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INTRODUCTION




What Is Accountability?

Measurable

A child's progress (or lack thereof) is documented, observed, and
analyzed.

Answerable

Service providers are answerable for the quality and quantity of the
services they provide or fail to provide.

Accessible

Parents have access to the PDD Waiver guidelines, financial records,
assessments, and therapy documents.

Adaptable
Services are adapted to the child's needs.
Specific

Progress, records, data, and information is specific and action-
oriented.



What Are The Benefits
Of Accountability?

Child Makes Maximum Progress

A child has the opportunity to make maximum progress when their
EIBI services are measurable, adaptable, answerable, and specific.

Parents Feel Excited And Hopeful

When their children's quality of lives improve, parents feel excited
and hopeful for the future.

EIBI Providers Feel Appreciated

As a result of parents feeling excited and hopeful, EIBI providers will
feel like they are making a difference.

State Officials Improve The System

State officials get the feedback they need to improve the program.

Legislators Maintain Or Expand Funding

Legislators receive the justification of why they should fund the PDD
Waiver instead of another worthwhile cause.



Who Must Be Held Accountable?

= EIBI Providers

The providers of EIBI services to children with autism spectrum
disorders through the PDD Waiver.

= State Officials

Officials from the Department of Disabilities and Special Needs
(SCDDSN) and Department of Health and Human Services (SCDHHS)
who manage the PDD Waiver.

= Legislators

State legislators who allocate funding for the PDD Waiver.

=« Parents/Guardians

The best advocates for their children.

=« Parent Training/Advocacy Organizations

Organizations that provide training to parents of children with
autism spectrum disorders.




EIBI PROVIDER
ACCOUNTABILITY




How Can We Hold Providers
Accountable?

Mandate Quality Of Services

Determine how much progress a child should make over a specific
period of time and adapt the program to suit the needs of the child.

Enforce The Required Amount Of Training

Require that Line Therapists receive at least 12 hours of training in
the implementation of Applied Behavior Analysis (ABA) — with at
least three of those hours including Autism or PDD specific training —
before they perform EIBI services with a child.

Require Accountability Of "Off-Site" Time To
SCDDSN And Parents

Providers should account for the time they spend off-site, so parents
can know how much time of Plan Implementation, Lead Therapy,
and Line Therapy remains for their children.

Stop Preferential Treatment



PARENT/GUARDIAN
ACCOUNTABILITY




How Should Parents Be
Held Accountable?

Educate Yourself On EIBI Services

Learn the basic principles of Applied Behavior Analysis (ABA) so you
can hold the quality of your provider's services accountable.

Improve Your Communication
Advocate For Your Child

Participate in the PDD Responsible Party
Program

Educate Other Parents About Issues
Concerning The PDD Waiver



OBSTACLES




What Are The Obstacles?

Parents/Guardians

» Misinformation

It is my understanding the PDD Waiver guidelines are vague,
ambiguous, and open to interpretation. Parents find it difficult to get
access to the information. As a result, it is difficult to fact check
what others tell you. It takes time and effort to contact the limited
few who can answer your questions.

» Lack of Information

Parents fail to have a concept of what is possible (the best possible
program) because they find it difficult to get access to the PDD
Waiver guidelines, have limited knowledge of ABA, and are
conditioned to trust and comply with authority figures.

» Fear of Retaliation

Parents feel if they ask questions or complain, the providers might
reduce therapy time, take away therapists, provide a less
knowledgeable Coordinator, deny services, or abuse their child.




What Are The Obstacles?
EIBI Providers

» Lack of Staff

Providers have an insufficient number of qualified and trained staff
to perform EIBI services.

» Finding a Needle in a Haystack

Finding motivated and interested people to become Line Therapists
expends time, effort, and money.

» Less Profit

To attract more potential Coordinators, Lead Therapists, and Line
Therapists, providers may be forced to accept less profit per hour
billed.

~ Resistance To Change

Some providers may resist change because they are complacent with
their current business practices.




What Are The Obstacles?
State Officials

» Confusion

The PDD Waiver is a new program and all of the problems need to be
corrected and the benefits highlighted through trial-and-error and

listening to parents, providers, service coordinators, legislators, and
concerned citizens.

+ Time Expense

To change the policies and procedures that govern the PDD Waiver

and the enforcement of these guidelines takes away time from other
important activities.

» Loss of Power

State officials must see participation from parents, providers, service
coordinators, legislators, and other concerned citizens as a necessary
part of growth instead of a deficiency on their part or a loss of
personal or departmental power.




What Are The Obstacles?

State Legislators

» Justification

Legislators must justify to their constituents why they are funding
the PDD Waiver instead of another worthwhile cause.

« Pressure From Special Interests

Individuals and groups pressure legislators to cut funding of the PDD
Waiver for their own special interests.

» Uncertainty

Many legislators are uncertain about the need, benefit, purpose
behind the PDD Waiver.




What Are The Obstacles?

Parent Training/Advocacy Organizations

» Lack of Interest

The public needs to express interest in training sessions for the PDD
Waiver

» Lack of Need

Some organizations may feel that there is no need to provide
educational materials and training sessions for parents or providers.




YOUR PLAN FOR
ACCOUNTABILITY
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Your Plan For Accountability
Step #1: Gather Information

Initial Evaluations

Evaluations performed by the EIBI Consultant/Coordinator before
your child was authorized to receive PDD Waiver services.

SCDDSN Authorization Paperwork

Paperwork that tells how many units (or hours) of Plan
Implementation, Lead Therapy, and Line Therapy a child is
authorized to receive through the PDD Waiver.

EIBI Records

Supervision notes, skills tracking (probe) sheets, manding sheets,
program sheets, behavior sheets, communication logs, and graphs.

Financial Records

An itemized printout of what the EIBI provider has billed for through
the PDD Waiver.



Your Plan For Accountability
Step #1: Gather Information

» PDD Waiver Guidelines

The policies and procedures that govern the PDD Waiver.

» Correspondence Logs

All correspondence with the providers, service coordinator, state
officials, legislators, organizations, other parents, etc.

» Contact Information

The contact information for the provider, service soordinator,
coordinator, lead therapist, and line therapists




Your Plan For Accountability
Step #2: Know The Rules

+ Know Your Child
+ Know Your Rights and Responsibilities
+~ Know The People

+~ Know The System




Your Plan For Accountability
Step #3: Get Informed

+ Analyze The Data
~ Reverse Engineer The Perfect Program

~ 0Organize Any Questions and Concerns




Your Plan For Accountability
Step #4: Keep Written Records

+ Everything In Writing

Pete Wright, special education attorney and author of Wrightslaw,
said it best: “If it was not written down, it was not said. If it was not
written down, it didn't happen.” In other words, always ask the
person to provide their response in writing.

~ Correspondence

Keep copies of all postal and e-mail correspondence and write
communication logs when you speak to people over the telephone
or meet them in person.

» Conversations

After meetings and phone conversations, fill out a conversation log,
where you document the date, what was said, and who will take
what specific action by what time and date.

~ Organize Documents in a Three Ring Binder




Your Plan For Accountability
Step #5: Get Answers

~ Go Straight To The People With The Answers

» Ask Lots of Questions About Your Concerns
and Problems

+~ Be Consistent

~ Analyze The Answers




Your Plan For Accountability
Step #6: Offer Solutions To Problems

Offer Providers and State Officials Your
Suggestions About Resolutions to Problems

Use Every Form Of Contact (e.g., Phone, Mail,
Meeting, etc.)

Stress the Benefits of Changing the System

Warn About Potential Consequences



Your Plan For Accountability
Step #7: Gather Support

Form a Group of Parents, Service Providers,
and Concerned Citizens to Advocate For
Solutions

Inform Parent Training / Advocacy
Organizations

Inform The Media
Publish Education Materials

Speak at Workshops, Support Groups, and
Public Gatherings



PROBLEMS/CONCERNS




Who Do You Contact With
Concerns And Problems?

> Service Coordinator

If you have any questions or concerns about the quality or quantity
of services your child received or didn't receive from your EIBI
provider, contact your PDD Waiver Service Coordinator.

> SCDDSN (Autism Division)

Contact Daniel Davis, Director of the S.C. Department of Disabilities
and Special Needs (SCDDSN) Autism Division, about any questions,
concerns, or suggestions you may have concerning your child's PDD
Waiver services. You can reach him at 803-898-9639 or
ddavis@ddsn.sc.gov

> EIBI Provider

Contact your child's EIBI provider with any questions, concerns, or
suggestions. Send the provider any written responses from your
Service Coordinator or Daniel Davis.




Who Do You Contact With
Concerns And Problems?

> Parent Support Groups

Join a parent support or advocacy group and learn from other
parents who have dealt with the same or similar issues.

» Parent Training/Advocacy Organizations

Contact a parent training or advocacy organization to get more
information on your issue, referrals to the right contacts, or




How Do You Make A Formal
Complaint Against A Provider?

> Does Your Child Receive PDD Waiver Services
Through Medicaid?

Contact the S.C. Department of Health and Human Services Fraud &
Abuse Hotline at 1-888-364-3224 or fraudres@scdhhs.gov (If
fraudulent activity is suspected, the Division of Program Integrity will
turn the case over to the Medicaid Fraud Control Unit in the State
Attorney General's office.)

> Does Your Child Receive PDD Waiver Services
Through State Funds?

Contact Daniel Davis, Director of the S.C. Department of Disabilities
and Special Needs (SCDDSN) Autism Division, at 803-898-9639 or
ddavis@ddsn.sc.gov




FINANCIAL RECORDS




How To Get Your Child's PDD
Waiver Financial Records

= Does Your Child Receive PDD Waiver Services
Through State Funds?

Contact Daniel Davis, Director of the S.C. Department of Disabilities
and Special Needs (SCDDSN) Autism Division, at 803-898-9639 or
ddavis@ddsn.sc.gov

= Does Your Child Receive PDD Waiver Services
Through Medicaid?

Send a Freedom of Information Act (FOIA) request to Jeff Stensland,
the Public Information Director and FOI Officer of the S.C.
Department of Health and Human Services, at
stensland@scdhhs.gov (Tip: Make sure you e-mail a Carbon Copy
(CC) to your e-mail address, and send an additional e-mail to Jeff to
verify that he received your FOIA request.)




THE ROAD AHEAD




How Do We Move Closer
Towards Accountability?

Make The PDD Waiver Guidelines Accessible
To Everyone

Close the Provider Loopholes
Improve Training Requirements
Find More Providers

Form a PDD Waiver Advisory Group



How Do We Persuade Legislators
To Maintain Or Expand Funding?

> Enlighten Them About Autism and the PDD
Waiver

> Present Evidence Of Progress

Show video evidence and proof to legislators (a DVD or CD
compilation of parents and children).

> Build Relationships

Establish a relationship with legislators by contacting them
throughout the year (not just when we need funding).

> Visit The State House in Groups and Take Your
Children With Therapists




