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Dear Parents:
We developed this Care Coordination Notebook to help you man-
age the care and growth of your child.  

Many professionals will be involved in your child’s life, providing
assistance and their expertise.  But you, as your child’s parents,
cannot leave the management of your child’s care totally in the
hands of the professionals.  You must become part of the team car-
ing for your child.  As parents, you know your child best.  You see
him/her in all areas of life (at home, school, the store, etc.) so you
are in a good position to advocate for your child.  Services and the
people who provide these services will change throughout your
child’s life, but you will remain the constant in his/her life.

In order to be an equal partner on your child’s team(s), we wish
to share some helpful tools for dealing with your child’s health
insurance, medical care, or any other type of service.  This note-
book is designed to give you some basic information and a frame-
work to help you gather information and coordinate care for your
child.

Raising children is a hard job.  When you have a child with a dis-
ability of any kind, you are going to be faced with many ques-
tions and decisions.  You are not alone.  You will learn a lot about
yourself.  Reactions of anger, fear, guilt, denial and grief are all
very normal. Don’t ever hesitate to ask for help.

Who are children with special health care needs?

These are children birth to 21 years of age who have a long term,

chronic physical, developmental, behavioral or emotional illness
or condition. The illness or condition:

• Is severe enough to restrict growth, development or ability to engage in
usual activities; 

• Has been or is likely to be present or persist for 12 months to lifelong;
and 

• Is of sufficient complexity to require specialized health care, psycholog-
ical or educational services of a type or amount beyond that required
generally by children.

Examples include: autism, cerebral palsy, cystic fibrosis, develop-
mental disabilities, diabetes, leukemia, and spina bifida.
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To be an effective advocate for your family, you will need to
know the basics of insurance coverage. If you have health
insurance, you probably have some type of managed care plan.

The first managed care plans were health maintenance organizations
(HMOs). There are also preferred provider organizations (PPOs) and
point of service plans (POS). Another type of plan is fee for service,
also referred to as an indemnity plan. Below we have listed some fea-
tures that are typical of each of the basic plan types.

Managed Care Plans
Health Maintenance Organizations (HMO)

• You pay a set fee, called a premium, which is usually paid month-
ly.

• The HMO provides you access to services through its own network
of doctors and health care facilities.  

• You must go to one of the HMO doctors and you will have a co-pay-
ment for each visit.

• You must select a primary care physician (PCP).  Your PCP is the
doctor responsible for managing your health care.

• If your plan requires a referral for specialty care, your PCP must
approve a referral to a specialist.

Preferred Provider Organization (PPO)

• You choose your doctor. The plan coverage differs depending on
whether the doctor is in the PPO network. 

• You will have co-payments and deductibles.

• You can refer yourself to a specialist without getting approval
from a primary care physician (PCP).

• If you see a doctor in the plan’s network (a preferred provider), the
PPO pays 80-100% of the bill.

• If you see a provider outside the plan, the PPO will pay a lower
percentage.

Point of Service Plans (POS)

• If you see a doctor in the POS network, your bills can be com-
pletely covered like an HMO.

• If you see a doctor or other provider outside the network, only a
percentage of the bill is covered.

Chapter 1
Understanding Your Health
Insurance Plan

advantages disadvantages
Coordinated approach to care Less choice in provider and ser-

vices

Lower Cost Have to go through PCP to get
specialized care

Little paperwork (filing claims)

advantages disadvantages
Can refer yourself to a specialist
without approval from a PCP

Co-pays and deductibles higher for
using out of plan providers

Choice in providers and services
in and out of the network

No PCP is required which may result
in lack of care coordination

Little paperwork (filing claims) Premiums may be higher
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take action!  take action!  take action! take action!   take action!   take action! take action! take action!  take action!  

My insurance plan is: My insurance plan is purchased through:
❑ Fee for Service ❑ HMO ❑ Combines features from different types of plans ❑ Employer ❑ Individually ❑ Other Group
❑ PPO ❑ POS

My child’s primary care physician can refer me to specialists who: I have an employer sponsored plan and it is:
❑ Are part of his/her practice ❑ Are on the health plan network list ❑ Insured ❑ Self-Insured
❑ Are outside the health plan network    ❑ I don’t need referral from a PCP

I have to pay for:
Premiums $_____________ Co-insurance ______% in network _______% out of network
Co-payments  $__________ Office visit $__________  Specialists $__________ Prescriptions
Deductibles  $___________ per person $__________  per family
My out of pocket maximum per year is $__________________ My lifetime maximum is $__________________

My child’s insurance will not pay for, or limits the following services: _____________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________

I have to notify my plan (get pre-authorization) if:
❑ My child has an elective surgical procedure   ❑ My child is admitted for emergency treatment    ❑ Other ___________________________________
❑ Timeline for notification __________________

My child’s primary care physician has the following requirements for obtaining referrals
❑ Requires an office visit ❑ Requires ______ days advance notice ❑ Other:_____________________

What I should do if my child needs care while I am out of my plan’s service needs area:
Non-urgent care____________________________________________________________________________________________________________
Urgent situation ___________________________________________________________________________________________________________
Emergency situation ________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________

If you have a POS or PPO plan, what is the maximum amount that can be spent on out-of-network doctors?
Annual limit $__________ Lifetime limit $__________ Annual deductible $___________ Co-insurance __________%
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Medicaid is a joint program between federal and state govern-
ments.  Medicaid was set up by Congress to provide health
care primarily to people who have low income and who are

elderly, disabled, or pregnant; and to low-income families with chil-
dren.  Children with disabilities enrolled on a Medicaid Waiver can
also get Medicaid insurance.  

Medicaid covers certain services for all Medicaid eligible people who
need those services.  The federal Medicaid center publishes a list of
mandatory services that all states must provide.  There is also a second
list published that lists optional services states can choose to provide.
States can control the cost of Medicaid by limiting the number of ser-
vices it chooses to provide or by making eligibility requirements more
strict. 

MEDICALLY INDIGENT MEDICAID (FAMIS PLUS)
AND FAMILY ACCESS TO MEDICAL INSURANCE
SECURITY (FAMIS)

Virginia has two state sponsored health insurance programs for chil-
dren.  FAMIS Plus is Virginia’s name for children’s Medicaid.
FAMIS is Virginia’s state children’s health insurance program.
Both programs are operated by the Virginia Department of Medical
Assistance Services (DMAS).  

Who Qualifies?

Your child may be eligible for FAMIS Plus or FAMIS if they:

• Live in Virginia

• Are under the age of 19

• Are U.S. citizens or certain aliens who are legal residents (a par-

ent’s citizenship is not considered)

For FAMIS only, children:

• Must be uninsured at the time of application

• Cannot have had health insurance in the past 4 months (there are
some exceptions that apply to this rule)

• Cannot be eligible for the Virginia state employee health plan

What are the income requirements?

Qualifying for FAMIS Plus or FAMIS also depends upon household
income and family size. Children are eligible for FAMIS Plus with
family income up to 133% of the Federal Poverty Level. The family
income can be higher (up to 200% of the Federal Poverty Level) for
FAMIS.

The chart on the following page gives you an idea of how much you
can make and still qualify for FAMIS Plus or FAMIS. The income
numbers used in the chart are current as of February 2005. Maximum
income guidelines increase each year. You can contact your local
Department of Social Services (DSS) for current income guidelines.
You can also find income numbers for FAMIS and other information
about FAMIS by calling 1-866-87-FAMIS or at www.famis.org.
Information is available on this website in English and Spanish and
some information is available in other languages.  

When calculating family size for FAMIS Plus and FAMIS, parents and
children up to age 21 in the home are counted. Grandparents,
friends, and relatives are not counted. Some income is not counted.
For example, student income is not counted.  Stepparent’s income is
not counted for FAMIS Plus, but is counted for FAMIS.
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Chapter 2
The Basics of State-Sponsored Insurance Programs and Waivers



There are deductions to income that can be taken (for working parents, child support child care, etc.). If
your family is close to the income limit, these deductions can make a difference, so apply to find out if
your children qualify.  

How much does it cost?

There are no enrollment costs or monthly premiums to pay for FAMIS Plus or FAMIS. There are no co-
payments for any medical services under FAMIS Plus. It is free. With FAMIS, there is a small charge
(co-payment) when your child receives certain services. It is usually $2.00 to $5.00.

How do I apply?

It is easy to apply for FAMIS Plus and FAMIS. The same application is used for both programs.
Eligibility for these programs is determined by local Departments of Social Services (DSS) or
by the FAMIS Central Processing Unit (CPU). You can apply by mail or fax, or hand carry the
completed application to your local DSS or to the FAMIS Central Processing Unit located at
700 East Franklin Street, Richmond, Virginia, 23219.

To get started, call the CPU toll free at 1-866-87FAMIS Monday through Friday (8 a.m. to 7 p.m.) or
Saturday (9 a.m. to 12 noon). Interpreters are available at this number. Or visit your local DSS to apply.

Who can apply?

Parents and legal guardians can apply on behalf of the child. If you are taking care of a relative’s child,
you can apply for that child. If you have written permission from the child’s parents, any adult can apply
on behalf of the child. 

When you apply, you will need to show proof of income. The application requirements are:

1. Child’s social security number (or a copy of application for a social security card)

2. If you are not the parent and not related to the child by blood or marriage, proof of legal
guardianship (or written permission from a parent is required)

3. Proof of the child’s immigration status, if applicable

4. Paycheck stubs from the previous month’s pay (or a letter from your employer that verifies
wages)

5. If parent is self-employed, copy of tax income return 

6. Copies of monthly benefit checks or Social Security statement, if applicable
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FAMIS Plus (up to 133% FPL)
family  size yearly monthly

1 $12,729 $1,061

2 $17,064 $1,422

3 $21,400 $1,784

4 $25,736 $2,145

5 $30,072 $2,506

6 $34,408 $2,868

7 $38,743 $3,229

8 $43,079 $3,590

For each
additional
person, add

$4,336 $362

FAMIS (up to 200% FPL)
family  size yearly monthly

1 $19,140 $1,595

2 $25,660 $2,139

3 $32,180 $2,682

4 $38,700 $3,225

5 $45,220 $3,769

6 $51,740 $4,312

7 $58,260 $4,855

8 $64,780 $5,399

For each
additional
person, add

$6,520 $544



7. Verification of child support, if applicable

What happens once my child is enrolled?

When an application is determined to meet eligibility requirements
(a 45 day timeline from the time a completed application is
received), the child/children are enrolled. Once enrolled, FAMIS
Plus cases are maintained by the local DSS and FAMIS cases are
maintained by the CPU.

All children start out in a fee-for-service plan and will receive a
DMAS identification card. Some children (those in foster care or
under a Medicaid Waiver) will remain in fee-for-service regardless of
where they live. Most children, however, will be assigned within a
month to a managed care plan (if there is one available in their region)
or to a Primary Care Case Manager plan. When there is more than one
managed care option available in the region, the family will be given
a choice of plans. If the family does not choose, they will be assigned
to a plan. Once enrolled in a managed care plan, the child will also
receive a plan identification card. Both cards (DMAS and health plan)
must be kept and presented to the provider (i.e., doctor, hospital)
when services are received.

Every 12 months, the child/family must be re-determined for contin-
ued eligibility for FAMIS Plus or FAMIS. That is, there is an annual
renewal required (based upon the child’s enrollment date) in order
for the insurance coverage to continue. If your child’s application for
FAMIS Plus or FAMIS is denied, or benefits are terminated, you
should appeal the decision. Chapter 4 provides more information on
this process.

For FAMIS Plus children, once the child is determined to be eligi-
ble, health care bills that are as much as 3 months old can be sub-
mitted. FAMIS Plus is free; there are no premiums or co-pays.

For FAMIS children, if the application is approved, the insurance
coverage is effective the first day of the month the completed appli-
cation was received. FAMIS has no premiums and there are no co-

pays for preventative care. But, there are co-pays for other medical
services ($2 - $3); and for hospital admissions ($15 - $25). If a ser-
vice is billed above the coverage limit, the family may receive a bill.

What Services are Covered?

The following chart summarizes covered services under FAMIS
Plus and FAMIS:

Please note that in some areas of Virginia where there are no man-
aged care organizations, FAMIS benefits differ. 

For more information, call 1-866-87FAMIS or go to the DMAS
website at www.dmas.virginia.gov.
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FAMIS Plus FAMIS (in a managed care area)

Doctor/clinic visits Doctor/clinic visits

EPSDT* Well-child checkups

Hospitalization Hospitalization

Prescription drugs Prescription drugs

Dental care Dental care (capped)

Orthodontics 
(necessary)

Orthodontics (capped)

Vision care Vision care (capped)

Mental health 
(via CSB)

Mental health (limited)

School-based services School-based services

Non-emergency transportation

* EPSDT = Early and Periodic Screening, Diagnosis and Treatment (see next page for
more information)



Early and Periodic Screening, Diagnosis and Treatment
Early and Periodic Screening, Diagnosis and Treatment (EPSDT)
is a comprehensive package of benefits available to children and
youth under age 21 enrolled in Medicaid. As mentioned earlier,
when we talk about Medicaid for children under 19 in Virginia, we
are talking about FAMIS Plus. Under EPSDT, FAMIS Plus chil-
dren and youth are entitled to regular physical exams, and full
physical and mental health care to treat any conditions found as a
result of the examinations. Your child does not have to be sick in
order to be screened.

These screenings must include examinations in four areas: physical
health, dental health, vision and hearing. The purpose of these screen-
ings is to:

• Find any problems or conditions as early as possible so that they
may be treated; and

• Ensure that children receive necessary health care on a routine basis
(i.e. immunizations)

There are three types of screenings provided. The first is called an ini-
tial screen. This is a physical exam that must be provided when a child
enters the FAMIS Plus program. The second type of screen is called a
periodic screen (child “well” visits) which should occur at regular
intervals (for example, a baby should get six hearing and vision
screenings in the first 12 months).  The third type of screen is called
an interperiodic screen. This is a physical exam that can happen any
time outside of a regular scheduled visit if a child shows signs of ill-
ness or a change in his/her condition.

Once a child is seen by his/her doctor and a screen reveals a problem,
a diagnosis is made and appropriate treatment can be provided. By
law, states must cover “necessary health care, diagnostic services,
treatment and other measures…to correct or ameliorate defects and
physical and mental illnesses and conditions.” This means that states
cannot refuse to provide services based on whether or not they will
cure a condition. For instance, a child with mental retardation can
receive speech therapy under EPSDT to keep from losing any current
function. 

For a treatment to be covered under EPSDT, it must:

• Be medically necessary;

• Fit within a recognized Medicaid service category; and

• Be prescribed and provided by a Medicaid provider.

The Medicaid Act defines the comprehensive package of EPSDT ser-
vices. Covered services under EPSDT include all mandatory and
optional services that the states are allowed to cover under Medicaid,
whether or not such services are covered for adults. Some of the
EPSDT covered services include:

• Inpatient hospital services

• Outpatient hospital services

• Laboratory and X-ray services

• EPSDT screening services

• Physician services

• Home health care services

• Private duty nursing services

• Dental services

• Physical, occupational and speech therapy

• Prescribed drugs

• Prosthetic devices
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Important:  Enrollment in FAMIS Plus or FAMIS will have no effect
on your immigration status.  Information on your application for
insurance is not shared with immigration authorities.



• Eyeglasses

• Services in an intermediate care facility for the mentally retarded

• Inpatient psychiatric hospital services

• Hospice care

• Case management services

• Respiratory care services

• Community supported living arrangement services (personal assis-
tance, assistive technology, etc.)

The Health Insurance Premium Payment Program

The Health Insurance Premium Payment Program (HIPP) is a fed-
eral requirement that all FAMIS Plus eligible individuals who are
able to enroll in a cost-effective group health insurance plan through
their employer must do so. That is, if your child is found eligible for
FAMIS Plus, and you or a family member are employed and have
access to group health insurance, you are required to complete a
HIPP application. Your employer must also complete an insurance
verification form for DMAS. If you do not enroll in HIPP, you could
lose your family member’s FAMIS Plus benefits.

Under this program, HIPP will pay your share of the health plan’s
monthly premium. Members of your family eligible for FAMIS Plus
will still be covered by FAMIS Plus, but as a secondary insurance
plan. Your group insurance plan will be the primary plan. That is,
FAMIS Plus will pay for some services not covered by the employ-
er’s group health insurance.

On a monthly basis, DMAS will reimburse you for a portion of, or
the entire amount of, the insurance premiums that are deducted from
your paycheck. Your premiums will be paid by DMAS as long as a
family member remains FAMIS Plus eligible and your premium is
cost effective.

Under the HIPP program, any changes in employment, insurance cov-
erage, or household must be reported to DMAS immediately. Every

month you will be required to send DMAS a copy of your most recent
paycheck showing the insurance premium deductible. If you have
questions, call the DMAS HIPP toll free line at 1-800-432-5924.

FAMIS Select Program

Virginia also has a premium assistance program for working fami-
lies who may not be able to afford private or employer-based health
insurance. The FAMIS Select program (formerly known as the
Employer Sponsored Health Insurance program) is designed to help
parents pay for private insurance for family enrollment in an
employer sponsored insurance plan. FAMIS Select will pay $100
per month per child, up to the total cost of the monthly premium. 

Income guidelines for FAMIS Select are the same as for FAMIS.
That is, FAMIS Select is available to children enrolled in FAMIS
who also have access to a private or employer sponsored plan.
Through FAMIS Select, the family has a choice to enroll their
FAMIS eligible child in a private or employer plan rather than
choose the FAMIS plan. This could benefit the family because all
members of a family would have the same health coverage, and it
may also increase access to providers who accept commercial insur-
ance.

Virginia’s former Employer Sponsored Health Insurance  program
was very complex to administer. It was not understood well by fam-
ilies or  employers. Very few were children were enrolled in this
program.

So, the Department of Medical Assistance Services changed
Virginia’s premium assistance program to make it easier for fami-
lies to participate. For the first time, the program is also available to
self-employed families in addition to those in an employers plan.
FAMIS Select goes into effect August 1, 2005. For more informa-
tion, call 1-888-802-KIDS or visit the FAMIS website at
www.FAMIS.org.
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Home and Community-Based Medicaid Waivers
Home and community-based Waivers were established by Congress
to slow the growth of Medicaid spending for nursing home care and
other institutional costs. The Waiver program also addresses the
concerns of people with disabilities who object to being institution-
alized as the only means to get support for their needs.

If your child is disabled and/or has a severe chronic illness and
requires long-term care, he/she may be eligible for a Medicaid
Waiver. Eligibility is determined first by whether the child would
require placement in a nursing home or hospital, or in an interme-
diate care facility for people with mental retardation. A Medicaid
Waiver essentially says that your child is eligible for such place-
ment, but you waive his/her right to live in an institutional setting
and choose to have him/her live at home or in your community.

In Virginia there are five Medicaid Waivers, each with its own eli-
gibility criteria and specific population served. These are:

1. AIDS Waiver

2. Elderly or Disabled with Consumer-Direction (EDCD)
Waiver

3. Individual and Family Support Developmental Disabilities
(DD) Waiver

4. Mental Retardation (MR) Waiver

5. Technology (TECH) Assisted Waiver

All Waivers are not created equal. Some Waivers have a higher cost
of living allowance than others. Services vary between Waivers.
Some services have limits, some do not. Some servies can be direct-
ed by the individual with disabilities and/or their familiy. And some
Waivers have waiting lists.

Once your child is enrolled in a Waiver, you will receive a Medicaid
card for your child to receive state plan Medicaid (FAMIS Plus) ser-

vices. If you already have other insurance, Medicaid (FAMIS Plus)
becomes your secondary insurance plan.

Current Waivers require a great deal of choice and control by the
individual. You choose the case management/support coordination
agency, the service agencies, and the services needed. You control
when, where and how you receive services.

The following five charts list the eligibility criteria and services
currently available under each Virginia Medicaid Waiver.  Please
note that at the time this notebook went to print, a Brain Injury
Waiver, MR Day Support Waiver, and an Independence Plus
Waiver were either being written or explored further.

For more information, contact the Virginia DMAS at
www.dmas.virginia.gov or 1-804-786-1465, or the Medicaid
Waiver Mentor Network at vawaivers@aol.com or
1-866-323-1088.
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Elderly or Disabled with Consumer Direction Waiver

Who It Serves Individuals who are over 65 years old or individuals who are disabled and meet the level of care requirements for admission to a
nursing facility.

Financial Eligibility Local Department of Social Services determines income eligibility (45 day timeline). Monthly income limits of 300% of SSI are con-
sidered. And individual can have up to $2,000 of resources (bonds, savings, etc.). Parent’s income not considered for children.
There are co-pays.

How Screened A Local Nursing Home Pre-Admission Screening Team conducts the screening, unless the individual is in a hospital (then a social
worker and physician complete screening). The Uniform Assessment Instrument is used to determine eligibility.

Services Included Personal care, personal care respite, skilled respite, adult day health care, and personal emergency response system. Some ser-
vices can be directed by the consumer.

Individual and Family Support Developmental Disabilities Waiver

Who It Serves Individuals who are over 6 years old, who have a developmental disability and do not have a diagnosis of mental retardation.

Financial Eligibility Local Department of Social Services determines income eligibility (45 day timeline). Monthly income limits of 300% of SSI are con-
sidered. And individual can have up to $2,000 of resources (bonds, savings, etc.). Parent’s income not considered for children.
There are co-pays.

How Screened Virginia Department of Health Child Development Clinics conduct the screening using a level of functioning survey.

Services Included Support coordination, consumer-services facilitator, adult companion, assistive technology, crisis stabilization, day support, environ-
mental modifications, family/caregiver training, in-home residential, personal assistance, personal emergency response system,
respite care, skilled nursing, supported employment, and therapeutic consultation  Some services can be directed by consumer.

AIDS Waiver

Who It Serves Individuals diagnosed with AIDS and HIV who meet the level of care requirements for admission to a nursing facility or hospital.

Financial Eligibility Local Department of Social Services determines income eligibility (45 day timeline). Monthly income limits of 300% of SSI are con-
sidered. And individual can have up to $2,000 of resources (bonds, savings, etc.). Parent’s income not considered for children.
There are no co-pays.

How Screened A Local Nursing Home Pre-Admission Screening Team conducts the screening, unless the individual is in a hospital (then social
worker and physician complete screening). The Uniform Assessment Instrument, Nutritional Status Evaluation Form, and a physi-
cian’s order are used to determine eligibility.

Services Included Case management, nutritional supplements, personal care, private duty nursing, respite, and attendant care.
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Mental Retardation Waiver

Who It Serves Individuals up to age 6 who have a developmental delay and persons who are over 6 years old who have a diagnosis of mental
retardation.

Financial Eligibility Local Department of Social Services determines income eligibility (45 day timeline). Monthly income limits of 300% of SSI are con-
sidered. And individual can have up to $2,000 of resources (bonds, savings, etc.). Parent’s income not considered for children. There
are co-pays.

How Screened The local Community Services Board conducts the screening using a level of functioning survey.

Services Included Case management, consumer services facilitator, adult companion, assistive technology, crisis stabilization, day support, environ-
mental modifications, personal assistance, personal emergency response system, pre-vocational services, residential support (group
home or in-home), respite care, skilled nursing, supported employment, and therapeutic consultation. Some services can be directed
by consumer.

Technology Assisted Waiver

Who It Serves Individuals who are dependent upon technological support and require ongoing, substantial nursing care. 

Financial Eligibility Local Department of Social Services determines income eligibility (45 day timeline). Monthly income limits of 300% of SSI are con-
sidered. And individual can have up to $2,000 of resources (bonds, savings, etc.). Parents income not considered for children. There
are co-pays.

How Screened A Local Pre-Admission Screening Team conducts the screening using the Uniform Assessment Instrument. Then the Home Care
Coordinators conduct a home visit assessment using specialized care criteria.

Services Included Durable medical equipment, environmental modifications, personal care (only for over age 21), private duty nursing, and respite
care.
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My child has insurance sponsored by the state of Virginia. The plan is:
❑ FAMIS Plus ❑ FAMIS

I live in an area of Virginia that is:
❑ Managed Care ❑ Non-Managed Care

My primary care physician can refer me to specialists who:
❑ Are part of his/her practice ❑ Are outside the health plan network        ❑ Are on the health plan network list        ❑ I don’t need referral

I have to pay for:
Co-payments  $__________ Office visit $__________  Specialists $__________ Prescriptions

My insurance will not pay for, or limits the following services: ___________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________

I have to notify my plan (get pre-authorization) if:
❑ I want an elective surgical procedure    ❑ I am admitted for emergency treatment    ❑ Other______________________________

Timeline for notification ______________

My primary care physician has the following requirements for obtaining referrals
❑ Requires an office visit                         ❑ Requires ______ days advance notice      ❑ Other______________________________

What I should do if I need care while I am out of my plan’s service area:
Non-urgent care____________________________________________________________________________________________________________
Urgent situation ___________________________________________________________________________________________________________
Emergency situation ________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
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What is Supplemental Security Income?

Supplemental Security Income (SSI), from the Social Security
Administration, pays monthly benefits to people who are age
65 or older, or blind, or have a disability and who meet income

eligibility requirements.    SSI is not just for adults. Monthly bene-
fits can go to children with disabilities, too.   As its name implies,
SSI supplements a person's income up to a certain level. The level
varies from one state to another and can go up every year based on
cost-of-living increases. For example, in 2004 the maximum SSI
payment for a person in Virginia was $579 per month. For the cur-
rent guidelines, or more information about applying for SSI,
call 1-800-772-1213 or visit www.ssa.gov.

Whether a person can receive SSI assistance depends on their
income level and other assets (what the person owns). Income is the
money a person has coming in, such as wages, Social Security ben-
efits, child support, and pensions. Income also includes non-cash
items a person might receive such as food stamps, clothing or shel-
ter. If the person is married, the Social Security Administration also
takes into account the income of the spouse and the things he or she
owns. If the person is under 18, the Social Security Administration
considers the income and assets of their parents.

The amount of income a person can have each month and still get
SSI depends partly on where the person lives. The things a person
owns that are considered include items such as real estate, bank
accounts, cash and stocks and bonds. A person may be able to get
SSI if they have items worth no more than $2,000. A couple may be
able to get SSI if they have items worth no more than $3,000. The
Social Security Administration doesn't count everything you own.

For example, these things are not counted: 

• The home the person lives in and the land;

• Life insurance policies with a face value of $1,500 or less; and/or

• Usually the person’s car.

If the person works, there are special rules. The person may be able
to keep getting some money from SSI while they work. But as they
earn more money, their SSI payments may go down or stop. 

Before a person can get SSI, they also must meet other rules. They
must:

• Live in the U.S. or Northern Mariana Islands; 

• Be a U.S. citizen or national (some non-citizens can qualify for
SSI); and

• Accept vocational rehabilitation services if offered.

People who live in city or county owned adult and/or nursing
homes, halfway houses or other public institutions usually cannot
get SSI. But there are some exceptions. For example, persons may
be eligible if they live in a: 

• Publicly operated community residence that serves no more than
16 people

• Public institution mainly for the purpose of attending educational
or job training 

• Public emergency shelter for the homeless

• Public or private institution and Medicaid is paying more than half
the cost of care 

SSI Benefits for Children with Disabilities

The Social Security Administration considers the parents’ income
and assets when deciding if a child under 18 qualifies for SSI. This
applies to children who live at home, or who are away at school but
return home occasionally and are subject to parental control. When

Supplemental Security Income   | Chapter 3   | CARE COORDINATION NOTEBOOK: FINANCING AND MANAGING YOUR CHILD'S HEALTH CARE April 2005   | 23

Chapter 3
Supplemental Security Income
(SSI)



a child turns age 18, the Social Security Administration no longer
considers the parent's income and assets when deciding if he or she
is eligible for SSI. A child who was not eligible for SSI before his
or her 18th birthday because the parent's income or assets were too
high may become eligible at age 18.  If a child with disabilities get-
ting SSI turns 18 and continues to live with his or her parents, but
does not pay for food or shelter, a lower SSI payment rate may
apply.

Disability Determination
While the local Social Security Administration office decides if a
child's income and assets are within the SSI limits, all documents
and evidence pertaining to the child’s disability are sent to the
state’s Disability Determination Service (DDS) unit at the Virginia
Department of Rehabilitative Services. There, a team (consisting of
a disability evaluation specialist and a medical or psychological
consultant) reviews the child's case to decide if he or she meets the
Social Security Administration’s definition of disability.

If the available records are not thorough enough for the DDS team
to make a decision, a parent may be asked to take their child to a
special examination that the Social Security Administration will pay
for. It is important that you keep this appointment, or reschedule
immediately, if needed. Failure to attend the examination, or invalid
results due to poor effort, could result in an unfavorable decision. 

The law states that a child will be considered disabled if he or she
has a physical or mental condition (or a combination of conditions)
that results in “marked and severe functional limitations.” 

• The condition must last or be expected to last at least 12 months
or be expected to result in the child's death. 

• The child must not be working at a job that is considered to be
“substantial work.” 

To make this decision, the disability evaluation team first checks to

see if the child's disability can be found in a special listing of impair-
ments that is contained in the Social Security Administration's regu-
lations. These listings are descriptions of symptoms, signs or labora-
tory findings of more than 100 physical and mental problems, such
as cerebral palsy, mental retardation or muscular dystrophy, that are
severe enough to disable a child. The child's condition does not have
to be one of the conditions on the list. But, if the symptoms, signs or
laboratory findings of the child's condition are the same as, or “med-
ically equal” in severity to the listing, the child is considered disabled
for SSI purposes. 

If the child's impairment(s) does not meet or medically equal a con-
dition listed, the disability evaluation team then decides whether it
is "functionally as serious” as one of the conditions on the List of
Impairments. They assess the effects of the condition or combina-
tion of conditions on the child's ability to perform daily activities by
comparing the child's functioning to that of children the same age
who do not have impairments. To do this, they consider questions
such as:

• What activities is the child able or not able to perform? 

• Which activities are limited in comparison with those of same-age
peers? 

• What type and amount of help does the child need to complete
age-appropriate activities? 

To determine whether the child's impairment causes "marked and
severe functional limitations," the disability evaluation team obtains
evidence from a wide variety of sources who have knowledge of the
child's condition and how it affects his or her ability to function on
a day-to-day basis and over time. These sources include, but are not
limited to, the doctors and other health professionals who treat the
child, teachers, counselors, therapists and social workers. A finding
of disability will not be based solely on the parent’s statements or in
the fact that the child is, or is not, enrolled in special education
classes.
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The disability evaluation process generally takes several months.
However, the law includes special provisions for people (including
children) applying for SSI disability whose condition is so severe
that they are presumed to be disabled. In these cases, SSI benefits
are paid for up to six months while the formal disability decision is
being made. Some of the disability categories in which a child may
be considered disabled and eligible for SSI payments are:

• HIV infection 

• Total Blindness 

• Total Deafness (in some cases) 

• Cerebral palsy (in some cases) 

• Down syndrome 

• Muscular dystrophy (in some cases) 

• Mental retardation 

• Diabetes (with amputation of one foot) 

• Amputation of two limbs 

• Amputation of leg at the hip 

If a family receives these special payments, and later it is decided that
the child's disability is not severe enough to qualify for SSI, the
money does not have to be paid back.

Re-Determination

After a child starts receiving SSI, the law requires that the child's
disability be reviewed to verify that he or she is still disabled. The
continuing disability review (CDR) must be done:

• At least every three years for children under 18 whose conditions
are expected to improve; and

• Not later than 12 months after birth for babies whose disability is
based on a low birth weight; unless it is determined the condition
is not expected to improve by the child's first birthday, in which

case, the CDR is scheduled for a later date.

At the time a CDR is done, evidence must be presented that the
child is and has been receiving treatment that is considered med-
ically necessary and available for the child's disabling condition. 

Under the law, children who are receiving SSI benefits in the
month before they turn age 18 must have their eligibility re-
determined. The re-determination will be done during the one-
year period beginning on the child's 18th birthday, or in place of
a CDR, whenever it is determined that the child is subject to a re-
determination. After age 18, to qualify for SSI as an adult, the
person must have a physical or mental impairment, or combina-
tion of impairments, that is expected to keep him or her from
doing any "substantial" work for at least a year or is expected to
result in death. (Generally, a job that pays $740 or more per
month is considered substantial.)

The person's condition is compared to a listing of impairments that
are considered to be severe enough to prevent someone from work-
ing for a year or more. If the person is not working and has an
impairment that meets or equals a condition on the list, then he or
she is considered disabled for Social Security purposes.

Monthly SSI payments are limited for residents of institutions where
private health insurance pays for their care.

How to Apply for SSI for Your Child

To apply for SSI, visit a local Social Security office or call 1-800-
772-1213 for an appointment with a Social Security representative.
Parents or guardians can apply for a child under the age of 18 who
is blind or disabled. To begin the process, you must complete an
application form and provide the required documents. Your financial
information will be reviewed first by the Social Security
Administration office. If financial criteria are met, your paperwork
is referred to the Disability Determination Service, where a team
will review medical documentation of your child’s disability.
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Although the process can take a long time, the steps are not difficult.
Be prepared, however, to provide detailed financial and medical
information. You should try to collect as much of this information as
possible prior to your appointment. This will help to speed the
review process.
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What to bring to the Social Security office when applying for SSI for your child

Non-Medical Information

❑ Your child’s social security card or number

❑ Your child’s birth certificate or other proof of age

❑ Your mortgage payment information or rent receipts and landlord’s name

❑ Your bankbooks, including checking and savings account information and stocks and bonds

❑ Payroll slips and income tax returns

❑ Insurance policies, pre-paid burial contracts, car registration

❑ U.S. citizenship and immigration papers (for the child only)

Medical Information: 
❑ A list of your child’s doctors, therapists, clinics, and hospitalizations

This information should be detailed and should include the name of provider, address, telephone  number, condition treated, and dates of
service or how often your child sees the provider.  Forms in Chapter 11 can help you organize this information.

❑ Medical records and other reports 
Call your child’s provider and ask that they send pertinent reports. You may need to make this request in writing, or complete a release form
first.  Ask how long it will take for the records to arrive, and follow up if you don’t receive them.

❑ A list of medications and dosages

❑ Specific information on the child’s hearing, sight, motor limitations, and communication abilities 
The application will have detailed questions on these specific areas.

❑ A list of your child’s daily activities 
You need to let the Social Security Administration know your child’s current limitations in activities such as dressing, bathing, self-care and
interaction with others.
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You can avoid many of the most common insurance and Waiver
problems by making sure you understand your insurance policy and
Waiver plan. But even the most sophisticated consumer can run up
against a bewildering denial of service or payment for services.
This chapter provides some basic information on steps you can take
to file appeals for insurance and Waiver issues or if you are denied
SSI.

Private Health Insurance
Informal Resolution

When you have a dispute with your insurance company, the first
step is to try to resolve it informally.  

• Try to approach your insurer in an open and friendly manner.

• Threats of legal action may cause the insurer to react defensively.

• Investigate the facts of your case —denials should be made based
on provisions written in your policy.  

• Call a customer services representative at your insurer’s office and
ask why the claim was denied. Ask for it in writing. Check the rea-
son against the provisions in your policy. If the denial is not based
on written policy provisions, you have a good chance of having it
reversed.

Keep a record of when you called, who you spoke with, and what was
said. This paper trail may be important if your complaint is not
resolved quickly and to your satisfaction.

Internal Grievance

If your initial contact with the insurer did not resolve the issue, you
will need to get their attention by writing a letter. Read your policy
for specific instructions on how to file your complaint. Sample let-
ters are included in Chapter 11 of this notebook.

• Send a letter by registered mail asking for an explanation of the
medical reasons your claim was denied, the names of those
responsible for making the decision to deny the claim, whether
these individuals have medical expertise relevant to your problem,
and the specific section of your insurance policy they are relying
on to deny the claim

• Include copies of letters from your doctors

• If you have a second opinion, include a copy

Typically, the insurer has five business days to acknowledge receipt
of your written grievance. Usually, a plan’s appeal board (made up
of physicians and administrators) reviews your grievance and
makes a decision within 30 days (self-funded plans have 60 days).
All insurance plans are required to provide you with a written rea-
son why a service is denied or not covered.

Do not be surprised if your first grievance is denied. Don’t give up!
An initial denial does not mean you’ve come to a dead-end. Be per-
sistent. Do not accept “no” if you feel you are right.

If an appeal of benefits is denied by the health plan you have
through your employer, you should talk to your human resources
coordinator about contacting the insurer on your behalf. 

Independent Review

If you have exhausted your insurer’s grievance procedure, you might
want to pursue an independent review. In this process, someone from
outside the insurance company reviews the merits of the grievance.
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Typically you have up to four months to request an independent
review after you have followed all the other steps above. 

If you are under a fully insured employer plan, you can file a com-
plaint with the Virginia Bureau of Insurance at
1-877-310-6560. Complaints can be filed on line
(www.scc.virginia.gov/division/boi), or you can fax or mail your
complaint. When a complaint is filed with the Virginia Bureau of
Insurance, a letter will be sent to you acknowledging they
received your complaint. 

Normally, it takes about 45 days from the time they receive your
complaint to research your claim and provide you with a written
response.

Arbitration

Sometimes, if your appeal is denied, your insurance company will
require you to go through arbitration before going through an inde-
pendent review or the courts. For plans that do not have arbitration,
you may choose to bypass any further appeals altogether and go
directly to court. If you choose arbitration, consider hiring an attor-
ney to present your case.

Court Action

Most employer sponsored health plans are protected from certain
lawsuits challenging claim denials. There are some cases when
going to court may be helpful. Contacting an attorney should be
your last step. Attorneys can be expensive. Some attorneys will
take a case on a contingency basis where you only pay if the attor-
ney wins your case. Many attorneys won’t take this type of case
unless the claim is financially rewarding. 

MILITARY INSURANCE
Enrollees who disagree with certain decisions related to their bene-
fits made by TRICARE Management Activity or by a TRICARE
contractor have the right to appeal that decision. The appeals pro-
cess varies, depending on whether the denial of benefits involves a
medical necessity determination, provider authorization, etc. 

Any TRICARE enrollee or parent/guardian of an enrollee who is
under 18 years of age can appeal one of the following decisions:

• A decision denying TRICARE payment for services or supplies
received

• A decision denying preauthorization for requested services or sup-
plies

• A decision terminating TRICARE payment for continuation of
services or supplies that were previously authorized

Decisions related to the eligibility as a TRICARE enrollee can-
not be appealed as eligibility is determined by enrollment in the
Defense Enrollment and Eligibility Reporting System.
Enrollees must address decisions regarding eligibility through
their service branch.

All enrollees must:

Meet all required deadlines (typically within 90 days of the date on
the explanation of benefits or decision)

• Send appeals in writing with signatures

• Include copies of all supporting documents in the appeal

• Keep copies of everything

Once an appeal letter has been submitted in writing within
established timelines, the TRICARE contractor will review the
case and issue a reconsideration decision. If you disagree with
the reconsideration decision, the next level of appeal is the
national quality monitoring contractor. Again, your appeal
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It is important to note, that if you are covered through Medicaid,
Military, or another federal insurance plan, or if you are covered
through your employer’s self-funded insurance plan, you cannot
request an independent review. 



must be submitted in writing within 90 days of the date of the
reconsideration decision and the national quality monitoring
contractor will review the case and issue a second reconsidera-
tion decision.  If the amount of the dispute is less than $300, the
reconsideration decision by the national quality monitoring
contractor is final. If you still disagree with the decision, and if
the disputed services are more than $300, you can request that
TRICARE Management Activity schedule an independent
hearing.

FAMIS Plus AND FAMIS
Application Denied

You must request your appeal in writing within 30 days to the
Virginia Department of Medical Assistance Services. Your local
Department of Social Services worker can help you fill out the
forms for the appeal. If you need an advocate or lawyer to help
you, you can call Legal Aid at 1-800-578-8111.

Once you file an appeal, you will have a hearing before a
Hearing Officer. Before this hearing, your local Department of
Social Services may contact you to discuss your situation in an
informal conference. Do not drop your appeal. Within 90 days
of submitting your appeal, the Hearing Officer must make a
decision. If the Hearing Officer denies your application or ter-
mination of insurance benefits, further appeal is available to a
state court.

It is important to note that if your child’s insurance benefits are ter-
minated, and you request an appeal in writing within 10 days of
receiving your termination notice, you can continue to receive ben-
efits throughout this appeal process if you clearly state that you

want your benefits to continue. But, if you lose your appeal, you
may be asked to repay any benefits received during the appeal pro-
cess.  

Services Denied

If you are receiving benefits and a claim is denied, you have 30 days
to request an appeal. As mentioned above, you may want to begin
by informally contacting the Medicaid office by phone and in writ-
ing to try to resolve the problem. But don’t take too much time.
Remember, you only have 30 days. 

If the problem still exists after your informal attempts to resolve the
problem, submit a request for an appeal. Requests must be sent in
writing to the Virginia Department of Medical Assistance Services.
Within 90 days of your request, the hearing officers should issue a
decision.  If you do not agree with the decision, you may appeal
through the courts.

MEDICAID WAIVERS

You have 30 days to request an appeal for these situations: 

• Services are denied, reduced, or terminated; 

• There is a delay in your request for services; or 

• There are no providers for services that you are approved to
receive. 

Hearing requests should be submitted in writing to the Virginia
Department of Medical Assistance Services. Within 90 days of your
request, the hearing officers should issue a decision. If you do not
agree with the decision, you may appeal through the courts.

SUPPLEMENTAL SECURITY INCOME
If you wish to appeal, you must make your request in writing with-
in 60 days from the date you receive a letter from the Social Security
Administration denying SSI benefits. Call your local Social
Security office if you need help with your appeal. 
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If your child’s application is denied or insurance benefits terminat-
ed, contact your local Department of Social Services immediately
as there are timelines. 



In some cases, your child’s SSI benefits can continue while you are
going through the appeals process. If you want your child’s SSI ben-
efits to continue, you must notify the Social Security Administration
within 10 days of the date you receive their letter which says that
they have received your appeal. If your appeal is turned down, you may
have to pay back any money you were not eligible to receive. There are
four levels of appeal:

Reconsideration

A reconsideration is a complete review of your claim by someone
who did not take part in the first decision. 

Hearing

If you disagree with the reconsideration decision, you may ask for a
hearing. The hearing is conducted by an Administrative Law Judge.
The hearing is usually held within 75 miles of your home. You and
your representative (lawyer, medical expert, etc.), if you have one,
can go to the hearing and explain your case in person. You can also
look at the information in your file and give new information.  After
the hearing, the Social Security Administration will send you a let-
ter with a copy of the judge’s decision. 

Appeals Council

If you disagree with the hearing decision, you can ask for a review
by Social Security’s Appeals Council. The Appeals Council looks at
all requests for review, but may deny a request if it feels the hearing
decision was correct. If the Appeals Council decides to review your
case, it can decide your case itself or return it to an administrative
law judge for further review. You will receive a letter from Social
Security explaining what happened with your review.

Federal Court

If you disagree with the Appeals Council’s decision or if the
Appeals Council decides not to review your case, you may file a
lawsuit in federal district court. Remember, court action requires an
attorney which can be expensive unless you are able to find an attor-
ney willing to take your case on a contingency basis.
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Being well informed and organized is your best defense against unpleasant surprises about what your policy covers and does not cover. In order to
develop a winning argument against your insurance company/Medicaid, you will need written proof of your claims. Keeping a good set of written
records is a good habit to develop. Doing so is called “creating a paper trail.”  A paper trail consists of any and all records to verify your contacts with
your provider and your insurer. Chapter 11 contains sample letters, contact forms, and records.

Creating a Paper Trail

❑ Copy of policy

❑ Bills

❑ Records of the dates of all medical appointments and surgical procedures

❑ Contact Log (date you called, name of person you spoke to, etc.)

❑ Correspondence

❑ Medical records

❑ Explanation of Benefits

❑ Denial letters

❑ Grievance requests

❑ Grievance decisions

❑ Insurance applications

❑ Payment records

Notes:
__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________



34 | CARE COORDINATION NOTEBOOK: FINANCING AND MANAGING YOUR CHILD'S HEALTH CARE April 2005   | Chapter 4   | Notes

notes notes  notes  notes  notes  notes  notes  notes  notes  notes  notes  notes notes 

__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________
__________________________________________________________________



What is a Medical Home?                               

AMedical Home is not a building or a house.  The Medical
Home concept is a way for you and your doctor to work
together.  A Medical Home teams you with your doctor to

plan for and meet your child and/or youth’s special needs. When
you have problems finding resources in your community or coordi-
nating your child’s specialist visits, the doctor and staff in your
Medical Home are able to help you. They know your family’s needs
and understand your child or youth. Children with special health
care needs deserve the same level of regular care that other children
receive. Often they are able to find specialty care, but cannot find
primary care providers where they live that are able to understand
the child’s chronic condition and how it affects their entire life. 

A Medical Home

• Has a caring attitude          

• Is able to listen and welcomes your questions

• Knows your child/youth and your family, including your names!

• Has a willingness to try things differently to meet your family’s
needs

• Allows for hope

• Helps your child to grow, learn, play, laugh, and love

A Medical Home has the following qualities:

Accessible

• Care is available 24 hours a day, 7 days a week through an “on-
call” doctor.

• Care is provided in your family’s community of choice.

• The office space and equipment are accessible to your
child/youth.

Family-Centered

• Knows you and your child well.

• Is able to make accommodations for your child’s special needs.

• Shows respect and is respectful.

• Asks your opinion.

Continuous

• Provides a primary health care provider who routinely sees your
child/youth at most visits. 

• Understands change and guides your family and child/youth
through the ages and stages of growing up!

Comprehensive

• Makes sure that your child has their shots.

• Understands your child’s special condition and how that makes a
difference in their life.

Coordinated

• Works with your insurance company to make sure your child
gets what he or she needs.

• Works with your family and child/youth to develop a plan with
goals to help plan the way.
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Compassionate

• Understands and expresses concern for your child/youth and your
family.

Culturally Competent

• Provides information to you that is understandable both verbally
and written.

• Gets translation services if needed. 

• Values and respects differing cultural backgrounds. 

The relationship that a child’s Medical Home has with their family
is important in assisting the child/youth as they meet challenges in
life. The Medical Home doctor knows the child/youth and can pro-
vide timely referrals to early intervention programs, school and child-
care. By doing this, families are able to get support when they need it
for their child. For example, most children with special health care
needs can go to community child care, but sometimes it helps to have
the doctor work with the child care provider so they know how to care
for the child’s special needs. Or when the school does not understand
your child’s needs, it helps to have the doctor talk with the school to
explain your child’s special needs. Ideally, the medical home, schools
and community agencies work together to help families and their chil-
dren reach their goals.  

Medical practices in Virginia are actively working to improve care
for children with special needs. The Virginia Chapter of the
American Academy of Pediatrics and the Virginia Department of
Health are working to improve access to care for children with spe-
cial health care needs. They are training doctors and other commu-
nity providers about Medical Home so children with special needs
are healthy and happy in their community. 

For more information, contact The National Center of Medical
Home Initiative for Children with Special Needs at
1-847-434-4000 or go to www.medicalhomeinfo.org.
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What is a Medical Home like?  Circle the characteristics below that best describe the pediatric practice you use to see if they are a Medical Home.
Always Sometimes Never

1.  Practice is physically accessible
❑ Practice is located within 20 miles from your home * * *
❑ Practice is accessible by public transportation * * *
❑ Practice is ADA compliant (wheelchair ramp, accessible doors, etc.) * * *

2.  Medical information is accessible
❑ Information on resources is made available * * *
❑ Counseling is offered * * *
❑ Advocacy services are provided * * *
❑ Access to other parents for support is provided * * *

3.  Practice provides continuous medical services
❑ On-call physician is available 24 hours a day, 7 days a week * * *
❑ Physician sees child same day if sick * * *
❑ Child has a well check within 30 days of request * * *

4.  Practice provides comprehensive services
❑ Physician is knowledgeable of full range of child’s health problems * * *
❑ Medical, psychological, educational, and behavior help are available * * *
❑ Physician is knowledgeable of community resources * * *

5.  Practice is family-centered
❑ Parents are recognized as child’s primary source of support * * *
❑ Parents are recognized as experts on their children * * *
❑ Physician includes parents in the decision-making process * * *

6.  Practice provides coordinated services
❑ Families are linked to support services * * *
❑ Physician communicates to, and collaborates on child’s health care plan with all service providers * * *
❑ Care coordinator assists with scheduling, authorization for services, assessment of patients, etc. * * *

7.  Practice is compassionate
❑ Physician expresses concern for well-being of child and family * * *
❑ Physician actively listens to families and validates their feelings * * *

8.  Practice is culturally effective
❑ Interpreter services are available * * *
❑ Patient information forms recognize and openly address cultural diversity issues * * *
❑ Physician respects family’s cultural beliefs, values and behaviors * * *
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Good family-centered care relies on a positive relationship
between families and professionals caring for their child. A
mutually respectful and collaborative partnership promotes

good communication, goal setting, and problem-solving.  When
these relationships work well, everyone benefits, especially the
child.

Family/Professional Collaboration

• Promotes a relationship in which family members and profession-
als work together to ensure the best services for the child and the
family

• Recognizes and respects the knowledge, skills, and experience
that families and professionals bring to the relationship

• Acknowledges that the development of trust is an integral part of
a collaborative relationship

• Facilitates open communication so that families and professionals
feel free to express themselves

• Creates an atmosphere in which the cultural traditions, values, and
diversity of families is acknowledged and honored

• Recognizes that negotiation is essential in collaborative relation-
ships

• Brings to the relationship the mutual commitment of families, pro-
fessionals, and communities to meet the needs of children with
special health care needs and their families

Knowing how to interact with professionals can be critical to your
success as an advocate for your child.

If you need help, don’t be embarrassed.  Let professionals in your
child’s life know what your needs are — don’t be afraid to ask for
help.

Family-Centered Care

Family-centered care is grounded in collaboration among patients,
families, physicians, nurses and other professionals for the plan-
ning, delivery, and evaluation of health care as well as in the educa-
tion of health care professionals.  These collaborative relationships
are guided by the following principles:

• Respecting each child and his/her family

• Honoring racial, ethnic, cultural and socio-economic diversity and
its effect on the family’s experience and perception of care

• Recognizing and building on the strengths of each child and fam-
ily, even in difficult and challenging situations

• Supporting and facilitating choice for the child and family about
approaches to care and support

• Ensuring flexibility in organizational policies, procedures, and
provider practices so services can be tailored to the needs, beliefs,
and cultural values of each child and family
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Four Habits of Highly Effective Family/Professional Relationships

1. Be Proactive Adopt an attitude that is collaborative
and responsible.  

2. Begin with the End in Mind Be able to envision the future, the
possibilities.

3. Put First Things First Prioritize what is most important or
urgent in the coming year.

4. Seek First to Understand
and Then to be Understood

Listen to professionals. You don’t have
to always agree but to understand
their viewpoint.



• Sharing honest and unbiased information
with families on an on-going basis and in
ways they find useful and affirming

• Providing and/or ensuring formal and
informal support (e.g., parent to parent
support) for the child and parent(s) and/or
guardian(s) during pregnancy, childbirth,
infancy, childhood, adolescence, and
young adulthood

• Collaborating with families at all levels in
the care of the individual child

• Empowering each child and family to dis-
cover their own strengths, build confi-
dence, and make choices and decisions
about their health
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Think about all of the different relationships you have with people who care for your child.  

What makes them work?
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________

What specific things have professionals said to you or your child that shows he/she values your opinion?
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________

Now think about those interactions with professionals that haven’t gone so well.

Why not?  What could have been done or said differently?
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________

What steps did you take or try to improve the situation?
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
_________________________________________________________________________________________________________________________
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Self-determination means giving people with disabilities
and special health care needs the opportunity to steer their
own boat — to be captains of their own ship.  A great

resource on the principles of self-determination is the National
Center on Self-Determination (www.self-determination.com).

Choice

People have the right to choose how they will live their lives,
where and with whom.  When people need help, it is friends and
family closest to them who assist them in broadening their expe-
riences and exercising their right to choose. It is essential that
each person have a circle of support chosen by them.

Relationships

The relationships a person has with others are like precious
gems. A relationship must be treasured, nurtured, and pro-
tected.  

Contribution and Community

Everyone has the ability to contribute to his or her community
in a meaningful way.  Giving of self helps people establish a
sense of belonging and identity.  

Responsibilities

Individuals, as they take greater control and authority over
their lives and resources, assume greater responsibility for their
decisions and actions.  Professionals and staff work for the
individual, rather than for the system. Families, friends and
staff assist people in creating more meaningful relationships,

link them with needed supports, remove barriers, develop safe-
ty networks, and help make dreams come true while never for-
getting who is in charge.

Control

People have the power to make decisions and truly control their
lives. This includes gaining authority over financial resources
and the power to determine what supports are necessary, how
they will be implemented, and by whom. People also have con-
trol of hiring those who will provide support.

Dreaming

All people have hopes and dreams which guide the actions
they take and are the most meaningful to them. A commitment
to helping people determine their dreams, respecting those
dreams and helping make dreams come true is crucial.

Dignity and Respect

All people have an inherent right to be treated with dignity and
to be respected as a whole person.  Some of life’s greatest
lessons are learned by making choices that are later realized to
have been mistakes.  All people have the right to the dignity of
risk.

Fiscal Conservatism

Making things happen does not always require money. It is
imperative that alternates to paid support be found.
Communities offer many informal resources — faith-based
organization youth groups, boys and girls clubs, YMCA pro-
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grams — with which your child can be connected. 

Whatever it Takes

The attitude, “nothing is impossible, as long as it is legal and causes no
harm,” is required.  “No we can’t,” as an answer is replaced by “How
can we make this happen?”
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Dana’s Advice: Have dreams for your child — even if they are dif-
ferent from the dreams you had for your child before birth.

Norma’s Advice: Gather all the knowledge you can — educate
yourself.

Kerry’s Advice: Don’t be afraid to speak up!

Cynthia’s Advice: Draw from the knowledge and experience of
other parents.
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Checklist for Raising your Child to be Self-Determined

❑ Help your child develop his/her imagination

❑ Encourage your child to dream big and set goals around those dreams

❑ Encourage your child’s ability to be a self-advocate

❑ Discuss feelings, successes and barriers with your child which need to be overcome

❑ Teach your child problem-solving skills

❑ Go places with your child — don’t allow fears or “what ifs” to stop you from going places

❑ Build curiosity in your child

❑ Don’t protect your child from the realities — let him/her learn about them

❑ Give your child responsibilities/chores

❑ Help your child to look his/her best — clean clothes, haircuts, etc. help his/her self-esteem

❑ Talk with your child about his/her heritage — make a scrapbook

❑ Help to make your child’s bedroom a space he/she can call his/her own

Notes:
__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________
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Family-centered planning is changing the way the family and
other people view the futures of people with disabilities or spe-
cial health care needs. In family-centered planning, natural and

creative supports are organized by meaningful goals based on the
child and family’s strengths and preferences. What can family-cen-
tered planning do for you?

• Help you discover and share your family’s dreams 

• Help your family make important choices

• Help you find people in your community to support your family

Family-centered planning is not a one time meeting, but it is an on-
going process of learning how a family wants to live and what is
important to them, and for them, in everyday life. This is not a new
idea — person-centered planning has been around for almost 20
years. Basic values of person-centered planning include:

• Looking to the future and helping you plan for positive outcomes

• Putting the person (and family) and his/her dreams, talents, needs,
and choices in the center of the planning process

• Helping people find their voice to tell people what is really impor-
tant to and for them

• Requiring really listening to the person (and family) and to the
people who know him/her best

• Enlisting the support of family, friends and professionals to follow
through on action plans and to journey with the person (and fam-
ily) to a life enriched by community connections

Among the most common person-centered approaches are Making
Action Plans (MAPs), Planning Alternative Tomorrows with Hope
(PATH), and Essential Lifestyle Planning (ELP). Although all of these
approaches have unique features, they share the basic values listed
above. MAPS is about listening to a person’s dreams, acknowledging
their nightmares, them building a rich portrait of their gifts and talents
so we are able to focus on simple daily actions. PATH is a creative plan-
ning tool which starts in the future and works backwards to beginning
steps which are possible and positive to meet that goal in the future.
And ELP is a snapshot of how someone wants to live today, serving as
a blueprint for how to support someone tomorrow.

At the core of person-centered planning is a circle of friends, includ-
ing the child with special health care needs, family, friends, peers,
teachers, and other professionals involved in the family’s life.  The
circle of support meets on a regular basis to explore the family’s
strengths, develop a plan for the family, and to support the family.
Each member of the circle of friends brings a gift to the circle –
enthusiasm, persistence, access to resources, etc.  The family bene-
fits by no longer being isolated and overwhelmed by extraordinary
circumstances.  Remember, circle of friends is not a program – it is
a way of living.  From time to time, notice who is important to you
and be intentional about spending time with those who enrich your
life.

Circle of Support

This is a very useful way to graphically gain clarity about who
might be involved in certain activities in your circle of life (exam-
ple on following page). It is also a good way to show which areas in
your life need to be fulfilled. The key is to ask “Who loves this per-
son?”
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instructions

Draw four concentric circles. Put yourself in the
middle then fill in the people in each of your
four circles. People can be in more than one
circle.

First – Circle of
Intimacy

List the people most inti-
mate in your life —  those
you cannot imagine living
without

Second –
Circle of
Friendship

List good friends — those
who almost made the first
circle

Third – Circle
of Participation

List the people, organiza-
tions, networks you are
involved with or participate
in (i.e., work colleagues,
choir, square dance club,
softball teams, etc.)

Fourth – Circle
of Exchange

List the people you pay to
provide services in your life
(i.e., medical professionals,
tax accountants, mechanics,
hair dressers, barbers,
teachers, etc.)

Frequently, families with children with special
health care needs find circle four to be filled in
the most completely.  If this is true with your cir-
cles, enlist the help of your family and friends to
make connections in your community so circles
one, two, and three outweigh circle four.  If you
don’t have family living near you, or feel isolat-
ed from friends, contact a local support group
and start making connections today! 
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Step 1:  Ask family members and friends, peers and professionals working with your child if they would like to be on your child’s circle of
friends.  Explain that they will be helping you and your child with special health care needs develop a workbook for his/her life.  

Step 2:  Schedule a time that works for everyone – have snacks and have fun!!!

Step 3:  Questions to consider answering in your “This is My Life” Workbook

My name is ___________________________ I am ________ years old. I look like ______________________________________________________.
The people who live with me are______________________________________________________________________________________________.
I have a favorite room at home. It is the ______________________ because __________________________________________________________.
There are many things I can do well. The things I do best at home are _______________________________________________________________.
The things I do best at school are ____________________________________________________________________________________________.
The things I do by myself are ________________________________________________________________________________________________.
I do things to help other people (my family). The things I do to help are _______________________________________________________________.
Sometimes there are things I wish I could do. I wish I could ________________________________________________________________________.
There are things I want people to help me do. The things I want help with are __________________________________________________________.
On my birthday I want to ____________________________________________________________________________________________________.
My favorite holidays are _______________________________________ because ______________________________________________________.
I know its time to get out of bed on a school day because __________________________________________________________________________.
After I get out of bed, I _____________________________________________________________________________________________________.
I have breakfast at _________. What I like to eat for breakfast is ____________________________________________________________________.
I have lunch at _________. What I like to eat for lunch is __________________________________________________________________________.
I have dinner at _________. What I like to eat for dinner is ________________________________________________________________________.
At night I like to ___________________________________________________________________________________________________________.
Some days I have a good time at school (or home). On a good day _________________________________________________________________.
Some days I have a bad time at school (or home). On a bad day ___________________________________________________________________.
There are places I like to go to have fun (or to eat). They are _______________________________________________________________________.
There are places I would like to go. They are ____________________________________________________________________________________.
My favorite things to do are _________________________________________________________________________________________________.
My dreams for the future are _________________________________________________________________________________________________.

You will find that you will use this workbook over and over at health plan meetings and education plan meetings as you and your child talk about his/her
likes and dislikes, strengths, and dreams.  Remember, the information in this workbook will need to be updated as likes and dislikes, and dreams change.
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In Chapter 6, we discussed the importance of family/professional
collaborative relationships. Effective medical and educational plan-
ning for children with special health care needs requires meaning-

ful parent participation in the development of a child’s goals.  In order
to be the best advocate for your child, it is critical that you work effec-
tively together with his/her medical and education teams, with both
shared goals and mutual respect.  This requires building and main-
taining strong relationships with the key people involved with your
child.

Identify Key Players

The first step in the process of building strong relationships is to
identify the key players in the process. Typically, along with your-
self and your child, members of medical and education teams
include physicians, nurses, specialists, case managers, therapists,
special education teachers, general education teachers, and admin-
istrators.  Consider anyone who can be a resource for you in navi-
gating the medical or education systems. As you identify the key
players in the process, keep a list of their names and contact infor-
mation.

Establish Relationships

The key to building strong relationships with medical and education
professionals involved with your child is approaching each rela-
tionship as a professional one. It is critical to set the tone from the
start with professionals, especially in your on-going dialogue during
the course of appointments and meetings. Arriving on time, follow-
ing-up on discussions, and being an active participant in the discus-

sion are essential to creating a professional tone. Approach each key
person as an expert in his/her field.  They have valuable experiences
to bring to the table. Acknowledge their ideas and suggestions and
do not be afraid to offer your own ideas and input.

Discussions with medical and education professionals about your
child’s plans are often difficult and can become highly emotional.
To the degree possible, effective advocacy requires containing those
emotions during the discussions so that you can better focus on the
issues at hand.

Before appointments and meetings, outline what you have in mind
for your child and send it to the team members so that they have an
opportunity to review your ideas and goals in advance.

Maintain Relationships

Like any relationship, your relationships with medical and educa-
tion professionals must be maintained. Many of these professionals
will be interacting with your child on a regular basis throughout
his/her life.  Maintaining relationships is an on-going process.
Written statements about your concerns and what you would like to
see changed are critical. Likewise, sending letters when you are
happy with the way things are progressing is important.

Remember:  you are an equal partner in developing your child’s
medical and education plans. Be prepared to both give input and lis-
ten respectfully to other ideas.  To be an effective member of the
team, remember the following tips:

Respect — be considerate of other team members, even if their
views conflict with yours.

Open to Persuasion — be open to suggestions, not that things
should be “my way or no way.”  Other team members might have
information, or access to information that you don’t have.

Cooperate — if everyone agrees to vote in a way that you don’t
agree with, let it go and move on if possible.  If you cannot let it
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go, be careful with your words and actions, especially when you
are upset.  Remember that this medical or education team may
be together for a long time.

Good Listener — let other members know that you are listening
and that you understand by looking at the person speaking, nod-
ding occasionally, and not carrying on separate conversations
with the people at the table next to you.

Ask questions — if you do not understand something being dis-
cussed, ask for clarification.

Repairing Damage

Many parents experience intimidation and frustration in trying to
work with medical and education specialists.  If there has been a bad
experience with team members in the past, it is crucial that you
attempt to move forward in a positive way.

The best way to repair any damage is to openly acknowledge the
problem.  Be forthcoming about the tension that has occurred in the
past and your desire for a more positive and productive working
relationship.  Be candid about what you believe would help to facil-
itate a better experience in the future. Keep a record of these
attempts, especially if you are unable to resolve the issue and need
to pursue other avenues in your advocacy efforts.
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Building and maintaining positive relationships with your child’s medical and educational teams is an on-going process.  Below is a checklist of things to
do before, during and after your team meetings to ensure that you are a collaborative member of the team.

Before a team meeting:

❑ Be prepared (prior to any meeting, always identify your objective.  Make a list of your goals and what you hope to accomplish at the team meeting.)
❑ Bake cookies (bring food — cookies, chocolate, or fruit — to your team meetings. It not only lightens the mood, but it gives you something to stick

in your mouth if you feel the need to say something you might regret later.)
❑ Invite a friend (if appropriate, invite a family member, friend, or advocate to the meeting. Having someone at the meeting for support enables you to

stay focused.)
❑ Be on time (plan ahead so that you can arrive on time at your child’s team meeting. If you are going to be late, be courteous and call to let some-

one know when you will arrive.)

During the team meeting:

❑ Celebrate (start every meeting with members sharing celebrations in their lives)  
❑ Be respectful (be considerate of other team members, even if their views conflict with yours. Be careful with your words and actions, especially

when you are upset.)
❑ Listen (you cannot listen with your mouth moving. Let other team members know you are listening by looking at the speaker, nodding occasionally,

and not carrying on side conversations)
❑ Ask questions (remember the saying “There is no dumb question.” If you do not understand something being discussed, ask questions.)
❑ Take notes (jot down important comments and decisions made, and tasks assigned. This gives you a record to reflect upon after the meetings.)

After the team meeting:

❑ Write thank you notes (if a member of the team really supported you at the meeting, show them that you appreciate it by writing a quick thank you
note. If you are upset with a team member, call and ask if they would like to meet for coffee or lunch so you can spend some time discussing their
comments, their feelings and their opinions.)

❑ Complete assigned tasks (if you agreed to do something before the next meeting, be a responsible member of the team and complete the task.  If
you are having difficulty with a task, call a member of the team for help.)

❑ Evaluate what worked well and what didn’t work well (to improve the outcome of future meetings, always revisit your list of goals and accom-
plishments you anticipated from this meeting.  If you were successful, why? If you weren’t, why not? Discuss the successes at the next meeting.)
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Bright Futures

(804) 864-7689 
www.brightfutures.org (national)
www.vahealth.org/brightfutures (state)
Bright Futures is a national health promotion initiative dedicated to
the principle that every child deserves to be healthy and that optimal
health involves a trusting relationship between the health profes-
sional, the child, the family, and the community as partners in health
practice.

Care Connection for Children (CCC)

www.vahealth.org/specialchildren
Care Connection for Children is a statewide network of Centers of
Excellence for children with special health care needs (CSHCN) spon-
sored by the Virginia Department of Health.  Care Connection services
include:

• Access to specialty medical care and Medical Homes

• Assistance coordinating care and services

• Assistance in obtaining health insurance for the child

• Information and referral to community resources

• Family to family support

Children are eligible to receive Care Connection services if they are
residents of Virginia under the age of 21, and have a chronic physi-
cal condition that requires health care and other services beyond that
which is needed by children generally.  Services are free of charge.

Each of the six CCC centers serves a large geographic area. Toll free
numbers are below:

Blue Ridge  (866) 596-9367
Central Virginia  (866) 737-5965
Hampton Roads  (800) 864-8903
Northern Virginia  (866) 222-0372
Roanoke Area  (866) 906-2999
Southwest Virginia  (800) 704-1285

Care Connection for Children Resource Directory 

www.specialneedsresourcesva.org

Centers for Independent Living (CIL)

www.vasilc.org
CILs are non-profit organizations that provide services to persons
with significant disabilities to maximize their independence.
Services include information and referral, independent living skills
training, and advocacy training.   They also provide information and
technical assistance to the community. CILS are non-residential
places. There are 16 CILs in Virginia.

Child Development Services

www.vahealth.org/specialchildren/cdsprogram.htm
The Child Development Services (CDS) program is a statewide net-
work of clinics sponsored by the Virginia Department of Health.
The clinics serve children and adolescents suspected of having
developmental and behavioral disorders.  The clinic team consists
of a pediatrician, nurse, social worker, educational consultant, and
psychologist.  Medical consultations are also available from other
pediatric specialists.  Services include diagnostic assessment and
care planning, care coordination and referral.  Each CDS clinic
serves a large geographic area:

Arlington  (703) 228-1620
Danville  (434) 797-1040
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Fredericksburg  (540) 899-4025
Gate City  (276) 386-3803
Harrisonburg  (540) 568-6687
Lynchburg  (804) 947-2030
Newport News  (757) 594-7319
Norfolk  (757) 683-8770
Petersburg  (804) 862-6186
Roanoke  (540) 224-4520
Winchester  (540) 722-3484

Connect for Kids

www.connectforkids.org
An alternative news website that provides information and advoca-
cy tools for families to address state and national issues regarding
children.  Connect for Kids helps adults make their communities
better places for families and children.  The site includes a “Yellow
Pages for Kids with Disabilities” and chat rooms.

Council for Exceptional Children (CEC)

(703) 620-3660
www.cec.sped.org
The Council for Exceptional Children is the largest international
professional organization dedicated to improving educational out-
comes for students with disabilities and/or the gifted.  CEC sets pro-
fessional standards, provides professional development and advo-
cates for appropriate governmental policies.  An excellent resource
for information on the IDEIA.

Court Appointed Special Advocate Program (CASA)

(804) 786-4000
www.dcjs.virginia.gov/juvenile/casa
CASA is a child advocacy program that assigns trained volunteers
to speak for abused and neglected children in the juvenile justice

system.  There are over 25 local CASA programs.

Easter Seals

(800) 365-1656
www.va.easterseals.com/site
Easter Seals Virginia provides programs, services, consultation,
advocacy and education for children and adults with disabilities,
their families and their communities.

Family Involvement Project (FIP)

(888) 604-2677
www.arcfip.org
The Family Involvement Project is a program of the Arc of Virginia.
FIP works to assure that Virginia’s Infant and Toddler Connection
program is of the highest quality.  The project focuses on strength-
ening family involvement with local interagency coordinating coun-
cils, ensuring parent to parent support for families receiving early
intervention services; and working to recruit and train parents to
serve on state early intervention review teams.

Family Voices

(804) 264-8428 (VA chapter)
www.familyvoices.org (national)
Family Voices is a national grassroots network of families and
friends that advocates for health care services for children and youth
with special health care needs.  Family Voices promotes inclusion of
families as decision-makers at all levels of health care and supports
essential partnerships between families and professionals.

National Dissemination Center for Children with Disabilities 

(800) 695-0285
www.nichcy.org
NICHCY is funded by the federal Office of Special Education
Programs of the Department of Education to connect families to
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needed resources for infants, toddlers, children and youth who have
disabilities.  All information through NICHCY is available in both
English and Spanish.

National Organization for Rare Disorders (NORD)

(203) 744-0100 or (800) 999-6673 (voice mail only)
www.rarediseases.org
NORD is a non-profit health organization dedicated to helping people
with rare diseases and assisting the organizations that serve them.
NORD provides information, education, referrals, advocacy, research
grants and Medication Assistance Programs.

Parents and Children Coping Together (PACCT)

(800) 477-0946 (toll free within Virginia)
www.pacct.net
PACCT is a statewide organization for families of children and ado-
lescents with mental, emotional and behavioral disorders.  PACCT
exists to develop and maintain local family support groups and a
network for advocacy.

Parent to Parent of Virginia (PTPofVA)

(804) 795-1481
www.ptpofva.com
PTPofVA, Virginia’s state Parent to Parent office, supports families
with children with disabilities and service providers across the
Commonwealth with best practice in family support.  PTPofVA pro-
vides training, technical assistance and advocacy support.

Parent Training & Information Center 

(800) 869-6782 
www.peatc.org
The Parent Educational Advocacy Training Center (PEATC) assists
families of children with disabilities through education, information
and training.  PEATC builds parent-professional partnerships to pro-

mote success in school and community life. 

Legal Services

Legal Advocacy Center

(804) 967-2556
www.virginialac.org
The Legal Advocacy Center is a non-profit organization that sup-
ports legal services that will protect and advance the rights of stu-
dents with disabilities in Virginia.  The Center partners with the
Virginia Coalition for Students with Disabilities.

Virginia Poverty Law Center (VPLC)

(800) 868-8752 
www.vplc.org
The Virginia Poverty Law Center is a non-profit organization con-
centrating in areas of law that affect low-income families. VPLC
provides training to local legal aid programs, attorneys, and low-
income clients, relating to the legal rights of Virginians living in
poverty. The website includes a legal services directory for Virginia.

Legal Aid

(866) 534-5243  
www.valegalaid.org

Respite Resource Project (RRP)

(804) 828-8587
www.vcu.edu/partnership
The RRP supports the development of respite services to meet the
needs of families of children with disabilities. Activities include
technical assistance and the provision of resource information,
including the summer camp guide.
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Special Needs Advocate for Parents (SNAP)

(888) 310-9889
www.snapinfo.org
SNAP offers a number of services (medical insurance assistance,
resources, newsletter, special needs estate planning) to parents who
have children with special needs to help them make important deci-
sions in planning for their child’s well-being as well as to provide
information, resources and networking opportunities. 

Special Needs Assistance Program for Children (SNAP4Kids)

(757) 440-5254
www.snap4kids.org
Assists families through information, referral and education.
Provides modest grants for medical and therapeutic equipment not
covered by insurance.

Specialized Training of Military Parents (STOMP)

(800) 572-7368 (5-PARENT)
www.stompproject.org
Parent training and information center established to help military
families who have children with special education or health care
needs.

University Center for Excellence in Developmental Disabilities

(804) 828-3876
www.vcu.edu/partnership
The Partnership for People with Disabilities operates more than 20
federal and state programs supporting individuals with disabilities
and families.  

Women, Infants and Children Program (WIC)

(888) 942-3663 (WIC-FOOD)
www.vahealth.org/wic

The WIC program is a suppplemental nutrition program funded by
the U.S. Department of Agriculture.  WIC provides high-quality food
to pregnant and lactating women and  children up to the age of five.
It is operated through local health departments and mobile clinics
throughout Virginia. 

Virginia State Agencies

Assistive Technology

Virginia Assistive Technology System and Loan Fund Authority
(804) 662-9993
www.vats.org
Children with Special Health Care Needs
Virginia Department of Health
(804) 864-7706
www.vahealth.org/specialchildren

Developmental Disabilities 

Virginia Board for People with Disabilities
(800) 846-4464
www.vaboard.org

Health Insurance (Commercial)

Virginia State Corporation Commission, Bureau of Insurance
(800) 552-7945
www.scc.virginia.gov/division/boi
Hearing Impaired
Virginia Department for the Deaf and Hard of Hearing
(800) 552-7917
www.vddhh.org
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Infant & Toddler Connection of Virginia

Virginia Department of Mental health, Mental Retardation and Substance
Abuse Services
(804) 786-3710
www.infantva.org

Medicaid (includes FAMIS Plus and FAMIS)

Virginia Department of Medical Assistance Services
(804) 786-4231
www.dmas.virginia.gov

Protection and Advocacy 

Virginia Office for Protection and Advocacy
(800) 552-3962
www.vopa.state.va.us

Rehabilitative Services

Virginia Department of Rehabilitative Services
(800) 552-5019
www.vadrs.org

Social Services

Virginia Department of Social Services
(804) 692-1900
www.dss.state.va.us

Special Education

Virginia Department of Education
(800) 292-3820
www.pen.k12.va.us

Visually Impaired

Virginia Department for the Blind and Vision Impaired
(804) 371-3140
www.vdbvi.org

Disability Specific Organizations
ADD/ADHD

Children and Adults with ADD/ADHD (CHADD)
(800) 233-4050
www.chadd.org
CHADD works to improve the lives of people affected by AD/HD
through leadership, advocacy, research, education, and support.

Autism

Commonwealth Autism Services
(800) 649-8481
www.autismva.org
Provides leadership in the implementation of a statewide system of
services to maximize the potential and quality of life of Virginians
with autism.

Virginia Autism Resource Center (VARC)
(877) 667-7771 or (804) 674-8888, x 5161
www.varc.org
The VARC is a program of Grafton.  It provides training, indi-
vidual case consultation, and information to families and profes-
sionals working with individuals with autism in Virginia.

Brain Injury

Brain Injury Association of Virginia
(800) 334-8443
www.biav.net
Provides current, practical information for professionals, persons
with brain injury, and family members.
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Cerebral Palsy

United Cerebral Palsy of Southern/Central VA
(757) 497-7474
United Cerebral Palsy of Washington DC/Northern VA
(202) 269-1500
www.ucpa.org
UCP is the leading source of information on cerebral palsy and is a
leader in advocating for the rights of persons with disabilities.

Chromosome Disorders

Chromosome Deletion Outreach
(561) 395-4252
www.chromodisorder.org
Provides support to parents of children born with rare chromosome dis-
orders.  Provides information and promotes research and community
understanding of these disorders.

Cystic Fibrosis

Cystic Fibrosis Foundation (CFF)
(800) 344-4823 or (804) 527-1500
www.cff.org
The Foundation’s mission is to assure the development of the means
to cure and control cystic fibrosis, and to improve the quality of life
for those with the disease.  The CFF provides education, information,
supports specialty care centers, funds research and operates a special-
ty pharmacy.

Down Syndrome

National Down Syndrome Society (NDSS)
(800) 320-4514
www.ndss.org
The mission of the NDSS is to benefit people with Down syndrome
and their families through national leadership in education, research

and advocacy.  Through NDSS, you can locate  regional Down
Syndrome Associations in the greater Richmond, Hampton Roads,
Northern Virginia and Roanoke areas.

Epilepsy

Epilepsy Foundation of Virginia (EFVA)
(800) 332-1000 or (434) 924-8669
www.efva.org
Promotes awareness about epilepsy, provides assistance to those with the
disorder, and provides training for professionals and families.

Fragile X

National Fragile X Association
(800) 688-8765
www.fraxa.org
Supports research aimed at treatment for Fragile X Syndrome.

Hearing Impairments

A. Graham Bell Association
(202) 337-5220
www.agbell.org
AG Bell promotes its mission: Advocating Independence through
Listening and Talking!

Learning Disabilities

Learning Disabilities Association of Virginia
(804) 745-9325
www.ldavirginia.org
Focuses on enhancing educational and vocational services for indi-
viduals with learning disabilities who live in Virginia.
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Mental Retardation and Developmental Disabilities

The Arc of Virginia
(804) 649-8481
www.arcofva.org
Advocates to focus attention on the needs of individuals who have
intellectual disabilities and related developmental disabilities.

Multiple Sclerosis

Multiple Sclerosis Association of America (MSAA)
(800) 532-7667
www.msaa.com
MSAA provides ongoing support and direct services to persons with
multiple sclerosis to enhance the quality of life for those affected.

Muscular Dystrophy

Muscular Dystrophy Association (MDA)
(800) 572-1717
www.mdausa.org
MDA is a health agency partnership between scientists and citizens
aimed at conquering neuromuscular diseases. MDA offers programs
of research, education, and medical and community services.
Website contains a list of MDA clinics in Virginia and information
about MD summer camps.

Speech

Speech-Hearing-Language Association of Virginia
(800) 487-4637
www.shav.org
SHAV is a nonprofit organization of professionals working to meet the
needs of people with communication impairments in Virginia.

Spina Bifida

Spinda Bifida Association of America (SBAA)
(800) 621-3141 or (202) 944-3285
www.sbaa.org
The SBAA serves adults and children who live with the birth defect
of spina bifida.  The association uses education, advocacy, research
and service to promote the prevention of spina bifida and enhance
the lives of all affected.  Contact SBAA for information on region-
al Spina Bifida Associations in the Roanoke Valley and Hampton
Roads areas.

Visual Impairments

American Foundation for the Blind (AFB) – Southeast
(404) 525-2303
www.afb.org
AFB advocates to ensure that people who are blind or visually
impaired enjoy the same rights and opportunities as other citizens.

Child’s Hope For Sight
(804) 938-1624
www.childshopeforsight.com
CHS is a non-profit organization of parents, professionals and other
persons with the common objective to providing support and service
to the parents of children with visual impairments in Virginia.
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SAMPLE Letter 1 

February 1, 2004

VIA CERTIFIED U.S. MAIL with 
RETURN RECEIPT
Health Plan Administrator
ABC Health 
123 Main Street
Anytown, Virginia  23230

Re:  Joe Smith, Member No. 225-555-1111

I was recently denied coverage by ABC Health for treatment of my son’s cleft palate on the grounds that surgery to repair the cleft palate is considered
cosmetic and not medically necessary. I would like to appeal this decision, as is my option under my policy.  

Please provide me with a written explanation of the medical reasons ABC Health feels surgery to repair a cleft palate is not considered “medically neces-
sary.  In addition, please include the section of my policy that ABC Health is relying on to make the decision. Finally, I would also like to know the medical
background and experience of those involved in making the decision to deny my son’s treatment.

I have included for your review, an opinion from Dr. Wow, a nationally renowned specialist in pediatrics, expressing the view that surgery to repair a cleft
palate is in fact medically necessary.  

Your prompt response is expected and appreciated.  I can be reached at (804) 222-1111 if you would like to discuss this letter.

Sincerely,

John Smith
111 American Ave. 
Somewhere, VA 23222
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Sample Letter 2

February 4, 2003

VIA CERTIFIED U.S. MAIL with 
RETURN RECEIPT
Virginia Bureau of Insurance
1300 E. Main Street
Richmond, Virginia  23219

Re:  ABC Health

I would like to file a complaint against ABC Health relating to its failure to pay a claim for my daughter’s speech therapy.

ABC Health denied coverage for my daughter’s speech therapy on two grounds:  First because it said my daughter’s school is responsible for covering
such therapy; and second, that such therapy is not “medically necessary” and therefore not covered. Unfortunately, my daughter’s school only offers limit-
ed services under her individual education program. And ABC Health’s claim that such therapy is not medically necessary does not appear to be valid
since they paid for the therapy for a period of three months before stopping coverage. In addition, the doctor who treated my daughter said that without
therapy, my daughter has no chance to develop a normal speech pattern necessary to communicate medical needs by the time she reaches adulthood.  

When I told ABC Health that I wanted to appeal their decision to deny coverage, they responded that I could not appeal and that their decision was final.
This clearly goes against the language in the health plan I have with ABC Health, which outlines the procedures for a formal appeal.

I need your assistance in resolving this matter and appreciate any assistance you can offer. If you need any additional information, please let me know.  I
can be reached at (804) 111-6789.

Sincerely,

Mary Doe
123 Main Street.
Hometown, VA 23232
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Sample Letter 3

February 1, 2004

VIA CERTIFIED U.S. MAIL with 
RETURN RECEIPT
Health Plan Administrator
ABC Health
123 Main Street
Anytown, Virginia  23230

Re:  John Smith, Member No. 225-555-5555

On December 20, 2003, my employment with CarMin was terminated. I am writing to inform you that I wish to continue coverage for myself and my family
from ABC Health through my employer’s group health plan.

Please respond to my request in writing, confirming that I have the right to elect COBRA coverage and whether there will be any change in the premium
amount I currently pay. I can be reached at (804) 222-1113 if you have any questions.  

Sincerely,

John Smith
111 American Ave
Somewhere, VA 23222
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Sample Release of Information Form

Date

Dear _______________________________:

I, __________________________________________, the parent/legal guardian of, _________________________________________________ whose 
(Child’s Name)

birth date is ___________________, am requesting copies of medical records/school records from ___________________________________________
(School, Physician, or

________________________________________________________________  for the following dates: ______________________________________
Hospital name)

Please mail this information to the following address:

________________________________________________________________________

________________________________________________________________________

________________________________________________________________________

________________________________________________________________________

Signed:

________________________________________________________________________ ______________________
Parent/Legal Guardian Date
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Sample Permission to Treat Form

To Whom it May Concern:

I/We, ____________________________________________, the parent/legal guardian(s) of, ____________________________________  whose 
(Child’s Name)

birth date is ___________________, give permission to qualified medical personnel to provide medical treatment to my child(ren) but only in case I cannot

be contacted to give permission personally, or I am otherwise unavailable. 

Please provide care and treatment to minimize unnecessary pain, complications, scarring, or delays in recovery, as well as to protect life and limb. 

My child has medical and liability insurance through ________________________________________________________________________________.

Known allergies to antibiotics or medicines:  ______________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________. 

Special instructions and comments ______________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

__________________________________________________________________________________________________________________________

Phone numbers where I might be reached:  Home: ________________________ Work: _______________________ Cell: _______________________ 

______________________________________________ _____________________________________________________ __________________
(Signature, parent or guardian) (Printed name) (Date) 

______________________________________________ _____________________________________________________ __________________
(Signature, parent or guardian) (Printed name) (Date) 
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birth history    birth history birth history birth history birth history birth history birth history birth history

Child's Name: ____________________________________________  Date of Birth: _____________ Birthweight: __________ Length: ____________

Child order of birth (first child, second child, etc.): ____________________

Doctor/Obstetrician: _________________________________________________________________________________________________________

Telephone: ____________________________ Cell: ____________________________ Email: _____________________________________________

Address: _________________________________________________________________________________________________________________

How many months pregnant were you when you first saw a doctor? __________________

How many times did you see the doctor during your pregnancy?  ____________________

Name of hospital where child was born: ___________________________________________________  Telephone: ___________________________

Address: _________________________________________________________________________________________________________________

Child was in the hospital from (date) ______________________ to (date) ________________________

Name of child's primary doctor: ________________________________________________________________________________________________

Telephone: ____________________________ Cell: ____________________________ Email: _____________________________________________

Name of child's specialty doctor(s): ____________________________________________________________________________________________

Telephone: ____________________________ Cell: ____________________________ Email: _____________________________________________

Telephone: ____________________________ Cell: ____________________________ Email: _____________________________________________

Drugs/medication taken by mother during pregnancy: ______________________________________________________________________________

_________________________________________________________________________________________________________________________

Mother's illnesses during pregnancy: ___________________________________________________________________________________________

_________________________________________________________________________________________________________________________

Was baby full term (9 months)?     ❑ Yes    ❑ No  If no, weeks of gestation ______________ Length of labor: ________________________________

Type of delivery:       ❑ Normal     ❑ Breech    ❑ Precipitate (sudden)      ❑ Caesarean

Child's condition/problems at birth: _____________________________________________________________________________________________

_________________________________________________________________________________________________________________________

_________________________________________________________________________________________________________________________
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family history    family history family history family history family history family history family history family history

Child's Name: _____________________________________________________________________________________________________________

Does anyone else in the family have a similar condition to the child? 

❑ Yes    ❑ No     If yes, what is their relationship to child__________________________________________________________________________

Do any relatives or members of your immediate family have the following condition?  If so, list their relationship to child.

a.  Diabetes _______________________ __________________________ b.  Heart problems ___________________________________________

c.  Hearing impairment _________________________________________ d. Allergies/Asthma __________________________________________

e.  Vision impairment ___________________________________________ f.  Seizure disorder ___________________________________________

g. Cerebral Palsy _____________________________________________ h.  Mental Retardation ________________________________________

i.  Cleft Palate ________________________________________________ j.  Birth Defects _____________________________________________

feeding history    feeding history feeding history feeding history feeding history feeding history feeding history

When your baby came home from the hospital, what type of food did he/she eat?

❑ breast milk ❑ regular formula ❑ special formula ❑ Other ( ____________________________________________________________)

If your baby's feeding habits changed, what was the change and why?

❑ Breast to bottle — child's age _______  why change? __________________________________________________________________________

❑ Formula change — child's age _______  Why change? ______________________________________________ (changed to ______________)

❑ Bottle to cup — child's age _______  why change? ____________________________________________________________________________

❑ Started solid food — child's age _______  why change? ________________________________________________________________________

❑ Other changes _________________________________________________________________________________________________________

How long does it take your child to take a bottle or eat a meal? ______________________________________________________________________

How much does he/she eat? _________________________________________________________________________________________________

Are there any problems with eating (vomiting, choking, refusing to eat, diarrhea, etc.)? ____________________________________________________

What are your child's favorite foods? ___________________________________________________________________________________________

_______________________________________________________________________________________________________________________

What food does your child dislike? _____________________________________________________________________________________________
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physicians/therapists/dentists    physicians/therapists/dentists physicians/therapists/dentists physicians/therapists/dentists

Name Speciality Address Phone Number
Date Care Began

& Ended
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medications    medications medications medications medications medications medications medications medications

Name of Medications Prescribed By Purpose of Medications
Date

Began
Date

Ended Cautions Response
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Hospitalization    Hospitalization Hospitalization Hospitalization Hospitalization Hospitalization Hospitalization

Date(s) Name & Address of Hospital Attending Physician/Surgeon
Reason for

Admission/Surgery Outcome
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child’sillness/infection/injury record    child’s illness/infection/injury record child’s illness/infection/injury record

Illness/Injuries/Infections Date How Long it Lasted Drugs Taken/Treatment Physician
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tests/x-rays/lab work    tests/x-rays/lab work tests/x-rays/lab work tests/x-rays/lab work tests/x-rays/lab work

Type of Test Prescribed By Date Location of Test Results
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ass ist i ve  techno logy  dev ices/equ ipment/supp l ies         ass ist i ve  techno logy  dev ices/equ ipment/supp l ies

Type of Device/
Equipment/Supplies

Prescribed
By

Reason
Prescribed

Date
Started Date Ended Vendor Problems
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contact log    contact log contact log contact log contact log contact log contact log contact log contact log contact log

Date Name of Person Contacted What was Discussed
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notes notes  notes  notes  notes  notes  notes  notes  notes  notes  notes  notes  notes  
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