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summer Solstice Event a

On June 21st, 2002, at Anthony’s Pier 4in
Boston, Parents for Residential Reform
(PFRR) and the Federation for Children with
Specia Needs, in collaboration with Mass
Families Organizing for Change, held the
Summer Solstice Dinner Dance and Silent
Auction to benefit the Children’s Holiday Gift
Fund.” The PFRR board and other volunteers
worked hard to make this event successful
and fun.

The Master of Ceremonies was our own Dan
Heffernan, Esg., Chairman of Federation’'s
Board of Directors. Dan stepped in for
OLDIES 103.3 Paula Street who wasiill and

he did afantastic job!
Cassandra Weatson-Colon,
one of the people who
helped create the Children’s
Holiday Gift Fund, spoke
eloquently about the chil-
dren and adolescents living
with disabilities that were
without gifts and sometimes
even without family and
friends during the holiday
season. Sharing her own remembrances of her
residential school days, Cassandra spoke about
how truly alone these children are. After the
holidays, she and her friends would return to

L to R: Federation Executive Director Rich Robison,Andrea Watson of
PFRR, Senator John Kerry (MA), Susan Nadworny of Massachusetts
Families Organizing for Change, and Commissioner Harry Spence, DSS.

school with gifts, and laugh and talk about
their good times with family and friends, and
realized the children who remained at school

continues on page 5 o

IGG Parent Leadership Development

Project Underway

The Federation is pleased to share with you
the exciting news that our proposed National
|CC Parent Leadership Development Project
has been funded by the U.S. Department of
Education for three years beginning October
1, 2002. The planning process for the new
grant has aready begun. We are examining
the current needs of parents serving on state
ICC's aswell as using the suggestions of pre-
vious participants including the lessons
learned from the last three Parent Leadership
Institutes to plan our future activities.

Barbara Popper and Rich Robison will serve
as Co-project Directors, Marilyn Gutierrez
and Brad Arndt will staff the project. Roberto
Chene, from New Mexico, Cassie Johnston of
Washington State, and Kathleen Osta from
Texas will continue to function as our Institute
faculty. Joseph Telfair of the University of
Alabamawill be our project evaluator.
Together we will provide training opportuni-
ties to five state teams per year, support state
team building and assist teams in identifying
collaboration activities with key organizations

within and between states. State teams will
establish their own models of training activi-
tiesto bereplicated at their state level, and
develop reciprocal outreach strategies to reach
diverse and underserved parent populations.

The listserv we have managed for parents
(iccparent) is being re-activated. Our ICC
Parent website (www.iccparent.org) is being
redesigned and updated. Brad Arndt at the
Federation will manage these activities and
welcome new parents who join the list.

Want Newsline by email?

The cost of mailing NewsLine con-
tinues to climb. If you would like to
receive e-NewsLine, just go to
fesn.org and click on “NewsLine.”

Same great information, faster and
cheaper!
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Legislative &
Policy Update

No Child Left Behind:
A New law for

The No Child Left Behind Act was signed into
law on January 8, 2002. This law changes the
role of the federal government in kindergarten
through 12th grade educational programs.

On July 19, Dr. Susan Sclafani, Counselor to
Secretary Rod Paige of the United States
Department of Education, visited the
Federation and presented an overview of
the requirements of the recently passed

No Child Left Behind (NCLB) Act.
Representatives from the Massachusetts
Department of Education, Massachusetts
Department of Public Health, the Perkins
School, the Shriver Center and others joined
Federation staff members to discuss the latest
developments in education reform.

The four key principles of the Act are:

1) Accountability. Each school is now held
accountable for the quality of education they
provide for their students. Schools must mea-
sure levels of performance/improvement for
all groups of students through annual assess-
ments beginning in 3rd grade, through grade
8, and at least once in high school. States
must establish a definition of adequate yearly
progress (AY P) for the schoolsin their state.
If aschool doesn’'t make adequate progress
for aperiod of two years, they will be identi-
fied as “aschool in need of improvement.”

At this point the school district itself must
address the issue. If aschool still doesn’t
progress, more drastic measures must be taken
by the state. When a school is at “needs
improvement” status, the district must reserve
20% of its federal funds (for example, Title 1
funds) to be used for supplemental services
and school improvement activities.

2) Flexibility and local control. Local school
districts have flexibility to reallocate federal
resources to meet the needs that are most
important to their success. For example, class
size reduction funds could be redirected to a
block grant for teacher quality. The new
regulations are more flexible and alow states
and individual school districts to address local
needs and regional differences. Also there
will be more flexibility to move money from
other Titles of the Act to address the areas

of greatest need. These should be state and
locally driven decisions.

3) Parental choice. NCLB views parents as
equal partnersin the educational process and
expands options for parents who want their
children to attend a good school and receive a
quality education. Research has shown that if
achild has three low-performing teachersin a
row, the student will achieve at significantly
lower performance levels. Under NCLB,

SAVE THE DATE!

Gala 2003

Celebrate with the Federation for
Children with Special Needs

Friday, May 9th, 2003 at 6 pm
Royal Sonesta Hotel, Cambridge, MA
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parents have a unique opportunity and respon-
sibility to work in partnership with their
children’s schools to ensure al students are
achieving academically and that the school is
making adequate progress. Parent participa-
tion is defined in the law as “ participation in
regular, two-way and meaningful communica-
tion involving student academic learning and
other school activities...” NCLB gives parents
the choice to move their student to a different
(publicly funded) school within the district

if the child’s own school remainsin low
performing status for more than three years.
Parents of children with disabilities would
also be able to exercise this choice if their
child isin alow-performing school. When
parents change their child's placement, the
funds follow the child to the new school.

4) Research-based practice. Good educationa
practice must be upheld by the results of
sound research. There is awidely recognized
need for more research about education.
Therefore, an aggressive research agendais
being promoted for literacy, reading instruc-
tion, math and effective teaching, among other
topics. Pre-service training and professional
development activities for professional staff
are being looked at carefully. Also, aternative
pathways to teacher certification are emerging
across the country.

Students with disabilities are protected
under NCLB. It isimportant to recognize
that “al means al” including students with
specia needs. The legidation requires
testing of al children to determine student
achievement and adequate yearly progress for
schools. The test results must report overall
school progress as well as be reported in
several sub-categories such as ethnic/racial
category, economic disadvantage, English
as a second language, and disability.

The law includes a*“ Safe Harbor” provision,
which recognizes that not every group of
students will meet the definition of adequate
progress. The Safe Harbor provision alows
for schools to show progress by reducing the
number of failing students within particular
categories by 10% per year. The law also
anticipates that there are some students who
may be difficult to test, such as students with
cognitive disabilities, and that the safe harbor
provisions will help schools with this group.
Finaly, the law requires the reporting of
scores for sub-groups of students only for
statistically significant groups of students.
The group size will likely be 30-50 students.
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from the Executive Director

otate-Endorsed Gertificates:
A transition pathway or a two-tiered system?

My wife and | are now officially “transition”
parents. Last June, we proudly watched our
daughter Amy march with her class at their
commencement ceremony. However, rather
than receiving a diploma, Amy was presented
with a certificate from her school. It isimpor-
tant to note that she participated in com-
mencement with her peers, but has not yet
“graduated” from high school. This ensures
that her services under IDEA continue

standard diploma’ or after their 22nd birthday,
whichever comesfirst. Historicaly, local
school districts had sole authority to grant
diplomas and all too frequently did so for stu-
dents with disabilities who had met their IEP
goals, but were not yet ready to graduate and
still needed transition services. For example, a
student with Asperger’s syndrome received a
diplomafrom hislocal high school at age 19,

as she makes her transition to adult
living. Presently sheis attending a
course at a community college, has two
supported employment settings and is
working out four days aweek. She has
an active and appropriate program for
her needs, but not al of it came easily.

I've talked with other parents who have
told me that their child with similar
issues has been refused transition ser-
vices by the school district or offered
too little to be satisfactory. Thisis not
surprising, as one of the key findings of
the U.S. DOE's Office of Specid
Education Programs (OSEP) was that
transition services were not fully implemented
in Massachusetts (or many other states). It
seems there are few clear paths for how to
implement transition services that will assist
students with significant disabilities in estab-
lishing appropriate post secondary education
or meaningful employment for themselves.
Thisis not a new dilemma.

Recently, the Massachusetts Board of
Education, based upon a recommendation
from the Commissioner of Education David
Driscoll, has proposed to establish a state
endorsed Certificate of Achievement for
students who meet all local graduation
requirements, but have not yet met the MCAS
competency determination. The intention

is to recognize the achievements of students
who have done everything possible to pass
MCAS, and to provide pathways for their
continued achievement, without lowering the
competency standard.

For students with disabilities, this could be an
important development and thisis why. Under
IDEA-97, a student’s educational entitlement

ceases when they graduate with either a “ state

Historically, local school districts

had sole authority to grant

diplomas and all too frequently

did so for students with

disabilities who had met their
IEP goals, but were not yet ready

to graduate and still needed
transition services.

and in so doing he forfeited hisright to
receive educational services for the next three
years, though he clearly needed transition sup-
ports. He needed job-skills training, continued
academic support, and support navigating his
community safely. Because he “ graduated,”
the school no longer had any responsibility. At
the same time the adult services systems and
state agencies did not find him qualified for
their services or indicated there was no money
available to fund services. The result was that
he was stuck at home, watched too much TV
and became extremely depressed. His mother
had to quit her job and became his primary
social and community support and care giver.

The intention of IDEA and Education Reform
isthat al students achieve to their highest
ability and become independent adults and
full participants in their communities. The
MCAS requirement has made it absolutely
clear and illegal for schools to prematurely
“graduate” any student before age 22. Under
the current proposal, a student who is not able
to pass MCAS could receive a state-endorsed
certificate, which would be recognized by
community colleges and job training programs

Richard Robison

for continued training and support. Clearly,

the sending school district would have the pri-

mary responsibility under IDEA, but this may
be away to create more appropriate
opportunities for transition services and
supports for students who have lost out
in the past.

If the right programs will recognize and
cooperate, the certificate proposal could
become areal pathway for appropriate
and effective transition services. If not,
the certificate could just become a sec-
ond-class aternative to the real thing.

MATCHING GIFTS
Make Your
Contributions
Go Further!

1. Check with your company’s
personnel department to
see if they have a matching
gifts program.

2. Ask for matching gifts forms
for all the members of your
team.

3. Review the requirements of
your matching gifts program
carefully—each program has
its own policies.

You can contribute to The Federation
for Children with Special Needs online!
Go to www.fesn.org for details.
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Ask an Expert!

Empowerment Through Information

by Mary Loughlin
Federation Information Specialist

PARENT-PROFESSIONAL
COLLABORATION

Dear Expert,
I remember when | took the Federation’s
Basic Rights Training that we talked about
how parents are partnersin their children’s
education. How exactly do | go about build-
ing parent-professional partnerships with the
teachers, administrators and other staff at my
child's school ?

Parent without a Partner in Education

Dear Parent,

When school staff and parents work together
to support each other, it also supports your
child. Developing a good relationship with
school staff requires mutual respect and trust,
which is built over time.

Many conflicts between parents and school
staff arise due to different perspectives and
limited resources. The school staff must meet
the needs of many students while parents have
only their own children’s needs in mind.
When parents, who are deeply invested in
their children, see unmet needs, needs perhaps
unidentified and thus unmet by the schoals,
they are compelled to advocate strongly for
what they feel their children need. School

staff, on the other hand, are often trying very
hard to help a great many children with limit-
ed resources and limited information about an
individual child's needs. Parents and schools
can resolve and/or avoid conflicts by gather-
ing more information about the situation and
by developing a partnership.

The best way to develop parent-professional
partnerships is to communicate with your
child’s school as often as possible through
phone calls, written notes, parent-teacher con-
ferences, and team meetings. Keep communi-
cations positive and caring. Monitor your
child’s progress, respond to problems and ask
your child’s teachers about changes you can
implement at home to support your child’'s
learning.

Parents can build partnerships with the school
and other families by becoming actively
involved in other aspects of schoal life. Read
the school handbook and learn about school
policies and programs. Become informed
about school district and state policies so you
can have input into those policies that affect
your child's education. Join the Parent Teacher
Association or Organization (PTA or PTO)
and Specia Education Parent Advisory
Council (PAC) so you can connect with other

families and share experiences and resources
for your child and your school. Read the
communications from school: surveys,
newsletters, calendars, flyers, and you will
learn about even more opportunities where
your participation will be welcomed.

Most schools have volunteer programs. By
volunteering, you can: become more comfort-
able and fedl like part of the school community,
understand the teacher’s job, and learn activi-
tiesto carryover a home. Through learning
activities with your child a home, you can
support, encourage, and help your child.

Over 35 years of research recognizes that
when families of children become involved in
their children’s education, there are significant
effects on children’s achievement and positive
benefits for schools. In other words, parent-
professiona collaboration is awin-win-win
situation for your child, your school, and you!
That collaboration is only possible, however,
when al partners welcome, understand,
accept, respect, and trust each other enough to
communicate openly and honestly in positive,
caring terms.

The Kids’ Project

High quality, affordable adaptive
equipment made with care in Maine

The Kids’ Project’s
adaptive equipment
custom-made for
children with

special needs is now
available on-line.

- 207-443-3341
www.pinetreesociety.org

» Education and Disability Law
of private schools and programs,

* Employment Law
« Civil and Criminal Litigation

* Business Law, including representation

child care and other organizations

KOTIN, CRABTREE & STRONG, LLP

Providing representation to children and adults with disabilities,
their families, and non-profit service providers.

Kotin, Crabtree & Strong is a general practice law firm, one of whose specialties is in law
relating to children, including education, special education and child care issues.
Areas of practice include:

» Personal Injury Law
» Estate Planning and Administration
e Intellectual Property
» Real Estate
* Taxation
* Mediation

Please visit our Web Site at www.kcslegal.com
One Bowdoin Square, Boston, MA 02114
(617) 227-7031, Fax (617) 367-2988
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Tribute to

Beverly (Harte) Graham,
1924-2002

We were saddened to learn of the death of
Beverly Graham on June 11, 2002. Beverly
was one of the co-founders of the Federation
and she had represented children with mental
retardation on the coalition that lobbied for
enactment of Chapter 766.

Always a strong advocate for children with
retardation, and later for children with all
disabilities, Beverly brought extensive knowl-
edge and deep sensitivity to her work with
parents at the Federation. She headed the first
project to implement the legal requirement for
surrogate parents.

Beverly and her husband Bill were among the
pioneer parents who flatly refused to place
their disabled children in an institution and
instead they worked tirelessly for their daugh-
ter's equal education rights and inclusion in
her home community.

The many devoted friends and colleagues at
the Federation will sorely miss Beverly's

inspiration and her contagious sense of humor.

Her Federation friends will especialy miss
Beverly’'s generous hospitality at the Graham
house by the ocean in Seabrook, New
Hampshire. For many years, those annual
weekends brought personal refreshment and
renewed energy for the hard work performed
by the Federation staff.

—Martha Ziegler and Betsy Anderson

“And | will not change the last word of the story.
It is still love.” —Clare Claiborne Park

summer Solstice Event

continued from page 1

had no one with whom to celebrate the holi-
days. She did awonderful job expressing

the need for funds to help provide age appro-
priate gifts during the holiday season for these
young people, and explained how a holiday
gift could make such a difference in their
lives, and give them much-needed fedlings

of self worth to be able to go on and be
successful.

Recipients of this year’s Powerful Friends
Awards were the Honorable U.S. Senator
John Kerry, who gladly accepted this award
himsalf; Richard Sheola, President of Public
Sector a Value Options; and Attorney Tim
Sindelar of the Disability Law Center. Tim
was also honored with the Leadership Award
from MASSPAC that evening.

One of the highlights of our Summer Solstice
Event was the generous and wonderful $2000
donation presented by two representatives for
singer Johnny Rivers and his fan club to the
fund. Now that was a Mountain of Love!

Asthey have for the last four years, our
friends, the Marsels, provided the entertain-
ment and had amost everyone on the dance
floor until well after midnight. Our thanks to

Senator Kerry and Cassandra Watson-Colon

all who volunteered, donated, and attended.
We hope to see you again next year.

If you would like to make a donation to the
Children’s Holiday Gift Fund, please send a
check to the Federation for Children with
Special Needs at 1135 Tremont Street—Suite
420, Boston, MA 02120. Checks should be
made out to FCSN-CHGF.

* The Children’s Holiday Gift Fund benefits
children and adolescents with disabilities
who have little or no family involvement,
are in state custody, and who reside in
residential/group home care. The fund helps
purchase age appropriate gifts for these
children during the holiday season.
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by Dotty Robison

Asthe mother of three children, two of whom
have Down syndrome and a variety of special
health care needs, | know that information
about health careis crucial. | am aso Research
Associate at the Heller School at Brandeis
University. This essay is based on arecently
published article, “Navigating Systems of
Care: Results From a Nationa Survey of
Children with Special Health Care Needs.”
The survey, which collected data from 2200
parents of children with special hedlth care
needs, provides useful information for parents
who are navigating health care systems. The
survey was the result of ajoint effort between
researchers at the Heller School, Brandeis
University, Waltham, MA, and Family Voices,
anationa grassroots advocacy organization
based in Albuguerque, NM, that works to
benefit children with special health needs and
their families. Parents are the experts about the
hedlth care their children need and are an
important source of information for each other.
The authors of the survey wanted to find out
about parents’ experiences as they work their
way through the maze of health care services
for their children. Results from this survey
may be useful to parents in their efforts to
obtain medical care for their children.

THE STUDY'SMETHODS:

In each of 20 states, including Massachusetts,
parents were recruited through the Family
Voices mailing list and from the list of families
who participate in the state Title V Children
with Special Health Care Needs program.

The survey was available in both English and
Spanish, and was mailed to over 6,000 parents
in 1998 and 1999. Over 2,000 surveys were
completed and returned.

THE STUDY PARTICIPANTSAND
THEIR CHILDREN WITH SPECIAL
HEALTH CARE NEEDS:

In amagjority of cases, the person who com-
pleted the survey was the mother of the child
with specia health care needs. To qualify for
the study, the child had to be under18 years of
age, live at home, and have a health condition
expected to last for at least one year. Over
one-fourth were of a minority background.

Health Gare:

Understanding Options,
Making Ghoices

Heller School for Social Policy and Management
Brandeis University

Almost half of the children were reported to
be in either excellent or very good health, over
one-third had a health condition, which was
rated as severe, and one-fourth had health con-
ditions which were changing dl the time.

THE STUDY'SFINDINGS:
The study yielded four primary findings:

¢ Most children received health insurance cov-
erage and related services from multiple

“We, as parents, do most
of the coordination
because we are,
unfortunately, more
knowledgeable. The
frequent turnover of
staff and overworked
and untrained staff
necessitates this. We have
had four case managers
in the past 3 years.”

sources. Also, almost half of the children
had both a primary and a secondary health
plan. Children received services from early
intervention programs, school systems, or
the state’s Department of Mental Retardation
or Developmental Disabilities. Slightly less
than half of the children received speech,
occupational, or physical therapy, the cost of
which was usually covered by the child's
school system. More than a quarter of the
children received home health services and
less than one fifth received mental health
services. Ninety-seven percent of the chil-
dren were enrolled in a health care plan. A
total of 40% of the children were reported to
have a secondary health plan in addition to
their primary plan, and of these children,
86% of the participants reported that the
secondary plan was publicly financed. A
majority of children recelved services from
specialty doctors and used prescription med-
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ications. Services were covered mostly by
health plans or by another public program.
Families also paid at least a portion of the
expenses for services.

Receiving coverage and services from a
variety of sources makes advocating for chil-
dren’s needs more complicated. Often, par-
ents must work their way through the regula-
tions of hedlth plans, government agencies,
and their child's educational system. Parents
reported problems with getting referrals and
appointments, finding skilled providers,
getting authorization for the number of visits
needed, coordination of services among
providers, and the money parents had to pay
for services.

One-half of the parents reported that their
child has a case manager to help obtain ser-
vices. A publicly funded program usually
provided the case manager. In afew cases,
the case manager was provided by the health
plan. Most parents whose child had a case
manager said he/she had a good knowledge
of their child’s needs. Parents were asked to
share their experiences in their own words.
One parent said, “ Our case manager is
wonderful. She provides parent network
information, whole family support, and
flexible funding. She attends | EP meetings as
the advocate and advocates for insurance
coverage.”

Other parents reported that they don’t always
receive adequate information about how to
get services for their child and that the ser-
vices received from the case manager are not
always what they need. One parent shared
these thoughts: “ We, as parents, do most of
the coordination because we are, unfortu-
nately, more knowledgeable. The frequent
turnover of staff and overworked and
untrained staff necessitates this. e have
had four case managersin the past 3 years.”

Most parents said they were satisfied with
their child’s primary health plan. Three-quar-
ters would recommend their child’s primary
heslth plan to other families, and over two-
thirds said they would probably not change
their primary health plan if they had that
option.

On the other hand, parents were less satisfied
with the amount of information health plans
provided about needed services. Parents also
expressed a need for greater accessto skilled
specialists, even if the specialist was outside
their hedlth plan’s network.

continues on next page o
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Parents were asked what advice they would
giveto other families when choosing a health
plan for their child with specia heslth care
needs. One parent wrote, “ Be careful. Read
even the fine print. Find someone you trust.
Ask lots of questions. There are good plans
that have caring, competent doctors who will
work for you and with you. Only learn to trust
your own judgment. It's your child. No one
knows them better.”

ADDITIONAL SUGGESTIONS FOR
PARENTS:

In thinking about the findings from this study,

I thought about what parents might do to better
manage the coordination of their child’s care.

I would like to make the following suggestions:

« Takealook at your child’s health plan
with hisor special health care needsin
mind. Although your child’s health may be
stable at the present time, it is helpful to
know what services are available and what
coverage is provided before a hedlth crisis
occurs. Contacting your employer’s Human
Resources department is a good place to
start. Information important to consumers
choosing health plansis also available on the
web at www.ahcpr.gov/consume.

Consider applying for a secondary health
plan for your child. Many children with
specid hedlth care needs are eligible for a
secondary health plan, which supplements
services provided by the primary health plan.
Eligibility is sometimes based on income,
but is often based on disability or need. Your
child may also be digible for care coordina-
tion services. Contact MassHealth, our

;
PRESCRIP
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state’'s Medicaid program, at
www.state.ma.us’dma/ or call 1 800-841-
2900 to find out if your child may be €ligi-
ble for the CommonHealth program.
CommonHealth is one of the types of
MassHedlth available to middle income fam-
ilieswho pay a diding scale fee based on
income for supplemental health insurance
coverage for their child.

 Contact parent organizationsto learn about
your child’srightsand about programsand
servicesin your state. Family Voices
www.familyvoices.org has helpful information
on many aspects of health care for children
with specid health care needs. The telephone
number is 1-888-835-5669. You may dso
contact the Massachusetts chapter of Family
Voices at www.massfamilyvoices.org or by
cdling the Federation at 1-800-331-0688.

Find out about the resourcesthat are avail-
ableto help you coordinate your child’'s
health care. You may contact the National
Center of Medical Home Initiatives for
Children with Special Needs at www.med-
icalhomeinfo.org. The National Center works
with federa agencies, doctors, other profes-
sonds, and families to overcome barriers to
health care supports and services that often
arise for children with specia hedlth care
needs. Contact Massachusetts Family TIES
www.massfamilyties.org to find out more
about medical home in Massachusetts or care
coordination services.
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Dotty Robison

Como madre de tres nifios, dos de los cuales
tienen e sindrome de Down y una variedad de
necesidades de cuidados de salud, estoy segura
de que lainformacion acerca de los cuidados
de lasalud es de sumaimportancia. También
soy investigadora asociada en la Heller School
en Brandeis University. Este escrito esta basado
en un articulo publicado recientemente
“Navigating Sistems of Care: Results from a
National Survey of Children with Special
Health Care Needs.” La encuesta, la cua
contiene informacién proporcionada por 2.200
padres de familia de nifios con necesidades de
cuidados de salud especial, ofrece informacion
importante para padres de familia que estdn en
este momento inmersos en |os sistemas de
saud. Laencuestafue e resultado del esfuerzo
comun entre investigadores en la Heller
School de Brandeis University en Waltham,
Massachusetts y Family Voices, una organi-
zacion naciona de defensa de las familias
ubicada en Albuquerque, New Mexico. Esta
organizacion trabaja en beneficio de nifios con
necesidades de cuidados de salud especia y
sus familias. Los padres de familia son los
expertos acerca de |os cuidados de salud que
necesitan sus hijosy alavez se convierten en
una fuente importante de informacion entre
ellos. Los que redizaron las encuestas querian
encontrar cuales fueron las experiencias de los
padres de familia durante todo €l curso del
proceso de obtener servicios de salud para sus
hijos. Los resultados de esta encuesta pueden
ser de gran ayuda para otros padres de familia
en sus esfuerzos por obtener cuidado médico
para sus hijos.

LOSMETODOS DEL ESTUDIO:

En cada uno de los 20 estados, incluyendo
Massachusetts, |os padres de familia fueron
seleccionados por medio de las listas de
Family Voicesy también por laslistas de las
familias que participaron en € programa
estatal Titulo V de nifios con necesidades de
cuidado de salud especial. La encuesta estuvo
a acance de |os padres de familia en ambos
idiomasinglésy espafiol y fue enviada por
correo amas de 6.000 padres de familiaen
1998y 1999. Mas de 2,000 encuestas fueron
devueltas.

Guidados de Ia salud:
Entendiendo Ias opciones y
tomando decisiones

Heller School para la palitica social y de gobierno
Brandeis University

LOSPARTICIPANTES DEL ESTUDIO Y
SUS NINOS CON NECESIDADES DE
CUIDADOSDE SALUD ESPECIAL.

En la mayoria de los casos la persona que lleno
la encuesta fue la madre de un nifio o nifia con
necesidad de cuidado de salud especid. Para ser
parte de este estudio € nifio tenia que cumplir

“Nosotros, como padres,
tenemos la mayoria de la
coordinacién de servicios,
porque desafortunadamente,
tenemos mas conocimiento
que la trabajadora social.
Esto se debe a que hay un
continuo cambio de personal
que esta sobre cargado de
trabajo y con falta de
entrenamiento y por lo
tanto no pueden atender
nuestras necesidades.”

con los siguientes requisitos: menor de 18 afios,
vivir en la casa de sus padres y tener una condi-
cion de salud que se espara que dure por lo
menos un afo. Mas de un cuarto de los partici-
pantes fueron minorias. Se reporto que cercade
lamitad de | os nifios estaban con muy buenao
excelente salud. Mas de la tercera parte tenian
una condicién de salud, que fue establecida
COmMO Severa, y un cuarto de ellos tenian condi-
ciones de salud que cambiaba en todo momento.

RESULTADOS DEL ESTUDIO:

Hubo cuatro descurbrimientos importantes:

¢ Lamayoriadelos nifiosrecibe seguro de
salud y servicios relacionados de diferentes
fuentes. A la misma vez se encontr6 que
cerca delamitad delos nifios tienen planes
de salud primariosy secundarios. Los nifios
reciben servicios de programas de interven-
cion temprana, de sistemas escolares, o del
departamento de retardacion mental, o de
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desarrollo de discapacidades. Un poco menos
delamitad de los nifios reciben terapia del
lenguaje, ocupaciona o fisicay d costo dela
misma fue casi sempre cubierto por € sis-
tema escolar del nifio. Mas de un cuarto de
los nifios reciben servicios de salud en lacasa
y menos de una quinta parte reciben servicios
de salud mentd. El noventay siete por ciento
delos nifios estaban inscritos en un plan de
salud. Un total de 40 % de los nifios repor-
taron tener un segundo plan de sdlud y € 86
% de estos nifios reportaron que este segundo
plan erafinanciado con dinero plblico. La
mayoria de |os nifios recibieron servicios de
doctores especiaistas y recibieron medicinas
recetadas. L os servicios médicos fueron paga
dos por seguros de salud o por un programa
de salud publico. Las familias también
pagaron una porcion de los gastos por estos
servicios.

Recibir seguro de salud y serviciosde
diferentes fuentes hace mas complicado
interceder por las necesdades delos nifios.
Con frecuencia los padres de familia tienen
que encontrar laformade cumplir con los
requisitos de los planes de seguro, de agencias
estatales y del sistema educativo de su nifio.
Los padres de familia reportaron que tenian
problemas para: encontrar citas, ser referidos,
encontrar especialistas, conseguir autoriza-
ciones para el nUmero de visitas necesarias,
coordinar |os servicios entre los proveedores y
con la cantidad de dinero que los padres tenian
que pagar por dichos servicios.

Lamitad de los padres de familia repor-
taron que sus hijostiene una trabajadora
social que les ayuda a obtener los servicios.
Un programa que recibe fondos piblicos
usua mente provee unatrabajadora socid. En
algunos casos, la trabajadora socia es propor-
cionada por € plan de sdud. Lamayoriade
los padres que tuvieron los servicios de latra-
bgjadora socid dijeron que e o dlateniaun
buen conocimiento de las necesidades de sus
hijos. Seles pidi6 alos padres de familiaque
compartieran sus experiencias. Un padre de
familiadijo: “Nuestra trabajadora social es
maravillosa. Ella nos ha dado informacion
para comunicarnos con otros padres, nos
proporciona apoyo familiar y esflexibleen la
manera de usar los fondos. Ella asiste alas
reuniones de equipo en la escuela como nues-
tra defensora e intercede para conseguir un
buen seguro de salud.”

Otros padres reportaron que no sempre
reciben informacion adecuada acerca de
como obtener 10s servicios para sus nifios y

continua la pagina proxima o
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gue los servicios de la trabajadora social no
son siempre lo que ellos necesitan. Un padre
nos comparte este pensamiento: “ Nosotros,
como padres, tenemos la mayoria de la coor-
dinacién de servicios, porque desafortunada-
mente, tenemos méas conocimiento que la tra-
bajadora social. Esto se debe a que hay un
continuo cambio de personal que esta sobre
cargado de trabajo y con falta de entre-
namiento y por 1o tanto no pueden atender
nuestras necesidades. Nosotros hemos tenido
4 trabajadores sociales en los Ultimos 3
anos.”

La mayoria delos padres dijeron que esta-
ban satisfechos con € plan de salud pri-
mario de su hijo. Tres cuartos recomendarian
el mismo plan de salud primario de sus hijos
aotras familiasy mas de dos tercios de ellos
dijeron que s tuvieran la opcion de cambiar,
€llos probablemente no cambiarian su plan de
salud primario.

De todas maneras, |los padres de familia esta-
ban insatisfechos con la cantidad de informa-
cion que los planes de salud proporcionan
acercade los servicios. Los padres de familia
también expresaron que existe una gran
necesidad de un mayor acceso a especiaistas,
aungue estos no estén asociados con € plan
de sdud.

Seles pregunt6 alos padres de familia que cua

seria e consgo que dlos darian a otras familias

cuando dllas estén eligiendo € plan de salud
para sus nifios con necesidades especiales de
cuidado de salud. Un padre escribid: “ Tengan
cuidado. Lean hasta la letra pequefia. Busquen
a alguien en quien confiar. Hagan todas las
preguntas necesarias. Existen buenos planes

que tienen doctores competentes que trabajaran

por ustedes y con ustedes. Solamente aprendan
a creer en su propio juicio. Son sushijosy
nadie los conoce mgior que ustedes.”

SUGERENCIASADICIONALESPARA
LOSPADRESDE FAMILIA.

Pensando en € resultado de este estudio.
Quisiera hacer algunas sugerencias para que los
padres de familia puedan administrar y coordi-
nar mejor e cuidado de su hijo:

Revise @ plan de salud de su hijo teniendo
en mente sus necesidades especiales de
salud. A pesar de que la salud de su hijo este
estable en este momento, esimportante saber
que servicios estan disponiblesy s su hijo
esta cubierto antes de que una crisis de salud
ocurra. La oficina de recursos humanos de su
lugar de trabajo es el mejor lugar para
empezar ainvestigar. Informacion paralos
consumidores que estan buscando un plan de
salud esta disponible en € web
www.ahcpr.gov/consumer

Piense en la posibilidad de aplicar para un
segundo plan de salud para su hijo.
Muchos nifios con necesidades especiaes de
salud pueden aplicar por un segundo plan de
salud, @ cual puede proveer servicios adi-
ciondes que complementen € plan de salud
primario. Laelegibilidad esta basadaen e
ingreso de lafamilia, pero algunas veces esta
basado en la discapacidad o necesidad. Su
hijo puede ser eegible para servicios de coor-
dinacién de cuidado. Llame a MassHedth, €
programa de Medicaid del estado a 1800-
841-2900 o en & web www.state ma.us'dma
paraaveriguar s su hijo puede aplicar para e
CommonHealth program. CommonHealth es
un de los tipos de MassHealth disponible a
familias de medianos ingresos quienes

pagan una cantidad reducida para cubrir los
servicios adicionales de salud que sus hijos
necesitan.

L lame a organizaciones de padres de
familia para aprender mas acerca delos
derechosde su hijoy delos programasy
servicios que existen en d estado. Family
Voices, www.familyvoices.org, tiene informa-
cion sobre muchos aspectos de salud para
nifios con necesi dades especia es de cuidados
de salud. El nimero de teléfono es 1-888-
835-5669. También puede llamar alaoficina
de Family Voices en Massachusettss en la
Federacion al 1-800-331-0688 o su web
www.massfamilyvoices.org

Averigue los recursos disponibles que le
puedan ayudarle a usted a coordinar los
cuidados de salud de su hijo. Usted puede
comunicarse con & Nationa Center of
Medical Home Initiatives for Children with
Specid Needs en www.medicalhomeinf.org.
El National Center trabaja en coordinacion

con varias agencias federales, doctores, otros
profesionalesy familias para vencer los
obstacul os que muy frecuentemente existen
con nifios con necesidades especiales de
salud cuando estos necesitan apoyo y
servicios. Puede comunicarse también en
Massachussetts con Family TIES
www.massfamilyties.org para encontrar mas
informacion acercade “medica home” end
estado o sobre los servicios de coordinacién
de cuidados de la salud.
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Dotty Robison

Como mée de trés filhos, dois deles com
Sindrome de Down e com vérias necessidades
especiais de cuidados médicos, eu sei que as
informagdes sobre assisténcia de salide sfo
cruciais. Sou, também, Pesquisadora
Associada da Heller School, na Brandeis
University. Este ensaio é baseado num artigo
publicado recentemente, “Navigating Systems
of Care: Results From a National Survey of
Children with Special Health Care Needs’
(Navegacao dos Sistemas da Salide:
Resultados de uma Pesquisa Naciona sobre
Criangas com Necessidades Especiais de
Assisténcia de Salide). A pesquisa de opinido,
que coletou dados de 2200 pais de criancas
com necessidades especiais de assisténcia de
salde, fornece informagdes Uteis aos pais que
‘navegam’ pelos sistemas de assisténcia de
salde. A pesquisa foi o resultado de um
esforgo conjunto entre os pesquisadores da
Heller School, Brandeis University, Waltham,
MA, e da Family Voices, uma organizagdo
sediada em Albuguerque, NM. Que trabalha
em beneficio de criangas com necessidades
especiais e as suas familias. Os pais sd0 0s
especialistas sobre a assisténcia de salide que
seus filhos precisam e constituem uma fonte
importante de informagdes entre si. Os
autores da pesquisa queriam saber arespeito
das experiéncias dos pais quando estes se
defrontam com o labirinto dos servicos de
salde para seus filhos. Os resultados deste
levantamento podem ser bem (teis, para 0s
pais, em seus esforcos para obter assisténcia
meédica para seus filhos.

OSMETODOS DO ESTUDO:

Em cada um dos 20 estados, incluindo

M assachusetts, os pais foram selecionados
através da lista da maa-direta da Family
Voices g, também, da lista de familias que
participaram do programa para Criangas com
Necessidades Especiais de Assisténcia de
Salde do artigo delei “Title V”. A pesquisa
estava disponivel em inglés e espanhol, tendo
sido remetida pelo correio paramais de
6.000 pais em 1998 e 1999. Mais de 2000
questionérios foram preenchidos e enviados
devolta

Assisténcia de Saade:
Compreendendo as Opedes,
Fazendo Escolhas

Heller School para la palitica social y de gobierno
Brandeis University

OSPARTICIPANTES DO ESTUDO E
SUAS CRIANGCAS COM NECESSIDADES
ESPECIAIS DE ASSISTENCIA DE
SAUDE:

Na maioria dos casos, quem completou o
questionario foi a mée da crianca com

necess dades especiai's de assisténcia de salide.
Para qudlificar-se para 0 estudo, a criancateria

Nd&s, como pais, fazemos
a maior parte da
coordenacéo, pois temos,
desafortunadamente,
mais conhecimentos.

A troca frequente de
pessoal, e os funcionarios
sobrecarregados e
distreinados resultam nisso.

de ser menor de 18 anos de idade, morar

em casa e ter uma condi¢do médica esperada
para durar por pelo menos um ano. Mais de
um quarto era de base minoritéria. Quase a
metade das criangas foram relatadas como
estando com uma salide excelente ou muito
boa; mais de um terco tinha uma condicéo
meédica classificada como severa; e um quarto
tinha condi¢Bes médicas que variavam o
tempo todo.

ASDESCOBERTAS DO ESTUDO:

O estudo rendeu quatro descobertas primérias:
« A maioria das criancas recebe cobertura de
seguro de salde e de servigos relacionados
de multiplas fontes. E, quase a metade das

criangas tem ambos, planos primario e
secundério de seguros de sadde. As
criangas recebem servicos de programas de
intervencdo preventiva, do sistema escolar,
ou do Departamento de Retardamento Menta
ou de Desenvolvimento de Deficiéncias. Um
pouco menos da metade das criangas recebia
fonoaudiologia, terapia ocupacional ou
fisioterapia, sendo os custos geralmente
cobertos pelo sistema escolar das criangas.
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Mais de um quarto das criangas recebia
servicos de salide em casa e menos que um
quinto recebia servigos de sallde mental.
97% das criangas tinha um plano de seguro
de salide. Foi constatado que um total de
40% das criangas tinha um plano de salde
secundério em adicdo ao plano primério, e,
destas criangas, 86% dos participantes
relataram que o plano secundério tinha
financiamento publico. A maioria das
criangas recebia servigos de um médico
especializado e usava medicamentos com
receita. Os servigos eram cobertos, em sua
maior parte, pelos planos de salide ou por
um outro programa publico. As familias
também pagavam ao menos uma parte das
despesas pelos servicos.

O recebimento de coberturas e servigos
defontes variadas torna a defesa das
necessdades das criancas mais complicado.
Freqlientemente, € necessario que 0s pais se
defrontem com os regulamentos dos planos
de salide, agéncias governamentais e 0
sistema escolar dos filhos. Os pais
declararam que tinham problemas em obter
recomendagdes e marcar apontamentos,
encontrar provedores de servicos com
qualidade, obter autorizagdo para 0 nimero
de visitas necessérias, com a coordenacéo
de servicos entre os provedores e, também,
com o dinheiro que eles tém de pagar

pelos servicos.

A metade dos pais reportou que sua
crianga tem um gerente de caso para
obter servigos. O gerente de caso era
providenciado, geralmente, por um programa
com fundos publicos. Em poucos casos, 0
gerente de caso era providenciado pelo plano
de salide. A maioria dos pais em que o filho
tinha um gerente de caso dizia que tinhaum
bom conhecimento das necessidades da
crianca. Os pais foram solicitados a partilhar
Suas experiéncias com suas proprias palavras.
Uma mae disse, “ Nossa gerente de caso é
maravilhosa. Ela fornece informages de
rede de pais, apoio familiar integral, e
financiamentos flexiveis. Ela participa das
reunifes do |EP como defensora e faz a
defesa pela cobertura do seguro.”

Outros pais declararam que nem sempre
recebem informagtes adequadas de como
obter servicos para seusfilhos, e que os
servicos fornecidos pelo gerente de caso nem
sempre € 0 que ees precisavam. Um dos pais
partilhou este pensamento: “ Nés, como pais,
fazemos a maior parte da coordenacéo,

pois temos, desafortunadamente, mais
conhecimentos. A troca freqliente de pessoal,

continua o
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e os funcionarios sobrecarregados e
distreinados resultam nisso. J& tivemos
quatro gerentes de caso nos Ultimos
trés anos.”

« Em sua maioria, os pais dizem que
estavam satisfeitos com o plano de saide
primério de seu filho. Trés quartos
recomendaria o plano de salde primario de
sua crianga para outras familias, e mais de
dois tercos informaram que, provavel mente,
nao trocariam seu plano de salide primario
se tivessem esta opcéo.

Por outro lado, os pais estavam menos
satisfeitos com a quantidade de informagdes
gue os planos de salde forneciam sobre

0S servigos necessitados. Eles também
expressaram uma necessidade de um acesso
maior a especialistas treinados, ainda que o
especialista estivesse fora da rede do seu
plano de salde.

Foi solicitado aos pais que tipo de conselho
eles dariam a outras familias sobre a escolha
de um plano de salide para seus filhos com
necessidades especiais de assisténcia de salide.
Uma méae escreveu: “ Tenha cuidado. Leia até
mesmo as letras pequenas. Procure alguém de
sua confianga. Faga um monte de perguntas.
Ha bons planos com médicos competentes que
trabalhariam com carinho para vocé, com
vocé. SO aprenda a confiar em seu proprio
discernimento. E a sua crianca. Ninguém a
conhece melhor.”

MAIS SUGESTOES PARA OSPAIS:
Pensando nas descobertas deste estudo, estive
pensando no que os pais poderiam fazer para
gerenciar melhor a coordenagdo da salide de
suas criangas. Eu gostaria de fazer as seguintes
sugestoes:

« Dé uma olhada no plano de salide de seu
filho tendo em mente suas necessidades
especiais de assisténcia de satde. Ainda
gue a salide de sua crianga estgja estével no
presente momento, é bom saber quais sdo os
servicos disponiveis e que tipo de cobertura
é fornecida antes de que ocorra umacrise.
Um bom lugar parainiciar é contactar o
departamento de Recursos Humanos de sua
empresa. |nformagBes importantes aos
consumidores escolhendo planos de salde
estéo disponiveis na Internet:
www.ahcpr.gov/consumer.

» Considere uma aplicacdo para um plano
de salide secundario para a sua crianga.
Muitas criancas com necessidades especiais
de assisténcia de salide sdo elegiveis ater
um plano de sallde secundério, o qual

complementa os servigos fornecidos pelo
plano de salide primario. A elegibilidade é,
algumas vezes, baseada na renda, mas quase
sempre tem como base a deficiénciaou a
necessidade. Sua crianga também pode ter
direito aos servicos de gerenciamento de
casos. Contacte 0 MassHealth, o programa
estadua de Medicaid (plano de salide federa)
no site www.state. ma.us/dma/ ou ligue

1 800-841-2900 para saber se ela pode

ser elegivel afazer parte do programa
“CommonHealth”. CommonHealth é um dos
tipos de seguros de “MassHealth” disponivel
aos familias da class média que pagam uma
taxa baseada no sal&rio familiar para uma
cobertura suplemental de salide para a sua
crianga.

Contacte as or ganizagdes de pais para

saber sobre osdireitos de sua crianca, sobre
0S programas e servigos em seu estado. A
Family Voices, www.familyvoices.org, tem
informagdes Utels sobre muitos aspectos de
assi sténcia médica para as criangas com
necessidades especiai's de assisténcia de salide.
O numero do telefone é 1-888-835-5669. Vocé
também pode entrar em contacto com a sede
de Massachusetts da Family Voices no site
www.massfamilyvoices.org, ou telefonando
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paraa Federacdo no tel. 1-800-331-0688.

* Descubra o0s recur sos que estéo
disponiveis para ajuda-la a coordenar a
assisténcia de satde de seu filho. Vocé pode
contactar o National Center of Medica Home
Initiatives for Children with Special Needs
no website www.medica homeinfo.org. O
National Center trabalha com agéncias
federais, médicos, profissionais diversos,
assim como com familias para derrubar as
barreiras aos apoios e servigos da assisténcia
de salide que freglientamente se levantam
para criangas com necessidades especiais de
assigténcia de salide. Contacte a Massachusetts
Family Ties, www.massfamilyties.org, para
saber mais sobre “medical home” em
Massachusetts, ou coordenacdo de servigos
de saiide.
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11/7/02 Building a Community, Part 1— 2/6/03 Building a Community, Part 1— Northampton
UMASS Medical Center, Worcester \\estern Regional Health Office, 5/27/03 Supporting Children’s Play—
11/20/02 Supporting Children’s Play— Northampton Dimock Community Center, Roxbury
Fairfield Inn, Middleboro 2/13/03 Building a Community, Part 2—

UMASS Medical Center, Worcester JUNE 2003:
DECEMBER 2002: 2/25/03 IFSP: Beyond the Nuts and Bolts— 6/10/03 Building a Community, Part 2—
12/3/02 Building a Community, Part 2— Dimock Community Center, Roxbury Dimock Community Center, Roxbury
Dimock Community Center, Roxbury 6/26/03 Assessment: Taking a Close
Look—Merrimack College, N. Andover 3/11/03 Building a Community, Part 1—

Dimock Community Center, Roxbury JULY 2003:
JANUARY 2003: 3/26/03 Service Coordination: Supporting Building a Community, Part 2. To Be
1/8/03 Building a Community, Part 1— Families' Priorities and Needs—Fairfield Determined, week of 7/14/03—
Fairfield Inn, Middleboro Inn, Middleboro Merrimack College, N. Andover
1/15/03 Building a Community, Part 2—

4/10/03 Building a Community, Part 1— Building a Community, Part 2. To Be

1/23/03 Family-Centered Services:

Supporting Families in the Real World—

UMASS Medical Center, Worcester 4/30/03 Building a Community, Part 2—
Fairfield Inn, Middleboro

Merrimack College, N. Andover Determined, week of 9/8/03—UMASS
Medical Center, Worcester

P\ Workshaps for Parents of Ghildren

F - - - -

. In Residential Settings

Wbrkshops are free of charge for parents and PACs.

R To register or to schedule a workshop call 1-800-672-7084 or email pfrr @fcsn.org
Residential Schools— Residential Schools and The Maze the transition process, how to collaborate
Know Your Rights: of State Agencies. services needed with state agencies to obtain
This workshop gives an overview of DOE, DSS, OCCS, DMH, DMR, CHINS, appropriate services, how to get support
the rights of consumers and their children ~ and DY S—what's it al mean? This work- from others, and much more.
in residential schools. Topics covered shop gives information and insight into the .
include, but are not limited to, laws, different state agencies, their roles and A Parents Per spective:
regulations, oversight, complaint responsihilities, cost share, and custody. It This presentation is for childcare workers,
processes, state agencies (their roles and also explains community-based resources, teachers, administrators, and others who work
responsibilities), access to the general how to find and obtain them. in the residentia school field. It offersinsight
curriculum, MCAS, custody, and much into the challenges parents face when having
more. We will aso discuss effective Preparing for Transition from tq pla(:ethel|fe9f their child in other’§hanS
communication strategies when dealing Residential School to TI'pS for qQ/dop| ng collaborative relaionships
with staff and others at a residential with families are also covered.

Home/Community:
This presentation gives parents and others Asaways, fed freeto call our hotline a

i(:??j?nd Ins ggt iqtalo ho;:v t? trarr:sition a 1-800-672-7084, or email us at pfrr@fcsn.org
child from residential school to home. for more information or support.

Topicsinclude: ideas about when to begin

school. If appropriate, we will aso
cover the establishment of PAC's at
766-approved residential schools.
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aupport Group in
apanish

Project COEP (Community Outreach and
Empowerment Project), is a unique parent
support project, funded by the Boston
Foundation and operated by the Federation
for Children with Special Needs. Staff of
the COEP Project coordinates support groups
for families of children with disabilities.
One group, “Familias Latinas Unidas por

el Sindrome de Down,” (Latino Families
United for Down Syndrome) is dedicated

to supporting and empowering families of
children with Down syndrome. The group
meets one Saturday a month from 10 am-12
noon at the Federation in Boston. For more
information, please call Diana Rocha at
617-236-7210, ext. 171.

TASH is coming to
Boston!

The 2002 International TASH conference
will be held in Boston on December 11-14,
2002 providing awonderfully accessible
opportunity to join thousands of educators,
parents, individuals with disabilities, policy
makers and state and local providers inter-
ested in learning about best practicesin
areasincluding early care and education,
hedlth care, community living, inclusive
education, employment and more. Please
visit www.tash.org to find out more about

APt

Grupo de Apoyo en
Espanol

The Community Outreach and Empowerment
Project (COEP), patrocinado por Boston
Foundation en La Federacién para Nifios
con Necesidades Especiales apoya a grupo
“Familias Latinas Unidas por €l Sindrome
de Down.” El grupo se dedica a apoyar y
aumentar €l liderazgo de las familias que
tienen nifios con e sindrome de Down.
Este grupo se reune un sébado al mes, de
10 am. a 12 p.m. en Boston. Para més
informacion, llame a Diana Rocha al
617-236-7210, ext. 171.

The Federation makes
Boston Magazine

We were thrilled to discover that the
Federation’s Gala was recognized in
Boston Magazine's July 2002 issue.

Plan to be with us next year on May 9,
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Family TIES Presents:

Training Opportunities for
Families of Ghildren with
Special Needs

LET'SGET ORGANIZED

Tired of filing al those school and medica
reports on top of the refrigerator? Looking
for ways to keep track of al your child's
important papers? This workshop will
demonstrate several methods for organizing
your child’s records and help you get started
with an organizational system that is right
for you.

BUILDING YOUR COMMUNITY

This workshop will offer ideas and informa-
tion about how to involve your child in your
community. Thisis awonderful opportunity
to hear other parents’ suggestions and to
learn about the laws that guarantee commu-
nity access for all children.

For more information about these
workshops, or to schedule them, call
your Family TIES Coordinator at
1-800-905-TIES.

this exciting event. 2003 for agreat time!
i - www.ideapractices.or
Dlscover IDEA Discover Discover IDEA: P g
IDEA | Supporting Achievement for

Supporting
Achievement

for Children
with Disabilities

This 15-minute video lets you hear from educators, administrators, family members, and children
themselves across the nation who attest to the impact of IDEA in ensuring that children with

disabilities learn and achieve to their potential.

\;‘-'H’g
4:,
> 1dea %

PARTNERSHIPS

Available Now!

To order, call the ASPIRE and ILIAD Partnerships
at the Council for Exceptional Children,
888-CEC-SPED (toll-free), 866-915-5000 (TDD),

or e-mail service@cec.sped.org

Children with Disabilities

A video produced by the IDEA Partnership Project
and the Council for Exceptional Children

Discover IDEA:
Supporting Achievement
for Children with
Disabilities received an
Honorable Mention

in the 2000 Communicator
Awards.
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Health News

from FAMILYVOICES
at the Federation for Children with Special Needs

2nd Annual Joining Voices Gonference

On September 25, Massachusetts Family
Voices convened a meeting of 50 parent |lead-
ers to discuss issues related to children with
specia health care needs. The pastoral setting
of Ridge Hill Reservation in Needham provid-
ed natural, relaxed surroundings for new and
old friends to connect and to offer support to
one another.

The theme of the day was the Healthy People
2010 godls, aten-year action plan developed by
the Materna and Child Health Bureau (MCHB)
in collaboration with Family Voices, the
American Academy of Pediatrics, the March of
Dimes and many other private and public orga-
nizations. This action plan centers on six goals
(seeright) whose purpose is to achieve commu-
nity-based service systemsfor al children and
youth with specid hedlth care needs within the

next 10 years. Speakers discussed initiatives
currently underway in Massachusetts and other
states which target these goals.

The overriding emphasis of each presentation
was the importance of family participation in
these initiatives. Parents know their child the
best and are involved in finding and providing
healthcare for their child, as well as participat-
ing with professional partnersin many initia-
tives aimed at improving care for this popula-
tion of children. Hedlth care programs, and
policies for children with specia health care
needs, need input from parentsin order to
assure that families' needs are met. As

M assachusetts focuses on the 2010 goals,
there will be many opportunities for parents to
participate and ensure that the family perspec-
tiveisincluded. If you would liketo learn

NewslLine

more about the 2010 goals and opportunities
or to get actively involved in these initiatives,
call your regiona Family TIES coordinator at
1-800-905-TIES.

HEALTHY PEOPLE 2010

1. Families of children with specia health
care needs will partner in decision
making at all levels and will be satis-
fied with the services they receive.

2. All children with specia hedlth care
needs will receive coordinated,
ongoing, comprehensive care within
amedical home

3. All families of children with specia
health care needs will have adequate
private and/or public insurance to pay
for the services they need.

4. All children will be screened early
and continuoudly for special health
care needs.

5. Community-based service systems
will be organized so families can use
them easily.

6. All youth with special health care
needs will receive the services neces-
sary to make transitions to al aspects
of adult life, including adult health
care, work and independence.

Mass Family Voices
Receives Grant

The Center For Hedlth Care Strategies, Inc, a
national foundation dedicated to promoting
high quality hedth care services for low-
income populations and people with chronic
illnesses and disahilities, announced the award
of aone year Consumer Action Grant to Mass
Family Voices, to begin in October 2002.

The grant, “ Building Capacity for Family
Partner ships with Managed Care
Organizations” will provide support for the
Mass Family Voices listserv, the website, a
quarterly newdetter entitled The Checkup, and
the annual parent leader conference. The grant
will aso provide funding for Mass Family
Voices to work with severa health plansto pro-
vide information to families of children with
specia hedth care needs. Thisis exciting news
for the many dedicated volunteers who have
endeavored to help parentsin Massachusetts
give voice to the issues regarding children with
special health care needs!

Join the Family Voices
List Serve

If you aren’t able to attend conferences but
would like to actively participate in Mass
Family Voices and network with other families
of children with specia hedlth needs through-
out the gtate, then en‘listing’ in the Mass
Family Voices list serve may be just the oppor-
tunity for you. A list serve isaway to share
ideas and exchange information via Internet e-
mail. If you have your own e-mail account, or
access to one, and are the parent or guardian of
achild with specia needs, you are welcome to
join. Once you enlist, you can send e-mail to
and receive e-mail from other families on the
list by posting to a single e-mail address.
Recent discussion topics have included an
exchange of information about support groups,
announcements for upcoming conferences and
other events, summaries of resource materias
and opportunities for family participation.

For more information about the Mass Family
Voiceslist serve, please e-mail massfami-
lyvoices@aol.com.

Website Update:
www.massfamilyvoices.org

Massachusetts Family Voices would like to
help spread the word about opportunities for
parents to participate in learning from, and con-
tributing to, discussions and initiatives about
children with specia health care needs. Our
home page contains alist of paid positions, vol-
unteer opportunities, conferences, events, and
surveys. These represent a variety of waysin
which parents can get involved. If you have an
opportunity to share, please contact Peggy
Curran at pcurran@fcsn.org.

FAMILYVOICES

isa national grassroots organization of
families and friends speaking on behal f

of children with special health care needs.
The Federation is one of the founding members
of Family \oices and conducts Family \Voices
projects from the Federation office in Boston.
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The Federation Annual Appeal 2002

Dear NewsLine Readers,

We are writing to you because you are cur-
rently receiving our quarterly newdetter,
NewsLine. We are very pleased that we are
able to offer this valuable publication and
hope that you find the information helpful as
well as educational. NewsLine is distributed
free of charge to more than 26,000 families
and professionals. Feedback from readersis
very positive.

With the economy in a lump and state and
federal revenues falling, we have experienced
some reductions in funding and anticipate
even more over the next year. Therefore, we
need your help to ensure that NewsLine
remains easily available and accessible for
families.

If each person who receives NewsLine were
to contribute just $10 to cover our production,
printing and mailing costs, NewsLine would
become a self-sustaining and independent
publication. Our goal isto continue to provide
timely information regarding critical educa-
tion and healthcare issues.

Market researchers today say that families of

4 spend over $80 just to go to amovie and
buy popcorn. Valuable information, as found
in NewsLine, can change peoples' lives. Itisa
terrific bargain.

If each person who
receives NewsLine were
to contribute just $10
to cover our production,
printing and mailing
costs, NewsLine would
become a self-sustaining
and independent
publication.

This year, our annua campaign aims to
increase our funds raised by 20 percent over
last year’'stotal. Your contribution will help

15

immensely toward this goal. Please consider
a$10, $20, $30 or more contribution today.
Help the Federation keep helping familiesin
these difficult days.

Please support NewsLine and the Federation.
We need your support NOW!

Richard J. Robison
Executive Director

** * PLEASE MAKE A GONTRIBUTION TODAY * * *

Enclosed is my gift.

YES! | will help the Federation continueits Mission! | want to support the Federation for Children with Special Needs.

0 $30 O $50 O $100 O $250 O $500 0 Other $
Name:

Address:

City: State: ZIP:

Home Telephone: Business Telephone: E-mail:

O | would like to make my gift by 0 VISA 0 Mastercard

Card Number: Expiration Date Signature

Company name;

0 My company has a matching gift program.

Address:

0 | would like to make my contribution in honor of:
0 | would like to make my contribution in memory of:

Please include this form with your check made payable to:
Federation for Children with Special Needs, 1135 Tremont Street, Suite 420, Boston, MA 02120
The Federation for Children with Special Needs, Inc. is a 501(c)3 organization.

Now you can donate on line! Visit uson the web at www.fcsn.org.




Boston, MA 02120
617-236-7210 Voice/TDD

email: kidinfo@fcsn.org
web: www.fcsn.org

Federation for Children with Special Needs
1135 Tremont Street, Ste. 420

MA Toll Free 800-331-0688

Non-Profit
U.S. Postage
PAID
BOSTON, MA
PERMIT NO.
50539

Central Massachusetts (508) 798-0531  Western Massachusetts (413) 323-0681

Families Speak Out—

Family Voices’ Data &
Research Activities

Families of children with specid hedlth care needs
have aweslth of knowledge and experience.
Parents are both teachers and students as they
share experiences and knowledge with each other
aswdl asteach, and learn from, the professionals
who provide servicesto their children.

Family Voices, anationa grassroots codition of
friends and families speaking out on behalf of chil-
dren with special hedlth needs, believes families
have critical rolesto play in the collection of infor-
mation that can enhance the knowledge of families,
family leaders, policy makers and child advocates
about issues facing children with specid hedth care
needs. Thisinformation is crucid to improving
health policiesfor our children.

Information, tools and reports about the research
and data gathering activities undertaken by Family
Voices has now been posted at “Data and Research
Activities,” alink off the www.familyvoices.org
web site. The site provides awedth of information
on these activities, which include collaborations
with professionds, collection and dissemination of
information and strengthening family leadership
roles. Please take some time to check it out.

SAVE

THE
DATE! - SEMARIRE

Federation for Children with Special Needs
Annual Conference

Saturday, March 1, 2003

World Trade Center, Boston

Confirmed Speakers: Stephanie Lee, Director, Office of Special Education
Programs, U.S. Department of Education

Charlie Carr, Founder and CEO, Northeast Independent Living Center

Check fcsn.org for updates & online registration

She Sederatior Gala
May 9, 2003 (see page 2 for details)




