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National 2010 Goals for Children 
with Special Health Care Needs  
 

1 All children with special health care needs will 

receive coordinated ongoing comprehensive care 
within a medical home.  

2 All families of children with special health care 

needs will have adequate private and/or public 
insurance to pay for the services they need.  

3 All children will be screened early and 

continuously for special health care needs.  

4 Services for children with special health care 

needs and their families will be organized in ways 
that families can use them easily.  

5 Families of children with special health care 

needs will partner in decision making at all levels, 
and will be satisfied with the services they receive.  

6 All youth with special health care needs will 

receive the services necessary to make 
appropriate transitions to adult health care, work, 
and independence.  

 

  

Adapted from HealthyPeople2010.gov 
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Introduction 
 
 
 
 
 
Purpose of this Guide          
 
Family Reflections has been developed by the members of the Central Massachusetts 
Partnership for Children and Youth with Special Health Care Needs (CMP) to assist 
families in accessing services for their children with special medical, developmental, 
educational, and/or emotional/behavioral needs in order to optimize child and family 
functioning.   
 
Unlike traditional guides or directories, such as the excellent Family TIES publication 
developed by the Massachusetts Department of Public Health (DPH), Family Reflections 
is not meant to be a comprehensive review of services, providers, or agencies.  Instead, it 
presents the stories of individual families, and suggests some of the resources each family 
might explore.  We encourage parents, health care providers, and other professionals to 
use the stories as a basis for reflection, communication, and problem-solving for the 
children in their care.    
 
In addition to the family stories are a well-visit guide, written by a pediatrician; 
descriptions of health care advocacy – defined as the act of pleading the case for a need – 
by two parents of children with special needs; advice on navigating the system of 
services; a list of selected resources; and articles on transition for every stage of growth. 
Along with the family stories, we hope these features of the guide will promote 
discussion and exploration among parents and professionals. 
 

 
 
About the Central Massachusetts Partnership      
 
The Central Massachusetts Partnership brings together parents and professionals to 
improve systems of care for children and youth with special health care needs 
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(CYSHCN) in the region.  Our mission is to facilitate family-centered and coordinated 
care for CYSHCN through education, awareness, and community partnership. 
 
The CMP was originally developed at UMass Memorial Children’s Medical Center in 
June 2002 to foster the “Medical Home” model of care within that institution and our 
community, in fulfillment of the goals of US Healthy People 2010 (see box, page 6).  
Over time, our goals and mission have evolved to encompass the broader issues 
involved in the active collaboration needed between parents and health care 
professionals.  In October 2004, the CMP formally affiliated with the statewide 
Massachusetts Consortium for Children with Special Health Care Needs.    
 
 
  
Medical Home          

 
What is a Medical Home?  We often hear the term, what does it really mean? 
 
A Medical Home is not a building, house or hospital.  It is an approach to providing 
health care services to children with special health care needs in a high quality and cost-
effective manner.  It is a coordinated and respectful health care partnership between a 
child, his or her parents and the child’s primary care doctor.  The American Academy of 
Pediatrics, the American Academy of Family Physicians and the national Maternal and 
Child Health Bureau are promoting Medical Home partnerships between families caring 
for children and youth with special health care needs and the physicians they trust.   
 
Children with special health care needs often receive services from a variety of sources. 
In a Medical Home, pediatricians and other providers, their staff and parents act as 
partners to identify and access all the medical and supportive services needed to help 
children and their families achieve their maximum potential.  All care in a Medical 
Home is family-centered.   

 
The Medical Home: 

 
• Recognizes that the family is essential to the child’s care; 

• Helps families and professionals work better together; 

• Considers all the needs of the child and family – both in the doctor’s 
office and in the community; and 

• Promotes family support, parent-to-parent connections and 
networking with other families in the community.  

 
Parents and health care providers see the Medical Home as a place for sharing 
information about local resources, organizing care for the child and connecting with 
community-based programs. 
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Having a Medical Home is important to the health and well being of every child, but is 
especially important for children who have special health or developmental needs. 
 
 
 
The Well-Visit 
 
A pediatric well-visit is an excellent opportunity for families caring for children with 
special needs to discuss unmet service needs with their physician, and to identify 
community resources and family support networks.  Physicians and families are 
encouraged to discuss these “non-medical” needs during office visits. It may be necessary 
to schedule longer or more frequent visits to allow extra time to discuss these issues.   
 
Pediatricians typically receive fairly limited training in community resources, although 
this is starting to change in today’s residency programs.  The Resource section of this 
guide includes a list of questions originally developed to help pediatricians identify 
areas of need, and to help them identify resources for families.  The list can be 
especially useful when paired with the Family TIES resource guide, available online at 
www.massfamilyties.org. We hope they will foster discussion between families and 
physicians about non-medical needs and resources to address them.  
 
 
 
Transition Planning         

       
Webster’s dictionary defines transition as “the passage from one state, stage or place to 
another.”  Our children make many transitions as they grow:  from Early Intervention to 
preschool, from kindergarten to elementary school, from adolescence to adulthood and 
post-school options.  Each transition is one step on a lifelong journey for children and 
their parents.  
 
As parents of children with special needs, we often get caught up in the day-to-day 
activity of raising our children, not giving much thought to tomorrow.  However, it is 
necessary to stop and catch your breath and think about your child’s transitions and 
about the future. 
 
Preparing for transition should begin very early.  Your role as parent or caregiver is to 
help your child gradually learn the skills he needs to live as independently as possible. 
 
Academic skills are important for the journey.  Another vital skill is the ability to ask 
for help when needed.  Further skills develop through participating in the community as 
fully as possible, living as independently as possible, and pursuing opportunities to find 
satisfaction in work and life-long learning.  It is our job as parents, friends, and 
professionals to help support our children as they travel through school to adulthood. 

 
 



 

10     Family Reflections: A Thought-Provoking Guide to Getting Help for Children and Youth with Special Needs 
 

Being an Advocate for Your Child       
 

You know your child best.  Being an advocate for your child means doing what it takes 
to ensure your child gets what he or she needs.  It also means getting what your family 
needs to fully support and care for your child. 
 
Families need to develop knowledge and skills to become the best advocates they can 
for their children.  You should prepare yourself with information, know your rights and 
ask questions.  One way to become a great advocate for your child is to keep accurate 
records, with a system for tracking documents and information. Having a notebook or 
binder to keep it all together is a great start.  

 
A resource manual for families of children with special health care needs is available 
from the Massachusetts Department of Public Health.  Entitled Directions: Resources 
for Your Child’s Care, it was designed to help you organize health records and 
information when working with health providers and health plans. (See page 18 for 
information on how to get your free copy.)  
 
Directions was developed in collaboration with Blue Cross Blue Shield of 
Massachusetts, Fallon Community Health Plan, Harvard Pilgrim Health Care, 
Neighborhood Health Plan and Tufts Health Plan. 

 
The Federation for Children with Special Needs (www.fcsn.org) can help you learn 
more about educational advocacy. By attending workshops and training sessions and by 
talking with other families, you can learn how to become an effective advocate for your 
child. 

 
 

Teaching Your Child Self-Advocacy 
 
You can help your child by teaching him to advocate for himself.  As much as possible, 
depending on your child’s age, cognitive abilities, verbal skills, and other factors, teach 
him about his disability, and model through your own behavior, that he should not be 
ashamed.  When your child asks questions, answer him in a way he can understand. For 
example, if your child is young or has limited cognitive abilities, you might give simple 
explanations like “You have weak legs” or “You have difficulty walking.”  When he 
gets older, ask your child what he knows about his condition, and consider giving more 
information, such as the name for the condition and a set of do’s and don’ts for health 
and safety.   
 
It may be helpful to normalize the issue – everybody, at some point in life, has 
something challenging to deal with.  Point out examples of people your child knows:  a 
sibling with learning problems, a neighbor with asthma, a father who can’t see well 
without glasses, or a playmate who is deaf.  
 



Introduction 

11 
 

When your child goes to school, she will inevitably be asked questions that may not be 
sensitively asked, such as, “Why do you walk funny/ need a wheelchair/ need an aide?”  
She needs to know how to respond to these questions.  As much as possible, empower 
her to make appropriate choices, to stand up for herself, and to use her strengths and 
skills to get what she needs, including asking others not to help when help is not 
needed.  Sometimes aides in the classroom can be overzealous in their desire to help 
and can actually hurt a child’s sense of self and dignity by rushing to do things for her 
that she can do for herself.  You as a parent must intervene when your child is young, to 
let others know what level of help is needed.  Teach people in your child’s life that help 
may not be needed unless she asks for it. 
 
Help your child identify, develop, and focus on her strengths and talents: art, music, 
math, writing, science, drama, whatever your child finds interesting.  Involve her in 
activities with other children who have similar interests.  Help your child move beyond 
her disability and participate in areas that she shows strength.  As much as possible, 
allow your child to take risks, to try, even if you don’t think she can do it.  She may 
surprise you!   

 
 
 

Partnerships with Professionals        
 
Everyone benefits when there is good collaboration between families and professionals, 
especially your child.  Successful collaboration includes awareness, education and 
communication among the people in your child’s life. Working together increases the 
likelihood that your child and family are connected with appropriate services.  
 
Developing collaborative partnerships often takes time and a lot of work, and the effort 
may not always run smoothly.  There may be setbacks along with successes, but 
healthcare providers and families need to develop strong, positive relationships.  
Families play a key role in this process by reminding everyone that the ultimate goal is 
to make sure children and families receive the best services available. 
 
Sharing is key to forming an effective partnership.  Families can contribute their 
expertise by educating others about their experience.  As a parent, you hold a great deal 
of knowledge about your child’s condition, growth, development and behaviors. 
Sharing these important details about your child and his disability with the professionals 
in his life is critical to helping them care for your “whole” child.  Sharing information 
with other families is also important.  Let others know about your child, and about 
programs, services and resources in the community you use, a new support group or 
new research you have heard about, so that other families may benefit from your 
experience. 
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Communication is another area that is very important for effective collaboration among 
parents and professionals. Through effective communication, respect and trust, we can 
identify similar goals for the child and cooperatively participate in mutual problem 
solving.  Openness and honesty help build the foundation for good working 
relationships, with each person seeing the other as a partner working for the best interest 
of the child.   
 
Remember that as a parent, you are your child’s best advocate.  You can teach the 
professionals you work with a great deal – about your child, your family’s strengths and 
needs.  When you work with health care providers as partners, share information, and 
respect each other’s expertise, you are advocating for your child as a competent, 
knowledgeable partner on the team. 
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Family Stories  
 
 
 

 
Introduction to the Family Stories        
 
The stories that follow were developed with the idea that learning about a child’s 
relationships and activities – rather than simply focusing on his diagnoses – allows a 
richer understanding of the whole child.  The family story makes it possible to 
explore the key question:  which resources are most important to this particular 
child, and to this particular family, for optimal functioning?    
 
In each story, parents describe their children in the context of daily living.  
Following each story, parents’ questions and concerns are extracted, and then 
matched with specific resources in the community.  The questions and concerns 
raised by parents about their children depend on their ages, abilities, family focus, 
and strengths and weaknesses.  
 
The stories were developed and organized to reflect real-life situations and 
concerns, and the suggested solutions attempt to provide real-life options and 
assistance. Children in the stories range in age from infancy to early adulthood; 
there are two to three stories for each of five age periods. We chose particular 
medical, developmental, educational, and emotional/behavioral diagnoses that occur 
at each of these ages. 

 
The stories are not all-encompassing or comprehensive of a particular family/child 
issue.  Whether or not a specific child’s condition is represented, however, we hope 
the stories will spark recognition and stimulate problem solving, so that parents and 
providers may discover additional resources to help the children in their care.  
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Birth – Three Years Old 
 
 

 
Janet’s Family Story: A Premature Birth  

 
 

My daughter, Janet, is now four months old, but she was born 15 weeks 
too early, so she’s really more like a one week old.  She was in the 
hospital NICU (Neonatal Intensive Care Unit) for 105 days.  Janet had a 
bleed in her brain, severe eye and vision problems, and severe vomiting 
and feeding problems, all because she was born so early.  A feeding tube 
(gastrostomy) was put into her stomach so all her formula goes right in 
there.  I still try to bottle feed Janet, but she isn’t doing too well with it.  
 
The people at the NICU told me to contact Early Intervention (EI) to get 
some help for my daughter.  I worry about her every day.  Janet has so 
much catching up to do with eating, moving, and playing with toys, that I 
don’t know what I should be doing first to help her.  But, I am the most 
concerned about her vision.  Right now the doctors don’t know how 
severely it has been affected.  It’s so hard to not know if she will be 
normal or have problems the rest of her life.  
 
Janet sees her regular doctor and a list of specialists.  I have a hard time 
getting her to the many appointments we have, especially since Janet 
has two siblings ages 2 and 4.  I often have to bring them with me if I 
can’t get a babysitter.  I planned to return to work full time after my 
maternity leave but there’s no way I could even consider that now.  But 
my not working will significantly impact our family income and I don’t 
know how long we can do this and still make ends meet.  I am 
exhausted, worried, and uncertain about the future. 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Janet’s mother would like to get 
some help from Early Intervention.

Contact:  Pediatrician or Family 
TIES to find out the name and 
phone number of the local Early 
Intervention program.  Call the EI 
program to make a referral. 

Janet’s mother is most concerned 
about her daughter’s vision. 

Contact:  Perkins School for the 
Blind to refer Janet for a vision 
assessment and to find out about 
services. 

Due to all her needs, it can be 
difficult to take care of Janet.  Her 
mother is exhausted and she has 
two other young children to care 
for as well. 

Contact:  Central Region 
Consultation Program through 
EI to find out about additional 
support and funding to help with 
Janet’s care and needs.  

Janet’s mother is worried about 
finances now and in the future. 

Contact:  Department of 
Public Health (DPH) to find out 
about eligibility for public 
benefits and other financial 
supports. 
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Jason’s Family Story: A Toddler with 
Developmental Delays 

 
My son Jason is now 31 months old and is a little behind in his 
development, so his doctor mentioned Early Intervention (EI) to me.  The 
people from EI came to our house and told me that Jason wasn’t doing a 
lot of things that he should be doing for his age and now he is getting 
extra help from their program. The doctor also wants me to take Jason to 
a special developmental clinic and a neurologist.  I thought Jason was 
just a late bloomer, but now I’m really starting to worry.   
 
He didn’t walk by himself until he was about 20 months old.  Jason 
seems to do some things with toys such as putting blocks in a bowl or 
stacking a couple of blocks, but he really doesn’t play with any one thing 
for very long and his interests are few.   
 
Jason’s words are limited to “mama,” “dada,” and “baba.”  He can 
understand some things if I use an object to help him.  An example is I 
will hold out his cup and he will take it if he wants a drink.  He has 
favorite toys that he likes to carry around with him, but I don’t see him 
starting to play with cars or balls like other boys.   
 
My mother and sister think that I do too much for Jason, that I spoil him, 
and that if he were around other kids his age he would be doing more.  
Jason goes to a playgroup at EI but I’d like to find a second activity close 
to where we live so we can meet some people from our town.  I’m really 
confused and worried and need some help.  EI services are going to end 
in 5 months when Jason turns three years old and, if he still needs help, 
what will I do then? 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Jason just started receiving EI 
services and may need continued 
services after age three. 
 

Contact:  Federation for 
Children with Special Needs for 
information, training, and support 
about services after age three. 
 
Contact:  Local Public School 
System Special Education 
Office to make a referral for 
services after age three. 

Jason’s mother is worried and 
getting very different opinions 
from her family and Jason’s 
doctor.  She needs some help to 
sort this all out. 

Contact:  Family TIES to find a 
parent support group, parent-to-
parent support program, or other 
appropriate resources. 
 
Contact: Physician for a second 
opinion. 

Jason and his mother would like 
to find a play activity in their town 
where they can meet other 
children and parents. 

Contact:  Local Community 
Partnership for Children to find 
out about groups and activities 
available. 
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Directions: Resources for Your 
Child’s Care is a free resource 
manual that can help you organize 
your child’s health records and other 
information. It includes chapters on 
health care, education planning and 
transition. To get your copy from the 
Massachusetts Department of Public 
Health, call: 
 

In MA: 800-882-1435  
617-624-5070 
TTY: 617-624-5992   

 
To download an electronic version in 
English or Spanish, visit 
www.mass.gov/dph/fch/directions.   
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Transition from Early Intervention to Preschool 
 
Transition within early childhood programs refers to the 
planning and supports provided when a young child 
leaves one program and enters another.  It ensures that the 
child and family continue to receive services during the 
change in programs. There are a number of points to 
consider when your child will be making the transition 
from Early Intervention to Preschool: 

 
• Your Early Intervention Program will make a referral to the school system in your 

community. This referral is completed when your child turns 2 1/2 years old. It 
may include information about past services provided through Early Intervention, 
a copy of the most recent developmental assessment and IFSP (Individual Family 
Service Plan), releases to share information between Early Intervention and the 
school system, and the school system’s specific referral form. 

 
• Early Intervention staff may provide you with an opportunity to learn more about 

the transition to the public school system through an individual home visit, a group 
presentation, or by connecting you to the Federation for Children with Special 
Needs, which provides formal training for parents in this area.  It is important to 
know your rights, timelines and policies when beginning to advocate for services 
in this system. 

 
• The Early Intervention Service Coordinator will schedule a Transition Planning 

Meeting between the family, school representatives and Early Intervention staff to 
be held when your child is 2 years 9 months old. This meeting is an opportunity 
for you and the school representative to discuss in general terms how the school 
will assess your child and the timeline for completing the evaluation before the 
child turns three. 

 
• The school system should schedule a Team Meeting with you on or before the 

child’s third birthday to outline their plan of service provision. 
 
• Once your child turns three years old, he or she is no longer eligible for Early 

Intervention services and all matters should be directed to your school system. 
However, services through other state agencies like the Department of Public 
Health (DPH) Care Coordination and Department of Mental Retardation (DMR) 
do continue past age three, as long as children remain eligible. 
 
Families should encourage their children to learn independence by taking them 
into the community and trying different activities.  If one doesn’t seem to be 
working, try a new activity.  Enrollment in playgroups and/or day care provides 
experience socializing with others. 
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Pre-School Years 
 
 

David’s Family Story:  A Child with Down 
Syndrome     
 

Our son David is a 4-year-old boy with Down Syndrome. This whole 
Down Syndrome thing was very new to both of us.  Before this, the only 
person we knew with it was the kid who works as a bag boy at the 
grocery store.  We were really scared when David was a baby, but we 
got a lot of help from Early Intervention (EI) and things got better over 
time.  The people at EI told us about support groups, but we just decided 
to enjoy our baby and deal with things as they came along.  David’s only 
4 but now we’re starting to think about that kid at the grocery store and 
wonder if that’s what David will be like when he’s older.  That worries us 
a lot.  Will he be able to read?  Will he be able to get a job?  What will 
happen to him when we’re too old to take care of him?   
 
David is behind compared to kids his age, but he has some nice areas of 
strength, including self care (feeding) and gross motor skills (movements 
like walking/running/climbing).  His thinking skills, hand movement skills, 
and speech skills are much further behind, which worries us because 
these are areas that most directly affect his learning at school.  We are 
lucky that he doesn’t have any major medical problems like some other 
kids with Down Syndrome.   
 
David loves to play and socialize with just about anyone: adults and other 
children.  Sometimes though, he just won’t follow the rules or do things 
the way he needs to which is really interfering with his learning at school.  
He can be incredibly stubborn and sometimes we don’t bring him to 
activities like the library story hour where he has to sit quietly and listen. 
David attends a pre-school for children with special needs four 
afternoons a week for 2 ½ hours, but we wonder if he’s getting enough 
services since he is still so delayed. 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

David’s parents are with him all 
the time and feel guilty about 
wanting to take some time for 
themselves. 

Contact:  Department of Mental 
Retardation (DMR) to find out 
about respite funding. 

David’s parents are concerned 
that he isn’t getting enough help 
with the skills that will affect his 
learning. 

Contact:  Federation for 
Children with Special Needs for 
advice/consultation/ 
advocacy regarding IEP 
development and special 
education services. 

David’s parents are starting to 
worry about his future and may 
be ready for a support group 
now.  They worry about who will 
take care of David when they are 
no longer able to. 

Contact:  Seven Hills Disability 
Resources and Advocacy, Inc 
to find out about support groups 
and activities on a local and 
national level. 

 
Contact: Seven Hills Disability 
Resources and Advocacy, Inc 
to look into Guardianship/Special 
Needs Trust to provide for child’s 
future needs. 
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Tiffany’s Family Story:  A Child with 
Pervasive Developmental Disorder (PDD) 

 
It wasn’t until she was 2½ years old that I was convinced my daughter 
Tiffany had serious delays in her development.  She was my second child 
and since my first child was a highly active boy (who was later diagnosed 
with ADHD), I was constantly being reassured by family and friends that 
Tiffany was just a quiet, shy little girl and not to worry.  As time went by 
she became more withdrawn and had only a few words at 2½ years old. I 
was really becoming concerned now.   
 
Around this time our pediatrician suggested Early Intervention.  Tiffany 
received speech therapy and occupational therapy, and was involved in a 
playgroup at the EI center.  She made some progress but it seemed a 
very slow process.  At 3 years old, after finally getting seen by a 
specialist, a diagnosis of PDD was made.  At first I wasn’t sure where to 
turn for help.  I tried to read up on the diagnosis but soon became 
overwhelmed with all the information.  I had looked for support from the 
parents I met at the EI parent group but wanted to talk to someone who 
had a similar child.  Because of her age, Tiffany transitioned quickly from 
Early Intervention.  
 
Our local public school helped find a preschool where Tiffany continued to 
receive speech, OT and home-based Applied Behavioral Analysis.  At 
times Tiffany’s behavior was difficult to deal with.  I was exhausted and 
needed a break.  I am happy to say that Tiffany is slowly making progress 
but I know it will be a long road for all of us.  We are hoping that she will 
enter kindergarten in our public school system soon.  With lots of planning 
and supports in place we are hoping for the best.  I’m not sure what the 
future holds for us and need to learn as much as I can about special 
education resources.  It can be so overwhelming.  Where do I begin? 
 
 
What resources could this family explore? 



Family Stories  

23 
 

 
 
 
 
 

REFLECTIONS RESOURCES 

Tiffany’s mother wants to find 
other parents who have a child 
with similar disability. 

Contact:  Family TIES and sign 
up for the Parent-to-Parent 
matching program to speak to 
another family. 

Tiffany’s mother wants to learn 
more about PDD and Special 
Education resources. 

Contact:  Autism Resource 
Center to learn about 
workshops and conferences on 
Autism Spectrum Disorders 
(ASD) 
 
Contact:  Federation for 
Children with Special Needs 
for information and workshops 
about special education and 
related laws. 

Tiffany’s mother would like some 
help and needs to have a break. 

Contact:  Department of 
Mental  Retardation (DMR) 
Once determined eligible, 
Family support can offer 
flexible funding for families to 
receive respite services. 
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The How-To Guide to Children's 
Mental Health Services in 
Massachusetts was developed by 
Children's Hospital Boston and the 
Boston Bar Association. Intended for 
parents, mental health and primary care 
providers, emergency physicians, and 
staff from schools, public health and 
social service agencies, it offers advice 
and insight into accessing services and 
advocating for children with mental 
health care needs.  For copies, call the  
Office of Child Advocacy at Children's 
Hospital at (617) 355-6090. 
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Transition to Elementary School  
 

Preparing for transition should begin very early in children’s lives and continue 
until they are able to be on their own.  Our role is to help them learn the skills 
necessary for functioning independently.  Depending on their age and ability these 
are some things to consider: 

 
• Research what types of schooling options are available for your child. 

Make sure that he or she is included as much as possible in the typical 
school program. 

• Have your child do chores as part of the family’s activities.  Involve them 
in neighborhood and community activities such as scouts, story hour, etc. 

• Help your child learn about what clothes to wear, how to make simple 
meals, money management and shopping skills. 

• Make your child aware of safety issues. Begin early to teach your child 
how to avoid dangerous situations, what to do in emergencies and who to 
call for help. 

 
 
 
 
 
 

 
 
 
 
 
 
 
 

 



 
 
 

26     Family Reflections: A Thought-Provoking Guide to Getting Help for Children and Youth with Special Needs 
 

Elementary School Years  
 
 
 
 
 
 
 
Tyler’s Family Story:  A Child with Attention 
Deficit Hyperactivity Disorder/Learning 
Disabilities (ADHD/LD) 

 
My wife and I were aware early on that our son Tyler might have school 
(reading) problems, because he had very delayed language development 
and we knew the two (language and learning) were related.  He’s 8 now.  
He has been struggling with reading, spelling, and writing since 
kindergarten.  Now that he is in second grade the school is concerned 
that he may have a “learning disability” (LD) and he may need medication 
for “problems with his attention” (ADHD).  
 
We thought that Tyler didn’t like reading because it was so hard for him 
and he’d rather do something else.  He has no problem paying attention 
to things he likes at home, such as playing with his friends and video 
games.  How do we find out if he has an LD, and what is that anyway?  
All kids have trouble paying attention to things they don’t like.  Why does 
the school think he may have ADHD and require medicine?  Aren’t there 
ways to improve attention without medication, such as behavioral 
treatment?  We would like to avoid medicine if we could. 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Tyler’s father isn’t sure how to 
find out if his son has a learning 
disability (LD), or what that really 
even means. 

Contact:  Department of 
Education and local school 
district department of special 
education. Find out about LD, 
what the school is required to do 
about it, evaluation and treatment 
of LD, and an IEP. 

Tyler’s father wants to 
understand what ADHD is and 
how it’s treated. 

Contact: Pediatrician or family 
doctor about ADHD and 
treatment options.  
 
Contact: Other parents, such as 
CHADD (Children and Adults 
with ADHD). 

Tyler’s parents would like 
information about behavioral 
treatment for ADHD. 

Contact: Pediatrician or family 
doctor, school psychologist, 
teacher or guidance counselor, 
and other parents. 
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Lauren’s Family Story:  A Child with 
Cerebral Palsy (CP) 

 
My daughter, Lauren, is a 9-year-old with severe CP, mild mental 
retardation and problems seeing. She was diagnosed at the age of 11 
months at which time she was experiencing global delays and little 
progress.   
 
Lauren was involved with Early Intervention (EI) until she was 3, during 
which time she received physical, occupational, speech and vision 
therapy.  Her EI service coordinator assisted us in applying for 
Supplemental Security Income (SSI) for Lauren for which she receives a 
monthly cash allowance and MassHealth.  When she turned 3, all of her 
services switched over to the school system and EI referred her to the 
Department of Mental Retardation (DMR) for some assistance with 
weekend respite care and school advocacy.    
 
Even with the assistance from DMR and continued services from her 
school, Lauren is still not progressing as well as I would like either 
physically or with her school work.  She attends the public school as a 
third grader in an inclusion classroom where she has a one-to-one (1:1) 
aide, but she is the only child in her class with these physical and visual 
problems. I wonder if there is more assistance the school or other agency 
can provide her with or if we should seek an outside placement for more 
appropriate services. 
 
At home, Lauren requires a lot of assistance with activities of daily living 
(ADL’s) such as bathing, walking, dressing, etc.  Her father and I work 
alternating schedules so one person is home before school and one right 
after school to assist her.  We hardly see each other except on weekends 
because I work days and he works nights.  I wish there was some help 
out there. 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Lauren’s mother wants to learn 
more about services her daughter 
might be able to get in school. 

Contact: Perkins School for the 
Blind for classroom consultation 
in current setting. 

An outside school placement 
might offer more appropriate 
services for Lauren, but her 
mother needs more information.  

Contact: Mass. Department of 
Education for information on 
outside placements. 
 
Contact: The Federation for 
Children with Special Needs for 
information and an advocate. 

Lauren’s parents would like 
some help in the morning and 
afternoon with her daily care. 
 
 

Contact: Department of Public 
Health for a Care Coordinator to 
assist with coordinating services. 
 
Contact: Home health agency to 
obtain home health aid services 
and home based therapies. 
 
Contact: Center for Living and 
Working (CLW) for assistance 
obtaining a personal care 
attendant (PCA). 
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Kate’s Family Story: A Child with a Genetic 
Syndrome 

 
Our beautiful daughter Kate was born after a healthy pregnancy and 
normal delivery.  But things were not quite right from the beginning.  She 
nursed poorly and wasn’t as responsive as our other two babies had 
been.  At 2 weeks of age, she was diagnosed with a congenital heart 
defect (ventriculoseptal defect or VSD) which needed to be monitored, 
but did not need surgery.  She had lots of ear infections and one very 
serious infection of her heart.  She had scoliosis and her legs were of 
different lengths.  She walked and talked late. 
 
Her medical problems were not our biggest worry.  Her behavior was the 
most difficult.  She had severe temper tantrums long after she should 
have outgrown them.  She would hit her brother and sister for no reason 
and once put her head through a window.  She did not sleep at night and 
would destroy her room.  My husband and I got very little sleep because 
one of us had to be up with her all night to keep her safe.  We brought 
her to specialists but they did not see the behaviors we saw.  All the tests 
they did were normal.  The doctors seemed to think that the problem was 
that we were not good parents even though our other children were both 
fine.  Her school could not handle her behavior either and she was not 
learning anything.  We finally made the painful choice to place our child in 
a residential school where she did much better. 
 
When Kate was 12, her doctor sent her to see a Genetics specialist.  She 
had seen this type of doctor when she was little and the tests were 
normal.  But new tests had been developed and this doctor suspected 
Kate might have a genetic syndrome known as Smith-Magenis.  Children 
with this disorder often hurt themselves and others with their aggressive 
behavior and they usually don’t sleep at night.  A blood test proved that 
this is what Kate had.  Finally, after 12 years we knew why our Kate was 
different – we shed tears of relief.  Now Kate can get the right medical 
care and schooling for someone with her rare disease.  My older children 
also know now that they are not at risk to have a child with Kate’s 
problems when they decide to have children. 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Kate’s behavior is out of control. 
Contact: Behavioral therapist, 
psychologist familiar with children 
with developmental delay. 

Kate’s behavior after bedtime is 
unsafe. 

Contact: Medical equipment 
company for information on a 
special enclosed safety bed. 
 

Kate’s poor sleep isn’t being 
helped by usual means. Contact: Sleep disorders clinic. 

The school isn’t able to manage 
Kate’s behavior and she isn’t 
learning anything. 

Contact: Educational advocate. 

Kate has several unusual medical 
and/or behavioral or developmental 
problems without obvious cause. 

Contact: Pediatric Geneticist 
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The Medical Home Partnership: Building a 
Home Base for Your Child with Special 
Health Care Needs is a pamphlet that 
describes for families what they can expect 
from a Medical Home partnership for their 
children with special health care needs. It 
offers a checklist that can be used when 
selecting a physician or asking about Medical 
Home services. 
 
The Medical Home Partnership: Practical 
Tips for Physicians Caring for Children 
with Special Health Care Needs is a 
companion pamphlet offering advice for 
transforming a medical practice into a Medical 
Home. Physicians are encouraged to involve 
everyone on staff to anticipate special needs, 
use the family as experts, help coordinate 
care, and work collaboratively with families. 
 
Download either or both from New England 
SERVE at www.neserve.org. 
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Transition Toward Adolescence 
 
All students benefit from extra support during times of transition. The goal is to make 
changes flow as smoothly as possible for the student. Whenever possible, the student 
and his or her family should be involved in planning for transitions. Students benefit 
from talking about new situations and expectations, such as the school they will be 
attending or new services they will receive.  All students tend to adjust to changes 
more easily when they know what to expect and can help plan and prepare for their 
new setting. 
 

• As soon as your child is ready, teach her about her disability. Encourage her to 
advocate for herself and participate in the IEP process. 

• Begin to think about how much time in school should be spent on academic 
skills and how much on functional life skills. 

• Encourage your child to work.  Have her do volunteer or paid work in the 
home, neighborhood or community. Help her develop good work habits. 

• Consider the type of high school program your child will need.  Think about 
whether she will earn a diploma or continue services past age 18. 

• Begin formal transition planning at school.  Be sure your plan addresses 
academics, vocation and living skills.  Begin to involve adult service agencies 
if your child will need these services. 
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Adolescent Years 
 
 
 
Marcus’ Family Story:  A Child with 
Oppositional Defiant Disorder with Possible 
Bipolar Disorder 

 
My son’s real behavior problems started in his sixth grade year, although 
he had learning problems since he started school and was held back a 
year in second grade.  Middle school was a major transition for him.  We 
moved to a new town shortly after his father and I separated and the 
school in the new town was much larger with a lot more kids from 
different backgrounds than ours.  I don’t think he fit in and I think 
everything was a shock to him – our family breaking up, the move, the 
new school, new kids, and I had to work more hours to make ends meet.  
 
It was hard, but I thought everything would be okay, that things would 
work out with time.  But his grades dropped, he got into fights with other 
kids, and in trouble with the teachers.  In seventh grade, he became more 
uncontrollable at home.  He fought with his brother and me, flying off the 
handle with the littlest things.  He wouldn’t do his chores, and he began 
skipping school.  I tried everything and finally got him into counseling, but 
he was sullen and angry and I couldn’t do anything with him.   
 
This year in eighth grade, things have reached a peak.  He got caught 
shoplifting, he ran away from home twice, and once attempted suicide.  
They put him in the hospital for a short stay and began trying medication to 
control his mood swings.  Now they think he might have Bipolar Disorder.  
But nothing seems to work for very long.  I am exhausted and I feel like I 
failed as a parent.  I am also afraid of him (he’s grown taller and bigger than 
me) and I think he knows I’m afraid.  I am at the end of my rope. 
 
 
What resources could this family explore? 



Family Stories  

35 
 

 
 

REFLECTIONS RESOURCES 

Marcus needs to be stabilized, 
and his mother needs to feel 
more in control of the family 
situation and to feel safe. 
 

Contact: Coordinated Family 
Focused Care (CFFC) for an 
eligibility assessment and an 
individualized coordinated care 
plan. 
 
Contact:  Massachusetts 
Department of Public Health 
about their Care Coordination 
Services. 
 
Contact:  Pathways for Parents at 
the Federation for Children with 
Special Needs; a coordinator can 
provide support and referrals. 

Marcus’ mother needs support 
and guidance in parenting her 
child with emotional and 
behavioral problems. 

Contact: Parent/Professional 
Advocacy League (PAL)  
 
Contact: Massachusetts Family 
TIES 
 
Contact: Massachusetts Family 
Voices 
 
Contact: Families First Parenting 
Programs 
 

Contact: Parents Helping Parents 

Marcus’ mother needs guidance 
in working with the school to 
make sure that her son’s learning 
and emotional needs are being 
appropriately addressed. 

Contact: Federation for Children 
with Special Needs 
 
Contact: Massachusetts Parent 
Advisory Council (MassPAC) 
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Carl’s Family Story:  A Teenager with 
Asperger Syndrome 
 

Where do I begin?  My son Carl is a 16 year old, wonderful, bright young 
man, who also happens to have Asperger Syndrome. He attends our 
local high school in Worcester County and is fully included in classes. He 
has a small group of friends but doesn’t do much outside of school.   
 
Throughout his life Carl was always a little different. He preferred to be 
alone and draw or play on his computer.  Carl found it very difficult to 
make friends.  It seemed he just didn’t know how to socialize.  I’m worried 
now that he will be alone and not have many friends.  I’m also concerned 
that he does not know how to speak up for himself and may be an easy 
target for someone to take advantage of.   
 
In school the staff is beginning to do transition planning and some 
vocational assessments.  I’d like to see Carl take some computer or 
drawing classes after high school to prepare for some kind of work but 
I’m not sure what options are out there.  Maybe he could attend a local 
community college?  I want Carl to be happy, have a job he enjoys and 
have some type of recreation with friends.  How do I help him prepare for 
his future? 
 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

 
Dad is worried that Carl will be 
alone and not speak up for himself. 
 

Contact:  Seven Hills Disability 
Resources and Advocacy, Inc. to 
find out about SAY What? (Self 
Advocates for Young Adults), a 
curriculum based program that 
teaches life skills such as travel 
training, telephone skills etc. 

 
What are some options for Carl 
after high school? 
 

Contact:  Mass Rehabilitation 
Commission (MRC) – 
Vocational Rehabilitation 
program for individuals with 
disabilities. They can help define 
a vocational goal and develop an 
employment plan. 
 
Contact:  Quinsigamond 
Community College – 
Disabilities Services program. 
They help eligible students attend 
classes by providing tailored 
support services and reasonable 
accommodations. 

 
Dad wants Carl to have friends 
and participate in some type of 
recreational activities with kids his 
own age. 

Contact:  YMCA to find out about 
activities such as swimming, 
basketball etc. 
 
Contact:  Special Olympics to find 
out about what types of sports are 
available. 
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Transition to Adulthood 
 
When planning for transition from adolescence to adult life it is important to include 
health, postsecondary education, work and independence in to the planning. It is now 
the time for the parent to take on the role of coach on the sidelines and let your young 
adult become the decision maker.  
 
Effective transition planning should be directed by the student (when possible) and 
should describe outcomes that reflect the student’s post-school vision of life.  The 
process should be a collaborative effort by the student, family, school, and community 
representatives. This process will most likely change over time.  It should begin as 
early as elementary school and no later than age 16, and continue through high school 
and into adulthood. 
 

• By age 14-15 
o Students must be invited to participate in their IEP meeting. 
o Develop a student vision-statement for school to post school options. 
o There should be a beginning Statement of Needed Transition Services 

listed in the IEP 
 

• By age 16 – 18 
o Need for transition services reviewed and updated 
o Assessment of interests, aptitudes and abilities 
o Gather information about Social Security (SSI) and MassHealth 
o Chapter 688 referral within 2 years of graduation or exiting school. 
o Written notification to student of rights that will transfer to him/her on 

reaching the age of majority  
 

• By age 18  
o Age of Majority – under Massachusetts State law, students become 

responsible for making decisions about their own medical and education 
programs and services, unless a court appointed guardian is in place.  If 
appropriate, begin guardianship procedure 2 months before the 18th 
birthday.  Guardianship may be full or limited. 

o Check eligibility for SSI, MassHealth. 
o Draft registration is required for males when they reach their 18th birthday. 

(Contact your local post office). 
o Contact DMR/MCB/DMH where appropriate to determine eligibility for 

adult services. 
 

• By age 18 – 20 
o Continued refinement of the vision for the future and more directed 

educational team planning towards that goal 
o School system makes 688 referral. 
o DMR Area office assigns Transition Coordinator (if DMR is lead agency) 
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• By age 20 – 21 

o Transitional agency completes Individual Transition Plan (ITP) outlining 
needed services and supports and also identifying the state agency responsible 
for them.  DMR transition coordinator continues as the primary DMR contact 
for the individual, family and school system. 

 
• By age 22 

o Beginning of Adult DMR Services.  These may include employment, work 
training activities, day habilitation, transportation, individual or family support, 
and in some cases residential supports. 

 
 
As you journey toward adult services the more information you learn the better 
prepared you are to help your child.  One way to learn about all the information out 
there is to communicate with other families.  They are a huge resource of information 
and knowledge.  You may feel isolated and think you are the only one who has ever 
gone through such difficult times, but there are many other families who have gone 
before you and are very willing to share their experience. By seeking out others you 
will save a lot of time and frustration.  Research the many advocacy groups and parent 
organizations that exist in the area. 
 
 
 
 
 
 

 
 
 
 
 

 
Transition Planning for Adolescents with Special 
Health Care Needs and Disabilities:  Information for 
Families and Teens           
For information on this great family guide, please visit: 
www.communityinclusion.org/transition. 
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Young Adulthood 
 
Arturo’s Family Story:  A Teenager with 
Complex Medical Needs 

 
Arturo, my third son, is a 17-year-old sweet boy who lives with Cerebral 
Palsy, epilepsy, legal blindness and Down Syndrome.  He also has a G-
tube. He started to have seizures after a fever when he was about six 
months old.  When we left the hospital, we were referred to Early 
Intervention.  They were very helpful because of the physical and 
occupational therapy he received and the contacts they made to the 
agencies that would help us.  At that time we received over 60 nursing 
hours a week at home.   
 
Massachusetts Commission for the Blind assisted us with information.  
The children's coordinator of the Department of Mental Retardation 
served as a sounding board throughout the years.   
 
When Arturo turned 3, I no longer had the frequent visits of the EI service 
coordinator and therapists when he transitioned to school, but they 
helped me with that process.  It was a very different situation because he 
received his therapy in school and I was afraid that the school would not 
be able to handle the care he required.  
 
EI assisted with the Individualized Educational Plan (IEP) just before my 
child turned three and made a referral to care coordination from the 
Department of Public Health to secure services.  The care coordinator 
helped set up appointments with medical specialists, connected me with 
other parents whom I could talk to and oriented me to the services and 
benefits my family could receive from local, state and federal agencies.   
The care coordinator and the parents I got to know helped me to continue to 
navigate the ever changing system.   I utilized the services of the Disability 
Law Center to make sure that Arturo's IEP was implemented correctly.  
These services allowed my family some solace in our hectic lives. 
 
The next two transitions to middle and high school were less difficult for 
us. My husband and I have learned so much from service providers, 
other parents and our own experience that these days we can deal better 
with the challenges we confront in spite of the medical difficulties our son 
experiences. 
 
Now that Arturo is 17 we are gearing up for his transition to adulthood.  
We want to make sure that he is well cared for in the future.  We want to 
know what adult services he will be able to receive in case we cannot 
care for him anymore.   
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Arturo’s family needs some 
guidance to ease the transition to 
adulthood and adult services. 

Contact: Schools 
- Department of Mental 
Retardation 
- Regional ARC 
- Federation for Children with 
Special Needs 

Arturo needs to transition from his 
current pediatrician to a physician 
treating adults. 

Contact: Health insurance plan to 
ask about changing providers. 
 
Contact: Pediatrician and other 
providers, other parents for 
recommendations. 
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Emily’s Family Story:  A Young Adult with 
Mild Mental Retardation 

 
My 19 year-old daughter, who was diagnosed with mild mental 
retardation (MR) at 6 years old, is in a life skills/academic program at our 
local high school for the past several years. I want her to be as 
independent as she can and hopefully live on her own (maybe with a 
friend or two) some day, and hold down a job like other young adults with 
MR that I’ve read about.  
 
However, I’m very concerned about whether my daughter is getting the 
proper education and/or training. She is doing various “jobs” at school 
(like delivering messages from the office to teachers, etc.) but none that 
would allow her to be employable out of school. She is very interested in 
doing more, but messes up at times and the school doesn’t think she is 
ready for other job experiences yet. I fear that if things continue like this 
she will never get a job.  
 
She also wants to get her own apartment like her older sister and brother, 
but doesn’t seem responsible enough to take care of bills, shopping and 
all that you need to do to “make it on your own.”   What can I do to get 
her the proper education/training?  I keep hearing about transition to 
adulthood in the mail from the Department of Mental Retardation (DMR), 
but we live in a very rural part of Worcester County and appropriate jobs 
and apartments don’t seem to be around here. 
 
 
What resources could this family explore? 
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REFLECTIONS RESOURCES 

Emily is interested in developing her 
work skills, but her mother is 
concerned that she isn’t getting the 
proper education and training. 

Contact: The Department of 
Education (DOE) and/or the 
Department of Retardation (DMR) 
to review her educational rights and 
discuss transition.  
 
Contact: The local school system 
and/or the Federation for Children 
with Special Needs to review 
concerns.  
 
Contact: Pediatrician to discuss 
concerns. 

Emily’s mother wants to know how 
to help her daughter with the 
transition to adult living, such as 
having an apartment and a job.  

Contact: The DOE and DMR are 
helpful with transition and 
independent living issues, as well as 
your local school system. Problems 
and help with advocacy issues are 
obtained from the Federation for 
Children with Special Needs. 
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Resources 
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Questions for the Well-Visit: Assessing Needs and Identifying Resources 
 
 
 
 
 
 
 
The following set of guidelines offers an alphabetical listing of common topics or 
potential unmet needs for children with special health care needs and their families.  
Each topic includes a suggested query or conversational prompt. 
 
Case Management/Care Coordination 

• Do you have a Case Manager or Care Coordinator (through Department of Public 
Health [DPH]; Department of Mental Retardation [DMR]; Mass Commission for 
the Blind; Mass Commission for Deaf and Hard of Hearing; your health insurer; 
other)? 

• Do you receive any assistance in coordinating care for your child? 
 
Clothing 

• Do you need help finding specialized clothing -- shoes (e.g., to fit over braces), 
outerwear, helmets, clothing suited to g-tubes, wheelchairs? 

• Try this web site to find suppliers: www.familyvillage.wisc.edu 
 
Daycare 

• Are you satisfied with the ability of your child’s pre-school or daycare to work with 
your child?  

 
Dental Needs 

• Does your child have a dentist? 
 
 Durable Medical Equipment (DME)  

• What equipment does your child use now? 

• Is there any other equipment you need now or expect to need in the near future? 

• Does any of your equipment need replacement or repair? 

• Do you receive supplies/repairs in a timely fashion (i.e., never out of supplies)? 

 Massachusetts Medical Home Network
Well-Visit: Additional Questions to Ask for Assessing Resources 

Assessing Comprehensive Care and Linking Families to Resources 
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If insurance will not cover DME costs, some state agencies may be able to help.  Many 
organizations such as Rotary, Knights of Columbus and Lions will often help a family; 
consult a Family TIES staff member for information. 
 
Family Support 

• Are you involved in any family or parent support groups? 

• How are the other children in your family doing?  Do you think they could benefit 
from any programs for children who have a brother/sister with a special health care 
need? 

• Would you like to be reaching out to help other families in similar circumstances? 
 
Home Health/Community Resources 

• What types of home health services does your child receive (skilled nursing, Home 
Health Aide, Personal Care Attendant [PCA])?  Are there some needed which are 
not provided? 

• Who provides these services?  How often? 

• Are these services enough? 

• Does your local EMS know of your child’s special needs (i.e., oxygen, 
tracheostomy)? 

• Has your local Department of Public Works been notified to place your household 
on priority for snow removal? 

• Do you have a pager or cell phone? 
 

Housing/Home Modifications 

• Is your housing situation meeting your child's health care needs? 

• Are there any adaptations or special equipment that would make daily living and 
care of your child easier for you and your family? 

• Is your housing meeting your families needs? 
 

Information 

• Would you like to have more information about your child's condition? 

• Would you like to know about newsletters and other publications, which cover 
disability issues? 

• Do you have access to the Internet? Would you like to know about disability-related 
web sites? 
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Insurance/Financing 

• How are you covering your child’s medical expenses (co-pays for visits and 
medications)? Do you have health insurance for your child? 

• Do you have/know about CommonHealth? SSI? 

• Do you need any help with Letters of Medical Necessity? 

• Does your child’s health insurance cover items like diapers, Pediasure? 

• Are your electric/telephone bills increased? How are you managing this? 
 

Recreation and Social Activities 

• What types of recreational programs does your child participate in?  

• What kind of social connections does your child have --- with peers with and 
without special health needs? 

• Does your child have an opportunity to attend camp or participate in a recreational 
program over the summer? 

 

Respite 

• Do you receive any respite (a break; a rest from direct childcare)? Who provides it? 

• Are there any people available to help you with care for your child so that you can 
get a break?  

• Is your family connected with the Department of Mental Retardation (DMR) to 
receive funds (when available) which can be used for childcare and equipment, 
etc.? 

 

School/Education 

• Is your child now, or did your child ever, participate in Early Intervention? 

• Where does your child attend school now? 

• Does your child have an Individualized Education Plan (IEP), or other written plan 
for special educational services through the schools, such as, a 504 Plan or an 
Individualized Health Service Plan (IHSP)?  

• Have you been satisfied with the Individualized Education Plan (IEP) and planning 
process at your child’s school? 

• Which special services (PT, OT, Speech, adaptive physical education, aide, 
nursing) does your child receive at school?  Are you satisfied with these services? 

• Does your child receive transportation? 

• Is your child fully included in all school activities? 
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Special Opportunities 

• Are you aware of special programs available to families who have kids with special 
health care needs, such as Make a Wish Foundation, Starlight, Miracle Network, 
and Children’s Wish? 

 

Transitions 

• Are you thinking about or planning for any major transitions for your child --- from 
Early Intervention to school; from one school to another; from adolescence to 
adulthood? 

 

 

Transportation 

• Does your family have/need a handicapped placard or plate? 

• Do you need any special assistance with transportation (e.g. PT 1 form completed if 
on MassHealth/CommonHealth/SSI) 

• Have you ever had a need for specialized long-distance (i.e. air) transport to another 
medical facility? 

• Do you need a special child restraint system? 
 
 
Adapted from “How to Make Best Use of Resource Information”, Freeman, L., 
Nazarian, B., Sherman, P.  Medical Home Training Program Curriculum Materials, 
Boston, MA, November 2001. 
 

 
Transition Planning for Adolescents with Special Health Care Needs 
and Disabilities is available free from the Institute for Community 
Inclusion at www.communityinclusion.org/transition. 
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Navigating the System         
 
If you have concerns about your child’s development, depending on his or her age, there 
are different entry points into special education.  Navigating the system can be 
challenging but we hope this guide will help you along the way. 
 

 
 
 
 
 

 

Does the child have one or more of the following 
types of disability? 
 

• Autism 
• Developmental delay 
• Intellectual 
• Sensory: Hearing, Vision, Deaf-Blind 
• Neurological 
• Emotional 
• Communication 
• Physical 
• Specific Learning 
• Health: genetic syndrome, diabetes 

 

Student is not eligible for special 
education services but may be 
eligible for accommodations under 
Section 504. 

Student may be eligible for special 
education services and an 
Individualized Education Plan 
(IEP).  Call the Federation for 
Children with Special Needs at 
800-331-0688 for information. 

YES

Ask your pediatrician about 
Early Intervention for 
screening and services or call 
Family TIES at 800-905-8437. 

Ask your local school 
system for an evaluation and 
eligibility determination for 
special education services. 

Is the child under age 3? 

NO

START

NO

Developed by the Central Massachusetts 
Partnership for Children and Youth with Special 
Health Care Needs, March, 2005. 

YES

Transition to Preschool.   
If services are still needed after 
age 3, return to START. 
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Sample Evaluation Request Letter 
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Transition Timeline 
 
 
 
 
 
 
 
 
 
 



 
 
 

52     Family Reflections: A Thought-Provoking Guide to Getting Help for Children and Youth with Special Needs 
 

Common Abbreviations  
        

                                                                              

                                           
 

Listed below are just some of the many acronyms you may come across when working with health care 
and public health professionals. If you hear a term you are not familiar with make sure to ask for an 
explanation.  It can be overwhelming and confusing at times but important for you to understand. 
 
ABA  Applied Behavior Analysis 
ADA  Americans with Disabilities Act 
ADD  Attention Deficit Disorder  
ADHD  Attention Deficit Hyperactivity Disorder 
ADL  Activities of Daily Living 
AFO  Ankle Foot Orthotics 
APE  Adaptive Physical Education 
ARC  Formerly known as Association for Retarded Citizens 
ASD  Autism Spectrum Disorder 
ASL  American Sign Language 
AT  Assistive Technology 
CF  Cystic Fibrosis 
COTA  Certified Occupational Therapy Assistant 
CP  Cerebral Palsy 
CSHCN Children with Special Health Care Needs 
DD  Developmental Delay 
DDC  Developmental Disabilities Council 
DMA  Department of Medical Assistance 
DME  Durable Medical Equipment 
DMH  Department of Mental Health 
DMR  Department of Mental Retardation 
DOE  Department of Education 
DPH  Department of Public Health 
DSS  Department of Social Services 
DTA  Department of Transitional Assistance 
DYS  Department of Youth Services 
EI  Early Intervention (for children ages 0 – 3) 
EOHHS Executive Office of Health and Human Services 
EPSDT Early Periodic Screening, Diagnosis and Treatment 
ESY  Extended School Year 
FC  Facilitated Communication 
FCSN  Federation for Children with Special Needs 
HMO  Health Maintenance Organization 
ICC  Interagency Coordinating Council 
ICI  Institute for Community Inclusion 
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IDEA  Individuals with Disabilities Education Act 
IEP  Individualized Education Plan 
IFSP  Individualized Family Service plan 
IHSP  Individual Health Service Plan 
ITP  Individual Transition Plan 
LD  Learning Disability 
MASSPAC     Massachusetts Assoc. of Special Education Parent Advisory Councils 
MATP  Massachusetts Assistive Technology Partnership 
MCB  Massachusetts Commission for the Blind 
MCDHH Massachusetts Commission for the Deaf and Hard of Hearing  
MDDC Massachusetts Developmental Disabilities Council 
MDSC  Massachusetts Down Syndrome Congress 
MOD  Massachusetts Office on Disability 
MR  Mental Retardation 
MRC  Massachusetts Rehabilitation Commission 
NICU  Neonatal Intensive Care Unit 
NICHCY National Information Center for Children and Youth with Disabilities 
NORD  National Organization of Rare Disorders 
OFC  Office for Children 
OSEP  Office of Special Education Programs 
OT  Occupational Therapy 
P2P  Parent to Parent 
PA  Prior Approval or Physicians Assistant 
PAC  Parent Advisory Council 
PAG  Parent Advisory Group 
PCA  Personal Care Attendant 
PCP   Person Centered Planning 
PDD  Pervasive Developmental Disorder 
PDD/NOS Pervasive Developmental Disorder, Not otherwise specified 
PT  Physical Therapy 
PTA  Physical Therapy Assistant 
SHIP  Statewide Head Injury Program 
SI  Sensory Integration 
SLP  Speech and Language Pathologist 
SpED  Special Education 
SSA  Social Security Administration 
SSDI  Social Security Disability Insurance 
SSI  Supplementary Security Income 
TA  Technical Assistance 
TTY or TDD Teletypewriter or Telecommunication Device for the Deaf 
WIC  Women, Infants and Children (nutrition program) 
 
 
                                       Acronyms compiled by Family TIES of Massachusetts    
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Public Benefit Programs – Your Child May Be Eligible 
 

Gail Havelick, Director SSI & Public Benefits Training and Technical Assistance, MA 
Department of Public Health 
 
Families who have children with special medical needs may assume that public 
government benefit programs are only available to those who have an income close to 
poverty level, or who have no insurance coverage at all. However, a family with a child 
who has special health care needs who is enrolled in private health insurance may still 
qualify for public benefit programs that provide additional health coverage and, at 
times, a monthly cash benefit. 
 
 A family with a child who has a disabling condition, chronic illness and/or blindness 
may be eligible for the following public benefit programs: 
 
• SSI (Supplemental Security Income) 
 
SSI is a federal program of the Social Security Administration (SSA) that provides 
monthly cash benefits and automatic MassHealth (Medicaid) coverage for a child with 
special medical needs.  To be eligible for SSI, a child must have a medically proven 
physical or mental condition that results in marked and severe functional limitations, 
which has lasted, or is expected to last at least 12 months, or is expected to result in 
death.  If the child lives at home, a family with low to moderate income and limited 
resources (assets) may be eligible for SSI.  If the child is hospitalized for more than one 
calendar month, or is currently living in a residential facility, the parents’ income may 
not count toward eligibility.  Families can begin an application by calling SSA at 1-800-
772-1213, or their local Social Security office. 
 
• CommonHealth 
 
If a child has a chronic illness, disabling condition(s) or blindness, and the family 
income or resources exceed the limits for SSI and MassHealth Standard, the child may 
be eligible for CommonHealth. CommonHealth is a state program that may charge a 
premium for MassHealth through a sliding fee based on income and family size.  To 
receive an application form in the mail, call a MassHealth Enrollment Center at 1-888-
665-9993 (TTY: 1-888-665-9997) and ask for the MBR (Medical Benefit Request) and 
the Children’s Disability Supplement. 

 
• Kaileigh Mulligan Home Care for Disabled Children 

 
If a child has a severe medical condition that requires technological dependence and/or 
skilled nursing care, the child’s ‘level of care’ needs meet the criteria for an acute 
hospital or pediatric nursing facility, and the family income exceeds the limits for SSI 
and MassHealth Standard, they may qualify for Kaileigh Mulligan Home Care. If 
determined eligible, the child is allowed to return or remain at home, with MassHealth 
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coverage for home-based medical care, without the parents’ income counting for the 
Medicaid eligibility.  For information or application, call 1-800-408-1253. 
 

• MassHealth Standard/CommonHealth Premium Assistance (MSCPA) 
(Formerly “HIPP”) 
 
Once enrolled in MassHealth through the programs listed above, the child’s family may 
be additionally helped through MSCPA. This program reimburses the employed parent 
his/her share of the premium for employer-based private health insurance, or for 
COBRA benefits through a former employer.  This reimbursement for premium 
payments for the family’s health insurance helps to maintain health coverage for family 
members who are not covered by MassHealth.  The private insurance coverage also 
remains the primary insurer (first billed) for the child who has disabilities.  For an 
application, or more information, contact MSCPA at 1-800-862-4840. 

 
• Catastrophic Illness in Children Relief Fund (CICRF) 
 
The CICRF is a last resort for families who face extraordinary out-of-pocket expenses 
due to a child’s illness.  This program provides financial assistance for Massachusetts’s 
families who have excessive expenses related to a child’s medical needs that are not 
covered by any other financial resource including private insurance, federal or state 
health insurance, or other state programs.  To qualify, a family’s related out-of-pocket 
expenses must exceed 10% of the family gross annual income up to $100,000 and 15% 
of any portion of income that exceeds $100,000.  The child must be under 19 years of 
age and be a Massachusetts resident.  To apply, or to obtain further information, call 1-
800-882-1435 (TTY: 617-624-5992), or visit the website at www.state.ma.us/cicrf for 
an application. 

 
                              For more information on these programs and other resources that may be available to 

children with special health care needs, call the DPH, Division for Special Health Needs 
Community Support Resource line at 1-800-882-1435 and ask to speak with a Resource 
Specialist. 
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Listings 
 

Community Agencies 
 
Autism Resource Center 
360 West Boylston St. 
West Boylston, MA 01583 
Ph: (508) 854-9101 
F: (508) 854-8148 
Email: autism@hmea.org 
Web: www.arccm.org 
 
 

 
Community Partnerships for Children 
MA Dept. of Education 
350 Main St. 
Malden, MA 02148 
Ph: (781) 338-6364 

 
Center for Living and Working, Inc. 
(CLW) 
67 Millbrook St., 1st Floor 
Worcester, MA 01606 
Ph: (508) 363-1226, (800) 510-2844 
TTY: (800) 439-0183 
F: (508) 363-1254 
Email: mritz@centerlw.org 
Web:  http://www.centerlw.org 
 
 
 

 
Families First Parenting Programs 
99 Bishop Allen Dr. 
Cambridge, MA 02139 
Ph: (617) 868-7687 
F: (617) 354-2902 
Web: www.families-first.org 

 
Central Region Consultation Program 
(CRCP) 
31 Lake St. 
Gardner, MA 01440 
Ph: (978) 632-4432 x14 
F: (978) 632-6022 
 
 
 

 
Family TIES of Massachusetts 
180 Beaman St. 
West Boylston, MA 01583 
Ph: (508) 792-7880 
Ph: (800) 905-TIES(8437) 
F: (508) 792-7706 
Web: www.massfamilyties.org 

Children and Adults with Attention 
Deficit D/O (CHADD) 
8181 Professional Place, Suite 201 
Landover, MD 20785 
Ph: (301) 306-7070, (800) 233-4050 
F: (301) 306-7090 
Email: national@chadd.org 
Web: www.chadd.org 
Metrowest Chapter (CHADD) 
Ph: (508) 655-2590 

Federation for Children with Special 
Needs (FCSN) 
81 Hope Ave. 
Worcester, MA 01603 
Ph: (508) 798-0531, (800) 331-0688 
F: (508) 849-3882 
Web: www.fcsn.org 
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Learning Disabilities Association of MA 
(LDAM) 
P.O. Box 142 
Weston, MA 02493 
Ph: (781) 891-5009 
F: (781) 647-5141 
Web: www.LDAM.org 
 

 
MA Commission for the Blind (MCB) 
390 Main St., Suite 620 
Worcester, MA 01608 
Ph: (508) 754-1148, (800) 263-6944 
TTY: (508) 754-1148 
F: (508) 752-7832 
Web: www.mass.gov/mcb 

 
Local Special Education Office 
Call your town school department for 
contact information. 
 
 
 
 
 
 

 
MA Department of Education (DOE) 
350 Main St.  
Malden, MA 02148 
Ph: (781) 338-3300 
TTY: (800) 439-0183 
Web: www.mass.gov/doe 

 
MA Association of Special Education 
Parent Advisory Councils (MASSPAC) 
P.O. Box 167 
Sharon, MA 02067 
Ph: (781) 784-8316 
Email: info@masspac.org 
Web: www.masspac.org 
 
 
 

 
MA Department of Mental 
Retardation (DMR) 
Eligibility: (413) 284-5040 
Worcester Area Office 
40 Southbridge St., #200 
Worcester, MA 01608 
Ph: (508) 792-7545 
TTY: (508) 792-7781 
F: (508) 792-7587 

 
MA Behavioral Health Partnership 
(MBHP) 
Central Region Office 
120 Front St., Suite 315 
Worcester, MA 01608 
Ph: (508) 890-6400 
F: (508) 890-6410 
Web:  www.masspartnership.com 
 
 

DMR North Central Office  
435 Main St.  
Fitchburg, MA 01420 
Ph: (978) 342-2140 
F: (978) 342-3313 
DMR South Valley Office 
79 North St. 
.Southbridge, MA 01550 
Ph: (508) 764-0752, (800) 338-5492 
TTY: (508) 764-6480 
F: (508) 764-6480 
Web: www.mass.gov/dmr  
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MA Department of Public Health (DPH) 
Central Regional Health Office 
180 Beaman St. 
West Boylston, MA 01583 
Ph: (800) 882-1435 if you do not currently 
have a Care Coordinator OR  
Ph: (508) 792-7880 to contact your current 
Care Coordinator. 
TTY: (508) 835-9796 
F: (508) 792-7706 
Web: www.mass.gov/dph 
 

 
Parents Helping Parents (PHP) 
140 Clarendon St. 
Boston, MA 02116 
Ph: (617) 267-8077, (800) 882-1250 
F: (617) 266-9837 
Web: www.parentshelpingparents.org 
 

 
MA Family Voices 
1135 Tremont St., Suite 420 
Boston, MA 02120 
Ph: (617) 236-7210, (800) 331-06 
TTY: (800) 331-0688 
Email: massfv@fcsn.org 
Web: www.massfamilyvoices.org 
 
 
 
 

 
Parent/Professional Advocacy League 
(PAL) 
Worcester Chapter 
120 Cedar St. 
Worcester, MA 01609 
Ph: (508) 767-9PAL (9725),  
(800) 537-0446 
F: (508) 767-9727 
Web: www.ppal.net 

 
MA Rehabilitation Commission (MRC) 
359 Main St. 
Worcester, MA 01608 
Ph: (508) 754-1757 
F: (508) 799-7567 
Web: www.mass.gov/mrc 
 
 
 
 

 
Pathways for Parents 
Federation for Children with Special 
Needs 
1135 Tremont St. 
Boston, MA 02120 
Ph: (617) 236-7210 ext. 116 
F: (617) 572-2094 
Email: pathways@fcsn.org 

MA Special Olympics Association 
Central Section 
14 South St., #2 
Westborough, MA 01581 
Ph: (508) 366-7365 
F: (508) 366-7528 
Email: central@specialolympicsma.org 
Web: www.specialolympicsMA.org 
 

Perkins School for the Blind 
175 North Beacon St. 
Watertown, MA 02472 
Ph: (617) 924-3434 
F: (617) 926-2027 
Web: www.perkins.org 
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Quinsigamond Community College 
Disability Services 
670 West Boylston St. 
Worcester, MA 01606 
Ph: (508) 854-7429 
 
 
 

Young Men’s’ Club of America (YMCA) 
Metropolitan Offices 
66 Main St. 
Worcester, MA 01610 
Ph: (508) 755-6101 
Web:  www.ymca.net 

 
Say What? 
81 Hope Ave. 
Worcester, MA 01603 
Ph: (508) 752-6983 
TTY: (508) 890-5584 
F: (508) 849-3882 
 
 

 
Coordinated Family Focused Care 
Worcester Communities of Care 
275A Belmont St. 
Worcester, MA 01604 
Ph: (508) 856-5242 
F: (508) 856-5545 

 
Seven Hills Disability Resources and 
Advocacy, Inc. 
81 Hope Ave. 
Worcester, MA 01603 
Ph: (508) 752-6983 
TTY: (508) 890-5584 
F: (508) 849-3882 
Web: www.sevenhills.org 
 

 
Social Security Administration (SSA) 
53 Myrtle St. 
Worcester, MA 01608 
Ph: (508) 753-4105, (800) 772-1213 
Web:  www.ssa.gov 
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Nursing Agencies 
 

              Americare 
120 Stafford St. 

Worcester, MA 01603 
Ph: 508-421-6800 

 
Centrus Home Care 

38 Pond St. 
Franklin, MA 02038 
Ph: 508-528-3090 

 
Family Lives 

382 Boston Turnpike Rd. 
Shrewsbury, MA 01545 

Ph: 888-352-2292 or 508-845-5190 
 

Interim Health Care 
1233 Main St. 

Worcester, MA 01603 
Ph: 508-792-5900 

 
Pernet Family Health Services 

237 Millbury St. 
Worcester, MA 01610 

Ph: 508-755-1228 
 

UMass Home Health and Hospice 
650 Lincoln St. 

Worcester, MA 01605 
Ph: 508-754-0052 
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Diaper/Durable Medical Equipment Vendors 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Adaptive Mobility 
11 Gar Highway 
Somerset, MA 02726 
Ph: 508-676-7575 
F: 508-676-7373 
 
Advantage Home Medical 
Equipment 
168 Lincoln St. 
Worcester, MA 01605 
Ph: 508-792-0999 
F: 508-798-8052 
 
All Care 
40 Main St. 
Millbury, MA 01527 
Ph: 508-865-4857 
F: 508-865-6370 
 
Apria Healthcare 
208 Southbridge St. 
Auburn, MA 01501 
Ph: 508-832-9666 
F: 508-832-7149 
 
Atlantic Home Medical 
3105 Cranberry Highway 
Onset, MA 02558 
Ph: 800-698-5568 
F: 508-295-5541 
 
Byram Healthcare 
943 Main Street 
Worcester, MA 01610 
508-756-8300 

 

Charm Medical Supply Co. 
300 Oak St., Unit 260 
Pembroke, MA 02359 
Ph: 866-829-9813 
F: 781-829-9836 
 
Design Able 
323 Manley St. 
W. Bridgewater, MA 02379 
Ph: 508-436-7414 
F: 508-436-7421 
 
Hanger Prosthetics and 
Orthotics 
255 Park Ave., Suite 200 
Worcester, MA 01609 
Ph: 508-756-8689 
F: 508-752-9087 
 
National Seating and Mobility 
11 Michigan Dr. 
Natick, MA 01760 
Ph: 800-660-0069 
F: 508-647-8121 
 
Shriner’s Hospital (NOPCo) 
516 Carew St. 
Springfield, MA 01004 
Ph: 413-787-2000 
F: 413-787-2009 
 
Ultimate Mobility 
67 Millbrook St. 
Worcester, MA 01606 
Ph: 508-363-1227 
F: 508-363-1228 
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General Health Web Sites 
 

MEDLINEplus 
http://medlineplus.gov 
 
American Academy of Pediatrics 
http://www.aap.org 
 
Mayo Clinic 
http://www.mayoclinic.com 
 
Medem: an information partnership of medical societies 
http://www.medem.com 
 
Family Doctor 
http://familydoctor.org 
 
NOAH: New York Online Access to Health 
http://www.noah-health.org 
 
Centers for Disease Control and Prevention (CDC) 
http://www.cdc.gov 
 
Healthfinder 
http://healthfinder.gov 
 
HealthWeb 
http://www.healthweb.org 
 
Consumer Health Information from the National Institutes of Health 
http://www.nih.gov/health/consumer 
 
Web Sites You Can Trust from the Medical Library Association 
http://caphis.mlanet.org/consumer 
 
FirstGov for Consumers: Health 
http://www.consumer.gov/health.htm 
 
General Pediatrics:  a general pediatrician’s view of the Internet 
http://www.generalpediatrics.com 
 
KidsHealth—separate areas for kids, teens, and parents 
http://www.kidshealth.org 
 
Genetic Disorders 
http://hcunivweb01.ummhc.org/gentest/index.html 
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Evaluating Internet Health Information 

 
 
Here are some points to consider when you look for health information: 
 
  1. AUTHORITY  
     Author, editor and any advisors. 
Who are they and what are their qualifications?  Look for information about the person 
and/or a description of the organization that provides the site. 
 
Look for contact information in case you want to call, write or email the author with 
questions about the information. 
 
2. CURRENCY 
When was this page created and updated?  Look for a date when the page was last 
updated.  Check to see if the links work. 
 
Medical research is always happening.  Information that is older than about three years 
may need an update.  It is OK to use this information, but look for something newer to 
go with it. 
 
 3. PURPOSE 
Who sponsors this website and what is their motivation for doing so? 
 
Consider the motivation of a drug company in posting information about its products.  
Always think about what may be the reason for this organization to post the material. 
 
Be skeptical of “miracle cures” and claims of 100% success.  If something sounds too 
good to be true, it probably is. 
 
 4. VERIFICATION 
Can the information be verified in other sources? 
 
Of all the information you found, was this unique or consistent with what other sites are 
saying?  Did your health care provider agree with it? 
 
 
Talk to your health care provider – ask questions!!! 
 
 

These tips are from the Pediatric Family Resource Library, 
508 856-3967, http://library.umassmed.edu/pedlib. 
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CMP Guide Sub-Committee and Contributors 

 
Martin H. Young, Co-Chair, CMP, Psychologist, UMass Memorial Medical 
Center/UMass Medical School, and parent of a CYSHCN. 
 
Barbara Donati, Co-Chair, CMP, Central Regional Coordinator, Family TIES, 
Massachusetts Department of Public Health, and parent of a CYSHCN. 
 
Tricia Beninati, Care Coordinator, Massachusetts Department of Public Health. 
 
Carlos Santiago, Care Coordinator, Massachusetts Department of Public Health. 
 
Joan Kelly Rafferty, OTR/L, Coordinator, Central Region Consultation Program, 
Criterion Child Enrichment. 
 
Melodie Wenz-Gross, Psychologist, UMass Medical School, and parent of a CYSHCN. 
 
Catherine Nowak, Geneticist, UMass Memorial Medical Center/UMass Medical School. 
 
Bev Nazarian, Pediatrician, UMass Memorial Medical Center/UMass Medical School. 
 
Nancy Harger, Director, Pediatric Resource Center, UMass Memorial Medical 
Center/UMass Medical School. 
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Family Reflections Evaluation Form 
 
We hope you have enjoyed reading Family Reflections. We would like to 
hear from you. Please take a moment to let us know what you think. Either 
fill out this form or send us an e-mail with your thoughts. 
  

1. The information in this guide was easy to understand 
             Not really                             somewhat                              definitely 
                     1                    2                    3                  4                      5 
 
Comment: 

    

     2. The information in this book was helpful to me 
                    Not really                              somewhat                             definitely 
                          1                     2                    3                   4                       5 
 
     Comment: 

 

     3. I would recommend this book to others 
                     Unlikely                                probably                               definitely 
                           1                    2                    3                   4                     5 
 
     Comment: 
 

     4. What I liked most about this book is  

          

 
    

     5. I would add information about 

          

 
 

     6.   I am a            parent                 parent/professional                 professional   
 
Thank you for your feedback. 
 
Martin H. Young, PhD                                                               Barbara Donati 
Division of Developmental and Behavioral Pediatrics                Family TIES of Massachusetts 
UMass Memorial Medical Center                                              MA Dept. of Public Health 
55 Lake Avenue North                                                             180 Beaman Street 
Worcester, MA 01655                                                             West Boylston, MA  01583 
E-mail: youngm@ummhc.org                  E-mail: barbara.donati@state.ma.us 
 



 
 
 

 
 



  

  

 


