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CIVIL RIGHTS

Several chapters recently released their 2017 public policy 
platforms. These include: The Arc Maryland, The Arc 
Minnesota, and The Arc Virginia. 

The Arc New Mexico, with a coalition of other disability 
organizations, recently hosted a Pre-Legislative-Session 
Forum and Legislative Advocacy Training to teach 
advocates about upcoming issues and how to advocate 
to their legislators. Additionally, the chapter hosted a 
Disability Rights Awareness Day at the state capitol, which 
included visits with legislators and a rally.

The Arc Indiana and the Indiana Association of 
Rehabilitation Facilities recently organized a luncheon at 
the State House for freshmen legislators in order to educate 
new lawmakers on the priorities and concerns of the 
disability community.

The Arc Tennessee recently hosted a webinar series titled 
“The Power of Advocacy: The Arc Tennessee Public Policy 
Advocacy Webinar Series.” Topics included: (1) overview 
of the legislative process – state and federal; (2) navigating 
the Tennessee General Assembly website; (3) developing 
relationships with your elected officials; and (4) coalition 
building.

Michigan’s Lieutenant Governor Brian Calley, whose 
daughter has autism, held a press conference at the 
Macomb Oakland Regional Center last December covered 
by ABC News Detroit in order to respond to the Mayor 
of Warren, Michigan, Jim Fouts, making extremely 
disparaging and offensive comments about individuals 
with I/DD in a conversation that was secretly recorded and 
released. The Arc Michigan’s Director of Public Policy, 
Dohn Hoyle, attended the press conference. In response 
to the release of the tape, Lieutenant Governor Calley 
has launched a GoFundMe page for The Arc Michigan 

where he writes that “Every single person has value and 
worth. We must be vigilant in defending the dignity of all 
people, especially those with developmental or intellectual 
disabilities.”

Leo Sarkissian, Executive Director of The Arc 
Massachusetts, was interviewed on CBS Boston  as a 
result of Prudential Tower choosing to be lit up in orange 
to raise awareness of the chapter’s advocacy work. The 
Prudential Center selects a nonprofit partner for each 
night in December and lights the Prudential Tower in the 
organization’s color. During the interview, Sarkissian spoke 
about the chapter’s advocacy work around community 
inclusion and employment and highlighted the importance 
of basic civil rights enforcement for people with I/DD.

Lisa Pugh, Executive Director of The Arc Wisconsin, 
published a commentary in the Milwaukee Journal 
Sentinel in response to a prior commentary promoting 
institutionalization as a means of keeping people with 
disabilities safer. Pugh wrote: “Rather than hunkering 
down for another decade in secluded settings that are 
perceived to be safer, our organizations espouse the belief 
that the antidote to ignorance is exposure. People with 
disabilities in the classroom with their peers, in houses 
of faith, in our neighborhoods and in our community 
workplaces, results in real relationships that make people 
safer. Wisconsin has a history of overreliance on facility-
based settings, and it is time to shift our system to provide 
some balance of options for people who want a fuller life 
in the community.”

The Arc Texas has created a new online action center to 
serve as a resource for advocates to stay up-to-date on the 
latest issues affecting people with I/DD and their families 
and easily find and communicate with their legislators. 
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COMMUNITY-BASED LONG TERM 
SUPPORTS & SERVICES

The Arc Virginia, along with many self-advocates and 
family members, recently attended a public hearing about 
the state budget before the General Assembly in order 
to protest budget cuts to I/DD services. The Richmond-
Times Dispatch quoted Executive Director Jamie Liban 
as saying that the budget proposed by Governor Terry 
McAuliffe would result in a $10 million cut to funding for 
developmental disability services. Liban noted that: “We 
are very disappointed that the proposed budget reduces 
funding for the developmental disability waiver waiting 
list instead of addressing the backlog of unmet need…We 
simply cannot afford to take a step backwards.” Several 
speakers from the chapter’s network relayed stories of 
having to wait a decade or more for services. Others 
raised the importance of increasing DSP wages to support 
community living. Prior to the hearing, the chapter 
published a 2017 Budget Hearing Guide that included a 
toolkit for advocates on how best to provide feedback on 
the budget, specific waitlist numbers, and letter-writing 
tips, among other resources. 

The Arc Maryland is advocating for the passage of SB 
475, which would require additional funding in the 
state budget to reduce the Developmental Disabilities 
Administration Waiting List by approximately 100 per 
year. Maryland currently has over 8,000 individuals with I/
DD on waiting lists. The additional waiver slots would be 
given to those who are “homeless, living in time-limited 
temporary housing, at serious risk of physical harm or at 
risk of causing physical harm to others, or are living with 
a caregiver whose inability to provide the individual with 
adequate care due to the impaired health of the caregiver 
may place the individual at risk of serious physical harm.” 
As part of the chapter’s advocacy efforts, it is connecting 
legislators with families of individuals on waiting lists to 
give them the opportunity to see what everyday life is like 
for these families. In December, Kim Tart, a member of the 
chapter’s board of directors, hosted state senator Joanne 

Benson in her home to meet her 8-year-old son with I/DD, 
Monty. 

The Chicago Tribune recently published a three-part 
series about incidents of abuse and death inside Illinois’ 
group homes and the lack of proper oversight by the 
state, portraying the conditions as a natural result of 
deinstitutionalization. In response, The Arc of Illinois’ 
Executive Director Tony Paulauski and Board President 
Terri Devine each wrote letters to the editor expressing 
the importance of community living and calling on 
legislators to reform the system and fund a living wage 
for direct support professionals. Paulauski wrote: “Illinois 
can no longer continue to fund an obsolete institutional 
system at the expense of community services…It is time to 
invest those resources into home-and community-based 
services.” Devine wrote: “People with developmental 
disabilities and their families deserve better than Illinois 
policymakers have the guts to deliver… Community-
based living is the right thing to do, and it requires fiscal 
fortitude and support… Illinois must do better. We can no 
longer afford to shrug our shoulders and allow ‘politics as 
usual’ to fail our sons and daughters with intellectual and 
developmental disabilities.” 

The Arc Minnesota, along with the Minnesota Consortium 
for Citizens with Disabilities, recently organized an 
advocacy day at the state capitol. Participants made posters 
of stories showing the need to increase income and asset 
limits for Medicaid. Steve Larson, Executive Director of the 
chapter, spoke in favor of increased access to consumer-
directed community supports. 

The Arc California, along with a coalition of other 
disability organizations, hosted a briefing at the state 
capitol attended by over 30 representatives from 
legislators’ offices. Speakers emphasized that while the 
developmental disability services budget was increased 
by $500 million last year, funding was cut by over $1 
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billion over the previous ten years.  These funding cuts 
have resulted in the dramatic worsening of conditions for 
people with I/DD throughout the state. 

In celebration of National Family Caregivers Month, 
The Arc New Jersey brought family caregivers to the 
State House to discuss their challenges and priorities in 
supporting their family members with I/DD, such as the 
DSP workforce crisis and the waiting list. In total, this 
group met with over 40 legislators and Assemblyman 
Gordon Johnson presented families with a joint Senate/
Assembly resolution recognizing National Family 
Caregivers Awareness Month. Pictures from the event are 
available here. 

The Arc Massachusetts’ advocacy was instrumental in 
the recent decision of Governor Charlie Baker to fully fund 
the Department of Developmental Services’ “Turning 22” 
program which funds people with I/DD who require adult 
services. Without this funding, a parent may have to leave 
his/her job in order to care for a family member or a young 
adult with I/DD may be stuck at home in a potentially 
unsafe and isolating situation. Since 2010, the number 
of students turning 22 in Massachusetts has increased by 
53%, but the funding formula has not been updated since 
the early 2000s. In addition, the chapter recently held a 
one day “drop off” at the State House when chapter staff 
and members visited all 200 members of the state Senate 
and House of Representatives and provided them with 
copies of the chapter’s FY 2018 “Budget Ask,” requesting 

for a variety of services and supports for people with I/DD. 

The Arc Wisconsin’s Executive Director, Lisa Pugh, talked 
about Medicaid block grants, ending the wait list for 
children with disabilities, and two employment proposals 
for youth with disabilities in the state budget on WKOW’s 
Capitol City Sunday. The interview can be viewed here.

The Arc of Pennsylvania issued a press release 
commending Governor Tom Wolf’s proposed 
improvements to I/DD services in the 2017-2018 budget, 
including $26.2 million in waiting list funding to ensure 
that over 800 high school graduates receive supports to 
transition to life in the community and meaningful 
employment. The budget will also provide funds to serve 
1,000 individuals currently on the waiting list for 
emergency services through a new Community Living 
waiver option. Executive Director Maureen Cronin stated: 
“This is the type of investment Pennsylvania needs to 
ensure our disability service system supports individuals 
and families while using taxpayer dollars efficiently. 
Investing in services for young adults after they graduate 
means they will have a better chance at securing 
employment, creating a community network, and building 
skills instead of needing higher cost services later…This is 
the most forward-thinking budget for people with 
disabilities in at least a decade, and it is clear the Governor 
heard the concerns of people with disabilities, families, and 
advocates.”

DIRECT SUPPORT PROFESSIONALS

The Arc Arizona recently attended a hearing before the 
House Appropriations Committee of the state legislature to 
advocate for state funding to cover the costs of increasing 
the minimum wage for DSPs. Executive Director Jon 
Meyers testified about the negative impact that years of 
funding cuts have had on those with I/DD in the state, 
noting: “Workforce turnover in the entities that offer 
services and care…directly threatens the ability of people 
with disabilities to live and work in their community.”

The Arc New Jersey, in conjunction with other disability 
advocacy organizations, has created the Coalition for a DSP 
Living Wage. The coalition seeks to increase DSP wages by 
$1.25 per hour every year for the next five years, which will 
bring the starting wage up to $16.75 per hour by 2022. As 
part of this effort, the Coalition organized a holiday card 
drive to remind Governor Chris Christie of the important 
role DSPs play in the lives of people with I/DD and 
expressed support for a wage increase in the 2017 budget. 
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NYSARC, as part of the #bFair2DirectCare Coalition, 
criticized Governor Andrew Cuomo’s decision not to 
include $45 million for a living wage increase for DSPs 
in his budget and his proposal to eliminate the statutory 
cost of living adjustment. Current wages leave many DSPs 
eligible for food stamps. Due to the coalition’s persistent 
advocacy, a majority of the majorities in the state Senate 
and Assembly now support including funding for this 
increase in the state’s budget. The chapter has recently 
released a video explaining the need for a DSP wage 
increase from the perspective of DSPs and self-advocates 
and Steve Kroll, the chapter’s Executive Director, was 
recently interviewed on Capitol Pressroom discussing 

the coalition’s advocacy work and the devastating impact 
the failure to increase DSP wages has on people with I/DD 
throughout the state.

The Arc Indiana provided testimony on the state’s biennial 
budget bill (HB 1001) in support of a five percent increase 
in Medicaid Family Support Waiver and Community 
Integration and Habilitation Waiver reimbursement rates. 
Seventy-five percent of the increase would go toward 
increasing DSP wages to address the workforce shortage. 
Current wages leave DSPs only slightly above the federal 
poverty level for a family of three and at 33% of the state’s 
median family income.

The Arc Michigan recently successfully advocated for the 
passage of two different packages of bills:

 f HB 5409-5417 prohibits the use of restraint of 
seclusion in public schools except in emergency 
situations; prohibits mechanical or chemical restraint 
or restraint that inhibits breathing; requires parental 
notification; and requires staff training. Lieutenant 
Governor Brian Calley was instrumental in getting this 
legislation passed.

 f HB 5618-5621 & 5693-5695 modifies current “zero 
tolerance” policies regarding school suspension 
and expulsion to include consideration of situation-
specific factors. This legislation would also require 
consideration of restorative justice measures in 
disciplinary situations, encourage adoption of policies 
that emphasize restorative justice, and require 
reporting of certain incidents and disciplinary actions.

The Arc of the United States, along with The Arc 
Connecticut, recently filed an amicus brief in the case, 
Connecticut Coalition for Justice in Education Funding, Inc. 
v. Rell before the Supreme Court of Connecticut. The brief 
argues that the trial court’s requirement that the state 

EDUCATION

adopt standards that focus its special education efforts on 
students “who can profit from some form of elementary 
and secondary education,” rather than “spend fruitlessly 
on some at the expense of others,” violates the IDEA, 
which mandates that all students with disabilities be 
provided a free appropriate public education in the least 
restrictive environment. The brief focuses on research 
demonstrating that even students with the most severe 
disabilities can learn and often exceed expectations, the 
legislative history of the IDEA making clear that all students 
with disabilities are guaranteed the right to an education, 
and the fact that failure to educate these students violates 
the ADA’s “integration mandate” which has been vital 
in ensuring that people with disabilities have access to 
opportunities that allow them to live in the community, 
learn in general education settings, obtain post-secondary 
education, and work in integrated jobs at competitive 
wages. The Hartford Courant covered the case and quoted 
Shannon Jacovino, the chapter’s Director of Public Policy: 
“Intentionally or not, [the] ruling pits special education 
students against regular education students. If this 
happened with students’ race or religion, there would be a 
massive outcry.” 
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HEALTH

The Arc New Jersey has been actively involved in the 
“Protect the Lifeline” campaign spearheaded by The Arc 
of the United States and has launched a new section of its 
website for the effort. In January, Board President Robert 
Hage wrote a letter to the editor on the Affordable Care 
Act, which has been published in Express Times, NJ.com, 

Daily Journal, Asbury Park Press, and Shore News Today. 
The letter notes that: “The ACA, by increasing access to 
private health insurance and allowing states the option to 
expand their Medicaid program, has helped people with I/
DD live healthy and independent lives.” 

The Arc Wisconsin has been working with the Wisconsin 
Board for People with Developmental Disabilities to 
develop initiatives that help youth in transition secure 
employment. As a result of the chapter’s advocacy, these 
efforts are now included in Governor Scott Walker’s 

budget, which proposes $5.1 million in awards to 
school districts that help students with disabilities obtain 
employment and $1.5 million to help school districts 
improve transition programming that connects students 
with disabilities to jobs. 


