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Section I: Identification

State or Territory: MA - Massachusetts Developmental Disabilities Council

Reporting Period: October 1, 2015 through September 30, 2016

Name of Person to Contact Regarding PPR Information

Contact Last Name: Shannon

Contact First Name: Daniel

Phone: (617) 770-7676 x 108

Email: dan.shannon@state.ma.us

State Authority

State Authority Establishing Council:

Did the State authority change in this fiscal year? N/A

Designated State Agency

Did your DSA change? N/A

If 'yes', Name?

Is the new DSA a service provider? N/A
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Section II: Comprehensive Review Update

FFY 15 was a significant year in improving opportunities for people with DD in Massachusetts.  Many Council
priorities were effectively addressed through the legislative process, including expanding eligibility for adult
services, enhancing protections for people with DD, and creating a mechanism to save for future disability
related expenses.  Most essential was expanding self- determination through a bill mandating self-direction
opportunities for people with DD to enhance community living.   In addition, final steps were completed to close
the Fernald Development Center.
 
The Autism Omnibus bill was passed in spring 2014.  The law created a permanent Autism Commission,
established a mechanism to save for disability related expenses without losing benefits, expanded eligibility for
The Department of Developmental Services (DDS) adult services, added coverage for  autism therapies, and
established services for those with autism and a comorbid mental health diagnosis.  Adult services eligibility was
previously contingent on IQ, and most individuals with IQs above 70 were ineligible.  DDS will now use the
federal definition of DD, and Individuals who do not meet the IQ criteria but have substantial functional limitations
will now be eligible. The law provides eligibility for "individuals with autism, Prader-Willi syndrome, or
smith-magenis syndrome who meet the federal definition of DD and have functional limitations".  

Families in MA now have a mechanism for creating tax free savings accounts for disability related expenses. 
Modeled after the 529 Plan education savings accounts, the law proves a similar mechanism as used to save for
a child’s future educational expenses.   Passed in 2010, the Autism Insurance law (ARICA) requires private
insurance policies subject to MA law to cover autism related therapies.  ARICA did not mandate the same for
state MassHealth (Medicaid) coverage.  The Autism Omnibus requires all insurance plans to cover autism
related therapies for members under 21, including ABA therapies and alternative communication devices.  The
law also mandates DDS and DMH to work collaboratively to implement a plan to treat and serve individuals with
autism who also have a comorbid mental health diagnosis. 

The National Background Checks law requires all potential employees who may have unsupervised contact with
a client served by DDS to undergo a background check through the federal criminal records database. 
Previously only state level criminal checks were conducted, so criminal records outside of MA would not be
detected.  The "Real Lives" bill places into statute a number of self- person-centered procedures to be
implemented by DDS.  It redirects funds for individuals with DD toward developing support systems that increase
self-direction. It also requires implementing a new HCBS State plan program, 1115 waiver or 1915C waiver to
allow public funds to be used as flexibly as possible by the individual. The changes prioritize individual choice
and freedom in their home, real connections to citizens and membership in community organizations, friends,
family and other significant relationships it also gives people economic self- sufficiency through supports or funds
as needed. 

The DDS Community Services Expansion and Facilities Restructuring Plan began in 2009 to eliminate most
state facilities and expand community services.   The Plan targeted closing 4 developmental centers by 2013. 
As of September 2014, there was only one resident remaining at the Fernald Development Center.   In operation
for 126 years, Fernald is the western hemisphere's oldest state institution.  Targeted for closure in 2010 as the
first step of a multi-year plan, Fernald remained open due to several lawsuits that were filed, tried, retried,
appealed and finally denied.  The legal process has played out and the last resident of Fernald moved out in
November 2014.
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Section III: Progress Report - Goals and Objectives

Goal 1:  Transition
Youth with developmental disabilities will receive the supports they need to develop the prerequisite skills to
live as adults.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance planned addressed

Education and Early Intervention planned addressed

Child Care

Health

Employment planned addressed

Housing

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach

Training planned used

Technical Assistance

Supporting and Educating Communities

Interagency Collaboration and Coordination planned used

Coordination with Related Councils, Committees and Programs

Barrier Elimination planned used

Systems Design and Redesign planned

Coalition Development and Citizen Participation planned used

Informing Policymakers planned

Demonstration of New Approaches to Services and Supports

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System planned used

University Center(s) planned used

State DD Agency

Other Collaborators Planned:

MA Advocates for Children, Secondary School Systems, Higher Education Programs, Easter Seals, the National Youth Leadership Network, Partners for
Youth with Disabilities, MA Advocates Standing Strong

Other Collaborators Actual:

MA Advocates for Children, Secondary School Systems, Higher Education Programs, Easter Seals, the National Youth Leadership Network, Partners for
Youth with Disabilities, MA Advocates Standing Strong

Objective 1.1: 

A minimum of 400 youth with developmental disabilities will improve knowledge and
skills needed for adult life by September 30, 2016.
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Implementation activities: 

1. Develop collaborative partnerships with secondary school systems to identify students and public
colleges to provide locations and supports for trainings.
2. Increase from one training team by adding at least one SALS trainer and supporter certified to
conduct youth in transition training.
3. Conduct youth in transition trainings.
4. Provide support to the annual Youth Leadership Forum (YLF).
5. Conduct follow-up activities to measure skill development.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY12 PPR.
3. 10/1/11 - 9/30/16
4. 10/1/12 - 9/30/16
5. 1/1/12 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council continued to expand its’ partnerships with area colleges and universities to provide youth
with developmental disabilities the skills they need for adult life. The total partnerships since the start
of the five-year state plan now include nine Massachusetts Colleges and Universities: Bridgewater
State University, Lesley University, North Shore Community College, Holyoke Community College,
Westfield State University, University of Massachusetts, Suffolk University, Cambridge College and
the American International College.  These colleges provide on-campus classroom space and
supports for the Youth in Transition Self-Advocacy Leadership Series (SALS). The Youth SALS is an
8-week training program that prepares students with developmental disabilities to gain the skills they
need to successfully transition to life as adults in their local communities. The SALS transition series
gained an additional 8 secondary in FFY 16. At the end of FY 2015, the SALS Transition series was
offered to students in 32 school districts across the state.  The Council met with representatives of
the Boston Public Schools Special Education department to determine ways the Council could offer
the SALS Transition series to their students from multicultural backgrounds.  The series was piloted
to the Boston Public Schools in FFY16.

In FFY 2016 84 transitioned aged students graduated from 7 Youth in Transition Self-Advocacy
Leadership Series. At the graduation ceremonies, all students were required to deliver a graduation
speech in front of invited elected officials, school personnel, peers, family members, and members of
the general public.  It was shared by school personnel during the graduation from the Boston Public
Schools series that “because of the youth SALS, two students from my district spoke confidently and
with volume for the first time in public”.  The graduation ceremonies also provide the Council with the
opportunity to educate attendees about the importance of self-advocacy and supporting young adults
to gain the skills necessary to mature successfully to matriculate to adulthood.   In FFY 16 over 100
members of the general public attended the graduations in Western MA, Southeast, and Greater
Boston.
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The Council continued its outreach at two transitions fairs in Massachusetts.  At the first fair held in
Springfield, MA, the Council presented to over 175 parents of transition-aged youth around the
fundamentals of self-advocacy and leadership.  Two members of the Council’s Youth Transition
Self-Advocacy Leadership Series team conducted a workshop at the Partners for Youth with
Disabilities Transition fair.  The focus was on the importance of teaching students effective
communication skills during the IEP team meeting process. Council staff educated 25 students and
15 parents.  315 family members, education professionals, and students with developmental
disabilities were reached through the SALS graduations, transition fairs and workshops during
FFY16. 

The Council also collaborated with Partners for Youth with Disabilities (PYD) to host this years’
annual Youth Leadership Forum, held annually at Bridgewater State University.   The Youth
Leadership Forum (YLF) is an opportunity for youth with disabilities across Massachusetts to attend
workshops and gain knowledge about self-determination, systems advocacy, employment,
independent living, and the disabilities rights movement.  The Council and PYD met monthly to
discuss recruitment strategies, event logistics, and workshops.  Eighteen additional partner
organizations joined the effort.  The YLF took place from July 11-14th and hosted 39 delegates and
16 peer leaders.  The 55 high school students that attended were selected via an application process
that was reviewed by the partners.   The forum offered workshops and activities designed to assist
students with disabilities that are in their final two years of high school.  The sessions focused on the
transition from high school to higher education and/or employment.  The Commissioner of the
Massachusetts Rehabilitation Commission provided opening remarks to the participants.  A parent of
a YLF Delegate shared: “Isaac had a wonderful time, met new friends, and improved his
independence. On the ride home he was able to tell me in detail about what he'd learned. This is
notable not only because of his speech disability, but also because he is extremely reticent and
shares information rarely. YLF made quite an impression, and I believe has improved his ability to
speak out and his independence.  I'm not sure he would have done that before YLF”.  Another quote
from a parent stated: “Nathaniel learned a lot about himself and empowered him to reach for the
stars without fear and limitations. Thank you, and all of the staff and volunteers!!!!”  The Council
reached out to policy makers and the general public via social media pre-event, during the event, and
post-event, educating them about the importance of youth involvement.  Our metrics showed that 322
people were reached. 

The Council continued its work with Massachusetts Advocates for Children (MAC) and the
Department of Elementary and Secondary Education (DESE) on transition.  DESE released a new
state policy addressing provision of high quality transition services needed to improve
post-secondary employment, further education and independent living outcomes. This was rolled out
on the DESE’s website, reaching 10 percent of the students (7000).  In a separate initiative, the
Council worked with MAC to enroll students in the Massachusetts Inclusive Concurrent Enrollment
living on campus program.  The pilot began with two students being part of the states’ first inclusive
resident life initiative at Bridgewater State University.  More information is reported under Objective
1.5 of the PPR.  MAC utilized $10,000.00 of a $60,000 Council grant toward this initiative,
contributing an additional $6,000.  MAC trained 39 youth with DD in leadership, self-advocacy and
self- determination.  MAC’s Young Adult Leader Fellow, a young woman with an autism spectrum
disorder, worked with MAC staff to develop a series of short videos focused on self-advocacy and
student participation in the IEP/transition process. The videos are posted on you tube and were
disseminated to youth with DD and parents through social media. 
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The five-year objective that a minimum of 400 youth with developmental disabilities will improve
knowledge and skills needed for adult life was met.  The Council developed a pre/post survey
process to measure the success of the SALS program offered to transitioned aged students.  The pre
survey was administered on the first day of class, followed by the post survey after the completion of
the program.  The survey data revealed that participation in the series improved the knowledge and
skills of over 500 students with developmental disabilities over the five year period.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 110

SA02 People trained in leadership, self-advocacy, and self-determination: 168

SA03 People trained in systems advocacy: 55

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 13

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 28

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 1

SC05 Members of the general public reached: 637

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 1.2: 

Standards for transition specialist qualifications will be adopted and implemented by
the Department of Elementary and Secondary Education by September 30, 2016.
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Implementation activities: 

1. Award at least one grant to support advocacy efforts.
2. Collaborate with transition specialist stakeholders to ensure transition specialist qualifications meet
the necessary standards.
3. Develop a position paper on transition services.
4. Educate and solicit the support of individuals, families, educators, policymakers and the general
public on the benefits of transition specialist qualifications.
5. Coordinate advocacy activities with partners, educators, and policymakers to support transition
specialist qualifications.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY14 PPR.
3. Completed. See FFY13 PPR.
4. Completed. See FFY14 PPR.
5. 4/1/13 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council organized a Special Education Collaborative Group in FFY12, partnering with
Massachusetts Advocates for Children.  The partnership successfully led a policy initiative to improve
transition services in Massachusetts through the establishment of a transition specialist qualification
endorsement program.  A transition specialist endorsement is a voluntary credential available to
licensed special education teachers, guidance counselors, school social workers/adjustment
counselors and rehabilitation counselors to gain specialized knowledge in transition.   Transition
Specialists attend state-approved training programs which include various courses and field work in
the area of transition.  The coursework is designed to provide the knowledge and skills necessary to
effectively prepare students with disabilities ages 14-22 for life after high school.  Educators who
demonstrate significant experience in the field of transition can be grandfathered and receive the
Transition Specialist endorsement based on prior experience.

As a result of the Council’s efforts, Lesley University and the University of Massachusetts at Boston
established Transition Specialist Endorsement programs subsequent to the legislation.  These
schools continue to train transition coordinators through their specialized programs.  To date 64
educators have received the Transition Specialist Endorsement.  Twenty-seven educators completed
the transition specialist course work and practical experience through the state-approved educator
preparation program, and twenty educators obtained the transition endorsement through the state’s
“grandfathering” process.  

As a result of the Transition Specialist Endorsement initiative it is estimated that 1,800 students aged
14-22 in Massachusetts have the education and support needed to reach their education goals, and
approximately 140 schools in Massachusetts have improved IEP practices.  The Council will continue
to monitor the implementation of the state transition specialist law and to post information about the
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Transition Specialist Endorsement opportunity through social media. 

The five-year objective to ensure that standards for transition specialist qualifications will be adopted
and implemented by the Department of Elementary and Secondary Education was achieved In FFY
2014.  Transition professionals working in the field of special education continue to acquire expertise
in transition due to the Transition Specialist Endorsement option, and the knowledge they gain will
enable more students to successfully transition from high school and higher education to adulthood.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 1.3: 

The Chapter 766 Individual Education Plan process will be integrated with the Chapter
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688 Individual Service Plan process through the Bridges to Success and Passages to
Independence Initiatives by September 30, 2016.

Implementation activities: 

1. Establish advocacy partnerships with the Disability Law Center (DLC), Arc and other transition
advocates.
2. Develop a position paper on the importance of integrating Chapter 766 with Chapter 688.
3. Educate and solicit the support of individuals, families, providers and the general public on the
benefits of Bridges to Success.
4. Coordinate advocacy activities with partners and policymakers for policy and budget initiatives that
support the Bridges to Success initiative.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY13 PPR.
3. 4/1/13 - 9/30/16
4. 4/1/13 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

Chapter 766 is Massachusetts law that guarantees children and youth with disabilities have access to
appropriate education services and supports.  Ch. 688 establishes a process for determining which
adult service agencies will be responsible for serving transition age youth upon completion of their
secondary education. Two issues often confront those transitioning from a Ch. 766 program while
going through the Ch. 688 process: the individual is found to be ineligible for adult services or the
individual is found eligible but there are insufficient funds available in the state budget to properly
meet his or her needs. The Bridges to Success bill (Bridges) and the Passages to Independence bill
(Passages) were each drafted to address these issues. In prior years the Council established
advocacy partnerships with the Disability Law Center (DLC) and the Arc of MA (Arc) to combine
efforts to support the passage of these bills. 

The Bridges bill, developed in partnership by the Council and Disability Law Center, addressed the
ineligibility for services issue. In a position paper the Council released and reported on in 2013, the
Council analyzed the impact and presented information about the Bridges bill, stressing the
importance of changing eligibility for DDS adult services.  In 2014 the Council and other autism
advocacy organizations decided to take a different approach toward service eligibility, working with
legislators to develop an Autism Omnibus bill that included six pieces of the Autism Commission’s
legislation.  The passage of the Autism Omnibus Law in 2014 updated and expanded eligibility
criteria for adult services through the Department of Developmental Services (DDS).  The department
now uses the federal definition of “developmental disability”, and functional limitations are included to
determine if an individual is eligible for adult services. This developed essentially impacted the same
population that the Bridges bill had targeted by expanding eligibility for DDS and ultimately offering
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more individuals the support they need to live successfully after high school.  Due to this
accomplishment the Bridges bill was not refiled at the beginning of the current Legislative session
and the Council chose to engage in other activities that would increase the likelihood that youth with
developmental disabilities will receive the supports they need to develop the prerequisite skills to live
as adults.

The Passages bill, drafted in partnership with the ARC of MA, aims to increase and improve the
quality of services offered to young adults transitioning from special education to adult services.  The
bill would require DDS to support a minimum of 200 persons in competitive employment, and the MA
Rehabilitation Commission (MRC) would be required to provide community based supported
employment to all individuals no longer served through special education.  Residential services for
individuals with developmental disabilities who never received family or residential supports would be
further developed through DDS.   In January 2015, the Council chose to include SB 85 Passages to
Independence as a policy priority because it focuses on increasing and improving the quality of
services for individuals who are eligible for adult service agencies.

As noted in the FFY 2015 PPR, the Council drafted and presented testimony on Passages at a
hearing sponsored by the Joint Committee on Children, Families and Persons with Disabilities in
order to educate individuals, families, providers and the general public on the benefits of the bill. In
March 2016, the Passages bill was ordered to further study and ultimately was not signed into law
before the end of the legislative session in July 2016.

The Council supported a number of parents of individuals with developmental disabilities to educate
them on how to get the most for their children through the transition planning process.  These parents
were able to attend conferences to gain valuable skills to assist their child through the transition to
adult services. One parent stated, “My son has autism with several comorbid diagnoses and will soon
start the transition process. Being a single mom made me want to get a head start on this process as
I know I may need to go for guardianship due to the severity of my son's autism. I needed to know
what options are out there and what resources he will have available to him to make the transition as
seamless and stress-free as it can be for him. Thank you so much for helping me to be able to afford
to get to this conference where I received much information, support and guidance on the next steps
I will need to put in place during the transition process. I really enjoyed it and highly recommend it to
others.”

At the beginning of the five-year state plan cycle, the Council chose to work on a goal directed at
ensuring youth with developmental disabilities would receive the supports they needed to develop
prerequisite skills to live as adults.  One of the ways the Council believed it would meet this goal was
through integrating the Chapter 766 Individual Education Plan process with the Chapter 688
Individual Service Plan process through the Bridges to Success initiative by September 30, 2016. 
Over the past five years the Council has worked with 10 disability related advocacy organizations,
educated 205 public policy makers, trained 813 individuals on how to improve the transition process,
trained 70 people in systems advocacy, and created one new program.  

The five-year objective to integrate the Chapter 766 Individual Education Plan process with the
Chapter 688 Individual Service Plan process through the Bridges to Success and Passages to
Independence initiatives was partially met. With the passage of the Autism Omnibus legislation, the
primary outcomes sought through the Bridges to Success bill were met, and the organizational
sponsor did not re-file the Bridges to Success bill.  The Council continued to support the Passage to
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Independence bill.  The bill was sent for further study in March 2016 and never reported out.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 1.4: 

Short-term measurable objectives will be a requirement for all Individual Education
Plans by September 30, 2016.

Implementation activities: 

1. Establish advocacy partnerships with MA Advocates for Children, Disability Law Center and other
transition advocates.
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2. Develop a position paper on the benefits of utilizing short-term objectives for students in special
education.
3. Educate and solicit the support of individuals, families, providers and the general public on the
benefits of utilizing short-term objectives.
4. Coordinate advocacy activities with partners and policymakers to support utilizing short term
objectives.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY13 PPR.
3. Completed. See FFY14 PPR.
4. Completed. See FFY14 PPR.

Timelines established were: All met Partially met Not met

Annual Progress Report: 

Massachusetts maintained a requirement for short term objectives in the education plan for students
with disabilities after it was removed from the federal reauthorization of the Individuals with
Disabilities Education Act. The Council recognized that maintaining this practice was vulnerable to
administrative revocation at any time. Advocates filed a bill to require school districts to continue the
current practice of including short-term objectives and benchmarks in the Individualized Education
Plans (IEPs) for all students with disabilities. The inclusion of measurable short-term objectives in
IEPs is important to assist in measuring the impact of special education services, providing essential
information for educators to adjust services and strategies in a timely fashion.

Under the Council’s leadership, the Special Education (SPED) Collaborative Group was formed. The
four partners included MA Advocates for Children (MAC), Arc Massachusetts, Disability Law Center,
and MA Department of Special Education. Meetings were open to legislators, parents and students
with disabilities.  As previously reported, the Council worked in collaboration with MAC to develop a
position paper on short term objectives. Council staff utilized the position paper to educate numerous
stakeholders and over 200 policymakers.  An Act to Maintain Short Term Objectives in the IEP
(Chapter 140 of the Acts of 2013), was signed into law in November 2013.  The Council continued
working with the SPED Collaborative group around education policy makers and the newly named
Department of Elementary and Secondary Education (DESE) around recommendations on the
implementation of short term objectives.  

In 2016, the Council  continued working with MAC and the SPED Collaborative group, emphasizing
the importance of incorporating short term objectives necessary for students to achieve their
measurable post-secondary goals in the state’s new transition IEP forms and process.  MAC utilized
$15,000 of a $50,000 grant from the Council to coordinate the collaborative activities, contributing an
additional $9,000 towards this initiative.

The Council recognized the importance of addressing related issues impacting transition aged youth. 
A Transition Working Group was created in partnership with MAC.  The group met with the
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Department of Elementary and Secondary Education to discuss the Special Ed Collaborative
recommendations regarding the proposed new transition IEP.  The recommendations focused on
emphasizing mechanisms to ensure direct input from youth with developmental disabilities; student
participation in the IEP; key information from parents and/or students; student vision statements;
assessments; postsecondary transition goals, annual goals, short term objectives; assistive
technology/AAC; inclusive community participation; the unique needs of students with ASD;
accommodations; related services; specially designed instruction; and the service delivery grid. 
DESE agreed in principle on many of the group’s priority recommendations but requested that the
working group meet again to discuss and recommend changes to specified aspects of the IEP. 
DESE discussed the delay in implementation of the new web-based IEP and the group expressed its
concerns with this delay, emphasizing the need to implement a transition IEP expeditiously.  The
partnership drafted a follow up communication to DESE summarizing the outcome of the meeting
and stressing the need to move forward with the transition IEP in 2016-2017, specifically noting that
parents and educators have been raising concerns regarding the current IEP since before 2012.  

MAC also successfully supported two Young Adult Leader Fellows. The Fellows participated in a
range of advocacy activities, enhancing MAC’s ability to accomplish its goals. The Fellows attended
approximately 30 IEP meetings, mediation's, co-presented at trainings with MAC staff for parents,
educators, and medical professionals, and advocated at the state house with project staff.

In partnership with MAC, the Council also educated 8 public policy makers from DESE and Boston
Public schools about issues related the implementation of the Short Term Objective IEP requirement.
 The Transition Working Group provided IEP transition recommendations to Boston Public Schools
(BPS).  This information was utilized in drafting a memo entitled, Transition Services: Where and
How to Document Community Based Services in the IEP.  This memo was distributed by BPS’s
Office of Special Education to the Education Team Leaders (ETFs) working in Boston’s middle and
high schools (approximately 75 schools).   As a result, 442 Boston students have the education and
support they need.  The working group contacted the state director of special education to advocate
for a state policy advisory addressing provision of transition services in the community with
nondisabled peers, reflecting the preferences, strengths, and interests of individuals with disabilities.
DESE responded positively, and project staff conducted extensive research and drafted a proposed
advisory which was submitted to DESE. Project staff then worked with DESE to review and propose
new language, and staff submitted multiple redrafts. The final state advisory incorporates many of the
recommendations. This advisory will help families and self-advocates obtain high quality transition
services needed for improved employment and other post-secondary outcomes. 

The five-year objective to require short-term measurable objectives for all Individual Education Plans
was met.  These improved IEP practices will have a positive impact on students with disabilities in all
487 schools across the Commonwealth.  The Council will continue to advise the Department of
Elementary and Secondary Education throughout the implementation process.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0
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Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 30

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 75

SC04 Number of public policymakers educated: 16

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 1.5: 

The number of students in the Inclusive Concurrent Enrollment program attending
college and living on campus will increase from 0 to at least 10 students by
September 30, 2016.

Implementation activities: 

1. Develop Inclusive Concurrent Enrollment (ICE) advocacy partnerships with MAC, Institute for
Community Inclusion and other DD/higher education advocacy groups.
2. Identify barriers and develop strategies to overcome the identified barriers.
3.  Educate and solicit support of individuals, families, providers, policymakers and the general public
on the benefits of expanding the Inclusive Concurrent Enrollment program to include residential
colleges.
4. Coordinate advocacy activities with partners and policymakers.
5. Educate administrators at Institutes of Higher Education (IHE) about benefits and opportunities to
include students w/DD in college dormitories.

Activities undertaken were: All met Partially met Not met
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Timelines: 

1. Completed. See FFY13 PPR.
2. By 9/30/16
3. 10/1/13 – 9/30/16
4. 10/1/13 – 9/30/16
5. 10/1/13 – 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

As reported in FFY 2015, Massachusetts Advocates for Children (MAC) successfully led efforts to
expand the Inclusive Concurrent Enrollment Initiative (ICEI).  ICEI is a statewide program providing
inclusive opportunities for students aged 18-22 with severe disabilities to attend college with their
same aged peers.  In FFY16 MAC was awarded a grant from the Council to focus on implementing a
range of activities in order to continue expanding inclusive college options, including living in
dormitories, for students with severe disabilities.   MAC used $25,000 of a $50,000 grant from the
Council to implement activities under this objective, contributing an additional $15,000 toward this
project.  

This initiative built on previous accomplishments over the prior four years and continued providing
outreach and leadership needed to achieve its objectives. Major accomplishments include an
increase in the number of students with developmental disabilities (DD) attending college through
ICEI, with 160 students gaining the skills necessary to work and live independently.  Sixteen colleges
and universities, over half the public institutions of higher education in Massachusetts, now include
students with intellectual disabilities (ID) and autism through the ICEI initiative.
 
During FFY 2016, Bridgewater State University (BSU) launched the state’s first inclusive resident life
initiative. In August two students with DD were included in dormitory living, classes, and the campus
community.  MAC staff provided outreach and advocacy as necessary, and participated on the
resident housing planning committee which met bi-weekly to develop the infrastructure necessary to
provide supports and services students need to live on campus. Five working groups focused on
admission, program handbook, hiring and training staff, assessment, and school district
considerations. The university recruited and selected two students, and planned student participation
and orientation activities. BSU conducted comprehensive planning and hiring of additional staff
necessary to include the initial two students with DD in dormitory living. Bridgewater hired a
residence director supervisor who is working closely with the floor residence assistants and students
who live in dorms this fall. In addition, BSU hired peer mentors who are available to support students
late afternoons and evenings. 

Working with pro bono counsel, MAC completed research necessary to write a comprehensive
memorandum addressing liability concerns raised by administrators launching the initiative to include
students with DD in university dormitories.  In partnership with the Council, MAC also conducted
research and provided information to ICEI partnerships to help address transportation barriers with
paratransit services for day students. MAC participated in all Massachusetts Inclusive Concurrent
Enrollment Initiative advisory meetings.

Efforts to support the Inclusive Concurrent Enrollment Initiative’s sustainability were successful,
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resulting in an increase in funding of $250,000, for a total state appropriation of $1.4 million. 
Throughout the process, updated informational materials were provided to all legislators, with more
detailed information offered to lawmakers with ICEI partners located in their districts.   The Council
provided information to parents, educators, and advocates, and worked with three statewide disability
organizations to disseminate information to their constituents.   

The partnership also educated policymakers on “An Act Creating Higher Education Opportunities for
Students with Intellectual Disabilities, Autism Spectrum Disorders, and other Developmental
Disabilities.”  The bill would remove barriers and provide access to inclusive higher education
opportunities for individuals with DD, a population that has historically been excluded from state
colleges and universities. This legislation addresses the major findings and recommendations of the
Joint Task Force on Higher Education for Students with Intellectual Disabilities and Autism, including
provisions stating that these individuals do not have to pass Massachusetts Comprehensive
Assessment System (MCAS), have a high school diploma, or take a standardized college entrance
aptitude test in order to participate in college courses.  The bill was passed unanimously by the state
Senate in July, but has not yet been passed by the House.

Ninety-nine entities participated in partnerships through the ICEI initiative.  Two hundred fifty public
policymakers, including task force members, Department of Elementary and Secondary Education
and Executive Office of Education, and higher education administrators were educated about the
Inclusive Concurrent Enrollment Initiative.  Twelve distinct products were distributed to policymakers
including multiple fact sheets, brochures, and maps.  An estimated 461,000 members of the general
public were reached through social media, email distribution and articles in the Boston Globe, Boston
Herald, Bedford Citizen and Westfield News.  Thirteen students transitioned from school to
community and or jobs due to project efforts.  Thirteen colleges improved inclusive education, and 82
schools improved IEP practices by participating in the ICEI program.  An estimated 540 people
facilitated inclusive education, including peer mentors, teachers, coaches, parents and
administrators.  

Approximately 1500 parents and professionals were educated about inclusive higher education.  An
estimated 160 people with developmental disabilities, 176 family members and 110 others were
active in systems advocacy through trainings about the Inclusive Concurrent Enrollment Initiative and
participation in ICEI.

A young man named M. who attended the ICEI program in Boston spoke about how attending the
ICEI program made a difference for him: “My name is M. and I am 22 years old. I am a graduate from
Madison Park High School and a past student at Roxbury Community College through the ICEI
program. Going to college has always been a dream to me. When I was 18 years old during my
junior year in high school that dream came true. This was my first step of becoming more
independent because I had to go to college and back to school by myself without my parents and
teachers help. The person who taught me how to get to Roxbury Community College was Mr. M. who
is a teacher in Boston Public Schools. The way that I got from home to High school was the yellow
bus door to door.  The first day I was a little scared but Ms. W. the director of the ICEI program at
Roxbury Community College welcomed me with open arms. I took three classes through the ICEI
program:  Introduction to business, Introduction to piano, and Drawing 1. In my business class I
learned about assets, debits, credits, liability, and owners’ equity. Music and drawing are my hobbies.
My drawings were not that good but my hand lines started to get better and I learned about shapes
and forms. In my music class I learned about moving my fingers in coordination with my mind and the
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musical notes. While I was in the ICEI program I had the opportunity of getting an internship working
for the school nurse at Roxbury Community College. During the internship I entered data into
spreadsheets, I helped her pass out papers during meetings, and I helped her put up flyers on
bulletin boards. I learned a lot from this nurse and spent more time on the campus. I also had the
chance of interacting with college students that did not have disabilities. This was different than high
school where I was with the same students in every single class and we all had disabilities. I also
saw the difference between high school and college. When you are in high school you have people
on your back telling you to go to class. When you are in college they don’t tell you to go to class
because they consider you an adult.  Now I am a student at Bunker Hill Community College and I am
studying Human Services because I want to help students with disabilities the same way they helped
me. Going to college is not a dream for me anymore it is a goal that I can reach.” M.’s success with
the ICEI program contributed to his being selected for the Young Adult Leader Fellowship at MAC.

The five-year objective for 10 students to attend college and live on campus through ICEI was
partially met.   Two students in the Inclusive Concurrent Enrollment Initiative are attending college
and living on campus.  The initial the pilot group was kept small in order to identify issues and ensure
success before expanding the program to a larger group of students.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 1,500

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 701

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 95

SC02 Number of organizations involved coalitions/networks/partnerships: 99

SC03 Organizations engaged in systems change efforts: 95

SC04 Number of public policymakers educated: 450

SC05 Members of the general public reached: 461,000

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

OMB 0985-0033     2016 DD Suite PPR : Massachusetts Developmental Disabilities Council Page 18 of 74



Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $1,430,000
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Section III: Progress Report - Goals and Objectives

Goal 2:  Leadership
People with developmental disabilities will be actively engaged in leadership and systems advocacy.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance planned addressed

Education and Early Intervention

Child Care

Health

Employment

Housing

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach planned used

Training planned used

Technical Assistance planned used

Supporting and Educating Communities

Interagency Collaboration and Coordination

Coordination with Related Councils, Committees and Programs

Barrier Elimination

Systems Design and Redesign

Coalition Development and Citizen Participation planned used

Informing Policymakers planned used

Demonstration of New Approaches to Services and Supports

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System planned used

University Center(s) planned used

State DD Agency

Other Collaborators Planned:

MA Advocates Standing Strong, Arc Massachusetts, Local and Regional Self-advocacy groups, Local Community Organizations

Other Collaborators Actual:

MA Advocates Standing Strong, Arc Massachusetts, Local and Regional Self-advocacy groups, Local Community Organizations

Objective 2.1: 

A minimum of 100 people with developmental disabilities will become leaders in
disability advocacy by September 20, 2016..

Implementation activities: 

1. Utilize multiple marketing strategies to connect to people with developmental disabilities. 
2. Support opportunities for individuals to participate in leadership training opportunities.

OMB 0985-0033     2016 DD Suite PPR : Massachusetts Developmental Disabilities Council Page 20 of 74



3. Partner with the DD Network to support the Gopen Fellowship for people with developmental
disabilities.
4. Establish working relationships with agencies and advocacy groups to identify individuals for SALS
training.
5. Expand the number of SALS trainers and supporters certified to conduct adult SALS.
6. Train adults with developmental disabilities in SALS.
7. Support opportunities to actively engage in leadership and systems advocacy.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. 10/1/11 - 9/30/16
2. 10/1/11 - 9/30/16
3. 10/1/11 - 9/30/16
4. 10/1/11 – 9/30/16 
5. Completed. See FFY13 PPR.
6. 10/1/11 - 9/30/16
7. 10/1/12 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

In FFY 16 the Council continued training initiatives across the state through the Self Advocacy
Leadership Series (SALS).  These trainings help people develop skills they can use to actively
engage in advocacy, gain memberships on public/private boards and commissions, and pursue
competitive employment. The Council increased awareness of SALS training opportunities available
across the state by utilizing social media, exhibiting at trade shows across the state, and other
partner networking opportunities.  Through these efforts 755 members of the general public were
reached.  The Council also continued working with our statewide self-advocacy partner,
Massachusetts Advocates Standing Strong (MASS), presenting at their annual Self-Advocacy
conference in October 2015.  This event brings together people with developmental disabilities from
all over MA to learn more about leadership and systemic change activities.  The Council educated
450 people both at the Council’s exhibit table and during the Council’s workshop presentation to
attendees.  The Council’s SALS team was invited to an event hosted at the Delaware DD Council.  A
presentation on SALS was conducted with 30 members of the Delaware self-advocacy group and the
Council, discussing the importance of empowering self-advocates to become leaders and strategies
on how to share best practices that support people with developmental disabilities to become leaders
in disability advocacy.  

The SALS continued its’ statewide recruitment campaign utilizing direct mail, social media, and
e-blasts, reaching 100 self-advocates and providers.  The SALS also utilized its’ graduation class a
resource for trainers to share information about the Council and ways the graduates can move on to
leadership opportunities.  In FY 16 five graduations were held across the state.  Following the SALS
graduation held at Fitchburg University, two letters of gratitude were sent to the Council.  The first
letter stated,  “ I am a service coordinator and I got the pleasure of going to the graduation for the
SALS, I have to say this program was amazing and the woman I referred loved it and it truly made a
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difference for her and her self-esteem.  She is more confident about who she is and confident that
she can do anything.  She now wants to take other courses!”  The second letter received from a
mother, Yvette, about her son.  “My son’s goal is to be a motivational speaker. I have seen him
flourish through this program.  He’s become more focused and centered.  He’s found his purpose to
continue with his college education and he’s more excited now about his life.  You can’t buy that, you
learn it!”

The Council continued conducting showings of the documentary, The Sandy Houghton Story, “An
Inspirational Journey”.  The film is a poignant documentary showcasing the extraordinary life of a
woman with cerebral palsy and how she became a leader of self-advocacy in MA. The film recounts
the barriers she faced, the emotional memories and experience that shaped her life and have led her
to become a successful professional advocate. The movie describes the challenges Sandy faces as
a person with a developmental disability, and her development of the SALS. In FY16, Sandy
presented the film and held Q&A sessions at 3 separate events. She presented to 80 family
members of MA Families Organizing for Change (MFOFC) at the Learning and Development
Training Center.  She was presented to 20 employees from the Western Mass Training Consortium,
and presented to 275 advocates and support staff at the annual Western Mass Self-Advocacy
Conference.  All were educated about leadership opportunities offered through the Council, viewed
the film, and participated in a Q&A session.

The Gopen Fellowship offers a unique opportunity for a person with a developmental disability to gain
valuable knowledge and experience by working with the Massachusetts Developmental Disabilities
Network programs. The selected fellow designs and implements a project of their choice and gains
expertise in their field of interest. Additional activities are based on the fellow’s interest and may
include grassroots advocacy, public policy analysis, research, and leadership development.  The
Council’s 2015-16 Gopen Fellow, Finn Gardner, focused on a six-month mentoring program for
adults on the autism spectrum called Spectrum Skillshare. The project entails recruiting autistic
adults who are experienced with the working world, higher education, navigating bureaucracy and
other life skills to serve as mentors for other autistic adults who are less experienced with these skills.
 In FY16 through the Mentorship Program, 8 people benefited from quality assurance and were
trained in leadership, self-advocacy and self-determination.  2 mentors with Autism and 5 mentees
led by the Gopen fellow engaged in routine calls and meetings to plan activities that would help them
work towards their goals and participated in two employment workshops, one called the “Moving
Toward Career Success” workshop to enhance skills to finding employment and writing resumes.
During his Fellowship, Finn developed several products including comprehensive training materials
for mentors and mentees.  Finn attained membership on leadership coalitions when he joined the
Board of Directors at the Human Services Research institute and became a member of the consumer
advisory board at the E.K. Shriver Center.  In January, Finn made a presentation on Ableism to
Institute for Community Inclusion staff.  Finn attended the National Disability Policy Conference in
Washington, DC in April 2016, meeting with several members of the MA Congressional Delegation,
Massachusetts U.S. Senate staff and policy makers at the White House Summit.  As a result his
fellowship Finn traveled in June to the United Nations, the American Association on Intellectual and
Developmental Disabilities Conference in Atlanta and the White House’s LGBTQ Disability Day forum
to present to professional self-advocate audiences about advocacy and inclusion.  At the conclusion
of his Fellowship in June, Finn enrolled in a fulltime graduate program at Brandeis University’s Heller
School.

Collette Divitto was selected as the 2016-17 Gopen Fellow, starting her Fellowship in July.  Collette’s
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goal is to expand her home-based cookie company into a sustainable small business that can
employ people with disabilities.   Under the supervision of the Council, Collette identified a
commercial incubator kitchen that works with local food start-up businesses.  Collette toured the
kitchen, met with the staff and submitted a preliminary application to become a member.  “My name
is Collette Divitto and I own a cookie company. I bake my own cookies, and I sell my cookies online
on my website and in a market in the North End. I started my company as a fun hobby, but now I
want to grow my company so I can give jobs to people with disabilities. I moved to Boston 2 years
ago and could not find a paying job. It is very hard for a person with disabilities to get a job. So I want
to give them an opportunity.”  The Council partnered with the Institute for Community Inclusion (ICI)
and other 3 MA DD Network partners, utilizing $20,000 in grant funds to support the Fellowship in
FFY 16.  The Institute for Community inclusion provided an additional $3,662 to support the
fellowship. 

The Council continued its focus on leadership skills throughout FY 16, conducting 5 Adult Self
Advocacy Leadership Series resulting in 50 graduates.  13 students graduated in the spring at
Northshore Community College in Danvers.  Four additional Adult SALS trainings took place during
the summer.  Two back to back sessions for 24 students were held at Bridgewater State University.
The series at Fitchburg State had 7 graduates and Holyoke Community College had 6.  At the
Western Mass Annual Conference, 40 individuals with developmental disabilities took part in a
training offered by the Council on leadership and teamwork, bringing the total to 90 individuals. 
Participants worked to develop skills needed to become leaders in disability advocacy and gain
competitive employment. Students were also educated on leadership opportunities that exist across
the state and in their region.  The Council leveraged $1,800 in support from four colleges through
waived fees to support the project. 

In partnership with Massachusetts Advocates Standing Strong (MASS), the statewide self-advocacy
organization, 124 people with disabilities were trained in leadership, self-advocacy and
self-determination.  MASS conducted its “Basics of Self-Advocacy” training to self-advocacy groups
in provider agencies and public schools.  14 self-advocates, including some SALS graduates,
participated in public, private and other leadership coalitions.  These leadership activities included the
MA REV-Up voting forum group, the Statewide Advisory group for the Department of Developmental
Disabilities DDS, Human Rights Committees, Peer Support Group, Voting Forum, Human Rights
Forum, Beyond the Real Lives Bill event and the Service Coordinators Institute.  MA Advocates
Standing Strong utilized $7059 of a $60,000 grant from the Council, contributing an additional $7059
toward this initiative.

The five-year objective to support 100 people with developmental disabilities to become leaders in
disability advocacy was exceeded.  The Council provided training and leadership opportunities to
1178 individuals with developmental disabilities during the five-year period, and a significant
percentage of those individuals are now engaged in leadership activities.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 222

SA03 People trained in systems advocacy: 0
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Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 15

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 5

SC05 Members of the general public reached: 755

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $2,180

Objective 2.2: 

A minimum of 400 people with developmental disabilities will engage in disability
advocacy by September 30, 2016.

Implementation activities: 

1. Partner with DD Network and DDS to support Allies in Self-advocacy State team.
2. Conduct Legislative Advocacy training to improve knowledge and skills about the legislative and
budget process.
3. Support Massachusetts Advocates Standing Strong to conduct self-advocacy and related training.
4. Support opportunities for individuals to participate in disability advocacy.
5. Host annual Legislative reception to provide DD advocates opportunities for disability advocacy.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. 1/1/12 -9/30/16
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2. 10/1/13 - 9/30/16
3. 10/1/12 - 9/30/16
4. 10/1/12- 9/30/16
5. 3/1/12 - 3/31/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council continued to work in partnership with the Developmental Disabilities (DD) Network to
assist people with developmental disabilities to be active in systems advocacy. The DD Network
includes the Council, E.K. Shriver Center at UMass Medical School, Disability Law Center, and the
Institute for Community Inclusion at UMass Boston. The Council continued to serve as the
Massachusetts DD Network liaison to the North East Advocates Together (NEAT) grant advisory
committee for the AIDD Regional Self Advocacy Technical Assistance Grant. 

The Council continued to collaborate with Massachusetts Advocates Standing Strong (MASS), the
statewide self-advocacy organization directed by people with intellectual and developmental
disabilities. MASS utilized $21,176 (17%) of a $60,000 grant from the Council to conduct
self-advocacy and related trainings, contributing an additional $21,176 for this effort.  During FFY16,
MASS held 11 monthly Legislative Education Days at the State House where small groups of
self-advocates engaged in disability advocacy by visiting with legislators to share information.  
Fifteen self-advocates met with policymakers and distributed 13 informational products about
self-advocacy, transportation, self-determination, abuse prevention and other policy issues.   

In November 2015 the Council worked with MASS and the Commonwealth’s Legislative Disability
Caucus to hold a Transportation forum.  Over 50 people attended, including 15 self-advocates and
six supporters, to discuss the challenges persons with disabilities have in getting around their
communities and with public transportation and paratransit providers.  In addition, two self-advocates
participated in a disability voting conference and three self-advocates participated in an Adult
Protective Services forum attended by Legislators.  43 self-advocates, 2 family members and 15 staff
and self-advocate supporters were trained in systems advocacy about quality assurance through
MASS’ grant activities under this objective.

Recognizing that by 2016 people with disabilities would total nearly one-fourth of the electorate, and
that on average only 42% of people with disabilities vote, the Council partnered with the Disability
Law Center on the RevUp MA initiative, collaborating with Independent Living Centers and other
disability advocacy groups in an effort to increase participation of people with developmental
disabilities in the election process.  The Council provided the technical staffing to build and manage
the RevUp MA database and website.  The website provides useful information and tools for voters
with disabilities.  A campaign to register voters was undertaken and individuals could choose to be
included in the database, which was used to provide timely information and to connect ILCs to voters
with developmental disabilities in their area who need assistance. This year 230 people signed up to
be included in the database, and 292 are on the e-blast distribution list.  Ten e-blasts were sent this
year about voter registration, the state primary and the November election.  The RevUp MA website
had 225,209 hits from 8,570 unique visitors with 174,083 page views.  The Council has chosen to
continue partnering in the RevUp MA initiative in the next five-year state plan.
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The MDDC/Arc of Massachusetts’ Annual Legislative Reception was held on Wednesday, March 9th,
2016 in the Great Hall at the State House in Boston. The theme for the event was "Celebrating the
Strength of Individuals & Families".  An estimated 202 Legislative policymakers along with
commissioners and agency heads were educated about the Council and its initiatives.  Thirty-seven
disability agencies, including DD Network partners, co-sponsored the event.   Eighteen co-sponsors
exhibited and handed out information about disability programs for the general public and
policymakers.   Senator Joan Lovely and Representative Ron Mariano received the Legislator of the
Year awards, presented by the House Speaker and Senate President. 70 self-advocates, 80 family
members and 70 disability agency staff and others attended the reception and were educated about
the importance of engaging in systems advocacy and the Council's policy initiatives, programs, and
priorities.   The Reception was broadcast live through Periscope and the Council’s Twitter page for
those that could not attend.  An estimated 1000 others were reached through social media,
newsletters and email blasts from the MDDC, The Arc of Massachusetts and event co-sponsors. 
Council chairperson Lydia Brown delivered the “Call for Action” that was well received by the
audience.  Lydia recognized several self-advocates in the audience who are active in disability
advocacy in Massachusetts.  Lydia’s remarks inspired dozens of self-advocates and other attendees
to share their stories with their legislators, and many individuals met with their legislators after the
event.

Sixty attendees filled out an online survey in the days following the Legislative Reception, with 23%
people with disabilities among the respondents who chose to disclose their status.     Ninety-three
percent rated the event as Excellent or Good.    Fifty-six percent of respondents visited with their
legislators or legislative staff immediately after the event, and 52% followed up by communicating
with their legislators in the days following the event.  Legislative Reception survey quotes include,
“We look forward to bringing our contingent of self-advocates and staff to the State House each year
for this event,” “This event is the most educational and informative” and “Happy for such opportunity
learning and advocating for our disability community.”

As expanded upon in objective 7.2, the Council developed a curriculum for Independence College
called "Basic Legislative Advocacy". The training is designed to teach individuals the basics of how a
bill becomes a law, how the legislative process works, who their elected officials are, and how to
become active in systems advocacy.  In April, seventeen students with developmental disabilities
attended the legislative advocacy training. In FFY 16 280 people were trained and 220 people were
active in systems advocacy under this objective. 

The five-year objective to engage 400 people with DD in disability advocacy was exceeded.  Of the
1759 people reported, 677 were people with developmental disabilities.  The impact of these efforts
is wide-ranging. People with developmental disabilities are better educated about policy initiatives
that have a direct impact on their lives and better equipped with the tools needed to advocate with
policymakers.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 71

SA03 People trained in systems advocacy: 280
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Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 70

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 45

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 422

SC05 Members of the general public reached: 1,000

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0
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Section III: Progress Report - Goals and Objectives

Goal 3:  Employment
People with developmental disabilities will have more opportunities to work in jobs that meet their career
expectations.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance

Education and Early Intervention

Child Care

Health

Employment planned addressed

Housing

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach planned used

Training planned used

Technical Assistance

Supporting and Educating Communities

Interagency Collaboration and Coordination planned used

Coordination with Related Councils, Committees and Programs planned used

Barrier Elimination

Systems Design and Redesign

Coalition Development and Citizen Participation

Informing Policymakers planned used

Demonstration of New Approaches to Services and Supports

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System

University Center(s)

State DD Agency planned

Other Collaborators Planned:

MA Advocates Standing Strong, MA Rehabilitation Commission, Independent Living Centers, Autism Commission

Other Collaborators Actual:

MA Advocates Standing Strong, MA Rehabilitation Commission, Independent Living Centers, Autism Commission

Objective 3.1: 

A minimum of 100 individuals with developmental disabilities will establish portfolios
for competitive employment by September 30, 2016.

Implementation activities: 

1. Partner with the Department of Developmental Services and MA Advocates Standing Strong to
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develop a coordinated plan for portfolio building training.  
2. Collaborate with MA Rehabilitation Commission, Independent Living Centers, provider
organizations, youth organizations and others to conduct outreach to people with developmental
disabilities.  
3. Conduct Portfolio Building trainings.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. 10/1/12 – 9/30/15
3. 10/1/12 – 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council launched an initiative in FFY 12 to train individuals with disabilities on how to create a
portfolio for competitive employment. A portfolio consists of a collection of items detailing the skills
and attributes a person possesses which makes him or her more marketable for competitive
employment opportunities. The Council partnered with Massachusetts Advocates Standing Strong
(MASS) to offer an introduction to portfolio building called Explore Prepare Act (EPA).  EPA is a
three-hour training offered to people with developmental disabilities that highlights important aspects
of seeking employment.  Class topics include interviewing skills and creating a portfolio.  MASS
utilized $21,176 (31.3%) from a $60,000 Council grant in FFY 2016 to assist individuals with
developmental disabilities to gain competitive employment, contributing an additional $21,176 to the
project.   In FFY 16, 253 people were trained through 21 EPA trainings.   One of the barriers
impacting portfolio building through EPA was the absence of 1:1 training and or follow up group
activity to assist some individuals to complete a personal portfolio.  Completing a personal portfolio
involves identifying marketable strengths and abilities that can be shown through documented
accomplishments and successes.

Expanded upon in the Council’s FFY16 objective 7.2 focusing on Independence College, MASS also
educated 34 Independence College (IC) students through EPA classes.  Those students developed
individual portfolios upon completion of EPA.  The portfolios included classes they attended and
information collected for their final practicum.  Each student was provided a binder and was
instructed on the types of information that could be included, in order to reflect the individual’s
accomplishments and interests. Students included pictures, letters, and activities they participated in.
 Three students included survey tools they created to measure their project goals.  Others included
PowerPoint projects they created to highlight their marketable skills.

The five-year objective for 100 individuals with developmental disabilities establishing portfolios for
competitive employment was exceeded.  1,351 people with developmental disabilities established
portfolios through.  In FFY16 an additional 253 people were trained and developed portfolios that
could lead to competitive employment, bringing the five-year total to 1604.
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Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 253

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 3.2: 

A minimum of 50 people living with autism and other developmental disabilities will
receive employment supports through various state agencies by September 30, 2016.

Implementation activities: 

1. Educate and solicit the support of individuals, families, providers, policymakers and the general
public on the benefits of Employment Supports.
2. Conduct coordinated advocacy activities with partners and policymakers.
3. Support budget and policy initiatives that enhance employment supports.  
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4. Advocate for the implementation of the Autism Commission recommendations related to
employment services for people with autism.
5. Collaborate with various state agencies to develop and implement more comprehensive
employment supports for people with autism/DD.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. 10/1/11 – 9/30/16
2. 10/1/12 – 9/30/16
3. Completed.  See FFY 14 PPR.
4. 1/1/13 – 9/30/16
5. 1/1/13 – 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council continued to address opportunities for individuals to work in competitive employment
venues that meet their career expectations in FFY16.  The Council has focused on the need to
increase the number of individuals with autism and other developmental disabilities who receive
employment supports through state agencies. In FFY15 the Council reported on its involvement with
state and community agencies and how these connections allowed the Council to develop and
implement more comprehensive employment supports for individuals with autism and/or other
developmental disabilities.  

The Council initiated collaboration with the Massachusetts Rehabilitation Commission (MRC) to
develop and implement more comprehensive employment supports for people with autism and other
developmental disabilities through the Council’s participation on the Statewide Rehabilitation Council
(SRC). The Council works to advise MRC on how to provide high quality rehabilitation services that
result in sustainable, competitive employment for the individuals with developmental disabilities MRC
serves.  In FY 2016, the Council actively participated on three SRC subcommittees: the State Plan
subcommittee, the Unserved/Under-served subcommittee and the Business and Employment
Opportunity subcommittee.  Council staff assisted in the development of the MRC’s goals and
objectives submitted to the combined MA Workforce Innovation and Opportunity Act State Plan for
FY 2017 to FY 2020, advocating for the plan to address the needs of individuals with developmental
disabilities.  The Council recommended reviewing the length of time an individual must be employed
to consider a case to be closed, arguing that many people with developmental disabilities will benefit
from extended support once hired.  Seven people at the SRC state Plan meeting were educated by
the Council about the conflict between an official case closing and an individual’s entry into
successful employment.  MRC is considering changing the 90 day period a person can receive
employment supports to 6 months or a year.  Wages and reviewing 3 to 5 year retention rates may
also be used by MRC to measure successful employment outcomes moving forward. Final decisions
on all of these policies will be made in FY 2017.

In FFY 2016 the Council continued to work with the unserved/underserved subcommittee, focusing
on identifying more effective services at MRC for individuals from unserved/underserved populations.
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  In previous PPRs, the Council reported on the need for increase access to information about soft
skills for those served by MRC.   In 2015 a soft skills webinar was uploaded to the state employee
training website as a result of Council advocacy efforts.  During FFY 16, this webinar was required to
be completed by all new rehabilitation counselors no more than 90 days after their date of hire, and
within 12 months for current rehabilitation counselors.  The Unserved/underserved committee voiced
its concerns that individuals’ knowledge about how to use soft skills in employment situations still
relied heavily on the information that rehabilitation counselors share with their clients.  In FFY 17, the
Council and the unserved/underserved subcommittee members will continue to advocate for more
reliable ways information can be shared with those served by MRC.

Council staff continued in their role in FFY16 as the only representative of the interests of individuals
with developmental disabilities on the Unserved/Underserved subcommittee.  Significant time and
effort was spent educating members and MRC staff on the needs of individuals with developmental
disabilities.  Members of the subcommittee were educated by Council staff at one meeting about the
needs of individuals with developmental disabilities who attend colleges and universities and what
MRC can do to support these individuals.  At another meeting, a Council member presented her
research on “Autism: What Employment Specialists Need to Know”. The Council member presented
on: myths about autism, the differences in needs and abilities for every individual with autism, and
the struggles individuals with autism experience working with vocational rehabilitation counselors. 
Eleven people received a brief overview of the Council member’s project while seven people were
present and educated about the benefits of employment supports for individuals with autism during
the Council member’s entire presentation.

The Council continued its work with the Employment Advocacy Group (EAG) in FFY 16.  EAG is a
partnership between the Council, MA Easter Seals, ArcMA, the Disability Law Center, Boston Center
for Independent Living and the Disability Policy Consortium.  In 2014, the EAG supported a bill that
would expand the Executive Office of Health and Human Services commitment to hiring people with
disabilities by training employers involved in hiring decisions on the ADA, and establishing a set
number of hires of people with disabilities.  The bill was re-filed in 2015 and the Council
recommended the EAG once again support H110/S86 “An Act to Increase the Commonwealth's
Compliance with Federal Law Meeting Requirements of the Americans with Disabilities Act”.  A
coordinated advocacy strategy was developed in early 2015 to educate the public and policymakers
about the potential impact of this bill on individuals with developmental disabilities.  In FFY 16 this
strategy moved forward by educating specific members of the state legislature about the bill.  The
Council reached out to the House Ways and Means Chairperson to inform him about H110, stressing
how the bill could strengthen employment supports and impact individuals with developmental
disabilities. In September the Employment Coalition was informed that language from H110 was
inserted into another recently passed bill titled An Act Relative to Job Creation and Workforce
Development.  As a result of conducting coordinated advocacy strategies with the EAG, this
legislation was passed, which will lead to an increase in the numbers of individuals with
developmental disabilities employed in Massachusetts.  

As part of the coordinated advocacy activities the Council developed with the EAG, a meeting with
the MA Office on Disability (MOD) Director was held to discuss how MOD could increase the number
of individuals with disabilities employed by the state.  The EAG was advised that MOD is reviewing
the barriers that may exist to obtaining state employment for people with disabilities, including
accessibility of job posts, how individuals are recruited for state employment, and how the ADA is
enforced in state employment.  The EAG stressed the need for MOD to focus on these issues and to

OMB 0985-0033     2016 DD Suite PPR : Massachusetts Developmental Disabilities Council Page 32 of 74



determine whether disabilities are getting hired at state jobs where opportunities for advancement
exist.  The EAG agreed to work with the MOD in the future in order to ensure more people with
disabilities are employed by the Commonwealth.

In October 2015, the Council held its second annual “All in a Day’s Work” photo contest.  The contest
is held in October to celebrate National Disability Employment Awareness Month. The purpose of this
contest is to educate the public about the contributions that people with developmental disabilities
make in the workplace and the employment supports that individuals require in order to maintain
employment in their communities.  Thirty-one individuals with developmental disabilities sent photos
of themselves working in the community, more than double the amount entries the Council received
in 2014. 2,641 votes were cast on the Council’s Facebook page, a 193% increase from the 2014
contest.

The Council provided critical initial staffing to the Massachusetts Autism Commission, and continues
working for the implementation of the Commission’s recommendations to improve employment
services for people with autism.  The Commission established an employment goal to increase the
number of individuals with autism employed in the community.  The permanent Autism Commission
held 5 meetings with the full membership and 3 meetings with the Employment Subcommittee in
FFY16. Topics at the Employment Subcommittee included increasing access to employment
supports for individuals with autism as well creating an employment supports service delivery model
that would provide ongoing supports to individuals who require them after employment is obtained. 
The Autism Commission and its Employment Subcommittee will continue to meet and discuss
employment issues in 2017.

The five-year objective that a minimum of 50 people with autism and other developmental disabilities
will receive employment supports through various state agencies was met.  From 2012-2016 the
Council was involved in coalitions with 5 disability advocacy organizations, educated 57 public policy
makers, educated 1,166 members of the general public and leveraged $17,215 toward this initiative.
These initiatives correlate with the goal of the objective.  In addition, the successful advocacy and
passage of “An Act to Increase the Commonwealth's Compliance with Federal Law Meeting
Requirements of the Americans with Disabilities Act”, the number of people receiving appropriate
employment supports will far exceed the objective target.  Through its focus on building coalitions
and educating policymakers and the general public about the impact on people with autism and other
related developmental disabilities, the Council was successful in this endeavor.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0
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SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 1

SC05 Members of the general public reached: 34

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0
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Section III: Progress Report - Goals and Objectives

Goal 4:  Supporting Families
Families will have the supports they need to ensure fulfilling lives in the community for them and their children
with developmental disabilities.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance

Education and Early Intervention

Child Care

Health

Employment

Housing

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach planned used

Training planned used

Technical Assistance

Supporting and Educating Communities planned used

Interagency Collaboration and Coordination

Coordination with Related Councils, Committees and Programs

Barrier Elimination

Systems Design and Redesign

Coalition Development and Citizen Participation planned used

Informing Policymakers planned used

Demonstration of New Approaches to Services and Supports

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System planned used

University Center(s)

State DD Agency

Other Collaborators Planned:

MA Families Organizing for Change, Arc Massachusetts, Mass. Lifespan Respite Coalition, New England Index, Executive Office of Elder Affairs,
Massachusetts Sibling Support Network, Advocates for Autism in Massachusetts, the Mass. Down Syndrome Congress, Massachusetts Advocates
Standing Strong, Disability Law Center, Federation for Children with Special Needs, UMass Medical Center, Early Intervention Coordinating Council

Other Collaborators Actual:

MA Families Organizing for Change, Arc Massachusetts, Mass. Lifespan Respite Coalition, New England Index, Executive Office of Elder Affairs,
Massachusetts Sibling Support Network, Advocates for Autism in Massachusetts, the Mass. Down Syndrome Congress, Massachusetts Advocates
Standing Strong, Disability Law Center, Federation for Children with Special Needs, UMass Medical Center, Early Intervention Coordinating Council

Objective 4.1: 

A minimum of 100 families will pursue individualized family support services by
September 30, 2016.
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Implementation activities: 

1. Establish advocacy partnerships with MA Families Organizing for Change, Arc Massachusetts and
other advocacy groups.  
2. Educate and solicit the support of individuals, families, providers, policymakers and the general
public on the benefits of individualized Family Supports.  
3. Support the education of under-served multicultural populations about family supports and other
disability resources for their children with disabilities.
4. Support policy and budget initiatives, and conduct coordinated advocacy activities with partners
and policymakers that enhance the use of and funding for family support.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. 10/1/11 - 9/30/16
3. 10/1/12 – 9/30/16
4. 10/1/11 – 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council has worked on several initiatives to empower families to pursue individualized family
support services, including collaborating with The Arc of Massachusetts to increase family support for
families in the Department of Developmental Services (DDS) system.  Other activities have focused
on providing Council Empowerment Funds for family members to attend various family support
training, utilizing social media to share information, serving on the Department of Public Health’s
Inter-agency Coordinating Council and referring family members seeking assistance to appropriate
agencies and resources.

The five-year objective was met in the second year of the 5 year plan, however the Council continued
with these activities due to the importance of more families benefiting from individualized family
supports. In FFY16 the Arc of Massachusetts used $25,000 of a $50,000 grant from the Council to
continue implementing activities under this objective, contributing an additional $15,153 to the
project.  Sixteen organizations collaborated on the Council led family support initiative, including the
newly formed Supporting Families Coalition as well as organizations facilitating outreach and training
to multicultural populations.    

The Council supported the “Supporting Families” Coalition to address the challenges facing families
caring for their loved ones with developmental disabilities at home.  The coalition’s goal is to educate
policymakers about the urgency to significantly increase the level of family support for families of
individuals with developmental disabilities in the DDS system.  The thirteen coalition members
include six DD provider organizations and seven statewide disability advocacy organizations.   

The Supporting Families Coalition created a website and Facebook page where family members are
encouraged to share photos and stories and seek advice about supporting their loved ones with
developmental disabilities.  As of September 2016 the Facebook page has 312 members consisting
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primarily of family members, and including some professionals and legislators.  In January the
Facebook page stories prompted a small grassroots agency $200 respite grants to offer 10 families. 

During FFY16, the partners educated 207 policymakers about individualized family supports,
including legislators, state human service agency and MassHealth staff and administration officials.  
In February the Supporting Families Coalition invited family members to the State House to share
their stories with their legislators.  Over 60 families attended, including two groups of
Spanish-speaking families.  These activities helped leverage $5 million in new funding for
individualized family support services, allocated for supports to older parents caring for their children
with developmental disabilities aged 40 and above.

Three Family Outreach consultants who are parents of children with developmental disabilities were
the primary trainers for this initiative. They delivered training in the Northeast, Southeast and Central
regions of the state. The Family Outreach consultants provided monthly presentations and
information on self-determination, family supports and how to share personal stories with
policymakers. Personal coaching, including negotiating with schools and DDS area offices, was also
provided.  The Family Outreach Consultants reached out to numerous family advisory groups, 15
family support agencies and others. They collaborated with agencies serving minorities to provide
training sessions about family supports and other disability resources to diverse linguistic
populations.  Small training sessions were conducted with Spanish, Chinese, Vietnamese and
Haitian speaking family members.  269 individuals, primarily family members were trained.  Five
individuals and 46 family members were individuals from under-served multicultural communities. 
They also met with 88 families individually to help them access needed supports and services. With
guidance and support many of these families are closer to accessing their needed support services
and have a greater understanding of the process.  

38 individuals with DD 378 family members and 131 others were trained in systems advocacy
through the partnership.  Approximately 1925 individuals with developmental disabilities benefitted
from formal and informal community supports, Sixty-one people facilitated formal/ informal
community supports and two community supports programs were improved.     

During FFY16, 8 self-advocates, 116 family members and 29 others were active in systems
advocacy about formal/informal community supports.   Three self-advocates, 22 family members and
5 professionals from culturally diverse groups were active in systems advocacy about quality
assurance. Over 500,000 members of the general public were reached about family supports through
public education, awareness and media initiatives.  Information was shared through newsletters,
social media, online and print news sources and email distribution lists.  A local radio station featured
three in-depth segments educating the general public about family supports.

In the spring of 2016 the Northeast Family Outreach Consultant met with a group of mothers with
transition age children. They were discouraged about the future and didn’t believe their children had
exciting lives to live. The Family Outreach Consultant spent time discussing developing personal
profiles would help these families to look at their children’s strengths, need for support and how to
best serve them. They also included a plan for themselves as caretakers.  These mothers were
inspired to see their children as young adults with possibilities, and left with a concrete plan and a
tool to move forward.

The Council works to enhance individualized family supports by serving as a member of the
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Department of Public Health’s Interagency Coordinating Council for Early Intervention (EI).  Eleven
member organizations include state agencies, early intervention providers and Head Start
organizations.  Quarterly meetings are held.  A Coordinating Council priority is to provide support to
families of children with special needs aged 0-3 who are eligible for early intervention services. 
Approximately 120 people attended the Interagency Coordinating Council Retreat in September.  
Attendees included EI providers, parents and state agency representatives. 

The Council’s Empowerment Fund (CEF) program provides funding to individuals with developmental
disabilities and family members to attend training and learn about resources to improve their quality
of life.  In FFY16, 25 family members attended 17 different trainings on supports.  One mother wrote;
“My son has autism with several other diagnoses and will soon start the transition process. Being a
single mom made me want to get a head start on this process as I know I may need to go for
guardianship due to the severity of my son's autism. I needed to know what options are out there and
what resources he will have available to him to make the transition as seamless and stress-free as it
can be for him. Thank you so much for helping me be able to afford to get to this conference where I
received much information, support and guidance on the next steps I will need to put in place during
the transition process. I really enjoyed it and highly recommend it to others.”

The five-year objective of a minimum of 100 families pursuing individualized family support options
was exceeded by 2014.  Recognizing the continued and tremendous need of families, the Council
continued activities under this objective through FFY16, educating over 1000 families under this
initiative.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 566

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 547

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 183

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 2

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 207
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SC05 Members of the general public reached: 577,094

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $12,500,000

Objective 4.2: 

A minimum of 200 families of persons with developmental disabilities will access
information on respite options by September 30, 2016.

Implementation activities: 

1. Conduct an analysis of the status of respite services in Massachusetts, including establishing a
baseline of state budget dollars, availability, return on investment, best practices and success stories.

2. Collaborate with Statewide and National Respite Networks to develop a coordinated advocacy
strategy to expand respite opportunities for people with developmental disabilities.   
3. Partner with the Mass. Lifespan Respite Coalition to update and share web-based information
about respite providers with family caregivers.
4. Support information and education sessions on respite options to individuals, families, providers,
policymakers, and the general public.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY14 PPR.
2. 10/1/11– 9/30/16
3. 10/1/13– 9/30/16
4. 10/1/13 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council has collaborated with the Massachusetts Lifespan Respite Coalition (MLRC) to build a
sustainable statewide lifespan respite coalition.  With the Department of Developmental Services
(DDS) serving as the lead agency, the MLRC was formed to help find ways to give caregivers of
family members with special needs and chronic health conditions short breaks, or respite, to allow
them to attend to their own personal needs and to continue in their caregiving role.  The additional
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partners include the Executive Office of Elder Affairs, Aging and Disability Resource Centers
(ADRCs), the Department of Public Health, Executive Office of Health and Human Services, local
Arcs, Boston Children’s Hospital, elder agencies, disability-specific organizations, human service
providers and family caregivers.  Many of the Coalition’s member organizations work directly with
families of people with developmental disabilities.  Since its formation the Coalition has received five
federal grants from the Administration on Community Living (ACL) . 

The Council worked with the MLRC to host its annual caregiver recognition event at the State House
In November 2016 to commemorate National Family Caregivers month.  Approximately 75 people
attended, including family caregivers, legislators, respite providers, advocates and state agency
personnel. The DDS Commissioner, Executive Office of Elder Affairs (EOEA) Secretary, Department
of Veterans Affairs Secretary and AARP Massachusetts Director addressed the audience and spoke
of the importance of providing respite for family caregivers. Five respite providers were recognized
for their exemplary work.  The Council also worked with MLRC to host a listening event where a
panel of caregivers shared their stories about providing daily care to family members with disabilities.
 Twenty seven people attended this event.  In addition fifteen policymakers were educated about the
importance of respite at these events.

In June, the Council served on the planning committee with 13 agency partners and the MLRC to
plan a statewide respite summit for approximately 100 respite stakeholders.  This all day working
summit developed strategies on how to strengthen and expand respite across the lifespan in
Massachusetts. There was enthusiastic participation and energy throughout the event, and the
discussion groups generated lots of innovative ideas to help guide the work of the Council and its
partners.  

During FFY2016, the MLRC funded five organizations to provide respite to family caregivers.  Two of
the organizations created respite programs specifically for families caring for individuals with
developmental disabilities. In addition, the Autism Alliance of Massachusetts collaborated with a local
gymnastics center and hired special education teachers to offer monthly 3-hour fun nights which
included gym activities, crafts, pizza and a movie.   Fifteen Autistic children participated each month,
including four sibling sets, providing 11 families a total of 27 hours of respite.  Parents were able to
have uninterrupted time with partners and/or their other children, socialize with friends and go out to
movies and sporting events.  They reported decreased stress levels at the end of the program.

Mrs. M was very nervous about leaving her boys at the respite program. She and her husband had
tried to bring them to activities in the past without success. While tentative at first, the boys quickly
became comfortable and each month looked forward to their get-togethers with their new friends.
Mom said that while she and dad had been out in the past, it had always been for an event. There
was joy in her eyes when she said that she and her husband can now have a date night for no
reason other than wanting to spend time alone together.  Another parent remarked that it was
valuable to interact with other families and said, “It’s always nice to see parents that do the same
thing (you’re doing); the day to day stuff- you feel not so alone.”

Berkshire Family and Individual Resources (BFAIR) ’s “Saturday Solutions” provided 347 individual
respite hours to 73 families caring for 76 adult family members with developmental disabilities.  In
delivering an average of 56 hours of respite per caregiver in an underserved, rural area of
Massachusetts, the Saturday morning program offered direct care and a wide array of center-based
activities to care recipients while offering optional onsite caregiver trainings.  BFAIR reached out to
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underserved populations including those with diverse medical and behavioral needs and those
challenged by language and communication barriers due to cultural and disability factors.  Caregivers
used their time to attend to personal interests, spend time in the community with their spouses or
other family members and interact with other family caregivers.  The grant’s evaluation report found
that BFAIR’s  respite program reduced stress, increased caregiver trust, skills and knowledge,
provided a reliable ‘constant’ the caregivers could depend on,  facilitated choice in a
participant-centered environment and benefited some individual care recipients developmentally.  
Caregivers and care recipients overwhelmingly endorsed continuing this program, offering to
organize fundraisers to sustain the program when the grant ended.    According to BFAIR’s final
report, “One caregiver was tearful explaining that this was the first time he trusted a program and
another caregiver enough to let his daughter visit with another caregiver and her daughter at their
home and go out in the community.” 

In October 2015 the coalition began hosting a monthly local cable TV show for family caregivers
called, “Caring for Others, Caring for Ourselves.”  It also sponsored several events during FFY16
such as “Autism Eats” and Memory Cafes where families can meet and socialize with others in a
relaxed, supportive setting.   An estimated total of 1,300 members of the general public were reached
by public education, awareness and media initiatives through this project, including 700 recipients of
the MLRC’s newsletters and visitors to its website.  MLRC hosted one national and six statewide
respite conferences.  In September 2016 the Council worked with MLRC to initiate another round of
funding to provide 10 mini-grants to underserved populations across Massachusetts.   

The five-year objective to provide access to information on respite options to a minimum of 200
families was met.  During this period, over 600 families of people with DD have accessed information
on respite options as a result the joint collaboration of the Council and MLRC.  The Council
recognizes the growing need for respite and continues to collaborate with the Massachusetts
Lifespan Respite Coalition to provide information and resources on respite options for family
caregivers across the lifespan.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 100

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 
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SC01 Programs/policies created or improved: 4

SC02 Number of organizations involved coalitions/networks/partnerships: 14

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 15

SC05 Members of the general public reached: 1,300

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0
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Section III: Progress Report - Goals and Objectives

Goal 5:  Homes
People with developmental disabilities will have more housing options for living independently in the
community.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance

Education and Early Intervention

Child Care

Health

Employment

Housing planned addressed

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach planned used

Training planned used

Technical Assistance

Supporting and Educating Communities planned used

Interagency Collaboration and Coordination

Coordination with Related Councils, Committees and Programs

Barrier Elimination

Systems Design and Redesign

Coalition Development and Citizen Participation planned used

Informing Policymakers planned used

Demonstration of New Approaches to Services and Supports planned used

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System

University Center(s)

State DD Agency planned used

Other Collaborators Planned:

MA Advocates Standing Strong. MA Families Organizing for Change, Autism Housing Pathways, Citizens\' Housing and Planning Association

Other Collaborators Actual:

MA Advocates Standing Strong. MA Families Organizing for Change, Autism Housing Pathways, Citizens\' Housing and Planning Association

Objective 5.1: 

A minimum of 100 individuals with developmental disabilities/families will pursue
alternative housing options by September 30, 2016.

Implementation activities: 

1. Conduct an analysis of existing research of the barriers to and utilization of alternative housing
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options and determine next steps.
2. Establish partnerships with organizations for enhancing the use of effective alternative models.
3. Support trainings and work with interested parties to pursue alternative options.
4. Educate and solicit the support of individuals, families, policymakers and the general public.
5. Support policy initiatives that expand the use of alternative housing options.

Activities undertaken were: All met Partially met Not met

Timelines: 

1.  Completed. See FFY13 PPR.
2.  Completed. See FFY13 PPR.
3. 7/1/13 - 9/30/16
4. 10/1/11-9/30/16
6. 10/1/11-9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

An analysis of existing research of the barriers to alternative housing was conducted and
partnerships with organizations enhancing the use of effective alternative housing models were
established and reported on in FFY13. From 4104 – 2014 the Council supported policy initiatives to
expand the use of alternative housing options, conducted trainings, and educating individuals,
families, policymakers and the general public about alternative housing options. The Council also
conducted education and advocacy activities about SB 1787, legislation filed to promote the creation
of more accessible housing in Massachusetts. During a new legislative session began in 2015, SB
1787 was refiled as HB 1105.  The Council provided testimony to state legislators about HB 1105 in
2015.  HB 1105 was voted out of committee in 2016 but was never signed into law.  

SB1517, “An Act to Promote Housing Creation for People with Disabilities”, would change the funding
mechanism of the state's Individual Development Account program from a budget line item to a tax
credit program, allowing increased match funding availability for low income individuals attempting to
be homeowners. The Council and its advocacy partner Autism Housing Pathways presented
testimony to 17 legislators and 90 people from the general public on SB 1517 at a Joint Committee
on Revenue hearing. Unfortunately, SB 1517 was ordered to be studied further and was also not
signed into law. 

The Council supported individuals and family members interested in educational opportunities to
learn how to access housing options in order to live independently in the community.  One mother
who benefited from this support said, “My daughter has been disabled since birth. She was
diagnosed with Asperger's at about age 5. She is also compromised by speech/language issues and
speech impairment due to low muscle tone throughout her body. She has now reached the age
where finding housing options will need to be planned for the future. This seminar specifically
addresses issues regarding adults as they age. Public, federal and state benefits were all explained.
Wills and trusts were also discussed. This information will allow me to investigate the options to see
which benefits and which housing option will be best for her future. The empowerment funds made it
possible for me to attend."
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In 2016 the Council maintained its partnership with Autism Housing Pathways (AHP), a non-profit
that trains individuals with DD and their families on how to access services and supports to create
appropriate housing models for themselves or their family members.  AHP utilized 38% ($10,692) of
a $27,800 grant from the Council for the “Pathway to Innovative Housing” project, training families to
develop a person-centered housing vision and to pursue alternative housing options. AHP
contributed an additional $2,180 to this initiative.  39 participants completed a day-long housing
workshop covering public funding streams, applying for benefits, asset development, calculating
affordability, ownership models, financing options, location, design, construction, and service
providers.  

Individuals and their families who completed the training then participated in a person-centered
planning process, using the Planning Alternative Tomorrows with Hope (PATH) tool. Each plan
included a pre-meeting with the individual and/or family to help the individual reflect on his/her vision
and determine who to include to help create the plan.  A follow-up meeting a few months later
reviewed how the plan was being implemented.  8 individuals completed the process by the end of
2016. 

Individuals and families were asked to complete a questionnaire six months after the day-long
training. Results show that more than 80% of participants had applied for a mobile Section 8 voucher,
25% had applied for project-based Section 8, 25% had applied for other public housing, and more
than 18% had applied for state elderly/disabled housing. A parent involved in the training stated,
“Extremely beneficial, exceptional knowledge, advice and advocacy to help identify and obtain goals,
a must have! In the future, AHP will be seeking funding from a variety of sources to replicate the
“Pathway to Innovative Housing” project. 

AHP also used $6,415 (23%) of the $27,800 grant from the Council to develop a model zoning bylaw
and organize families to advocate for the passage of S708, “An Act relative to the development and
preservation of affordable housing for persons with disabilities and the elderly.”  AHP provided an
additional $1,308 for this initiative.  A new zoning bylaw to expand the use of alternative housing
options for individuals with developmental disabilities was developed, entitling families to use a
one-to-two bedroom accessory apartment. The bylaw creates a deed restriction that would require
that units remain housing for individuals with disabilities after sale of the home. S708 would also
allow families to borrow from the state to create accessory apartments. In FFY 16, AHP continued to
educate policymakers and others about the by-law.  A draft of a proposed Town Meeting Warrant
Article was shared with members of the Winchester Planning Board and testimony related to S. 708
was shared with members of the Joint Committee on Housing.  28 individuals from 7 different
municipalities and 7 state legislators were educated about the purpose of the bylaw and/or S. 708.

Media outlets were also utilized to educate the public about the zoning bylaw and S.708. An interview
was conducted on WCAI regarding the housing crisis facing autistic adults and S708.  A discussion
on the Federation for Children with Special Needs list serve regarding the status of S. 708 resulted in
a parent educating their state representative about alternative housing. Ten family members testified
in support of the zoning by-law before the Winchester Planning Board, broadcast on local community
cable. It is estimated that at least 75 viewers witnessed the broadcast.  An article regarding efforts
improving zoning by-laws appeared in the Wellesley Townsman, reaching approximately 1,250
people. The fall issue of Wellesley Weston Magazine featured an article addressing the accessory
unit zoning bylaw, reaching another 4,000 individuals.
212 families reached out to their legislators and S708 moved out of the Joint Committee on Housing
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and on to Senate Ways and Means, with new language that allows DHCD to steer funding from other
sources for this purpose. The measure was renumbered S2202, but it stalled as Senate leadership
focused on a comprehensive zoning reform bill.  Ten individuals contacted the Senate Ways and
Means Committee Chair but the bill failed to advance from Ways and Means.  Though both the
model zoning bylaw and the accessory apartment loan bill failed to advance, significant groundwork
has been laid and it is expected both will be taken up again in the coming year, with greater chance
of success.

AHP used $2,138 (8%) of the $27,800 grant to educate stakeholders and the general public through
traditional, specialty and social media about the need for alternative housing and the supports
necessary to make it a reality.  AHP contributed an additional $436 dollars toward this effort.  AHP
published a blog post on Section 8 and other housing subsidies, in conjunction with the launch of a
website www.18section8.org, and companion video "18? Section 8!". The video discusses the
importance of individuals applying for Section 8 at age 18, while the website walks people through
the process of applying for the subsidy. The video was viewed over 150 times.

Autism Month in April provided a variety of opportunities for outreach to families and the public. A
new online news organization, "Headlines for the Hopeful", interviewed the AHP director on multiple
topics including demand for housing, person-centered planning, and the housing workbooks. 200
individuals read the “Headlines for the Hopeful” article.  An interview was also conducted with
WGBH's Greater Boston, with 950 individuals viewing the segment on YouTube.  In May, Boston
Globe Columnist Dante Ramos, with over 4,000 Twitter followers, retweeted, "Within the next 20 yrs.
more than 10,000 young adults w. autism will need affordable housing in Massachusetts." At least
1,000 people saw this retweet. A presentation was also conducted to 40 members of the Winchester
Rotary Club on the challenges of housing supports.  A Twitter campaign led  to a webinar titled
"Thinking about housing", which drew over 25 participants. 

AHP used $8,554 (31%) of the $27,800 Council grant to convene a housing think-tank, contributing
an additional $1,744 toward this initiative.  The think tank, attended by individuals, families, public
policy makers, developers, designers, and financing experts, identified a range of potential housing
models for individuals with autism.  A website was created to educate participants about housing
models, design principles, funding streams, and disability housing policy prior to attending. In
addition, a webinar was hosted in in collaboration with TechACCESS of Rhode Island on the use of
technology to support individuals to live more independently. 25 individuals joined the webinar, and
the archived version has been viewed 70 times.  62 people were trained in systems advocacy and
740 people were educated on consensus principles and housing models. 

The Housing Think Tank session was held in September. 19 public policy makers were educated,
including representatives from the Autism Commission, the Housing Committee of the Autism
Commission and DDS. 32 additional people attended and were trained in housing.  The results of the
day, including which models were selected by breakout groups, and for which profiles, will be
compiled into a report that will be archived on the think-tank website, and shared with participants, on
the Facebook page, and with the Housing Committee of the Massachusetts Autism Commission.

The five-year objective that 100 individuals/families will pursue alternative hosing options was
partially met.  During this initiative the Council trained 183 people in housing, 224 people became
active in systems advocacy, 2 policies were created, 188 public policy makers were educated,
99,177 members of the general public were reached, $8,930 were leveraged, 62 people were trained
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in systems advocacy) and 45 individuals successfully pursued alternative housing options.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 87

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 62

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 223

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 45

people moved from congregate settings to homes in the community

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 54

SC05 Members of the general public reached: 9,080

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $7,331

Objective 5.2: 

People with developmental disabilities in state school settings and their families will
gain knowledge on the benefits to living in the community to help them transition to
community living by September 30, 2016.

Implementation activities: 
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1. Conduct research about current training and resources provided to individuals and families.
2. Establish partnerships with MA Advocates Standing Strong, DDS and others to develop strategies
to reach people.
3. Develop new resources or update existing resources.
4. Educate individuals, families, and the general public on the benefits of living in the community.
5. Support budget and policy initiatives that enhance community living opportunities for people with
developmental disabilities.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY13 PPR.
3. Completed. See FFY13 PPR.
4. 7/1/13  - 9/30/16
5. 10/1/11 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council worked in partnership with Massachusetts Advocates Standing Strong (MASS) to
conduct trainings for individuals residing in facilities, along with their supporters and advisors. The
trainings provided students with knowledge about self-determination, community living and the
employment. The Council continued to support self-advocacy training at the Wrentham Development
Center and the Hogan Regional Center in 2016. MASS utilized $3,529 of a $62,500 grant from the
Council and contributed an additional $7,340 toward this initiative.  In FY 16, information about
community living was provided to the self-advocacy groups at the Hogan and Wrentham
development facilities.  This education has led to students in state school settings and their families
gaining knowledge on the benefits of living in the community.  

In FY15, the Council and MASS finalized the development of the Choice and Control work group. 
The main objective of this Work Group, made up of three self-advocates, is to strengthen licensure
and certification standards for providers and in many cases add new indicators to conform to the
standards of the Centers for Medicaid and Medicare Community Rule. Self-advocates and the others
involved are pushing for choice and accessibility beyond the current practice in MA.  64 individuals
(52 self-advocates, 3 family members, and others) attended three regional meetings and were
trained on the Community Rule, Licensure, and Certification process.  

The Council continued its work in FY2016 with MASS and the Department of Developmental
Services (DDS) to finalize materials for self-advocates to understand their Service Options under
DDS, including a guidebook for self-advocates interested in choosing self-direction.  Two graduates
from the Council’s Self-Advocacy Leadership Series spoke at Human Rights Forum held at DDS to
promote choice and self-direction. They presented to 100 providers, self-advocates, DDS staff and
allies.

The Council continued to partner with MASS in legislative advocacy work around the benefits of
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community living.  The partnership resulted in the development of fact sheets used by 89
self-advocates at the Council’s annual legislative reception and at MASS monthly legislative
advocacy days at the State House.  Newsletters providing information on monthly legislative
advocacy days at the MA State House, the annual self-advocacy conference and conference
registration information, as well as other updates about self-advocacy across the state, were
disseminated to 3750 self-advocates, providers, and other relevant disability organizations through
MASS’ monthly newsletter. 

The five-year objective that people with developmental disabilities in state school settings and their
families will gain knowledge on the benefits to living in the community was met. Through the
Council’s partnership with MASS, DDS and other entities, 293 people with developmental disabilities
and family members were reached through this initiative.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 227

SA03 People trained in systems advocacy: 64

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 14

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 3,839

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0
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Section III: Progress Report - Goals and Objectives

Goal 6:  Community Supports
People with developmental disabilities will have the services and supports they need to ensure fulfilling lives in
the community.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance planned addressed

Education and Early Intervention

Child Care

Health planned addressed

Employment

Housing

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach planned used

Training planned used

Technical Assistance planned used

Supporting and Educating Communities

Interagency Collaboration and Coordination planned used

Coordination with Related Councils, Committees and Programs planned used

Barrier Elimination

Systems Design and Redesign planned used

Coalition Development and Citizen Participation

Informing Policymakers planned used

Demonstration of New Approaches to Services and Supports

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System planned used

University Center(s)

State DD Agency planned used

Other Collaborators Planned:

MA Advocates Standing Strong, Autism Commission, Advocates for Autism MA, Asperger's Association of New England, Autism Insurance Resource
Center, Executive Office of Public Safety and Security, the Executive Office of Health and Human Services, Department of Developmental Services,
MA Down Syndrome Congress

Other Collaborators Actual:

MA Advocates Standing Strong, Autism Commission, Advocates for Autism MA, Asperger's Association of New England, Autism Insurance Resource
Center, Executive Office of Public Safety and Security, the Executive Office of Health and Human Services, Department of Developmental Services,
MA Down Syndrome Congress

Objective 6.1: 

A minimum of 50 community based service programs will adopt and utilize best
practices in Positive Behavioral Supports (PBS) by September 30, 2016.
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Implementation activities: 

1. Conduct research and compile documentation on the efficacy and effective use of PBS for people
with DD.  
2. Collaborate with DDS and other interested organizations to develop curriculum for PBS.
3. Educate and solicit support of people with developmental disabilities, families, providers,
policymakers, general public.
4. Support the education of community based service providers on PBS.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY13 PPR.
3. 10/1/12 – 9/30/16
5. 7/1/13 – 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council previously worked in partnership with the Positive Behavior Supports (PBS) Council to
develop definitions, best practices, and policies and procedures used for the state’s PBS pilot
program in FFY 13 and FFY 14. Several provider organizations participated in a pilot program, with
14 providers initially adopting and utilizing best practices in PBS by the end of FFY 14.  In 2015 an
additional 12 organizations adopted and began utilizing these best practices.

In 2016 the Positive Behavior Supports Council continue its partnership with DDS to educate the
general public and providers about PBS, its best practices, and how to use effectively in community
program settings.  PBS has become more compelling for providers because it is integrating well with
the expansion of DDS eligibility, the changing demographic (i.e. ABI, Autism), and the expansion into
early childhood supports. The Council will continue to work closely with DDS to ensure ongoing
updating and improvement of materials, protocols, and trainings. 

In 2016 DDS released regulations that include requirements for implementing Positive Behavior
Support across the state.  With Council support ArcMA facilitated a meeting with leaders in Positive
Behavior Supports and met with DDS and the MA Executive Office of Health and Human Services
(EOHHS) to provide input on the new regulations.  

The five-year objective that a minimum of 50 community based service programs will adopt and
utilize best practices in Positive Behavioral Supports was met.  The efforts of this initiative resulted in
DDS regulations that now require all 200+ providers to utilize PBS in all programs.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0
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SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 175

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 6.2: 

A minimum of 500 individuals living with autism and their family members will have
the information they need to access services and supports by September 30, 2016.

Implementation activities: 

1. Conduct research- compile documentation on the current level of comprehensive community
services and supports to people with autism in MA.
2. Advocate for implementation of the Autism Commission recommendations.
3. Conduct needs assessment on the 7 Autism Resource Centers and develop recommendations to
strengthen and enhance the services offered.
4. Support the Autism Insurance Resource Center to expand resource information, technical
assistance and referrals to people with autism.
5. Educate and solicit support of people with developmental disabilities, families, providers,

OMB 0985-0033     2016 DD Suite PPR : Massachusetts Developmental Disabilities Council Page 52 of 74



policymakers, general public on meeting the needs of people with autism.
6. Support policy/ budget initiatives that increase services and supports for people with autism.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed.  See FFY13 PPR.
2. Completed.  See FFY14 PPR.
3. Completed.  See FFY14 PPR.
4. 10/1/12 - 9/30/16
5. 10/1/11 - 9/30/16
6. 10/1/11 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

As previously reported the Council supported the work of the MA Autism Commission by providing a
part-time staff member to the Commission from 2010 - 2013.  Council staff assisted in writing and
editing sections of the Commission’s report, and worked with members of the Autism Commission to
complete and release its final report.  The final report is a comprehensive document providing a
detailed review of the current level of community services and supports for people with autism in MA.
The report includes 80 recommendations that provide a framework for developing improved policies
and practices in MA for individuals with autism.  

In FY 16, the Council continued to advocate for the implementation of the Autism Commission’s
recommendations by continuing to educate policymakers about legislation that addresses the
recommendations. The Autism Commission report discussed extensively the need for medical care
providers to receive more education about the needs of individuals with autism.  The Council drafted
testimony for H 1932/S1179 an Act Supporting Individuals with intellectual and developmental
disabilities. If passed and enacted, it would amend provisions relative to various health care
professionals to require that physicians, physician assistants, nurses, dieticians, nutritionists, dental
professionals, and allied mental health and human service professionals be required to complete
training to address the needs of individuals with intellectual and developmental disabilities. Testimony
was submitted to the Joint Committee on Public Health, and 75 members of the public were present
at the hearing. The following is an excerpt from the testimony drafted and presented by a Council
member with autism, “Massachusetts is a great state, to live in if you have a disability, because our
health care is wonderful and our state health system ensures that everyone can receive care no
matter their income. This is crucial as the majority of autistic adults are either unemployed or
under-employed. However, once we find a doctor, they may still not know anything about Autism
Spectrum Disorders. This can make it hard to get your more pressing needs met. When you just want
relief from the flu or a broken bone fixed, you do not want to deal with explaining what autism means
to nurses or doctors.”

After receiving the Council’s testimony on H1932, the Chair of the Joint Committee on Public Health
requested a briefing with the Council.  The Chair discussed with the Council how he viewed the bill
favorably and what actions could be done to move the bill forward out of Committee.  H 1932 was
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reported favorably from the Joint Committee on Public Health.

In FY 16 the Council continued to support policy initiatives like the Healthy People 2020 Roadmap for
MA Children and Youth with ASD/DD that would increase services and supports for people with
autism.  The Healthy People project continued to focus on quantifying needs of children with
ASD/DD, recommending interventions to address those needs and outlining an evaluation plan and
program surveillance strategy to monitor future needs of the ASD/DD population.  During FY 2016,
the Council and the advisory board reviewed the findings from the focus groups performed with
different populations throughout Massachusetts.  Individuals in focus groups stressed the need for
more practitioners to be able to speak in the native language of their consumers, access to more
practitioners and services in different parts of the state, and the need for more integrated services.  A
242 page document was developed that included recommendations that will be presented to the
Autism Commission in FFY 17, now a permanent entity in the state.    

Finn Gardiner, an individual with autism, continued work on his Gopen Fellowship in FFY16.  Finn
continued implementing a six-month mentoring program for adults on the autism spectrum called
Spectrum Skillshare. The project entails recruiting autistic adults who are experienced with the
working world, higher education, navigating bureaucracy and other life skills to serve as mentors for
other autistic adults who are less experienced with these skills.   Finn served as a mentor to one
individual helping the mentee with her résumé and cover letters.  She had been having difficulty
receiving responses with her first cover letter draft, but after Finn helped her identify what makes a
cover letter more successful and worked with her to edit the cover letters, she received five
responses to her letter. Mentees checked in at different rates depending on their individual needs;
some needed more continuous mentoring, while others only needed to check in once in a while. In
March, a “Moving Toward Career Success” workshop was held, which was attended by six autistic
self-advocates. Participants learned how to improve their résumés, hone their cover letters, succeed
in job interviews, and create a solid career network. Finn developed several products during his
Fellowship, including comprehensive training materials for mentors and mentees. He is in the
process of publishing copies of the autism community resource guide that was written for the
Spectrum Skillshare project participants. The guide includes helpful information for the general
public. Finn also shared information about Spectrum Skillshare with state policymakers . The Institute
for Community Inclusion utilized $3,750 of a $15,000 Council grant, contributing $1,174 towards
supporting the fellowship.  At the conclusion of his Fellowship, Finn enrolled in a fulltime graduate
program at Brandeis University’s Heller School. Finn is exploring the possibility of housing the
Spectrum Skillshare autism mentoring project at the Boston chapter of ASAN, the Autistic
Self-Advocacy Network.

The Council continued its partnership with the Autism Insurance Resource Center (AIRC) in FFY16.
AIRC utilized $8,750 of a $35,000 Council grant for information and referral via phone and email on
issues related to insurance coverage for autism-related treatments and services, contributed an
additional $8750 for this activity.  In FY16, 1,037 people utilized information and referral services via
phone or email through the center, a slight increase in the volume of requests from adults or families
of adults, requesting assistance from the prior year.

AIRC used $8,750 (25%) of the $35,000 grant to maintain and add documents and links to
information on the AIRC web pages, contributed an additional $875 for this activity. The website was
frequently updated, as information about MassHealth ABA coverage has become available, and a
settlement by the Attorney General's Office with a Private Insurer resolving over-restrictive practices
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was announced. The website continues to be frequently updated with current information, and
provides a critical resource for the autism community. There were 20,466 unduplicated visits to the
web pages in FFY016, slightly higher than the prior year.  AIRC also used $8,750 (25%) of the
$35,000 grant to present to consumer groups, clinicians, providers, educators, and other interested
parties on autism insurance, providing an additional $875 for this activity. 21 trainings were
conducted across the state, educating 595 people on autism insurance. 501 individuals were trained
in formal/ informal community supports and 94 were trained in health services.

Trainings for health services were completed with patient financial counselors at hospitals to explain
how autism insurance works, and why many families may be approaching them for assistance
applying for MassHealth in order to access autism treatments. Surveys of attendees from all trainings
continue to be favorable, with attendees reporting increased knowledge about insurance gained
through the training.

AIRC used $8,750 (25%) of the $35,000 grant to develop and present webinars on autism insurance
and related topics, contributing $875 for this activity. Webinars were presented bi-monthly, with
additional sessions on timely topics adder as needed. The webinars are recorded and available on
the website. Many people access these webinars after the initial presentation, and find the
information valuable. 12 webinars were held and attended by a total of 471 individuals.  Webinar
topics included general presentations on autism insurance, MassHealth Disability Evaluation
Services Unit, and insurance denials and appeals. One webinar was also held for the Asperger's
Autism Network on Healthcare coverage for adults with autism. Another webinar was held for EI
professionals on autism insurance with an overview of how insurance works after children transition
from EI, and steps professionals should be taking to ensure that children have coverage in place to
access treatments after EI. 

Over 200 policymakers were educated and 121,279 members of the general public were reached
through the Council’s initiatives in FFY16.  The Council also connected individuals with autism and
other disabilities and their families with information they need to access services and supports by
financially supporting these individuals to attend trainings.  One parent stated: “The Council funds
were used for respite care and conference fee for the current trends in Autism Conference. I obtained
vital information in regards to AAC, sensory integration, and behavior intervention that will help us not
only through our son’s upcoming IEP process, but also with daily living.” 

The five-year objective to provide information needed to access services and supports to a minimum
of 500 individuals living with autism and their family members was met.  The Council reached 3,221
people through the activities under this objective.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 816

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 
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SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 21,828

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0

Objective 6.3: 

A minimum of 1000 people with developmental disabilities will have the information
on human rights and safety they need to lead safe and productive lives in the
community.

Implementation activities: 

1. Partner with the Disability Law Center, MA Advocates Standing Strong, state agencies and other
advocacy groups to develop a coordinated advocacy strategy to educate people with developmental
disabilities and others on protecting human rights. 
2. Conduct trainings with individuals with developmental disabilities on rights and protecting their
safety.
3. Educate and solicit the support of individuals, families, providers, policymakers and the general
public on improving safety of people with developmental disabilities.
4. Support a National Background Checks bill and other budget and policy initiatives that enhance
the capacity to protect the rights and safety of people with DD.

Activities undertaken were: All met Partially met Not met
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Timelines: 

1. Completed. See FFY14 PPR.
2. 10/1/11 - 9/30/16.
3. Completed. See. FFY14 PPR.
4. Completed. See FFY14 PPR.

Timelines established were: All met Partially met Not met

Annual Progress Report: 

Recognizing gaps that existed in the service delivery system in protecting the personal safety of
people with developmental disabilities, in 2013 the Council partnered with the MA Down Syndrome
Congress, Arc of MA, the Disability Law Center, MA Advocates Standing Strong, the Disabled
Persons Protection Commission, the Department of Developmental Services (DDS), and the
Department of Public Safety to support H1674, An Act to Require National Background Checks. This
bill dictates that any person seeking employment or a position as a volunteer or trainee to individuals
served by the DDS or its vendor agencies be required to have a national criminal background check,
utilizing the Integrated Automated Fingerprint Identification System maintained by the FBI. In FFY 14,
the bill was signed into law. 

In FY16, the Council continued its participation at the “Statewide Taskforce on Preventing Abuse of
people with disabilities” Statewide Summit.   The task force is made up of 12 disability partners and
self-advocate leaders.  One policymaker from the State Senate was present for the policy discussion.
Representatives from the MA Office on Disability (MOD), the Department of Developmental Services
(DDS), the Arc of Massachusetts and the Disabled Persons Protection Commission (DPPC) were
also present for the policy discussion.   There was a robust discussion around the Disabled Persons
Protection Commissions’ registry and the fact that providers could voluntarily check the registry and
the lack of appeals process – a point brought up by Council staff.  It was discussed that a mandatory
registry is a viable solution since substantiated abuse claims do not provide clarity on what actually
took place.  Sometimes the abuse is a result of provider neglect and not always the individual
providing the care.  The issue of cost came up frequently during the discussions about managing and
housing the registry.    After the summit, a working group, “the Statewide Taskforce on Preventing
Abuse of People with Disabilities” was formed with 12 partners, and the number of partners continues
to grow.  Discussions continued from the recommendations made by each of the breakout groups at
the summit. The group has created a list of several action steps which includes speaking with
Commissioners of several state agencies, creating fact sheets and other educational materials about
the DPPC Registry, etc.

The Council has testified and educated policymakers on one of its policy priorities related to human
rights and safety of people with disabilities.  Testimony was delivered by the Council Chair to .  17
legislators on the Joint Committee on Public Health about on H3270 “An Act concerning
nondiscrimination access to organ transplantation”, along with 75 members of the general public that
were present. H3270 will mandate that individuals with mental or physical disabilities will be
considered eligible to receive organ transplants, receive medical and related services related to
organ transplants, be referred to transplant centers, be placed on waiting lists in accordance with the
way able bodied individuals are placed, and be provided insurance coverage for related procedures.
It would direct covered entities to make reasonable modifications to their policies when necessary to
ensure that equitable treatment is received, and designate that the remedies will be the same as
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those in the Americans with Disabilities Act.  

The following is an excerpt from the testimony delivered by the Council’s Chair: “Unfortunately, many
people with disabilities who experience discrimination, abuse, and neglect in medical settings never
have the opportunity to share their stories nor have their voices heard. Nevertheless, we know of
many cases in which people with disabilities have been unjustly denied access to lifesaving organ
transplants. We know of Mia Rivera, a toddler who was initially denied a kidney transplant in January
2012 because she has an intellectual disability; Paul Corby, who was denied a heart transplant in
August 2012 because he is autistic in a decision that was never reversed; and Anthony Stokes, who
was initially denied a heart transplant in August 2012 because he was labeled “noncompliant,”
potentially due to learning disabilities. Some unscrupulous medical professionals may raise concerns
that people with certain disabilities, particularly those who have significant cognitive and intellectual
disabilities, may be unable to fully participate in decision-making processes about their medical
treatment, or to comply with post-transplantation treatment regimens. Others may speculate about
the capacity of the potential transplant recipient to contribute to society. These concerns are rooted in
baseless and outdated assumptions about people with disabilities. With appropriate supports and
accommodations, people with disabilities can participate in their own treatment decisions and
manage their own post-surgical treatment regimens. Given the supports and services necessary to
maintain a lifestyle in accordance with an individual’s own goals and desires, people with disabilities
can participate fully and equally in their own communities and society at large.”  The Council
maintains regular contact with committee members to answer logistical questions around the impact
the bill would have on people with developmental disabilities.  At the conclusion of FY16, H3270 had
been voted favorable out of committee and passed through both the House and Senate.  The bill was
signed into law by the Governor on December 12, 2016.

The five-year objective to provide 1000 people with developmental disabilities with the information
they need to live safe and productive lives in the community was met.  1306 people with disabilities
were impacted as a result of these initiatives.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 0

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 0

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 
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SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 0

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 17

SC05 Members of the general public reached: 75

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $0
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Section III: Progress Report - Goals and Objectives

Goal 7:  Self-Determination
Individuals with developmental disabilities gain control and exercise self-direction in their lives.

Area of Emphasis Planned for this Goal Areas Addressed

Quality Assurance planned addressed

Education and Early Intervention

Child Care

Health

Employment

Housing

Transportation

Recreation

Formal and Informal Community Supports planned addressed

Strategies Planned for this Goal Strategies Used

Outreach planned used

Training planned used

Technical Assistance

Supporting and Educating Communities

Interagency Collaboration and Coordination

Coordination with Related Councils, Committees and Programs

Barrier Elimination planned used

Systems Design and Redesign

Coalition Development and Citizen Participation

Informing Policymakers planned used

Demonstration of New Approaches to Services and Supports

Other Activities

Intermediaries/Collaborators Planned for this Goal Actual

State Protection and Advocacy System planned used

University Center(s)

State DD Agency planned used

Other Collaborators Planned:

Alliance for 21st Century Disability Policy, MA Advocates Standing Strong, Easter Seals, Post-secondary Institutions, The Arc of Massachusetts,
Mass. Families Organizing for Change, Massachusetts Sibling Support Network, Advocates for Autism in Massachusetts, the Mass. Down Syndrome
Congress, Disability Law Center, and the Federation for Children with Special Needs

Other Collaborators Actual:

Alliance for 21st Century Disability Policy, MA Advocates Standing Strong, Easter Seals, Post-secondary Institutions, The Arc of Massachusetts,
Mass. Families Organizing for Change, Massachusetts Sibling Support Network, Advocates for Autism in Massachusetts, the Mass. Down Syndrome
Congress, Disability Law Center, and the Federation for Children with Special Needs

Objective 7.1: 

A minimum of 500 individuals with developmental disabilities shall have the choice of
DDS services or qualified DDS providers and shall be able to change their services or
service providers by September 30, 2016.
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Implementation activities: 

1. Collaborate with Mass. Alliance for 21st Century Disability Policy (MA21), DDS and others.
2. Support policy to enhance the use of self-directed supports.  (If “Real Lives” legislation passes)
Review and comment on new regulations, guidelines, procedures resulting from passage of “Real
Lives” bill.
3. Develop training materials and educate and solicit the support of individuals, families, providers
and policymakers on the principles of “Real Lives”.
4. Advocate for policy and budget initiatives that support the Real Lives Initiative.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed.  See FFY 14 PPR.
2. 10/1/13 - 9/30/16
3. 10/1/11 - 9/30/16
4. 10/1/11 - 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

The Council previously established a partnership with the Arc of Massachusetts (ArcMA),
Massachusetts Advocates Standing Strong (MASS) and seven other disability organizations in the
Massachusetts Alliance for 21st Century Policy (MA21) to advance self-directed supports in
Massachusetts.   MA21 partners include statewide disability advocacy organizations Massachusetts
Families Organizing for Change (MFOFC), Massachusetts Down Syndrome Congress (MDSC),
Advocates for Autism of Massachusetts, Massachusetts Sibling Support Network and other nonprofit
agencies and provider organizations.   In  FFY 2015 approximately 533 individuals were trained in
self-directed supports.  

During FFY16, the Council and its MA21 partners continued promoting self-directed supports for
individuals with developmental disabilities.  Most activities under this objective were conducted in
partnership with The Arc of Massachusetts and Massachusetts Advocates Standing Strong.  ArcMA
utilized $25,000 of a $50,000 grant from the Council to advance self-determination for people with
developmental disabilities.  ArcMA contributed an additional $15,154 in support of this project.  As
the MA21 facilitator, ArcMA held eleven MA21 meetings to share information and provide a setting
where organizations could discuss challenges and recommend strategies to improve and increase
individualized self-directed supports.  Group members met with DDS policymakers several times to
share recommendations about improving systems and practices for self-determination.

Development of a formal policy for self-direction is proceeding through the Self-Determination
Advisory Board established in the Real Lives law under the auspices of the DDS and the Disabled
Persons Protections Commission (DPPC)   Several MA21 members serve on the board.  They
helped organize and participated in a “Beyond the Real Lives Law” summit in September.  The sold
out forum was attended by 220 stakeholders, including policymakers, elected officials, central office
staff at DDS, people who provide support at all levels from direct care to executive directors, family
members and individuals receiving support in the DDS system.   The summit was designed to

OMB 0985-0033     2016 DD Suite PPR : Massachusetts Developmental Disabilities Council Page 61 of 74



provide an opportunity for individuals with developmental disabilities to use self-advocacy skills to
participate in decisions about current service delivery, future improvements, and to take the lead in
the policy arena. An analysis of this successful forum is underway and will result in a set of action
plans for the Real Lives Movement in 2017.

Research on a national level was conducted to view how other states are supporting self-direction.
MA21 members also continued to meet with the Real Lives Commission and DDS to make
recommendations on Agency with Choice as a more viable model of service. Agency with Choice is a
co-employment program allowing individuals to partner with an agency in hiring,  training and
managing the staff they work with.  Policies and procedures were revised to improve access for
families and individuals.

360 policymakers were educated about self-determination under this objective.   Information about
the importance of providing sufficient resources for self-determination and individualized supports
was shared with members of the Massachusetts Legislature, appointed officials and policymakers in
human services and other state agencies.    Other activities centered on educating policymakers at
MassHealth (the Commonwealth’s Medicaid department) about the Adult Family Care and Personal
Care Assistance programs as options for self-directed supports for individuals with DD living in the
community.   Over $7.7 million dollars were gained in SFY16 for informal and formal community
supports.  Five distinct products were distributed to policymakers, including two fact sheets on
updated eligibility guidelines for MassHealth and DDS.      

303 people were trained through the Council’s grant to The Arc MA.  276 people were trained in, and
79 people were active in, systems advocacy in self-directed choice, control and authority in
determining DDS services or providers.  Trainings included small group sessions, webinars,
statewide and regional leadership forums and statewide disability conference breakout sessions.  
300 individuals benefitted from formal and informal community supports, including individuals with
Autism and Prader-Willi Syndrome who were previously ineligible for state services.  97 individuals
have self-directed residential supports.  The Council received a letter from an individual about the
impact the Council funded training had on the individual and her family.  The individual was attending
a day program and not spending time in the community. Both the individual and her mother
expressed frustration with this situation. The Mom and daughter attended a Council sponsored
training and learned more about other options. A Family Outreach Consultant spent time with them
talking about their vision for the future.   They discussed the possibility of using self-directed funding,
and the individual is now using self-directed funding 2 days per week and participating in community
activities which she enjoys.

In Central Massachusetts a 24-year-old man and his family reported how initially he was “stuck at
home”.  With little to no adult services, his Mom was burned out, and the son was bored and
becoming increasingly behavioral.  Together they created a vision and used “the beehive”, a strategy
to identify priorities, to outline the next steps.  A Family Outreach Consultant provided the family with
information about the Autism Omnibus Law.  He is now receiving DDS services and they are using
Agency with Choice to support his volunteering in the community.  He will soon begin attending day
services.

The Commonwealth’s statewide self-advocacy group for people with intellectual and developmental
disabilities, Massachusetts Advocates Standing Strong, spent $3,529 of a $60,000 Council grant for
activities to support this objective.  MASS contributed an additional $3,529 to the initiative.   MASS
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conducted trainings and held meetings to educate individuals, provider staff, DDS staff and families
on self-determination options available in Massachusetts.  Eight individuals, including six
self-advocates, were active in systems advocacy about quality assurance under this objective.  15
MASS representatives participated in committees including peer support groups, MA21 and DDS’
Self-Determination Advisory Board, Human Rights Committee and Community First Committee. 
MASS also continued implementing its Choice and Control project to educate people with disabilities,
staff and others to support self-advocates’ knowledge, skills and advocacy for self-directed services. 
Four MASS representatives assisted in planning and presenting at the September “Beyond Real
Lives” summit.  

The five-year objective that a minimum of 500 individuals with developmental disabilities shall have
the choice of DDS services or qualified DDS providers, and shall be able to change their services or
service providers, was exceeded.  877 individuals are enrolled in self-directed services at DDS
through Agency with Choice and the Participant-Directed Program (PDP), and 1120 individuals
participating in shared living arrangements.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 303

SA02 People trained in leadership, self-advocacy, and self-determination: 0

SA03 People trained in systems advocacy: 276

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 89

SA05 People attained membership on public/private bodies and leadership coalitions: 15

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0

Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 2

SC02 Number of organizations involved coalitions/networks/partnerships: 23

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 360

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 
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RL01 Dollars Leveraged: $26,100,000

Objective 7.2: 

A minimum of 50 Individuals with Developmental Disabilities will acquire skills needed
for self-sufficiency through MDDC Independence College by September 30, 2016.

Implementation activities: 

1. Establish training coordinator position at the Council.
2. Establish partnerships with MASS, DPPC, Easter Seals, Partners for Youth with Disabilities and
others to combine training efforts under Independence College.
3. Work with partners to Develop a curriculum, establish credit values, etc. 
4. Partner with colleges, business and others to expand opportunities for students.
5. Recruit and enroll students.
6. First class graduates from Independence College.
7. Second Class graduates from Independence College.

Activities undertaken were: All met Partially met Not met

Timelines: 

1. Completed. See FFY12 PPR.
2. Completed. See FFY13 PPR.
3. Completed. See FFY14 PPR.
4. 10/1/12 - 9/30/16
5. 10/1/13 - 9/30/15
6. By 9/30/15
7. By 9/30/16

Timelines established were: All met Partially met Not met

Annual Progress Report: 

As an amendment to the Council’s 2013 State Plan, Independence College (IC) was established to
assist individuals with developmental disabilities to acquire skills needed for self-sufficiency.
Independence College is a unique program similar to a college certificate program, where students
accrue credits by completing core courses, electives, and participating in a practicum project. The
students gain knowledge and experience in their desired area of interest, and develop the 'soft skills'
necessary to participate in the community as an adult. Instead of designing a new curriculum, the
Council implemented a strategy to connect students to existing trainings available through
organizations across the state that provide a multitude of opportunities teaching people with
disabilities a variety of skills. The Council partnered with MA Advocates Standing Strong (MASS) to
continue developing and expanding Independence College.  In 2016, MASS utilized $3,529 of a
$60,000 Council grant toward implementation of Independence College, providing an additional
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$3,529 to support the project. 

IC students are required to attend an Orientation Session, complete three Core Classes (Basic
Self-Advocacy, Awareness & Action, and Explore Prepare Act) and fulfill three electives in their area
of interest. The electives offered were Choice and Control, Self-Direction, Voting, Basic Legislative
Advocacy, and How to be an Active Board Member. All graduating students presented a final
practicum project to the joint Steering and Executive Committee. The practicum requirements
included the project goal(s), the activities performed, what was learned, the struggle(s) faced, and
what was accomplished.

A Steering Committee comprised of predominantly self-advocates was formed in 2013 to review the
curriculum and assist in the development of the practicum requirements and overall continued
development of Independence College. Steering Committee membership consists of 6 individuals
representing Easter Seals, MASS, and the Council. The Steering Committee’s role in 2016 was to
review all practicum presentations and make graduation recommendations. 

In 2016, the Executive Committee, comprised of MASS and MDDC self-advocates and staff, held 7 in
person meetings.  Additional calls between the Council’s Training Coordinator and MASS’ Training
Coordinator took place various times throughout the fiscal year.  The Committee revamped the three
Core Class requirements and replaced Awareness and Action with Self- Direction.  The Committee
felt requiring Self-Direction would better prepare the students for their practicum project.  Awareness
and Action was moved to the Electives field and Your Rights 101 was also added as an elective.  

In FY 2015, the pilot of Independence College graduated 11 students.  In 2016 42 self-advocates
were accepted into the second year of the college.  Orientation was held in October, and all
Semester One classes were offered between October-December, utilizing donated space from
Cambridge College and Roxbury Community College.  Each course held two trainings to
accommodate both day and evening schedules; Basic Self-Advocacy 38 attended; Self-Direction: 35
attended; and Explore Prepare Act: 34 attended.   Make up classes were scheduled for the second
semester to accommodate the students who were unable to attend the core requirements.  

Semester two training classes were offered between January-March.  The trainings were held at
Quincy College and at corporate conference space in a professional office building.  A Semester
Review meeting was held in January with the enrolled students, where semester two class schedules
and the practicum project requirements were discussed.  Enrolled students were offered and
completed the following: Awareness and Action trained 20 students; Voting trained 23 Students; Your
Rights 101 trained 27 students;  Basic Legislative Advocacy trained 8 students; and Choice and
Control trained 11 Students. Students submitted their project proposal to the Steering Committee for
review and the Council assigned mentors to work with the students to guide them through the
process.  At the end of semester two, 34 students remained enrolled in Independence College. 
During the third quarter of the fiscal year, two remaining class electives Basic Legislative Advocacy
and Choice and Control were offered at Cambridge College.   Basic Legislative was taught to 17
students and Choice and Control to 13 students in April. 31 students successfully delivered their
practicum and completed the requirements to obtain a diploma from Independence College. The
practicum presentations were diverse and well thought out by the students.  One of the practicum
presentations that stood out was by a young lady who presented on the steps she could take to live a
healthier lifestyle.  The practicum gave her the push to better manage her type 2 diabetes and take
ownership of her health.  The student compiled a binder with healthy recipes and also joined a
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diabetes support group at the Beth Israel Deaconess Hospital in Boston.  The student credited her
actions to the classes she took at Independence College.   

Graduation was held at the Neighborhood Club in Quincy, MA, where in addition to the 31 students,
an additional 64 guests attended, including family members, friends, and PCA support.  Prior to
receiving their diploma, students were invited to the podium to speak about the impact of IC on their
lives.  The keynote address was delivered by  a state Senator who is a member of the Senate Ways
and Means Committee and the Joint Committee on Children, Families, and Persons with Disabilities.

The Council viewed the Independence College pilot program as an overall success in providing
training opportunities for people with developmental disabilities to acquire the skills needed for
self-sufficiency.  Independence College was established to utilize existing training opportunities. One
issue encountered was the inability to send students to training opportunities being held at provider
organizations.  IC students could not participate if they were not a client of the provider agency. A few
providers have worked with Independence College to get some of the students into classes being
held at their agency, but many have not.  This issue required establishing a separate Independence
College training schedule. In FFY15, the Council reported barriers working with training teams,
including difficulty solidifying class schedules and little advanced notice of classes from outside
training teams. This issue was resolved in FFY16 as a result of the training teams meeting in person
and via conference call throughout each semester.  Another barrier identified was continued issues
around getting in contact with students via phone and e-mail at their homes or through their staff,
particularly those who reside in a group home setting. There has been some disconnect between
group home staff, the students, and their agency leadership when trying to schedule the students’
classes. This has resulted in students not attending the classes they signed up to take. These
barriers directly impacted the Council’s ability to meet the target prediction of graduating 50 students.
 

The five-year objective to support a minimum of 50 individuals with developmental disabilities to
acquire skills needed for self-sufficiency through Independence College was partially met. 42
students graduated from Independence College, and the Council has chosen to continue this effort,
receiving over 30 applications for FY17.

Performance Measures

Performance Measure 1.1 (self-advocacy/advocacy): 

SA01 People trained in area related to goal/objective: 201

SA02 People trained in leadership, self-advocacy, and self-determination: 78

SA03 People trained in systems advocacy: 50

Performance Measure 1.2 (self-advocacy/advocacy): 

SA04 People active in systems advocacy: 0

SA05 People attained membership on public/private bodies and leadership coalitions: 0

SA06a Other self-advocacy measure: 0

SA06b Other self-advocacy measure: 0

SA06c Other self-advocacy measure: 0
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Performance Measure 2.1 (systems change): 

SC01 Programs/policies created or improved: 0

SC02 Number of organizations involved coalitions/networks/partnerships: 6

SC03 Organizations engaged in systems change efforts: 0

SC04 Number of public policymakers educated: 0

SC05 Members of the general public reached: 0

SC06a Other systems change measure: 0

SC06b Other systems change measure: 0

SC06c Other systems change measure: 0

Performance Measure 3 (resource leveraging): 

RL01 Dollars Leveraged: $5,000
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Section IV: Satisfaction with Council Supported or Conducted Activities

Individual Survey Responses:

Number of responses: 188

Respect (%): Yes 99.54%  |  No 0.55%

Choice (%): Yes 93.96%  |  No 6.04%

Community (%): Yes 93.92%  |  No 6.08%

Satisfaction (%): 66.85% Strongly Agree | 31.49% Agree | 1.10% Disagree | 0.55% Strongly Disagree

Better life (%): 58.33% Strongly Agree | 39.44% Agree | 1.67% Disagree | 0.56% Strongly Disagree

Rights (%): Yes 96.84%  |  No 3.16%

Safe (%): Yes 96.71%  |  No 3.29%

Individual Comments:

Not all respondents answered all questions.  The high number of respondents for a question was 181 an the low
number of respondents for a question was 152 (question 8).  Nearly all respondents provided positive feedback. 
Of the few who did not, most of those were related to
process, such as the requirements for receiving Council Empowerment funds.  
Sample comments included:

Overall a great experience! It was great to see (name) vision on paper and the steps needed to get there! And
we have the permanent record to fall back on to keep us chugging along. Thank you for accepting us into the
grant!

Each student learned so much from each other as they represented their communities. They were encouraged to
use the talents they already possess to better their communities, and themselves. You can't imagine how
priceless that is to be given the gift of self-worth. Thank you.

The program really jump started a vision for my 19 year old autistic son's future.

Autism Housing Pathways has allowed me to better focus and stay on track as we plan my sons’ future. The
maze is daunting and having empathetic, knowledgeable and passionate individuals on my side has made all the
difference. 

The Person-Centered Planning Meeting was an excellent tool for my son's family and educators to bring vision
and hope to assist with transition planning. I am very grateful for the support and resources. 

The ICE program has helped my son gain confidence in moving around a community of his peers who do not
have disabilities. The program has helped him develop a confidence in his own abilities to communicate his
wishes and desires to others. Attending classes with his adult peers has helped him see that he can learn what
his peers are learning with support, and that all people need support. 

My son has really thrived through this program. His self-esteem, independence, socialization, skills and health
have greatly improved through this program.

My daughter is learning the necessary skills to eventually live and work with some independence. This program
is giving her the confidence that she will need as she turns 22 and will not have the supports she is afforded
currently. Traveling independently and navigating a college campus will give her the confidence she needs to be
successful.
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Stakeholder Survey Responses:

Number of responses: 8

Choices & Control (%): 100.00% Strongly Agree | 0.00% Agree | 0.00% Agree Somewhat | 0.00% Disagree
Somewhat | 0.00% Disagree | 0.00% Strongly Disagree

Participation (%): 100.00% Strongly Agree | 0.00% Agree | 0.00% Agree Somewhat | 0.00% Disagree
Somewhat | 0.00% Disagree | 0.00% Strongly Disagree

Satisfaction (%): 100.00% Strongly Agree | 0.00% Agree | 0.00% Agree Somewhat | 0.00% Disagree
Somewhat | 0.00% Disagree | 0.00% Strongly Disagree

Stakeholder Comments:

Eight disability groups participated in the stakeholder survey. The participants responded to questions about the
Council's strengths and weaknesses and made recommendations for potential future activities. Participants
noted the impact of Council support in organizing identifying outreach/action steps to support the passing of
important legislation.  Participants noted that the Council is very effective in supporting efforts to organize
advocates to move towards goals for a quality life in the community and the support that families and individuals
need in order to make that happen. Council efforts have helped many families and professionals in the disability
service field understand the importance of individualized supports that bring greater opportunity for people with
developmental disabilities live their lives based on their own interests and dreams. The Council also supported
advocacy groups to provide substantial consultation to ongoing priorities such as the HCBS Rule and DDS
regulation changes.  It was recommended that the Council to expand the use of social media to include more
frequent posts for people with developmental disabilities and families to participate advocacy opportunities. 
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Section V: Measures of Collaboration

Critical issues/barriers affecting individuals with developmental disabilities and their families that the
collaboration has jointly identified:

1.  Supporting Self-Advocacy

2.  Leadership Development

3.  Voting

OMB 0985-0033     2016 DD Suite PPR : Massachusetts Developmental Disabilities Council Page 70 of 74



Section V: Measures of Collaboration

  Issue 1:  Supporting Self-Advocacy

Description of collaborative issue/barrier or expected outcome:

The statewide self-advocacy organization has existed for over 15 years and has been steadily moving toward
self-sufficiency.  The DD Network is collaborating to support board development (independence) and program
development (self-sufficiency), expanding the self-advocacy network, and developing strategies for long term
viability.  In FFY16 the network, along with the state DD agency, continued supporting regional efforts to better
link the local self-advocacy groups with statewide activities, finalizing expansion to another region.  The
partnership also continued funding for a consultant to work with the MASS board on program development and
fundraising.

Life Areas:

Self-Determination Health Transportation Recreation

Employment Education Childcare Housing

Community Inclusion Quality Assurance

Council roles and responsibilitites in collaboration:

The Council directly supports MA Advocates Standing Strong (MASS), the statewide self-advocacy organization
for people with developmental disabilities.  Our partnership focuses on working toward self-sufficiency.  The
support has been successful in helping MASS to diversify its funding sources to include more entities buying
services from MASS.  MASS has also expanded its working relationships with the DD Network, state agencies,
other advocacy groups and provider organizations.  Most significant, this support has provided MASS the
opportunity to hire more employees with developmental disabilities.

Problems encountered as a result of collaboration:

More effort is needed to compensate more self-advocates for the valuable contributions they make and services
they provide.  In addition, MASS continues to face issues impacting 501c3 organizations, and struggles to
balance the requirements of a non-profit with the goal of maintaining an organization managed by
self-advocates.

Unexpected benefits:

  Issue 2:  Leadership Development

Description of collaborative issue/barrier or expected outcome:

Community leadership by people with developmental disabilities and family members does not meet the level
needed to maintain strong community organizing and systems advocacy.  The DD Network maintains two year
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long fellowships for people with developmental disabilities and family members to develop and enhance
leadership skills and knowledge of disability issues and systems advocacy.  The Gopen Fellowship is for a
person with a developmental disability.  The Crocker fellowship is for a family member. 2013 was the first year
that the two fellowships operated simultaneously.

Life Areas:

Self-Determination Health Transportation Recreation

Employment Education Childcare Housing

Community Inclusion Quality Assurance

Council roles and responsibilitites in collaboration:

The DD Council underwrites 50% of the cost for the Gopen Fellowship for a person with a developmental
disability.  The fellow alternates work location between the ICI UCEDD and the Council.  The Gopen fellow is
actively engaged in policy and program work at the Council, using the opportunity as a vehicle to improve policy
knowledge and advocacy skills. The Council actively supports the Crocker Fellowship by providing similar
opportunities for the fellow.

Problems encountered as a result of collaboration:

Resources are inadequate to develop and support leaders to the extent needed to maintain long-term leadership
in the disability advocacy community.

Unexpected benefits:

The Fellowships have prepared graduates for greater opportunities in disability advocacy.  Recent graduates
have served as a Kennedy Fellow and completed the LEND graduate program. One graduate is employed at the
MA DD Council, one graduate was elected as chairperson of the statewide self advocacy organization, three
graduates have become Council members, one graduate founded a successful statewide sibling support
network, and one was hired as accessibility coordinator at the Boston Museum of Science.

  Issue 3:  Voting

Description of collaborative issue/barrier or expected outcome:

By 2016 people with disabilities total nearly one-fourth of the electorate.  On average, only 42% of people with
disabilities voted compared to 54% of people without disabilities in 2012.  If people with disabilities vote at the
same rate as people without disabilities there would be an additional 3 million votes cast across the US. In 2016
the Council joined the Disability Law Center's RevUp MA initiative, partnering with the P&A, Independent Living
Centers and other disability advocacy groups in an effort to increase participation of people with developmental
disabilities in the election process.

Life Areas:

Self-Determination Health Transportation Recreation

Employment Education Childcare Housing
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Community Inclusion Quality Assurance

Council roles and responsibilitites in collaboration:

The Council provided the technical staffing to build and manage the RevUp MA database and website.  The
website provides useful information and tools for voters with developmental disabilities.  A campaign to register
voters was undertaken and individuals could choose to be included in the database, which was used to provide
timely information and to connect ILCs to voters with developmental disabilities in their area who need
assistance.

Problems encountered as a result of collaboration:

Follow up data on actual voting numbers was difficult to obtain.  This issue will be addressed going forward.

Unexpected benefits:

The participating organizations have made a commitment to continue this effort in future years.
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Section VI: Dissemination

The Council issues a press release on the Program Performance Report upon federal approval.  The Council
also creates an "Annual Report to the Citizens of the Commonwealth", a four page report specifically designed to
give the average citizen a better understanding of the Council, its purpose and its major accomplishments.  The
report provides information about the Council, an update on addressing the State Plan goals and objectives,
highlights of activities and accomplishments from the federal annual report, and financial information for the fiscal
year.  The "Annual Report to the Citizens of the Commonwealth" has received the Association of Government
Accountants (AGA) Certificate of Excellence every year since 2008.  Both reports are posted on the Council's
web page, an announcement and link are provided on Facebook and Twitter.  

Dissemination of the 4 page report report is accomplished through direct mailing to the Governor, Massachusetts
Congressional Delegation, the Massachusetts State Legislature, our DD Network partners and the
Commissioners and Secretaries of key state disability agencies.  Hard copies of the "Annual Report to the
Citizens of the Commonwealth", as well as the federally submitted Program Performance Report, are provided to
all Council members.  Individuals with developmental disabilities, family members, advocates and other
organizations on the Council's advocacy and provider group lists are notified through direct e-mail and Facebook
and Twitter postings that both the official federal report and the summary report are available on the Council web
page. Hard copies are provided to anyone upon request, including large print and other alternative formats as
requested.
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