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Upcoming Designer Genes Events
World Down
Syndrome Day
March 15th - 21st - Random
Acts of Kindness Campaign
Designer Genes will be joining
others across the country in
promoting Down syndrome
awareness through the Random
Acts of Kindness Campaign.
More information will be coming
out via email and on our Designer
Genes Facebook page. We hope
you can join us as we spread
awareness about the amazing
potential of individuals with
Down syndrome.
March 21st - World Down
Syndrome Day
& OPMC Fun Day
Designer Genes is honored
to partner with the Our Place
Motorcycle Club to host a World
Down Syndrome Fun Day for our
families and friends from
11 a.m. – 3 p.m. at HIT, Inc. (2640
Sunset Dr., Mandan). Funds raised
from the event will support
the upcoming iCan Bike Camp
scheduled for August 3-7, 2015.
The event is open to all who are
interested, so bring buddies!

February 12th – “Designer Genes in the House”
with the Bismarck Demons Girls Basketball Team
Designer Genes will be in the house with
the Bismarck Demons Girls Basketball
team starting at 5:30 p.m. on Thursday,
February 12th. Designer Genes’ families get
free admission to the game which starts
at 6 p.m., will have opportunities for fun
during the game, and will finish with a root
beer float social with the team following the
game. The Demon Boosters will be holding
a 50/50 raffle to raise money for Designer
Hanging with the coaches
Genes. The Hinderer family (Dallas is the
at Demons night 2014
past-coach for the Demon Girls - pictured
at right in the official coach-like tie) will be
“in the house” throwing out the game ball and we’ll all be cheering on the
maroon and white. Hope to see you there!
March 1st - Bowling Party Fun
The Designer Genes Annual Family Bowling Party will be held on
Sunday, March 1st. Families and friends are invited to join us at Midway Lanes
Bowling Alley in Mandan. Bowling will begin at 5 p.m. and supper will follow in
the party rooms behind the arcade.
August 3rd - 7th - It’s Back - iCan Bike
Designer Genes is pleased to welcome back iCan Bike
in collaboration with Bismarck Parks and Recreation,
August 3-7, 2015. If you’ve love someone, ages 8 and
above, that wants to learn to ride a two-wheel bike
independently, this is their chance. If you have never
heard of iCan Bike – check it out at: www.iCanShine.
org. Registration will be up in March on our website
at www.DesignerGenesND.com.
Contact Heather Lundeen at
701-471-5615 for more information.
iCan Bike is also coming to Fargo
on July 13-17, and Minot on August
10-14 this summer.

Legislative News from the Capital
the bills Designer Genes has their Eyes on
SB 2234 – Designer Genes worked with our primary
sponsors to introduce legislation to assist individuals
that are applying for services through Developmental
Disabilities (DD) Program Management. Currently,
extensive psychological testing can be required for
eligibility purposes. The bill asks that this requirement
be excused in instances where someone presents Down
syndrome, as the diagnosis is closely associated with
developmental disabilities. Currently, there are children
in our state that have not been found eligible for DD
services, this bill would help make sure that those services
are in place for anyone with Down syndrome that needs
them. You can help by contacting legislators and telling
them about:
• How important DD services are for your loved one
and family?
• Any difficulties your loved one experienced in going
through DD eligibility.
• How using the diagnosis saves the state, individuals and
families time, money and emotional energy?
HB 1373 – This bill relates to implementing the Achieving
a Better Life Experience (ABLE) Plan in the state of
North Dakota. The bill directs the Bank of North Dakota
to develop administrative code (following the Federal
government’s regulations for implementation) and manage
the accounts. The ABLE plan is modeled after the 529
College Save Plans and allows individuals with disabilities
to set up a saving account that will not be counted against
their public benefits. The savings account has a $100,000
limit and the funds have to be used for approved plan
expenses.

SB 2012 – The $3 billion Department of Human Services
bill has many components that are critically important to
individuals with Down syndrome and their families. In
particular – here are few items:
• Inclusive Child Care – The Governor’s proposed budget
includes $750,000 for helping child care providers
support children with special needs in their care. There
is an amendment to double this amount.
• Supporting Families – There is an amendment before
Senate Appropriations to provide funding for agencies
like Family Voices of North Dakota and Federation of
Families.
• Loss of Services after Age 3 – Designer Genes
continues to be concerned about our children with
Down syndrome that are not found eligible at the time
they transition from early intervention services. This
is true for other children with disabilities as well. An
amendment is being created to address this issue as
well as SB 2234.
• Increase for providers – The Governor’s proposed
budget includes a 4% increase for DD providers for
each year of the biennium. This helps providers to
recruit and retain staff.
• Competitive Employment – The Arc of ND/Bismarck
continues to challenge the state to address segregated
work settings and fight for competitive wage jobs for
our individuals with disabilities.
Designer Genes will be sending out legislative updates
through our email list. If you are not receiving emails from
us – contact Roxane at info@designergenesnd.com to
make sure you’re on the list.

A Big Shout out for

Last year our amazing buddies helped us win
KK Bold’s Step Up contest by voting for us
through Facebook. We’ve spent the last
year with KK Bold working on our “look” and our message. We don’t think it was
a coincidence that this opportunity came to us just as the Board
of Directors was trying to do some long range planning. The
work that we did with KK Bold helped us to create an improved
public image. KK Bold’s Step-up program left us with a beautifully
designed brochure, new exhibit products, new design for our
to-be-launched new website, and a whole line up of professionally
produced products such as business cards, letterhead, etc. Most
importantly, they helped us craft new thoughts on who we are and
who we want to be as an organization! Thanks KK Bold Buddies!

Family Voices Empowering Parents
Often the question gets asked – “Why is parent leadership training important?”
There are many ways to answer that question, but two reasons seem to rise to
the top. First, parent leaders made a difference in the past. They shaped policy,
pushed inclusive practices, and continued to create awareness around disability.
Second, every day in parenting a child with a disability, leadership proves itself
useful. It might be in asking what you need at the clinic or saying what you think
in an Individual Education Plan meeting with the school. Parent leadership training
doesn’t mean that you have to “go to Washington,” but it does help you understand
the services and supports that your loved one needs or may need.
If you’re interested, check out Family Voices new and improved “Empowering Parent
Leaders as Advocates Project.” The purpose of the Family Voices Empowering Parent
Leaders as Advocates Project is to provide family members with the tools to expand
their grassroots advocacy efforts through coalition building and mentoring activities.
Check out the application at: www.surveymonkey.com/s/656JH5Z

Upcoming Conferences
April 9th -11th – Pathfinder Parent Involvement
Conference – Bismarck, ND
(Parent stipends are available.) Author and renowned
sexual educator Terri Couwenhoeven will be bringing
us the news on Sexuality and Persons with Intellectual
Disaiblities during the conference. Terri is mom to Anna,
who is 25 and has Down syndrome. Designer Genes
families are invited to attend the opening conference
social even if they can’t attend the whole conference.
Learn more about Terri’s work at:
www.TerriCouwenhoven.com/?page_id=4
For more info about the conference:
www.Pathfinder-ND.org
April 18 – New Directions Regional Down Syndrome
Conference – Sioux Falls, SD
For more information, find the brochure on the
Designer Genes Facebook page or contact:
designergenes321@gmail.com
June 25 - 28 – National Down Syndrome Congress Annual
Conference – Phoenix, AZ
www.Convention.NDSCCenter.org
Thinking that you’d like to go to one of these events but need some
assistance, consider this: The North Dakota Developmental Disabilities
Council has the Consumer Leadership Investment Fund which sets aside
funds to assist individuals with developmental disabilities and/or family
members with the cost of attending conferences.
Check it out at: www.NDCPDorg/scdd/investment.shtml

Terri Couwenhoeven
is a well known
sex educator and
author, specializing
in the design and
implementation of
sexuality programs and
resources for people with
cognitive disabilities,
their parents, and the
professionals who
support them.

DID YOU KNOW?
Pathfinder Parent Center is there
to help you answer questions about
special education and educational
supports. They have an extensive
library of materials that they will
mail out to you with return postage
included. Check out their services
at www.Pathfinder-ND.org.

Mark Your Calendars
UPCOMING DESIGNER GENES DATES OF NOTE
Feb. 12 | Designer Genes in the House
with Demons Girls Basketball - Bismarck
5:30 p.m. arrive, 6 p.m. game begins
March 1 | Designer Genes Bowling Night - Mandan
5 p.m. Bowling with supper to follow. Midway Lanes
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March 21 | Celebrate World Down Syndrome Day
11 a.m. - 3 p.m. at HIT, (2640 Sunset Dr) Mandan
April 9-11 | Pathfinder Parent Involvement
Conference - Bismarck
April 18 | New Directions Regional Down Syndrome
Conferece - Sioux Falls, SD
June 25-28 | National Down Syndrome Conference Phoenix, AZ
July 13-17 | iCanBike Camp - Fargo
Aug. 3-7 | Designer Genes iCanBike Camp - Bismarck
Schaumberg Arena - Bismarck
Aug. 10-14 | iCanBike Camp - Minot

Even though it’s almost a year away, it’s not too early to think
about how you can recognize the inclusive practices in your
child’s school. This year, Designer Genes shared an
Inclusion Newsletter with our local school districts.
Check it out at: www.DesignerGenesND.com.
every child is gifted. They just unwrap their packages at different times.

