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The last few months have proven to be very exciting for
the project! We have registered several new children on the
census and have become active with those many teams.
DBCentral’s primary function is to educate people on the best
practices associated with meeting the needs of children and
young adults who are DeafBlind, whether on student specific
issues or on general topics related to DeafBlindness.

To that end, we have hosted a number of workshops
and trainings. Some of these have been student-specific,
geared towards the team people surrounding one child/young
adult. Others have been on a much larger scale. DBCentral
hosted a Statewide Conference in July. Several speakers, in-
cluding Tim Hartshorne, the grant manager for DBCentral and
a professor in the Department of Psychology; Laurie Denno, a
psychologist at Perkins School for the Blind; George Williams,
a pediatrician from Australia; and | spoke on “Behavior As
Communication.” We also had a Family Retreat this fall. Jerry
Petroff presented, focusing on issues surrounding transitions.
In addition, we co-hosted an Usher Syndrome Awareness Day
with Michigan School for the Deaf. Dr. William Kimberling from
Boy’s Town shared the stage with a panel of three adults who
have Usher Syndrome. The details of some of these events
are included in this newsletter.

Please watch your mail for the needs surveys we will be
mailing in the next couple of months. Your input will help to
determine future workshop topics. Upcoming trainings are
publicized on the website (www.dbcentral.org).

Who: DB Central Families

What: Parent Warkshops, Evening Social Event for t  he
Whole Family, Family Networking, MADB Meeting.

Where: Valley Plaza Resort, Midland, Michigan

When: September 16-18, 2005

Why: Free fun for the whole family.

How: Expert speakers, on-site childcare and struct  ured
activities

See pages 2 & 3 for more details on this great even !
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Left: Jerry Petroff delivers the keynote.

Below: Transition Panel (left to right): Laura Thomas, Jerry Petroff, Barb Purvis, Mike

Hetzman, and Cindy Caldwell

The 5th annual DBCentral Family
Retreat was held the weekend of Sep-
tember 17, 2005, with over 20 families in
attendance. The retreat was held at the
Valley Plaza Resort in Midland, and fea-
tured keynote speaker Jerry Petroff, from
the New Jersey DeafBlind project.

Jerry’s presentation topic was
“Enhancing the Gifts and Abilities of Chil-
dren Who Are DeafBlind.” He discussed
the importance of social relationships for
everyone, and offered strategies for cre-
ating opportunities for those relationships
to take root. Parents had the chance to
tell stories about their children and ex-
amine their values and assumptions.
Jerry moved into a discussion on behav-
ior as communication, the difference be-
tween presence and participation, and
the value of children participating in ac-
tivities and relationships to whatever ex-
tent they can, even if they can’t complete
all of an activity. The presentation was
so well received that it was sent on CD
to all parents who attended the retreat. If

you were not able to attend, but would
like a copy of Jerry’s presentation, con-
tact Candice at 1-888-758-0505 (v/ity)
and she will send one to you.

A panel discussion on post-
secondary transition was held as well,
with panelists representing Michigan
Commission for the Blind, DeafBlind unit,
Community Mental Health, the National
Technical Assistance Consortium
(NTAC), and Helen Keller National Cen-
ter (HKNC). There was a moderated dis-
cussion, followed by a question and an-
swer period, and the opportunity for par-
ents to make private appointments with
the panelists to have their specific ques-
tions answered.

While parents were in their ses-
sions, childcare was provided by Heather
Seidel, Susan Langendonk, and a group
of dedicated volunteers. Crafts, movies,

and activities meant the kids got a little
loud from time to time, and having the
childcare rooms next to the presentation
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room was less than ideal, but everyone adjusted.
Gay Corey remarked, “I wasn’t sure how (my daugh-
ter) would fit in...but kids and adults just came up
and took an interest in Rachel, and she definitely fit
in. The routine and consistency was good and she
really enjoyed the activities.”

Saturday evening was family time—families
had free time to enjoy the amenities of the hotel,
which included an onsite movie theater, bowling alley
and several pools. A hospitality suite was also open
to parents whenever there wasn't a speaker in ses-
sion, to offer a place to relax, have a snack, and con-
nect with other families. Kim Tullock commented
that it was “good to get away, and see other families
dealing with similar issues.” Parents weren’t the only
ones bonding with one another—Miriam Lozneanu
and Emily-Ann Davis became all but inseparable
over the weekend, and are still in touch.

On Sunday morning, the state DeafBlind par-
ent group, Michigan Association for DeafBlind
(MADB), hosted a memorial brunch in memory of
Christopher Donely and Jeffrey Bradford, who had
passed away since the 2004 retreat. MADB reported
on their activities for the previous year, and held an
election to fill the open Treasurer’s position. Theresa
Troupe was elected Treasurer, and she joins Presi-
dent Roxann Davis, Vice President Dave Bonifas,
and Secretary Kevin Troupe on the Board.

Above: A group of pirates takes over childcare.

X

Parents attended a wrap-up
session with Jerry, and then every-
one left for home. Kathy Gannon
remarked that “every year this has
gotten better!” That seems like a
tradition worth keeping. Based on
needs survey results, DBCentral
staff have booked Robbi Blaha, of
the Texas DeafBlind Project, to pre-
sent on the challenges puberty can
bring for parents of children who are
congenitally DeafBlind. Watch the

mail and check the website
(www.dbcentral.org) for Retreat
2006 details.

Above: DB Central's Family Support Coordina-
tor, Candice, helps Emily Ann Davis get settled
for a trip down the hill.

Above: Emily-Ann Davis and Miriam
Lozneanu became fast friends.

Above: Theresa and Kevin Troupe assess their
knowledge.
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For children with such exceptional medical and/or behavioral needs that an out of home
placement is being considered, parents may want to call a representative from their local Community
Mental Health agency and discuss if the Children’s Waiver Program (CWP) could assist in meeting
their child’s needs.

The Children’s Waiver enables Medicaid to fund necessary home and community-based
waiver services for children, under the age of 18, who have a developmental disability, meet criteria
for admission to an Intermediate Care Facility for the Mentally Retarded (ICF/MR), and reside with
their birth or adoptive parents. Under the CWP, the parent’s income is waived when determining eli-
gibility for Medicaid, and the child is eligible to receive regular Medicaid services.

Application for the CWP is made via the local Community Mental Health Services Program
(CMHSP), who is responsible for assessing and evaluating eligibility. In addition to affirming the
child is “Developmentally Disabled” per the federal definition and eligible for ICF/MR services, the
application process also considers such things as the number and health status of other children in
the home, the status of the adult caregivers in the home and whether or not the child attends school.
The completed application is then forwarded to the Michigan Department of Community Health
(MDCH), who reviews and determines prioritized eligibility for the waiver program.

MDCH'’s legal authority for overseeing the CWP falls under Section 1915 for the Social Secu-
rity Act, with the state portion of the funding, which is matched by federal funds, being appropriated
by the Michigan Legislators. Because federal regulations allow states to limit enroliment to the num-
ber of children that can be supported within the state appropriated funds, not all applications can be
approved. There are currently 431 children in Michigan enrolled in the CWP.

More information about the Children’s Waiver Program can be obtained by contacting your
local Community Mental Health or at the State of Michigan website at:
http://www.michigan.gov/mdch/0,1607,7-132-2941_ 4868 7145-14669—,00.html

H)* +

Sandy Slowinski joined the DB Central team on July 18,
2005, as the new Administrative Secretary. Her degree and
experience are in the healthcare field. She is excited to be
working with DB Central and looks forward to opportunities
to work with families and professionals alike. She is in the
office Monday through Friday to assist you.
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UPComing EVENTS

November 3 & 4

Two-Day PECS Training

Detroit, Ml

1-888-732-7462 or www.pecs.com

November 4, 2005

Fall Shopping Event
Prime Outlets at Birch Run
12:00 noon—4:00 pm

November 4-6, 2005
Relatively Speaking
Crown Plaza of Grand Rapids

November 6-8, 2005

Together, We Make A Difference

2005 Michigan POHI/SXI Conference
Kensington Court, Ann Arbor, Ml

Contact: Carole Godziszewski at 586-268-2040
godziszewskiOl@comcastnet

November 8-10, 2005

Business and Rehabilitation:

The Essential Partnership

Michigan Rehabilitation Conference
Grand Rapids, Mi

Contact: Collene Dabish at 800-414-3956

November 9-12, 2005

2005 National TASH Conference
Midwest Airlines Center
Milwaukee, WI

December 12, 2005

PECS Review, Practice & Problem Solving
Detroit, Ml

1-888-732-7462 or www.pecs.com

December 13, 2005

Detroit, Ml

Incorporating PECS Across the Day
1-888-732-7462 or www.pecs.com

March 15-17, 2006
“The Art of Transition”

Michigan Transition Services Association
Annual Conference

Bavarian Inn Lodge and Conference Center
Frankenmuth, Ml

Contact Joetta Cherry, Registration Chair
(269) 467-5444

April 06, 2006—Dewitt, Ml
April 07, 2006—Waterford, Ml

Wendy Buckley from Perkins School for the
Blind-DeafBlind Department-will present on
the use of assistive technology and com-
puters in educating children who are Deaf-
Blind.

June 17-21

American Association of the DeafBlind
(AADB) Conference will be held at Town-
send University in Baltimore, MD.

July 16-19, 2006
DeafBlind Transition Camp
Michigan State University, East Lansing, Ml

Mark your calendars—Challenge Mountain
has been scheduled for February 18, 2006.

Information will be mailed in December .

Check the DB Central website for:
Updated Events List
Lending Library Catalog

Program Information
Resource Guide

Purchasing Materials

Newsletters

DB Central Forms

wwdieentrallory
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If your child has CHARGE, or

you know someone who does, n
Dr. Glenn Green, Pediatric
Otolaryngology of U of M, is very interested
in CHARGE kids. He is doing chromosome
testing for “free”. In addition, they have two
audiologists, Lori Van Riper and Ranjani
Krisnan, who are testing hearing for families
with  CHARGE kids. For appointments,
please call 734-936-5730.

The Benefits Planning, Assistance and Out-
reach program is a federally funded program
designed to help individuals with disabilities
and those who care them assess the risks
and benefits of increasing their work in-
come. A trained benefits counselor can sit
down with you and discuss what your op-
tions are, how they would affect your bene-
fits, and then let you decide what to do. For
more information, and to contact a benefits
counselor in your area go to:

http://www.ssabenefitsplanningmi.org/ssa_b
enefits_planning_michigan.htm

Many pharmaceutical companies have pro-
grams designed to facilitate access to their
drugs by people who need them, but have
no insurance. The following page has links
to prescription assistance programs at many
major pharmaceutical companies.

http://www.cancersupportivecare.com/drug_
assistance.html

For those of you interested in pursuing a
class in American Sign Language near you,
this link provides you with a list of ASL
classes all over the state:

http://www.michdhh.org/asl_deaf culture/asl

The Michigan Department of Community
Health (MDCH) and the Early Hearing
Detection and Intervention program
(EDHI) are pleased to announce the
“Guide By Your Side” program, that will
link parents of children who are deaf or
hard of hearing with families of children
newly diagnosed with a hearing loss.
There are currently 16 trained parent
guides representing regions throughout
the state. The program is designed to:

*  Provide parents with opportunities to
establish a relationship with another
parent of a child who is deaf or hard
of hearing.

* Provide parents with unbiased infor-
mation regarding communication op-
tions for their child.

* Provide parents with an understand-
ing of the unique needs of infants
who are deaf or hard of hearing.

* Link parents to resources available

Hands & Voices is a nationwide, parent
driven, non-profit organization dedicated
to providing unbiased support to families
with children who are deaf or hard of
hearing. They provide support activities
and information concerning deaf and
hard of hearing issues to parents and
professionals that may include outreach
events, educational seminars, advocacy,
lobbying efforts, parent to parent net-
working, and a newsletter. They strive to
connect families with resources and in-
formation to make informed decisions
around the issues of deafness or hearing
loss. For more information, see:

www.handsandvoices.org

Individuals without prescription coverage
may qualify for free or nearly free brand
name medicines. For prescription help,
phone the Partnership for Prescription
Assistance at 1-888-477-2669, or visit
the web at www.pparx.org
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Former President Carter and American Optometric Ann ounce InfantSee
Program To Provide No-Cost Infant Eye Assessments

New York (June 8, 2005) - InfantSEE™, a no-cost public health program
developed to provide professional eye care for infants nationwide, was
launched today by the American Optometric Association (AOA), in
partnership with The Vision Care Insitute of Johnson & Johnson Vision
Care, Inc. Under this program, supported by former President Jimmy
Carter, who serves as honorary national chair and spokesman,
participating optometrists will provide a one-time, comprehensive eye
assessment to infants in their first year of life, offering early detection of
potential eye and vision problems at no cost regardless of income.

Public health experts agree that visual development is most dramatic between 6 and 12 months of
age and that early detection can prevent and help reduce the threat of serious vision impairments.
In fact, one in every 10 children is at risk from undiagnosed eye and vision problems. However, a
survey fielded by BabyCenter.com, on behalf of the AOA, reveals that nearly half of new and expec-
tant mothers mistakenly believe that because a baby’s eyes are changing and their vision is devel-
oping in their first year of life, it is best to wait until the child is older to get them screened by an eye
care professional. Further, while 97 percent of mothers said they do everything they can to ensure
their children’s health, only 13 percent of mothers with children younger than 2 years of age said
they had taken their babies to see an eye and vision care professional for a regular check-up or well-
care visit. This discrepancy suggests a lack of understanding about the importance of early inter-
vention. If left untreated, eye and vision problems can impact learning and may lead to permanent
vision impairment.

“As parents, we regularly take our children to the dentist to help prevent cavities. Likewise, we
should take our babies to the optometrist to help prevent potential eye and vision problems,” said
former President Carter. “Given my family’s experience managing vision problems that were not
caught early, | strongly encourage all parents with babies to visit an optometrist for and InfantSEE™
assessment during the first year of their child’s life and | applaud AOA for providing parents this op-
portunity.

The BabyCenter.com survey also showed that the large minority of mothers feel confident that their
pediatricians have the time and resources to identify potential eye and vision problems. Actually, a
typical well-child visit to the pediatrician, including care and services performed by all personnel,
lasts an average of 22.1 minutes, 1 which is effective for detecting only readily identifiable eye prob-
lems. Significant risk factors to eye and vision disorders, however, are typically not detectable by
base-level infant eye screenings, and even early retinoblastoma (the seventh most common pediat-
ric cancer) is detected more than 80 percent of the time by a family member or friend, as opposed to
a health care professional.

“Optometrists, through their clinical education, training and experience, have the means to provide
the most effective primary eye and vision services to children, as a complement to routine well-care
exams given by pediatricians,” said Scott Jens. O.D., F.A.A.O. and InfantSEE™ chairman. “The
AOA and InfantSEE™ volunteer optometrists look forward to working with pediatricians to offer ex-
panded eye care to infants nationwide.
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Michigan Services for Children & Young Adults Who Are DeafBlind grants permission for individu-
als, groups, and agencies to reprint articles from our newsletters. We request that you document the
article with the author’'s name, date, and DB STAR.

This project is supported by the U.S. Department of Education,
Office of Special Education Programs (OSEP). Opinions
expressed herein are those of the authors and do not
necessarily represent the position of the U.S. Department

of Education.
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