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Some Truths about Down syndrome
for Down syndrome Awareness Month
Today there are still many misconceptions about Down syndrome (Ds) and those who have it. National Down syndrome Society
dispels some of the common myths about Down syndrome.
MYTH: Down syndrome is a rare disorder.
TRUTH: Ds is the most commonly occurring chromosomal condition.
1/691 babies in the U.S. is born with Ds, or around 6,000 births per year.
Today, there are approximately 400,000 people with this condition living
in the U.S.
MYTH: Down syndrome is hereditary and runs in families, and most are
born to older parents.
TRUTH: Translocation, a type of Ds that accounts for 3 to 4% of all cases,
is the only type of Ds known to have a hereditary component. Of those,
one third (or 1% of all cases) are hereditary.
Most children with Down syndrome are born to women younger than 35
years old simply because younger women have more children. However,
the likelihood of having a child with Ds increases with the age of the
mother.
MYTH: All people with Down syndrome have a severe cognitive disability.
TRUTH: Most people with Down syndrome have a mild to moderate
cognitive disability. This is not indicative of the many strengths and talents
that each individual possesses.
MYTH: People with Down syndrome are always sick.
TRUTH: Though people with Ds are at an increased risk for certain medical
conditions, advances in health care and treatment of these conditions
allow for most individuals with Ds to lead healthy lives.
MYTH: Scientists know everything there is to know about Down syndrome.
TRUTH: Though we know that an extra full or partial copy of chromosome 21 causes the characteristics of Ds, researchers
are making great strides in identifying how individual genes on chromosome 21 affect a person with Ds. Scientists feel
strongly that it will be possible to improve or prevent many of the concerns associated with this condition in the future.
MYTH: Segregated special education programs are the only option for students with Down syndrome.
TRUTH: Students with Ds are included in typical academic classrooms in schools across the country. The current trend in
education is for full inclusion. Increasingly, individuals with Ds graduate from high school with diplomas, and participate
in postsecondary academic and college programs.
MYTH: People with Down syndrome cannot be active members of their community.
TRUTH: People with Ds are active participants in educational, social, and recreational opportunities, including sports,
music, art programs, and many other activities. People with Ds are valued members of their families, communities, and
places of employment and make meaningful contributions to society.
MYTH: People with Down syndrome are always happy.
TRUTH: People with Ds have feelings just like anyone else. They experience the full range of emotions and respond to
positive expressions of friendship and are hurt and upset by inconsiderate behavior.
MYTH: Adults with Down syndrome are the same as children. They are unable to form close interpersonal relationships
leading to marriage.
TRUTH: Adults with Ds are not children and should not be considered children. They enjoy activities, employment, and
companionship with other adults and have similar needs and feelings as their typical peers. Some choose to date, maintain
ongoing relationships, and marry.

News and Views
Teaching about Privacy
For Families and Caregivers of Children with Intellectual and Developmental Disabilities (I/DD)
What does “teaching about privacy” mean?
• Learning the difference between public and private is an
important stage in developing a sense of modesty and learning
what is socially appropriate.
• Teaching privacy can begin as early as age two or three; for
example, learning the correct names for body parts and that
certain body parts are private.
• Modeling privacy is an important tool to help children learn
the concept.
The concept of privacy can be applied to four areas: one’s
body, behavior, place, and conversation.
• Children can learn which parts of the body are private. For
example, the parts of the body that can be covered by a
swimming suit are private.
• Children can learn who can see the parts of their body that are private. For example, their parents can help them bathe
and dress or their doctor can perform a medical exam.
• Children can learn the difference between public and private behavior. For example, it is okay to brush your hair in public,
but not to undress in public.
• Children can learn the difference between public and private places. A private place is where no one can see you and
where no one can enter without your permission. For example, the bedroom and bathroom at home are private places.
• Children can learn the difference between public and private conversation. This will help teach the child socially appropriate
behavior and help foster inclusion in social situations.
We all have the right to privacy.
• Privacy is an important aspect of all people’s lives. It is a basic human right and should be respected.
• When privacy is respected, it communicates a sense of dignity for the individual.
• Understanding privacy means understanding that our body is special, and we make the decision about who can touch us.
Source: Sexuality and Disability Consortium and University of Illinois at Chicago Dept. of Disability and Human Development.

Local Resources for Talking about Privacy and Puberty
With gentle humor and reassurance, these books & films can be excellent guides to the changes that
all teens experience and are wonderful tools for health education.
The Down syndrome Outreach Lending Library at The Arc contains several books about puberty
and sexuality. Titles include: The Girls Guide to Growing Up: Choices and Changes during Puberty;
The Boys Guide to Growing Up: Choices and Changes during Puberty; My Body…My Choice; Boyfriends
& Girlfriends: A guide to Dating for People with Disabilities; and Sexuality: Your Sons and Daughters
with Intellectual Disabilities. These books are not disability specific, while The Guide to Good Health
for Teens & Adults with Down syndrome is written particularly for those with Down syndrome.
These books are among the many titles available through the Whatcom County Library system:
• Will Puberty Last My Whole Life? Real Answers to Real Questions from Preteens about Body
Changes, Sex, and Other Growing-up Stuff. By Metzger, Julie Giesy.
• The Care & Keeping of You 2: The Body Book for Older Girls. By Natterson, Cara Familian.
• On your Mark, Get Set, Grow! A “What’s Happening to My Body?” Book for Younger Boys. By
Madaras, Lynda.
Videos: Let’s Talk Puberty DVD’s (One for Girls, One for Boys): A concise look at what happens to bodies as they approach
puberty and as they mature. These two films take the stress and anxiety out of discussing puberty by offering basic information
in a light-hearted yet factual way. Cartoon characters and line drawings illustrate the changes that will occur during puberty.
Each gender-specific DVD addresses the physical and emotional changes that occur during puberty, and also includes some
information about the changes occurring to the opposite sex’s body.
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Washington State Parent Coalitions
for Developmental Disabilities
2017 Legislative Priorities
Parent Coalitions around Washington State have identified the following as
legislative priorities for 2017. They are focused on addressing the current crisis
in the Developmental Disabilities Administration (DDA) system.
Issues contributing to the DDA system crisis:
• Individuals are waiting for a requested community residential placement
out of Residential Habilitation Centers (RHC).
• Lack of capacity in Supported Living and in Adult Family Homes (AFH) as community residential options for individuals
with I/DD.
• Eligible individuals are waiting for paid services from DDA - current count is 11,000.
• Those waiting are on a No Paid Services (NPS) Caseload.
• There are no DDA Case Resource Managers for the NPS Caseload.
• DDA Case Resource Managers have client ratios that are far higher than most other states.
• Case Resource Managers do not have manageable caseloads to ensure proper coordination of their client’s assessed
services.
• Suspension of students receiving Special Education
Ballots will be mailed out on October 21st
services.
for the election on November 8, 2016.
Services are not services if you can’t access them!
All voting is done by mail (or drop-off boxes) in Washington
• Lack of service providers creates unmet need.
except for Accessible Voting Units (AVUs), which are available at
There are challenges with recruiting, retaining,
voting centers for people who need them.
and reviewing qualified providers of services for
In 2016, all House members must run for re-election, as their
individuals who have I/DD.
terms are two years long. Senate member terms are four years in
• Funding for Supported Living Services is not
length, so only half of the Senate runs for re-election this year;
adequate. With a 50% to 70% turnover rate in
the other half runs in 2018. This year, we also choose a Governor,
staff, individuals with I/DD are put at risk of
Lieutenant Governor, Secretary of State, State Treasurer,
homelessness and institutionalization.
State Auditor, Attorney General, Commissioner of Public
• Support adequate funding and policies for the
Lands, Superintendent of Public Instruction and the Insurance
Early Intervention system to identify and serve all
Commissioner.
eligible children.
The Arc of Washington State has created lists of candidates on their
• Provide funding for DDA employment services for
website to provide citizens with information about those running
students transitioning from high school, providing
for 2016 statewide public offices in Washington State. They
them the opportunity to be contributing citizens
emailed each candidate a questionnaire about issues pertinent
and tax payers.
to developmental disabilities, asking for their perspective of what
they would do if elected.
The Parent Coalitions represent thousands of families
in Washington State. We strive to identify the needs
To view responses from candidates, check out The Arc of
of people with intellectual/developmental disabilities
Washington’s website at http://www.arcwa.org/takeaction/
and their families and work toward solutions to meet
washingtonstate/2016_candidates_for_state_offices.
those needs.
The Arc has received many responses with more coming in each
Let us know what you think. Do these priorities match
day. Before you fill out your ballot, make sure you check the
your concerns? Let us know by emailing parentcoalition@
responses from candidates for state office, Congressional seats,
arcwhatcom.org. And don’t forget to let your candidates
and the state legislature.
and legislators know where you stand on these issues.
The Arc of Washington State does not endorse ANY candidates.
Change is made by those who show up!
They are committed to educating individuals, families, and other
community members about the issues that affect their lives in
For more information, contact Diane Larsen, SWPC
order to enable them to make informed decisions when they
Communication Coordinator, at diane@pc2online.org or
vote. Please share this information with others, and help everyone
253-564-0707; or Darci Ladwig, SWPC Co-Coordinator,
make educated decisions on Election Day!
at dladwig@arc-spokane.org or 509-789-8327.
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Community Events
ADVANCED HELPING PARENT TRAINING

School Advocacy 101
Hosted by The Arc with Parent to Parent
Saturday, October 22nd, 10am-2pm
The Arc of Whatcom County
2602 McLeod Road, Bellingham

Spin Dance

6-8pm, Monday, October 17th
Bellingham Senior Center
315 Halleck Street, Bellingham
Theme: Zombie Prom / Halloween

Bellingham Parks and Recreation, The
Max Higbee Center, and Whatcom County Parks sponsor
monthly dances for individuals with disabilities. All persons
age 14 and over are invited for music, dancing, and fun!
For information, call Amanda: 778-7000.

P2P Support Meeting

This training is designed for parents who want to learn more about
how to effectively advocate within the school system for their child
or to assist another family. We will cover: how to be an advocate,
how schools work, IEP & IDEA basics, communication, and resolving
conflict. School District Special Education staff will be invited for
part of the training to give their perspective on effective strategies.
You will also be able to create an “All About Me” book for your
child’s teacher. You do not need to have previously attended a
helping parent training in order to attend this workshop.
Please RSVP by October 18th: (360) 715-0170, ext. 303, monicab@
arcwhatcom.org. Limited supervised care for family members is
available on a first-come, first-served basis with RSVP by October 18th.

Autism
200 Series

Autism 200 is a series of free classes
for parents and caregivers of children
with autism sponsored by Seattle Children’s Autism Center.
You must RSVP in advance. Contact Emily Seynaeve:
seynaee@students.wwu.edu.
Autism 210: Benefits of Mindfulness
7:00pm-8:30pm, Thursday, October 20th
Western Washington University Speech-Language Clinic Building
AIC Building, Room #360, 516 High Street, Bellingham
Instructor: Felice Orlich, PhD
Mindfulness involves “paying attention in a particular way: on
purpose, in the present moment, and non-judgmentally” (KabatZinn, 1994). It is practiced by focusing on the present moment
and being aware of one’s feelings, thoughts, and sensations.
Mindfulness has been shown to have benefits in reducing stress and
improving people’s quality of life. Dr. Felice Orlich will discuss the
benefits of mindfulness for children with ASD and their families. Her
presentation will include “mindful moment” exercises that are easy
to do, have practical application, and promote self-care.
www.seattlechildrens.org/clinics-programs/autism-center/resources
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7-8:30pm, Monday, October 10
The Arc’s Dan Godwin Community Center
2602 McLeod Road, Bellingham
Join other parents of children with developmental
delays, disabilities, and ongoing health care
needs in a comfortable, confidential setting for mutual support.
On-site child care available for those who RSVP by October 7th:
(360) 255-2056, ext. 1.

My Way Matinee:
Sensory-Friendly Films
Regal Barkley Village Stadium 16 IMAX
& RPX has announced their fall line-up
of sensory-friendly family movies. These
shows will be presented with the lights
turned up and the sound turned down to
accommodate those guests who may need a less intense viewing
experience and are specifically for those guests who may need
more freedom of movement or expression when enjoying a film.
Tickets: $6.50. Films will be shown at 10:30am on the following
Saturdays:
Barkley Village Stadium 16 IMAX & RPX
Oct. 8: Storks
3005 Cinema Place, Bellingham
Nov. 12: Trolls
(360) 527-1320
Dec. 10: Moana

Autism Support Group Meeting
NEW TIME!
For Parents & Caregivers
First Wednesday of the Month
The Arc’s Dan Godwin Community Center
2602 McLeod Road, Bellingham
Upcoming Meeting Dates:
No meeting in October.
12-1pm, Wednesday, November 2
12-1pm, Wednesday, December 7
For more info, contact Monica at
monicab@arcwhatcom.org or call
(360) 715-0170, ext. 303.
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Sensory
Storytime

Wednesdays,
10:30am
Blaine Library
610 3rd Street, Blaine

STIGMA STOMP
A Mental Health Fair and 5k Run/Walk
10am, Saturday, October 8
Bloedel Donovan Park
The STIGMA STOMP challenges Whatcom County to come
together and reject the stigma of mental illness. Connecting the
community to health and wellness resources and encouraging
physical activity is the first step to ignite the conversation about
mental health.
NAMI Whatcom provides free support and eduction to
individuals and families impacted by mental illness. All funds
raised at this event enable NAMI Whatcom to continue helping
local families and individuals find hope for a better future.
For more info and to register, call (360) 671-4950
or visit www.NAMIWhatcom.org.

This 45-minute program is designed specifically
for children with sensory integration challenges
and builds traditional storytime elements
into a predictable routine. Free play with
developmentally appropriate toys to follow. For
ages 3-7. Dates:
October 12 - November 16
January 18 - February 22
April 12 - May 17
Registration is required and space is limited. Please
email sensory@wcls.org.

Join the fun at The Arc’s

HALLOWEEN
PARTY!
Thursday, October 27th, 5-7pm
Bloedel Donovan Park Multipurpose Building
This is a free event sponsored by The Arc of Whatcom County
and the Young Adult Self-Advocacy Group.

EVERYONE IS WELCOME!
There will be fun games and prizes for all to enjoy. Please dress in your costume
and bring non-perishable food donations for the Bellingham Food Bank.
For more information, visit www.arcwhatcom.org, call (360) 715-0170, or email christines@arcwhatcom.org. The
Arc’s Young Adult Self-Advocacy Group (YASA) is helping sponsor this event. YASA is a group of young adults
with disabilities who are developing advocacy and leadership skills. This party will be a great inclusive opportunity
for children and adults of all different abilities to interact and have fun together! (Fully accessible location.)
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Programs & People
Bellingham Schools Special Education
Parent Advisory Committee

Purpose(s)/Goal: The Special Education Parent Advisory Committee is comprised of parent representatives from each
school. They meet with the special education district leadership and other district staff on a monthly basis during the
school year. Members work together to:
• Identify common needs and goals among parents of students receiving
special education services, and facilitate strategies to increase the
efficiency and effectiveness of their respective school programs.
• Provide monthly district updates to parents regarding current issues
in special education such as staffing, budgeting, curriculum, facilities,
etc.
• Provide consistent opportunities for training on relevant and timely
issues/topics.
• Bring to the district’s attention existing and emerging issues expressed
by parents at the school they represent.
• Serve as an advisory, not a decision-making body that encourages
brainstorming and effective problem solving regarding the Special
Education Program in Bellingham Schools.
Basis for Establishment:
• The advisory group was established to increase opportunities for
family engagement and collaboration.
Meeting Dates for
• This group includes representative parents from each school who meet
with district staff on a monthly basis to discuss a variety of topics, share
2016-17 School Year
information and broaden understanding of school-related issues.
All meetings occur from 11:30am to
Decision-Making Process:
12:30pm at the District Office, 1306
• This group will make any necessary recommendations based on a
Dupont Street, Room 212, unless noted.
consensus of those present and primarily serve in an advisory capacity.
• October 19, 2016
Responsibilities:
• November 16, 2016
• Attend Meetings
• December 14, 2016
• Actively Participate
• January 18, 2017
• Plan Trainings
• February 15, 2017
• Maintain Confidentiality
• March 15, 2017
• April 19, 2017
Budget Implications:
• May 17, 2017
• There will be an occasional need to cover the cost of a substitute for
teachers to attend and participate.
2016-17 Chair/Co-Chair: To be determined for 2016-17 school year
Anyone interested in serving on the committee should let their principal know. You will then receive an application. The committee
seeks a well-rounded group (life skills, BRIDGES, resource, preschool, elementary, middle and high, etc.) to represent all or most
of the programs and a variety of levels and schools.

Parent Coalition Advocacy Workshops
One of the goals of the Parent Coalition at The Arc of Whatcom County is to provide families with the tools they
need to successfully advocate for themselves and their family members and navigate the often confusing system of
services for developmental disabilities. We are funded by the Whatcom County Developmental Disabilities Program
to provide 10 “Ask the Advocate” workshops each year on a variety of topics ranging from Assistive Technology to
Social Security. This month, we are partnering with Parent to Parent to provide a longer Advanced Helping Parent
Training on School Advocacy (see page 4 for more information). Let us know what you think! If there is a topic you
would like to see addressed at a Parent Coalition Training, please email us at parentcoalition@arcwhatcom.org, and
we’ll use your input when developing next year’s schedule.
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OUT OF THE ASHES
What is Out of the Ashes?
Out of the Ashes is an interactive
music program that brings people
of all abilities and the healing
properties of music together. Music
adds a quality of life that has been
typically underestimated as a power
to transcend and transform lives. Out
of the Ashes performs throughout
NW Washington with a goal to
share the joy and passion that the
members find in creative expression
with neighbors in the community.

The Parent Coalition
The Arc of Whatcom County provides
leadership support for individuals with
developmental disabilities and their
parents/guardians. The goal of the
Parent Coalition is to enable persons
with developmental disabilities and their
parents/guardians to become effective
and involved in accessing services.

The Parent Coalition newsletter
is published monthly by:
Out of the Ashes is an integral component to
local Buddy Walks.

“As soon as the music starts, the
From the quietest of the band’s
lights go on inside so many of the
participants to those who are more
people there. It is something you really
naturally exuberant, each individual
have to see to understand.”
lights up the stage as they perform
without inhibition. With weekly jam
- Mother of an Out of the Ashes
sessions, the band creates music
participant
they can bring to any event. Family
members regularly share stories of
the pleasure they find in these new opportunities and the growth they see in
their band members.
Through the years, the program has helped band members experience positive
outcomes as a direct result of consistent experience with music. Personal
creativity, strong social skills, positive self-esteem, increased confidence and
self-expression all have been a part of member experiences through Out of the
Ashes. This success cannot only be measured through individual growth, but
also through community outreach as it bridges a gap between human beings
and the celebration of our participants.
Meet Jon
Jon Dalgarn has been a professional musician
for over 40 years, performing as a singer/
songwriter for a number of independent
artists and labels. He has worked with people
with disabilities for 15 years. An intuitive
and compassionate professional, Jon brings
his expertise in the field of music and his
knowledge of the world of disabilities to a
program that brings joy and creativity to the
lives of the band members, their families,
and the community in which they perform.
Membership Fees
Out of the Ashes is a small family business,
and a fee is required to continue participation
after the initial free first time visit.
For more information, please contact Stacey
Dalgarn at (360) 770-9715 or visit www.
outoftheashes.us. You can hear the band live
on Saturday, October 1st at the Buddy Walk in Fairhaven. They’ll also be performing
at the Skagit County Buddy Walk on October 8th.
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The Arc of Whatcom County
Dan Godwin Community Center
2602 McLeod Road
Bellingham, WA 98225
(360) 715-0170
www.arcwhatcom.org
OFFICE HOURS: 9am-12pm M-F

Newsletter Production Staff:

Christine Stone, Monica Burke,
Sonja Hellinga, Olivia Murguia,
Mt. Baker High School students and volunteers

Executive Director: Beverly Porter
Office Manager: Christine Stone
Program Director: Monica Burke
Care & Resource Coordinator:
Mary Jo Durborow
DsO & YASA: Jessika Houston
Latino Family Support: Marcela Jiménez
Board of Directors
Missy Bartel, President;
Todd Childs, Vice President;
Susan Radke, Secretary;
Bobbie Wiley; Dale Whipple;
Susan Larson; Samantha Bokor

Stay Connected
Online Community Calendar:
Visit The Arc’s website at www.
arcwhatcom.org and click on
Events.
Facebook: Visit our FB page: www.
facebook.com/ArcWhatcom for the
latest information and events.
E-alerts: The Parent Coalition emails
updates on legislation, workshops
and upcoming activities. To sign up,
visit www.arcwhatcom.org or email
monicab@arcwhatcom.org.

PARTNER AGENCY
The Parent Coalition is funded by grants from the
Developmental Disabilities Program of Whatcom County,
the United Way and your generous donations.
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DID YOU KNOW?
The DSHS Developmental Disabilities
Administration office in Bellingham
is moving to: 2219 Rimland Drive,
Suite 315, Bellingham, WA 98226.
ALL PHONE NUMBERS REMAIN THE
SAME. The last day at the current
location will be Friday, September
30th. The Bellingham office will be
closed on Monday, October 3rd. If
you need assistance, you can call the
Everett office at 1-800-788-2053.
The first day at the new location
will be Tuesday, October 4th. If you
have any questions, please call 360714-5000 or 1-800-239-8285. They
will be having an open house on
Wednesday, Nov. 16th from 2-5pm.

Event Calendar
October 2016
1 Saturday, 11am-2pm
DsO Buddy Walk
Fairhaven Village Green, 1207 10th Street
Contact Jessika: 715-0170, ext 304
6 Thursday, 4:30-6:30pm
Young Adult Self-Advocacy Meeting
See page 6 for details.
8 Saturday, 10am
NAMI Stigma Stomp
See page 5 for details.
8 Saturday, 10:30am
My Way Matinee
See page 4 for details.
10 Monday, 7-8:30pm
Parent to Parent Support Meeting
The Arc’s Dan Godwin Community Center
2602 McLeod Road
Contact Karlene: 255-2056
12 Wednesday, 10:30am
Sensory Storytime at Blaine Library
See page 5 for details.
15 Saturday, 6–7pm
People First Meeting
For meeting location and details,
contact Susan Larson: 738-2060

17 Monday, 6-8pm
Spin Dance
Senior Center, 315 Halleck Street
Contact Amanda: 778-7000
20 Thursday, 7-8:30pm
Autism 200 Series
See page 4 for details.
22 Saturday, 10am-2pm
PC Workshop: School Advocacy 101
The Arc’s Dan Godwin Community Center
2602 McLeod Road
Contact Monica: 715-0170, ext 303
26 Wednesday, 5:30-6:30pm
The Arc’s Board of Directors Meeting
The Arc’s Dan Godwin Community Center
2602 McLeod Road
Contact Beverly: 715-0170, ext 306
27 Thursday, 5-7pm
The Arc’s Halloween Party
See page 5 for details.
NOTE: All events listed are in Bellingham
unless otherwise noted. Find more events at
www.arcwhatcom.org/wp/events/.
Special thanks to this month’s sponsor:

SAVE THE DATE
2017 Smiles of Life
Calendar Release Party
Please join us for this unique
event to celebrate our beautiful,
inspiring models!
6:30-8:00pm, Tuesday, Nov. 29
Bellingham Cruise Terminal
355 Harris Avenue, Bellingham
Event
will
include
dessert and a red carpet
entry
for
models.
Tickets are $15 per
person / $10 per child
(12 and under). To
purchase tickets, visit
www.arcwhatcom.org.
For more information,
contact
Christine:
360-715-0170,
ext.
305. If you are unable
to attend, but wish to
make a tax-deductible donation, please visit
www.arcwhatcom.org.

