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Talking to Your Kids about Their Diagnosis
When a child is first diagnosed
with an illness or disorder, his for
her family’s first response is often
information-gathering. We talk to
friends, join support groups, ask
questions to the doctor and therapists, read books and articles, and
search online for answers. For many
people, it is helpful to have a good
understanding of the disorder for a
number of reasons:
• to feel more confident advocating
for what the child needs
• to understand better ways of interacting with their child
• to learn which behaviors may be
part of a disorder and which may
be part of normal development
• to find treatments and therapies
to address symptoms
Parents often do a great job of
making sure they know the ins and
outs of the child’s diagnosis, so they
can do their job in protecting, providing, and parenting. We sometimes
don’t do such a great job of helping
our children understand the disorder. If being armed with information
can help a parent in so many ways,
imagine what it can do for the child
and his siblings!
Having those conversations can
be very difficult, especially if the
child is very young, very unstable,
very sensitive, or cognitively impaired. Sharing the right amount of

information at the right time, in the
right format, is the key. Books may
be helpful in explaining disorders.
For example, some Attention Deficit
Hyperactive Disorder (ADHD), resources include: Shelley, The Hyperactive Turtle by Deborah Moss
(written for children 3-7); Putting on

“This understanding can
help protect against unreasonably overemphasizing …
or under-emphasizing …
the condition.”
Dr. David Rabner

the Brakes by Patricia O. Quinn and
Judith Stern (for children 5-10); and

Distant Drums, Different Drummers:
A Guide for Young People with
ADHD by Barbara Ingersoll.
I think it is important for kids to
understand their disorders. All people have something about them that
makes them not fit in. That doesn’t
make them bad or wrong, just different. Some wear glasses, some have
diabetes, some kids have a grandparent that has recently died or parents that are divorced. Teaching
kids that having a disorder is no big
deal, just another challenge, like
everyone else faces at some time in
their lives, can be empowering.
(Continued on page 6)

Questions and Answers about ASK’s New Structure
ASK staff members have
heard some questions and rumors in the last few weeks as
we have announced our restructuring, and here are some
of them, along with our responses.
ASK stopped
working on school issues and
only works on mental health
issues.
Rumor:

Not true! Most of
our calls are about school.
School is a large part of child’s
day, and therefore a large part
of his or her mental health and
functioning. However, mental
health is more fundamental,
and we find that with mental
health support, school gets a
lot easier. For example, if a
child with bipolar disorder is
not stable, an Individual Education Plan (IEP) is only going
to help so much. That child
needs medical assistance and
mental health support first. A
child spends about 35 hours a
week in school, and at least 55
hours a week awake outside of
school. Other systems affect a
child’s functioning including
family, friends (or lack of),
sports, church, etc., (so it can’t
all be “school’s fault”). ASK
seeks to provide assistance in
all these areas: providing assistance with parenting ideas
when all else has failed, offering social opportunities for kids
to meet, training camp and
scout leaders so they can keep
kids in care, and so on.
Fact:

Rumor: ASK staff will no
longer be “doing” educational
advocacy.

Fact 1: Staff will absolutely

be assisting families with educational advocacy. Our hope is
to empower families, because
parents are a child’s best advocate. Arming families with
knowledge helps empower
them. ASK will provide information and trainings about
special education laws and
procedures, about the types of
accommodations and services
a child is “allowed” to ask for,
about the different types of
education plans, and so on. In
addition, families can receive
specific advice and problemsolving support regarding their
particular situation.
Fact 2: ASK is participating

in educational advocacy on a
systems scale in order to
change the policies and practices that affect our children, so
(we hope) fewer IEPs will be
needed eventually. One of
these changes is Positive Behavior Supports, which is a
school-wide program that encompasses the philosophy that
kids would do the “right thing” if
they could, so the adults in
their day have to help support
them so they can. Other
changes advocated by ASK
include developing appropriate
therapeutic classrooms so
there is a continuum of inclusive options, and providing appropriate standards for all kids.

Question: Will ASK staff be
available to attend IEP meetings at school?

Answer: Yes. Many times
parents don’t need any help at

all in advocating for their child,
they just need someone to be
by their side as a support. (It
can be intimidating being the
only non-school personnel in a
room of 12 people!) The ASK
Intake Specialist will determine
the level of a family’s need. For
families matched with a Family
Support Partner, the Partner
will be available to attend IEPs
in order to support families and
provide assistance in advocating for their children. Family
Support Partners will also be
working to help build each
family’s natural supports, so
they have an ally they can take
to meetings. Finally, ASK is
developing a formal Parent-toParent Mentoring Network, so
families can assist each other.

Rumor: There isn’t anyplace
else in Kalamazoo where people can get help with IEPs.

Fact: The MI Department of
Education provides free assistance to families in each
county, and for Kalamazoo, it
is Gryphon Place’s Dispute
Resolution Services. Mediation
and other services are available, and are currently underutilized.
In addition, the Citizens’
Alliance for Upholding Special
Education (CAUSE) also offers
free services for families, regardless of special education
category. Their main office is
in Lansing, but they do provide
information, support, and advocacy in Kalamazoo and all
counties.
Community Advocates for
Persons with Developmental

Disabilities, located on South
Westnedge, provides IEP assistance for families of children
with developmental disabilities;
and Parent-to-Parent of Southwest Michigan provides other
support for families of children
with developmental disabilities.
Finally, there are some private businesses that provide
this service.
Question: Can ASK help
children if they have learning
disabilities?
Answer: In ASK’s Articles
of Incorporation filed with the
state of Michigan, in our mission statement, and in our con-

tracts and agreements with
funding agencies, it states that
we serve children ages 0-18
with neurobiological impairments, or other emotional and/
or behavioral disorders
(currently to those living in
Kalamazoo County). (The age
goes up to age 26 if the child is
still receiving special education
services from school.)
If a child is exhibiting learning disabilities in addition to
these impairments, ASK can
provide a Family Support Partner for a family if they need
one. If he or she does not have
these impairments, we will do
our best to give straight answers about IEP’s, the chil-

dren’s mental health system,
and other resources in the
community, even if we end up
referring the family to an
agency that can better serve
the child’s needs.

Question: How can a family
get a Family Support Partner?

Answer: Our Intake Specialist
is very resourceful and can
help many families with just a
few phone calls. If a family
needs more intensive assistance, she will refer them to
one of ASK’s Family Support
Partners. Families can start by
calling ASK at 343-5896.

Kalamazoo Wraps Bids Farewell to Social Marketing Coordinator
Kalamazoo Wraps is the countywide initiative to implement the $6 million U.S. Substance Abuse
and Mental Health Services Administration (SAMHSA) grant to improve the children’s mental health
system. Though technically the grant is awarded for six years, all SAMHSA-funded sites must reapply for funding each year. This reapplication allows each site to re-evaluate programs and ideas, and
to amend its budget to meet emerging needs. Kalamazoo’s reapplication is due March 15.
This year, a big change will take place in a service provided mainly by Advocacy Services for
Kids to the Kalamazoo Wraps initiative up until this point: social marketing coordination. Social marketing means educating specific publics about a social problem and potential solutions, through
planned activities such as newsletter articles, public events, websites, and so on.
Christina Holmes was hired as the Kalamazoo Wraps Social Marketing Coordinator in February
2006, and she has accomplished many good things for the project, such as planning the Community
Kick-Off Event and Town Hall Meeting; and she helped develop Kalamazoo-specific materials so we
could all get started, such as stationery, templates for newsletters, brochures, and so on. However,
as the project continued, it became clear a full-time social marketing position was no longer required
in Kalamazoo, and this position was eliminated on January 28.
Kalamazoo Wraps will still have social marketing needs, but many materials have been developed at the national level and by previous SAMHSA-funded sites, which are available for Kalamazoo
Wraps to use. These include professionally created videos about anti-stigma, fact sheets about various disabilities, brochures that explain family-driven care, and so on. A marketing firm may be hired
for Kalamazoo-specific materials that need to be produced in the future, such as a website.
Local events will still take place, but these will be organized by the Kalamazoo Wraps Technical
Assistance Coordinator, Renee Huff, of Kalamazoo Community Mental Health and Substance Abuse
Services (KCMHSAS).
We are very sad to see Chris go, and hope that she will enjoy success elsewhere in our community with her skills and knowledge about children’s mental health.

ASK EVENTS
New!

ASK Trainings

New!

Third Saturdays, 9 a.m. - noon
ASK is now offering a new training series. Future speakers include Laurie Jefson from KRESA, and Jim
Henry from WMU’s Children’s Trauma Assessment Center. Look for other trainings soon!
March 17 Children’s Art Day, for kids with behavioral or mental challenges to express themselves artistically
using many mediums. Some art will be framed for use at the May Children’s Mental Health Fair.
Location to be determined.
April 21

Citizens’ Alliance for Upholding Special Education (CAUSE) will present “Basic Rights” including
an introduction to Special Education, participation in the Individualized Education Process, and
initiation of Due Process (complaints, mediation and hearings). Location: ASK conference room,
414 E. Michigan Avenue.

ASK Parent Support Group
First Monday of the month, 5:30 -7 p.m.
Prince of Peace Lutheran Church, 1747 W. Milham Road, Portage
The Parent Support Group provides various speakers and opportunities for parents to meet other parents,
and youth to meet other youth. A light buffet supper is provided, but you are welcome to bring a dish. Childcare is also provided. Please call ahead to help us plan the amount of food and childcare needed. Call 3435896 to register. Future topics include:
March 5 Barry Burnside from Dispute Resolution Services will present about special education mediation
services his agency has to offer
April 2
Open Discussion (possible reschedule from February snow day — Please call!)
May 7
Citizen’s Alliance for Upholding Special Education (CAUSE) will present: Advocacy that Succeeds

Parent Advisory Group
First and Third Tuesday of the month, 6 - 7:30 p.m.
Gilmore Education Center, Bronson Hospital
The Parent Advisory Group gives input to the Kalamazoo Wraps governance teams and ASK, works on policy
issues, assists in ensuring parents are involved on workgroups for improving children’s mental health, and
offers leadership and other trainings to parents interested in advocacy work. Childcare and meals are provided; please call ahead to help us plan appropriately. To find out how to get involved, call ASK Family Involvement Coordinator Lisa Valdez at 343-5896.
Next Meetings: March 6, March 20, April 3 and April 17.
17

Youth Support Group (YESS)
Second and Fourth Wednesday of the month, 4 - 7 p.m.
Downtown Kalamazoo
Youth Empowerment and Support System (YES) will help to rebuild self-esteem, heal the scars of life, and
promote understanding through a youth-guided and directed support group for youth with mental health and
e m o t i o n a l d i s a b i l i t i e s w it h i n a s a f e a n d t r u s t i n g e n v i r o n m e n t . T o f i n d o u t h o w t o g e t
involved, call Alex at 343-5896.

Family and Provider Lunch
Fourth Wednesday of the month, noon - 1 p.m.
ASK conference room, 414 E. Michigan Avenue
Bring your lunch and join us for casual conversation and problem solving with parents, children’s mental
health service providers and school personnel. Parking is available on Michigan Avenue just past the building, over the railroad tracks. The sign reads Landmark Depot. Topics include transitioning to adulthood,
homebound status from school, the Kalamazoo Promise, and many other topics.
Next Meetings: March 28 and April 25.
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COMMUNITY EVENTS
All Kids Can! Recreation Expo
March 3, 10:00 a.m. - 2:00 p.m.
Kalamazoo Valley Community College, Texas Township Campus
This is a great opportunity for families to find out about summer camps and other recreational activities for all
children, including those with disabilities and behavioral challenges. There are activities for kids, demonstrations, and lots of goodies handed out at booths. This is the sixth annual event, and it is always the first Saturday in March. It is sponsored by Parent to Parent of Southwest Michigan, Kalamazoo Wraps, and the Kalamazoo Community Mental Health Board Family Support Advisory Council. Don’t miss it!

Children and Adults with Attention Deficit Disorder (CHADD) Support Group
March 13
April 10

Second Tuesdays of the month, 7:00 – 8:30 p.m.
Gilmore Education Center, Bronson Hospital
Dr. Richard Williams will present “Biofeedback — an Alternative Treatment”
Community Village will present a panel discussion on keeping your ADHD child busy over the
summer

Parent to Parent of Southwest Michigan — Kalamazoo Parent Network
Fourth Mondays of the month, 6:00 – 8:00 p.m.
Portage Public Library
Childcare is provided with RSVP. For more information, please contact P2P at (269) 345-8950.
March 26
IEPs and Communicating with the School
April 23
To Be Announced

Asperger's Parent Networking Group
March 8, 7:00 – 8:30 p.m.
KRESA Service Center, 1819 East Milham Road

For more information, please contact Julie Wilson at 488-3122 or juwilson@kresanet.org.

Many Donations Contribute to Successful Snowflake Campaign
We thank all of the donors who
contributed to our Snowflake campaign, helping us celebrate the
uniqueness and beauty of every
child.

Dawn and Tom Alfes
Amy Anderson
Karen and Bill Atkinson
Richard and Barbara Baker
Carole Birch
Ann Bonevich
Rob and Claudia Britigan III
Mary C. Brown
Allen and Phyllis Buskirk
Philip and Joan Carey
Joan Colgren
C. Robert and Marcia Cowell
John and Valeen Dalton
Carolyn Doswell

Joseph and Shirley Dunne
Randall and Diane Eberts
Dr. Lea Gaggino
and Rambling Road Pediatrics
Pam Gehl
Leo Goddeyne
Cindy Green
Bev Griffioen
Nancy Hamilton Charitable Trust
Jay W. and Diane Heckler
Violet Homfeldt
John and Connie Houts
Rebecca Howard
Maryann and Dan Hubbell
Gary and Laura Johnson
Keith and Janet Jones
Linda and Steve Jones
Janet Kerber-Lindstrom
Amy Mack

Kathy Mitchell

Margaret Munger
Donald and Ann Parfet Family
Foundation
John and Joyce Petro
Lon and Barb Pschigoda
Carol Powell
William and Caryl Rimmke
Wayne and Doreen Roethler
Karen and Richard Schmitt
Scott and Patricia Schrum
Harry and Betty Selner
Charles and Shellee Seymour
Mary Joann Shaw
Jane Steurer
Thomas and Patricia Turner
Gary and Sandra Wegenke
Mike and Kay Wunderlin
Frederick and Elaine Yapelli

Talking about the Diagnosis
(Continued from front cover)

Understanding their diagnosis can also help kids learn
to manage their own health in
the long term. For example,
some kids take medications
from early childhood without
really knowing why. This can
have some downsides:
• The child has a sense that
something is wrong with
him — adding to his sense
of being different.
• If everyone is afraid to talk
to her about her disorder,
she may worry about how
serious it is.
• The child falls victim to
“learned helplessness.” Because he doesn’t really understand his diagnosis, he
falls back on his disorder
as an excuse and so gives
up even trying.
• The child may start thinking
that pills are magic and can
fix anything, especially
when family members say
in exasperation, “You’re
acting out of control. Have
you taken your meds yet?”

What a Year!
Here is a brief overview of
some things ASK accomplished between October 2005
and September 2006.
• 1836 total contacts with and
on the behalf of families
• 287 families served
• 50 different families served
at support group
• 624 hours spent with families of children with serious
mental health challenges
• More than 5,000 people
reached through community
outreach

Understanding their disorder can help protect children
against classmates’ teasing,
and can help them to overcome the desire to use their
disorder as a crutch. It may
help older kids learn to manage their own illnesses, and
make choices that play to their
strengths.
As Dr. David Rabner says,
“This understanding can help
protect against unreasonably
overemphasizing (e.g. blaming
all one's difficulties on the condition) or under emphasizing
(e.g. refusing to acknowledge
that the disability played any
role).”
If children understand their
disorders, they have a better
chance of being realistic about
their abilities and needs, and
they have a better chance of
learning to cope with their own
behavior and avoid triggers.
Children who have learned
about their disorders can realistically build a plan for their
future.
This is not going to happen
overnight just because we talk
to our kids about ADHD, or bi-

polar, etc.! But slowly, over
time, children can learn to incorporate the knowledge of the
symptoms of their disorder into
their overall self-concept, and
they can learn to see how it
contributes to some of their
struggles.

What about Siblings?
While explaining a diagnosis to
the affected child is often important, helping “neuro-typical”
siblings understand disorders
can be very helpful as well.
Kids are kids, and they are not
likely to suddenly stop their sibling rivalries and start acting
like the “perfect family”. It is
sometimes easier for the rest of
the family when the sister with
anxiety or brother with depression is behaving “wrong” if they
understand the symptoms of
the disorder. They learn that
the affected child is not a bad
person but is someone who
struggles and needs love and
forgiveness. They learn that not
all his actions are intentional.
They learn that this too shall
pass.

ASK Hires New Staff
ASK has hired two Family Support Partners, whose job will be
to assist families as they navigate the mental health and school
systems in trying to secure services and accommodations for their
children. Kaylene Emery is the Family Support Partner working
with families receiving Kalamazoo Community Mental Health and
Substance Abuse Services (KCMHSAS) services, and indeed her
office will be located at the KCMHSAS Children’s Unit at 432 W.
Crosstown Blvd.
Judson Greenman, the other Family Support Partner will work
with a variety of families, some of whom have had involvement
with the MI Department of Human Services.
Both of these Family Support Partners have experience raising
children with special mental health needs and will be able to provide a sense of hope as they work with families who call ASK. We
welcome them both!

About ASK
The ASK Newsletter is published by

ASK Appreciates...
Thanks to Valerie Burke for her help in our
office and Steve Welch for recycling our paper. A
big thanks also goes to the Center for the Healing
Arts for providing free massages for parents at a
December support group.
We thank Dawn and Tom Alfes, Amy Mack,
Harry and Betty Selner, Amy Anderson, Margaret
Munger, and Kathy Mitchell, who sent in new or

renewing memberships to ASK: We also appreciate the donation by Richard and Mary Clark
made in memory of Dustin Robbins.
Thank you all!
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ASK Wins Citigroup Foundation Grant
Citigroup Foundation has awarded Advocacy
Services for Kids with $5,000 to provide training
for staff and family members. We are thrilled!
We would not have been successful without
support from our local CitiBank affiliate, namely,
CitiFinancial of Portage. Many thanks go to the
fine people there for helping us assist families as
they advocate for their children’s mental health
needs. Thank you !
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Sandy Roethler, Executive Director
Dianne Shaffer, Assistant Director
Shellie Bosma, Administrative Assistant
Kaylene Emery, Family Support Partner
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Advocacy Services for Kids is supported by CitiGroup
Foundation, Greater Kalamazoo United Way,
Kalamazoo Community Mental Health and Substance
Abuse Services, Strong Families Safe Children
(administered through MI Dept. of Human Services),
U.S. Substance Abuse and Mental Health Services
Administration (SAMHSA), and contributions from
members and friends
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