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Assuring the Family’s Role on the
Early Intervention Team

Explaining Rights and Safeguards

Joicey Hurth & Paula Goff

Introduction

The procedural safeguards required by The In-
fants and Toddlers with Disabilities Program
(Part C) of the Individuals with Disabilities Edu-
cation Act (IDEA) areintended to protect the in-
terests of families with infants and toddlers with
specia needs and of the early intervention sys-
tem. Procedural safeguards are the checks and
bal ances of the system, not a piece separate from
the system. For families, rights and safeguards
help ensure that an Individualized Family Service
Plan (IFSP) is devel oped that addresses their pri-
orities and concerns. For the early intervention
system, rights and safeguards assure quality and
equity. For families and for the system, proce-
dural safeguards provide the protection of an
impartial system for complaint resolution. Early
intervention system personnel are legally obli-
gated to explain procedural safeguards to fami-
lies and to support an active adherence to and
understanding of these safeguards throughout the
early intervention system.

In order for families to be fully informed of
their rights and safeguards, they also must un-
derstand the early intervention system and their
role as partners and decision-makers in the early
intervention process. They should be advised
that the intent of Part C of IDEA isto enhance
families' abilities to meet the special needs of
their infants and toddlers by strengthening their
authority and encouraging their participation in
meeting those needs.

This paper isasynthesis of practices and ideas
for explaining procedural safeguards to families,
which assure that families are fully informed in
ways that support their role in the early interven-
tion process. The authors solicited information
about practices and ideas for explaining procedural
safeguards to families from early childhood
projects funded by the Office of Special Education
Programs of the U.S. Department of Education and
from the state lead agencies for Part C. The paper
includes a step-by-step model of explaining proce-
dural safeguardsthat parallelsthe early interven-
tion process. The authors intend to explore the
implications of procedural safeguardsfor families,
but not to analyze the Part C safeguards them-
selves. The paper has been developed for state Part
C leaders, service providers, families, family ad-
vocates, and especially for those people who are
involved in explaining procedural safeguards to
families.

2002 edition

The 1997 Amendments to the IDEA required
an update to the original 1996 edition of this
monograph. The most substantive change to the
rights and safeguards discussed in this monograph
was the requirement that states ensure that media-
tion services are available as part of complaint
resolution procedures. The revised 2002 edition
incorporates the new regulation (34 C.E.R.
303.419). At this time many excellent materials
have been developed to explain procedural safe-
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guardsin family-friendly ways. A new collection
of materials was not undertaken for the current
revision. However, the original examples cited
are till useful to illustrate principles of develop-
ing family-friendly materials, even if the cited
materials are no longer available. The reader is
encouraged to request the most current materials
for families from their state’s lead agency for
Part C. A complete contact list for all states lead
agencies is available on the NECTAC web site
at http://www.nectac.org/ .

Background and Issues

The primary safeguard provided for in Part C
is the clear acknowledgment of the family’srole
as a primary decision-maker in developing an
IFSP. Part C regulations strengthen and clarify a
family’s right to accept or reject any service

Meeting legal
requirements can
be an opportunity
for service provid-
ers to begin teach-
ing families about
safeguards while
conveying their
respect for the
role of families

in the early
intervention
system.

without jeopardizing other services that
they want (see 34 C.F.R. §303.405). The
family-centered spirit of early interven-
tion affords an opportunity to develop
new strategies for supporting familiesin
informed partnerships with the system
and to change practice that too often has
been perfunctory, adversarial, or cultur-
aly insensitive.

For example, a common method of in-
forming parents of the safeguards guaran-
teed them is to provide them with written
materials about these safeguards during
intake or entry into an early intervention
program. At that time, providers may re-
view the materials with families who then
are asked to sign all of the informed con-
sent forms and releases. Often, these
documents are nothing more than direct
citations of the law. Sometimes, the safe-
guards are listed in a “you have the right

to” format, reminiscent of being “Mirandized”
or being read your rights. Procedures such as
these assume that all families can read English,
can interpret legal rights, and feel free to assert
themselves and ask questions.

Such procedures are likely to produce unfor-

tunate consequences. Many families and service
providers come to view procedural safeguards as
administrative paperwork that only becomes im-

portant when a problem arises. This attitude is a
disservice to families and providers because it
belittles a hard-won legacy of respect for and
protection of families' rights and safeguards that
strengthen service systems. Worse, families can
be overwhelmed by the legal jargon, by the
adversarial connotations, and by alack of under-
standing of why these rights are necessary.
When families are asked to sign a stack of con-
sent forms, the legal aspects of the relationship
with providers are emphasized.

Meeting legal requirements can be an oppor-
tunity for service providers to begin teaching
families about safeguards while conveying their
respect for the role of families in the early inter-
vention system. Unfortunately, this opportunity
frequently is missed, often because service coor-
dinators and/or service providers are not fully
trained in procedural safeguards, have a limited
understanding of them, and find them difficult to
explain when questioned. Although the method
of overwhelming families with paperwork dur-
ing their first contact with the system may com-
ply with the letter of the law, it does not assure
that families are fully informed. Families are not
fully informed until they understand the early in-
tervention system and their role in the system.
Rights and safeguards are an integral part of this
basic information.

Understanding Procedural
Safeguards: Implications for Families

A simplelisting of rights and safeguards does
not adequately convey the meaning of these
protections.

Each right and safeguard has implications for
afamily’s experience with the early intervention
system. Further, because Part C is family-ori-
ented legislation, the rights and safeguards con-
vey the law’s central principles of respect for
families' privacy, diversity, and role as informed
members of the early intervention team.

Table 1, Understanding Procedural Safe-
guards. Examples of Explanations and Implica-
tions for Families (see page 4), lists some of the
central rights and safeguards under Part C that
must be addressed during the process of plan-
ning and providing services. The bold headings



in Table 1 are the section headings from the Part
C regulations (34 C.F.R. §303), followed by the
section citation in parentheses. The text below
each heading is not the actual regulatory lan-
guage but rather is an example of how a service
provider could explain to families the safeguard
and its implications. The regulatory text pertain-
ing to procedural safeguards under Part C of
IDEA (34 C.F.R. 88303.400-.460) is reproduced
in the Appendix.

Assuring That Families Are Fully Informed
Team Members: A Step-by-Step Model

Assuring that families are fully informed of
their rights and safeguards requires ongoing ex-
planations in the context of the early intervention
process. It would be impossible to fully under-
stand and appreciate the safeguards before
having had any experience with the procedures.
Figure 1, Explaining Part C Procedural Safe-
guardsto Families. A Step-by-Step Model,
outlines the information that families need to un-
derstand at each step in the process, from referral
through | FSP development and service imple-
mentation. Each box in Figure 1 represents ama-
jor step in the development of an IFSP. Citation
numbersin parentheses at the end of each sen-
tence refer to the relevant sections of Part C regu-
lations. Safeguards are intentionally repeated at
different steps (boxes) because of the numerous
times within the process that a safeguard may
apply. Italicized words indicate a recommended
practice, not one that is required by legislation.
Figure 1 isageneric model and should be
adapted to illustrate specific procedures used by
an early intervention program or agency.

The model suggests that families need infor-
mation to support their role as team members
throughout the IFSP process. At each step of the
IFSP process, important decisions must be made.
Only to the extent that families understand their
options can they fully exercise their decision-
making authority as part of the early intervention
team.

During early contacts, families should be in-
vited to participate as key members of the early
intervention team and should be oriented to the
early intervention system and services. This ori-
entation should include an introduction to rights
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and safeguards. The introduction can be supple-
mented with a variety of easily accessible materi-
als about the early intervention system, as well as
about rights and safeguards, to which families can
refer over time (see the section “Prin-
ciples and Practices from States and
Projects for Creating and Using Family-
Friendly Materials’ below). The Step-by-
Step Model does not suggest that all
rights and safeguards be presented in
detail at first contact unless a family
requests such information. Rather, an
explana- tion of each right and safeguard
is provided in the context of each proce-
dure to which it relates.

Explaining the safeguards and their
implications clarifies how the early inter-
vention system operates and exemplifies
the family’s role in the system. Each step
of planning with a child’s family provides
an opportunity to discuss the relevant
rights and safeguards and their meanings
or implications. For example, before
evaluation it is important to explain prior written
notice. It is al'so important to operationalize the
meaning of this safeguard by statements such as:

Families are not
fully informed
until they under-
stand the early
intervention
system and their
role in the system.
Rights and safe-
guards are an
integral part

of this basic
information.

You will receive aletter explaining the evalua-
tion procedures we discussed and why we are
doing them. It will also remind you of the time
and location on which we agreed. This letter is
an example of prior written notice, a legal re-
quirement, which assures that the early inter-
vention program explains to parents what it
plans to do. You will receive other written no-
tices like this, before we initiate or change any
services for your child.

As suggested by the Step-by-Step Model (see
Figure 1, page 6), other safeguards that should be
explained before evaluation include consent,
native language or preferred mode of communica-
tion, and confidentiality of records. Theimplica-
tions of these procedural safeguards in the context
of evaluation include the family’s right and need to
fully understand suggested evaluation procedures
so that their consent istruly informed. Further,
these safeguards acknowledge that families are
from diverse backgrounds and that the early inter-
vention program will accommodate their commu-
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Table 1
Understanding Procedural Safeguards:
Examples of Explanations and Implications for Families

Rights and safeguards under 34 C.F.R. § §303. 400-.460.
Regulations for the Early Intervention Program for Infants and Toddlers with Disabilities, Part C of IDEA

Written prior notice (§.403)

The early intervention program must give you advance writ-
ten information about any evaluations, services, or other ac-
tions affecting your child. Parents know their children best.
The information you share with us will make sure that the
evaluations and services are right for you. The “paper work”
assures that you get all the details before any activity.

Use of parent’s native language or preferred mode of
communication (§8.401 and .403)

It is your right to thoroughly understand all activities and
written records about your child. If you prefer another lan-
guage or way of communicating [explain relevant option,
such as braille, sign language, etc.], we will get an interpreter
[use your mode of communicating], if at al possible. The
early intervention program wants you to understand so that
you can be an informed team member and decision-maker.

Parent consent (8.404)

The early intervention program needs your permission to
take any actions that affect your child. You will be asked to
give your consent in writing before we evaluate or provide
services. Be sure you completely understand the suggested
activities. By being involved, you can help the early inter-
vention program plan services that match your family’s pref-
erences and needs. The early intervention program needs to
explain what happens if you give your consent and if you do
not give your consent.

Confidentiality and release of information
(55.401-.404)

The early intervention program values the information you
and other service and health care providers have learned
about your child. We will ask others for this information, but
we need your written permission to do so. Just as the early
intervention program needs your permission to get your
child’s records from other providers, the records that the
early intervention program will develop will not be shared
with anyone unless you give your permission.

Examine records (5.402)

The early intervention record is your family’s record. You
can see anything in the early intervention program’s records
about your child and family. If you do not understand the
way records are written, the information in the child’s record
will be explained to you in away you understand. You are a
team member and we want you to have the same information
as other team members.

Accept or decline services without jeopardy (5.405)

With the other members of your child’s early intervention
team, you will consider which services can best help you ac-
complish the outcomes that you want for your child and fam-
ily. You will be asked to give your consent for those services
that you want. You do not have to agree to all services rec-
ommended. You can say no to some services and still get the
services that you do want. If you decide to try other services
at alater date, you can give your consent then.

Mediation (§.419)

If you and the early intervention team do not agree on plans
or services, or if you have other complaints about your expe-
rience with the program, there are procedures for resolving
your concerns quickly. When informal ways of sharing your
concerns don’t work, you may submit a written request for a
due process hearing. Mediation will be offered as a voluntary
first step. A trained, impartial mediator will facilitate prob-
lem-solving between you and the early intervention program.
You may be able to reach an agreement that satisfies you
both. If not, you can go ahead with a due process hearing to
resolve your complaint. Mediation will not slow down the
hearing process. Some locations offer mediation before a
formal complaint is filed.

Due process procedures (5.420)

A due process hearing is aformal procedure that begins with
awritten request for a due process hearing. The hearing will
assure that a knowledgeable and impartial person, from out-
side the program, hears your complaint and decides how to
best resolve it. The early intervention program recognizes
your right to make decisions about your child and will take
your concerns seriously. You are given a copy of regulations
that describe all these rights and procedures in detail, because
it isimportant that you understand. If you have questions,

cal

Bold type: Section headings from regulations.

Narrative: Sample of language that might be used by an early intervention system to explain implications of regulations to families.
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O Assure accessibility of information by en-
hancing materials’ appeal, availability in
multiple community locations, readability,
and inclusion of interpretive supports.

Appeal and attractiveness enhances the use of
the materials by families and service providers.

Because family-
centered early
intervention
services are inter-
agency, commu-
nity-based efforts,
service providers
from a variety

of disciplines and
agencies, family
members, and
other community
members will
need to become
comfortable with
a working knowl-
edge of procedural
safeguards which
can be applied in
daily experience
in the early
intervention
process.

Pictures and graphics break up blocks of
text. Several parent handbooks (see for
example, Fortune, Dietrich, Blough, &
Hartman, 1993; Maryland Infants and
Toddlers Program, 1992a; Texas Early
Childhood Intervention Program, 1991)
have graphics such as headings, boxes,
and pictures, placed between small
amounts of text. This breaks up the narra-
tive and allows readers to view small
pieces of information at atime. Some
parent handbooks are written in an easy-
to-read, question-and-answer format with
very little professional jargon or legalese.
The questions also are typical of those
that parents ask and the answers provide
simple yet thorough explanations of the
issues. For example,

What information will | be asked to share
about my family?

You can share whatever family information
you choose. It's up to you. Providers will
give you a chance to discuss family needs.
They should only ask for information about
your family which is important to the evalu-
ation of your child (Gilmer, 1992, p. 9).

One handbook submitted to the au-
thors included tips for families inter-
spersed throughout the handbook. Parents
assisted in writing the tips, which gave a
first-hand perspective. Some handbooks
include glossaries of terms and acronyms

to help readers understand the early intervention
system’s language.

Early On, the parents’ handbook produced
by Michigan’'s Part C system, advises families:
“1f anyone uses any initials you do not under-
stand, ask what they mean” (Fortune et al., 1993,

p. 26).

Another approach is to develop a handbook
that is designed to be a personal record of the
child and family as well as a record-keeping
tool for the early intervention system. The book
may be used more frequently by the family and
service providersif it isintroduced to the family
at the beginning of their relationship with the sys-
tem, and if the format encourages the family to
personalize the handbook with pictures and anec-
dotes and contains space for copies of early inter-
vention records, medical records, |FSPs, and other
notes. When the book is used more, more oppor-
tunities occur to read information about the sys-
tem of early intervention services.

Any format used to provide information to par-
ents needs to use language that supports partner-
ship. For example, language such as “with your
direction and agreement,” “you know your child
like no one else,” and “you are part of ateam” in-
dicates the expectation that families and service
providers work together. Terms like “due process”
connote an adversarial relationship, whereas de-
scribing the “ procedures to resolve a complaint”
connotes negotiation and communication. Some
pamphlets have been developed with wording
such as “impartial ways to resolve concerns’ or
“ways we can problem-solve.”

A few materials described mediation in a man-
ner that recognizes that disagreements occur and
are part of the process. “ Sometimes families of in-
fants and toddlers with specia needs disagree
with their service providers. Most often these situ-
ations are worked out but when that honest effort
falls short, families and service providers can find
agreement through mediation. With the help of a
neutral third party, cooperation, agreement and so-
[utions can become reality” (Hawai'i Department
of Health, 1991, p. 1).

When information is provided by many meth-
ods and in many formats, the information is ac-
cessible to more families. The law requires that
families receive information in the families' pre-
ferred mode of communication. Therefore, early
intervention systems need to develop materials
and procedures that are available in a variety of
languages and formats. Audio and video products
make information available to nonreaders and oth-
ers who prefer these formats.



& Involve a diverse cadre of informed service
providers, experienced parents, and commu-
nity representatives in explaining early in-
tervention services and procedural safe-
guards to families.

Another method being explored is to train key
community leaders in the early intervention sys-
tem so that they can be a resource for families.
In keeping with the Part C requirement to reach
traditionally underserved families, informing and
involving leaders of their communities can be an
effective strategy. The use of community people
as interpreters to provide information to families
about the system and procedural safeguards also
is being piloted by some states and projects.
This appears especialy helpful for families with
atradition of communicating orally. Some states
are supporting local programs to recruit and
train a cadre of people from diverse communi-
ties and languages to serve as service coordina-
tors on a consulting or fee-for-service basis. The
Navajo Nation developed an interim service co-
ordination program, called Growing in Beauty,
to help Navajo families access services from the
three state systems which overlap the Nation’'s
boundaries and have responsibilities for provid-
ing early intervention services.

Experienced family members, who are well
informed about the early intervention system,
are being connected with families who are new
to the system. Parents are being hired and
trained as service coordinators, trainers, guides,
and interpreters through the IFSP process. Some
states have funded parent programs to provide
these services (for example, Community Re-
source Parents in Vermont, Project LINC in
Colorado, Parents as Partners in Early Interven-
tion in Florida, and New Visions in Maryland).
In other programs, parents and other community
people volunteer to provide support and answer
guestions for the new family as they go through
each step of the process.

Access to information also is improved by the
use of severa outlets for dissemination. Al-
though state and local agency offices frequently
are used as dissemination points, other outlets
can include local physician offices, grocery
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stores, public libraries, churches, public health
clinics, laundromats, and community programs.
Many video rental stores stock public service
tapes that are loaned free of charge. Public
service announcements can be played on radio
and television, and included in community
newspapers.

Conclusions

Part C provides the opportunity to enhance re-
|ationshi ps between families and service provid-
ers. Early intervention can prepare familiesfor a
lifetime of productive interaction with service
systems. For this reason, investing the time and
resources to thoroughly explain rights and proce-
dural safeguardsis an important service for all
involved. Assuring families arole as partners and
decision-makersin the early intervention system
isan evolutionary process. Technical support and
training is necessary to facilitate program level
change to truly family-centered practice.

The Part C system is enhanced when a person
or persons with expertise in procedural safe-
guardsiis (are) available for consultation with
families and service providers. It is probably not
feasible for every local service program to have
someone on staff with specialized knowledge
about all pertinent state and federal legislation
and judicial decisions. Some states have desig-
nated a staff person whose responsibilitiesin-
clude being available to discuss questions and
concerns from families and service providers. In
one state’s experience, this designated staff per-
son has been able to resolve most concerns. In
fact, most concerns were a result of inadequate
understanding of the rights, safeguards, and poli-
cies of the system (L. Bluth, personal communi-
cation, 1994).

The interagency approach to implementing
infant and toddler services means that many ser-
vice providers from multiple agencies will need
to be trained in Part C procedural safeguards.
These rights and safeguards may be different
than current policy and experience of non-educa-
tion agencies.

As states are developing training and techni-
cal assistance activities, care should be taken to

11
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involve many relevant stakeholders (such as
families, multiple agency providers, advocates,
parent groups, and community leaders) as col-
laborative planners and participants in training.
The benefits of multiple perspectives in discus-
sions include learning together, developing true
partnerships, and understanding one another’s
experience and point of view.

Family-friendly, culturally appropriate ap-
proaches for explaining procedural safeguards
need to be an integral part of program practice.
Because family-centered early intervention ser-
vices are interagency, community-based efforts,
service providers from a variety of disciplines
and agencies, family members, and other com-
munity members will need to become comfort-
able with a working knowledge of procedural
safeguards which can be applied in daily experi-
ence in the early intervention process.
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