





Steps for Addressing Concerns

Navigating the System of Special Education

By Geri West, Special Education Consultant and Former SELPA Director for Mendocino County

ome families learn that
their child has a disability

mmmmmm  before the child is even
born. Others only discover the disabil-
ity when the child is well into grade
school or even junior high. Regardless
of when a disability is determined,
it is sometimes difficult for families
to know the best person to talk with
when challenges arise in the child’s
schooling. Sometimes families and
school districts don’t agree on how to
meet the needs of a student, or they
have questions about what constitutes
a free and appropriate public educa-
tion (FAPE) or what is the best and
least restrictive environment (LRE) in
which the child should be educated.

Whatever the issue, families can be
hampered by fear, incomplete or faulty
information, and confusion about the
resources available. These conditions
can contribute to misunderstandings
about the most efficient, effective, and
respectful “chain of command” they
should climb in their efforts to find
the right information and successfully
resolve whatever is at issue. The list
below presents one way for families to
think about whom to talk with, and in
what order, if they are faced with ques-
tions about the educational supports
and services their child is receiving.

However, well before their child
begins school, families will want to
take advantage of the rich source of in-
formation, training, and support that
state- and federally funded parent cen-
ters offer (see the insert to this issue).
These organizations and the parents
and professionals involved in them can
be invaluable—some parents go so far
as to describe them as “life saving”—
in helping families and caregivers
know their rights, obligations, and

options in securing the best educa-
tional supports and services for their
child.

1. Your child’s classroom teacher
and special education service
provider (speech therapist, resource
specialist, special day class teacher,
occupational therapist, and so on) are
working as a team to support your
child, and they are familiar with the
school culture and the special edu-
cation processes. Go to them first.
Building relationships with this team
and voicing your perspective at the
very first IEP meeting can take care

of many questions and concerns—and
mitigate serious ones down the road.
As soon as you know who the IEP
team members are, give them your
contact information and ask how they
best like to communicate (by phone,
e-mail, in person, and so on).

2. Your school’s principal should
be made aware of your concerns and
questions. Copying her on e-mails and
keeping her informed can support open
communication and build positive rela-
tionships for children and families.

3. The school district’s director

of special education provides sup-
port and guidance to special educa-
tion staff. This individual can offer
information about the school district’s
practices and be a link to additional
resources.

4. Special Education Local Plan
Areas (SELPAs) often provide volun-
tary, informal supports for resolving
conflicts. The Alternative Dispute Reso-
lution (ADR) techniques they offer are
proving to be successful in meeting the
needs of many children and their fami-
lies, and both families and school staff
find them less stressful and expensive
than formal due process methods.

5. The Procedural Safeguards* and
Referral Services (PSRS) Unit of the
California Department of Education’s
(CDE) Special Education Division can
provide information and resources about
the educational rights of children, from
ages three to twenty-one (phone 800-
926-0648; fax: 916-327-3704). Because
the CDE can sometimes make phone
calls to school district personnel to
review and resolve complaints, families
will want to contact this office if they
have questions and concerns that they
feel have not been answered locally, and
before filing a complaint with the Office
of Administrative Hearings.

6. The Office of Administrative
Hearings manages due process
hearings for students in special
education. These hearings constitute
the procedures used when there is a
disagreement between the families
and the education agency regarding

Navigating, continued on page 9

* Federal law mandates a system of proce-
dural safeguards that are designed to protect
the rights of children with disabilities and
their families. The California Department
of Education (CDE) lists a summary of these
rights at www.cde.ca.govlsplselqal
pssummary.asp.
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An annotated
directory of parent
agencies throughout
California

at first glance, the range of centers and networks that provide support

and information to parents of children with disabilities in California

may look like an abundance of riches. And then the choices can start to feel

simply overwhelming.

This insert to The Special EDge is designed to offer parents an easily accessible

directory for finding the parent center that offers the information and services that
best suit their needs and those of their child. Each type of center is defined and
then followed by a list of the specific locations of centers of that kind throughout

the state. Listings are alphabetized by city and include contact information:

telephone numbers along with e-mail and Web addresses, if available.

While not every city and town in the state has the perfect parent

organization for every family’s needs, a telephone call to the one that

offers the right services can often provide invaluable support.

Community Parent
Resource Centers (CPRCs)

Population Served: Individuals with
disabilities who are underserved, ages
birth to twenty-six, and their parents

Focus: Educational needs

Mission/Purpose: To provide train-
ing and information to parents of
children with disabilities and to
people who work with parents; to
provide outreach and support for
families that may not know about
these services. The goal is to enable
parents to participate more fully
and effectively with professionals
in meeting the educational needs of
children with disabilities.

Services: Information, parent-to-
parent support; support for families
concerned with their child’s educa-
tion; support for transition to adult
services

Range: Six statewide

Web site: See individual CPRCs

CPRCs

Berkeley. Foster Youth Resources for

Education, serving Alameda County;

510-644-2555 or 800-348-4232;
www.dredf.org

Parents regularly report
that these centers have
helped them better un-
derstand their children’s
specific needs, learn how
to communicate with
teachers and professionals,
and become more effec-
tive participants in their
children’s education and
planning. Any effort to
contact one promises to
be well worth it.

Los Angeles. Loving Your Disabled
Child, serving most of Los Angeles
County; 323-373-0323; lydc3407 @
yahoo.com or lydeprc@sbeglobal.net,
www.lydc.org

Los Angeles. Parents of Watts,
serving most of Los Angeles County
(with Loving Your Disabled Child);
323-566-7556; egertonf@hbotmail.
com ot pow90059@yahoo.com

Los Angeles. Fiesta Educativa,
serving East Los Angeles; 323-221-
6696; info@fiestaeducativa.org;

wwuw.fiestaeducativa.org

San Gabriel. Chinese Parents
Association for the Disabled,
serving Los Angeles and Orange
Counties; 626-307-3837; chen_ra-
chel@hotmail.com; www.cpad.org

Stanton. Vietnamese Parents of
Disabled Children Assoc., Inc.,
serving Los Angeles and Orange
Counties (with Loving Your Disabled
Child); 714-527-9216; hgnguyen@
vpdea.org; www.vpdeca.org
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——— Benito County; 831-630-6358;

Family Empowerment Cen-
ters (FECs)

Population Served: Children and
young adults who have disabilities
and are of school age (3—22 years old)

Focus: Educational needs of individuals
with disabilities

Mission/Purpose: To ensure that
children and young adults with dis-
abilities receive a free and appropriate
education and the support services
they need; to ensure that parents
have access to information, training,
and peer-to-peer support; to ensure
that parents are able to partner with
professionals in obtaining appropriate
education for children with disabili-
ties, fully participate in their child’s
education, and navigate the educa-
tional system

Services: Information, parent-to-
parent support; support for families
concerned with their child’s educa-
tion; support for transition to adult
services

Range: 14 statewide

Web site: hitp://cafec.org

FECs

Anaheim. Team of Advocates for
Special Kids, Inc. (TASK), serv-
ing Orange and Riverside Counties;
714-533-8275 or 866-828-8275;
taskca@yahoo.com; bttp://taskca.org

Bakersfield. H.E.A.R.T.S. Connection
Family Resource Center, serv-
ing Kern County; 661.328.9055 or
800-210-7633; heartsfrc@igalaxy,
www.heartsfre.org

Culver City. Westside Family
Resource and Empowerment
Center, serving the Los Angeles area;
310-258-4063; martham@
westsiderc.org; www.wirec.org

Fresno. Exceptional Parents Unlimited,
serving Fresno County; 559-229-
2000; 559-225-6059 (TTY);
epul @exceptionalparents.org,
www.exceptionalparents.org

Hollister. Special Parents Informa-
tion Network (SPIN), serving San

msandoval @spinsc.org

Northridge. Family Focus Resource
and Empowerment Center, serving
the San Fernando, Santa Clarita, and
Antelope Valley areas; 818-677-
6854; Family.Focus@csun.edu or
Family. Empower@csun.edu;
www.csunfamilyfocus.com

Novato. Matrix Parent Network and
Resource Center, serving Marin and
Solano Counties; 415-884-3535 or
800-578-2592 for Marin; 707-423-
2545 or 800-578-2592 for Solano;
info@matrixparents.org;
bttp:lImatrixparents.org

Quincy. Plumas Rural Services, serv-
ing Lassen, Modoc, Plumas and Sierra
Counties; 530-283-3611 or 800-284-
3340; prsit@plumasruralservices.
org; bttp:lIplumasruralservices.org

Redding. Rowell Family Empow-
erment of Northern California,
serving Butte and Shasta Counties;
530-226-5129 or 877-227-3471
(Redding); 530-876-8321 or 888-
263-1311 (Paradise);
bttp:llrfenc.orglindex.php

San Diego. Exceptional Family
Resource Center, serving San Diego
and Imperial Counties; 619-594-
7416; 800-281-8252; efrc@projects.
sdsu.edu;, bttp:llefrconline.org

San Diego. Team of Advocates for
Special Kids, Inc. (TASK), serving
San Diego and Imperial Counties;
619-794-2947; taskca@yahoo.com,
bttp:litaskca.org

Information Network (SPIN), serving
South Santa Cruz County; 831-722-
2800; cpinheiro@spinsc.org

West Covina. The Parents’ Place
Family Resource Center, serving
San Gabriel and Pomona Valleys;
626-919-1091 or 800-422-2022;
empower@parentsplacefrc.com,
bttp:llparentsplacefrc.com

Yuba City. Family SOUP, serving Sut-
ter County; 530-751-1925;
Sfamilysoup @familysoup.org,
bttp:llfamilysoup.org

Early Start Family
Resource Centers (FRC)

Population Served: Children birth to
age three with disabilities or at risk of
developmental delays or disabilities;
families of these children

Focus: Comprehensive early interven-
tion services for infants and toddlers
with disabilities

Purpose: To ensure that parents of chil-
dren with disabilities have accurate
information and parent-to-parent
support; and to help parents, families,
and children locate and use needed
services. Often staffed by parents.

Services: Early intervention services;
parent-to-parent support, peer
counseling, information and referral,
public awareness, parent education,
and transition assistance

Range: 47 centers statewide

Web site: www.frenca.orglabout.html

San Francisco. Support for Families of FRCs

Children with Disabilities, serv-
ing San Francisco County; 415-282-
7494; info@supportforfamilies.org;
bttp:llsupportforfamilies.org

San Jose. Parents Helping Parents
(PHP), serving Santa Clara County;
408-727-5775; nettaa@php.com;
bttp:llphp.com

Santa Cruz. Special Parents Informa-
tion Network (SPIN), serving Santa
Cruz and San Benito Counties; 831-
423-7713; splageman @spinsc.org
bttp:llspinsc.org

Watsonville. Special Parents

Alhambra. Family Resource Library
& Assistive Technology Center;
626-300-9171; info@elafrc.org;
wwuw.elafrc.org

Bakersfield. H.E.A.R.T.S.; 661-328-
9055; 800-210-7633; susan_
graham@bheartsfre.org; www.
beartsfrc.org

Bellflower. Southeast FRC; 562-461-
2986

Bishop. Heart to Hand FRC; 760-872-
4604; ThearttoHand@cs.com

FRCs continned, page iii
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FRCs, continued

Burlingame. Family Resource Center
at Community Gatepath; 650-295-
0189

Canyon Country. The Family Focus
Resource & Empowerment Center;
661-250-3943; victoria.berrey@csun.
edu;, www.csunfamilyfocus.com

Capitola. Special Connections FRC;
831-464-0669

Clovis. Clovis Unified FRC; 559-327-
8455; carinjackson@cusd.com; www.
clovisusd.k12.ca.us (go to “Support
Programs”)

Colusa. Colusa County FRC; 530-458-
8891, ext. 10818; colusaFRC @ccoe.net

Crescent City. Northcoast Children’s
Services; 707-464-6936

Culver City. Westside Family Resource
and Empowerment Center; 310-
258-4099; fre@uestsiderc.org; www.
wfrec.org

Eureka. Special Needs Connection.
707-445-1195

Fort Bragg. Safe Passage. 707-964-
3077; safepas2 @mcn.org

Fresno. Exceptional Parents Unlim-
ited; 559-229-2000, ext. 103;
beoulbourne @exceptionalparents.
org; www.exceptionalparents.org

Hanford. Kings County FRC; 559-584-
1551; debbieg@ccucp.org,;
www.ccucp.org

Harbor City. Carolyn Kordich FRC;
310-325-7288; ckfrc@sbcglobal. net

Imperial. Exceptional Family Resource
Center (in the Imperial County Re-
gional Center); 760-355-0147; efrc@
projects.sdsu.edu;, www.efrconline.org

Long Beach. Long Beach FRC;
562-933-8048; cenriquez@
memorialcare.org

Los Angeles. Koch-Young Resource
Center; 213-383-1300; Helpline:
800-546-3676; kyrc@lanterman.org,
www.lanterman.org

Los Angeles. South Central Los Ange-
les Regional Center; 213-763-7800;
marthasclarc.org; www.sclarc.org

Madera. Extra Special Parents FRC;
559-674-0915, ext. 464;
ngallegos @madera.k12.ca.us

Mammoth Lakes. Heart to Hand FRC;
760-935-4602; ThearttoHand@
cs.com

Mariposa. Mariposa FRC—Early Start
Connections; 209-966-6299

Martinez. CARE Parent Network;
925-313-0999; CAREofARC @aol.
com; wwuw.careparentnetwork.org

Marysville. Yuba County Office of
Education FRC; 530-749-3276, ext.
105; aliciabrico@yubacoe.k12.ca.us

Merced. Challenged FRC; 209-385-
5314; www.challengedfrc.com

Northridge. The Family Focus Re-
source & Empowerment Center;
818-677-5575; family.focus @csun.

edu; www.csunfamilyfocus.com

Novato. Matrix Parent Network; 800-
578-2692; laurelf@matrixparents.
org; www.matrixparents.org

Oakland. Family Resource Network;
510-547-7322; info@frnoakland.
org; www.frnoakland.org

Oxnard. Rainbow Connection; 805-
485-9643; rainbow @tri-counties.org

Palmdale. The Family Focus Resource
& Empowerment Center; 661-225-
9598; familyfocus_av@msn.com;
www.csunfamilyfocus.com

Redding. Rowell Family Empower-
ment of Northern CA; 530-226-
5129; sklowrance @aol.com; www.
EmpowerYourFamily.org

Redondo Beach. Southwest SELPA
Special Education FRC; 310-798-
2965; sw_fre@lacoe.edu

Roseville. Warmline FRC; 916-782-
7147; warmlinefrc@warmlinefre.
com; www.warmlinefrc.org

Sacramento. Warmline FRC; 916-922-
9276; warmlinefrc@uwarmlinefre.
com; www.warmlinefrc.org

Salinas. Peaks and Valleys FRC; 831-
755-1450; peaks@monterey.kl12.
ca.us

San Bernardino. Early Start FRN; 909-
890-4788 or 800-974-5553; esfrn@
yahoo.com; www.esfrn.org

San Diego. Exceptional Family Re-
source Center; 619-594-7416; 800-
281-8252; efrc@projects.sdsu.edu,
wwuw.efrconline.org

San Francisco. Support for Families of
Children with Disabilities. 415-
920-5040; info@supportforfamilies.
org; www.supportforfamilies.org

San Luis Obispo. Parents Helping
Parents of San Luis Obispo County;
805-549-8148; php@ucp-slo.org;
www.ucp-slo.org

San Marcos. Exceptional Family Re-
source Center (in the North County
Regional Education Center). 760-761-
5553; efrc@projects.sdsu.edu; www.
efrconline.org

Santa Ana. Comfort Connection. 714-
558-5400; 888-372-2229

Santa Barbara. Alpha Resource Center-
Family First; 805-683-2145; info@
alphasb.org; www.alphasb.org

Santa Clara. Parents Helping Parents,
Inc.; 408-727-5775; info@php.com;
www.php.com

Stockton. Family Resource Network;
209-472-3674; 800-847-3030;
frufamilies @aol.com; www.fren.org

Susanville. Rainbow Family Support
& Resource Network; 530-251-
2417; kcolvinlcfr@yahboo.com

Torrance. Harbor Resource Center;
310-543-0691; fre-library@
barborRC.org; www.harborRC.org

Visalia. Parenting Network, Inc.; 559-
731-1481; asmontes @aol.com

West Covina. The San Gabriel/Pomo-
na Parents’ Place; 626-856-8861;
empower@parentsplacefrc.com;
warmline@parentsplacefrc.com (for
help); www.parentsplacefrc.com

Yuba City. Early Start FRC. 530-458-
8891, ext. 10345

Yuba City. Family SOUP (formerly
Sutter County Parent Network); 530-
751-1925; www.familysoup.org
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San Jose. Parents Helping Parents,

Family Voices of California serving Santa Clara County; 408-

727-5775, ext.153; info@php.com;

Population Served: Children and
www.php.com

young adults with disabilities and

chronic health conditions San Francisco. Support for Families of
Children with Disabilities, serving
San Francisco County; 415-282-
7494; info@supportforfamilies.

org; www.supportforfamilies.org

Focus: Health and areas that impact
health, such as education
Mission/Purpose: To provide a clear-

inghouse of information to parents

and parent centers about special Redding. Rowell Family Empower-

health care needs of children so ment of Northern California,

that the needs of these children’s serving Butte, Glenn, Shasta,
Siskiyou, Tehama, and Trinity Coun-
ties; 530-226-5129; WendyL@

rfenc.org; www.RFENC.org

families are met and the families
have a stronger voice in shaping the
system of care

Services: Information, education, and

Parent Training and
Information Centers (PTIs)

parent-to-parent support on health
issues

Range: Coordinates efforts with Famil
& y Population Served: Individuals with
Resource Centers throughout the s ; .
disabilities, ages birth to twenty-six
state o ) ,
. . . Focus: Families of children with
Web site: www.familyvoicesofca.org

|
Family Voices of CA

educational needs
Purpose: To help families understand
special education laws, rights, and
Culver City. Westside Family responsibilities; to work to improve
Resource and Empowerment educational results, train and inform
Center, serving Los Angeles County; parents and professionals about
310-258-40631; 323-717-7411;

www.wirec.org

disability issues, resolve problems
between families and schools or

Fresno. Exceptional Parents Un- other agencies, and connect children
limited, serving Fresno and Kings who have disabilities to community
Counties; 559-229-2000, ext. 103;

rguimont@exceptionalparents.org,

resources that address their needs
Services: Information, education for
www.exceptionalparents.org families and professionals, parent-
Oakland. Family Resource Network, to-parent support, advocacy for
serving Alameda County; 510-547-
7322; frun@frnoakland.org

Sacramento. WarmLine Family

children and families, support for

IEPs, transition to adult services
Range: Ten statewide; specific geo-
Resource Center, serving Alpine, graphical region determined by the
El Dorado, Nevada, Placer, Sacra-

mento, and Yolo Counties; 916-922-

U.S. Department of Education
Web site: See individual PTIs

9276; warmline @warmlinefrc.org, N

PTIs

Anaheim. Team of Advocates for
Special Kids, Inc. (TASK), serving
Orange and Riverside Counties; 714-
533-8275 or 866-828-8275; taskca
@yahoo.com; bttp:l/taskca.org

Berkeley. Disability Rights Education
and Defense Fund, Inc. (DREDF),
serving Alameda, Contra Costa, and

www.warmlinefrc.org

Santa Barbara. Alpha Resource Center
of Santa Barbara, Family First
Program, serving Santa Barbara
County; 805-683-2145; info@
alpharesourcecenter.org

San Diego. Exceptional Family
Resource Center, serving San Di-
ego and Imperial Counties; 619-594-
7416; 800-281-8252; efrc@projects.

, Yolo Counties (includes Foster
sdsu.edu; www.efrconline.org

Youth Resources for Education); 510-
644-2555 or 800-348-4232; info@
dredf.org; www.dredf.org

Fresno. Exceptional Parents

Unlimited, serving Fresno, Kern,
King, Madera, Mariposa, Merced,
Monterey, Tulare, San Benito, and
Stanislaus Counties; 559-229-
2000; 559-225-6059 (TTY);
info@exceptionalparents.org,
www.exceptionalparents.org

Los Angeles. Fiesta Educativa,

serving East Los Angeles; 323-
221-6696; 323-221-6696;
info@fiestaeducativa.org;
wwuw.fiestaeducativa.org

Novato. Matrix Parent Network and

Resource Center, serving Marin,
Napa, Solano, and Sonoma Counties;
415-884-3535 or 800-578-2592;
nettaa@php.com; www.matrix
parents.org

Redding. Rowell Family Empow-

erment of Northern California
(RFENC), serving Alpine, Amador,
Butte, Calaveras, Colusa, Del Norte,
El Dorado, Glenn, Humboldt, Lake,
Lassen, Modoc, Nevada, Placer,
Plumas, Sacramento, Siskiyou,
Shasta, Sutter, Tehama, Tuolumne,
Trinity, and Yuba Counties; 530-
226-5129 or 877-227-3471; www.
rfenc.org

San Francisco. Support for Families of

Children with Disabilities. 415-
920-5040; info@supportfor
Sfamilies.org, wwuw.supportfor
families.org

San Gabriel. Chinese Parents Associ-

ation for the Disabled, serving Los
Angeles and Orange Counties; 626-
307-3837; chen_rachel@hotmail.
com; www.cpad.org

San Jose. Parents Helping Parents,

serving San Joaquin, San Mateo,
Santa Clara, and Santa Cruz Coun-
ties; 408-727-5775; info@php.com;

www.php.com

Stanton. Vietnamese Parents of

Disabled Children Assoc., Inc.,
serving Los Angeles and Orange
Counties; 714-527-9216;
bgnguyen @updca.org,
www.vpdca.org
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NaVIgatlng continued from page 8

assessment, identification, or place-

ment of a student that cannot be
resolved locally through relationship
building, dispute resolution, or me-
diation (phone 916-263-0880 or visit
www.oab.dgs.ca.gov).
In general, most families find
it more helpful and certainly less
expensive and less stressful to build
relationships and work out differences
with their child’s teachers and school
district staff directly rather than by
filing a due process complaint. Some
Family Resource Centers, Family
Empowerment Centers, and Parent
Training and Information Centers
offer IEP trainings and communica-
tion workshops. As mentioned, some
SELPAs provide workshops on ADR
techniques, such as facilitated TEPs
and mediation. Learn more about easy,
cost-effective strategies for resolving
differences by contacting the CDE
PSRS Unit, or by visiting the follow-
ing Web sites:
wwuw.directionservice.orglcadrel pdf]
ParentGuide.pdf
Special Education Mediation: A Guide
for Parents, a free document that ex-
plains what mediation is and how it
works, along with offering practical
guidance for ensuring its success
www.directionservice.org/cadrel
raisesearch.cfm
An entire database of literature
(research-based and policy/practice)
related to dispute resolution in
special education
www.cde.ca.govlls/csIk3Idispute.asp
Information about California’s
process for special education dispute
resolution
Also, the RiSE Library (see page
14) has numerous lending materials
on IEPs and dispute resolution, such
as Making the Transition Team Work,
Alternative Dispute Resolution in a
Nutshell and Beyond Mediation. ®

Circle of Friends—just one of the many

ways they support their children and

the school, says Vice Principal Anne
McCarty. “We recruit all parents to help
in the classroom,” but she says that when
parents of students with disabilities are
able to participate, they establish special
connections with teachers, connections
that can be used to communicate timely
information about student needs and
other educational issues that may arise.

Not all students with special needs—
whether or not on diploma tracks—will
leave school when they turn eighteen.
California state law requires that they be
served with an IEP until they are twen-
ty-two. Colleen Harmon is a resource
teacher at TRACE (Transition Resource
for Adult Community Education), a
program in the San Diego district that
serves eighteen- to twenty-two-year olds.
The mission of TRACE is to ensure that
all students, regardless of their disabil-
ity, are capable of living, working, and
participating in their communities. The
program, Harmon says, focuses on voca-
tional skills, adult education, advocacy,
and general life skills.

Because these students must be treat-
ed as adults, the parental role is more
complex. If the student does not have a
conservator, Harmon says, “We have to
go with what the student wants. But
the student will be more successful if
the parent is on board. We hope parents
will participate in the IEP process; we
want input from the family.”

When students leave the program at
twenty-two, those with severe disabili-
ties are most likely to transfer to one of
the state’s regional centers, many for
life. At TRACE, that is approximately
half of the clients. During the final year,
parents visit the adult agencies where
their children will live. “This is a huge
transition for parents,” says Harmon.
“So protective at the beginning, they are
letting their kids grow up. This is really
hard to do when you have a child with a
disability.”

From the infant and toddler pro-
gram, through elementary, middle, and
high school, to programs like TRACE,
parents are a key component of their
children’s education. Programs and
schools throughout the state are work-
ing to make a place for parents—and
parents seem to be more than eager to
fill those places. @

—Janer Mandelstam

second domain—on either the giving

or receiving end of parent training,
information, and support—will want to
contact their area parent centers (see the
insert to this issue). And those parents
who are interested in influencing poli-
cies, procedures, and activities at local,
district, and state levels—the third
domain—will find those same parent
centers to be their best starting place
for gaining the knowledge and experi-
ence they need to be active contributors
to large-scale decisions made in the field
of special education.

In the experience of ACSE commis-
sioner and parent Laureen Sills, “When
parents feel included and empowered,
they stop seeing the system as a prob-
lem and start seeing it as a part of the
solution.” CDE shows itself to be a
system that is of one mind with Sills
and that places great value on parent in-
volvement in all three domains. It looks
to parents and parent organizations—
and the world of insight and experience
they embody—as partners in the effort
to educate California’s children with

disabilities. @

Further reading:

“Some Effects of Parent Involvement
in Schools,” at www.cse.ucla.edul
products/reports/R138.pdyf.

For dozens of studies that address
the importance of family involvement
in schools, go to the Harvard Family
Research Project at www.hfrp.org/
publications-resources/
publications-series/
Sfamily-involvement-research-digests
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son was first diagnosed, I was intimi-
dated and exhausted by the knowledge
I tried to acquire and the stories of the

continued from page 16

struggles I heard in the first parent
group I joined. Ironically, I have spent
the last 18 years as a parent-professional
providing direct support to families (and
probably often overwhelming them with
information and new worries).

However, all of my experience in both
receiving and giving support has led me
to one simple conclusion: Every child
and every family is unique. While we
share similar feelings, concerns, experi-
ences, and dreams, the path that will
help us reach those goals that are most
important to our child and family must
be our own. As you create a map for
your journey, be sure to draw upon all of
the sources of support you can find. But
never lose sight of the need to filter the
information and guidance down to the
essential resources that are best suited to
you and your family.

Knowing What You Want

One of the biggest lessons for me
along this path of parenting a child with
a disability came when my son was in
his early elementary years. I intensely
wanted an inclusive experience for him
at school and was attending an IEP
meeting. At one point, the principal
turned to me and asked, “What is it that
you want?” Put on the spot, I was unpre-
pared to give an answer. Even though I
had a fairly good idea of what I wanted
Robby’s day to look like, I was not ready
to summarize all of our goals and dreams
for him in a simple statement.

At that meeting I learned that I
needed to have a prepared, clear state-
ment of what I wanted for my son, even
if I was not always sure how I was going
to get it. As a result of this awkward
experience, I have made it a point to step
back from the avalanche of information
and the changing rules and players at
every point of transition and look for—
and find—some clarity. This has made
it possible for me to answer the question

of what I want for my child, even in
the most stressful moments. Some years
the journey was bumpier than others,
and the vision more complicated. But it
was extremely helpful to always have—
and hold onto—a clear idea of where I
wanted to go.
Listening, Learning, Communicating
When Robby was a baby, he let us
know when he was hungty, happy, tired,
wet, or angry. He used few words then,
and continues to use few words today.
But he tells us what he needs just the
same. We learned early that when he
was communicating something to us, we
needed to be paying attention. Thank-
fully, in more than one life-threatening
situation, we were good listeners.

Robby Moore after enjoying a swim

Sometimes it took some research to de-
termine what was making him unhappy
or anxious, enthusiastic or sad, and the
research would take many forms: talk-
ing with the members of other families,
consulting with professionals, reading
the studies, or just sitting reflectively
with him. Often finding a solution came
down to trial and error, because we just
weren’t getting the message! Sometimes
there are no direct paths to finding
answers—and every once in a while you
just have to forge new ones. As children
get older, their ability to communicate
increases—sometimes because their
skills improve, but just as often because

we as parents become more skillful in
researching and determining exactly
what our child is communicating.

Regardless of our children’s age or
ability to communicate, our relationship
with them requires that we listen—to
behavior as well as words. What is the
meaning behind the choices they are
making?

Growing Up

As they turn from adolescents into
adults, we must pay attention to the
wants and needs of our children, even
more than we did when they were babies.
They may be choosing a different road
from the one we have been planning for
them. If we want them to be happy as
adults, we are often forced to let go of our
own plans and help them find and realize
their own.

Friends, Educators, and Experts

One foggy Tuesday morning I recall
asking my older son Shaun to empty the
dishwasher. He complained that Robby
should do it because he didn’t have a fair
share of the chores. I replied that Robby
didn’t know how to empty the dish-
washer. Shaun responded, “He does too. I
make him do it all the time when you're
not here.”

All parents have the experience of
feeling that someone—a professional or
an educator or even an older brother—is
doing their child a disservice by setting
unreasonable expectations, whether too
low or too high. For Robby, our son with
Down’s syndrome, the expectation level
was often too low. And for Shaun, who
has learning disabilities, the level was fre-
quently too high. This is a very thin line
to walk: establishing high expectations,
but not demanding the impossible. As in
so many other areas of parenting, this one
has no road map. However, I know two
things to be true: The most important
expectations are the ones that the child
and the parents place upon themselves;
and as I look back on my periods of high-
est anxiety (usually transition related),
they ultimately proved to be periods of
the greatest growth for my sons.

Veteramn, continued on page 11
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continued from page 10

Back to the Basics
Transitioning into new service sys-

tems means that the flow of new and

confusing information increases, and the
choices and decisions start to multiply.

But regardless of the degree of stress or

anxiety you're experiencing as a result of

your child’s disability, and irrespective of
where she is along the path to adulthood,
several very concrete, practical strategies
will serve you well:

e Access information from a variety of
sources, including other parents who
have been down this road.

¢ Use online technology, but don’t
overwhelm yourself or your child.

e Organize, be it in a file or on a disc.

e Keep personal information readily
available for easy access.

e TFile contact information of those
agencies you are communicating
with, and keep notes on whom you
talked with, who said what, and what
timelines and actions or follow-up
plans have been agreed upon.

e Put requests in writing and keep a
paper trail.

e Call or visit your local parent-direct-
ed resource center.

Ask, Ask, Ask!

Maybe the most important practi-
cal advice is to always ask questions.
(Remember, there really are no “dumb”
ones.) The jargon and acronyms related
to disability can be overwhelming if
you don’t. If meetings or conversations
become overwhelming, it is okay to say,
“Please stop. I need a break!” Then take
time to think about the discussion at
hand, gather more information, and con-
tact others who may help. You will be
gaining knowledge and insight by doing
this. And, by speaking up and asking
when something is not clear, you will
also be helping to set a higher standard
of clarity for other families.

A friend will periodically remind me
that our children with special needs did
not come with an operator’s manual.
Unfortunately, no child comes with one.

Every new family will pioneer a new
path built upon older trails carved out
by earlier generations. And even though
transitions may turn the old kids on the
block into new kids, we will all be old
kids again very soon. We have developed
our survival kits, found good advisors
and sources, and maintained a clear sense
of our goal. If we have learned how to do
one thing well, it is how to continually
redraw our map as we better understand
what our children want—and where
THEY want to go. @

Changlng continued from page 1

child in your home, as they have been
under Part C, but rather in a preschool
(and then in a K—12) classroom setting.
As a parent, you are still a very impor-
tant part of a team that supports your
child. But under Part B there is less
emphasis on the needs of the family; the
focus shifts to what the child needs edu-
cationally. The central vehicle for this
educational support is the IEP that you
and your child’s teachers (and service
providers) will work to develop for—
and eventually with—your child. Your
particular task is to bring to the team
your unique perspective and knowledge
as a parent. While you may not yet
know all of the special education acro-
nyms or the ins and outs of the Part B
system, you do know your child better
than anyone else. Your understanding,
insight, hopes, and dreams for him or
her are truly important. It is critical
that you share them.

Each IEP team member contributes
information about your child and his or
her development, needs, and strengths;
and then the team creates the most
appropriate educational plan for your
child. Don’t forget that you won'’t have
to figure this out all by yourself. You
are part of a team.

The next important thing to know
about this transition is that Part B has
eligibility requirements that are differ-
ence from those of Part C. The reality is
that some children who receive special
education services in Early Start do

not qualify for preschool services. This
makes it critical that you talk to your
service coordinator about where your
child is likely to fit under Part B. If he
or she is not eligible for services, you
will want to look at other early child-
hood options to support him or her.
These might include Head Start, state
preschools, family child care providers,
and other private or community-based
preschools. Most of these are options
whether your child continues to be
eligible for special education services
or not. Your service coordinator or your
local resource and referral agency can
help you identify the early childhood
resources that are in your community
(www.rrnetwork.org).

So, armed with some basic infor-
mation, are you prepared to face the
change? Most of us are not. Change
can be frightening, especially when it
involves going from the known to the
unknown—and even more frighten-
ing when it involves our children. For
whatever reason, this change is harder
for some folks than for others. Certain
parents can take change and uncertainty
in stride, viewing them as part of a new,
great adventure; others feel fear and
trepidation but go along without much
outward evidence of their struggle; and
still others resist any change as long as
they can, kicking and complaining the
whole way. So perhaps the next most
important thing for you to do is try to
learn about yourself. Your transition
from Part C to Part B services gives
you a perfect opportunity to reflect
on your own style for managing the
unknown. You can help yourself—and
your child—when you are able to bring
a degree of self-awareness to the process.

Then, whether or not your child
qualifies for services under Part B, the
next important thing to do, regard-
less of the kind of disability your child
has, is learn as much as you can about
typical child development. Children
with disabilities go through the same
developmental progression as children

Changing, continued page 12
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Changlng continued from page 11

without disabilities, although perhaps
at a different pace or by using different
strengths. All parents of young chil-
dren, though, have common concerns
about such things as toileting, bedtime,
eating, and sibling relationships. Being
familiar with developmental stages and
milestones will help you know what to
expect—and will help you advocate for
a high-quality preschool program that
supports your child’s development.

Warning!! During times of change
and stress, some of the confusing,
uncomfortable feelings that you may
have experienced when your child was
born or diagnosed with a disability
can return. These feelings of sadness,
depression, isolation, or anger are often
retriggered in times of uncertainty, and
especially during the potentially stress-
ful times of transition. Recognize that
these feelings will not last forever and
that they are part of the normal grief
cycle. Also try to keep in mind that
there will be many more transitions
for you and your child as the future
unfolds. Each one is an opportunity for
learning new information that will help
you build your skills and confidence in
supporting yourself and your child and
in managing change.

So what practical things can you do
to prepare yourself and your child for
the transition from Part C to Part B
services? Seven things have helped me
as the parent of a child with a disability:
¢ Talk: Before your child turns two

and one-half, start talking to your

service coordinator about what is go-
ing to happen when your child turns
three—what meetings are required,
and who needs to be there. Talk to
your family, friends, and other par-
ents about your ideas and concerns.

¢ Ask questions: Be sure you are clear
on the kind of services your child is
receiving. Then find out whether or
not your child is likely to be eligible
for special education services dur-
ing the preschool years. Once this

question is answered, you can learn

about the agencies and organizations

that can provide any special help
your child will continue to need. You
can also ask what kinds of tests and
evaluations are required. Who will
do them? Where will they be done?

How will decisions be made?

Gather information: Learn as much

as you can about the preschool op-

tions available so that you can make a

choice based on what is best for your

child. Are there private preschools,
child-care facilities, or special pre-
school programs? What is a typical
day in these settings? How are the
services delivered? You may want to
visit some programs so you can see
how things work. Your service coor-
dinator can help you plan visits and
think about some questions to ask,
such as the following:

Who are the children attending the
class?

Are there children who will be good
models for the development of
social skills, language, and play?

Are the other children the same age
as my child?

Where is the class located? Is it near
my home?

In what ways can I as a parent be
involved in the class or program?

Will my child need to be potty-
trained in order to attend?

How will the staff handle my child’s
special needs?

What is the curriculum? What
exactly will the program staff be
teaching my child?

e Think: As you prepare for the transi-

tion meeting, take time to work

out and visualize your wishes and
dreams for your child. What would
you like to see him or her be doing a
year from now? Five years from now?
Fifteen years from now?

e Talk some more: Ask as many ques-

tions you can think to ask of your
service coordinator, early interven-
tion provider, friends, doctors, and
therapists. Then ask them if there

are important questions that you have

not yet asked!

* Get connected: Call your local Early
Start Family Resource Center (FRC)
to learn how to become involved
with other families with children like
yours. Also, your Early Start FRC is
a great place to learn about resources
in your community, find information,
and discover trainings on topics relat-
ed to disability and special education.
Each Early Start FRC is contracted
to support transitioning families
through parent-to-parent support
groups and training. These often
include parent matches and emotional
support—all very important when
you are facing changes of any kind.

e Get organized: Now is the time to
gather all of those important papers
about your child—assessments, re-
ports, notes, and records of any kind.
Sort them and make them readily
available. A big, three-hole binder
with dividers is one easy vehicle for
doing this. You may also want to
keep a notebook or journal to write
down your questions, thoughts about
upcoming appointments, and infor-
mation the doctors or therapists give
you. Then keep that notebook with
you at all times.

Often, in our efforts to learn ev-
erything we can to help our children
navigate the world, we feel as though
our lives are swirling out of control.
When I begin to feel this way, I start
putting things in a to-do list. While I
will confess that the act of making the
list is sometimes as far as I get, just do-
ing it helps me feel more organized and
less helpless. And it helps me believe
that the world of special education is
manageable.

Gathering information, asking count-
less questions, and connecting with
other families are all strategies that will
help you prepare for the important tran-
sition you and your little one are about
to make. So get ready, get set, go! Enjoy
the adventures that lie ahead.

And remember to breathe! @

12 4 Family Support and Parent Involvement

Winter-Spring 2008-09 4 The Special EDge



Weh Resources

Advocacy
www.directionservice.orglcadre

The Consortium for Appropriate
Dispute Resolution in Special Educa-
tion (CADRE) is dedicated to helping
resolve special education disputes and
to reducing the use of expensive adver-
sarial processes. The CADRE Web site
offers numerous resources and supports
for parents.

www.wrightslaw.com

WrightsLaw provides parents with
accurate, up-to-date information about
special education law and advocacy.
Subscribers can receive, free of charge,
the weekly e-newsletter about special
education legal and advocacy topics,
The Special ED Advocate.
www.dredf.org

The Disability Rights Education and
Defense Fund (DREDF) is a national
civil rights law and policy center di-
rected by individuals with disabilities
and parents who have children with
disabilities. DREDF provides legal ad-
vocacy, training, education, and public
policy and legislative development.
www.pai-ca.org

Disability Rights of California works
to advance the rights of all Californians
with disabilities through advocacy,

as well as by providing free services,
training, information, and resources to
parents and individuals with disabili-
ties. Information about the organiza-
tion’s activities is also available in eight
languages, in addition to English.

Education

www.nasponline.orglresources/
bandoutslrtiprimer.pdf

Response to Intervention (Rtl): A
Primer for Parents, by the National As-
sociation of School Psychologists, helps
parents understand how Rtl provides
services and interventions to struggling
learners rather than waiting for a child
to fail before offering help. It also sug-

gests ways parents can become involved
in the process and provides links to
additional Rtl resources.

General Support and
Information for Parents

www.specialchild.com

The Special Child Web site provides
educational resources and emotional
support to parents and caregivers of
children, adolescents, and young adults
with disabilities.
wwuw.disabilityinfo.gov
DisabilityInfo.gov provides quick and
easy access to comprehensive informa-
tion about disability programs, services,
laws, and benefits in the areas of em-
ployment, education, housing, trans-
portation, health, benefits, technology,
community life, and civil rights.
www.nichcy.org

NICHCY, the National Dissemination
Center for Children with Disabilities,
offers a wealth of information on dis-
abilities in infants, toddlers, children,
and youth; on the Individuals with
Disabilities Education Act, No Child
Left Behind (as it relates to children
with disabilities), and research-based
information on effective educational
practices.
www.beachcenter.orglfamilies/

default.aspx

The Beach Center is dedicated to en-
hancing the quality of life of families
and individuals affected by disability.
It is difficult to overstate the range and
quality of the materials on this center’s
Web site, which provides family-
focused supports, guides, and resources.
www.dds.ca.govIEarlyStart/docs|
central_directory2006.pdf

The California Department of Devel-
opmental Services makes available at
this URL the California Early Start
Central Directory of Early Intervention
Resources for Infants and Toddlers with
Disabilities and Their Families. More

information on supportive services for
infants and toddlers with disabilities can
be found at www.dds.ca.govlearlystart,
by phoning 800-515-2229; or by
e-mailing earlystart @dds.ca.gov.

Health Care
www.familyvoices.org

Family Voices is dedicated to helping
families make informed decisions, ad-
vocate for improved public and private
policies, and build partnerships among
professionals and families. The site also
serves as a resource on health care.

Learning Disabilities
www.iser.com

ISER (Internet Special Education Re-
sources) helps parents find local special
education professionals for learning
disabilities and attention deficit disorder
assessment, therapy, and other special
needs. The site also offers a directory

of state government agencies, teacher
training and certification programs, and
software and assistive technology.

Surrogate Parent Manual

www.cde.ca.govisplselsr|
survogateparents.asp
Federal and state laws mandate
that a child who receives special
education services be represented
by a parent and that this parent is
recognized as an equal member of
the team that develops the child’s
Individualized Education Program
(IEP). The California Department
of Education’s Surrogate Parents
in California: An Overview—
designed for local education agencies
(LEAs), Special Education Local Plan
Areas (SELPAs), parent and family
centers, and volunteers who are will-
ing to serve as surrogates—explains
when and how a surrogate parent
may be appointed. The manual is
available as a free download at the
above URL.
|
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RISE Library

The Resources in Special Education
(RiSE) Library lends materials to
California residents; borrowers pay only
return postage. The list below is a small
sample of the library’s holdings; go to
www.php.comlservices/libraries to
browse all available resources. To order
materials, phone or e-mail RiSE librar-
ian Judy Bower: 408-727-5775, jud)y.
bower@php.com.

The Child with Special Needs:
Encouraging Intellectual and
Emotional Growth

By Stanley I. Greenspan, Serena
Wieder, and Robin Simons. Perseus
Books Group: New York, 1998. 512
pages. This comprehensive approach

to developmental challenges faced by
young children and their families ad-
dresses autism, pervasive developmental
disorder, language and speech prob-
lems, Down’s syndrome, cerebral palsy,
attention deficit disorder, and other
related disorders. Based on more than
20 years of research into developmental
challenges, the book helps parents and
professionals maximize opportunities for
growth in each child. Call #23125.
Families and Schools: Resolving
Disputes Through Mediation

The Consortium for Appropriate Dis-
pute Resolution in Special Education
(CADRE). 2002. 15 pages. This pub-
lication was developed in response to
questions that parents, teachers, admin-
istrators, and others have about media-
tion. Through real-life stories, the book
provides a clear picture of the mediation
process and its inherent flexibility. Call
#23588. (Also a free download at www.
directionservice.orglcadrelraisesearch.
cfm; scroll down and click on the title).
Family Involvement in Children’s
Education: Successful Local
Approaches—An ldea Book

Janie E. Funkhouser, Miriam R.
Gonzales, and Policy Studies

Yo
%.
%,
&

Associates, Inc.,
U.S. Dept. of Education:
Washington, DC, 1997. 135

pages. Based on case studies of 20 suc-
cessful education programs around the
country, this book is designed to assist
educators, parents, and policymakers as
they develop and nurture school-family
partnerships at elementary, secondary,
and district levels. Call #22066. (Also
available as a free download at www.
ed.govlpubs/FamInvolvelindex.html.)
Family Resource Centers:

Vebhicles for Change.

CA Family Resource Learning Circle.
CA Office of Child Abuse Prevention:
Sacramento, CA, 2000. 36 pages. This
document defines the key characteristics
and activities of quality family resource
centers, describes how they function as a
vehicle for change for families and com-
munities, and helps policymakers and
funders “make the case” for the family
resource center approach to providing
family support services. Call #22918.
Handbook on Family Involvement

in Early Childbhood Special Education
Programs

California Dept. of Education; Sac-
ramento, CA, 1999. 52 pages. This
handbook provides information on the
development and maintenance of quality
programs, the statutory and regulatory
requirements involved in their creation
and management, and the resources
available to local educational agencies to
support them. Call #22054. (Also a free
download at www.cde.ca.govlsplselfpl
documentslecfaminvl.pdf.)

Strong Families, Strong Schools:
Building Community Partnerships
for Learning

Richard Riley. U.S. Department of
Education: Washington, DC, 1994. 50
pages. This booklet encourages and sup-
ports efforts by families to take a more

active role in their children’s learning by
providing a review of the past 30 years
of research evidence that shows the
importance of involving families in their
children’s learning and by offering ex-
amples of family involvement efforts
that are working. Call #21928 or 21929.

Video and Multimedia

Around the Clock: Parenting the
Delayed ADHD Child

Joan Goodman and Susan Hoban. Guild-
ford Publications: New York, 1994.

In this video two families discuss the
challenges they face with their preschool
sons who are diagnosed with attention
deficit hyperactivity disorder (ADHD)
and developmental delay and how they
have learned to cope and to develop
meaningful relationships with their
children. Includes manual. 60 minutes.
Call #239806.

Every Child Can Learn: Using
Learning Tools and Play to Help
Children with Developmental Delay
Katrin Stroh, Thelma Robinson, Alan
Proctor. Sage Publications, Thousand
Oaks, CA, 2008. 232 pages. These re-
sources describe in detail an intervention
approach called “functional learning,”
based on the play and learning of typi-
cally developing children, to support and
encourage the development of children
with disabilities. Includes book, video
CD, and PDF guides. Call #23983.
Parents and Professionals: Partners
in Co-Service Coordination

Rosemary Bodolay. Child Development
Media: Van Nuys, CA, 2007. These ma-
terials present a positive, parent-centered
model of service coordination for families
with an infant or toddler with special
needs. In the video, parents and profes-
sionals illustrate the issues involved in
effective co-service coordination and the
mutual benefits of the described model.
The included training guide provides
descriptions, definitions, and discussion
questions. 20 minutes. Call # 23985.
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2009 Calendar

April 21-24

Improving Student Achievement,
Closing The Gap and Increasing
Parental Involvement:

MISSION POSSIBLE

The Third Annual Title I Parent
Training Conference, presented by
the California Advisory Council on
Education Events (CACEE) and the
California Title I Parent Association,
is designed for all parents and educa-
tors involved in Title I. The conference
focuses on parent involvement, begin-
ning reading, character education,
drop-out prevention, early childhood
education, elementary school math,
English language learners, middle
school math, and racial equality for
student achievement. San Diego. For
more information, phone 619-822-
4382, fax 619-568-3526, e-mail
cacee @caceeconference.com, or go to
www.caceeconference.coml/bhome.html.

April 21-27

Access, Culture and Climate, Expec-
tations, and Strategies (ACES): A
Winning Hand for Student Success
The California Title I State Confer-
ence, sponsored by the California
Department of Education, will provide
a forum for educators to share practices
and strategies supported by current
research. Anaheim. For more informa-
tion, contact Lou Ann Harada: phone
916-319-0299 or e-mail lharada @
cde.ca.gov.org. Or go to www.cde.
ca.govisplswlitl/titlel conf.asp.

April 22-25

BOOST Conference: Best Out of
School Time

Sponsored by the Rescue Social
Change Group, the BOOST Confer-
ence is designed for after-school and
out-of-school-time professionals and
provides them with an opportunity
to network, attend workshops, and
learn the most current research in out-
of-school time programming. Palm

* ®
I~ T T T

Springs. For more information, phone
619-232-6678; e-mail Steve Hensel at
steve@boostcollaborative.org; or go to
www.boostconference.org.

May 4-5

Working Toward a Brighter Future
The International Conference on
Disabilities—an event for and by per-
sons with disabilities, family members,
researchers, and service providers in
the various disciplines in the field of
disabilities—offers opportunities to
learn and to share resources and ideas
that support quality of life, commu-
nity inclusion, and self-determination.
Honolulu, HI. For more information,
phone 808-956-7539 or 808-256-
9364; e-mail prinfo@bawaii.edu; or
g0 to www.pacrim.hawaii.edu.

October 15-17

Closing the Gap: Changing Lives
with Assistive Technology

This twenty-seventh annual confer-
ence, sponsored by Closing the Gap,
Inc., will address a range of technol-
ogy options as they are being applied
to all disabilities and age groups in
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Parent Reflection
What One Parent Wishes All Parents Could Know

ore and more these

days, I'm referred to as
I 2 ‘veteran parent.” We
who have navigated the twists and
turns of guiding a child with special
needs into adulthood often feel justi-
fied in believing that we have learned
the way. However, just when we think
we have the path all figured out, the
road changes, the directions appear in
a new language, and it feels like we've
entered a foreign country. This, as
veteran parents know, is one of those
periods of transition when it seems
like we have to start all over again and
learn new rules, new faces, and new
ways to work with new agencies and
programs.

And then, pretty soon, we start think-
ing we're veterans again.

As a mom whose son is moving into
the adult world, I am once again travel-
ing across unfamiliar terrain, and once
again feeling like I am the new kid on
the block. Adulthood for an individual
with a disability involves working with
a multiplicity of agencies and systems,
each with its own sphere of responsibil-
ity, set of rules, and practical realities.
We were not given a road map to guide
us when our son was born, and there are
no road maps now. As parents, though,
when we lace up our boots and move
forward, the strategies for surviving—
and thriving—are similar, regardless
of where we are as parents on this life
journey with a child with a disability.
Over the past 22 years, I have developed
a survival kit that contains some pretty
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useful tricks and proven tools that are
worth sharing. Here’s what they are:
Parent-to-Parent Support

When our son Robby was born, we
were one of the lucky sets of parents
who had a pediatrician who understood
then what we all know now: the value
of parent-to-parent support. Before I left
the hospital, this doctor had introduced
us to another family that had a six-year-
old child who was born with Down’s syn-
drome. Like many other parents before
and after, I didn’t know what questions
to ask. But I did know that those parents
looked happy and sane. From their visit,
I gathered the strength to know that,
whatever this new baby brought our way,
our family would be just fine; or at least I
gained the confidence that we would find
a way.

Parent-directed Family Resource
Centers, Parent Training and Informa-
tion Centers, and Family Empower-
ment Centers were all created out of the
fundamental belief that there is power
in parents supporting and guiding other

parents through the emotions, experi-
ences, and decisions involved in raising
a child with special needs. Experienced
parents, grandparents, siblings, and
extended family members have a great
deal of valuable insight, understanding,
and information to share. Every region in
California offers parent-directed centers
that provide a multitude of services to
ensure that no family with a child with a
disability or a developmental delay needs
to go without support and information.
Supporting Your Child’s Uniqueness
As parents, we are most in need of
experienced support when our child is
approaching what has been identified as
a transition—when a child is moving
from hospital to home, from Early Start
to preschool, from elementary to middle
to high school, or from post-secondary
school into adult life. As an “old kid on
the block” who is becoming the new kid
again, I am reminded of how over-
whelming the flow of information can be
in these times of transition. When our

Veteran, continued on page 10
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