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SCOPE ANDPURPOSE OF THISREPORT

Pursuant to RSA 171-A: 32, section Il (h), the New Hampshie€l on Autism Spectrum Disorders
(hereafter, “the Council”) is required, beginning April2D09, to make an annual report to the Governor,
the Commissioners of the Department of Health and Hurearncgs and the Department of Education, and
specified members of the NH House of RepresentativetharidH Senate.

As the first of such annual reports, this review focusethe organizational structure and planning process
set forth by the Council during the four meetings held f8eptember 19, 2008 to March 6, 2009. This
document describes the accomplishments of the Council dhighghort period and its recommendations
and priorities for fiscal year 2010 (July 1, 2009-June 30, 2010).

BACKGROUND

The New Hampshire Council on Autism Spectrum Disordersongested by the state legislature in response
to the public health challenges posed to multiple publiesysty an increase in the incidence of this
neurobiological disability. Autism Spectrum Disorder (commaeferred to as “ASD”) is now the fastest
growing developmental disability, occurring in 1 of every 15@okn according to the Centers for Disease
Control. At this rate, we can expect 100 New Hampshilddrem born each year to eventually have a
diagnosis on the autism spectrum. Though ASD varies bdtbw it is manifest and in the severity of
symptoms, all subtypes share challenges in both communicaticsoaial interaction. ASD is associated
with significant stress on family systems, a wide ramigeo-occurring conditions -- including depression,
seizure disorders, and gastrointestinal disorders -lomgdterm societal cost. For a single individual, the
lifetime cost associated with autism has been estitrat be $3.2 million dollars.

In May 2008, the New Hampshire Commission on Autism Spectrisorders published its findings and
recommendations. Recognizing the continuing need to bring repatges from many state agencies and
stakeholder groups together in addressing the service nets pdpulation, the Commission
recommended establishing an advisory council dedicated to pngnecomprehensive and quality
education, health care, and services for individuals A8D. With passage of HB 1634, the New
Hampshire legislature established this leadership group.

The Commission’s 2008 report placed strong emphasis on imgrdwe infrastructure that supports service
delivery to those affected by ASD and their familiéis.New Hampshire is to successfully address the
challenges of ASD, it is clear that we must do far ntba® promote exemplary projects,” the Commission
wrote. “A systematic review and redirection of the engsinfrastructure will be necessary if we are to
deliver effective treatment and supports throughout our commelinitgs, schools, area agencies,
vocational centers, and other front line services.”

New Hampshire has been well served by the legislatureisiaie¢o begin the process of developing a state
plan for ASD as early as 2007 with the establishment aCtdmemission and now an ongoing Council.
Despite these difficult economic times, there are, ity froerging opportunities to invest in the human
capital, technological supports, and knowledge base that infaralirtect support of individuals with ASD.
Although only recently appointed, the Council is moving aleeadkly to take best advantage of these
changes in the funding environment at both the state ancféelss!.

! Ganz, Michael L. “The Lifetime Distribution of thedremental Societal Costs of Autism.” Archives of Baitis &
Adolescent Medicind61.1 (2007): 343-349.
2 New Hampshire Commission on Autism Spectrum Disord#fsdings and Recommendations” (2008), p. 16.
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ACCOMPLISHMENTS OF THECOUNCIL

At its November 4, 2008 meeting, the Council adopted gsiitsary work, the 41 Recommendations and
14 Guiding Principles of the New Hampshire Commission on Aulipettrum Disorders, published May
2008. (For Guiding Principals, see Attachment IV). bheorto accomplish this broad agenda, the

following first steps have been completed:

# Established an organizational structure that includescave Coordinating Committee comprised
of the chairs of each of the Council’'s work groups. Tin@ip meets monthly to ensure

coordination within and among work groups.

# Established eight work groups that meet monthly to provid€dumcil with research and

programmatic recommendations (organization chart, attchiy).

WORK GROUP

CHAIR(S)

HUMAN SERVICES

Brian Huckins
Nancy Rollins

EDUCATION Mary Schuh
Santina Thibedeau
EARLY SCREENING& DIAGNOSIS Liz Collins

Lorene Reagan

INDEPENDENTLIVING & EMPLOYMENT

Amy Frechette
Sheila Lambert

PuBLIC AWARENESS

Michelle Jarvis

SAFETY

Michelle Jarvis
Elizabeth Webster

DATA COLLECTION

Matthew Ertas

INSURANCEISSUES

Kirsten Murphy

# Raised financial support to hire a part time Administrafiuwector for 16 hours/week for 9 months

or until September 30, 2009 (attachment I11).

# Established an independent website to enhance public actkegptoceedings of the Council and
its work groups in compliance with NH’s Public Right to Knbaw (RSA 91-A). See

www.nhcouncilonASD.org

# Reviewed Council expectations and the requirements ¢ Rublic Right to Know Law (RSA 91-

A) with all work groups.

# In collaboration with its eight work groups, developegliementation plans for 30 of the 41

recommendations set out by the NH Commission on ASD.
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OTHER COUNCIL ACTIONS

# Elected Michelle Jarvis, President of the Autism SgaxtNew Hampshire, as Council Chair; and
Brian Balke, representative of the New Hampshire Associati Special Education
Administrators, as Council Vice Chair, November 7, 2008.

#* Accepted a proposal by Kirsten Murphy to provide leadershimdndnistrative support to the
Council on a part-time basis, November 7, 2008. Ms. Murphyawasmber of the NH
Commission on ASD. She is a parent of two children omtitiem spectrum, a member of the NH
Council on Developmental Disabilities, and the Board oé@brs of PathWays of the River
Valley, developmental services area agency for Region 2.

% Endorsed HB 56%equiring insurance coverage for diagnosis and treatafenttism
spectrum disorders, and authorized Chair Michelle Jarvestdy in support of the bill,
March 6, 20009.

COUNCIL RECOMMENDATIONS FORFY ‘10
At their meeting on March 6, 2009, the Council adopted the fallgwecommendations:

#* That subsequent annual reports, as requird®iS¥ 171-A:32, section II (h), be aligned with the
State of New Hampshire’s fiscal year in order to takeaatage of the natural planning cycle of
participating agencies.

# That the Council consider as its highest funding prioritynmed to secure a full time
Administrative Director as recommended by the NH CommissioAutism Spectrum Disorders
and seek grants accordingly, as B&A 171-A:32, section II (e),

# That the Council use its website to develop a single pargkomprehensive information base
regarding local, state and national resources ofastéo New Hampshire families and individuals
affected by ASD, as p&SA 171-A:32, section II (f).

# That the Council seek funding through federal and othercesuin order to assist demonstration
projects directed at enhancing one or more components ofifkstructure for the delivery of
services and supports to individuals with ASD and theiilfesnas peRSA 171-A:32, section II

(e).
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WORK GROUPPRIORITIES FORFY ‘10

Each work group was asked to develop action plans basée@ @otnmission recommendations assigned to
them. Each group has met at least three times andcctmpleted work plans are attached. These plans
should be considered “snapshots” of each group’s curri@hkin; we expect groups to adjust their action
steps in response to changing circumstances.

At the March 6, 2009 Coordinating Committee meeting, the \Wgookp Chairs outlined their group’s
priorities for FY '10 as follows:

COORDINATING = Seek funds to support a full time Executive Director to sttghe work
COUNCIL of the Council.

= Encourage and assist regional leadership in developing a@isices
collaboratives.

HEALTH AND = Advocate for funds to support individuals on the NH developmenta
HUMAN SERVICES services wait list, in compliance with SB 138.

= Advocate for an increased number of Children’s In Hoonep®rt
Waivers and an increase in the Federal Medicaid Pamd3 that are
made available through Early Supports and Services AutiepoBal
Program.

EDUCATION = Identify and seek federal personnel preparation grants.

*» Enhance standards and training for paraprofessionalsngowith
individuals with ASD.

= Work with NH’s community college system to enhance supgport its
human services degree program.

EARLY SCREENING = Complete two statewide trainings for healthcare providegarding:

AND DIAGNOSIS The American Academy of Pediatrics Guidelines for tiheesung,
surveillance and treatment of ASD; the Medical Home madét
applies to children with ASD; and the requirementhefNH Registry
for Autism Spectrum Disorders.

= Compile a resource list for use by staff at the five dgvalental clinics
supported by the Bureau of Special Medical Services.

= Apply for grant funds as appropriate.

| NDEPENDENT = Assist the NH Job Corps initiative of the Council on Economic
LIVING AND Development to develop opportunities for the ASD community.
EMPLOYMENT

= Identify and/or develop curricula, training materials arfteosupports
specific to the needs of individuals with ASD in the worlcpla

= Develop promotional materials for potential employers sjpa@ifASD.

= Develop curricula, training materials and other supportsfgptzthe
needs of individuals with ASD in post-secondary education.
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PuBLIC
AWARENESS

Apply for a grant through the Endowment for Health and eknbara
statewide awareness initiative.

SAFETY

Pilot the first ASD training at the NH Police Academyarih2009.

Develop curricula and materials for training fire figlstand emergenc
medical technicians about ASD.

Continue outreach to local municipalities to provide gafegistration
opportunities for families.

Develop comprehensive tools to convey safety awareness teeamil
supporting an individual with ASD.

DATA COLLECTION

Complete review of current state data sources regafdiny

Work with the area agency system to ensure commitreeablecting
ASD data consistently; set up a process to access$rdatdhe area
agencies.

Develop a voluntary autism registry to capture individwals had a
diagnosis of autism prior to November 2008 and to enhance
understanding of the experiences, needs, and preferencekaiti2éns
affected by ASD.

INSURANCE

In collaboration with the Insurance Department, eleofédials, and
industry representatives, develop a comprehensive understandigg
extent of private insurance coverage, the impact of fededati@te
parity law on coverage, the gaps in coverage and the coseasfit
associated with providing additional coverage.

Develop a similar understanding for publicly funded insuranesv(N
Hampshire Healthy Kids).

Develop training and guidelines for consumers, area agerand
vendors to insure that benefits are used to the maximumt gxdssible.

of t
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Attachment I

CHARGE TO THE NH COUNCIL ON AUTISM SPECTRUM DISORDERS
RSA 171-A:32, section II (a-h), The council shall:

(a) Provide leadership on training, policy, research, and coordination of supports and
services for individuals and their families.

(b) Provide information to families and individuals with autism spectrum disorder about
evidenced-based and promising practices for community-based education, support, and
treatment.

(c) Collaborate with schools and other service systems to identify exemplary supports and
services and promote successful practices throughout New Hampshire.

(d) Provide mediation, when needed, to ensure that individuals with autism spectrum
disorders receive appropriate supports and services.

(e) Increase resources for individuals with autism spectrum disorders and their families
by accessing federal and state grants and pursuing development opportunities through
foundations, corporations, and planned giving.

(f) Serve as an information clearinghouse for individuals, families, and providers seeking
diagnosticians, behavioral specialists, speech pathologists, occupational therapists,
psychologists, and others who have expertise in working with individuals with autism
spectrum disorders.

(g) Encourage the establishment of regional collaboratives with representation from
educational, health care, and community service providers to ensure that individuals
with autism spectrum disorders and their families receive necessary services.

(h) Make an annual report beginning on April 1, 2009 to the governor, the speaker of the
house of representatives, the president of the senate, the commissioners of the
department of health and human services and department of education, the members
of the house committees on education, health, human services and elderly affairs, and
finance, and the members of the senate committees on education, health and human
services, and finance.
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Attachment 11

MEMBERSHIP OF THE NEW HAMPSHIRE COUNCIL
ON AUTISM SPECTRUM DISORDERS

COUNCIL LEADERSHIP
MICHELLE JARVIS, CHAIR Representing the Autism Society of New Hampshire
BRIAN BALKE, VICE-CHAIR Representing the New Hampshire Association of

Special Education Administrators

KIRSTEN MURPHY, ADMINISTRATIVE DIRECTOR (EX OFFICIO)

COUNCIL MEMBERS

ROBIN ABBOTT Representing the Community Support Network, Inc.
TERESA BOLICK, PHD Representing the NH Psychological Association
BRIAN HUCKINS Parent, appointed by Governor John Lynch
MARY ANNE COONEY Deputy Commissioner

Department of Health & Human Services
MATTHEW ERTAS Administrator, Bureau of Developmental Services
AMY FRECHETTE, A.S. Self Advocate, Appointed by Governor John Lynch
MARY HEATH Deputy Commissioner, Department of Education
PAUL LEATHER Director, Division of Career Technology & Adult Learning

Department of Education

MARIELLEN MACKAY Representing the NH Council
on Developmental Disabilities

DEBRA MCQUADE, MD, PHD Representing the New Hampshire Medical Society

JOSE MONTERO, MD Director, Division of Public Health Services
KATHLEEN MURPHY Director, Division of Instruction

Department of Education
ERIK RIERA : Administrator, Bureau of Behavioral Health
MARY SCHUH, PHD Representing the New Hampshire Institute on Disability

University of New Hampshire
PATTY WILLIS Appointed by Governor John Lynch
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THE NEW HAMPSHIRE COUNCIL ON ASD
FINANCIAL REPORT, APRIL 1, 2008

BALANCE SHEET

Attachment III

ASSETS (PLEDGES) LIABILITIES BALANCE
EXPENSES

Bureau of Developmental Services FY ‘09| $ 6,000

Bureau of Developmental Services FY ‘10| $ 6,000 $12,000
Department of Education FY ‘09 $ 2,400

Department of Education FY ‘10 $ 2,400 $16,800
NH Council on Developmental Disabilities | $ 5,000 $21,800
January 64 hours & mileage ($2,200) $19,600
February 64 hours & mileage ($2,200) $17,400
March 64 hours & mileage ($2,200) $15,200

At the current rate, the Council can sustain support for approximately
7 more months, or until Sept. 30, 2009.
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Guiding Principles for the
Development and Delivery of Supports and Services
for Individuals with Autism Spectrum Disorder

Do no harm.

Listen to individuals with ASD and their families. Provide support, including
assistive technology, to enable individuals with ASD to communicate their
needs and preferences. Support individuals and families to participate in
decisions concerning education and community supports and services.

Provide identification and intervention as early as possible for children with
ASD. Investment in early intensive treatment results in the best clinical
outcomes and significantly reduces the lifetime cost of care associated with
ASD.

Recognize the dynamic and changing needs of individuals and families and
assure that a seamless coordination of services and resources occurs across
the lifespan.

Assure that comprehensive and coordinated services are available to
individuals and their families throughout the state.

Assure that all individuals and families, including those with diverse cultural
back-grounds, receive information and supports in accessible formats.

Provide support to families in order for their children to live safely at home
and in their communities.

Provide resources to schools, communities, and families to ensure inclusive
and meaningful participation in all environments.

Adapt physical and social environments in school, service, and community
settings to meet the needs of individuals with ASD and their families.

Assure that all providers - medical, education, and human services -
systematically assess progress and modify services and supports as needed to
achieve individual and family goals.

Provide quality pre-service and in-service professional development,
mentorship, and ongoing consultation on the best practices for treating,
educating, and supporting individuals with ASD.

Support a workforce capable of meeting the needs of individuals with ASD and
their families.

Maintain high expectations for individuals with ASD and provide the
education, supports, services, and opportunities necessary to achieve a
meaningful life, including employment.
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