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Introduction

The goal of this booklet is to provide general information and knowledge regarding children with developmental disabilities. This information is intended to provide information and increase awareness, as well as begin to overcome the presenting barriers and misunderstandings about supporting children with developmental disabilities. With improved understanding and knowledge, the positive outcome will be seen in improved collaboration and relationship building with colleagues across the continuum of child serving state agencies in MA. 
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Attitudinal and Knowledge Barriers to Supporting Children with Developmental Disabilities
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It is often stated that the common barriers for families of children with developmental disabilities are the negative societal attitudes and the lack of education and understanding of individuals with developmental disabilities.  Individuals with developmental disabilities are often seen as valued “less than” their non-disabled counterparts.  It is generally difficult for the “typical” person to understand why it is so important that those with a significant developmental disability have the level of support and services that they require.  This argument is most evident when cities and towns work to set their education budgets.   Children with disabilities have a legal entitlement to specialized education services.  As a result, those who see the limited resources available for general education become vocally resentful towards those families who have children with disabilities.  This disparity and resentment often has a polarizing effect on communities.  

Families with children who have developmental disabilities understand the challenges and barriers that they must overcome in order to access the appropriate and needed services for their child.  These challenges are heightened when the needed supports are provided by another child serving state agency.  The barriers experienced by families are likely due to the agency’s belief that children with developmental disabilities require specialized treatment and care that they do not have or offer.  As a result, there is often a lack of comfort and professional experience in supporting a child with a developmental disability and his or her family.  There is a limited understanding of the needs of the child and family and there appear to be limited training opportunities available in how to serve children with developmental disabilities within their agencies.

In order to effect positive change, there needs to be a willingness to better understand and a readiness to learn about strategies and resources that can meet the needs of the child with a developmental disability across all state agencies serving children. 


· 11% of children ages 6-14 have a disability, about 4 million (US Census)

· 17% of children under the age of 18 have a developmental or behavioral disability such as Autism, Intellectual Disability, or Attention-Deficit/Hyperactivity Disorder. (CDC)

· It is estimated that 1 in every 33 babies born in the US is born with a birth defect (Nat’l Center for Birth Defects and DD)

· Child abuse involving children with disabilities occurs approximately 3.5 times the rate of abuse of children without disabilities (Sullivan and Knutson, 1998) (ICI- uminn.)

· Children with any type of disability are almost twice as likely to experience sexual abuse as non-disabled children though only 3% of the assaults will be reported. (Davis, 2000)

· There is an elevated risk for emotional difficulties among children and adolescents with developmental disabilities.  It is estimated that as many as 30% of children with intellectual or developmental disabilities have a psychiatric disorder.  (NADD)

· The prevalence of ASD affects an average if 1 child in every 150. This data is represents 10% of the U.S. population of 8 year old children. (CDC)

· The estimated ASD prevalence rate in the U.S. of children between the ages of 0-21 is approximately 14%.(CDC)

· The incidence of autism is four times more prevalent in boys than in girls.

· Per MA Department of Early and Secondary Education, there are 8,730 homeless students enrolled in MA public Schools.  Based on reporting data by 21 school districts, there are 1,686 homeless students receiving special education services.  This amounts to, at minimum, 19% of the student homeless population has a disability that meets the level of need for special education services. (2008)




Common Developmental Diagnoses

Intellectual Disability (AAID) – is a disability characterized by significant limitations both in intellectual functioning and in adaptive behavior expressed in conceptual, social, and practical adaptive skills.  This disability originates before the age of 18.

Autism Spectrum Disorder (ASA) – is classified as a spectrum disorder, with symptoms ranging from mild to severe.  As a spectrum disorder, the level of developmental delay is unique to each individual with symptoms ranging from mild to severe.  ASD is characterized as a neurological disorder that affects the normal functioning of the brain, impacting development in the areas of social interaction, communication skills, and stereotyped behaviors, interests and activities.  Following are diagnoses that are part of the Autism Spectrum Disorder:

· Autistic Disorder- presents markedly impaired development in social interaction and communication, and a limited repertoire of activity and interest.  

· PDD-NOS – presents with severe and pervasive impairment in the development of reciprocal social interaction or verbal and nonverbal communication skills; and stereotyped behaviors, interests, and activities.  The criteria for Autistic Disorder are not met because of late age onset; atypical and/or sub- threshold symptomatology, or all three. 



· Asperger’s Disorder (AD) - presents with severe and sustained impairment in social interaction and the development of restricted, repetitive patterns of behavior, interests, and activity.  In contrast to the other ASDS, there are no clinically significant delays in cognitive development or in the development of age- appropriate self-help skills, adaptive behavior, and interests in one’s environment.

· Retts Syndrome- Presents with a development of multiple specific deficits following a period of normal functioning after birth.  There is a loss of previously acquired purposeful hand skills before subsequent development of characteristic hand movement such as repetitive hand wringing or washing.  Interest in social environment diminishes.  There is significant impairment in expressive and receptive development with severe psychomotor retardation. 

· Childhood Disintegrative Disorder (CDI) - presents with marked regression in multiple areas of functioning following a period of at least two years of normal development.  Subsequently the child has a clinically significant loss of previously acquired skills in at lest two of the following areas: expressive or receptive language; social skills or adaptive behavior; bowel or bladder control; or play or motor skills.  Children with this disorder exhibit the social and communication deficits and behavioral features generally observed in Autistic Disorder.
Cerebral Palsy (ARC) – refers to a group of motor (muscle) disabilities that arise because of injury to the developing brain before or during birth or during the first year of life.  It may be hard for a person with cerebral palsy to talk, see, hear, sit or swallow.  A person with Cerebral Palsy might have

one or more of these impairments.  


Epilepsy (ARC) - is a condition of the nervous system that heightens the risk of having seizures.  A seizure is a result of an electrical disturbance in the brain.  Seizures can vary from momentary disruption of the senses, to short periods of unconsciousness or staring spells, to convulsions.  

Spina Bifida – is a birth defect that is characterized by the incomplete development of the brain, spinal cord, and/or meninges (the protective covering around the brain and spinal cord). There are four types of spina bifida: occulta, closed neural tube defect, meningocele and myelomeningocele.  Complications of spina bifida can range from minor physical problems to severe physical and mental disabilities.  It is important to note, that most people with spina bifida are of normal intelligence.    

Down Syndrome – is a set of mental and physical symptoms that result from having an extra copy of chromosome 21.  Even though children with Down Syndrome may have some physical and mental features in common, symptoms of Down Syndrome can range from mild to severe.  Usually, mental development and physical development are slower in people with Down Syndrome than in those without it.


How is a Developmental Disability Determined? 

Before any assumption can be made as to whether or not the child has a developmental disability, it is essential that there is clear clinical assessment of the child’s cognitive, adaptive and daily functioning skills.

Developmental Screening

Developmental screening is often completed during the child’s developmental years.  The developmental screening can be done by various professionals in healthcare, community, or school settings
It is critical to be aware that screening tools do not provide conclusive evidence of developmental delays and do not result in diagnoses.  Screening tools do not provide in-depth information about an area of development.  

· Developmental Screening is a procedure designed to identify children who should receive more intensive assessment or diagnosis, for potential developmental delays.  

· Developmental Screening provides earlier detection of delays and can improve child health and well-being. 

· The childhood developmental chart is used to determine what developmental milestones the child has achieved in relation to his chronological age.  

· It is essential to recognize that every child develops at his or her own pace.  And some children may meet these milestones before or after other children of the same age.  If there are any concerns regarding delays, the child’s pediatrician should be contacted to assess the need for additional testing.

· Screening tools can be used that are specific to a disorder, an area, or they may be general, encompassing multiple areas of concern.



Testing Options to Assess the Developmental Screening Outcomes:

Diagnostic evaluations: Diagnostic evaluations are conducted when there is a question of developmental delay(s) in order to identify possible causes of the delays, assist families in understanding their child’s developmental differences and assist the family, primary care provider, and educational system in implementing appropriate interventions.

Educational testing: Can identify specific disorders and identify strengths and weaknesses of children with developmental disabilities.  Recommend teaching strategies to foster the school team’s ability to work with children with developmental disabilities and to include them in the least restrictive environment.

Neuropsychological evaluation: Assess cognitive and behavioral function on children with brain injury or diseases that impact brain development in order to link cognitive functioning with brain development.

Psychological testing: includes cognitive evaluations, adaptive testing and other specific testing for disorders such as Autism spectrum disorders, mental retardation.



Supporting Children with Developmental Disabilities

Children with developmental disabilities are not a homogeneous group.  Their physical, cognitive and social characteristics may differ a great deal.  Each child’s disability is coupled with their own individual uniqueness.  They are able to learn, grow, laugh, smile and cry.  They are also subjected to the same societal frailties as any child.   

Children with developmental disabilities, like all children, benefit from:


· Knowing that they are safe

· Having love and stability

· Having a sense of belonging

· Having consistency and structure in their daily life

· Having information about changes in their lives and why

· Having choices

· Having visual cues re their daily routine/activities

· Having clear step by step directions



Strategies that state agencies serving children can implement to improve service access for children with a developmental disability and their families.

· Adopt a policy of serving children with a disability and their families equitably and with the same quality of services as any child needing assistance.

· Include families and their child with a disability in all phases of service delivery planning.

· Learn about Disability Awareness.  Require that all staff receive disability awareness training.

· Apply an overall working philosophy to interact with children with disabilities and their families with:

· Compassion

· Respect

· Empathy

· Dignity

· Open mindedness 

· Recognize when there is uncertainty or lack of understanding and ask for help when needed.

· Know your local Department of Mental Retardation Offices (DMR) and contact persons. 

· Develop a working relationship with disability serving agencies; informational meetings cross training activities.

Use the web and listservs for information and resources
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Informational Websites Notes
Centers for Disease Control and Prevention www.cdc.gov
National Association of Social Workers www.socialworkers.org
Administration for Children and Families www.acf.hhs.gov
Disability Info www.disabilityinfo.org
MA Department of Education www.mass.gov/doe
Federation for Children with Special Needs www.fcsn.org
Family Ties of MA/Resource Guide www.massfamiltties.org
American Association on Intellectual and Developmental Disabilities www.aamr.org
National Association for the Dually Diagnosed www.thenadd.org
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Definitions





It is important that these definitions are used as informational awareness and are not used to label the child or make generalized assumptions.  Diagnostic labels should not be used to define a child.





Developmental Disabilities (ADD) – are severe, life-long disabilities attributable to mental and/or physical impairments, manifested before age 22.  Developmental disabilities are often categorized that are related to the nervous systems, degenerative conditions, metabolism, and sensory- related disorders.  Developmental disabilities result in substantial limitations in three or more areas of major life activities: Capacity for independent living, Economic self sufficiency; Learning; Mobility; Receptive and Expressive language; Self-care; Self-direction.





Disability (AAMR) – refers to personal limitations that represent a substantial disadvantage when attempting to function in society.  A disability should be considered within the context of the environment, personal factors, and the need for individualized supports.





Developmental Delay (ADD) - is the slowed or impaired development of a child under the age of 5 years old and who is at risk of having developmental disabilities.





Note:  It is important to remember that not all children with developmental disabilities have mental retardation.
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Central Office


Department of Developmental Services


500 Harrison Avenue


Boston, MA 02118


Therese Murphy-Miller, Project Manager


(617) 624-7787





Or visit our web site at:


www.mass.gov/dmr








DDS Southeast Region


68 North Main Street


Carver, MA 02330


(508) 866-5000


Fax: (617) 727-7822


Richard O’Meara, Regional Director


Elizabeth Moran-Luizzo


Director of Family Support





DDS Metro Region


Fernald Center/North Nurses


200 Trapelo Road


Waltham. MA 02452


(781) 894-3600


Fax: (781) 314-7579


Gail Gillespie, Regional Director


Ellen Kilicarslan, 


Director of Family Support





DDS Northeast Region


Hogan Regional Center


PO Box A


Hawthorne, MA 01937


(978) 774-5000


Fax: (978) 739-0417


Amanda Chalmers, Regional Director


Amy Nazaire, 


Director of Family Support





DDS Central/West Region


171 State Avenue


Palmer, MA 01069


(413) 284-1500


Fax: (413) 284-1520


Terry O’Hare, Regional Director


Doug McCallum, 


Director of Family Support








