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TIPS:
Trends for Inclusive Pediatric Services

P hysicians and other healthcare providers are often the first people parents speak
with when they have concerns about the development of their children. Thus,
the healthcare provider is often the critical entry point for families to access
information, resources, and services designed to enhance a child's development in
all realms. Meeting the needs of children with disabilities or special healthcare
needs is a complex process for all involved. It requires highly refined skills in
communication, cooperation, coordination, and collaboration. These
collaborative efforts must involve parents, other family members, primary care
physicians, other healthcare providers, and other service providers in a close
partnership. When fully realized, alliances and collaborative efforts enhance the
care provided to children and improve the outcomes for children and their
families.

Physician training, as well as training in other human services fields, is beginning
to incorporate a more comprehensive, coordinated, system-based model of care
that defines how services should be provided within the context of the family's
needs. The principles of family centered care and cultural competence are key in
this approach. Parents should be viewed as the experts regarding their children,
because they are. Their input
must be valued as essential for
providing appropriate care
that recognizes the family’s
unique role. Parents provide
the bulk of direct care,
advocacy, and coordination of
services for their children. For
this reason, parents need to be
supported in their natural care
giving roles by being fully
informed and respected as
active decision makers. When
parents feel valued and
competent, they become more
effective in caring for their e _
children. For those who are SR B,L-Dai’ling_i’& M,ﬁl.-Perer '(1994) |
willing to listen and learn, "

a large part of the answer to the :
problems of parents and " -
_ professron‘als W kmg together lles
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parents can be excellent teachefs, offering healthcare and service providers
valuable information about their experiences with and knowledge of their
children. ' '

The role of the primary care physician is expanding in many ways. A shift in
- paradigms is occurring from the purely clinical or biomedical perspective to a
model that emphasizes a social systems or biopsychosocial perspective. In 1978
the APA task force indicated the need for physicians to gain skills for:

¥  providing care to children with biosocial and
developmental needs.

¥ improving interpersonal and professional approaches
toward children with disabilities and their families.

Y improving and increasing participation on inter-
disciplinary teams.

In addition, physicians need to be
aware of the variety of problems
and risk factors for children, i.e.
illness, disease, developmental
S - delays, and behavioral difficulties.
‘Comprehensive . Biological and environmental risk

‘_ Coordmated

factors that may cause
developmental delays or disabilities
need to be considered as well.
Helping family members adjust to
and live with their child’s difficulties
is increasingly part of the continuum
of pediatric services along with
prevention, health promotion, well
child care, acute condition care,
treatment, and rehabilitation. Thus,
healthcare providers need
information about the resources, supports, and services available to families. It is
the responsibility of healthcare and service providers to assure that services are
coordinated, complimentary, and consistent. A well integrated network of
services addressing the total needs of the child and family is essential.

¥ Culturally competent”

Introduction and Objectives




There are a number of barriers to providing effective and comprehensive care to
children - with disabilities and special healthcare needs and to their families.
Services are often fragmented due to a lack of communication and coordination
among healthcare and service providers, as well as with the family. Roles,
responsibilities, and expectations may not be clearly defined and individual efforts
may not be efficiently coordinated or managed.

Several key concepts are associated with best practices in both primary care and
early intervention philosophies and practices. These promote care that is family
centered, community based, comprehensive, and collaborative. To this end the
Family-Physicians Alliances Project is an effort to enhance relationships
between parents, physicians, and other healthcare providers. In the spirit of
building alliances, TIPS: Trends for Inclusive Pediatric Services has been
developed. Family members of a child with disabilities or special healthcare
needs have been asked to share this booklet with you. Our hope is to encourage
these partnerships by offering physicians and other healthcare providers
information that will be useful in caring for children and supporting families in
family centered, comprehensive, coordinated, and collaborative ways.

Who We Are

The Division of Child and Family Studies, part of the University of
Connecticut's Department of Pediatrics, administers numerous state and federal
grants. These grants provide funding for research, demonstration, and training
projects that offer service, support, resources, and materials to personnel from a
variety of agencies and disciplines, as well as to families who have children with
disabilities or special health care needs.

The mission of The Division of Child and Family Studies is to design, develop,
and evaluate family centered, comprehensive, collaborative, and community-
based service delivery systems that will enhance the development of infants and
children who have disabilities and/or chronic ilinesses. In support of this mission,
the Division of Child and Family Studies is administering a special projects grant,
known as the Physicians Training Project. The purpose of this grant is to provide
practicing pediatricians, pediatric residents, and medical students with information
regarding their role in Connecticut's early intervention and special education
systems. '

TIPS: Trends for Inclusive Pediatric Services
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Objectives

It is our intention that the readers of TIPS: Trends for Inclus:ve Pedlatnc
Services will: .

¥ Gain an understanding of the specific components of
laws pertaining to children with disabilities, ages birth to
21, and their families, particularly the Individuals with
Disabilities Education Act and its provisions for children
ages birth to three. -

¥ Gain awareness of skills required to apply the nine
principles of family centered care.

Y Increase understanding of the value of cultural
competence and skills for working with those who are
“culturally different” in the broadest sense of the word.

Y Gain skills for providing coordinated care to children
with disabilities and special healthcare needs and their
families.

Y Gain understanding of communication practices that are
‘supportive to families and that help family members
identify their concerns, priorities, and resources.

¥ Gain understanding of the benefits of collaboration and
alliance building and the skills to do this effectively.

¥ Understand the advantages and procedures for referring
families to early intervention programs, and the
physician's role in providing services to children ages
birth to three.

¥ Gain an awareness of ways to maximize community
based resources and support systems for children and -
families.

¥ Be able to employ tools that make office procedures
more efficient for children with disabilities and special
healthcare needs.

Introduction and Objectives




Finally, it is hoped that readers of TIPS will provide comprehensive,
coordinated, continuous, collaborative, family centered, éommumty based,
and culturally competent care to children with disabilities and special healthcare
needs and their families.

Feedback

In the pocket inside the back cover of TIPS, you will find a large postcard which
asks for your feedback about this booklet. We would very much appreciate your
completing this evaluation form and returning it to us at your earliest
convenience. Your response is important to us as we plan further projects that
support families and physicians working together in caring for children with
disabilities and special healthcare needs.

TIPS: Trends for Inclusive Pediatric Services
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TIPS
Laws Pertaining to Children with Disabilities

The Individuals with Disabilities Education Act (IDEA, P.L. 101-476)
guarantees that all children with disabilities, ages birth to 21, have a right to a free,
appropriate public education. A description of the five underlying premises of the
Individuals with Disabilities Education Act (IDEA) follows.

The Zero Reject Principle

A free, appropriate public education is guaranteed for all
children ages 3-21 regardless of the severity of the
individual's disability. Children under three may be
provided services if state law, regulation, or judicial ruling
mandate them. In Connecticut, services are currently
provided to children under age 3 through Part H of
IDEA.

Nondiscriminatory Assessment

A multidisciplinary team must conduct an evaluation in
the child's primary language or mode of communication,
using observations and non-biased, wvalidated
instruments. The child must be evaluated in all areas
related to the suspected disability. The assessment
should allow the child to display his or her capabilities
and strengths, as well as his or her needs and difficulties.

Individualized Education Plan (IEP)

An appropriate Individualized Education Plan must be
written for each child. This legal document should be
developed during a team planning meeting composed of
parents, a school administration representative, the
child's teacher, members of the evaluation team, and
others (such as a physician) invited by the parents or the
school. The IEP will contain a statement of the child's

TIPS: Trends for Inclusive Pediatric Services
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current level of performance; long term goals and short
~ term objectives; specific educational services the child
will need; the date for beginning services, and the
anticipated duration of the services; the extent of the
child's participation in the regular or mainstream
- education program; and how to determine whether the
goals and objectives for the child are being met.

Least Restrictive Environment (LRE)

To the maximum extent possible, schools must educate
children who have disabilities with their peers who do
not have disabilities. To provide the Least Restrictive
Environment for children:

® Special classes, separate schooling, or
otherwise removing a student with
disabilities from regular education should
occur only when the nature or severity of
the disability is such that education in
regular classes cannot be achieved
satisfactorily even with the use of
supplementary aids and services.

e Schools must provide a spectrum of
placement options (regular classes, regular
classes with minimal support, regular classes
with one-to-one assistance, special
education classes, etc.), and supplementary
services (adaptive physical education,
speech and language, etc.).

e Schools must provide education as close to

the student's home as possible, and allow a

- student to participate in extracurricular and

nonacademic activities to the extent
appropriate. '

® The school must work to return a child with
disabilities placed outside of the regular
education classroom back into the regular
classroom as soon as possible.

Laws that Serve Children with Disabilities
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Due Process and Parent Participation

School districts must establish and follow specific .
procedures in order to protect the rights of children and

their families. Due process procedures must include the

following components: ' ‘

* Parents may examine all records pertaining
to their child.

e Parents have the right to obtain an
independent evaluation of their child, in
addition to that provided by the school
district and its staff.

¢ Parents must be given the opportunity to
consent or object to the identification,
evaluation, or placement of their child.
They must be informed of the team
planning conference and encouraged to
participate. Meetings must be scheduled
at times convenient for parents and
appropriate communications must be
maintained with them.

¢ Parents or guardians must receive written
notice if a change is proposed in their child's
classification, evaluation, or educational
placement.

¢ Parents have a right to an impartial due
process hearing conducted by a hearing
officer, and/or mediation if they are in
disagreement with the school district.
Parents have the right to be represented by
a lawyer, to give evidence, and to cross-
examine. Hearings may be requested by
the parent or by the school district.

¢ Surrogate parents must be appointed to
provide representation and informed
consent for children whose parents or
guardians are not known, or who are not
available.

TIPS: Trends for Inclusive Pediatric Services
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Pfarf A-General Provisions

Special Education

Special education is defined as "specially designed
instruction, delivered at no cost to the parent, to address
the unique needs of the child" in accordance with an
Individualized Education Plan (IEP). The child may
receive this instruction in the classroom, in the home, in
hospitals, and in other settings, such as community early
childhood programs.

Eligible Disabilities

Under Part A, general provisions, eligible disabilities
include:

e Mental retardation

e Hearing impairments

. Speéch and language impairments

¢ Visual impairments, including blindness
e Serious emotional disturbance

¢ Orthopedic impairments

* Autism

e Traumatic brain injury

e Other health impairments

e Specific learning disabilities

Related Services

These include transportation and other developmental, .
corrective, and supportive services as required to assist a
child with a disability to benefit from special education.
They include:

e Speech therapy

TIPS: Trends for Inclusive Pediatric Services
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* Audiology

L Psychological services

. Physical and occupational therapy

. Recreation, including therapeutic recreation

e Early identification and assessment of
disabilities in children

* Counseling services, including rehabilitative
counseling

* Medical services for diagnostic or evaluative
purposes

® School health services (e.g., tube feeding,
suctioning, catheterization, etc.)

® Social work services in schools

* Parent counseling and training

Transition Services

1

These are designed for secondary-age students. They
include a coordinated set of activities that promotes
movement from school to post-school living, including
post-secondary education, vocational training, integrated
employment, supported employment, continuing adult
education, adult services, independent living, and
community participation. These long term, outcome
oriented activities are based on the individual student's
needs, preferences, and interests and are incorporated
into the student's Individual Transition Plan no later
than his or her 16th birthday. A statement of
interagency roles, responsibilities, and linkages must also
be incorporated. The local education authority is
responsible for initiating transition planning for students
with disabilities with the cooperation of representatives
from adult services agencies.

Laws that Serve Children with Disabilities
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Part H-Early Intervention SerVices for Infants and Toddlers

Under Part H of IDEA, early intervention services for infants and toddlers (ages
birth to three) must be provided within a statewide, comprehensive, coordinated,
multidisciplinary, and interagency model of service delivery. The components of
this service delivery model are described below. .

- Lead Agency

Each state is to designate a lead agency that will be
responsible for the administration of funds under Part H.
In Connecticut, the lead agency has recently shifted from
the State Department of Education to the Department
of Mental Retardation.

State Interagency Coordinating Council

Each state is required to establish a State Interagency
Coordinating Council (ICC) whose role is to advise and
assist the early intervention lead. Members of the state
ICC are appointed by the Governor, in accordance with
the following federal guidelines:

* At least 20% of the membership must be
parents of children with disabilities, birth
through age twelve.

e At least one representative from the state
legislature.

* At least 20% of the membership must be
providers, both public and private, of early
intervention services.

e At least one person representing the training
of personnel. '

e At least one representative of the state
governance of insurance.

e Other members representing the state
agencies involved in early intervention
services for infants and toddlers with

TIPS: Trends for Inclusive Pediatric Services
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* disabilities and their families (Education,
Mental Retardation, Children and Families, -
‘Health and Addiction Services, Social
Services, Office of Protection and
Advocacy, Board of Education and Services
for the Blind, and Commission on the Deaf
and Hearing Impaired. ).

Point of Entry

The Comprehensive Child Find system is established
as the point of entry into the early intervention system.
This system must include procedures to ensure that all
eligible infants and toddlers are identified, located, and
evaluated. Connecticut has a single point of entry
through INFOLINE, a statewide service that provides
referral to Birth to Three services, as well as information
of other community based services for children and
families.

Indivi'dualized Family Service Plan (IFSP)

Each eligible infant or toddler and his or her family shall
receive a multidisciplinary assessment and, based on
information from these evaluations, an Individualized
Family Service Plan (IFSP) will be developed.

Service Coordination

A service coordinator is appointed and is responsible for
assisting an eligible child and his or her family to receive’
the rights, procedural safeguards, and services that are
provided under the early intervention program. Service
coordinators serve as the single point of contact for the
family and all service providers. Service coordination is
provided at no cost to the parents.

Laws that Serve Children with Disabilities
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Payment

As Part H does not come.under a free, appropriate

" education, the lead agency will establish "policies related
to how services to children eligible under this part and
their families will be paid for." In addition, "the inability
of the parents of an eligible child to pay for services will

" not result in the denial of services to the child or the
child's family." (P.L. 101-476, Section 303.520). Thus,
early intervention services are provided at no cost to
families.

Types of Services Available under Part H

Assistive technology device: using any item, piece of
equipment, or product system to increase, maintain, or
improve the functional capabilities of a child with
disabilities. Examples include a switch controlled toy,
picture communication board, or a feeding chair.

Assistive technology services: directly assisting in the
selection, acquisition, or use of an assistive technology
device. Examples include fittings for a specific devise,
maintenance, and ongoing training and support.

Audiology: identifying children with auditory impairments;
referral for medical and other necessary services;
provision of auditory training; determination of the
child's need for individual amplification.

Family training, counseling, and home visits: providing
services of social workers, psychologists, and other
qualified personnel to assist the family of a child in
understanding the special needs of the child and
enhancing the child's development.

Health services: enabling a child to benefit from other early
intervention services, including such services as clean
intermittent catheterization; tracheostomy care; tube
feeding; changing of dressings or colostomy collection
bags; other health services; and consultation by
physicians with other service providers concerning the
special healthcare needs of children that must be

TIPS: Trends for Inclusive Pediatric Services
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addressed in the course of providing other early
intervention services.

.Medical services only for diagnostic or evaluative purposes:
diagnosing and evaluating to determine a child's
developmental status and need for early intervention
services. These services must be provided by a licensed
physician.

Nursing services: assessing a child's health status; providing
nursing care; provision of nursing care to prevent health
problems, restore or improve functioning, and promote
optimal health and development; administration of
medications, treatments, and regimens prescribed by a
licensed physician.

Nutrition services: conducting individual assessments;
developing and monitoring plans to address the
nutritional needs of children; making referrals to
community resources to carry out nutrition goals.

Occupational therapy: addressing the functional needs of a
child related to adaptive development, adaptive behavior
and play, and sensory, motor, and postural development
designed to improve the child's functional ability to
perform tasks in home, school, and community settings.

Physical therapy: promoting sensorimotor function through
the enhancement of musculoskeletal status,
neurobehavioral organization, perceptual and motor
development, cardiopulmonary status, and effective
environmental adaptation.

Psychological services: administering psychological and
developmental tests and other assessment procedures;
interpreting assessment results; obtaining, integrating,
and interpreting information about the child’s behavior,
and the child and family conditions with regard to
learning, mental health, and development; planning and
managing a program of psychological services.

Service coordination: coordinating all services across agency
lines; serving as the single point of contact; assisting

- parents in gaining access to early intervention services

and other services identified in the Individualized Family

Laws that Serve Children with Disabilities
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Service Plan; coordinating the provision of early
intervention services and other services (such as medical
services for other than diagnostic and evaluation:
purposes) as needed.

Social work services: evaluating the child's living conditions
and patterns of parent-child interaction; preparing a
social or emotional developmental assessment of the
child within the family context; providing counseling to
parents, other family members, and the child and
parents together; identifying, mobilizing, and
coordinating community resources and services to
enable the child and family to receive maximum benefit
from early intervention services.

Special instructional services: designing learning
environments and activities that promote the child's
acquisition of skills in a variety of developmental areas,
including cognitive processes and social interaction;
planning a curriculum that will achieve the outcomes in
the child's Individualized Family Service Plan; providing
families with information, skills, and support related to
enhancing the skill development of their child; working
directly with the child to enhance development.

Speech/language pathology: identifying children with
communicative or oropharyngeal disorders, or delays in
the development of communication skills; referral for
medical or other professional services; provision of direct
services.

Transportation and related costs: covering the cost of travel
(e.g., mileage, or travel by taxi, common carrier, or other
means) and other costs (e.g., tolls and parking expenses)
necessary for the child and the child's family to receive
early intervention services.

Vision services: evaluating and assessing visual functioning,
including the diagnosis and appraisal of specific visual
disorders, delays, and abilities; referral for medical or
other professional services; communication skills
training; orientation and mobility training in all
environments; visual training; additional training
necessary to activate visual motor abilities.

TIPS: Trends for Inclusive Pediatric Services
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Do I understand the five basic components of IDEA?

Am I aware of the eligible disabilities and related services
available to children ages 3-21 under the general
provisions of IDEA?

Do I know the Lead Agency for administration of funds
for early intervention services in Connecticut?

Have I had contact with individuals who serve on the
Local Interagency Coordinating Council for the
community in which I practice? -

';a\}_}f "
Do I know how the Comprehensive Child Find system is
set up in Connecticut, and how to contact the point of
entry for early intervention services?

Am | aware of the components of the Individualized
- Family Service Plan?

Do I understand the role of the service coordinator in
early intervention, and do I know who the service
coordinator is for children with disabilities in my
practice? '

Am | aware of the types of services available to children
ages birth to three?

How do I provide family members with information
about IDEA, as well as other laws that serve children?

. Laws that Serve Children with Disabilities
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TIPS

" Family Céntered‘Healthcare

Family centered care is both a philosophy and a set of practices originally
developed by the former Surgeon General, C. Everett Koop, M.D., Sc.D. As a
philosophy it encompasses the key premises of "best practices” in healthcare and
in early intervention programming. Best practice requires the provision of
services that are comprehensive, collaborative, coordinated, family centered,
culturally competent, and community based. In 1994, the Families of Children
with Disabilities Support Act was passed. The language of this law is landmark

in its approach to family support. While passed
unfunded, the intent is to provide financial
incentives to states that develop comprehensive
family support systems. The law established a
comprehensive, coordinated system of family
support that avoids duplication of services, makes
efficient use of existing resources, and prevents
gaps in services to families of children with
disabilities. The primary goal of Act was the
establishment of a state Family Support Council,
the composition of which is 66% parents. The
Lead Agency of the Connecticut Family Support
Council is the Department of Mental Retardation.
The Family Support Council is charged with
overseeing the implementation of state programs
that:

Y Strengthen the family and maintain family unity.
¥ Enable all children with disabilities the opportunity to

grow up within their family.

¥ Enable children and families to find the support services
they need to have typical lives in the community.

¥ Reduce the costs to families who care for children with

disabilities at home.

¥ Provide a quality of life comparable to that of similarly
situated families who do not have a child with a

disability.

TIPS: Trends for Inclusive Pediatric Services
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' Enhancé the capacities of all family members.

The major premise of the family centered approach in healthcare and early
intervention is that the child is a member of a family, and that family is the center
of care that provides for the child's development and well-being. Family centered
care supports family members in their natural care giving roles, promotes typical
patterns of living, and ensures that family members have choices in the provision
of services to their child. To practice in a family centered manner, it is important
to build relationships based on mutual trust and respect.

Principles of Family Centered Care

The original philosophy of family centered care has been expanded to
incorporate nine principles that provide guidance for developing systems of care
and service delivery models for children with disabilities and special healthcare
needs, while also supporting the needs of families. The nine principles include:

®  Recognizing that the family is the constant
in the child's life, while the service systems
and personnel within those systems
fluctuate.

Children with disabilities and special healthcare needs
move through multiple service delivery systems and are
involved with many different healthcare professionals,
service providers, and specialists. However, throughout
the child's life family members play the central and
consistent role in their child’s life. Since family members
are the constant, it is essential to value thelr ]udgment
observations, beliefs, and hopes.

@  Facilitating family-professional collaboration
at all levels of healthcare.

Healthcare plans should be developed collaboratively
with families, physicians, and other healthcare and
service providers. The healthcare plan needs to reflect
the family's strengths and be tailored to meet the family's
_ needs as defined by the individual members. Skills for

Family Centered Healthcare
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 alliance building and collaboration are essential to this
" process.

Honoring the racial, ethnic, cultural, and
socioeconomic diversity of families.

Each family has its own beliefs, values, strengths, and
needs. To be culturally competent, it is necessary to not
prejudge a family or impose one’s own values or cultural
expectations on the family.

Recognizing family strengths and
individuality, and respecting different
methods of coping. :

Each family defines itself differently and has its own
strengths and sources of support, which professionals
can help to identify. Families nurture and respond to
children's needs differently and all parents wish to feel
competent in caring for their children. There must be
recognition and respect for the uniqueness and strengths
of each family system and each of its members.

Sharing with parents, on a continuing basis
and in a supportive manner, complete and
unbiased information.

Parents need to have access to information about their
child. This information should be shared in language
that is clear and understandable, including diagnosis,
prognosis, treatment options, and available resources.
With complete information, parents are better able to
make informed decisions about the care of their child
and to participate as equal partners in providing that
care. :

Encouraging and facilitating parent-to-parent
support and networking.

Support from other families with similar experiences can
be extremely valuable. Through parent-to-parent
contact, family members can develop a network of
resources and information, enhance their practical skills
for providing care to their child, and gain emotional
support from others who may truly understand.

TIPS: Trends for Inclusive Pediatric Services
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Understanding and incorporating the
developmental needs of infants, children, and
adolescents and their families into
healthcare delivery systems.

A comprehensive healthcare plan should incorporate the
medical, developmental, and social needs of the child,
and the needs of family members in caring for their
child. The healthcare plan should encourage each child
and family to have as normal a life as possible.

Implementing comprehensive policies and
programs that provide emotional and
financial support to meet the needs of
families. '

Family support protocol suggests that families have
access to "whatever it takes" to enable them to
maintain their integrity as a family, and their goals and
visions. The family's needs may include financial
support, respite, child care, service coordination, parent-
to-parent support, transportation, adaptive equipment,

‘assistive technology, housing modifications, and

advocacy. Professionals can play a vital role in linking
families to these resources.

Designing accessible healthcare systems that
are flexible, culturally competent, and
responsive to family identified needs.

Inflexible or fragmented service delivery systems are
often a greater source of stress for families than the daily
care of their children. Healthcare and service providers
need to attend to the ever-changing needs of each child
and family with a flexible, accessible, and responsive
system of services.

Family Centered Healthcare
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The Family as Constant -
a

Q

How do I help family members identify their
needs, concerns, and priorities?

How can | be more consistent in seeking
family members’ input and observations
about what works and what does not work
in caring for their child?

How <can 1 ensure that my
recommendations take into account the
family's needs and concerns?

Collaboration

Q

In what ways ‘can | encourage parental
participation in all phases of the child's care

- and in the decision making process?

How can | effectively and efficiently
communicate with other healthcare
professionals and service providers who
provide services to this family?

How can | become more available for
consultation with other healthcare
professionals and service providers?

Honoring Diversity

Q

How can | become more attuned to the
family's cultural values and belief systems,
particularly when making recommendations
for treatment and intervention?

TIPS: Trends for Incluéive Pediatric Services
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¥  Strengths and Individuality
- QO What strategies can I use to help famlly
members identify their own strengths?

Q What strategies can I use to help family
members identify their own saurces of
support, both formal and informal?

O How can | become more aware of the
strengths and needs of the family as a .
whole, and each of its individual members?

¥  Sharing Information

Q In what ways can I become better at
providing family members complete
information about their child in terms of
diagnosis? Prognosis? Treatment options?
Available resources?

QO How can I ensure that the information I
present is clear and understandable? Is it
presented in the family's primary language?

O How can I more fully support parents’
decision making skills, and respect their
decisions?

¥  Support Networks

Q In what ways can I encourage the family to
seek support from other famlhes and
appropriate agencies?

Q In what ways can I best provide families
with information about other sources of
support?

¥  Developmental Needs

QO How <can [ ensure that my
recommendations for treatment allow
parents to .attend to the “typical”

Family Centered Healthcare
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developmental needs of their child and to .
the “typical” needs of family life?

¥  Policies and Programs

O Do I inform families of agencies, programs,
and services that can assist them in dealing
with all of the concerns related to the care of
their child? '

¥ Healthcare

Q How can I be proactive and respond in a
timely manner to the changing needs of
each child and family?

Q How can | ensure that my services
accessible and flexible to meet these
changing needs?

Q What more can | do to ensure that the
services | provide are in keeping with the
principles of Family Centered Care?

TIPS: Trends for Inclusive Pediatric Services
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TIPS
Cultural Competence

Diversity exists in many forms: race, gender; age, language, physical
characteristics, disability, sexual orientation, economic status, parent/family
status, education, geographic origin, profession, life style, religion, and any other
conceivable difference. Best practices in pediatric care and early intervention call
for open, supportive, and responsive environments in which differences are
valued and encouraged. If an open environment is to be created, everyone
involved needs to be aware of his or her attitudes, beliefs, and actions and how
these may impede or enhance work with those who are viewed as different.

Cultural competence requires a move from
ignorance, prejudice, discrimination, and
stereotyping toward an awareness and
respect for diversity. A desire to expand
one’s knowledge of cultural differences
and how these impact interactions with
children, = families, and colleagues is
essential. Cultural competence refers to
specific skills that help translate beliefs,
attitudes, and orientation into actions and
behaviors in daily interactions with
children, families, and colleagues. It is the
capacity to recognize and respond to the
needs of those who are different from
oneself.

The term cultural is used to describe patterns of behavior, communication,
customs, beliefs, values, and institutions of a specific racial, ethnic, religious, or
social group. In actuality, cultural differences exist even between different
professional groups and between the "culture of ' the medical profession and the
“"culture of' the family. In parent-physician alliances each of member needs to
understand the differences that the other brings to the task of providing care to a
child with disabilities or special healthcare needs. Parents, and healthcare and
service providers all bring wunique beliefs, concerns, priorities, and
responsibilities to the situation. These can be viewed as cultural differences,
and require attention in the same manner as other more commonly thought of
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cultura] differences. In formmg equal partnershlps these dlfferences need to be
honored and respected.

Cultural competence builds upon the principles and practices of family centered
care. Understanding the family within their cultural context is an essential factor
in providing care to the child and ultimately to the entire family. The cultural
context as defined by the family is.often the primary support network for that
family. The following set of principles and values will provide guidance in
assuring that culturally competent healthcare is being given to all children and
their families. :

Respect for difference and diversity

Professionals need to increase their awareness of and
respect for difference, value diversity, and view diversity
as an asset to care practices. Cultural patterns
determine behavior and choices that families make
regarding the care of their children. Exploring and
gaining knowledge of the family's culture, and its
differences in beliefs, practices, interpersonal and
communication styles, and life view is necessary for
developing cultural competence. Individuals have their
own definitions of health and family, and their thought
patterns and behaviors are based on these perspectives.
In understanding the cultural context and preferences of
families, one can more capably support their ability to
recognize problems, make choices, and take
responsibility for creating solutions.

The capacity for cultural self-assessment

What professionals bring to their interactions with
others is impacted by personal experiences and cultural
backgrounds. Thus, an awareness of one’s own
cultural beliefs and behaviors and how they influence
interactions with others is essential.

Cultural Competence
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The dynamxcs of dxfference

There are - dynamics that occur when people from .
different cultures interact. Professionals need to be
aware of how this affects the helping process.
Difference can create discomfort or conflict. There may
be misunderstandings, a history of distrust, or errors in
judgment and expectations between individuals from
different cultural backgrounds. One needs to address
these dynamics openly and with sensitivity.

Flexible service models

Services and service models need to be adapted to meet
the needs of diverse populations. This flexibility needs
to be incorporated into office practices and policies.
Service provision needs to fit the family's cultural
context, and to be truly accessible, acceptable, and
available. It is important to develop help-giving
practices that are culturally supportive and enriching,
and that allow families to feel comfortable in medical
settings. .

Culturally appropriate resources

Families must be linked with natural informal support
systems and helping networks within the community.
Natural support systems include the extended family,
the neighborhood and community, spiritual and
religious groups and leaders, places of worship, schools
or daycare programs, etc. -

TIPS: Trends for Inclusive Pediatric Services
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What can [ do to show respect for the individuality of-
each person and family with whom I work?

How can I more effectively demonstrate a respect for
diversity and an acceptance and appreciation of
differences?

How can I become more open to learning about the
culture and beliefs of families, particularly related to the
care of their children?

How can | become more attentive to the “cultural
differences” that exist between being a healthcare
provider and being a parent?

How can I become more aware of how my cultural
background effects my perceptions, behaviors, and
choices both in my life and in my work?

How can | demonstrate that | am willing to consider
differences in viewpoint?

What strategies can | use to discuss disagreements
openly with family members?

How can I more fully support parents as they define
problems and make decisions within their own cultural
context?

How can I ensure that the services provided through my
practice are flexible enough to meet each family’s"
needs?

In what ways can | help family members find natural
sources of support within the community?

What more can I do to ensure that my office functions in
a culturally competent manner?

Cultural Competence
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TIPS
Care Coordination and The Medical Home

Changes in the field of providing
care to children with disabilities and
special healthcare needs require the
incorporation of social systems and
family systems perspectives in
addition to clinical perspectives. Best
practices in primary care show that
family centered, comprehensive,
coordinated, and community based
services are most effective in meeting
the needs of children and their
families. = Families need to be
recognized as the primary caregivers
and advocates for their children, and
to be supported in these roles. An
expanding set of responsibilities and
skills are now required of physicians
and other healthcare providers.

Key Aspects of the Physician's Role

Identification
Identifying disabilities, developmental delays, high risk
situations, and special healthcare needs; and providing
developmental evaluations, screening, surveillance, and
assessment.

Referral
Referring children with delays, disabilities, or special
healthcare needs to early intervention services, the
special education system, and other agencies or sources
of support, both medical and nonmedical.

TIPS: Trends for Inclusive Pediatric Services
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Support
. Helping family members identify their own concerns,
priorities, and resources; providing regular and
accessible communication to families; and connecting
families with community resources and informal support
" systemns. _ .

Collaboration _
Participating in the process of developing and
implementing the Individualized Family Service Plan
(IFSP) or Individual Education Plan (IEP); and providing
consultation with the service coordinator or case
manager and other service providers.

Coordination
Providing coordination for all the child's healthcare
needs; assuring continuity of care; and communicating
with other healthcare providers.

Partnering _
Viewing families as partners in the care of their children
and in their ability to act as advisors to the medical
practice.

"If such medncal ant "‘healthcare servi es trily _are to -

.. Care Coordination and The Medical Home
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F. Gallagher and C. Garland (1994) outline an extensive set of competencies for

physicians and healthcare providers who provide care to infants and toddlers with

disabilities. These competencies reflect the practices above and include specific

objectives for identifying children, assessing abilities and disabilities, developing
and implementing Individual Family Service Plans, and for transitioning children

from early intervention services to the public school system.

Obstacles to Referring Children for Services

Physicians and other healthcare and service providers may be reluctant to
suggest that parents seek early intervention services for their child. This may
avert or delay the identification or diagnosis of developmental difficulties or at risk
situations for children No one wants to unnecessarily alarm parents. However,
delays or reluctance on the part of the healthcare provider may increase parental
anxiety and cause the child to miss essential early intervention opportunities.
Obstacles to making referrals may include:

¥ Needing more knowledge, awareness, or experience in
terms of specific delays or disabilities.

¥ Being concerned about the parent's emotional reactions
to the "bad news" or assuming that the parents are "not
ready"” to hear the information.

Y Not acknowledging what parents communicate in terms
of their concerns, observations, and hunches.

¥ Wanting to use a "wait and see" épproach.

Y Not wanting to unnecessarily alarm the parents with a
hasty or premature diagnosis.

Y Not having sufficient information to make a confirmed
diagnosis.

Y Being concerned about the uncertainty of prognosis.

Y ~  Wanting to assume total respohsibility for the child's care

without collaboration with other healthcare professionals
and service providers.

\ Feeling uncomfortable with the fact that there may be no
' successful treatment or cure, or no restoration to
"normal functioning”.
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It is important that physicians and other healthcare providers not permit these
concerns to interfere with referrals to the large number of services available for
~ children with disabilities and special healthcare needs and the families that care

for them.

The Medical Home

Establishing a “medical home! ” for children is in keeping with best practices in
pediatric healthcare and early intervention. The medical home model helps
- physicians and other healthcare providers deliver care to children that is family
centered, community based, comprehensive, and coordinated. Opportunities are
enhanced for effective collaboration between physicians, other healthcare
providers, and the community agencies involved in providing services to children
with disabilities and special healthcare needs and their families.

The American Academy of Pediatrics supports
= the medical home concept where
"A medical home’ comprehensive, coordinated, and family
supports the family; = - centered healthcare can be provided to all
recognizes the - - infants, children, adolescents, and young adults,
importance of particularly those with disabilities or special
continuity, and builds healthcare needs. In an addendum to the
upon an enduring - Medical Home Statement, the American
relationship that spans.. Academy of Pediatrics provides a definition of
a childhood." - - Pediatric Primary Healthcare, which
s T encompasses provision of first contact care;
diagnosis and treatment of acute and chronic
disorders; management of serious and life-
threatening illness; and coordinated
management of health problems requiring
multiple professional services.

American Academyo ‘
Pediatrics (1995)

'The Medical Home Program (RE9262): Ad Hoc Task Force on Definition of The Medical Home.
For more information, contact Marcia Di Verde, AAP Department of Community Pediatrics, (200)
433-9016, ext. 7621.

Care Coordination and The Medical Home
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Serviées within the Medical Hdme Program

Y Provision of preventive care including, but not restricted -
to, immunizations, growth and development
assessments, appropriate screening, healthcare
supervision, anticipatory guidance, and patient and
parental counseling about health and psychosocial issues
(anticipatory guidance). '

Y Assurance of ambulatory and inpatient care for acute
illnesses, twenty-four hours a day, seven days a week,
during the working day, after hours, on weekends, fifty-
two weeks a year.

¥ Provision of care over an extended period of time to
enhance continuity.

¥ Identification of the need for subspecialty consultation
- and referrals, and knowing from whom and where these
can be obtained; provision of medical information about
the patient to the consultant; evaluation of the
consultant's recommendations, implementation of
recommendations that are indicated and appropriate,

and interpretation of these to the family.

\ Interaction with school and community agencies to be
certain that the special health needs of the individual
child are addressed.

Y Maintenance of central record and data base ¢ontaining
all pertinent medical information about the child,
including information about hospitalizations. This record
should be accessible, while maintaining confidentiality.

The Medical Home Program for Children with Special Needs also provides
support to physicians to enhance their healthcare practices for children with
disabilities or special healthcare needs. This program provides information about
strategies and educational materials, as well as technical assistance to phy51c1ans :
for developing a med1ca1 home program within their practice.
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Coordinating Services

Oten there are overwhelming numbers of healthcare and service providers

involved in the care of children with complex needs. Each person’s role and
responsibilities need to be clearly defined. Parents must be asked what their
expectations are for each of the healthcare and service providers. This will reduce
the confusion parents might have as to which provider to turn to when they have
a specific need. Thus, their needs will be more efficiently and effectively met. In
addition, there must be clearly stated guidelines among all involved in the
collaborative process.

N Care Coordination and The Medical Home
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How can I enhance my system for communicating with
other healthcare personnel, specialists,. and other service
providers (via phone, letter, or the parents)?

Do I know who the care coordinator or primary contact
person is for the child's medical care? Does the child
have a medical home?

Do I know who the service coordinator is for children
enrolled in an early intervention program?

Do I know where to find complete medical records for a
child?

How can | enhance my communication with other
healthcare and service providers routinely, under special
circumstances, or when there are changes in condition
and treatment?

Am I made aware of team or IFSP meetings? How can I
participate in these meetings? By phone? By letter?

How can I ensure that other service providers, early
interventionists, teachers, or the school nurse have
appropriate and up to date information on the child's
healthcare needs?

Do I know who is providing preventive, routine, sick and
well healthcare services for each child? Who attends to
the acute or specialty care needs of the child?

Am [ certain about who is implementing and monitoring
the various medical interventions for children who are
involved with several healthcare providers?

Do 1 feel that it is appropriate to ask parents to be
responsible for sharing information between healthcare
providers? If not, what system do I have in place to
accommodate this need?
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O  How can I ensure parents know which healthcare
provider to contact for a specific need that arises?
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TIPS
'~ Communicating with Families

For families of children with disabilities or special healthcare needs the issues,
tasks, and goals of caring for their child can be extremely complex and
overwhelming. Effective communication processes are essential when families,
physicians, and other healthcare and service providers work together, to create
successful outcomes for all involved, and particularly for the child. It is not only
the exchange of information that is important for communication, but the
process by which information is exchanged. Listening, questioning, and
responding are basic communication skills that facilitate understanding, a
supportive climate, and trust between healthcare providers and families. In turn,
trustworthiness reduces the risk of communicating openly and allows everyone
to work towards commonly shared goals in the care of children.

Communication that Benefits Families

Family members will often communicate important information about their life
style, family values, needs, feelings, strengths, and coping strategies. They will
talk about people who are supportive, what they would like to do to help their
child, and concerns they need to have addressed. Professionals need to attend
to what family members communicate, using effective communication skills such
as:

¥ Responsive Listening: An active task that requires
intention, energy, and constant attempts to ensure
understanding. Family members will feel they are
understood when we use verbal cues to paraphrase,
summarize, and reflect on the feelings and information
that they have conveyed. Subtle nonverbal cues also
help family members to feel that what they are
communicating is important. Leaning forward,
maintaining eye contact,” nodding, taking notes, and
using vocalizations are nonverbal cues that encourage
communication.
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Empathic Listening: Understanding feelings that
accompany the thoughts a parent is communicating.
When professionals attend to the feelings of family
members, understanding, support, and trust are-
enhanced. '

Interactive Questioning:  Seeking, clarifying, and
confirming information to enhance understanding.
Family members benefit when questions are specific,
concrete, and focused, asked one at a time, and in ways
that make them easy to answer.

Responding: Providing comments to parents that
reflect impressions, feelings, and observations.
Feedback is helpful to family members when it is
descriptive of reactions, rather than judgmental of their
behaviors. Open ended responses show
understanding, acknowledgment, support, and interest.
These responses lead to continued communication and
enhanced trust. Closed ended or vague and
‘ambiguous responses tend to block communication
and lead family members to feel discouraged or
defensive.

Dialogue: Combines the skills of responsive and
empathic listening, interactive questioning, and
responding. Dialogue ensures understanding of each
others’ concerns and priorities. It encourages family
members to develop their own thoughts, ideas, and
possibilities. Effective dialogue creates a ‘united process,
and enhances the ability to be open-ended and creative
in solving problems and meeting the needs of children
with disabilities and special healthcare needs.

. Communicating with Families
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Concerns, Priorities, and Resources

The principles of family centered
care recognize that the family is at
the center of the child's care and
is the constant in providing that
care. The skills of responsive
and empathic listening, inter-
active questioning, responding,
and dialoguing are particularly
relevant for working with family
members to help them define
their concerns, priorities, and
resources for the care of their
child. Early intervention
philosophy suggests that
physicians, healthcare providers,
and service providers can be vital
in helping family members
identify and meet their needs
and those of their child with
disabilities or special healthcare
needs.

Interventlon |

¥ Family Concerns: Needs, issues, or problems that the
family identifies and seeks assistance in addressing.

¥ Family Priorities: A family's preferences and choices
for which services will be provided and how these
services are implemented.

A Family Resources: The strengths and abilities of
family members, as well as the formal and informal
support systems that can be utilized to meet the family's
stated concerns and priorities.

When helping families define their concerns, priorities, and resources, one needs
to remember that family members determine which concerns, priorities, and
resources are relevant to their life style, life view, and their child's development.

TIPS: Trends for Inclusive Pediatric Services

43



Carl J. Dunst and colleagues (1988) developed a taxonomy of "need categories”
that can be used to help families identify their needs. They also developed The
- Family Needs Scale and The Family Support Scale, valuable tools for identifying
‘a family's needs and resources or support networks. (See pages 40-41).

Conveying Difficult Information

Sharing diagnostic information with parents about their child can be difficult
and complex for physicians and other healthcare providers, as well as for the
parents. Having a child with disabilities or special healthcare needs can impact
the family and its functioning in different ways. It is important to consider how
each family can be affected in these areas:

Y Family dynamics, interactional patterns, and decision
making.

¥ Family planning and participation in the community.

Finances and employment.

-}

Y The spousal relationship, sibling relationships,' and
‘relationships with extended family members and
friends. - ‘

¥ Roles and responsibilities in caring for the child.

It is a family's right to have complete information about the child’s illness or
disability. How that information is conveyed will make a difference in how
parents understand and cope with what they are told. With complete
information, parents can make informed decisions
about the care of their child. - Additionally,. the alliance
with family members is strengthened, and parents can
actively participate as partners in caring for their child.

- The issue’is’
not whether -

Presenting information in an organized manner, and
providing family members opportunity for discussion
and questions is helpful in ensuring their
understanding. Following are some guidelines for
conveying difficult information to families.
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Family history session

The family history session is a time to explore parents' .
ideas about the problem, etiology of the symptoms,

insights, observations, and expectations. It should be

acknowledged that parents have a great deal of

expertise about their child. Parents néed to understand

that history taking is necessary to gain a better sense of

their concerns and questions, and that they are not

being judged or blamed.

Presentation of findings

When presenting information about the child, a
dialogue must be created among family members and
team members. Rather than a one-way presentation,
effective communication skills can be used to ensure
that parents understand what is discussed and ask
questions when clarification is needed. During the
presentation of findings or information about the child,
the following suggestions will help parents feel more
comfortable and be more receptive:

¢ Strongly encourage parents to bring others
who will be supportive of them.

¢ Review parents' observations and concerns.

e Discuss concerns for the child in clear,
understandable language. Connect the
parents' observations and concerns to
clinical understanding.  Diagnostic and
clinical terminology can be presented later. .

¢ Link observable manifestations to internal
processes and provide reasons for what
parents observe.

Diagnosis and clinical findings

At this point parents need to hear the diagnostic and
clinical terminology, as not using it may leave them
fearful and uncertain.
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e . Explain the terminology in understandable,
- clear, and concise language.

‘e Provide information that is specific,
complete, and accurate.

* Discuss diagnosis, prognosis, treatment
options, and recommendations. Parents
need to feel that they have choices about
the treatment for their child.

e Ask parents whether the information makes
sense to them or whether they need
clarification or additional explanation.

e Provide parents the opportunity to ask
questions. Recognize that they may be
overwhelmed at this point, and may not
have questions until later. Assure them that
you will be available to address their
questions at a later time.

e Discuss referrals to early intervention and
additional healthcare services.

e Provide information about parent support
networks, organizations, and advocates.
Ask if they would like another parent to
contact them, as they may not reach out for
support.

e Have printed resource materials about the
child's diagnosis available.

o Immediately. provide a written report that
summarizes the discussion, the clinical
findings, diagnosis, and recommendations.

. Identify and explain the levels of care the
child will need and the responsibilities of all
care providers.

Communicaﬁng with Families
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-

Family Member Reactions

Each family and each individual in that family will react differently to learning
that one of its members has a disability or healthcare need. A wide range of
emotions and behavioral responses are possible and professionals need to find -
ways to be sensitive to, not critical of these responses.

It is important to let family members know that their feelings are acceptable and
that they may experience many feelings at the same time. They need to know
that their feelings are understandable, adaptive, and normal responses to a
significant life change. Parents need support to explore their fears, worries,
confusion, questions, and other emotional responses. Parents may need help to
identify their needs for additional emotional support. When parents explore
their feelings in a supportive environment, their ability to move toward active
parenting and to make decisions about treatment is enhanced. When parents
are perceived to be "non-compliant”, it is the professional’s responsibility to
assess whether they have been helped to identify and express their needs, and
whether those needs have been addressed. All parents want to feel competent.
When their self-identified needs are met, they can fully participate in caring for
their child.

for resources.and: suppott withi

ourself fo say. "l don’t knot
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Family Needs Scale !

. Name ' i Date

This scale asks you to indicate if you have a need for any the of help or assistance in 41 different areas. Please cirde
the response that best describes how you feel about needing help in those areas. :

To what extent do you feel the

need for any of the following . Not Almost ' Almost
types of help or assistance: o Applicable Never Seldom Sometimes Often Always
1. Having money to buy necessities and pay bills............ NA - 1 2 3 q 5
2. Budgeting money.................evvvvvivemniiininneiirerereeerennns NA 1 2 3 4 5
3. Paying for speciaf,needs of my child...............coueee NA 1 2 3 4 5
4. Saving money for the future.............cccovvvveeevcnnenn, NA 1 2 3 4 5
5. Having clean water to drink..............ccccccoeviiii, NA 1 2 3 4 5
6. Having food for two meals for my family..................... NA 1 2 3 4 5
7. Having time to cook healthy meals for my family.......... NA 1 2 3 4 5
8. Feeding my child.................co oot NA 1 2 3 4 5
9. Getting a place to live.........ccccoeovevviveiiiiiiiieeeeee NA 1 2 3 4 5
10. Having plumbing, light, heat.................cccceeveveennnnn. NA 1 2 3 4 5
11. Getting furniture, clothes, toys...............ccoeevvvveeerinnnn. NA 1 2 3 4 5
12. Completing chores, repairs, home improvements.......... NA 1 2 3 4 5
13. Adapting my house for my child..................ccccooon. NA 1 2 3 4 5
14. Getting @ JOb.......ooooeviiieiiii e, NA 1 2 3 4 5
15. Having a satisfying job...........ccccccoeviiiiiiiiiiiiiiiinn, NA 1 2 3 4 5
16. Planning for future job of my child........................... NA 1 2 3 4 5
17. Getting where I need to go..............cooeeiiiiiiiiinnnnnnn, NA 1 2 3 4 5
18. Getting in touch with people I need to talk to.............. NA 1 2 3 4 5
19. Transporting my child..............cccooiiiiiiiiiie, NA 1 2 3 4 5
20. Having special travel equipment for my child............... NA 1 2 3 4 5
21. Finding someone to talk to about my child................. NA 1 2 3 4 5
22. Having someone to talk to...........coevvvveveveeenennnniinn. NA 1 2 3 4 5
23. Having medical and dental care for my family.............. NA 1 2 3 4 5
24. Having time to take care of myself.............................. NA 1 2 3 4 5
25. Having emergency health care................cccovvvvevennenn. NA 1 2 3 4
5 .
26. Finding special dental and medical care for my child..... NA 1 2 3 4 5
27. Planning for future health needs...........c........ocoeee. NA 1 2 3 4 5
28. Managing the daily needs of my child at home............. NA 1 2 3 4 5
29. Caring for my child during work hours......................... NA 1 2 3 4 5
30. Having emergency child care...............ccooeevvreinnnnnnnen. NA 1 2 3 q 5
31. Getting respite care for my child............c..ccoeevvveeenn. NA 1 2 3 4 5
32. Finding care for my child in the future......................... NA 1 2 3 4 5
33. Finding a school placement for my child...................... NA 1 2 3 4 5
34. Getting equipment or therapy for my child.................. NA 1 2 3 4 5
35. Having time to take my child to appointments............. NA 1 2 3 4 5
36. Exploring future educational options for my child........ NA 1 2 3 4 5
37. Expanding my education, skills, and interests.............. NA 1 2 3 4 5
38. Doing things that I enjoy...........ccccovvvieeiiicn, NA 1 2 3 4 5
39. Doing things with my family...............ccocoeiiiiinnl. NA 1 2 3 4 5
40. Participation in parent groups or clubs........................ NA 1 2 3 4 5
41. Traveling/vacationing with my child............................ NA 1 2 3 4 5

1 C.J. Dunst, C.M. Trivette, & A.G. Deal (1988). May be reproduced.
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Family Support Scale 2 -

Name | - Date
Listed below are people and groups that oftentimes are helpful to members of a family raising a young child. This
questionnaire asks you to indicate how helpful each source is to your family. '

Please circle the response that best describes how helpful the sources have been to your family during the past 3 to 6
months. If a source of help has not been available to your family during this period of time, circle the NA (Not
Available) response. :

How helpful has each of the following been to Not Not at all Sometimes Generally Very Extremely
you in terms of raising your child(ren): * Available Helpful Helpful Helpful Helpful Helpful
1. My parents......cccooveevieeieeriiiiiiiiiee e NA 1 2 3 4 5
2. My spouse or partner’s parents............................ NA 1 2 3 4 5
3. My relatives/Kin...........ccccocecoiiiiiiciiniiis e, NA 1 2 3 4 5
4. My spouse or partner’s relatives/kin...................... NA 1 2 3 4 5
5. Spouse or partner.............cccccvvveieeieeeieiiieeeeeeneenn NA 1 2 3 q 5
6. My friends..........occciiiiiiii NA 1 2 3 4 5
7. My spouse or partner’s friends............. [ NA 1 2 3 4 5
8. My own children..............c..coooveiiiii NA 1 2 3 4 5
9. Other parents...........ccooeveeiiiieiiiiiicce e NA 1 2 3 4 5
10. Co-WOrKerS.....cocoieiiiiieiei e NA 1 2 3 4 5
11. Parent groups..........cccccceiviimiinmminiiriiicreeeee e NA 1 2 3 4 5
12. Social groups/clubs..............cc.ooooviiiiiiiiiiieee e, NA 1 2 3 4 5
13. Church members/minister...................ccccevvenn... NA 1 2 3 4 5
14. My family or child’s physician.................cccccvene. NA 1 2 3 4 5
15. Early childhood intervention program.................... NA 1 2 3 4 5
16. School/daycare center...............cccccoeevvinininnnnn.n.. NA 1 2 3 4 5
17. Professional helpers (social workers,

therapists, teachers, etc.)......cccooveeeeeeereiiiiieiene, NA 1 2 3 4 5
18. Professional agencies (public health, '

social services, mental health, etc.)............ccvvnnne.... NA 1 2 3 4 5
19. NA ' 2 -3 q 5
20. : : NA 1 2 3 4 5

2 C.J.Dunst, C. M. Trivette, and A. G. Deal (1988). May be reproduced.
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How can I better demonstrate that I listerr to and value
parents' viewpoints, perceptions, observations, and
suggestions? '

How can I be sure that parents have time for questions?
How can I ask hard questions in easy ways?

When communication seems to be breaking down,
what can I do to initiate remedial actions?

How can I ensure that I speak in language and terms
that parents understand?

How can I more fully support and encourage parents'
efforts to learn about their child's condition?

What strategies can I use to improve my ability to listen
without judgment?

What strategies and activities can I use to help family
members achieve what they want for their children and
themselves? :

How can I more fully assist families in making informed
choices?

Do 1 offer recommendations as options? How can I
demonstrate an acceptance of or a respect for parents
decisions?

Do I recognize that the needs and wishes of the child
and family will change over time? .

How can I communicate with the child to protect and
foster a positive self image? How can I encourage and
support an older child in understanding the
implications of diagnosis and treatment and o managing

* their own illness or disability?

Communicating with Families
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TIPS
Collaboration and Alliance Building

P arents, physicians, and.other healthcare and service providers need to work as
partners to meet the needs of children with disabilities and special healthcare
needs within the context of their family. Collaboration improves health outcomes
for children, as well as the quality of life for the child and the family. The ability to
mutually use each other's knowledge, experience, and expertise is essential for
effective collaboration. Effective communication skills are the foundation of these
partnerships. In addition, specific skills for collaboration and alliance building are
necessary on the part of parents, physicians, and other healthcare and service
providers.

Physicians are needed as active partners in the
collaborative process with parents, as are other
healthcare and service providers. Parents'
knowledge and intuition and: the expertise of
physicians and other healthcare providers

" work collaboratlvely
with families not only
‘because it's the’ right -

" way to do things; but become the basis on which decisions about a
because it's the most child's care are made. Collaboration and
enjoyable, energizing, alliance building enhance the family members'
‘and satisfying way to ability to take responsibility, feel competent,

provide services.” - and act upon their innate sense of what is best
Wallace, in Bishop, W°“ & for themselves and their child. In fact,

collaboration enhances the capacities of all
who are involved in providing care to a child
with disabilities or special healthcare needs.

Arango (1993)_ o "

New roles and expectations, as well as changes in thinking, beliefs, values, and
behaviors are required as parents join physicians and other healthcare and service
providers in designing, implementing, and evaluating services for the child and
family. These changes may be challenging and difficult for those whose
experience is based on more traditional parent-professional relationships. The
principles and practices of family centered care provide a place to begin the
process of building alliances. This section outlines additional skills for moving
toward effective collaborations.
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Eiéments of C'ollaborat'ioh

Collaboration requires mutual respect and the desire to work together to provide
the best care possible for all children. In order to build mutual respect, parents,
physicians, and other healthcare providers need to see each other as competent.
' The more competent one feels, the more "collaboratively attractive” one becomes
to others. As individuals become collaboratively attractive, their expertise and
knowledge are sought and valued. Differences in perspective enhance the quality
of care being provided to a child with disabilities. Collaboration and alliance
building require an investment in the process by parents, physicians, and other
healthcare and service providers. For all involved in the collaborative process,
this investment requires:

Shared Responsibility and Ownership

A commitment to the collaborative process is needed,
first by finding time and creating energy for all that is
required. Collaboration does not occur without
thoughtful planning. To take mutual ownership of the
process with families, one needs to be willing to change
‘old ways of doing things and old beliefs. This means
taking risks, releasing control, and changing how
professionals view and interact with family members.

Shared Expectations and Goals

Receptivity and open communication are essential to the
collaborative process. When expectations and goals are
clearly expressed, work is aimed in a mutually agreed
upon direction. This requires that all be flexible,
negotiate, and compromise.

Shared Information, Knowledge, and Skills

Trust and respect needs to be developed and nurtured
by all members of the collaborative process. Honesty,
integrity, and the acknowledgment of each person's
. strengths and capabilities are necessary when
information and expertise are shared. With this, all can

Collaboration and Alliance Building
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participate in creative problem solving and decision
making. -

Shared Fears and Frustration

.As part of the collaborative process, difficulties, conflicts,

and disappointments require discussion. All participants
need to show an ability to tolerate differences and
disagreements. The collaborative process is impeded
when differences and frustrations are avoided. When
they are openly shared, goals and solutions are created.

Shared Hopes

Everyone needs to find ways to nurture and sustain the
investment, and not allow energy to fade. When each
person continually shares their hopes and changing
expectations, the process remains alive.

Shared Successes

The family, the child, and the healthcare providers, can
share in the success and outcomes of the collaborative
process. This builds momentum for the process to
continue with the next set of hopes, goals, and
expectations.

Creating Partnerships

Al of the shared elements discussed above lead to successful outcomes and
also become the benefits of the collaborative process for each of the members
involved. Certain values, knowledge, and skills are needed to create partnerships
and alliances with families and other healthcare and service providers. One’s
ability to embody these values and skills will be reflected in each interaction with
families about the care of their children. C. J. Dunst, et. al. (1988) describe
several help-giving practices that support alliances with families. Opportunities -
should be created for family members to experience competence and self-
efficacy, and to acquire self-sustaining adaptive behaviors. Family members can
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be helped to build upon their strengths
by allowing them to share the

~ responsibility for identifying problems
and concerns, creating solutions, and
making the necessary changes to address
their needs. Help-giving that does not
promote these capabilities in parents may
foster dependency and passivity,
diminish self esteem, and undermine
family competence and control.
Partnerships are most effective when

- everyone values and practices positive
help-giving and family centered care, and
when all recognize that supporting the
family creates positive outcomes for the
child.

Partnership-Building Skills

¥ Knowledge of the philosophies and best practices that
“drive early intervention and special education systems.

¥ Understanding of what roles and responsibilities the
physician and other healthcare providers are expected to
assume within the early intervention and special
education systems.

¥ The ability to help parents identify their concerns,
priorities, and resources related to their child's care and
family functioning.

¥ The ability to help families match their needs with
available resources.

¥ The ability to provide full, unbiased, and realistic
information without extinguishing parents' hopes and
dreams for their child.

¥  The ability to encourage the family's role in decision-
making and to create opportunities for parents feel
competent in caring for their child.

Collaboration and Alliance Building
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The ability to listen to, empathize with, and validate

parents’ feelings and to recognize parents' needs to also
talk with other parents for support; expertise, and’
resources. ' :

A desire to communicate with and gather information

‘from other healthcare providers and professionals.

A desire to advocate for families and to help families
advocate for themselves.

A desire to be accessible, available, flexible, and reliable.

Meetings with Parents

¥

Provide similar chairs so that all participants have equal
levels of eye contact.

Encourage family members to take notes or tape record
the meeting.

Provide facial tissues.
Establish uninterrupted time and privacy.

Encourage the involvement of all family members and
make various time slots available.

Ensure that key members of the multidisciplinary team
are present, understanding that for some families large
numbers may be overwhelming and the delivery of
information may seem fragmented.

Share the agenda with parents prior to the meetmg and
invite their input to the agenda.

Provide opportunity for discussion and to meet again if
needed.

Include the child once he or she has reached an
appropriate age.

Provide an opportunity for the child to speak
confidentially with the doctor, when appropriate.

TIPS: Trends for Inclusive Pediatric Services
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Resolving Conflict

- Disagreements, disappointments, and conflicts will occur. Often conflicts arise
because of differing goals and values, misunderstandings, or a lack of information.
During conflict and times of stress it is particularly important to sustain the respect
and support that has become the basis of the alliance. To do this, efforts must be
made to separate the person from the problem; strive for mutual understanding, if
not agreement; and be open to negotiation and compromise. Additionally,
everyone needs to agree that each member has a right to own and express his or
her own opinions. To resolve conflicts and reach shared decisions, each member
is responsible to:

@ Maintain focus on the family's concerns and priorities.

@ Identify and share their understanding of the
disagreement and define the problem from their

viewpoint.

® Listen to the ideas and feelings of others and use
effective communication skills.

@ Generate options for solutions that can be win/win/win
for the child, family, and physician or healthcare
provider.

® Select the best solutions for the child and family.

® Reestablish our goals, action plans, roles, and
responsibilities.

@ Monitor the action plan as it is implemented.

By successfully managing conflicts and disagreements, professionals can develop
more open and trusting relationships with families. Additionally, each person is
more likely to have a sense of mutual ownership for decisions and their

implementation.

Collaboration and Alliance Building
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What more can I do to work with family members for
the well-being of their child?

What can | do to ensure that my roles and
responsibilities are clear, as well as those of family
members and other healthcare providers?

Do I truly believe parents are equal partners and have
valuable expertise regarding their child?

How can [ demonstrate that I value parents' comments
and insights and make use of their knowledge about
their child's total needs?

How can I encourage family members to be active
participants in the decision making process?

Do I recognize that what I perceive as a lack of
cooperation or "noncompliant” behavior may mean that
a parent's concerns, priorities, and needs are not being
addressed? What can | do to address this?

Do | measure outcomes in terms of progress and
competencies for the child and the family? If not, how
can | move toward this practice?

In what ways can I enhance my skills for listening
responsively, questioning interactively, and responding
appropriately to family members?

How can I make every effort to work with fémily
members toward solutions and expanding resources?

How can I strive to gain mutual understanding with
family members so that we can take action as a team
and alleviate any problems that arise?

Do I continually review, evaluate, and revise action plans
with parents?
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In what ways can | more effectively share with family
members the responsibility for plannmg and
implementing care for their child?

In what ways can I encourage parents to communicate
with other parents?

How can I effectively communicate with other healthcare
~and service providers so that all are as informed as
possible?

How can I ensure that I am honest about the child's
ability and skill levels?

Am | effortful in sharing information that will help
determine the services and treatments the child and
family needs?

How can [ enable parents to contribute equally to the
healthcare plan?

How can I communicate openly with parents about -
disagreements or disappointments?

‘How can I provide clarification, additional information,
or help to parents when they are confronted with difficult
decisions?

How can I help myself to remain focused on the family's
priorities and values?

What skills can 1 use to negotiate fairly, without
defensiveness and judgment?

How can I demonstrate respect for the knowledge, skill,
and expertise of all team members?

What can | do to ensure that the activities, strategies,
services, and treatment plans reflect shared decisions
that are based on the family's chosen outcomes and
values?

.. Collaboration and Alliance Building 5 8



| TIPS
Procedures for Early Intervention Referrals

Part H of the IDEA legislation mandates a Comprehensive Child Find System
be established. The child find system is designed to ensure that all infants and
toddlers who may be eligible for services under Part H are identified, located,
and evaluated. These efforts are coordinated between the lead agency (in
Connecticut, the State Department of Mental Retardation) and all other state
agencies responsible for administering education, health, and social service
programs such as Maternal and Child Health, Early Periodic Screening,
Diagnosis, and Treatment (EPSDT), Head Start, etc.

Identification

Referrals to eaﬂy intervention services can
be made by parents, or, with the family's
knowledge and consent, by anyone who

has concerns about a child's development, Re evaluation:
including physicians, other healthcare A : education
providers, daycare providers, and other il 'typica':ll'yf

family members. > Director  of-
Procedures exist for use by primary referral R
sources such as hospitals, prenatal and
postnatal care facilities, physicians, parents,
daycare providers, public health facilities,
and other healthcare providers and social
service agencies.

In Connecticut referrals are made by calling:

Birth to Three INFOLINE
1-800-505-7000
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An early intervention specialist at INFOLINE asks for basic information including
the family's name, address, and telephone number, and the reason for referral.
The INFOLINE person then. contacts the Regional Family Service
Coordination Center (RFSCC), which provides services for the town in which
the family resides. Once the call from INFOLINE has been received at the
Regional Family Service Coordmatlon Center, a service coordinator is
assigned.

Service Coordinator

Once the service coordinator is assigned, he or she contacts the child's parents,
provides an overview of the early intervention system, and schedules an initial
meeting with the family to begin the evaluation and assessment process. The
service coordinator is responsible for coordinating all aspects of the early
intervention program including: arranging the evaluation and assessment;
facilitating the Individual Family Service Plan process; monitoring the delivery of
all services across agency lines; coordinating with medical and healthcare
providers; and serving as the single point of contact in helping parents to
obtain the services and assistance they need for their child and the family.
Parents have the right to take on the role of service coordinator themselves, if
they choose to do so.

Procedures for Early Intervention Referrals
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-coordinator

| Eligibility Criteria

Any child from birth to thirty-six months of age is eligible for éarly intervention
services under Part H if either of the following conditions are met:

®  The child is diagnosed as having an established
condition. Children with established conditions are
automatically eligible for services, although they may
not exhibit significant delays at the time of diagnosis.
Established conditions include but are not limited to:

e  Genetic disorders

e Chromosomal syndromes

e  Sensory impairments

*  Neurological syndromes and conditions

e Conditions related to significant fetal
exposure to toxins

e Other  physical/medical conditions,
atypical developmental pattemns, and
psychosocial conditions known to result
in significant developmental delays

@ The child is identified by a multidisciplinary team as
exhibiting a significant developmental delay in one or
more of the following areas: ‘

¢  Cognitive development

e  Physical development, including vision,
hearing, motor, and health needs

TIPS: Trends for Inclusive Pediatric Services

61




e  Communication, including receptive
and/or expressive language development

e Social or emotional development

e  Adaptive skills

A significant developmental delay is determined by a
score of two standard deviations below the mean in one
area of development or one and one-half standard
deviations below the mean in two areas of
development. A child can be referred to the early
intervention system without a formal diagnosis.

Evaluation and Assessment

The service coordinator works with the family and other service providers to
select individuals who will complete a multidisciplinary assessment of the child
to determine the nature and extent of his or her needs for services.

The assessment should occur, as much as possible, within the child's natural
environments and include input from family members. It should be completed
in the child's primary language, using non-biased assessment tools. The
evaluation team documents the child's needs in each of the developmental areas
including cognitive development, physical development, communication, social
or emotional development, and adaptive skills. The child's strengths and
competencies should also be noted. In keeping with the practices of family
centered care, a Family Needs Assessment is also completed, with parent
permission. The focus of the family needs assessment is to:

¥ Elicit parents' concerns and priorities related to their
child's development.

Y Elicit the desired outcomes or goals for the child's
development from the parents and a statement of
changes parents would like to see for their child and
themselves. '

Y Identify the family's resources, strengths, and stress
levels.

. Procedures for Early Intervention Referrals
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¥  Identify the parents' needs for support including services
for the child, as well as support for themselves, which
may include needs such as employment, financial

- assistance, and other community resources.

If a child is not eligible for early intervention programming, the healthcare
provider should refer the family to other resources and services within the
community. The child's development needs to be monitored in an ongoing
manner. Birth to Three INFOLINE offers families the Ages and Stages (ASQ)
Child Monitoring Program. For children who were referred to early
intervention and are not eligible for services, Birth to Three INFOLINE will
periodically send parents a questionnaire, which asks them to answer questions
about their child's development. Questionnaires are designed to assess the
child’s development for every four month period up to the age of 48 months.
After Birth to Three INFOLINE receives the completed questionnaire, the parents
are contacted by phone or mail. Information is provided about whether their
child's development is within normal limits, or whether there are concerns
warranting another referral to or re-evaluation by the early intervention system.

Role of the Physncnan in Evaluatl'"' v‘and Aséessment

Interpretmg dxagnostlc mformat10n and shann

w1th the famlly

Obtammg mfo tloi’ :ﬁfrom other early mterventlon serv:ce provxders

can: be, 15€ by._parents and ser\nce prowders

The Ind1v1dual Family Serv1ce Plan

The Individual Family Service Plan (IFSP) is a continuous process, as well as
a document representing the child’s and family's involvement in the early
intervention system. The process involves a team meeting with family members,
the service coordinator, the physician, other healthcare providers, the evaluators,
and service providers. The IFSP process involves the following steps:
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Review results of the child's evaluations and the family
needs assessment :

Develop statements of desired outcomes and priorities
for early intervention services, medical or health
services, and the family's needs for enhancing the child's
development :

- Select specific services to meet desired outcomes and

include types of services, providers, duration,
frequencies, intensities, methods, locations, and
payment responsibilities. Please refer Laws that Serve
Children with Disabilities, pages 8-11 for a list of
available types of services.

Prepare the IFSP document which must include:

e The present level of the child's
development in six areas: medical/health,
cognitive, communication, gross and fine
motor, social or emotional, and adaptive
skills.

e A statement of the family's concerns,
priorities, and resources.

e A statement of expected major outcomes in
the six areas listed in (a) above, including
criteria, procedures, and timelines to
determine progress and whether
modifications or revisions are needed.

e A statement of early intervention services
necessary to achieve the identified
outcomes, including frequency,- intensity,
location, method of delivery, and payment

. responsibility.

e Other needed health, social, and economic
services (that are not required by early
intervention services) and the steps
necessary to assist the family in obtaining
these services.

* Projected dates for initiation and anticipated
duration of services.

Procedures for Early Intervention Referrals
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» Steps for supporting the child's transition
from the early intervention program to the
mandated special ~education program
within the local school district at age three.

e The name of the service coordinator.

Best practices indicate that the child's primary physician should be an active part
of the IFSP process. Communication may occur in person at the IFSP meeting,
by phone, or by mail. Physicians may be asked to sign the IFSP document to
show their agreement with the services that are to be provided and for insurance
or Medicaid relmbursement purposes.

vo.‘lv‘_e'd.. 'iri:fjthe IFSP -

FSp process and

practices and’
ttmgs '
e fopnate and
- . comprehensive &
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Provide and Coordinate Services

- Best practices in early intervention indicate that services are most effective when
they are provided in natural or integrated settings such as the child's home or
daycare program. The service coordinator is responsible for scheduling and
monitoring the services, as well as maintaining contact with parents, service
providers, and the healthcare providers on a regular basis.

IFSP Reviews and Revisions

The IFSP is reviewed at least every six months with regard to the child's
development, progress, and outcomes; status of the family's concerns, priorities,
and resources; continued eligibility status; and services being provided. Parents,
and other team members, with parental permission, can request an IFSP review
at any time. A new IFSP is developed annually.

" Serving as'th
needs, communicatin
~ coordinator, and oth
Y  Monitoring change

Understanding
, mterventlon
--ref'erﬁn’g Ath‘_e‘

Y Providing updated

.. needs, partict
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Tran's'itior-l to the Local Education Authority (LEA)

- When' a child reaches three years of age, if eligibility requirements continue to

be met, services will be provided under Part B of the Individuals with Disabilities
Education Act. Part B services pick up where Birth to Three services leave off.
This includes preschool through high school special education and other related
services for children ages three to 21. Part B services are provided by the Local
Education Authority (i.e., the local or regional public school system). The
transition from the early intervention system to the special education system
needs to be carefully planned. -

In the Birth to Three system, transition planning begins 90 days before a child is
to enter the local or regional public school system. Transition planning involves
the family, members of the IFSP team, the service coordinator, and
representatives from the LEA or school system. The transition process requires a
review of the child's present levels of development, progress made during the
early intervention program, and eligibility for preschool special education
services. In addition, the transition plan includes steps for preparing the child
and the family for the change in service provision systems, development of the
initial Individual Education Plan to begin at age three, and the transfer of all
records to the LEA with parental consent.
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hec forReferralProced res-

Do I understand the Comprehenswe Chlld Find System
in Connecticut?

Do | know how to make a referral to the Birth to Three
system?

How can 1 become more active in identifying children
who are at risk or who have disabilities? @ What
developmental screening procedures do I use in my
practice?

How can | maintain updated knowledge of the
community resources available to infants and toddlers
who have disabilities or special healthcare needs?

How can 1 help family members to increase their
awareness of developmental milestones and the
importance of early identificaion and early

_intervention?

. What procedure can I create for communicating with the

early intervention service coordinator?

Do I understand the eligibility criteria for children from
birth to three years of age to receive early intervention
services?

How can I more effectively participate in the evaluation
and assessment phase of referral? In what ways can |
provide information about the child's healthcare needs
and help parents to 1dent1fy their concerns, priorities,
and resources?

How can I participate in the IFSP process? By
communicating with [FSP team members or attending
IFSP meetings? How can [ ensure that the child's
healthcare needs are identified within the IFSP
document?

How can I ensure that regular updates about the child's

~ healthcare needs are provided to parents and service

providers?
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- How can'l keep informed about the early intervention

services the child is receiving?

Am | aware of the transition procedures and eligibility
criteria for children who are about to receive services

‘through their Local Education Authority or public

school system?:

Am | aware of best practices in early intervention, and in
preschool and special education?

How can I ensure that the child's healthcare needs are
addressed in the IEP?

TIPS: Trends for Inclusive Pediatric Services
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TIPS
Community Involvement

Physicians and healthcare providers are essential members of the larger
community. Beyond providing healthcare services, communities and families
need physicians and other healthcare and service providers to assume broader
roles. At community, state, and national levels, involvement in caring for and
supporting children with disabilities and special healthcare needs and their
families is essential. Professionals are responsible for creating and supporting
community based services that enhance the daily lives of and families. Action
must be taken to ensure that all children and families are included or integrated
into the community in meaningful and

enriching ways.

When designing and implementing
community based systems of care, it is
necessary to ensure that they are
systematically developed, linked, and
coordinated. . To be certain that these
systems of care address the needs of
children and families in comprehensive,
family  centered, and  culturally
competent ways, professionals and
families need to work cooperatively and
collaboratively  with  other service
providers and families in the community.

Community Based Efforts

Healthcare, education, mental health, and social service organizations need to
work toward decreasing duplication of efforts, as well as gaps in available
resources. This can be accomplished when programs are coordinated,
integrated, and collaborative. On the community level this means:

¥ Clearly identifying services available under each agency
. or organization.

Community Involvement
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Y Creating information exchange systems across
organizations.

Y Including service providers and families on planning

and policy boards for community organizations.

¥ - Ensuring continuity of care by planning for transitions in
services.

Y Providing support to personnel in social and

educational organizations to acquire skills necessary for
integrating children with special healthcare needs or
disabilities.

¥ Building public awareness.

Y Creating family support systéms.

Public Awareness

To support and integrate children with disabilites and their families in the -
community, there must be an increase in public awareness about the
developmental needs of children, and the specific needs of children with
disabilities and their families Community members can be helped to appreciate
the mutual rewards of integrating every child and family into community life.
Public awareness activities may include:

Y Creating outreach efforts to identify children in need of
services and to inform community members about the
needs of children with disabilities and special healthcare
needs.

A Using local employers, businesses, and - civic
organizations as leaders in increasing public awareness
and in recognizing and meeting the needs of children
and their families.

Y Asking parents to educate the community and service
providers about the strengths and needs of their
children. :
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Resource-Based Practices

Carl J. Dunst and his colleagues have developed strategies for identifying and
mobilizing community based resources and experiences that can help meet the
needs of children with disabilities and their families. A community may be a
geographic neighborhood, or a "location” where social, emotional, spiritual,
educational, recreational, vocational, or other needs are met. Thus, there are
multiple sources of community support that can be accessed to meet the needs
of children and families. Community resources may involve specific services, as
well as assistance, information, experiences, and any other opportunities that
promote the development of children and the well- bemg of families. Resource-
" based supports are:

¥ Community centered, rather than professionally
centered.

¥ Informal and formal.

Y Built around enhancing the strengths and capacities of
children and families.

¥ Broadly available to all members of the community.

The family needs taxonomy discussed on pages 35-36 can be used to help
families identify their needs and concerns. The following steps can be used to
identify community based resources and sources of to address the needs that
families have expressed. This list is adapted from the work of Carol M. Trivette
and her colleagues.2

@ Identify all resources within the community and indicate
the actual locations of these resources on a map
(community resource mapping).

@ Identify the needs and concerns, as well as the strengths
of children, individuals, families, and the community as
a whole.

2 Trivette, C. M., Dunst, C. J., & Deal, A. G. (Draft). Resource-Based Early Intervention
Practices. Chapter prepared foraforthcomlng book by S. K. Thurman, F. R. Cornwell, & S. R.
Gottwald (Eds.), The contexts of early intervention: Sustems and settings. Baltimore: Brookes

Publishing Co.
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Identify the experiences children and families need -to
gain competence. '

Identify any concerns or barriers to meeting the needs of
children and families.

‘Match the identified needs with the resources on the
map. :

® © ©® ©

Find additional resources on the map that can help to
eliminate the barriers.

Community Based Supports

Families can be helped to identify the supports that are already in place, and
those that are still needed. Often parents are unaware of support systems that
exist. Suggestions should be based on the parents' identified needs, priorities,
and concerns. Following is a comprehensive list of services that can be made
available in any community to support children with disabilites and special
healthcare needs and their families. :

Y The Family: immediate and extended; spouse or
partner; parents; grandparents; in-laws; brothers and
sisters; aunts and uncles.

Y Informal Networks: friends; neighbors; parent-to
parent networks; parent support groups; co-workers;
baby sitters; car pool partners; sibling support groups.

Y Social Organizations and Associations: church or
synagogue members; religious or spiritual groups or
leaders; artistic ‘organizations; business organizations;
charitable groups and drives; civic "events; child and
family advocacy groups; elderly groups; ethnic
associations; fitness groups and sports leagues; special
interest clubs; men's and women's groups; self-help
groups; outdoor clubs; community service clubs; social
cause groups; veteran groups; youth groups; local.
museums, science centers, and zoos.

Y Community Programs:  community colleges;
institutions of higher education; social, leisure, and
recreational programs; camps; libraries; community
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healthcare centers and clinics; police and fire
departments; employment agencies and vocational
support services; legal assistance agencies; housing
assistance; in-home healthcare services; childcare or
daycare centers, baby sitter services, and play groups;
adult continuing education; volunteer services; respite
care; parenting classes; homemaker services; food and
nutrition referral resources; the YMCA or YWCA.

Y Professionals: physicians and other healthcare
providers; hospital personnel; daycare, school, and
early intervention personnel; agency personnel; service
providers; service coordinators and case managers;
counselors, social workers, and therapists.

¥ Financial: healthcare and financial planning programs,
insurance reimbursements, entitlement programs
(Medicaid, Children with Special Health Care Needs,
Social Security Income).

Y Policy Makers: agency directors, school boards, city
council, legislators at community, state, and national
levels; political organizations.

Y Other: information and referral services (INFOLINE);
adaptive equipment loan and exchange programs;
interpreting services; transportation assistance; barrier-
free community facilities. :

Advocacy

P rofessionals, family members, and other citizens need to closely evaluate
public policy and community resources that relate to children with disabilities
and special healthcare needs and their families. Advocating for these members
of the community involves:

¥ Accessing funds through grants, private foundations,
corporations, public resources.

Y Accessing data regarding the utilization of resources.

¥ - Identifying opportunities for providing or receiving
training in advocacy skills.
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¥  Communicating with public agencies and legislative
bodies.

A Teétifying at public- hearings.
¥ Lobbying for policy changes.

Families as Advisors

Community based systems of care and support services are enriched when
families provide input. The values, opinions, and perspectives of families that
have children with disabilities or special healthcare needs should be major
ingredients for shaping policy and program design, and for implementing
practices at organizational and community levels. As advisors, family members
can directly influence policies, programs, and practices that impact the care and
services children and families receive. In this role, family members gain valuable
skills, competencies, and confidence. Organizations and services in the
community can benefit greatly when family members share their unique
perspectives, observations, insights, ideas, and experiences. Parents can help to
identify problems, and can be resourceful in creating solutions, even when faced
with limited supports and resources.

Family members should be recruited and provided with leadership training so
that they gain an understanding of the skills and expectations that go along with
their new role. Family members can be involved in an advisory role formally or
informally, in an ongoing manner or for a one-time focus group activity. When
an organization involves family members in advisory roles, it is beneficial to
include those who are new to the early intervention system, as well as those who
are currently receiving services, and veterans. Representation should reflect the
community in terms of racial, ethnic, socioeconomic, and cultural backgrounds.
Finally, more than one family should be invited to participate.

Parents and other family members can serve as advisors in various ways. Some
of these advisory roles include:

Y Members of task forces, boards of trustees, and advisory
boards.
Y Program consultants and evaluators.
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A Participants in needs assessment processes, quality -
. improvement initiatives, and - consumer satisfaction
surveys. :

A Co-trainers for preservice and inservice sessions,
~ participants and presenters at conferences, and group
facilitators. : )

Y Witnesses at hearings.

Y Advocates for themselves, and other children and
families.

_ Y Members of committees hiring new staff.

Y Advisors to medical practices, the educational system,
and social service agencies.

Involvement in the community enhances the quality of services and the quality
of life for children with disabilities and special healthcare needs and their
families. Professionals benefit from the opportunity to learn more about family
strengths, resources, and individuality outside of the clinical setting. Community
involvement -ensures that programs and services truly met the self-identified
needs of families with children who have disabilities and special healthcare

needs.
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a. How can'I demonstrate the belief that parents have
-unique perspectives and experiences that can enrich
our relationship and the care I provide to children?

a How can I ensure that family members participate in
decision making at program and policy levels for my
medical practice, community organizations, and
agencies? :

Qa How can I demonstrate the belief that family members
bring a critical element to the healthcare team that no
one else can provide?

a In what ways can I invite parents to provide input,
feedback, and suggestions about office practices, as well
as the care of their child?

a How can I be more respectful in considering seriously
the opinions of family members?

a How can I encourage family members to look at the
bigger picture, beyond their own specific needs?

a How can I encourage parents to take on advisory roles
either in my office practice, or in organizations and
agencies within the community?

a Do I support parents in taking on these advisory roles
by providing clear expectations, leadership training, and
by delegating responsibilities to them?

a How can I work with other organizations, agencies, and
local businesses to ensure public awareness activities
and family support services are available within the
community?

a Hew can | be -a better advocate for children and
families? :

* Adapted from Essential Allies: Families as Advisors.
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TIPS
Tools for Enhancing Care

To enhance the care provided to children with chronic medical conditions within
the primary care setting, W. Carl Cooley, MD has developed suggested guidelines
and “office tools” for medical offices. These materials are also useful for
providing care to children with disabilities. Dr. Cooley has generously permitted
us to share his ideas and materials for this booklet. These materials are provided
_ by the New Hampshire Partners in Health Project, at the Hood Center for Family
Support of the Dartmouth Hitchcock Medical Center, Dartmouth, New
Hampshire. The New Hampshire Partners in Health Project is funded by The
Robert Wood Johnson Foundation and by project #MCJ-337062 from the
Maternal and Child Health Program (Title V, Social Security Act).

In keeping with best practices in primary care and early intervention, these
suggestions for enhancing services to children with disabilities and special
healthcare needs and their families embrace the philosophies of family centered,
community based, coordinated care. Dr. Cooley's model, referred to as Chronic
Condition Management (CCM), is described as "a specific primary care practice
which acknowledges that children with chronic conditions and their families may
require more than the usual well child preventive care and acute illness
interventions.” (Cooley, in press). In the Chronic Condition Management model
the child's special healthcare needs are addressed in conjunction with his or her
primary pediatric care needs, such as well child care and acute condition care.
This model is also extremely useful with children who have disabilities.

When children have complex medical needs, confusion about the roles and
responsibilities of the various healthcare providers and other service providers
may exist for the providers, as well as the family. Explicit discussions need to take
place to address: ‘ :

Y Who will provide which set of healthcare services to the
child?

Y When is the primary care physiéian contacted rather
than one of the child's specialists?

¥ How will communication occur between physicians?
Between the physician and the school nurse? Between
~ the physician and other service providers?
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| Y Who will coordinate the .child's care and treatment plan?

- A set of materials and office tools has been developed to enhance services within
the primary care setting, collaboration with early intervention service providers -
and school personnel, and the overall coordination. of care. Again, Dr. Cooley
- has permitted us to share these materials as part of the TIPS booklet. They can
be used as examples for creating office tools within any medical practice. Please

do not copy these materials.

Office Tools

The office tool materials are designed to be color coded and/or have a clearly
identifiable design. These include:

Y External Chart Identifiers: Color coded stickers that
alert staff that this child is a patient with special
healthcare needs (Page 84).

Y.  Alert List: A list of all patients with special healthcare
needs to alert office staff that considerations for specialty
scheduling (convenient times, longer appointments)
should be given to the family (Page 85).

Y Coded Phone Message: A color coded phone message
for use when a parents call about their child (Page 86).

Y Templates: Page forms for referral or progress notes to
specialists, informational letters to school nurses, the
School/Primary Care Communication Note, and referral
to financial support programs (Pages 87-89).

Y Resource Information: A notebook with information
about community and regional resources for families
including social service agencies, financial support
programs, local parent support groups, etc.
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Care Cobrdinat_ibn Tools

~ These care coordination tools are designed to guide the family and the
healthcare provider through an office visit so that all of the concerns, priorities,
and needs for resources related to the child’s care are addressed.

Y Agenda - Primary-Care Office Visit: An attachment to
-the chart to remind the healthcare provider(s) to ask
family members about their needs for: information about
their child's care; printed educational materials;
additional supports and resources; or communication
with other healthcare or service providers (Page 90).

¥ List of Healthcare and Other Service Providers: A
single page sheet in the file that serves as a reference to
all other services and providers involved in the child's
care and supporting the family (Page 91).

Y Care Planning Sheets: The first page provides space to
indicate family concerns, healthcare provider's concerns,
medical updates, information about other supports in the
child's and family's life, and financial needs. The next

'two pages provide space for indicating tasks that need to
be accomplished, who is responsible for following
through with the tasks, and additional care notes (Pages
92-93).

¥ Critical Aspects of Care Guide: Single page
"Healthwatch” guidelines for the care of various chronic
conditions (Page 94).

Child Care Tools - A Parent's Notebook

This notebook is given to parents of children with disabilities and special
healthcare needs to enhance their participation in the management of their child's
care. It is designed to help parents organize their contacts with various healthcare
providers and other service providers and to record concerns, questions, and
changes needed in their child's care. The contents of the parent's notebook
include:
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V " Care Providers: Phone numbers and addresses of the
- primary care physician, other healthcare prowders and
specialists, and other service providers. '

Y Medical Care Details: Information about medication
and dosage, tests completed and results, family and child
medical history, immunization recotds, and medical
appointment notes.

Y Personal Notes: Suggested questions that parents may
ask about services for their child, scheduling
considerations, illnesses, general check ups, medication,
tests, referrals to specialists, surgery and hospitalization,
and the child's questions and concerns.

¥ Care Needs: Emergency plans, emergency contacts and
phone numbers, baby sitter's guide, information for
caregivers, daily routines, and special instructions.

Y School Issues: Suggestions for contacting school
personnel, preparing for meetings, discussing the child's
needs, developing an action plan, communicating about
the child's special healthcare needs and the impact in
school, physical education activity guide, forms for
communication between school personnel and the
physician, permission to disseminate medication at
school and to administer specialized healthcare
procedures, and documentation of training for staff on
specific healthcare procedures.

Y Information and Resources: A list of organizations,
contact persons, services they provide, and other
information related to the needs of the child and the
family.

Y Business: Information about health insurance, Medicaid,
and other entitlement programs.

Dr. Cooley suggests that the Chronic Condition Management model be used if a
child's disability or healthcare needs significantly impact daily living, family life,
school performance, or the child's development. This model of primary care may -
also be helpful when a child requires ongoing specialty care, the involvement of
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fnultiple service prdviders and agencies, or during crises or times of significant
family stress related to the child's healthcare status.

Once the decision is made to use this care model with a child and his or her
family, it should be implemented in an organized manner. The model needs to
be discussed with the parents (and the child, if appropriate). Specifically, parents
and physicians need to clarify expectations, roles, and responsibilities. Parents
should be given the name of a primary contact person within the office. The
child's chart should be set up and marked with the chart identifiers described
above. Dr. Cooley outlines suggestions for periodic visits at the primary care level
to monitor children with special healthcare needs. During these monitoring visits
the following should be addressed:

Y Identify the parents' current concerns.

Identify the healthcare provider's current concerns.
Assess changes since the previous visit.

Assess the current health status of the child.

Review outcomes of any specialty contacts or visits.

-t - -« -} o«

‘Review the impact of special healthcare needs on the
child’s life, and school performance, family life,
emotional coping, financial resources.

A Determine if parents need additional educational
materials, resources, referrals.

¥ Determine the need for further consultation with
specialists, other service providers, or school personnel.

¥ Review and revise care priorities and action plans.
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What system can my office develop for identifying the

_charts of children with special healthcare needs?

How can I ensure that office staff are aware of the
families who may need special scheduling
considerations?

What can my office do to develop standard formats for
consultations or communications with other healthcare
providers, daycare or school personnel, and other
service providers?

How can my office maintain lists of various resources for
information and community support available to
parents?

How can I keep track of others who are involved in a
child's care? Is a list of all other healthcare and service
providers attached to the child's chart?

What format can I develop for recording parent
concerns, as well as my concerns for the child's care and
for planning how those concerns will be addressed?

How can my practice help family members organize the
often overwhelming amount of information they need to
have about their child?

What other things can be done in my office to enhance
the care provided to children with disabilities and special
healthcare needs?
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The following section is a set of sample materials from
Dr. W. Carl Cooley and the New Hampshire Partners in
Health Project, which is funded by The Robert Wood
Johnson Foundation and by project # MCJ-337062 from
the Maternal and Child Health Program (Title V, Social
Security Act). These samples are provided as
suggestions that can be used to develop office
procedures for enhancing the care provided to children
with disabilities and special healthcare needs and their
families. Please do not duplicate these materials.
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Exfemal Chart Identifiers.
(Color Coded) -

Chronic Condition Management
In the Primary Care Setting

New Hampshire Partners In Health
Office Partners Project

CHRONIC CONDITION MANAGEMENT IN PRIMARY CARE
Notes/Contact:

NH Partners In Health Office Partners Project
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CHRONIC CONDITION MANAGEMENT in PRIMARY
FAMILIES FOLLOWED (ALERT LIST)

-

© [0 N & 0 | N

-
o

11

12

13

14

15

NH Partners In Health
Office Partners Project
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Coded Phoné Message

PHONE MESSAGE

DATE

RE:

CHRONIC CONDITION MANAGEMENT in PRIMARY CARE
NEW HAMPSHIRE PARTNERS IN HEALTH OFFICE PARTNERS PROJECT
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Referral for Specialty Consultation

Child's Naine 3 v : :
Date: . Specialist referred to:

Clinical Problem:

Specific Questions I need answered:
Parent/Child Concerns:

Ongoing Care desired:

__ Consultation without ongoing subspecialty care

—_ Phone discussion about specific shared roles in disease management

__ Chronic condition management locally between subspecialty visits

__ Subspecialty management of all aspects of the chronic condition with
acute and primary care locally.

Easiest time to contact me:

I would appreciate receiving a recent update or review article on:

Doctor’'s name:

Clinic title:

Street address:

Town, state, zip code:
Telephone number:

Enclosed: __ office/hospital progress notes
__lab results
__X-rays (___ family will hand carry)

* NH Partners in Health
Office Partners Project"
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Communication with School or Daycare Program

To: g : . Date:
Child’s Name:

Date of Birth:
The child named above is a patient of mine whose parent(s) have asked me to notify school

-personnel that he/she has a chronic medical condition which may at times affect attendance,

performance, or health at school. Though specialists may be involved in the management of
this condition, I would like to be your primary resource regarding the health or medical
management of this student. Please feel free to contact at my office with
any questions regarding this child’s needs at school.

Chronic medical condition(s) affecting this child:

Current medications and my orders if administration at school is needed:

Restrictions, suggestions, or special instructions:

If you need further information about this child’s chronic medical condition to assist with
meeting his/her educational needs please let me know. His/her parent(s) or legal guardians
have given consent by their signature below for you to contact me regarding school-related
issues and to inform me if his health is seriously impacting on school attendance or
performance.

Sincerely,

I hereby\;ﬂc

child’s school principal;.schogl‘nurse,
school g ]

'\ parent’ or-guardian’s ‘signature

NH Partners in Health Office Partners Project
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SCHOOL/ PRIMARY CARE COMMUNICATION
(Postcard Format) :

TO

FROM ~ PHONE
1 am the primary care doctor/school nurse for
Office/School
I have a question/concern/about

Please call me as soonasyoucan @ () or ()

Best Time

Please respond, fold & return!
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AGENDA: Primary Care Office Visit

Name Date

Any questions about the following?

O Medlcation/’l‘reatmerits O Family éupport

O School Needs o O Specialty Care

O Med Education-Child/Family O Home Health/Community Services
O Other

O Financial

FAMILY ISSUES AND CONCERNS THIS VISIT:

PRACTICE ISSUES AND CONCERNS THIS VISIT:

Chief Complaint:

Type Visit:

Care Coordination:

A

New Hampshire Partners in Health Office Partners Project
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Lisi; of Heaithcare and Other Service Providei's

Child’s Name:

DOB:

Dx:

Health (ﬁe:

Fax #

I-Qeferral
Date

Specialists:

Name/Location Phone #

Special clinics:
(coordinators)

Other:

School Services:

Name/Location Phone #

Fax #

ﬁecﬂve
Dates

Early intervention:

School attending:

School principal(s):

Classroom teacher(s):

School nurse(s}):

Spec. ed. coordinator:

Other personnel:

T:ommunity services:

Name/Location

Phone #

Fax #

Family support coordinator:

Visiting nurse:

Mental health provider:

HMO/Insurance contact:

DCYF case worker:

Other service providers:

Informal supports:
(minister, friend, etc.)

New Hampshire Partners'in Health Office Partners Project
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Chronic Condition Management in Primary Care
Care Planning

Parent’'s Names /
Child's Name ' Diagnosis(s)

- Phones (H) / | (W) /
Best Time/Place To Call ' FAX # if available

CCM Monitoring: Questioning & Interventions in the following areas:
Date: / / /

Family’s #1 Issue

Health Provider's
#1 Issue

Chronic Condition
Update (meds, acute
episodes, etc.)

Child’s Life/
Recent
Accomplishments:

Family Life

Comm/Family
Support Issues

Financial Issues
(insurance, SSI, etc.)

| School Needs

Specialist Contacts

Patient Education/
Self Care

Other

PARENT NOTEBOOK GIVEN (DATE) OFFICE CONTACT PERSON

New Hampshire Partners in Health Office Partners Project
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Chromc Condltlon Management in Primary Care
Next Steps Needed

Child’'s Name | Phone Number
Diagnosis(s)

: : Date
Date Task Who Notes Done
Next appointment needed:
Next CCM monitoring visit:
Review Date / / / / / /
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Other Products

The following products have been developed as part of the Physicians Training
Project and may be obtained by contacting the Division of Child and Family
Studies as indicated on the inside cover of this booklet.

Early Intervention and Special Education in
Connecticut - The Physician's Role A set of nine
training manuals designed to be used with medical
students and pediatric or family practice residents. Each
manual contains objectives, background information, a
family study, discussion questions and answers, and a
case resolve. The nine manuals cover the areas of
Family Centered Care, Education Law, Research
Efficacy, Role of Other Disciplines, Curriculum
Development, Natural Instructional Environments,
Service Coordination, Team Process, and Collaborative
Consultation. -

A Physician's Reference - Services for Children with
Disabilities and Their Families A booklet of fact
sheets describing programs and agencies in Connecticut
that provide a variety of services and supports to
children with disabilities and their families. Each
description includes general information about the

TIPS: Trends for Inclusive Pediatric Services

101



program, who is eligible, what services are provided, and
whom to contact for further information or to make
referrals.

A Family's Reference - Services for Children with
Disabilities and Their Families A booklet of fact
sheets describing programs and agencies in Connecticut
that provide a variety of services and supports to
children with disabilities and their families. Each
description includes general information about the
program, who is eligible, what services are provided, and
whom to contact for further information or to make
referrals.

Working Effectively with Families and Their Children

with Disabilities A curriculum guide designed to
enhance the clinical rotation experience of pediatric
residents who are working with children with disabilities
and special healthcare needs. This curriculum
incorporates a protocol for a home visit and a day care
or school visit, as well as self-study manuals on Family
Centered Care, Education Law, and Team Process.
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