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EXECUTIVE SUMMARY

“The best test, though difficult to administer, is: Do those served grow as persons;
Do they, while being served, become healthier, wiser, free, more autonomous,
more likely themselves to become servants?

And, what is the effect on the least privileged in society...”

Robert K. Greenleaf
The Servant as Leader

THE VISION - What Parents Hope to Accomplish

One critical problem facing California is that often the recognized parent leadership at the
local, regional and state levels of decision making does not reflect the state’s changing
demographics. Parents from socio-economically disadvantaged neighborhoods, or from
ethnically diverse communities (indigenous, native born, immigrant, and refugee), have not
been a part of the decision-making process.

The Family Collaborative Leadership Projects, funded by the California Department of
Education (CDE), aggressively reached out to families of underserved and underrepresented
communities to provide information, training, and to increase their participation in decision
making. A key component was to directly ask parents for their recommendations on how to
make sure their voices are heard when decisions are made about their children's and other
children’s education.

Parent voices from across the State of California clearly expressed their desire for an
educational system in which the parent/family voice is evident at all levels of decision making
regarding their child’s and other children’s education. This report outlines the
recommendations from over 200 parents from 15 communities on how California’s
education system can effectively involve them in decision making at the local, regional, and
state levels.

Their recommendations covered what parents and parent organizations can do and what
schools and other educational entities can do to improve education for children with
disabilities and for all children. Following are a few examples of some of the
recommendations:

Parent-related recommendations pinpoint several areas of support that parents need to
become more effective advocates for their children and partners with educators such as:
Processes to provide parents/families with support that range from mentors to paid
parent advocates and access to affordable legal counsel when needed
Access to training and information that is comprehensive, understandable, culturally
sensitive, and available in different languages.



School-related recommendations focus on ways to build into the school structure additional
support for teachers, students, and parents such as:
Enhancing support for educators through increasing the compensation for
teachers, reducing paperwork, and eliminating the funding disparity among
schools.
Providing training about cultural differences
Helping teachers and parents to work together more effectively

Other recommendations address issues of cultural and linguistic differences and
collaboration between schools and families.

This report includes a complete list of the recommendations and a description of barriers
that impede effective participation of parents. It is the parents' hope that this work will be
used as a tool for families and professionals throughout California to come together to act
upon these recommendations. The recommendations are specific strategies to help
California’s education system achieve the following outcomes:

Outcomes for parents/families and their children

| Equal access to education for all children

U Better understanding of cultural differences

O An atmosphere where parents are included and feel part of the team and their
community

(L Parents educated on resources, agencies, laws, how the system works, etc.

L Parents provided with the financial and other supports to attend/participate in
education decision making and training opportunities

| Appropriate education on an ongoing basis so children receive the opportunity to achieve
their fullest potential. This includes a goal that all individual education programs (IEPs
and 504 plans) are in compliance.

Outcomes for professionals and the education system

U Better understanding of cultural differences

[ Better and more responsive education system

[ Services available regardless of funding

L All communications specific, clear, complete, timely, and distributed to all parents in
their appropriate language

D Professionals held accountable

Joint outcomes for parents/families and professionals
[ The entire education community is better educated and supported.
[ Parents and professionals truly work together as equals on a team.

| Joint, effective trainings are held for parents and professionals so all team members have
access to and an understanding of the same information.



[ Parent voices valued as equal partners in decision-making processes and I1EPs.

U District encourages and recognizes the parent experience with 50 percent parent
representation on decision-making bodies.

(L Teachers have the knowledge and support to work effectively with parents and their
children.

[ Parents have the knowledge and support to effectively support and advocate for their
children, and to work effectively with professionals.

[ Successes are recognized and celebrated.

General public outcomes
L More community awareness and compassion about the issues affecting families

[ increased research for disabilities, e.g. Down’s Syndrome, autism, as a result of more
community awareness

Focus group participants were asked to describe the following:
Why is it important that parents are involved in decision making?
What would need to happen for more parents like them to be heard at all levels of
decision making?
What does parent participation in the decision-making process look like?
What recommendations do they have?
What do they hope to accomplish?
What can they do now, and what support do they need?

What parents say:
The overwhelming majority of focus group participants view professionals, school-
related agencies, and other agencies as having the most decision-making impact on
their children’s education.

While many parents feel they have the knowledge, confidence, and support to
effectively advocate for their children, the overwhelming majority of parents feel
unable to do so.

The overall lack of positive communication, understanding and collaboration
between professionals and parents undermine parents’ participation.

Therefore, identity and relationship/connection barriers need to be addressed to
achieve equal access to decision making for parents.

Parents from around the state clearly articulated the importance of involving parents
in the process of decision making.



Parents hope that implementation of the recommendations outlined in this report will
make the following vision a reality:

[ A california education system that creates an atmosphere for special education where all
parents are included and feel a part of their community

[ Better coordination and communication among and between parents and professionals
[ Both parents and professionals learn how to participate and collaborate effectively.

| Effective, seamless connections among families, parent support programs, schools
(services, personnel, agencies), and medical and social service providers and agencies

[ All of California’s children receive a free and appropriate education that enables them to
achieve their fullest potential.

Dissemination Plans

Along with the California Department of Education, Special Education Division, this report
is being broadly disseminated to educators, families and family organizations, and
community groups. It will be presented to various groups of educators and families during
the next nine months. The upcoming Family Collaborative Leadership projects are strongly
encouraged to include activities that address one or two of the parents’ recommendations.



BACKGROUND

California has a statewide network of agencies and resources to promote family support and
participation in education. There are twelve parent training and information (PTI) centers in
California whose funding comes from the U.S. Department of Education. These PTls are
parent-directed nonprofit organizations whose purposes are to:

Assist parents to understand their child’s disability

Help parents understand how special education works

Help parents to participate fully in education decision-making processes, including
their children’s individual education program (IEP), and serving on advisory or
policy-making committees

There are 55 family resource centers (FRC) — (Government Code — Section 95004) in
California whose funding comes from various sources. FRC’s primary purposes are to
provide:

Parent-to-parent support

Information dissemination

Family-professional collaboration activities

Transition assistance for families from early start to preschool

The work of the FRC/PTI network during the last decade has resulted in many services and
reform efforts to increase parent participation in decision-making processes and build family-
professional partnerships.

In 1989, the State Board of Education adopted, and later revised in 1994, a policy on parent
involvement that encourages school boards to establish comprehensive, long term efforts to
involve families in the education of their children.

California also passed the first law in the nation in 1990 to require local school boards to
adopt parent involvement policies. The Family-School Partnership Act of 1994, expanded by
Assembly Bill 47 (1997), allows parents, grandparents, and guardians to take up to 40 hours
(with certain conditions) off work during the school year to participate in the school
activities of their kindergarten through grade 12 students or in the activities at a licensed day
care center attended by their child.

The California Strategic Plan for Parental Involvement in Education (1992) recommends
ways that all levels of the state’s education system can work together to meet the needs of
students in schools through partnerships with families. The following six effective roles for
families and educators were adopted:

Educators meet their basic obligation to work effectively with families, and families
meet their basic parenting obligations.

Ensure systematic two-way communication (school to home and home to school)
about the school, school programs, and student’s progress.



Provide learning opportunities for educators and families to work together so that
both can fulfill supportive and resourceful roles for students and the school.

Provide educators and families with strategies and techniques for connecting learning
activities at home and in the community with learning at school.

Prepare educators and families to participate actively in school decision making and
to exercise their leadership and advocacy skills.

Provide educators and families with the skills to obtain community and support
services that strengthen school programs, family practices, and student learning and
development.

Despite all of the efforts to ensure equal access to decision-making participation,

California still falls short. CDE applied for and received an IDEA "97 State Improvement
Grant (SIG). The SIG objectives focus on increased coordination and collaboration between
general and special education and families. CDE contracts with CalSTAT to assist in the
implementation of the SIG.

CalSTAT FAMILY PARTNERSHIP PROJECT

CalSTAT is a special project that helps schools and families effectively educate children and
young adults with special needs. CalSTAT brings research-based training to schools and
families, using workshops, online conferences, meetings, and publications.

CalSTAT’s Family Partnership project promotes activities that model and encourage family
participation and partnership with educational agencies to improve education for all
children. The project supports activities that involve families from ethnically diverse
communities to ensure their voices guide important issues in special education and general
education reform initiatives. An important component of CalSTAT’s Family Partnership
Project is the Family Participation Fund, which helps families participate in local, regional,
or statewide decision-making committees and groups.

Another major component is funding training in leadership and collaboration from a
multicultural perspective. Seven agencies were successful in obtaining grant funds through
CalSTAT to initiate Family Collaborative Leadership Projects beginning in November 2000.

Seven PTIs collaborated with family resource centers (FRC) and other family organizations
to deliver leadership training to groups of parents in different regions of California. This
report was generated by the work of the parents participating in the leadership projects.



METHODOLOGY

Parent leaders of the family collaborative leadership projects led focus groups of parents from
across California from February through June 2001. To give feedback to the California
Department of Education the focus groups were asked to answer this question: “The state
wants to know: What has to happen for your voice to be heard when decisions are made
about your child’s (and other children’s) education?”

The parent leaders used the Focused Discussion Method described in the Findings Section,
page 22 and Appendix E, of this report to elicit community-rooted recommendations from a
diverse representation of parents.

Focus Group Questions

Step 1: Objective questions Step 3: Interpretive questions
Who do you see as the people or - Why is it important to you that
agencies making decisions about your parents are involved in the process of
child’s education? decision making?
What would you need to happen for - What does parent participation in
more parents like us/you to be heard decision making look like to you?

at all levels of decision making?
Step 4: Decisional questions
Step 2: Reflective questions
What recommendations do you have,

Imagine yourself having to speak out and what do you hope to accomplish?
on behalf of your child in a group. - What do you think you can do?
What are your feelings? - What support do you need?

Each of the thirteen Family Collaborative Leadership Projects led focus groups in their
region. A total of 15 focus groups involving over 200 parents were conducted. The parent
leaders who facilitated the focus groups recorded the responses to each question. A summary
report of questions and responses were then forwarded to CalSTAT. A consultant retained
by CalSTAT presented the focus group recommendations to the parent leaders at the
Leadership Institute held in Lake Tahoe during June 2001. The recommendations were
prioritized as long or short term goals based on their collective assessment of:

The sphere of influence of parents in their local community

The quality of parent-professional collaboration in their local community

The level of decision making accessible and available to parents in their local

community
The findings and recommendations, including the priorities assigned by the parent leaders in
June, comprise the body of this report and are found in the following sections.



THE RECOMMENDATIONS

Author Note: The recommendations in this report are based on the current, collective
experience of parents throughout the state. Consistent with family support practice, the
recommendations are stated in the voices of the parent participants, with editing limited to

form, not content.

The Question:

The state wants to know: What has to happen
for your voice to be heard when decisions are
made about your child’s (and other children’s)
education?

The Recommendations:
The parent recommendations were grouped in
the following categories, defined as follows:

1. Structure: Manpower (staff, personnel),
Materials (supplies, money, and other
resources), and Machine (equipment,
facilities, physical environment)

2. Pattern/Plan: Goals, Objectives, Standards,
and Laws for the educational system

3. Process: Procedures/Methods/Practices
(ways of working)

4. ldentity: Desired roles of parents in decision
making, including attitudes/behavior, and
need for support

5. Information: Skills and training needs for
parents and professionals, including access,
content, and how delivered

6. Relationship/Connection:
Parent/professional support needs and
parent/professional collaboration

Snapshot of One
Leadership Project

“We met with 121 parents throughout the
Central Valley. They came together for parent
leadership training and focus groups in three
different languages, from rural to suburban to
mountain areas to city life styles. Immigrants,
refugees and native born, they shared their
concerns about education for their children.
They represented the children of our valley,
children with Down’s Syndrome, cerebral
palsy, learning disabilities, mental health issues,
medically fragile, and more. And we heard
their voices in a clear and recurring theme.
‘Tell the state we want IDEA law
implemented. IDEA has been developed and
promoted by and as a result of parent voices.
IDEA is our VOICE.’ This report
overwhelmingly reflects this request.”

Stacey B. Thacker — Project Coordinator,
Parent Family Collaborative Leadership
Project
A joint project of Exceptional Parents
Unlimited and the Challenged Family
Resource Center




How the Recommendations Are Organized

In each category, the recommendations are categorized as
“parent related,”
“diversity related,” or
“school/community related” in an attempt to assist readers in sorting through the
depth of material.

Additionally, under each category, the recommendations are listed as “short term” or “long
term” efforts.

Short term is defined as “expected implementation is 18 months or less.”

Long term is defined as “expected implementation is longer than 18 months.”

This determination is based on the perception of the family leaders who led the focus groups
about their sphere of influence in their local communities.

If they felt their sphere of influence was high, the recommendation is classified as a short

term strategy.
If they felt their sphere of influence was low, the recommendation is classified as a long

term strategy.

Because of the diversity among communities across the state in their sphere of influence
regarding decision making (including knowledge, experience, decision-making power and
relationships/connections to decision-making bodies), some recommendations cannot be so
easily classified.

In these cases, the recommendations are listed as “either.”

These classifications are not intended to be a determining factor in which recommendations
a community chooses to select as their priorities for action. Rather, the classifications are
intended to:

Provide the reader a sense of how parent leaders across the state view their current
capacity to implement or influence the education system to implement the
recommendations.

Provide a starting point for discussions at the local level among key stakeholders on
how to prioritize the recommendations based on community need and capacity.



1. Structure: Manpower (staff, personnel), Materials (supplies, money and other
resources), and Machine (equipment, facilities, physical environment)

Shortterm Long term  Either (varies
(lessthan  (longer than by local

MANPOWER (staff, personnel) 18 18 months  community)
months) to
implement)
Parent Related Recommendations
Mentor parents/advocates at IEP and IFSP X
(Individual Family Service Plan) meetings
Parent/Liaison for families funded independently, X
unaffiliated with CDE
Mediators available for parents X
Access to legal counsel that is affordable for parents X
Mental Health Family Advocates employed in the X
FRCs and PTls
Independent liaison between parents and X
SELPA/district
“Whistle-blower” type person for parents to report X

noncompliance to SELPA or PSRS unit
Diversity Related Recommendations

Qualified translators made available in appropriate X
language and at appropriate education levels
Spanish-speaking, Hmong-speaking, and other X
bilingual staff available

Diversity of representation on staffs/committees to X
include parents

School/Community Related Recommendations
Necessary personnel in attendance at all meetings X
Aides available for all students/classrooms
Hire more assistive technology and other specialists
Hire qualified personnel with knowledge of therapies

Credentialed teachers for the deaf to teach core
curriculum

School board positions voted on by peers
50 percent parent representation on decision- X
making bodies

Parents involved in teacher selection/assignment to X
the classroom (not hiring)

Access to qualified counseling for students X
A separate “watch dog” to hold schools more X
accountable — to follow children with IEPs out of

compliance

X X X X

X
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Short term  Long term

MATERIALS/MACHINE (less than  (longer than

(supplies, money, resources, equipment, facilities, 18 18 months

physical environment) months) to
implement)

Parent Related Recommendations

Financial aid for parents to increase participation: X
child care, transportation, attendance fees/stipends

for workshops/conferences, website/email

notification and update about available support

Funding to schools (idea: minigrants) to provide X
stipends to parents who can’t afford to miss work to
attend meetings/activities (e.g., the $50 stipend

provided for the focus groups is cited as appropriate)

Transportation to state meetings or bring state X
meetings to local regions
All conferences/workshops made affordable for
parents
Funding from SELPA for parents to attend meetings
Diversity Related Recommendations
Funding for services to help non-English-speaking X
parents fill out forms, make appointments, for
assessments and interpreting

All materials (flyers, manuals, reports, newsletters, X
letters, notices, announcements, literature) available

in parent’s native language and appropriate literacy

level

School/Community Related Recommendations
Funding to cover costs of copying materials to share X
with committees/parents
Use teleconference technology for all state meetings X
to increase parent participation
Equipment and people available to form sports teams X
and other recreation outlets in the neighborhoods to
include children with disabilities
Awards for excellence in education X
Incentives for schools, staff, and administrators for X
successful special education programs

Full funding for IDEA to keep the promises made by X
our legislative bodies

Funding tied to the child so s/he is seen as an asset X
versus a drain on education resources

Funding to eliminate disparity among schools X

(disrepair of school property, books, program

11
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services, etc.)

California Children’s Services (CCS) and X

Supplemental Security Income (SSI) more accessible

Pay teachers and aides for IEP time that is not within X
the normal work day

More pay for special education teachers to allow for X

additional training, prep time, reports, and staff

training as specified in child’s IEP

School uniforms provided for all children (where X
relevant/appropriate)

2. Pattern/Plan: (goals, objectives, standards, and laws for the educational system)
Short term  Long term Either (varies by

PATTERN/PLAN (lessthan  (longer than local community
(goals, objectives, standards, laws) 18 18 months
months) to
implement)
Parent Related Recommendations
Parent Teacher Associations (PTAs) to include X

special education

Access opportunities around parent empowerment X
e.g. write to politicians

Voices of children and parents reflected in all policies X

Change law to require parent training on IEPs X
School/Community Related Recommendations

Clear guidelines for how education dollars should be X

spent — regular reports on how education dollars are

spent

Assure information on special education is included X

in school handbooks

Create parent evaluations to go to school boards

Establish curriculum standards

Mandate IEP/504 parent on school site councils

Review CAC and other handbooks — provide
suggestions for collaborative books

Develop a state CAC

Outside assessments should be given serious
consideration

Follow the law — follow the “spirit” of the law X

Standard: IEP is the minimum — the education X
system can do more than the IEP states

Smaller class sizes for all X

Broaden definition of special education and dispense X
with use of labels

X X X X

X X
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California Department of Education (CDE) to make
no decisions without parent input

Give CACs decision-making/veto power over
administrators and school boards

Better define state regulations in understandable
terms

Develop a report card for special education similar to
those done for regular education

Abolish tenure protections so professionals are held
more accountable

Consider hospital compliance/state inspection model
as a model to monitor California’s education system
Penalties/punitive damages for out of compliance
issues — idea: tap SAT 9 funding and general
education funds

Use legislation to mandate training for all parents to
learn about the rights of parents and their children
Use parents to develop best practice guidelines on
services, disability specific curriculum

Develop a system to provide consistency of services,
follow-through, evaluation

Change/strengthen complaint procedure and
enforcement

Create child development guidelines for elementary
school teachers to help them watch for delays
County-run programs incorporated into general ed
school sites and involved like other classes

Provide up-to-date assistive technology assessments
for all children

Find alternatives outside special education

Hold districts accountable to parents for: RSP
student-provider ratios; number of sessions provided;
what staff provided the services

Get rid of the High School Exit Exam (HSEE)
—could be discriminatory against students in special
ed

13



3. Process: (procedures, methods, practices)

Short Long term

PROCESS (procedures, methods, practices) Term (longer than
(lessthan 18 months
18 to
months) implement)

School/Community Related Recommendations

Decisions made at the IEP meeting with parent X

present, not before meeting or during meeting with

no parent present

Meetings held in communities of families to make X

them accessible instead of school sites

Meetings held at varying times to accommodate X

parent schedules

Give requests for assessments priority over personal X

schedules of professionals

Allow more time for IEP meetings X

All team members provided with legible IEPs X

All parents notified by mail of meetings, events, etc. X

Agendas for all meetings sent to parents in advance — X

idea: two notices, one 30 days before meeting, one

seven days before meeting

Joint CAC meetings to share information and X

resources

Consider the parent voice in assessments of their X

children

Pre-1EP meetings for parents to obtain test results,
brainstorm options/dreams/concerns regarding their
child/ren

Develop a method for parents to provide input
before decisions are made

Someone other than parent or teacher to enforce
IEPs

High school 1EPs not enforced by anyone but
teachers in absence of complaints

Use all media outlets (e.g., newsletters, tv, radio) to
reach out to families

Diversity Related Recommendations

All school events (meetings, open houses, etc.) X
conducted bilingually

14
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4. Identity: Desired roles of parents in decision making, including knowledge/skills,
attitudes/behavior, and support needed

Knowledge/Skills

Be organized, informed, prepared

Prioritize needs
Be assertive; learn when to be assertive

Monitor homework of child with regular notes to
the teacher

Get support early — ask for help
Give help to other parents and professionals

Attitudes/Behavior

Look to the future
Look at the big picture
Have a sense of humor
Be open minded

Have expectations

Encourage self-advocacy
More parent involvement at school — be seen

Focus on the student in the IEP

Be responsible

Give positive feedback to professionals who work

effectively with the children and their parents

Follow through, stay involved to ensure everyone does

what they are supposed to do

Don’t be afraid or intimidated

Don’t take no for an answer

Be persistent and consistent

Take risks

Watch one’s communication style — don’t be
antagonistic

Admit mistakes

[_)?]n’t carry baggage but don’t let one’s guard down
either

Create a collective sense of unity, e.g. create pins for
parents to wear at IEP meetings, events

Know and accept one’s own limitations, those of
one’s child, and the professionals

Identify, nurture, and appreciate relationships with
mentors/teachers you can trust

Get to know the players on the team and their
styles

Support Needed by Parents

Financial, information, connections, resources

Emotional and spiritual support
Learning how to support oneself

Take personal care/down time

Family (household, extended) support

Knowledgeable, compassionate, responsive
professionals outside education system

15

Recognition of parent expertise by professionals and
the education system

Teachers able to speak their minds

Professionals more capable of “thinking outside the
box”

A school system you can trust (teachers,
administrators, specialists) where there is a
welcoming, accepting, respectful, compassionate
environment

A school system you can trust (teachers,
administrators, specialists), where personnel is
qualified, competent

Community/general public knowledge and
understanding



5. Information: Skills and Training Needs, including access,
content, and how delivered

Short term  Long term Either (varies by
Information (skills and training needs) for and by (lessthan  (longer than local community

parents 18 18 months
months) to
implement)

Parent Related Recommendations

Parents meet with FRC/PT] staff prior to X
community or school meetings to learn more about
decision-making bodies

Parents receive training on specific disabilities before X
the child enters special education

Parents trained before their first IEP
Practice IEPs to improve skills

Information for parents about home activities that
might benefit their children

Train parents how to move up the ladder to and X
from state/regional level of decision making

Parents informed and prepared with information and X
background on child’s issues, options, keeping up-to-
date and inclusive records

All parents and students educated on: laws, rights, X
resources, contacts, processes, documentation,

choices, assertiveness, public speaking, working with

the system (agencies, professionals), advocacy, where
funding comes from, IEP process, 504 Plans,

transition, mental health issues

Parent training on: 1) organizing X
information/resources so parents can share; 2)
collaboration techniques and management styles; 3)
strategies for impacting the legislative process; 4) due
process and fair hearings

X X X

More intensive parenting classes X
Children and their parents provided training on X
disability awareness

Invite state representatives (e.g. CDE, CalSTAT, X

legislature) to visit and train parent groups in their
local communities

Videotape trainings so parents can view later when X
they have time to learn (may be middle of the night)

Trainings done by parent advocates for children, X
parents, professionals

Train the trainers — train parents to train and support X
others in their local communities

16



Ongoing trainings for parents around a child’s
diagnosis
Diversity Related Recommendations

Videotapes for parents who want to use them for sign X
language trainings

Accurate translations in native languages available X

All fliers and information easy to read (family X

friendly, culturally appropriate)

Community forums reflect the needs and/or X

solutions to culturally diverse parent communities
School/Community Related Recommendations

Readable 1EPs (handwriting, font, language) X
Parents receive copies of assessments prior to, not X
during, IEP meetings and get full explanation of test
results

Parents kept informed of all decisions — decisions X

regarding their child’s progress, the IEP goals and

their implementation, and decisions by all decision-
making bodies that affect all children

Clear information — definitions, terms, examples X
Information resources located at schools as parents X
often gather there

Timely notification about events/trainings to parents, X
PTAs, support groups, local agencies, CACs, school
newsletters

CAC information mailed home, not sent with child X
from school

Equal access for parents to all agendas

Resource library available to parents at district offices
Information provided throughout the district —
meeting notices, minutes posted and available at all
school sites

Information posted in nontypical locations, e.g. X
Salvation Army — a point of contact for many

immigrant families

Website developed to share information on meeting X
dates, outcomes, and resources with links to agencies

Parent networking and organization networking to

X X X

share information, local/regional/state plans, X
education materials, resources

Literature about available resources accessible for X
parents

Develop information hotline for families X

Continue funding of the parent leadership training X
projects
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Simplify paperwork X
Phone calls for meeting reminders, with interpreters X
for English Second Language families

Develop and provide best practice guidelines for X
parents on disability specific services and curriculum

Qualifications of school personnel available to X
parents

Access for parents to research data and methodology X
Financial budgets explained to parents X
X

Parents invited to school inservices for teachers so
they receive the same information as professionals

State IDEA trainings open to all parents, document X
numbers trained

Conferences/workshops available connecting child’s X
home, community, school opportunities

Federal and state education departments provide X

outlets for parents to be heard in a timely manner,
e.g. regarding proposed changes

Consumer input sessions X
Parent input in planning and implementation of X
State Legislative Day to increase parent access to the

legislature

Short term Long term  Either

Information (less than  (longer than (varies by local
(skills and training needs) for and by professionals 18 18 months  community)
months) to
implement)
Diversity Related Recommendations
Adequate training for interpreters (make sure X

interpreters are qualified for the job)
School/Community Related Recommendations
Educate general education population on special X
education services, supports, handbooks
Create training video for educators to demonstrate X
how to provide classroom accommodations
Literature about resource availability accessible to X
schools, medical professionals, social services,
hospitals
Mandatory training for professionals on behavior X
intervention
Train professionals to help them better understand X
the parent perspective, e.g. IEP skit by parents
Support for teachers to attend events where the X
parent voice is heard
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Ongoing training for staff around a child’s X
diagnosis

All teachers and aides required to be trained on: X
listening to and working with parents; IEPs; 504s;

disability awareness; full inclusion; the laws and

legal system; mental health services in special

education
Training on safety issues (include auxiliary staff like X
bus drivers)
Better trained administrators on key legislation, X
IDEA law, cultural diversity
Resource and referral information for medical and X
insurance community
Education to medical and other service providers X
on when and how to appropriately refer eligible
children
6. Relationships/Connections: parent/professional support needs,
parent/professional collaboration

Short term  Long term Either (varies by
RELATIONSHIPS/CONNECTIONS (lessthan  (longer than local community
(among parents/parent serving organizations) 18 18 months

months) to

implement)

Increase the involvement of dads, granddads, etc. X

Increase participation in parent mentor programs for X
support, information, guidance

Facilitate supports to parents to attend conferences, X
meetings, school activities

Encourage student self-advocacy

Children allowed on field trips with their non-
disabled peers

Increased parent to parent contact for emotional
support

Develop a support hotline for families

Identify allies and enemies

Support and advocacy assistance for IEP and IFSP
CAC network built and strengthened for mutual
support

Increase networking among parents and the
organizations that serve them

Parent input requested and honored at all levels of X
decision making (includes all discussions about their

child/ren)

X X X X X X X

X
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Continue to meet monthly toward accomplishing
recommendations from the family leadership projects

Foster parent participation in CAC, SELPA,
CalSTAT, PTA, councils, committees, school
district, support issues

More forums and focus groups: possible topics -
parents, teens, transition to work issues

More opportunities to meet other parents

A mentor/liaison in each region to explain things so
parents can make better decisions

Partner families with supporters

RELATIONSHIPS/CONNECTIONS
(among parents/parent serving organizations)

Create opportunities for parents to share information
with parents who cannot come to meetings/trainings

Support groups for networking and education

Allow nonpublic school parents to be involved in
school activities (e.g. PTA, classroom, visitation
rights, field trips)

Districts to address parental fear of retaliation against
child or parent if parent or child uses their voice

RELATIONSHIPS/CONNECTIONS
(among professionals)

More support from the school system for general
education teachers who work with our children

RELATIONSHIPS/CONNECTIONS
(parent/professional collaboration)

Give parents practical suggestions for involvement
rather than simply saying “Get involved in your
child’s education”
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Short term
(less than
18
months)

Short term
(less than
18
months)

X

Short term
(less than
18
months)

X

Long term
(longer than
18 months
to
implement)

Long term
(longer than
18 months
to
implement)

Long term
(longer than
18 months
to
implement)

Either (varies by
local community

Either (varies by
local community

Either (varies by
local community



Involve the entire family in decision making

Share parent/family stories to help others develop
understanding

Consider parent voice in assessments of our children
and when modifications are not working

Celebrate success — give hope and validations
Professional and parents collaborative trainings

Activities to develop and foster parent/teacher/
administrator relationships

Address negative attitudes/relationships through
trainings on sensitivity, cultural, and communication
issues for parents, teachers, administrators, specialists,
other professionals

Improve home/school communication regarding
child’s performance and grades, e.g. phone calls (in
appropriate language), home visits if no phone
Parent role respected as coordinator of their child’s
services and primary decision maker — equal partner

Increase access for parents to teachers

Timely, courteous, respectful return of phone calls to
parents from professionals

Allow parents to cross SELPA lines to get needed
services for their child if a needed program is in
another SELPA

Strengthen connection and coordination between
schools and FRCs/PTIs/parent support groups
Appropriately address adult transition and High
School Exit Exam
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THE FINDINGS

SUMMARY OF FINDINGS

This section describes the barriers that were identified as the parents thoughtfully considered
the objective, reflective, and interpretive questions (described on page 7) that were asked at
each of the focus groups. Expressing ideas and feelings and identifying the barriers to
effective participation in decision making were the necessary first steps to begin formulating
the recommendations that are the heart of this report.

Parents are eager to work as partners with educators to eliminate the barriers and implement
the recommendations—it is a call to action to make the vision of an educational system that
nurtures and values effective connections among families, parent support programs, schools,
and the community a reality.

Organlzatlon structure barriers:
Lack of sufficient family advocates
Lack of incentives to professionals who work effectively with children
Inflexibility of schedules and staff to accommodate parent needs
Limited access to decision-making bodies
Lack of qualified, culturally appropriate personnel at school sites
Lack of accountability of staff
Lack of sufficient funding for special education
Lack of material supports to help parents participate (e.g. financial, transportation)
Lack of timely and culturally appropriate notification to parents about opportunities to
participate in decision making

Organlzatlon pattern/plan barriers:
Lack of coordination of services
Lack of flexibility of existing systems and decision-making bodies
Lack of a comprehensive approach to incorporating family support principles into
practice
Noncompliance with state and federal laws
Lack of an effective system for monitoring and evaluating the implementation of laws
Less than 50 percent representation of parents on most decision-making bodies,
including those with a mandate to have no less than 50 percent parent representation
Lack of parent input into policymaking
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Organlzatlon processes barriers:
Ineffective recruitment and outreach to families
Lack of parental decision making at IEP meetings
Poor implementation and enforcement of the IEP
Administrative processes and rules that conflict with family support principles

Identlty barriers:
Lack of parental knowledge and skills to facilitate involvement in decision making
Lack of respect for the parental role and expertise in decision making
Lack of sufficient support for parental involvement; feelings of intimidation and fear
experienced by most parents when they think about advocating on behalf of their
children
Lack of group identity among parents

Informatlon barriers:
Lack of knowledge of parents on how to access decision-making bodies

Lack of parental knowledge on how to move from the local to regional to state levels of

decision making
Lack of information accessible on opportunities to participate in decision making

Lack of appropriate information to parents so they can make the best decisions on behalf

of their children (e.g. IEP and 504 plans)
Information not accessible for all parents because of language differences

Lack of knowledge of parents and professionals on the laws, how the system works, how

to collaborate, cultural diversity, communication, and conflict resolution
Lack of parental knowledge on available resources for help and assistance
Lack of opportunities for parents to train other parents and professionals

Relatlonshlp/connectlon barriers:
Lack of communication and coordination between the education system
(personnel/agencies) and parents
Insufficient parent to parent support
Insufficient support for both professionals and parents
Lack of networking among decision-making bodies
Lack of mutual respect and support between parents and professionals
Lack of attention to roles and responsibilities of both parents and professionals
Lack of collaborative activities and trainings for parents with professionals
Lack of knowledge of medical and social service providers on when and how to refer
eligible children for services
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ANSWERS TO THE QUESTIONS

OBJECTIVE QUESTIONS: The focus group participants were asked to name the people
or agencies they see as making decisions about their children’s education. The findings for
both categories, listed in order of frequency from greatest to least, are:

PEOPLE
Parent/Lay Persons Professional Persons
Parents/guardians Administrators
Family/siblings Teachers
Legislators Psychologists
The child him/herself Therapists (e.g. speech, physical therapy,
behavior, occupational therapy)
Voters Doctors
CHAT groups on the Internet Resource specialists
Special education directors
Counselors
School aides
Family advocates
Attorneys

Program specialists/managers
Adaptive physical education teachers
School nurses

AGENCIES
School-Related Other
School district Regional Center caseworkers
School board California Children’s Services (CCS)
School site Legislatures (state and federal)
California Department of Education Private/public agencies serving families of

children with special needs (e.g. Cerebral Palsy,
Northern CA Diagnostic Center)

Private, nonpublic schools Judicial system/courts

SARB (School Attendance Review Board) Law enforcement/probation

IEP team Child Protective Services

Parent Teacher Association Mental Health

Community Advisory Committee Parent organizations

County boards Federal and state government

Compliance review teams Insurance companies, e.g. (health maintenance
organization)

Procedural safeguard teams Community groups (e.g. churches, service

clubs, libraries)
Funding priorities and allocations

Summary objective questions: Based on their experience with California’s education
system, the overwhelming majority of focus group participants feel that parents, family
members, and other lay persons have the least involvement in decision making regarding
their children’s education. In fact, at least 50 percent of the groups did not even mention
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parents as decision makers; and, half of the remaining groups listed parents last or next to
last. The overwhelming majority of focus group participants view professionals, school-
related agencies, and other agencies as having the most decision-making impact on their
children’s education. Each of the persons and agencies named by parents should be
considered as key stakeholders in the work to achieve equal participation in decision making
for parents.

REFLECTIVE QUESTIONS: The focus group participants were asked to describe their
feelings if they were speaking out on behalf of their child in a group. The findings are
reported in the exact words and phrases of the participants and in the exact translation when
appropriate. The findings are grouped under three categories: identity, information, and
relationship/connections. Where applicable, the findings are categorized as either “facilitates
participation” or “barriers to participation” :

IDENTITY
Facilitates Participation Barriers to Participation
Confident Frustration Battle mode
Empowered Angry, mad, enraged Defensive
Proud Anxious Traumatized
Excited Fear/scared/frightened Apologetic
Prepared Stress/pressure Posturing
Powerful Shy/timid Distrust/disbelief
Assertive Inadequate Unwanted
Capable Sad/sorrow Embarrassment
Winner Emotional Self-hate
No problem Drained Unhappy about the
Persistent Nervous system
Grateful Depressed Afraid they will think |
Vindicated Insecure am exaggerating
Happy at opportunity Really alone
Want to present positive Jealousy
outlook Guilty

Have important things to share  Panicky

Still can do it, although afraid  Phobia

Careful not to judge others Shame
Disappointed

INFORMATION

Facilitates Participation Barriers to Participation
Confidence in knowledge of subject Lack of information, unprepared
Don’t understand structure, process, or lingo
being used
Inarticulate
Tongue-tied
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Lack of ability to express appropriately
(language barriers, lingo)

Fear of not knowing what | am talking about
and looking stupid

Don’t know the right questions to ask

Overwhelmed — there is so much to say and not
knowing how to correctly put it into words

Lack of parent input on meeting time and
location

Professionals only know textbook strategies
which are developed for the norm

RELATIONSHIP/CONNECTIONS
Barriers to Participation (all responses fell into this category)

Intimidated by professionals Put “on the spot”
Unempowered, inferior Embarrassed to be singled out
Not valued/ignored Manipulated

Disrespected Begging

Pre-judged Outnumbered

Adversarial/conspiracy exists/set up/  Violated
deceived/hidden agendas

Discriminated against Don’t want to be misunderstood or assumed
stupid
Attacked, “ganged up on” Unappreciated
Belittled Begging, unequal
Loss of support Lack of compassion
Often blamed for our children’s Treated like a child, lack of respect
problems
An unwillingness to share exists Want everyone to focus on the issues at hand

with professionals
Feelings professionals cannot relate to  Our children are not celebrated, (e.g. no bumper
child’s need because they don’t have  stickers — my child is...)
our experience and are not usually as
knowledgeable as the parents about

child’s needs

Professionals do not really Challenged to address all levels of
understand but insinuate they do understanding

Don’t think they care what parents Scared of retribution (e.g. immigrants — taking
have to say (get a glazed, pacified away services)

expression)

Summary Reflective Questions: While many parents feel they have the knowledge,
confidence, and support to effectively advocate for their children, the overwhelming majority
of parents feel unable to do so. Even the thought of advocating for their children brings on
feelings of fear and powerlessness based upon their current experiences with the education
system in California. Although some of the barriers related to the lack of knowledge and
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skills of parents to effectively advocate, the majority of barriers relate to their injured sense of
identity in a decision-making role, and the overall lack of positive communication,
understanding, and collaboration between professionals and parents. Therefore, effective
work to achieve equal access to decision making for parents will need to pay attention to
addressing the identity and relationship/connection barriers.

INTERPRETIVE QUESTIONS: Parents were asked to articulate why it is important to
involve parents in the process of decision making, and what parent participation in decision
making looks like to them. Parents see the following benefits of parent involvement in
decision making:

The benefits of parent involvement in decision making to children
- Ensures each child benefits from program services

Prevents student regression and inappropriate placement and programs
Provides a safeguard checks and balance system to ensure there is always forward
progress in attaining student goals, and that decisions made on behalf of children are
honored; provides a vehicle for due process if necessary
Ensures parents are kept informed about their child’s progress
Addresses issue of teachers becoming frustrated and unable to represent the child
Generates more funds for schools and the education system, including more after-
school programs

The benefits of parent involvement in decision making to California’s education system
School districts and California’s education system in compliance with state and
federal laws
Compliance with IDEA is met when parents are involved in all levels of decision
making.

Parental approval is mandatory before decisions are made regarding their children.
Provides a mechanism for legislative changes to occur

The benefits of parental involvement in decision making on information available to
parents and educators:

- Parents are the experts. Parents know their children better than anyone else,
including their child’s strengths, weaknesses, capabilities, learning style, and what
they need from the education system to be successful. Parents can make their needs
known, and offer creative solutions that may improve the current system.

Parents need to know more about the law, services, treatments and therapies,
options, what to do, the rights of their children. Involvement in decision making will
provide parents access to knowledge, training, resources, information, opportunities,
and jobs.

Informed parents can help take a load off the professionals who serve their children.
They can share their knowledge with other parents, educators, other professionals,
and the public. Through access to information, parents will feel empowered to help
and advocate for their children with more confidence and be more willing to try new
things.
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The benefits of parental involvement in decision making on identity of parents

(how they view their decision-making role in the education system)
Our children and we as parents have to live with the outcomes of the decisions.
Decision making is a primary responsibility of parents for their child. We fulfill the
following roles as parents: child’s educator, counselor, coordinator, advocate,
paralegal, secretary/scheduler, compliance police, and research specialist/expert.
Involvement in decision making will give us a sense of power to say what we want to
say and to know our rights.
Involvement in decision making will make us more responsible. We will evolve into
better people.
Involvement in decision making positions us as a resource and community educator.
The more parents involved, the more voice we will have—*"la union hace la fuerza”
(Spanish translation—the people have the power). They will hear our voices.
We have children with special needs who need to be seen and involved.
We want to be in control of our child’s education.
We offer a different and unique perspective as parents.
We are taxpayers.
We are the only life-long members of the team, other than the child!
We’re the ones with our child’s best interests at heart.
We are the buffers for our child’s emotions.
We are our children’s voices.
Our children are the future.
Seeing success-oriented results will make us feel our part mattered.

The benefits of parental involvement in decision making on relationships/connections

Beneflt to the parent-child relationship
Our children — we love them.
We want our children to have as strong a foundation as possible.
A way for parents to support their child
To be a role model for our children, other parents, siblings
Provides a safety net for our children
Children with involved parents do better and help other children in return.
Builds strong families and communities

The benefits to the parent-parent relationship
Parent to parent support — not alone
Others will see we all help each other.
Shared voices — we will meet different groups of parents.
Partnering with supporters

The benefits to the parent-professional relationship
Supports and serves the public education system
Support — emotional and financial — for parents and professionals
Provides support, collaboration, promotes inclusion
Make teachers more aware of parent roles and involvement
Parents involved in all school activities, meetings, conferences, and events
Parents more involved with teachers, counselors
Parents being part of a team, respected, listened to
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Parent input requested and honored

Parent’s time and input opportunities equal to that of professionals

Parent concerns addressed and noted

Parent’s perspective/opinion valued

Parents treated as equal—familiarity with the system, the team—and support systems
to help parents feel equal

Parent-teacher partnerships strengthen success for children

Summary interpretive questions: Parents from around the state clearly articulate the
importance of involving parents in the process of decision making. It is clear that parents
believe their involvement in decision making will result in an educational system in
California that ensures that the best decisions are made for each child, and therefore, each
child succeeds.

Decisional questions: Parents were asked to give their recommendations to address the
personal and system barriers to their participation in decision making, including what they
hope to accomplish, what they think they can do personally, and what support they need.

These responses form the basis for the recommendations in the previous section.
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CONCLUSIONS

“The leader may have a vision,

but the actual solutions about how

to best meet the challenges of the moment

have to be made by the people closest to the action...
As they struggle with the details of these challenges,
the leader becomes their coach, teacher and facilitator.
Change how you define leadership, and

you change the way you run the company.”

Steve Miller, CEO Royal Dutch Shell

“People support what they create.”

Meg Wheatley

Decision making affects the education and life of every child in California. Therefore, the
quality of every child’s education and life is directly tied to who is making the decisions.

California has been a leader in setting standards and developing policies and programs to
increase parent participation in decision making. Yet, the parent voices echoing throughout
this report indicate a need to strengthen efforts to achieve equal access to decision making for
all parents in California. This report makes clear that California’s Strategic Plan for Parental
Involvement (1992) is not being effectively implemented at the district and school levels.
Policy must be evident in action and outcomes, or else the rights of all children to a free and
appropriate education — regardless of ability or socioeconomic and ethnic background — are
at risk.

The parent participants of the Family Collaborative Leadership Projects are sharing their
vision in this report for an education system that encourages, supports, and protects equal
access to decision making for all parents of children with disabilities. It is their hope that
their vision will inspire every key stakeholder in California’s education system to seriously
review and consider the recommendations in this report.

Parents and decision-making bodies at the local, regional, and state levels will need to assess
their capacity to put these recommendations into action plans. Additionally, Sharon Keating,
consultant and facilitator, pointed out to the parent leaders, that this will require a
commitment at all levels to adopt a system change approach that:

Brings together diverse perspectives to create solutions that work

Builds front-end involvement of key stakeholders
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Builds common understanding among key stakeholders
Builds ownership based on a common self-interest
Builds commitment based on collaborative planning

Builds individual and organizational capacity through an effective system of
monitoring and evaluation so that modifications are made as lessons are learned

Putting these recommendations into action will require a significant investment of time,
resources, technical assistance, and commitment to the Family Collaborative Leadership
Project, and effective linking of these projects to other education and family support
initiatives and reforms throughout California.
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APPENDIX A:

Glossary of Acronyms and Terms

CAC - Community Advisory Committee
CalSTAT - California Services for Technical

Assistance and Training; funded by the
California Department of Education

CCS - California Children’s Services
CDE - California Department of Education
CPS — Child Protective Services

DDS - Department of Developmental
Services

ESEA — The Elementary and Secondary Act
FRC — Family Resource Center

HMO - Health Maintenance Organization
HSEE - High School Exit Exam

IDEA — Individuals with Disabilities Act of
1997; federal law governing how states are to
provide special education services

IPP — Individual Program Plan used by
Regional Centers

IEP — Individual Education Program - a
written document, which describes the
services that a student with a disability needs
to benefit from his or her education.

504 Plan — Individual education plan for
students with disabilities who are not eligible
for special education services (IEP) but are
protected by Section 504 of the Rehabilitation
Act.
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IFSP — Individual Family Service Plan, Early
Start program

OCAP — Office of Child Abuse Protection
OT - Occupational Therapy

PSRS - Procedural Safeguard Referral Service,
a unit of the CDE Special Education Division
that handles special education compliance
issues

PT — Physical Therapy

PTA — Parent Teacher Association

PTI — Parent Training and Information
Center

Regional Centers —provide services for
persons with developmental disabilities

RCC - Regional Coordinating Councils

RISE — Resource in Special Education, a
lending library

RSP — Resource Specialist Program

SARB - School Attendance Review Board
SELPA — Special Education Local Plan Area
SSI — Supplemental Security Income, a
program of the Social Security

Administration.

SST — Student study team



APPENDIX B:

List of Family Collaborative Leadership Projects

PTlIs, FRCs, and Other Groups Working Together

PTI

Partner Agency or Group

Project Activity

Disability Education
Defense Fund
(DREDF)

Center for Access to Resources and
Education (CARE)

Six-part intensive training
series

Exceptional Parents
Unlimited (EPU)

Challenged Family Resource Center
Fresno and surrounding counties

Parent Leadership
Opportunity

Matrix

Lake County Parents
Mendocino CAC and the
Consolidated Health Tribal
Services

WarmLine, Sacramento area

Parent 2 Parent

The Right Question
Parent to Parent Plus:
WarmLine Reaches Out

Parents Helping
Parents/Santa Clara

Gllroy Family Resource Center

Series of multi-lingual
training activities

Exceptional Family
Support, Education &

Center)

Advocacy Center (SEA

Northern California - nine county
area

Mentor parent program and
Community Advisory
Committee collaboration

Children with
Disabilities (SFCD)

Support for Families of

FRCs in Alameda, San Mateo and
San Francisco

The Right Question
Program

Special Kids (TASK)

Team of Advocates for

Rainbow FRC: Ventura and
UCPA ILC Community Access
Comfort Connection

Eastern Sierra Infant Connection:

Inyo and Mono
East Los Angeles FRC and
Kinship Council

Emerging Collaborative
Leadership Skills and
Accessing Technology

The Family Collaborative Leadership Projects used a variety of approaches to help parents
increase their ability to advocate for their children in special education and to participate in
collaborative decision-making activities. The thirteen leadership projects shared three

common ObjeCtIVGS

To help family members understand how systems work
To provide training about communications skills and the elements of collaborative

decision making

To address multicultural issues and provide multilingual materials
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As part of their scope of work, each project was responsible to convene focus groups of
parents to answer the following question to give feedback to the California Department of
Education: “The state wants to know: What has to happen for your voice to be heard in
decision making regarding your child’s and other children’s education?”

Parent leaders from the Family Collaborative Leadership Projects were given training to
prepare them to lead the focus groups in their local communities. Key aspects of their
training included:

Elements of effective facilitation, including group dynamics, listening, observing,
recording, and dialogue-conversation

Elements of facilitative leadership including: share an inspiring vision; dimensions of
success (results, process, relationships); seek maximum appropriate involvement
(decision-making function); design pathways to action; facilitate agreement; coach
for performance; and celebrate accomplishments

Theories of Organizational and Systems Change, including the “Below the Green
Line” theory of systems change developed by Meg Wheatley

The Focused Discussion Method of Leading Groups (e.g. focus groups) to Develop
Solutions to Problems, developed by the Institute for Cultural Affairs

Who did we reach and what did they do?

Over 440 parents participated in the leadership projects. CalSTAT received and analyzed
information about 322 participants. The four charts below give a snapshot of:

Who participated
What the parents indicated they learned

How they used their training to participate in decision-making activities
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Family Collaborative Leadership Project Report

February—May 2001

Profile of Project Participants
Summary of All Projects

100%

Profile of Project Participants:

Demographics

90%

80%

70%

58%

58%

60%

50%

40%

30%

20%

Percent of Participants

10%

41%

34%

0%

Low Income

N=126

Low Literacy
N=88

Non-English Speaking
N=74

Ethnic Minority
N=125

* The percents in this graph are representative of only those participants for which demographic information was reported

Total Number of Participants

322|

Total Number of Participants for Which Demographic Data Was Reported

217

CalSTAT 9/25/01
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Family Collaborative Leadership Project Report
February—May 2001

Profile of Project Participants
Summary of All Projects

Profile of Project Participants:
By Ethnicity

100%
v 90%
)
S 80%
S 70%
£ 60%
1)
o 50%
=
2 40% - 32%
g
5 30%
m 20% - 13% 11%
o 10% HIHHI 1% 0.5%
0% -
Caucasian/White Hispanic/Latino African American Hmong Native American Asian
N=92 N=70 N=28 /Vietnamese N=2 N=1
N=24

* The percents in this graph are representative of only those participants for which demographic information was reported

Total Number of Participants _ mNN_

Total Number of Participants for Which Demographic Data Was Reported _ NHw_

CalSTAT 9/25/01
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Family Collaborative Leadership Project Report
February-May 2001
Participant Training and Meeting Attendance
Summary of All Projects

% of Participants

% of Participants Who Attended Trainings and Meetings
100%
80%
60%
40%
20%
0%
TRAININGS MEETINGS
N =189 N =110
Total Number of Trainings Attended = 586 Total Number of Meetings Attended = 554
Average Number of Trainings Attended = 3 Average Number of Meetings Attended = 5

CalSTAT 9/25/01
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Family Collaborative Leadership Project Report

February—May 2001

Comparison of Average Pre and Post Training Responses

Summary of All Projects

Average Pre and Post Training Responses

4

Question 1 Question 2 Question 3 Question 4 Question 5

7|0| Pre Training Average Response —#— Post Training Average Response 7

Question 8

* This graph represents the pre and post responses of only those participants who completed both a pre and post survey N=134

Pre Training Post Training
Average Average Difference in
Question (on a scale of 1-10) Response Response Responses
Question 1 | understand the laws and policies that related to children with disabilities 5 7 +2
Question 2 | use my voice to advocate for children 7 8 +1
Question 3 | have influenced decisions that will impact the lives of children with disabilities 5 7 +2
Question 4 | am confident that | can participate effectively in committees and groups 6 7 +1
Question 5 | can lead a decision-making committee or group 5 6 +1
. In the past 6 months, | have provided support, information, resources, or help with day-
Question 8 Ho-o_m<_o.mmcmm to other _um:m:ﬂ_ow of oz_o_qmm_dsﬂ: disabilities P g S 6 1

CalSTAT 9/25/01
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APPENDIX C:

Concerns of Parents Unrelated to Decision Making

These are lists of concerns raised by focus group participants that do not directly relate to
decision making. However, the participants requested that the data be submitted to the
California Department of Education and CalSTAT via this report.

The parent concerns are listed in the following categories defined as follows:

1. Structure: manpower, materials, and equipment, facilities, physical environment

a)

Replace fluorescent lighting that is hard on kids with sensory integration disorders

2. Pattern/Plan: goals, objectives, standards and laws for the educational system

Need for more speech therapy

Compensatory services should be specific

Seek out and find other children who are slipping through the cracks

Requirements for the High School Exit Exam need to be modified for kids with 1EPs and
504 plans

Life skills and social issues not being addressed for the students

Need options for infant programs

Need options for dual diagnosis (mental health and developmental disabilities)
Adult transition needs not being addressed

Establish deaf students curriculum for students not mainstreamed

Assessment scores vs. actual performance do not match up

Lack of appropriate programs within the districts. We are told that our ideas are “not
economically feasible.”

3. Process: procedures/methods/practices (ways of working)

a)

Request that Kids be tested in the room they learn in, especially if suspected
behavior/ADHD disorders

No videos and soap operas during classroom instruction time

Extended year for kids with ADHD, not extended day

Need more time to prepare for high school exit exam

Kids are on the bus too long, longer than regulations state

4. Identity: Desired roles of parents in decision making, including attitudes/behavior, and need for
support

a)

Our children are not respected

5. Information:
No additional concerns

6. Relationship/Connection:
No additional concerns
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APPENDIX D:
Model of Organizational/System Change:
“Below the Green Line”

OVERVIEW of the theory of organizational change used as a guide by parent leaders

Pattern/
- .

The Green Line

Relationship/
Connection

Adapted from the work of Meg Wheatley

The “Below the Green Line” theory proposes that many organizations or systems typically
focus on three areas of organizational behavior when attempting to address problems
negatively impacting its ability to accomplish its goals. These three areas “above the green
line” are:

Structure: Manpower (staff, personnel), Materials (supplies, money and other resources), and
Machine (equipment, facilities, and physical environment)

Pattern/Plan: goals, objectives, standards, and laws
Process: procedures/methods/practices (ways of working)

If an organization or system attempts to resolve its problems by addressing these areas only, any
change is insubstantial, temporary, ineffective, and often costly.

The theory proposes that equal, if not more, attention must focus on the three areas of organizational
behavior “below the green line™:

Identity: How key participants feel about their role in the organization/system, including
behavior/attitudes/support needed

Information; Content, who has access to it, how it is disseminated

Relationship/Connection: communication, how people and various departments/units are linked,
and collaboration
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APPENDIX E:

Model of the “Focused Discussion Method”

OVERVIEW of the focused discussion method used with the groups

The Focused Discussion Method involves using four types of questions to take participants
through a deliberate dialogue to generate solutions rooted in their experience of the issue
under discussion. In order, the Focused Discussion Method takes participants through the
following types of questions:

Obijective questions (WHAT) to obtain facts and focus attention on the issues; questions
solicit what people see, hear, touch, smell, and taste

Reflective questions (GUT) to elicit emotions, feelings, and associations; questions
illuminate emotional responses, reactions (what excites, intrigues, or frightens), past
associations they have

Interpretive questions (SO WHAT) to discern values, meaning and purpose; questions
highlight significance people attach to a subject, meaning, and purpose, interpretation

Decisional questions (NOW WHAT) to determine future resolves and next steps;
questions identify learning and new understanding, what still needs to be addressed, and next
steps

During the January Leadership Institute, parent leaders of the Family Collaborative

Leadership Projects created and tested the quality of the series of questions they would later
use when leading the focus groups.
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APPENDIX F:

California’s Legacy of Parent Leadership and Decision Making

Children are the least privileged in our society. Children who have disabilities are even less
so. Therefore, the ability of their parents to have equal participation in the decisions affecting
their children’s education is vitally important. Decision making is a primary role and
responsibility of a parent.

California has a rich legacy of parent leadership and community activism resulting in state
and federal laws protecting the rights of children and young adults with disabilities. Many
laws - from California’s special education laws to the 1997 federal law, Individuals with
Disabilities Act (IDEA), came about through parents mobilizing with other parents and
building relationships with educators, service providers, and other professionals.

Decision-making opportunities for parents in California

The California Department of Education education. RCCs include representation from
(CDE) interfaces with decision-making bodies SELPAs, parent groups, institutions of higher
and agencies, affecting the education of education, and other community agencies
children with disabilities, at the local, recruited from the counties that make up the
regional, and state levels. Below are a few region. Parent participation is a critical
examples. component.
At the local level, there is the school site A SELPA frequently includes more than one
administrative staff, the school assessment and school district. The districts in the planning
IEP team, the school site classroom, the area of the SELPA are to work together, along
school board, and the community advisory with the CAC, to develop a plan for delivery
committee (CAC). of special education services for the total area.
Each SELPA has a SELPA director who has
California’s special education laws require the the responsibility of coordinating the
CAC in each local special education area. implementation of the local plan.
CACs advise the Special Education
Administration (school district, special Other agencies include the Area Boards on
education local plan area (SELPA), or county Developmental Disabilities (Area Boards) and
office of education) on a required local plan Regional Centers. Area Boards are regionally-
for special education. The CAC responsibility based agencies having an appointed board of
is key because the local plan guides the use of directors with the responsibility to advocate
special education services. The CAC also for and assist in the protection of the
assists in parent education and recruitment of individual legal, civil, and service rights of
parents and other volunteers to help persons with developmental disabilities.
implement the plan. State law requires that a
majority of CAC members be parents of Regional Centers, established under the
children with disabilities. Lanternman Act, provide services for persons
with developmental disabilities and are under
At the regional level, decision-making bodies contract to DDS. Regional Centers have a
include regional coordinating councils (RCC), Board of Directors, the majority of whom
and special education local plan areas must be family members or persons with
(SELPA). California is divided into eleven disabilities.
regions to promote implementation of a
comprehensive plan for staff development, in- At the state level, decision-making bodies
service training for educators, and parent include the California Department of
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Education, the legislature, the Advisory
Commission on Special Education, the
Organization of Area Boards, and the State
Council on Developmental Disabilities.

The Advisory Commission makes
recommendations and gives advice on
program development, new or continuing
areas of research, and the evaluation of special
education in California. Members —
appointed by the Governor, State Board of
Education, Speaker of the Assembly and the
Senate Committee on Rules — must include
parents and persons with disabilities.

The Organization of Area Boards consists of
the chairpersons of the Individual Area Boards
and is responsible for coordinating activities
to resolve common problems, improving
coordination, exchanging information
between areas, and providing advice and
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recommendations to state agencies, the
legislature, and the State Council on
Developmental Disabilities.

The State Council on Developmental
Disabilities, created by the legislature in
compliance with federal law, provides funds to
assist the state in planning, coordinating,
monitoring, and evaluating services for
persons with developmental disabilities. The
council is also responsible for establishing a
system to protect and advocate the legal and
civil rights of persons with developmental
disabilities.

For additional information about other
decision-making bodies, call CalSTAT at 707-
206-0533 to request a copy of Educational
and Decision Making Opportunities or logon to
<http://www.calstat.org>



