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Human rights depend on democracy: Protect it
 

Disability is a bipartisan human-rights issue, and the stakes for
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people with disabilities are huge if democracy is compromised in
any way.

First published in MinnPost on January 21, 2021.

By Amy Hewitt
 

A video clip circulated on social media last week showing people with disabilities

being forcibly removed by police from a congressional hearing. The caption,

clearly designed to garner outrage: “Disabled Trump supporters get arrested for

storming U.S. Capitol.” Two days later, Reuters ran a fact-checking piece that

identified the clip as a 2017 Senate hearing on the Affordable Care Act, where

about 200 disability rights activists protested a proposed amendment to the

legislation that would have made significant cuts to Medicaid.
 

In 2017, protesters were ripped from their wheelchairs, dragged from the Senate

hearing room, handcuffed, and pepper sprayed. Capitol police arrested 181 of

them. Their crime: disrupting the hearing with their chants as they fought to keep

people with disabilities from being re-institutionalized due to the loss of vital

home-based services.
 

How stunning and painful it was to watch the actual attack on our U.S. Capitol

this month, when a souvenir-grabbing mob was essentially allowed into the

chamber where legislators were beginning to confirm the votes from November’s

presidential election. The ensuing siege over the next several hours left several

dead and our hallowed core of democracy in shambles, but it resulted in relatively

few arrests. CNN’s Eliott C. McLaughlin pointed out the stark difference in police

response during several other protest events, including the 2017 Senate hearing.
 

It’s impossible not to compare how these mostly white extremists were initially

accommodated with how people with disabilities—and those standing up for

Black lives in the wake of police brutality—have fared. Because silence is

complicity, I am compelled to point out the troubling path that these disparities

portend.
 

Ableism and racism continue to plague our nation, and they boil over just as we

are fighting the pandemic on uneven ground.
 

People with disabilities and people of color are dying in disproportionately high

numbers. And for people with disabilities, reports of blanket, unlawful do-not-
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resuscitate orders make the dark days of eugenics and mass institutionalization a

not-too-distant memory. Those in hospitals are not getting the intensive

interventions and treatments that others do because of incorrect assumptions that

they cannot make informed decisions. Loved ones continue to struggle to advocate

for their family members’ well-being. And people with disabilities who live in

congregate care settings are dying at the highest rates of all.

On top of all that, many people with disabilities simply don’t have enough

resources to live, a problem that began long before the pandemic but has

worsened. We haven’t even begun to see all of the pandemic’s economic fallout,

but we know that people with disabilities have dramatically higher unemployment

rates than any other group. Of the people with intellectual and developmental

disabilities who have jobs, many of them had to give up those jobs in order to

comply with group home rules limiting exposure.

As I’ve struggled in recent days to wrap my head around the insurrection at the

Capitol, I come back to the simple truth that disability does not discriminate

among political ideologies. Disability is a bipartisan human-rights issue, and the

stakes for people with disabilities are huge if democracy is compromised in any

way. Protecting that democracy is our best chance of protecting human rights.

Amy Hewitt, Ph.D., is the director of the Institute on Community Integration at the

University of Minnesota.
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Vital Statistics: ICI Supplies Key Housing Data

The Centers for Disease Control and Prevention cites data monitored by the Institute

on Community Integration in its Healthy People 2030 objectives.
 

The CDC has set a target for reducing the percentage of people with intellectual and

developmental disabilities (IDD) living in congregate settings serving seven or more

people with disabilities to 11.5 percent in 2030, down from the current baseline of

22.7 percent.
 

As of 2017, 116,933 children and adults with IDD lived in facilities with seven or

more people. The number has declined dramatically since the Americans with

Disabilities Act was signed in 1990 and a subsequent U.S. Supreme Court ruling,

Olmstead v. LC, held that the law prohibited unjust segregation of people into

institutional living situations.
 

Tracking where people with IDD live and receive services remains a critical task,

however, and it has taken on new urgency as states and municipalities grapple with

a host of pandemic-related issues, including vaccination priority lists, and providing

personal protective equipment. Most states are prioritizing people living in nursing

homes for vaccines. However, those priorities leave out people with IDD in other

types of group settings, and the large and growing number of people with IDD

living with families or independently in their communities.
 



ICI has collected this data since 1977 under the Residential Information Systems

Project (RISP), which is a Longitudinal Data Project of National Significance for the

Administration on Intellectual and Developmental Disabilities. It is a study of the

settings in which people with disabilities who get long-term supports and services

live and how those settings differ by age.

“As a society, we do what we monitor, and the CDC continues to make tracking

people living in institutions a public health priority,” said ICI’s Sheryl Larson

(pictured), principal investigator for RISP.

Importantly, RISP and other ICI projects are exploring the growth of new kinds of

large group living situations where people with IDD reside, Larson said.

“There are still many open institutions housing 16 or more people with disabilities,”

she said. “The RISP data show how much progress has been made in reducing the

number of people in congregate settings, and is capturing important information

about other community settings where people live and receive services.”

Bershadsky Joins ICI

Julie Bershadsky has joined the Institute on

Community Integration as a research associate

manager and will lead its Community Living and

Employment area. She will also co-direct the

Research and Training Center on Community

Living.
 

“Julie is well-connected nationally in the field

and has a depth of research experience that will

open doors to new funding sources,” said ICI

Director Amy Hewitt. “She will be engaged in

shaping the future of the RTC-CL.”
 

The move is a homecoming for Bershadsky, a University of Minnesota graduate

who came to Minneapolis as a teenager with her family from St. Petersburg,

Russia, amid the collapse of the Soviet Union in the early 1990s. Her father, Boris

Bershadsky, now retired, was a longtime professor in the University’s School of

Public Health. Two of her academic mentors were Robert L. Kane, former dean of

the UMN School of Public Health, and Charlie Lakin, founding director of the RTC
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on Community Living.

“Everything I have in terms of logical, critical thinking I probably owe to my

father,” she said. “Bob challenged everyone, and liked to be challenged in return.

And Charlie connected the dots that made my statistical research background have

the kind of impact I wanted it to have.”

Bershadsky spent the past 11 years with Human Services Research Institute, a

longtime partner of ICI, providing analytic and methodological guidance and

expertise to numerous agencies, organizations, and systems. She brings deep

expertise in assisting organizations analyze, improve, and monitor the delivery and

outcomes of long-term services and supports for people with intellectual,

developmental, and other disabilities.

She served as the lead methodologist and analyst for the National Core Indicators

(NCI) program, as well as senior director and lead methodologist and analyst for

National Core Indicators – Aging and Disabilities (NCI-AD), a multi-state, multi-

partner collaboration that measures performance of publicly-funded programs for

older adults and adults with disabilities across participating states. In addition to

managing program staff in this position, she provided direction, guidance, and

oversight to more than 25 state teams, each with up to 100 project staff members.

She holds a doctoral degree in health services research and policy and a bachelor’s

degree in statistics from the University of Minnesota.

“In terms of advocacy, the IDD field has historically been ahead of the aging field,

but in terms of methodology, the reverse is true,” Bershadsky said. “I’m hoping to

help bring methodological rigor and innovation to the IDD field, and ICI is a great

place to work on these ideas.”

Particularly during a time of crisis for so many people affected by the pandemic, it

is imperative to ask new research questions, use new methods, and communicate

the results more effectively, she said.



The Dignity of Work: ICI to Host International
Forum

Participants from at least eight countries next month will share insights on

supporting the employment of people with disabilities, despite the challenges of

COVID-19 and longstanding workplace discrimination, in a forum hosted by the

Global Resource Center on Inclusive Education at ICI.

The Dignity of Work: Challenges and Opportunities Facing People with Disabilities

Around the World will highlight global success stories of employees with

disabilities, their families, employers and professionals in the field who are

capturing the power of a diverse international workforce. The online forum is

March 3, 8 a.m. to 2 p.m. Central Time.

Frustrated by the pandemic’s interference with her and her team’s objectives for

expanding global inclusion work, ICI’s Renáta Tichá (pictured in 2016 speaking at

an inclusion conference in India) was moved when thinking about how people

with disabilities were coping with severe challenges, including reduced income or

lost jobs, and social isolation.

“People with disabilities have shown resilience, innovation, and motivation to

participate in meaningful employment, against considerable odds,” Tichá said.

“Employment not only results in personal income and greater independence, but

also in social connections, a sense of contribution to society, and a feeling of

being valued and respected.”
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Parents of people with disabilities will discuss their hopes and fears about job

opportunities, and employers who have hired people with disabilities will share

their perspectives. Key experts from diverse academic, government, and non-

governmental organizations will also provide insights.

Expanding Expanding the Circle 

Minnesota’s Office of Higher Education and New Mexico’s largest school district

are among the first adopters of the Institute on Community Integration’s new

edition of Expanding the Circle, a culturally relevant curriculum designed to

improve post-secondary success for American Indian students.
 

The fully digital edition, subtitled Respecting the Past, Preparing for the Future,

takes a holistic approach to helping youth explore who they are and determine the

skills they need as they consider post-high school options. The curriculum is

designed for a variety of facilitators, including teachers, elders, and community

members, who work with students.
 

Through a federal grant, the Office of Higher Education last month engaged ICI to

lead a series of training sessions to accompany the curriculum that were available
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to school personnel across the state.

“I’ve seen this curriculum help countless native students explore and better

understand who they are and where they come from and give them the ability to

build strength and resilience, self-advocacy skills, and self-confidence to fully

explore their options,” Commissioner Dennis Olson said in kicking off the training

for a group of Minnesota educators. Early in his career, Olson contributed to the

first edition of the curriculum while working at ICI.

Separately, the Gallup McKinley County School District, geographically the largest

district in New Mexico, recently acquired the curriculum. Nearly 80 percent of the

district’s student population identify as American Indian.

“This third edition of Expanding the Circle is fully digital, allowing users to access

student handouts and the entire curriculum in a PDF format that can be uploaded

into classroom management systems,” said Jana Ferguson, an ICI project

coordinator and author of the new edition. “The vast majority of the lessons can be

done with students in a virtual environment as well.”

First created in 2002, the program was originally a collaboration between ICI and

the Minnesota Department of Children and Families to develop a transition

curriculum for American Indian students that was culturally relevant and that

considered individuals’ goals and values in creating transition curricula that led to

successful post-secondary experiences.

SOCIAL MEDIA SPOTLIGHT

Featured on ICI's
Facebook page in February
2021

Congratulations to Mia Donley, 2015–16

MNLEND fellow, on being recognized for her

outstanding service in government from the Tom

Clements Better Government Awards, which

recognizes individuals and teams that go above

and beyond to make Colorado a better place.
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Mia is the SNAP Education & Outreach Coordinator for the Colorado Dept. of

Human Services. #AUCD

https://bit.ly/3tTamFh

NEW RELEASES

NCEO Report 425: The Role
of Assessment Data in State
Systemic Improvement Plans
(SSIPs): An Analysis of FFY
2018 SSIPs

Authors: Sheryl Lazarus, Susan A.

Hayes, Katherine Nagle, Kristin K Liu

PhD, Martha L Thurlow, Michael J

Dosedel, Marianna K Quanbeck, and Rachel

Olson

This report presents the findings of an analysis of states’ FFY 2018 State Systemic

Improvement Plans (SSIPs), submitted to the U.S. Department of Education’s Office

of Special Education Programs (OSEP) in April 2020. It specifically addresses how

assessments were included in states’ State-Identified Measurable Results (SIMRs).

For states with assessment-related SIMRs, SSIP evaluation plans were also analyzed

to see how assessments were being used for evaluation and reporting. The SSIPs

for both regular states (e.g., Alabama, Wyoming, etc.) and unique states (e.g.,

Guam, Federated States of Micronesia, etc.) were analyzed. As part of OSEP’s new

federal accountability framework, Results Driven Accountability (RDA), states are

required to develop an SSIP, which is a comprehensive, multi-year plan designed

to improve outcomes for children with disabilities, and within this plan, to commit

to improving a SIMR focused on student outcomes. Many, but not all states,

specified SIMRs that use assessment data as the outcome measure. Published by

ICI's National Center on Educational Outcomes (NCEO).

NCEO Newsletter: February 2021 issue
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This issue highlights a new video series for

parents of students with significant cognitive

disabilities. The videos focus on various aspects

of supporting the learning of their children at

home. Currently available videos address

routines at home, helping with academics at

home, foundations of communications at home,

and communications at home. This issue also

highlights a new Brief that NCEO published on

using pre-assessment to plan instruction for

students with disabilities during distance

education, as well as a review of the literature

on literacy assessment and instruction practices

for English learners with significant cognitive disabilities. Additionally, there is an

article about eight tools which were developed with states that were members of

several Peer Learning Groups (PLGs) organized by NCEO on topics related to

addressing the 1% threshold on participation in alternate assessments based on

alternate academic achievement standards (AA-AAAS). Finally, there is a list of

sessions that include NCEO staff who will participate in the upcoming virtual

Council for Exceptional Children (CEC) Convention and Expo. Published by

NCEO.

RTC-OM Brief 4: The Basics
of Psychometrically Sound
HCBS Outcome
Measurement

This brief introduces the importance of using measurement strategies and tools that

are psychometrically sound in HCBS. The brief reviews the psychometric concepts

of validity and reliability and discusses their potential impact on the information

obtained from measurement efforts within the HCBS context. Recommendations

focus on the need for careful consideration of the psychometric properties of tools

used for HCBS measurement and using tools with strong psychometric evidence.

Published by ICI’s Rehabilitation Research and Training Center on HCBS Outcome

Measurement (RTC-OM).

Check & Connect Online Support Module and
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Mentoring Guide

Check & Connect now offers two new

resources especially suited to distance

learning:

Online Support Module. This is the fourth

professional development module developed

using ICI's WebPub platform for the Systematic

Support for Promoting Graduation sponsored

project.

Online Mentoring Guide for C&C Mentors.

This resource provides mentors with strategies

for fostering online relationships, planning conversations around school, and

facilitating online interventions. This guide was developed in collaboration

with the Florida State Personnel Development Grant.

New Lessons from DirectCourse

DirectCourse has released three new online courses related to autism

spectrum disorder (ASD) and direct support professionals (DSPs):

The ASD Climate. Authored by Jody Van Ness and edited by Susan O'Nell

and Michelle Smith.

DSP Roles on a Multidisciplinary Team. Authored by Van Ness and edited by

O'Nell and Smith.

Strategies for Supporting People with ASD. Authored by Van Ness and edited

by O'Nell and Smith.

DirectCourse is operated by a partnership of ICI’s Research and Training Center on

Community Living and Elsevier, a world-leading provider of scientific, technical,

and medical information.
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Journal Article Published

Emerson, E., Stancliffe, R., Hatton, C., Llewellyn, G., King, T., Totsika, V., Aitken,

Z., & Kavanagh, A. (2021). The impact of disability on employment and financial

security following the outbreak of the 2020 COVID-19 pandemic in the UK.

Journal of Public Health.

ANNOUNCEMENTS AND EVENTS

Application Deadline for
MNLEND Fellowship is now
extended to March 1, 2021

ICI’s Minnesota Leadership Education in

Neurodevelopmental and related Disabilities

(MNLEND) program is a 10-month

interdisciplinary leadership training program in policy advocacy and evidence-

based research and practices to develop new leaders—called MNLEND Fellows—

to be skilled in systems-thinking, effective in interventions and practices, and

able to support improvements in quality of life outcomes for children, youth, and

young adults with neurodevelopmental disabilities (NDD) and related

disabilities. MNLEND welcomes UMN-Twin Cities graduate students, post

doctorates, outside community professionals, family members, self-advocates, and

others who can demonstrate leadership potential and direct experience in NDD.

People from underrepresented and/or underserved communities are strongly

encouraged to apply.  The program, which begins August 2021, offers a generous

stipend, national networking opportunities, lifelong interdisciplinary connections,

and leadership development for future disability leaders. Funded by the U.S.

Maternal & Child Health Bureau. The general admission deadline is now extended

to March 1, 2021. For more information,

visit lend.umn.edu or https://lend.umn.edu/how-to-apply

AAIDD Webinar: Hewitt Presents on COVID-19's
Impact on DSPs
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March 16, 3 pm Central Time 

ICI's Amy Hewitt presents the webinar, "COVID-

19: Its Impact on Direct Support Professionals,"

on March 16 at 3 pm Central Time. Direct

Support Professionals (DSPs) provide long term services and supports to people

with intellectual disabilities in a wide variety of settings—individual/family homes,

community programs, worksites, group homes, and larger facilities. These workers

have many critically important roles. Throughout the pandemic, they have risked

their lives to deliver needed supports to people and often were put in the situation

of potentially infecting their own families due to their work. Despite their

importance, most states do not clearly identify DSPs as essential workers. This

webinar will share new research findings from ICI and the National Alliance for

Direct Support Professionals on the six-month follow-up study on the effects of

COVID-19 on this important workforce and strategies to best support them.

Implications of the findings of this longitudinal study will be shared and discussed

by participants.
 

The webinar is jointly hosted by the American Association on Intellectual and

Developmental Disabilities (AAIDD) and the AAIDD Direct Support Professional

Interest Network. Registration is open.

Recruiting Focus Groups of
Family Caregivers of People
with IDD

 
Family and Individual Needs for
Disability Supports (FINDS) Survey

ICI researchers are seeking family members of

individuals with intellectual and developmental

disabilities (IDD) who provide regular supports, as

well as people who work with family caregivers

and may have special insight into health, financial, and other outcomes for

caregivers. Information from this national survey, last conducted in 2017, will be

used to create data briefs and reports to share with policymakers and others who

decide on services and supports. Focus groups will be held online in early summer
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via video conference and last 60–90 minutes. Participants will receive $25 gift

cards. Interested individuals can contact Dr. Lynda Lahti Anderson.

Seeking Service Provider
Organizations for Research
Studies

Workforce

ICI's Research and Training Center on Community

Living (RTC-CL) is seeking interested provider

organizations that serve adults with IDD to take

part in a study to evaluate training approaches

and interventions for direct support professionals

(DSPs) and supervisors. The study aims to find out

which training approaches (customized with technical assistance vs. standard

protocol) and interventions (for staff recruitment, selection and retention) are more

effective in reducing the turnover and vacancy rates among direct support staff and

supervisors as well as improving staff job satisfaction, intent to stay on the job, and

staff competencies.

The study would provide your organization with an opportunity for your staff

(DSPs and supervisors) to be a part of an online training and technical assistance

intended to improve the above-listed outcomes. All study activities (including data

collection and training) have moved online because of the pandemic. Interested?

Contact Renáta Tichá.

Technology

RTC-CL is seeking interested provider organizations that serve adults with IDD to

take part in a study to evaluate the use of smart living technologies (e.g., motion

sensors, communication technologies, assistive technologies) on outcomes of

adults with IDD. The study aims to find out what types of technologies are now

being used to support people with IDD and how they improve the well-being,

independence, self-determination, and social connectedness of adults with IDD.

The study would provide your organization with an opportunity to learn more

about how smart living technologies support the people your organization serves.

All study activities have moved online because of the pandemic.

Interested? Contact Brian Abery.
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Seeking Participants for
Research Study on Autism

"Ecological Momentary Assessment of
Leisure Activity"

Leisure participation is a key leading to physical

and mental wellbeing, social inclusion,

independence, self-worth, and quality of life.

Researchers at the University of Minnesota are

recruiting adults with autism who live alone or

independently with roommates and have access

to a computer or a smartphone to study the types and frequency of leisure

activities they do in their free time. Those enrolled may be compensated up to $65

for participating in this study. To learn more or to enroll, please send an email to
leisurestudy@umn.edu

STAFF UPDATES

Sheryl Larson: On December 18, Larson

presented a paper she co-wrote, "Delaying

application of SSI's Substantial Gainful Activity

Eligibility Criterion from Age 18 to 22," to

federal agency staff from the Office of Disability

Employment Policy (ODEP), the U.S.

Department of Education, the Rehabilitation

Services Administration, NIDILRR, the U.S.

Department of Labor, the Office of Management

and Budget, and the Social Services

Administration. The paper was commissioned by

ODEP and will appear in final form in a book

published by Mathematica and presented at a

national conference in early summer, along with 12 other papers commissioned

for the SSI Youth Solutions Project. Back in March 2020, Larson participated in a

focus group facilitated by the Administration on Community Living on, "Achieving

health equity through improved data on adults with IDD: A roadmap for 2020 to
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2030." The report detailing the findings from this and similar focus groups was

released and discussed at the Medicaid and CHIP Payment and Access

Commission meeting on January 26, 2021.

Rachel Freeman: On January 2 and 27, Freeman

presented on the topic of positive behavior

support at the British Institute on Learning

Disabilities. On January 29, she co-presented,

"Building team-based planning in Saint Louis

County to improve person-centered and positive

behavior support outcomes," at the virtual

Collaborators Forum for the Minnesota Positive

Behavior Support Network.

Marius Massie: On January 4, Massie posted, "Build skills, confidence, and

proficiency of new Check & Connect mentors,” on the Check & Connect blog,

Attend, Engage, Invest.

Jennifer Hall-Lande and Danielle Mahoehney:

On January 7, Hall-Lande (pictured),

Mahoehney, and Deb Ottman (UMN Center for

Early Education and Development) held the first

Early Childhood COVID-19 Response leadership

meeting to discuss challenges and opportunities

in the early childhood and early identification

system, and meet the needs of children and

families during the pandemic. The Division for

Early Childhood (DEC) of the Council for

Exceptional Children hosted its annual

international conference on January 22–29.

During that conference, Hall-Lande co-

presented, “Partnering with Families on the Learn the Signs, Act Early project”,

“Learn the Signs. Act Early.” & DEC’s Recommended Practices,” and “Age Birth to

5 Family and Practitioner Collaboration.”
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Virginia Ressa and Sheryl Lazarus: On January 19 and 21, Ressa and Lazarus

presented "Assessment 101,” a two-part virtual workshop with educators in the

Federated States of Micronesia.

Macdonald Metzger: On February 1, Metzger

was elected the 2020–2023 Vice-Chair of the

AUCD Council on Community Education and

Dissemination. The Association of University

Centers on Disabilities (AUCD) is a membership

organization that supports and promotes a

national network of university-based

interdisciplinary programs. Network members

consist of 67 University Centers for Excellence

in Developmental Disabilities (including ICI), 52

Leadership Education in Neurodevelopmental

Disabilities Programs (including MN-LEND),

and 14 Intellectual and Developmental Disability Research Centers.

ALUMNI UPDATE
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Alice Kraiza

Bringing Trauma-Informed Care to Children

Alice Kraiza (MN-LEND, 2017–18) is a project coordinator for the Child Health

and Development Institute of Connecticut, Inc., where she is helping bring

evidence-based children’s mental health treatments to schools to improve the

quality of care for students who are recovering from trauma.
 

In her role at CHDI, she coordinates trainings and provides technical assistance for

teams implementing Cognitive Behavioral Intervention for Trauma in Schools

(CBITS) and Bounce Back. CBITS is an evidence-based group-based intervention

for children in grades 5 to 12 who are experiencing post-traumatic reactions.

Bounce Back is an adaptation of CBITS for children in grades K-5.
 

CBITS and Bounce Back teach children cognitive behavioral techniques, such as

relaxation skills, social problem solving, and cognitive restructuring. These

techniques help children cope with the impact of their traumatic experience.
 

“I’m passionate about children’s health, which is why I was a LEND fellow and

why I chose to work at CHDI,” Kraiza said. “Through LEND I was able to reach out

to underserved communities, and here in Connecticut we serve school districts

with a wide range of access to mental health services. Through these experiences,

I’ve seen how trauma cuts across race, gender, sexuality, and disability quite

differently. We always need to work to consider the whole child.”
 

Kraiza completed her MN-LEND fellowship while also earning a master’s degree

in public health administration and policy from the University of Minnesota.
 

Looking ahead, she hopes to increase awareness and understanding of how the

intersection of race, gender, disability, trauma exposure, and other factors affect

children’s health outcomes and tailor implementation strategies to address varying

needs.
 

“You can’t just look at a person through one lens,” she said.
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