Chapter 10
Resources

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
WWWw.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.shaa.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

| 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. | 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, | would also like to know the medical
background and experience of those involved in making the decision to deny my son’s treatment.

| 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. | can be reached at (804) 222-1111 if you would like to discuss this letter.
Sincerely,
John Smith

111 American Ave.
Somewhere, VA 23222

Sample Letter 1 — Denied Coverage | Forms for Advocating Your Child | Chapter 11 | CARE COORDINATION NOTEBOOK: FINANCING AND MANAGING YOUR CHILD'S HEALTH CARE April 2005 | 62



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

| need your assistance in resolving this matter and appreciate any assistance you can offer. If you need any additional information, please let me know. |
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. | am writing to inform you that | 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 | have the right to elect COBRA coverage and whether there will be any change in the premium
amount | currently pay. | 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

l, , 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:

|/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 | cannot
be contacted to give permission personally, or | 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 | 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

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)?  QYes ([ No If no, weeks of gestation Length of labor:

Type of delivery: 1 Normal 1 Breech (1 Precipitate (sudden) (O Caesarean
Child's condition/problems at birth:
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family history

Child's Name:
Does anyone else in the family have a similar condition to the child?

QYes QNo Ifyes, whatis 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

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

Qbreast milk QO regular formula QO special formula Q Other ( )
If your baby's feeding habits changed, what was the change and why?

Q Breast to bottle — child's age why change?

Q Formula change — child's age Why change? (changed to )

Q Bottle to cup — child's age
Q Started solid food — child's age

why change?

why change?

Q 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

Date Care Began

Name Address & Ended
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medications medications medications medications medications medications medications medications medications

Date Date
Name of Medications Prescribed By Purpose of Medications Began Ended Cautions Response
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Outcome
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child'siliness/infection/injury record child's iliness/infection/injury record child's iliness/infection/injury record

lliness/Injuries/Infections Date  How Long it Lasted Drugs Taken/Treatment Physician

73 | CARE COORDINATION NOTEBOOK: FINANCING AND MANAGING YOUR CHILD'S HEALTH CARE April 2005 | Chapter 11 | Forms for Advocating Your Child | Child’s lliness/Infection/Injury Record



tests/x-rays/lab work

Date

Type of Test Results
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assistive technology devices/equipment/supplies assistive technology devices/equipment/supplies

Type of Device/ Prescribed Reason Date
Equipment/Supplies By Prescribed 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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