=

N
) FRASER
Vi Special needs & Bright fufmes

Inclusion in School-Age Care

Guidelines for SAC Providers in Caring for Children with Special Needs

Revised August 2008

Written and Compiled by:
Christine Bentley, Director of The Fraser Institute
Fraser
2400 West 64™ Street
Minneapolis, Minnesota 55423

Content additions and editing by
Tiffany Weeks, Anoka Adventures Plus School-Age Program
and MN School Age Care Special Needs Coordinators Consortium

This manual includes resources, best practice information, diagnosis information, policy
templates and forms related to providing services to children with special needs in school age
care and youth programs.

September 2000
Revisions: August 2003, December 2008

Center for
Inchusive Child Care

Inclusion in School-Age Care, Guidelines for SAC Providers in Caring for Children with Special Needs 12-08



Inclusion In School-Age Child Care

Guidelines for SAC Providers in Caring for Children with Special

Needs

Table of Contents

1.

Inclusion Defined
e Theoretical Basis for Inclusion
e  Why Promote Inclusion

“The System” defined

e [EP’s, IIIP’s

e Team Meetings

The SAC Provider’s Involvement in the Team

e The Role of the Provider in the IEP

e Personnel Roles and Responsibilities

e Defining Resources

e Sample Model of Program

The Law

e History of Disability Legislation in Minnesota
e The ADA

e IDEA

Data Privacy/Release Forms/Confidentiality

Intake Process

Establishing an Intake Procedure
Admission/Termination Policies
Behavior Guidance Policies
Sample Forms

Families as Partners

e Family-Centered Care

e Family-Orientated factors in a positive environment
e Communication with Parents

e Variability in Family Involvement

Center for
Inchusive Child Care

Inclusion in School-Age Care, Guidelines for SAC Providers in Caring for Children with Special Needs 12-08



7. Best Practice
Organization Information
Answering Children’s Questions
Curriculum Modifications
Classroom Rules and Consequences
Rules for Direction Giving
Behavior Guidance
= Behavior Plans and Guidance Policies

8. Building Partnerships & Communication
e Adult Learning
e Principles of Adult Education
e Communication
= Strategies for Communication with Peers
= Communication Between Staff and Parents
= Communication with Children

9. Sample Policies, Procedures and Forms
e Accomodations Process
e Sample Job Description and Performance Reviews

10. Bibliography
This manual is a project from the Center for Inclusive Child Care, Concordia University. Questions,

updates and thoughts can be directed to Chris Bentley at chris@fraser.org or please visit our web site at
www.inclusivechildcare.org .

Center for
Inchusive Child Care

Inclusion in School-Age Care, Guidelines for SAC Providers in Caring for Children with Special Needs 12-08



“Inclusion” Defined

The Council for Exceptional Children, Division of Early Childhood’s position statement states:

“Inclusion as a value, supports
the right of all children,
regardless of their diverse
abilities, to participate actively
in natural settings within their
communities.”

“Inclusion” is characterized by a feeling of belonging, not by mere proximity, on which the
earlier term “mainstreaming” focused. Inclusion is children of all abilities learning, playing, and
working together.

With successful inclusion, all children are actively involved, physically accessing play and work
locations, and have options from which they can choose personally. Inclusion is a process, not a
placement. No one person is responsible to make it work; it takes group effort. There is not one
perfect way. The inclusion process needs to be tailored to meet the needs of each child as well as
the program.

Inclusion as it relates to the law

Privately operated centers or family child-care homes must provide equal opportunity for
children, parents, and others with special needs to participate in programs and services. There
are exemptions from this law, however, based upon reasonable accommodation. “Best practice”
for children and families allows for access to programs that could benefit the child.

Theoretical Basis for Inclusion

Lev Vygotsky, a Russian-born social scientist writing in the 1920’s, provides the basis for a
theoretical background for inclusion. He believed that people learn through socially interacting
with others who are more “expert” in a given ability or field of knowledge. Thus, he concluded,
the greatest difficulties for children with special needs are created not by their particular special
needs, but by isolation from typically developing peers. Children with special needs should be in
groups with same-age peers whenever possible.

Vygotsky believed that cognitive and language development is socially based, with children first
learning new ideas on the social level with more-capable peers and adults, then incorporating
those ideas on an internal or psychological level. Therefore, the most important aspect of a
school-age care program for children with special needs is improving social skills and interaction

with adults and more-capable peers. (taken from Berk, L.E. and Winsler, A. Scaffolding Children’s Learning:
Vygotsky and Early Childhood Education. Washington, D.C., NAEYC.)
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Why Promote Inclusion?
Children learn from each other. When they are exposed to inclusive environments starting at a
young age, they learn acceptance of other people and that each person has unique abilities.

e make friends
e learn by imitating others
e show more pride in achievements

build interdependence and ability to deal with obstacles
notice similarities between themselves and others
develop better language and communications skills
develop interpersonal skills
children with or increase problem-solving ability

learn to become more assertive

without : . :
. ey, e learn self-respect by being a part of a positive, typical
disabilities environment

e learn to accept others as they are
e develop patience and compassion

Benefits of
inclusion for

e learn to accept their own strengths and needs
e accept others as people, not “labels”
e learn to help others

enable families to work because they have increased access to
Benefits of child care services
inclusion for e discover that others can provide a secure and nurturing
. environment for the child with special needs
families of learn to accept children’s strengths and needs.
children with share common experiences
special needs feel a kinship with other families
opportunity to see chronologically age-appropriate activities

e develop networks of professional services and
Benefits of community resources

. . e cxpand their knowledge about special needs

inclusion for e develop awareness that all people have unique needs

school-age care e create a setting that encourages understanding

providers and flexibility
e realize and appreciate differences
e develop compassion, kindness and respect for others
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e Children who do not have special needs continue to learn
and grow the in same ways in which they did before they

had classmates with special needs. In addition, they
Benefits of have opportunities to learn about differences in human
inclusion for growth and development. They learn to accept people
children who are who are dlf'ferent' from themselves as they learn to work
and play with children who have a wide range of

developing abilities.
typically and

their families e For families of children who are typically developing,

the inclusive setting provides a concrete opportunity for

teaching their children about differences in growth and
development. Families might develop a greater
understanding of people with special needs, become
more sensitive to the needs of families with children who
have disabilities, and become future advocates for
community integration.

Excerpts of these lists taken from Quick Notes, Inclusion Resources for Early Childhood Professionals.
University of North Carolina, 1997, FPG Child Development Center, Carrboro, NC.

Center for
Inchusive Child Care

Inclusion in School-Age Care, Guidelines for SAC Providers in Caring for Children with Special Needs 12-08



The System Defined

SCHOOL AGE CARE

School age care is provided in various systems, whether regulated through the school system or
community education or private entities of center based child care or family child care. No
matter what system, there are children with special needs that are participating and each entity
will have different needs related to supporting the child in their successful inclusion.

Special Needs Support Staff
Programs may have staff that are specifically available to support the successful
inclusion of children with special needs. These positions may be funded within
the general program structure or through the MN Disability Levy funding (see
below for details about this program) See chapter of “Individual Program Plans”
for further information of the use of Individual Assistants.

IEPs:

The Individual Education Plan (IEP) is for children 3 to 21 years of age. It includes two
separate but unrelated components: the IEP meeting and the IEP document. The IEP is a system
for discussing, determining and documenting the student’s current functioning, what direction
the student’s educational program should take, how the student will get there, how long it should
take, and how to tell when the student has completed his/her goals. The IEP describes the
special education and related services necessary for a student to receive a free and appropriate
education. This document is used to evaluate the effectiveness of the educational programs and
services when the team meets to review the program.’

Public School Team Meetings

Meetings are scheduled annually, at a minimum, to review the current IEP. It is important to
encourage families to have the SAC provider involved in these team meetings. These meetings
may include teachers and providers of special education services, county social services staff,
public health or medical staff, therapy staff, and should always include the parent.

The SAC Providers Involvement in the Team:

The SAC provider should be an important participant in the team that oversees and provides

services to a child with special needs. The following are ways to be involved:

e Send a report on your observations about the child to the school district primary contact prior
to assessment. (Parent permission is required)

e Have the child observed within your program as a component of the assessment process.

e Ask to be involved in the conference where the assessment results and/or IEPs are reported.
(Parent permission required)

e Have direct contact with the public school, county and health department staff and let them
know of your interest in information and involvement in the process. (Be sure consent for
release forms are signed by the parents)
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Personnel Roles and Responsibilities

Public School Staff: If a child has an active IEP, there is at least one designated public school
staff person working with the child and family. This person can assist the provider with child
program needs, current skills and current goals.

Social Workers: Many children will have a county social worker and possibly a school social
worker available to them. These individuals can assist with a variety of supports to the child
and family. Some supports may include access to specific programs or funding sources.
Health Consultants: Health consultants can offer assistance in general protocol regarding a
health related issue, training on a specific child or procedure, etc.

Medical Personnel (pediatrician, public health nurses, etc.): The child’s primary medical
team should be included in any planning for a child. Each person may choose a different
level of involvement, but assuring that there is open communication and identifying the best
means of communication with this group is very important.

Resource and Referral Agencies: These agencies can assist in identifying resources within
your community. Some Child Care Resource and Referral Agencies (CCR&R’s) have
libraries with updated materials including training materials, offer training specific to
children with special needs, have equipment to loan, etc.

Identifying Resources

Finding and defining resources in our ever-changing communities is an ongoing challenge. Not
only is each community different in how services are delivered, there are also significant
differences in funding sources, types of services available and availability of specific
professionals. Visit the Center for Inclusive Child Care website at (www.inclusivechildcare.org)
for resource information including downloadable resources and handouts, recommended web
sites and a learning center with a variety of topics related to caring for children and diagnostic
information and strategies. Contact your local Child Care Resource & Referral Agency for
resource and support information, or look on the states department of education website for links
to resources.
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The Law

History of Disability Legislation in Minnesota and Federally
and
The Steps Toward Inclusion

1950’s — Parents and professionals worked hard in this decade to pass laws that mandated special
education for children. The Special Education for Handicapped Children Law (M.S. 120.17)
was passed, and provided:

e Funding for teacher training programs

¢ Funding to establish day activity center services

e Funding for prenatal care services for high-risk mothers

¢ Funding to research the causes of mental disabilities

1960’s — President Kennedy signed federal legislation to fund national and state mental health

and mental retardation programs for prevention, diagnostic and treatment services. Minnesota

parents were successful in establishing classes for children with special needs within the public
schools — eleven years before national legislation mandated public education for all children.

1970’s — Legislation passed guaranteeing a free and appropriate public education (FAPE) for all
children with disabilities ages 5 to 21 (Public Law 94-142). The case management rule was
developed, requiring that services be planned according to the child’s needs. There was
increased funding for smaller group homes and Semi-Independent Living Services (SILS).

1980’s — Vulnerable Adults Act passed requiring reporting of suspected abuse or neglect of
vulnerable adults. The Home and Community Based Waiver program was developed, allowing
federal dollars to be used for services in the community. Personal Care Attendant Services
(PCA) became available for children and adults with developmental disabilities as well as
physical disabilities. There were now mandated transition services from high school to work and
community. Early childhood education services were developed for children age four and up.

1990’s — The American’s with Disabilities Act was endorsed by the state. Legislation was
passed mandating a study of the needs of children who are medically fragile or technologically
dependent, including recommended guidelines and resources for serving their needs. The
Minnesota Consortium for Citizens with Disabilities was formed. This was modeled after the
national coalition. The Individuals with Disabilities Education Act (IDEA) was authorized
which addresses intervention services for children beginning at birth and included Least
Restrictive Environments (LRE) and Natural Settings. The IDEA reflected the Department of
Education’s use of people-first terminology

The laws provide protection from discrimination to children with disabilities and assure they
have services provided to maximize their abilities. There are some exemptions to these laws,
primarily for non-public services. Refer to the Child Care Law Center (www.childcarelaw.org)
for specific details of the exemptions.
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Specific Information on the laws
There are federal and state laws that are important to know about. They require that children with
disabilities receive certain services and have rights. There are Civil Rights Laws such as the
American’s with Disabilities Act (ADA) and the Section 504 of the Rehabilitation Act of 1973.
There are also laws for Entitlement to Services such as the Individuals with Disabilities
Education Act.

The ADA

In 1990, Congress passed the Americans with Disabilities Act (ADA) providing individuals with
disabilities the same freedoms as non-disabled Americans. This law covers access to public and
private buildings and programs. It also covers areas such as childcare, transportation, housing
and employment.

The ADA states that a child care program cannot:

e Charge a higher rate for a child with special needs, but may charge for “extra services”
provided to children with special needs that are not within the range of care provided by that
program.

¢ Deny admission to children with special needs because of an increase in the program’s
insurance rates or cancellation of coverage.

e Deny services to children with special needs even if a program for children with the same
disability is available in the community.

e Exclude a child because of “lack of staff training” if staff training is available at a reasonable
cost.

Programs can deny services to a child with special needs if:

e The necessary changes are too costly or difficult given the resources available to the
individual program and the enrollment of the child would fundamentally alter the nature of
the program.

e There is a direct threat to the health and safety of others and this threat cannot be reduced or
eliminated by reasonable modifications.

e A program must be able to show they sought to make accommodations, however, and each
child with a disability must be seen as a case-by-case situation.

The ADA defines disability as a substantial limitation in one or more life activities including:
e Walking, hearing, learning, breathing, taking care of oneself, speaking, seeing, working;
e OR arecord of such an impairment;

¢ OR regarded as a person with such an impairment.
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IDEA

The Individuals with Disabilities Act (IDEA) of 1990,1997, and 2006 is the federal law which
provides specified services by right to eligible persons with disabilities. P.L. 101-476, passed in
1990, renamed from the Education of Handicapped Act to the Individuals with Disabilities
Education (IDEA). It also replaced the term “handicap” with the term “disability” in all
legislative documentation. “Case Management” references were renamed “service coordination”
in response to protests by individuals with disabilities and their families that they were not
“cases” and did not care to be “managed.”

Family participation in the service coordination function and throughout the individualized
service planning process was a core concept of IDEA." Part B of IDEA covers education
services for ages 3 to 21. Each state passes its own additional laws and writes rules telling how
the federal law will be carried out. This law brings together services from the agencies of
education, health and human services. Because the three agencies are working together in a
coordinated and comprehensive way, families have easier access to services. This is called
interagency coordination.

Contact PACER, www.pacer.org, or your school district for specific questions.

SECTION 504

Section 504 is a section of the Rehabilitation Act of 1973 (29 U.S.C. § 794). It is a federal civil
rights law implemented through federal regulations; there is no state law counterpart to Section
504. Section 504 prohibits discrimination against individuals with disabilities in all programs or
activities receiving federal financial assistance. Its requirements apply in the areas of
employment, education, and “other services” offered by a recipient of federal funds. Recipients
have no additional funds offered to support compliance.

Section 504 has qualifying characteristics such as an individual who has a physical or mental
impairment that substantially limits a major life activity such as caring for oneself, performing
manual tasks, walking, seeing, hearing, speaking, breathing, learning, working. This law is often
used for children with health or medical diagnosis to assure they receive the accommodations
they need (e.g. diabetes, allergies, etc.)

The key components to Section 504 law is that:
1. You cannot discriminate against a person with a disability; they need to have the same
access and opportunities as those without disabilities.
2. Reasonable accommodations need to be provided.
3. Religious groups operating a child care program do not receive exemptions under Section
504 from compliance.
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Minnesota Disability Levy for School-Age Care

This category of funding define “children with disabilities” as all children who have been
identified by the local school district as a child with a disability as specified in Minnesota
Statutes §125A.02. “Children with disabilities” also includes children who have a diagnosed
disability which substantially limits a major life function.

The students for whom additional costs are reported must be enrolled and have started their first
day of kindergarten through the last day of sixth grade.

There is no explicit definition in statute of “children experiencing family or related problems of a
temporary nature;” however, the key word is temporary: long-term poverty or structural family
circumstances are not problems of a temporary nature.

The Statute: 124D.22 School-age care revenue

Subdivision 1.  Eligibility. A district that offers a school-age care program according to
section 124D.19, subdivision 11, is eligible for school-age care revenue for the additional costs
of providing services to children with disabilities or to children experiencing family or related
problems of a temporary nature who participate in the school-age care program.

The Statute supports programs by providing additional funding for additional costs related to
caring for the child with a disability. “Additional costs” associated with providing care services
to children with disabilities can include:

—Additional program staff hired to support a child’s inclusion

—Special Needs Coordinators/ managers

—Equipment and supplies

—Extra transportation costs

—Training

—Sign language interpreters

Disability Site Resources

e Child Care Law Center, 221 Pine St., 3rd Floor, San Francisco, CA 94104. 415.394.7144
www.childcarelaw.org

Dept. of Justice http://www.usdoj.gov/sitemap/index.html

ADA Hotline 202-514-0301 800-514-0301

ADA Homepage, US Dept. of Justice, www.usdoj.gov/crt/ada/adahom1.htm

Minnesota Human Rights Commission

Childcare and the Americans with Disabilities Act: ADA Opportunities and Resources
for Child Care Providers and Families. Can be downloaded at
www.cshen.org/forms/ada_booklet web.pdf.

The Individual with Disabilities Education Act Homepage http://idea.ed.gov/
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Data Privacy, Release Forms and Confidentiality

The Minnesota Government Data Practices Act (Minnesota Statutes, chapter 13) and the Federal
Privacy Act of 1974 give people the right to view the information about them that an agency
maintains, and also the right to approve or deny disclosure of this information to another person
or agency. No information about a child or family should be shared externally without the
family’s written consent. As a general rule, all information about a child or family should be
kept confidential. There are exceptions, however. For example, the law requires that child-care
staff members report suspected child abuse, neglect, or maltreatment.

Confidentiality is crucial, regardless of legal requirements. When families discover that
confidentiality has been broken, they might be reluctant to share more information about their
children.
= People receiving services have the right to expect that all personal information about them
be kept confidential. Safeguarding this right is the foundation for mutual respect between
them and staff.
= Agencies should collect only data that is genuinely needed. This includes data that is
mandated by law or applicable rules and regulations as well as data that is needed to
provide appropriate services.
= [t is a staff person’s responsibility to make sure that the information that they collect and
record is necessary, accurate, complete, and current.
= Data privacy applies to all information gathered for program purposes, including people’s
presence or status in a program.

For example, if someone calls an agency and asks if a certain person lives or is served
there, it should not be disclosed without valid authorization because this is considered
private information, Likewise, if someone who works in one agency asks if you work
with a certain person, you should tell him or her that this is private information that
you cannot disclose. This sometimes happens when a person moves from one
program within an organization to another. It may seem harmless, but even casual
conversation about a person receiving service with someone who isn’t involved in
working with him or her can invade the person’s privacy.

= Preserving confidentiality and protecting data privacy applies to both written and oral
exchanges. Conversations about people receiving services should occur only in the work
environment and only when required.

It is not uncommon for staff to socialize during non-work hours. Since the primary bond
for most co-workers is the job, it is natural in these situations to discuss work.
Confidentiality problems can arise when co-workers discuss client-related
experiences public places where they can be overheard. For example, if a program
employee is in a restaurant talking with co-workers about John Jones’ latest
behavioral incident, and John’s cousin from out of town is in the next booth and

overhears the conversation, it is a clear violation of data privacy and confidentiality.
13

In addition to the privacy-rights procedures discussed above, further steps must be taken
whenever specific information is requested.
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Conditions for Release of Information
Before information regarding a person receiving services can be released, the following
conditions must be met:

Consent must be given by that person or his or her legal representative.

Consent must be informed. Pertinent legal rights must be explained in a way that ensures
that the person who is consenting fully understands the agreement.

Consent must be voluntary. There must be no use of coercion or threats in order to get a
person receiving services or his or her legal representative to sign a release-of-information
authorization.

A person receiving services or his or her legal representative may choose not to release
information or only part of the requested information.

A Consent to Release Information form may be signed only by the person receiving
services or his or her legal representative. (Confirm that the person signing has the legal
authority to do so. For example, if a person is under state guardianship or another type of
guardianship or conservatorship, the person’s parent or family member might not be
authorized to sign.)"

Consent to Release Information

When there is a need to share information, a Consent to Release Information form must be used.
The length of time for which this form is valid varies with the situation. Some releases are valid
for a one-time release of information. Others can be valid for multiple occurrences up to one
year after the form is signed. The State of Minnesota requires that no release be valid for more
than one year.

The completed form must indicate

who will release the information

who will receive the information

what information will be released and for what purpose.

that the person receiving services has the right to revoke the consent given

that the information being released is protected by the Minnesota Government Data
Practices Act

the signature of the person receiving services or his or her parent or guardian

the date of signature.

A sample form is included as the last page of this chapter.

When using Consent to Release Information forms:

Be sure that parents or guardians are familiar with all information being released, the
reason for the release, and how the information will be used.

Use a separate form for each agency or person receiving information.

Release information only from records kept by and generated by your agency.
Information from other sources may not be released or copied. Only the generator of the
information may release the information.

Center for
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e Confirm that the parent or guardian signing the form has legal custody of the child whose
information is being released.

e Try to obtain the name of a contact person within the requesting agency. This can help
when clarification of the reason for the release is necessary.

e Remember to maintain confidentiality of all written records and orally transmitted
information that you use and handle.

Tennessen Warning

(excerpted from the Service Coordination Resource Manual)"

Whenever a person receiving services (or their legal representative) is asked to provide private or
confidential information about themselves, they must have information about how that data will
be used. The privacy rights notice gives some basic information about routine use of data and
data sharing within the program and service delivery system. This notice does not take the place
of informed consent and signed authorizations to release specific information. The privacy rights
notice is sometimes referred to as the Tennessen Warning after the Act’s initial author, Senator
Robert Tennessen of Minneapolis.

A privacy rights notice must contain the following components:
= the purpose and intended use of the requested data within the agency or statewide system
= whether the individual may refuse or is legally required to supply the requested data
= any known consequences of supplying or refusing to supply the data
= the identity of other persons or entities authorized by state or federal law to receive the
data

In most programs, a printed privacy rights notice is provided to the person receiving services
upon admission and is updated periodically thereafter, usually annually. The notice should be
explained to the person in terms that he/she can understand. The form is then signed by the
person, or legal representative, and placed in the person’s permanent record. A copy is given to
the person and their legal representative.

Informed Consent

(excerpted from the Service Coordination Resource Manual)"

Informed consent refers to the person’s ability to voluntarily participate in a rational decision-
making process regarding treatment or services and the ability to weigh the risks and benefits of
the proposed treatment/services after being provided the information. Determining the person’s
ability or capacity for informed consent can be difficult. Many programs rely on a
recommendation from the person’s physician or psychologist as to whether the person has the
necessary capacity to understand all the consequences of his/her consent. This is typically
conveyed to the interdisciplinary team who makes the overall judgment regarding the person’s
ability to consent. If the person is under guardianship or conservatorship, the legal representative
is responsible for giving informed consent.

Informed consent is generally required for
= the person’s participation in research projects
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= release of photos, videotaping, and multimedia projects

= reviewing Vulnerable Adults incidents with Human Rights Committee
= release of personal record information

= aversive or deprivation procedures

= psychotropic medication authorization

Before it is implemented, the proposed procedure, program, treatment, or use of the information
must be explained to the person receiving services or his/her legal representative in terms he/she
can fully understand.

The following conditions must be met:

= Consent is freely provided, not under duress.

= The person receiving services’ condition is clearly understood by the person or his/her
legal representative.

= The reason for the authorization is completely understood by the person giving consent.

= Alternatives to the procedure, program, treatment/service, or use of information (if any)
are explained and fully understood.

= Risks and benefits of the procedure, program, treatment, or use of information are
explained and fully understood.

= Chances of success of procedures, programs, or treatments are explained and fully
understood.

» The consent is time-limited and in writing.

Access to Records

(excerpted from the Service Coordination Resource Manual)®”

The law requires that persons receiving services or their legal representatives be allowed access
to their records. The program can implement policies requiring written requests and approval for
record review, and the program may be able to require that record review be conducted in the
presence of specified staff. Persons receiving services should be informed on their admission to
the program of their right to review their records as well as any policies and procedures the
program has for this. If a person receiving services is denied access to his/her record, the reasons
for denial must be documented prior to the person’s written request for access. Persons receiving
services or their legal representatives can challenge the accuracy or completeness of the
information contained in the record. This is usually accomplished through the procedures
established in the program’s grievance policy.
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Forms
=  When use of a Consent to Release Information form is required, a single form will be
used for this interagency. The form will be initiated at central intake and will be in effect
for no more than one year.
e Copies of Consent to Release Information forms must remain in children’s files.

Sensitive Data
SOME DATA—FOR EXAMPLE, HIV STATUS OR THE PRESENCE OF OTHER COMMUNICABLE
DISEASES—IS VERY SENSITIVE.

e Employees should be informed that they are serving a person infected with HIV only
when that information is necessary to help them care for and protect the infected person
appropriately. Practicing good hygiene while providing child care will adequately protect
all parties against the risk of viral transmission.

Child Protection

As a service provider and mandated reporter, if you know or have reason to believe that a child is
being neglected or abused, or has been neglected or abused within the last three years, you must
report this to Child Protection. This is the only information that may be disclosed without
parental consent.*

Confidential Information
e This information should be stamped confidential.
e This information should be released by subpoena only (e.g., Child Protection reports).
e This information should be stored in a file other than the primary case file.

Orally Provided Information
Orally provided information should be given the same privacy treatment as written information.
e Orally provided information should be disclosed on a “need-to-know” basis.
¢ Communication should be purposeful (avoid gossip).
e Those sharing information should remain nonjudgmental and respectful of individual
differences, and avoid “labeling.”

Additional References
The Key to Privacy, Data Privacy Office, Minnesota Department of Human Services, 444
Lafayette Road, St. Paul, MN 55155

The following Sample Data Privacy Policy is taken from “The Many Hats of Service
Coordination,” Service Coordination Resource Manual, Minnesota Interagency Early Childhood
Intervention Project, 1995.

*Note: Non-consensual disclosure by any health authorities of private HIV data is governed by
Minnesota Stat. S 13.38, subd 2(b) and (c) (Supp. 1987).
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SAMPLE DATA PRIVACY POLICY I

Sample policy taken from “The Many Hats of Service Coordination.”"

General
The purpose of this document is to inform agencies and their employees about data privacy and
protect the data privacy of the families we serve (confidentiality/liability). In addition, it is the
intent to understand the policy of each agency and to agree on a process of working together with
families.

Data Classes Defined
Data classification determines rights and liabilities. There are three classifications of data. Only
data that is pertinent to the assessment and provision of services through the interagency is
collected. All information is contained in one file source for each agency.

= Public data is accessible to any member of the public for any reason.

= Private data is not accessible to the public but is accessible by the subject of the data.

= (Confidential data is accessible to neither the data subject nor the public.

Examples of Data

= Public data: Statistical data such as the number of 4-year-olds receiving special education
services. Data which does not have a name attached.

= Private data: Most data will be considered private data. Some data labeled as confidential
may be private data according to the legal terms written above. A psychological
evaluation, for example, may be labeled confidential; however, it is available to the
parents of the child and is, therefore, considered private.

= Confidential data: Confidential data will be limited. Examples are adoption information
or reports to Child Protection.

= Sensitive data: This category will be defined for this document only. Because certain
data is of a sensitive nature, it may be treated with special consideration. An example is
HIV status.

DATA COLLECTION/ RELEASE
Collection
Data is collected at a number of points in the process of accessing services from a variety of
agencies. The family has a right to give or refuse to give information based on the Tennessen
Warning. Data is collected for the following reasons:
e to determine eligibility for services
to help provide appropriate services
to provide information to the state and federal government
to prepare statistics and evaluate studies
to determine financial resources available for identified service needs
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Permission

Permission is obtained in writing from the parent or legal guardian for a variety of reasons for
each agency. Permission in writing usually means a signature on a form which has been
explained, with the Tennessen Warning, to the parent or guardian. If no parent or guardian can
be found after a “reasonable effort,” each agency must follow its policy for who can give
permission. “Reasonable effort” is defined by each agency. For example, it may mean sending
two registered-mail letters and having them returned. Directives for each type of agency are
briefly listed below.

Education:
e Permission must be obtained for three purposes:
1. to assess

2. to share information and gather information
3. to provide services
e Ifaparent or guardian cannot be found, the special education director of the district will
appoint a surrogate parent and qualify their parameters of permission
e Ifachild is a ward of the state, a social worker is assigned as the guardian and can sign
educational permission forms

Social Services:
e Permission must be obtained to share information with other agencies.
e The signature of a parent or guardian is required on an application to receive services.
This does not apply to Child Protection services.

Health:
e Permission must be obtained to share information with other agencies.
e The signature of a parent or guardian is required to receive services, except when the
services are court-ordered or in Child Protection cases.

Separate Permission for Sensitive Data
The agency can treat certain data as sensitive data, such as HIV status. This type of data will
require a separate permission form.

Situation That Does Not Require Permission

Minnesota statute requires that “a professional or his delegate who is engaged in the practice of
healing arts, social services, hospital administration, psychological or psychiatric treatment,
childcare, education, or law enforcement, who has knowledge of or reasonable cause to believe a
child is being neglected or physically or sexually abused shall immediately report the
information” to the appropriate authorities. (Minnesota Statues Section 626.556)

Release of Information

Information is shared in several forms: oral, written, electronic/digital data formats (computer),
or on videotape. The release of all information will be treated the same. Sharing oral
information should be considered as carefully as sharing written information.
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Data is collected through a variety of sources. Families share information with representatives of
many agencies. Some of the information is often helpful to members of other agencies. Only
information that is essential to the collaborative delivery of services is shared. Care must be
taken to share only the information requested by police officers and Child Protection workers.
This does not preclude mandatory reporting of neglect or child abuse. Information can be shared
through subpoena.

Release of information forms in the file determines who has access to the current information.
The release of information form is in effect for one year only.

For sensitive information, “need to know” is defined by the sensitive data Release of Information
form.
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Your Data Privacy Rights
Information for Parents and Guardians

The Minnesota Data Privacy Act (Minnesota Statutes, chapter 13) gives you the right to know
the information about your child that a service provider maintains as well as the information that
it releases. You have the right to know

. why the information is needed

o how the information will be used

o what will happen if you do or do not give certain information
o with whom the information will be shared

What are your rights when supplying information?
You have the right to refuse to supply requested information. However, without certain
information, an agency may not be able to provide you with services.

Who has access to private and confidential information about you or your child without
specific release forms completed?
= paid or volunteer staff within the program
= Social Security Administration, if you apply for or receive benefits
= Jocal law enforcement agencies and health departments in matters of child abuse/neglect,
in which case information could be shared to ensure protection of you or your child and
identification of the perpetrator
= appropriate parties in the case of an emergency, as necessary to protect your, your
child’s, or other people’s health and safety
= the courts, as the result of a court order
= government agencies, including Minnesota Department of Human Services
= private agencies or individuals who are contracted to provide a service such as
transportation
= court-appointed guardians, conservators, people who are granted power of attorney, or
relatives who may be legally or financially responsible for your child
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CONSENT FOR THE RELEASE/REQUEST FOR INFORMATION

I/We the undersigned client hereby authorize (Agency)

Agency address and

Name of person and/or program

Address

EXCHANGE INFORMATION REGARDING

(CLIENT NAME) DOB

For the purpose of

*Please send to the attention of

*Information Requested Information to be Released
____ family information _____enrollment/demission
_____ immunization records ___ family information/update
_____medical history _____ immunization record
_____health form(s) _____physician’s health form
____Individual Education Plan(s) _____ parent’s health form
_____evaluation and/or progress report _____Individual Education Plan
_____assessment data _____ initial evaluation report
_____psychological/standardized testing ____ initial evaluation assessment
__ discharge summary ____progress reports
_____purchase of service _____ assessments

____ therapy authorizations ____ program letters

____ other ___ other

1I/We understand that our records are protected under state and federal confidentiality regulations and
cannot be disclosed without my/our written consent unless otherwise provided for in the regulations.

1/We understand that I/We may revoke this consent at any time, and that, in any event, this consent
expires automatically as described below. I/We understand that information exchanged is limited to staff
whose work assignments reasonably require access to my data within the purposes specified in the
services provided.

Date executed Consent expires

Signature of client (parent/guardian if client is under age 18) Relationship to Client
Note: Only information originating through the above stated agency may be released. The agency has no

secondary-release rights on information from other sources (e.g., psychological evaluations, doctor’s
letters, etc.).
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Intake

1t is recommended that all children in the program complete an intake process that provides
general information about the child, their abilities, talents and interests. Providers cannot
require parents of children with special needs to complete a separate intake process. Providers,
however, can offer families additional opportunities to communicate a child’s needs to assure
successful program opportunities.

When a school-age care provider receives a request for services for a child with special
needs, it is important that the provider gain information about the needs of the child and
any adaptations necessary for the child to be successfully included. Having information
prior to providing services can ease the process, assure clear communication between all
parties and may also speed up the process, which eases stress on the provider, the child and
the family and supports a more successful opportunity for the child.

Information can be obtained through phone contact or scheduled meetings. Optimally,
phone interviews would be completed first, primarily for efficiency.

The intake process is important in establishing rapport and a plan with the team, including
the parent. The key to a positive and thorough intake process is to be organized. Sample
forms for use in this process are included in this chapter. They can be tailored to fit the
provider needs. They can be used in full or used in pieces as appropriate.

Intake Proce