Exploring Down Syndrome
An affiliate of the National Down Syndrome Society & National Down Syndrome Congress
666 Broadway, New York, NY 10012-2317 - 1-800-221-4606 - www.NDSS.org
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Briefing on Kennedy-Brownback Legislation

On January 16, 2008, a closed briefing was held for Senate staff members on The
Pre-Natally and Post-Natally Diagnosed Conditions Awareness Act (S. 1810),
known as the Kennedy-Brownback bill. Representatives from both NDSC and
NDSS were invited and attended this briefing. Staff members heard Mia Peterson,
self-advocate, and Brian and Michelle Ray, parents of Matthew who has Down
syndrome, discussing the quality of information they received before and after the
birth of Matthew. According to Mr. Ray, “we know, first hand, what it was like to not
be given this critical information and access to resources in a timely and effective
manner.” Andy Imparato, of the American Association for Persons with Disabilities
(AAPD) provided a cross-disability perspective on the issue of genetic testing.

This meeting was held to brief Senate staff members on S. 1810 before the bill is
marked up by the Health Education Labor and Pensions (HELP) committee. The
mark-up, which is a process whereby Committee members meet formally to make
changes to the bill, is now tentatively scheduled to take place on January 30th.
Hopefully, any differences among Senate members can be worked out prior to the
mark-up.

We continue to follow this process closely and in consultation with NDSS, tracking,
reviewing and discussing minor language changes with Senate staff. Since the
legislative process is, by nature, in a constant state of flux, we want to ensure that
grassroots efforts will be used when they have the greatest chance of success.

To see the most recent version of the bill that has been introduced, go to: http://
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thomas.loc.gov and key in S. 1810 in the space for the bill number.

Reprinted from the National Down Syndrome Congress.
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Dennis McGuire, Ph.D is the Director
of Psychosocial Services at the Adult
Down Syndrome Center of Advocate
Lutheran General Hospital

7th at 6:30 pm. This event is open to
everyone and is free.

The following morning on Saturday,
March 8th, we are hosting

Nancy Kaufman, MA, CCC-SLP from
West Bloomfield, Michigan for a half
day seminar for parents and caregiv-
ers entitled, "Establishing Verbal Lan-
guage Skills for Children with Down
Syndrome: The Kaufman Speech
Praxis Method." This seminar is
scheduled for 8 am - Noon, costs only

in suburban Chicago and
co-author of Mental Well-
ness in Adults with Down
Syndrome: a Guide to
Emotional and Behavioral
Challenges. His presenta-
tion is entitled, "If People
with Down Syndrome
Ruled the World" and he
will be the keynote
speaker at our Annual
Meeting on Friday, March

$20 for non-DSANI mem-

bers and, although it is de-
signed for parents

and caregivers, is open to

anyone.

Nancy Kaufman lectures
internationally on the sub-
ject of apraxia of speech, a
motor-speech programming
disorder which affects the
planning of movement to

produce and combine

speech sounds. Libby Kumin, PhD,
CCC-SLP, in Early Communication
Skills for Children with Down Syn-
drome: A Guide for Parents and Pro-
fessionals reported the results of a
survey she conducted of over 1000
families in 1994 in which she found
that 48% - 78% of parents of children
with Down syndrome reported signs of
motor planning problems, including
difficulty in making sounds and mak-
ing sound reversals and sound er-
rors.

In addition to this seminar for par-
ents, Ms. Kaufman is also teaching
at a 1-day seminar on apraxia for
speech pathologists on March 7th in
Fort Wayne, that is being coordinated
by Northern Speech Services and is
eligible for 6 CEUs.

For more details about both speakers (and
apraxia) visiting the Events Calendar
at www.dsani.org

Keys to the Future

March 8, 2008

The Down Syndrome As-
sociation of Roanoke,
Virginia, will hold their
“Keys to the Future” con-
ference on Saturday,
March 8, 2008, at the Ho-
tel Roanoke and Confer-
ence Center. Registration
is $25 per person. For
more information, call
540/772-6460; e-mail
info@dsar.org; or visit
www.dsar.org.

Educators, Speech-Language
Pathologists, Administrators, and
Parents Welcome!
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www.dsawm.org

July 11-13, 2008 at the beautiful Seaport and Renaissance Boston Waterfront Hotels. Space will fill up quickly, so make your hotel reserva-
tions in the NDSC room block now. For The Seaport Hotel, call 877-732-7678 or click on the link below. For the Renaissance Boston Water-
front Hotel, click here or call 800-468-3571.
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We attended the Reach for
the Stars Conference in Oc-
tober.

# " This was our first contact with
# FEDS. Everyone made us
feel so welcome, it was quite
an experience for both of us.
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Health Care Guidelines for Individuals with DS

The Down Syndrome Health Care Guidelines, compiled by the Down Syndrome Medical Interest Group, and specialized

growth charts, assists families and medical professionals in providing appropriate medical and preventative care. They were
designed to define for parents what is needed, so they can communicate with their primary care physician and say, “This is

what is recommended. This is what we need to do.” It is a helpful tool for physicians because it defines the medical vulnerabilities
and the necessary screenings. Most pediatricians only care for a few children with Down syndrome in their practice,

and although they may be knowledgeable about the current recommendations, they don’t keep up-to-date in the same way

as parents, who become experts about the needs of their children. In essence, parents need to be educated to be the

educator for the physician.

Neonatal (Birth-1 Month)

« Chromosomal karotype and genetic counseling, if necessary.

« If vomiting or absence of stools, check for gastrointestinal tract blockage (duodenal web or atresia or
Hirschsprung disease.)

« Evaluation by a pediatric cardiologist including echocardiogram. Subacute bacterial endocarditis prophylaxis
(SBE) in susceptible children with cardiac disease.

» Exam for plethora, thrombocytopenia.

» Review feeding history to ensure adequate caloric intake.

« Thyroid function test - check on results of state-mandated screening at birth.

« Auditory brainstem response (ABR) or otoacoustic emission (OAE) test to assess congenital sensorineural
hearing (at birth or 3 months).

« Pediatric ophthalmological evaluation (by 6 months) for screening purposes.

« Discuss value of early intervention (infant stimulation) and refer to enrollment in local program.

« Refer to local Down syndrome parent support group for family support and resources.

Infant (1-12 Months)

» General neurological, neuromotor and musculoskeletal examination.
e TSH and T4 - Thyroid Function Test (at 6 and 12 months).

« Evaluation by a pediatric cardiologist including echocardiogram, if not done at birth. Consider progressive
pulmonary hypertension in patients with a VSD or atrioventricular septal defect who are having little or no

symptoms of heart failure.

» Subacute bacterial endocarditis prophylaxis (SBE) as indicated.

* Well child care: immunizations.

« Feeding consult, especially if constipated. Consider Hirschsprung disease.

« Auditory brainstem response (ABR) or otoacoustic emission (OAE) test to assess congential sensorineural hearing
(by 3 months if not performed previously or if results are suspicious).

« Ear, nose and throat exam (as needed), especially if suspicious of otitis media (ear infection).

» Well balanced, high-fiber diet.

« Vision exam (by 6 months and annually), earlier if nystagmus, strabismus or indications of poor vision.
« Discuss early intervention and refer for enroliment in local program (if not done yet).

* Application for Supplemental Security Income (SSI), depending on family income; consider estate
planning and

custody arrangements; continue family support.

Childhood (1-12 Years)

* TSH and T4 - Thyroid Function Test (annually).

» Echocardiogram by a pediatric cardiologist if not done previously.

» Behavioral Auditory Testing (every 6 months until age 3, then annually).

« Lateral cervical spine x-rays (neutral view, flexion, extension) to rule out atlanto-axial instability. Radi-
ologist to

measure atlanto-dens distance and neural canal width (at 3-5 years, then as needed).**

» General pediatric and neurological exam, including evaluation for signs of spinal cord compression: deep tendon
reflexes, gait, Babinski sign.

» Use Down syndrome growth charts and head circumference charts, as well as growth charts for typically
developing children.

» Eye examination (annually or more often as indicated).

« Screen for celiac disease IgA antiendomysium antibodies and total IgA (between 2 and 3 years).

» Question about obstructive sleep apnea; ear, nose and throat (ENT) exam as needed.

» Dental exam (2 years; follow up exams every 6 months after). Twice-daily teeth brushing.
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Health Care Guidelines for Individuals with DS cont :

« Reinforce need for subacute bacterial endocarditis prophylaxis (SBE) for cardiac problems (as indicated).

« Brief vulvar exam for girls.

» Well child care: immunizations, pneumococcal vaccine (2 years).

« Evaluation by a speech & language pathologist to maximize language development and verbal communication.

» Review parental concerns; current level of functioning; monitor for behavior problems.

» Continue speech therapy and physical therapy (as needed).

** Atlantoaxial dislocation refers to a weakness of neck muscles that affects approximately 10-20% of children with Down
syndrome. Most cases are asymptomatic. A lateral cervical spine x-ray is recommended as a preventative measure against
neck injuries for all children after age 2. If atlantoaxial dislocation is present, high-risk activities such as jumping, diving, etc.
should be limited. In cases where symptoms are present, it can be surgically fused.

Adolescence (12-18 Years)

e TSH and T4 - Thyroid Function Test (annually).

« Auditory testing (annually).

« Cervical spine x-ray, as needed for sports participation.

» Monitor for obstructive airway disease and sleep apnea.

» General physical and neurological examination (check for atlanto-axial dislocation).

» Eye examination (annually).

» Monitor for obesity by plotting height for weight on the growth charts for typical children.

« Clinical evaluation of the heart to rule out mitral/aortic valve problems. Echocardiogram (ECHO) as indicated by
clinical findings.

« Reinforce the need for subacute bacterial endocarditis prophylaxis (SBE) in susceptible adolescents.

» Adolescent medicine consult for puberty/sexuality issues; health, abuse prevention and sexuality education.
« Pelvic exam (only if sexually active).

« Low calorie, high fiber diet; regular exercise program.

* Smoking, drug and alcohol education.

» Psychoeducational evaluations (every 2 years) as part of Individualized Educational Plan.

 Begin functional transition planning (age 16 years).

» Monitor independent functioning.

Adulthood (More than 18 Years)

e TSH and T4 - Thyroid Function Test (annually).

« Auditory testing (every 2 years).

« Cervical spine x-rays as needed for sports participation.

» Opthalmologic examination, looking especially for keratoconus and cataracts (every 2 years).

« Clinical evaluation of the heart to rule out mitral/aortic valve problems. Echocardiogram (ECHO) as indicated by
clinical exam.

 Reinforce the need for subacute bacterial endocarditis prophylaxis (SBE) in susceptible adults with cardiac
disease.

» Baseline Mammography at 40 years. Follow up every other year until 50 years, then annually.

« Pap smear and pelvic exam (every 1-3 years after first intercourse). If not sexually active, single-finger bimanual
examination with finger-directed cytology exam. If unable to perform, screen pelvic ultrasound (every 2-3 years).
Breast exam (annually).

» General physical and neurological examination (check for atlanto-axial dislocation); routine adult health care.

« Clinical evaluation for sleep apnea.

 Low-calorie, high-fiber diet. Regular exercise. Monitor for obesity.

 Health, abuse-prevention and sexuality education. Smoking, drug and alcohol education.

« Clinical evaluation of functional abilities (consider accelerated aging); monitor loss of independent skills.

» Neurological referral for early symptoms of dementia (decline in function, memory loss, ataxia, seizures

and incontinence of urine and/or stool).

» Monitor for behavioral or emotional changes and/or mental health problems. Psych referral (as needed).
 Continue speech therapy and language therapy, as indicated.

* Based on Health Care Guidelines for Individuals with Down Syndrome: 1999 Revision (Down Syndrome Preventive Medical
Checklist).
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The National Down Syndrome Congress
(NDSC) and the National Down Syndrome
Society (NDSS) condemned the use of indi-
viduals with Down syndrome by terrorists
following dual bombings in Baghdad Fri-
day. According to news reports, terrorists
used remote-controlled explosives attached
to two women with Down syndrome to kill at
least 73 people.

Responding to news of the attack, NDSC
Executive Director David Tolleson said, “this
tragedy is compounded by the terrorist’s vi-
cious exploitation of individuals with Down
syndrome.” NDSS President Jon Colman
agreed, noting that “this was not a suicide
attack, these women were murdered, as
surely as the other victims.”

This is not the first time individuals with
Down syndrome have been used by terror-
ists in such deadly attacks in Irag. On Janu-
ary 31, 2005, an explosive device tied to a
boy with Down syndrome was exploded in
Baghdad, in an act condemned at the time
by NDSC and NDSS and others around the
world.

Both the National Down Syndrome Society
and the National Down Syndrome Congress
urge the Iragi government to use every avail-
able method to end the abuse of individuals
with Down syndrome and to use this tragedy
as a catalyst to enact and uphold policies
and laws that will protect the basic human
and civil rights of all individuals with disabili-
ties.
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CHAIRPERSONS

Appreciation Night
Stephanie Collins
Stephaniecollins00@Gmail.com

Communications/Let’s Play
Bethany McLain
Bethany McLain@signlanguage
servicesofmichigan.com

Funeral Chairperson
Karen Relph 586-933-1203

krelphl @wowway.com

Greeter/Membership
Cheryl Taylor 586-939-8414
fctaylor@comcast.net

Holiday Party
Diane Mueller 586-566-6749
tomdianemueller@aol.com

Hospitality
Sara Everhart 586-293-8361
Severhart1221@wideopenwest.com

KofC Tootsie Roll Drive
Sheryl Fournier
Sherylefournier02@comcast.net

Library
Jan Popejoy 248-288-6754
Janicekay@wideopenwest.com

Medical Consultant
Dr. R. Raman, Pediatrician
586-977-9300

Mom'’s Night Out

Kelly Spagnuolo
586-286-7743
CaterKelly@comcast.net

Kathy Passalaqua

Mikekathy63@aol.com

Merchandising
Kathy Passalaqua

Mikekathy63@aol.com

New Parent/Hospital Folders
Paula DesRosiers
586-978-9066

Jderol@yahoo.com

Parent’s Night Out
Gayle and Andy Fetzer
586-939-1196

2008 Picnic Chairpersons
Allison and Cappy Boisvert
aboisvert0974@wowway.com

Pizza Night
Mary Mendez 248-680-1951
mary-a-mendez@sbcglobal.net

Special Olympics
Representative
Marian Cunningham
586-758-6139
MECTO7@hotmail.com

Ways & Means/Tickets
Sue Cilia 586-754-4165
SUETONE4@HOTMAIL.COM
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