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FEATURED STORIES

New Impact: Self-Advocacy is
Alive and Well

The year 2020 has been a lightning rod for people

with disabilities who advocate for themselves and

others to design and live their own lives. 

Early in the COVID-19 pandemic, many protested

healthcare rationing decisions that threatened to

put them at the back of the line. Others spoke out

when they lost critical services from direct-

support professionals or feared for their lives in

congregate care settings. When George Floyd’s

killing in Minneapolis sparked global calls for fundamentally reexamining systemic

racism, people who live with disabilities renewed the conversation about the

intersectionality of racism and ableism.

Against that backdrop, the latest issue of Impact examines the Self-Advocacy

Movement, its history, and the role it plays today. Articles explore the current issues

self-advocates are fighting for, the debate over the term ‘self-advocacy’ itself, ways
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to get started as a self-advocate, and the personal stories and programs shaping the

Movement today.

“We are at a critical time for the country and for the Movement,” said Teresa Moore,

a guest editor for this issue of Impact. She is director of the Self-Advocacy Resource

and Technical Assistance Center, a project of Self Advocates Becoming Empowered

(SABE). “People want to know SABE's position on using the term self-advocate or

advocate in the work they are doing, among other topics. This issue of Impact is

going to set the pace for quite a long time and will help self-advocates and their

groups work on what is important to them.”

Moore and three other self-advocates served as guest editors for the publication,

which is produced by the Institute on Community Integration and the Research and

Training Center on Community Living and Employment under grants from the U.S.

Department of Health and Human Services and the National Institute on Disability,

Independent Living, and Rehabilitation Research.  

“This issue is important because our Movement, for and by people with intellectual

and developmental disabilities, is alive and well, but it needs more attention. We

are not getting the recognition that we deserve in the broader disability world,” said

Max Barrows, an Impact guest editor and outreach director for Green Mountain

Self-Advocates in Montpelier, Vermont. Barrows hosted several online discussions

with dozens of self-advocates for an article highlighting today’s most pressing issues.

“If you are new to our Movement, this issue is a great way to begin your relationship

with self-advocacy.”

Mike Rogers, regional organizer for the Self-Advocacy Association of New York

State, served as an editor and contributed to several articles, including an interview

with Samuel R. Mattle, founder of the Center for Self Advocacy in Buffalo, New

York.

“Creating this publication on self-advocacy is very important to me,” Rogers said.

“We need to expose people without disabilities to the power of the Self-Advocacy

Movement and our ability to impact the world.”



Art for All: New Exhibit Starts Nov. 1

Sheryl and David Evelo, along with ICI’s Nicholas Fernholz, will introduce a

virtual art show on Nov. 1 hosted by the Plymouth Congregational Church in

Minneapolis. It runs through December.

Art for All: The Stephanie Evelo Fund for Art Inclusion will feature works by five

individual artists with disabilities and a cooperative of Bhutanese Artists from the

Draktsho Vocational Training Centre for Special Children and Youth from the

country of Bhutan. During the Nov. 1 forum, Fernholz will talk about the Evelo

Fund, the artists, and their contributed work. The Evelos will tell their story of

creating Art for All, in partnership with ICI, to honor the memory of their daughter

Stephanie (1969–2012), a gifted artist who worked at the Institute.

Among the featured artists is Devin Wildes, a 22-year-old Stillwater man with

autism who has won several art awards and spoken to groups about his art. View a

PBS story about his work.

Wildes has been with Interact Center, a St. Paul organization for performing and

visual artists with disabilities, for the last four years. When Interact closed its
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physical space due to the pandemic, moving to online programming, Devin

needed inspiration to work from home.

“He loved going to that art center,” said Devin’s mother, A.J. Paron-Wildes. “It was

his passion, and my fear was, ‘What is he going to do to keep busy?’” 

Devin had previously created artwork from photos of the Burning Man festival he

received from a friend, so A.J. put the word out to Devin’s family, friends, and

followers on social media that he wanted photographs to turn into works of art.

The community delivered, and Devin has since created dozens of works using

high-quality markers and paper. Among them: Wisconsin Union, from a photo of

empty café chairs (pictured), a nod to the pandemic’s effect on everyday life; Lois’

Heavenly Sunrise, from a photo taken the morning a dear friend passed away; and

several landscapes. In addition to his pieces selected for the show, viewers will be

able to link directly to all of Devin’s works during the pandemic. Originals and

digital copies are available for purchase, with proceeds benefitting Interact.

“It’s just amazing, his sense of color and design and the abstract quality. He does a

wonderful job of executing his work,” Sheryl said. 

Other featured artists include Jimmy Reagan, Kathryn Fitzgerald, Lena Ahmed, and

Geoffrey Mikol.

“Their art is so honest, with a great sense of design and color,” said David Evelo.

“Sometimes people think that if the artist has a disability it won’t be well-executed,

but that’s not at all the case. It points out that people simply have different

abilities.”

The Evelos recalled their own daughter’s love of art, but also the power that art

gave her.

“She was so thrilled to see us understand how meaningful it was to her,” Sheryl

said. “When she had her own exhibit at Pattee Hall on the University of

Minnesota’s campus, it became an important part of her life to think about herself

as an artist.”

Frontline Initiative: Making a Career in Direct
Support

They are paid like fast-food workers, perform duties comparable to highly-trained



health professionals, and are asked to coach and inspire people to take on active

roles in their communities.

Frontline Initiative: Making a Career in Direct Support, published in September,

explores what keeps direct support professionals (DSPs) working in the field and

illuminates the shift from thinking about the work as a job to considering it a

career.

FI editors Julie Kramme and Chet Tschetter see the issue as a call to action to DSPs

to lift their voices about the low pay, low visibility, and low respect they endure. It

features personal reflections from DSPs themselves, calls for professional

credentials, and practical tips.

“This edition has about twice as many articles as usual, and that is because of the

enthusiasm regarding the topic,” Tschetter said. “Authors include DSPs, self-

advocates, family members of people who accept support, and professionals in the

field.”

The issue provides DSPs with clear guidance on how to tell their story, Kramme

said, and is a call to action to have their voices heard.

“We really hope that this issue is a helpful tool for DSPs that shares the career

experiences, continued education, and training that DSPs are using to build a solid

career foundation,” she said.

Among other authors in the issue, Skylar Smith shares why she got into the

profession in South Dakota, and how she tries to educate as many people as she

can about the rewards.
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“I want others to see that my job is important. I want them to understand the rights

of the people we support. I aim to gently broaden people’s perspectives,” she

writes. “They don’t know what I know about people with disabilities: that when

they receive high-quality support, so many things are possible.”

Another article, by Joseph M. Macbeth, president and chief executive officer of the

National Alliance for Direct Support Professionals, explains the ongoing effort to

establish a professional standard occupational code. The NADSP has an online

petition via change.org calling for such a classification.

Macbeth also calls for more support for DSPs working through the pandemic.

“DSPs are tired, frustrated, and traumatized. Now, more than ever before, they

need attention, support, and relief,” he writes. “If anything, COVID-19 has lifted

the veil on a decades-long systemic failure to support the most important resource

in the disability services sector—the director support workforce—that has been

neglected for far too long.”

DSP Survey: More Hours and Risk, Not More Pay

Direct-support professionals (DSPs) are working more hours due to COVID-19, but

few are getting higher hourly rates to compensate for the added health risks of the

pandemic, a survey from the Institute on Community Integration and the National

Alliance for Direct Support Professionals shows.

The survey of nearly 9,000 DSPs—conducted April 23 through May 27 and

believed to be the largest-ever sample of the DSP workforce—found that just 24

percent are receiving extra pay due to infection risk.

More than half of those surveyed said they are working more hours, including 25

percent who reported working more than 16 extra hours per week compared with
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their normal shifts. Nearly three-quarters are the primary wage earners in their

household, with an average wage of $13.63 per hour before the start of the

pandemic. This wage is higher than the national average of $12 per hour due to

the tenure of those who completed the survey.

Many said they know someone personally who has left the profession this year. Of

the 42 percent who knew someone who has left, nearly 60 percent said the reason

was fear of becoming infected or a lack of childcare.

“These findings underscore the dire need for higher wages, credentialing

programs, and funded protection measures for ongoing and future waves of the

pandemic,” said Amy Hewitt, ICI director. “DSPs must be universally recognized

as essential workers and have access to protective equipment to do their jobs.”

More comprehensive safety training on public health crises for both DSPs and

people with disabilities are needed, she said, citing survey findings showing that

27 percent of newly-hired DSPs were not getting typical orientation and preservice

training.

Plans for a six-month follow-up survey are underway, with results expected early

in 2021. Read the current survey results. 

SOCIAL MEDIA SPOTLIGHT

Featured on ICI's
Facebook page in October
2020

ICI's Katrina Simons is featured on the latest

episode of Small Change, a podcast from

Minnesota Public Radio highlighting smart,

practical, and collaborative money skills

developed by people living with lower and unstable incomes. This episode

addresses money and disability. 

https://www.smallchangestories.org/
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NCEO Data Analytics 14:
Participation Rate for 2007–
08 to 2016–17

Authors: Yi-Chen Wu, Sheryl Lazarus, Deb

Albus, and  Kristin K Liu

This interactive report presents the annual

performance data for students with disabilities

on state assessment data for 2007–08 to 2016–

17 which were analyzed to investigate trends in

participation, performance, and

accommodations received by special education

students in grades 3–8 and high school for each state. In addition, results included

the comparison between states and grade levels, as well as state profile. Published

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

NCEO Newsletter: October
2020

This issue highlights translations of several

NCEO and affiliated center products. One or

more publications are now available in each of

the following languages: Arabic, Traditional

Chinese, Simplified Chinese, Spanish, and

Vietnamese. It also highlights a new guidebook

on including students with disabilities and

English learners in assessments, and the

resources available from several webinars that NCEO conducted for the U.S.

Department of Education’s Office of Elementary and Secondary Education.

Additionally, this newsletter highlights two new briefs on access to the general

education curriculum by students with the most significant cognitive disabilities,

as well as several new distance learning resources. Published by NCEO.

Journal Articles Published
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Cardona-Molto, C. M., Renáta Tichá, & Abery, B. (2020). The Spanish Version of

the Teacher Efficacy for Inclusive Practice (TEIP) Scale: Adaptation and

Psychometric Properties. European Journal of Educational Research, 9(2), 809–

823.

Simacek, J., Elmquist, M., Dimian, A. F., & Reichle, J. (2020). Current trends in

telehealth applications to deliver social communication interventions for young

children with or at risk for autism spectrum disorder. Current Developmental

Disorders Reports.

ANNOUNCEMENTS

MNLEND Seeks Fellows for
2021–22

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 early admission deadline is December 3,

2020. For more information, visit lend.umn.edu or https://lend.umn.edu/how-to-

apply

ICI Seeks Participants for IDD Retirement Study
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ICI is seeking retirees with intellectual or

developmental disabilities (IDD) who are 45

years old and older, who live in Minnesota,

and who would like to talk about

their retirement. The study aims to learn about
how, why, and when adults with IDD retire.
Information from this study can help other

individuals, families, providers, and policy

makers understand the important ingredients

that are meaningful in retirement. Retired

adults with IDD and an ally of their choice

(e.g., family member, friend, significant other,

direct support professional) will participate in a

Zoom or phone interview together about the steps they took to retire, what they

are doing in retirement now, and their thoughts about retirement.

Interested? Please contact ICI's Julie Kramme or Lynda Lahti Anderson. They will

work with you to make sure you meet the study requirements and talk about

the study process.

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 roommate(s) 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
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Lynda Lahti Anderson and MacDonald Metzger:

On September 2, Anderson and Co-PI

Metzger (pictured) received a $277,792 grant

from the U.S. Embassy Kinshasa (Congo) of the

U.S. Department of State. The project,

“Supporting the Full Inclusion of People with

Disabilities in Kisangani ,” will collaborate with

Congo's Ministry of Social Affairs, Humanitarian

Action & National Solidarity to work with local

and regional government staff and with health

and services provider agency staff to increase

their awareness of the rights and abilities of

people with disabilities. The project will also increase their skills to provide

supports that provide full inclusion through training, educational materials,

technical assistance, and the creation of a Community of Practice. The second

focus of this project will be to increase the advocacy skills of individuals with

disabilities. This will be accomplished through advocacy training and training to

create radio and social media content aimed at raising awareness of the rights and

abilities of people with disabilities.

Whitney Terrill and Rebecca Dosch Brown: On September 8, Terrill and Dosch

Brown developed and presented a new two-hour interactive training webinar for

the Literacy Minnesota Social Justice in Education Certificate Program. The

webinar, "What Is Ableism Anyway? And What Can We Do About It?" trained over

60 licensed adult basic education, early childhood, and K–12 educator attendees.

Renáta Tichá and Brian Abery: On September

15, Tichá and Abery were awarded a five-year,

$247,523 subcontract from Rush University

Medical Center that began October 1. It is part

of a project known as, “Partnering to Transform

Health Outcomes with Persons with ID/DD,”

which is newly-funded by the federal

Administration on Community Living. On

September 16–18, Tichá and Abery also

participated as experts in a workshop on developing rubrics for inclusive

education for the Central University of Kerala, India.
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Jana Hallas Ferguson: On September 22,

Ferguson presented an administrative overview

of the Expanding the Circle curriculum to

secondary and post-secondary educational

leaders in Minnesota, as well as tribal leaders

and Indian Education administrators.

Rachel Freeman: On October 1, Freeman

served on a virtual panel at the BILD Virtual

Positive Behaviour Support Conference 2020,

based in Birmingham in the United Kingdom.

She also presented, “Responding to the COVID-

19 pandemic: Experiences and viewpoints from

the USA,” at the virtual conference.

Gail Ghere and Terri Vandercook: On October 8, Ghere and Vandercook

presented on, “Instructional Planning for School and Distance Learning for

Students with Intellectual Disabilities in Inclusive Environments,” during a webinar

hosted by The Arc.

Katrina Simons: On October 12, Simons was featured on Small Change: Money

Stories from the Neighborhood, a podcast by Minnesota Public Radio hosted by

Chris Farrell. 

Jennifer Hall-Lande, Rebecca Dosch Brown, and Courtney Higginbotham: On

October 12–14, Hall-Lande, Dosch Brown, and Higginbotham of the Project
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SCOPE team attended a three-day training to be ECHO-certified. The training was

led by the University of WY-WIND program and the OH LENDs. This is the first

step to developing a state-wide ECHO training for Minnesota's interdisciplinary

professionals on Understanding and Responding to In-Utero Opioid Exposure

Effects on Child Development.

ALUMNI UPDATE

Bobbi Rohwer 

Bobbi Rohwer sums up her work in autism as

simply trying to make life easier, to which the

busy researcher, student, employee, and mother

of three can relate.

Last spring, Rohwer (MNLEND, 2018–19) co-

authored an article in Language, Speech, and

Hearing Services about creating a tutorial for

clinicians using computerized language

analytics to evaluate grammatical skills.

Computer-based analyses can save a lot of time

and aid clinicians in diagnoses and monitoring

progress on treatment goals.

In addition to working toward her doctorate in speech-language-hearing sciences

at the University of Minnesota, she also works part-time for The Informed SLP, a

company that gathers and synthesizes the latest pertinent research articles for

clinicians.

“Doing research is hard, and journal articles are hard to get through, especially if

you have a busy clinical practice,” Rohwer says. “A lot of my philosophy in life,

and in research, has to do with making things easier for clinicians and families

because I’ve been there.”

Rohwer was a clinician for six years before beginning her graduate studies. Her

three children are all under 7 years old.

As the current academic year gets underway, she’s exploring research possibilities

for the doctoral program, hoping to find a mentor who is specializing in obsessive-

compulsive disorder as it relates to autism.
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“I’m interested in the different phenotypes that might be present in autism,” she

says. “The diagnostic criteria says repetitive behaviors are a necessary part of the

diagnostic process, but there are a lot of children who don’t have the classic

repetitive behaviors and therefore insurance won’t cover therapeutic support.”

She’s also adapting her MNLEND research project, which was originally a grant

from the Organization of Autism Research to evaluate a speech intervention for

minimally-verbal children with autism. The original study was interrupted by the

pandemic, but she hopes to write a case study from the findings she was able to

document.

As a fellow, Rohwer connected many of her research interests that centered on

looking at autism not with a pathological perspective, but with a neurodiversity

lens. During her fellowship year, she underwent an autism assessment for herself,

which proved to be a revelation.

“I’ve always known what it is like to reel in [certain] behaviors,” she said. As a

child, she listened to the same song thousands of times and tended to hold her

hand in a certain way, but didn’t really acknowledge the behaviors, she said.
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