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FEATURE STORIES

MNLEND Fellow Speaks at Hollywood
Fundraiser with Conan O’Brien
On April 11, ICI’s MNLEND Fellow Olivia Maccoux spoke at
a soldout Hollywood fundraiser headlined by comedian
Conan O’Brien (pictured together). “In Stitches: A Night of
Laughs with Conan and Friends” was covered by the
Hollywood Reporter and raised over $300,000 to support
critical research and programs that improve the quality of
life for people living with hydrocephalus, an incurable lifelong condition that affects over one million
Americans, and which Maccoux acquired when she was born three months premature.
Hemorrhages in her infant brain developed into hydrocephalus, which is an abnormal amount of
spinal fluid putting pressure on the brain. Hydrocephalus can develop at any age and the only
“treatment” is brain surgery: implanting a shunt to drain the fluid. Although lifesaving, shunts usually
fail after a few years and must be replaced.
“I live brain surgery to brain surgery,” Maccoux told the audience of more than 400 people that
included the public and stars such as Max Greenfield, Seth Green, and Terra Jole. “I am 23 years old
and I have had 140 surgeries. I have also developed epilepsy, cerebral palsy, Chiari malformation,
and medical traumatic stress as complications of hydrocephalus. I will be dealing with these serious,
scary, frustrating, terrible things the rest of my life.”
But rather than recoil from these excruciating, “scary, frustrating, terrible things,” Maccoux has

embraced them. “Hydrocephalus and my lived experiences have given me a purpose to advocate for
those with invisible illness and disabilities. I use the things I have gone through to help people like
myself. I am called to be an advocate. I love it, I’m good at it, and that is why I decided to apply to be
a MNLEND Fellow. I graduate college next month with a degree in communications. I want to work in
advocacy, public health, awareness, fundraising, and sharing my story. I have been blessed with
building an amazing network of doctors, scientists, families, selfadvocates, and patients. I have
been given many, many opportunities over the years to share my story and give hope, support, and
inspiration to others, particularly through the Hydrocephalus Association.”

ICI Cosponsors Two Major Twin Cities
Conferences in June
Next month, one of the largest national conferences in the
field of intellectual and developmental disabilities (IDD) is
coming to the Twin Cities and ICI’s Research and Training Center on Community Living is co
sponsoring it. The 2019 AAIDD (American Association on Intellectual and Developmental
Disabilities) Annual Meeting will take place June 24–27 at the InterContinental St. Paul Riverfront
Hotel. Founded in 1876 and now counting more than 5,000 members in the U.S. and 55 other
countries, AAIDD is the oldest and largest interdisciplinary organization of professionals and others
who advocate for the quality of life and rights of people with IDD. The AAIDD annual meeting
provides researchers, clinicians, practitioners, educators, policymakers, government agencies, and
advocates with cutting edge research, effective practices, and valuable information on important
policy initiatives. The conference theme this year is Knowledge Translation: Power Through
Research, Policy, and Practice. ICI’s Barb Kleist is cochair of the conference’s Local Arrangements
Committee that also includes Jerry Smith, Lynda L. Anderson, Beth Fondell, and Amy Hewitt.
Kleist's cochair is Justin Kuehl from the Wisconsin Chapter of AAIDD.
“Knowledge translation is incredibly important in our field—it connects people’s stories with data to
improve the lives of people with IDD,” says Kleist. “Together they inform policy and system change
for community living. This year’s conference will continue moving us forward by showcasing best
practices in supporting people with IDD and their families.”
ICI is also cosponsoring the 2019 National Sibling Leadership Conference, which occurs on June
22–23 (the weekend before AAIDD), at the same hotel in St. Paul. This conference provides an
opportunity for siblings of people with disabilities from across the nation to connect with each other.
Siblings will share stories, network, hear from national experts on sibling services and supports,
learn about new research initiatives, and gain insight on sibling experiences. Kleist and Sarah Hall
will attend the Sibling Leadership Conference and will share ICI’s work with other siblings. Hall will
help facilitate the Minnesota Chapter Development Session.

Strengthening Inclusive Education in
Ukraine
Renáta Tichá and Brian Abery, codirectors of ICI’s Global
Resource Center (GRC) on Inclusive Education, are
collaborating with young professionals in Ukraine to
strengthen inclusive education at the university and public
school levels in six of that country’s regions through
lectures, a trainthetrainer model, and mentoring. These
activities, conducted by the GRC codirectors and six community consultants from Minnesota, are
designed to positively affect preservice trainees and practicing teachers, policymakers, students
with and without disabilities, and families across Ukraine. The project, Developing Leadership
Capacity in Inclusive Education: A U.S.–Ukrainian Partnership, focuses on universities and schools
outside the Kiev region where resources tend to be significantly fewer than in the capital region.
Grant activities will include U.S. staff traveling to Ukraine to support the continued development and
expansion of Inclusion Without Borders, a national inclusive education communityoflearning
initiative. The project builds on a partnership with Ukraine on inclusive education that began in 2017
when Ukrainian Fellows in the GRC's ADA Anniversary International Fellowship Program in Inclusive
Education visited Minnesota (several of whom are pictured), followed by U.S. mentors visiting
different regions of Ukraine.
“It is exciting to be part of a movement that started with our ADA Anniversary Fellowship program in
Minnesota two years ago and blossomed into local and systems changes for teachers and students
with disabilities in multiple regions of Ukraine,” says project codirector Tichá (extreme left in picture).
Abery (extreme right in picture), her codirector, agrees. “The strength and motivation of the project
team and the work they are doing to facilitate inclusive education in Ukraine is amazing, with former
fellows from all over the country making significant contributions,” he says. “Collaborating with each
other on a regular basis, in spite of great distances between them, this group of educators truly
exemplifies the maxim, ‘Together we are Better’.”
The project is funded with a $24,000 award from the U.S. Embassy Ukraine that began April 15,
2019 and ends June 30, 2020.

Check & Connect Introduces Online Training, Online Student
Engagement, and Hosts Conference this Summer
ICI’s Check & Connect launches the online version of its Preparation and Implementation training in
early June and hosts its biennial Student Engagement Conference on campus in late July. “We are so
excited to be expanding the reach of Check & Connect to more students across the country and around
the world through our online training option for leadership teams. Our first online training is almost full

and includes leaders from four different states and an island in
the South Pacific. We are also thrilled to bring together
presenters from across the country, as well South Africa and
Chile, to share their expertise on student engagement at our
conference this summer,” says Check & Connect’s director
Eileen Klemm (pictured speaking at the 2017 conference).
Developed at ICI in the 1990s, Check & Connect is an
intervention used with K–12 students who show warning signs
of disengagement with school and who are at risk of dropping
out. At the core of Check & Connect is a trusting relationship between the student and a caring, trained
mentor who both advocates for and challenges the student to keep education salient. Students are
referred to Check & Connect when they show warning signs of disengaging from school, such as poor
attendance, behavioral issues, or low grades. Of the dropout prevention interventions reviewed by the
U.S. Department of Education’s What Works Clearinghouse, Check & Connect is the only program
found to have strong evidence of positive effects on staying in school.
Designed for Check & Connect coordinators and site leaders, the LIVE! Online Preparation &
Implementation Training will provide the Check & Connect framework and planning steps for
implementing with fidelity. This option is wellsuited to sites that are exploring or preparing to implement
Check & Connect, implementing Check & Connect and seeking formal training, onboarding new team
members, and training smaller leadership teams and those unable to attend in person. The online
trainings begin June 4 and 6 and continue through the summer, with more offerings planned for the fall.
Check & Connect is moving another offering online: the Student Engagement Instrument. Engage SEI,
which replaces the old pencilandpaper version, is a validated student selfreport survey designed to
measure cognitive and affective engagement—how students think and feel about school. The online
platform allows schools to easily and efficiently gather data on internal factors of student engagement,
enabling staff to tailor supports to student needs.
And on July 24–25, Check & Connect hosts the 2019 Student Engagement Conference: Solutions for
Success at the McNamara Alumni Center on the University of Minnesota Twin Cities campus.
Participants will learn about student engagement as it relates to multitiered supports, outcomes, the
classroom, the community, and multiculturalism. The keynote speakers are educator/researcher Kent
Pekel and educational consultant/principal Kelvin Oliver. Registration is open.

Fellow Visits ICI from Kenya to Learn American Inclusive Employment
Practices
Working in competitive employment is a longterm—and often difficult—goal for many people with
disabilities. Those difficulties are even greater in developing countries like Kenya, but Daniel Mbugua
Chege knows they can be overcome. “I believe in persistence,” says Chege, an Inclusive Employment
Fellow from Kenya who established six communitybased organizations in Juja Constituency to reduce

the stigmatization of people with disabilities while promoting
their selfadvocacy and economic selfreliance. He is spending
a month at ICI, observing how these issues are addressed in
the U.S. and searching for ideas that he can bring home.
Chege lives in Kiambu County in Kenya where he works as
Vice Chairperson of Murera Persons with Disability Welfare
Association, a communitybased organization committed to
enabling its members, who have disabilities, to become self
reliant in the local economy. All of his organization’s members
have registered with the National Council for People with Disabilities in Kenya to advise disability policy
in the country and help coordinate services. He previously worked with Kenya’s National Council for
Persons with Disabilities, the SelfReliance Development Corporation, and Leeds Solutions.
Chege believes information can liberate a community. Along with persistence, he sees information as
the key difference between stagnant and mobile futures for Kenyans with disabilities. He also sees
business opportunities as a means of community integration and a way to improve livelihoods and
sociallyvalued roles.
Chege’s Fellowship goal is to create a business hub in Kiambu County for lowskilled people with
disabilities. The business hub will integrate people with disabilities with other skilled entrepreneurs who
will help them earn skills. This strip mall model will include small businesses such as tailor shops, barber
shops, salons, welding services, and small markets, with all employees supported by project staff.
Kenya has devolved government authority to the local level and Chege considers this an opportunity to
replicate this business model throughout the country.
The Fellowship is funded by the Association of University Centers on Disabilities, of which ICI is a
member, and by the U.S. Department of State.

SOCIAL MEDIA SPOTLIGHT

Featured on ICI's Facebook on April 19,
2019
Happy birthday to John Good Smith, evaluator, content
creator, knowledge translator with the RTC on Community
Living, and longtime disability rights advocate.

NEW RELEASES

Additional Educators’ Perspectives on Classroom
Implementation of Accessibility Features and
Accommodations
Authors: Deb Albus, Martha Thurlow, Erik Larson, Kristin Liu, and Sheryl
Lazarus

The Data Informed Accessibility—Making Optimal Needsbased Decisions (DIAMOND) project is
part of ICI's National Center on Educational Outcomes (NCEO). DIAMOND aims to improve the
validity of assessment results and interpretations for students with documented needs by developing
guidelines for making informed decisions about accessibility features and accommodations. This is
the second DIAMOND report based on phone interviews with educators; the interviews showed how
this cohort of educators implement accessibility features and accommodations in their classrooms
during instruction and assessments. Educators were asked about two kinds of accessibility features
—universal and designated—and about accommodations. This report on the second cohort of
interviewees presents separate findings as well as an overall summary for the two cohorts.
Published by NCEO.

Journal Article Published
"Fiscal Stewardship, Choice, and Control: The Context of SelfDirected Services for People with
Intellectual and Developmental Disabilities (IDD) in the United States." (2019). By Matthew D.
Bogenschutz, Matthew DeCarlo, Jennifer HallLande, and Amy Hewitt. Published in Intellectual and
Developmental Disabilities, 57(2), 158–171.

EVENTS

UMAI Day 2019
May 17, 1–4:30 p.m.
Wilf Family Center
University of Minnesota Masonic Children’s Hospital
Minneapolis, Minnesota

UMAI Day is a free educational event hosted and sponsored by the University of Minnesota Autism
Initiative (UMAI). This event is open to all who are interested in the support, research, and treatment
of individuals with autism and related developmental disabilities, including individuals with autism,
family members, advocacy groups, educators, students, and service providers. Among the
presenters are ICI staff members, who will deliver the presentations, "Employment for Individuals
with Autism: Supporting Best Practices" ( Kelly NyeLengerman); "Positive Behavioral Support for
Individuals with Developmental Disabilities Including ASD" (Rachel Freeman); and "Living a Life That
Is Meaningful to Me… Using PersonCentered Practices to Achieve My Dreams" ( Jody Van
Ness with her son, Andy Hofer). Registration is required.

WINGS MN Summit
May 17, 8 a.m.–4:30 p.m.
Lutheran Social Services Minnesota
1605 Eustis Street
St. Paul, Minnesota

Working Interdisciplinary Network of Guardianship Stakeholders in Minnesota (WINGS MN) is an
interdisciplinary network of members interested in building systems that prioritize supported
decisionmaking and less restrictive alternatives to guardianship for people with disabilities, and that
maximize autonomy for persons under guardianship. ICI's Barb Kleist is a WINGS board member
who represents academic faculty and staff in fields that relate to guardianship/conservatorship and
alternatives. The event will address various topics, including personcentered practices and
supported decisionmaking, guardianship and supported decisionmaking, guardianship complaint
advocacy, the supported decisionmaking legislative process in Wisconsin, and strengthening
protections for Social Security beneficiaries. Join guardianship, legal, social services, health care,
advocacy, and other colleagues to learn more about trends and opportunities to improve
guardianship and about supported decisionmaking. Registration is now open. Seating is limited.

ICI Staff Member to Copresent AAIDD
Webinar on Improving Employment
Outcomes for Job Seekers with IDD
May 22, 3–4 p.m. CDT
"Where the Rubber Meets the Road: Supporting Quality Practices to Improve Employment
Outcomes"

This free webinar from the American Association on Intellectual and Developmental Disabilities
(AAIDD) is about improving employment outcomes for job seekers with intellectual and/or

developmental disabilities (IDD). The webinar focuses on employment consultants, a group that
plays a critical role in connecting job seekers with IDD to employers. Employment consultants are
where "the rubber meets the road" when it comes to improving employment outcomes, but
organizational culture and structures can influence how employment consultants practice their
duties. Datainformed decisionmaking can facilitate quality supports and outcomes. Join John
Butterworth from the University of Massachusetts Boston and ICI's Kelly NyeLengerman to explore
strategies that can enhance supports at the organizational and employment consultant level.
Research examining individual and organizational practices and the use of databased decision
making and microlearning will be discussed. Registration for this webinar is open.

Check & Connect Mentor Training
June 19–20, 8:30 a.m.–3:30 p.m.
University of Minnesota Continuing Education and Conference
Center
1890 Buford Avenue
St. Paul, Minnesota

Check & Connect’s twoday Mentor Training provides participants with the information,
competencies, and skills needed to be an effective Check & Connect mentor at their local site.
Check & Connect is an intervention developed at ICI for use with K–12 students who show warning
signs of disengagement with school and who are at risk of dropping out. This training is designed for
those assigned the role of Check & Connect mentor as well as those interested in Check & Connect
mentoring principles and practices. Check & Connect site coordinators and administrators are also
encouraged to attend. Register by May 29.

AAIDD Annual Meeting
June 24–27
InterContinental St. Paul Riverfront Hotel
11 East Kellogg Boulevard
St. Paul, Minnesota

The AAIDD 143rd Annual Meeting is two full days of educational sessions, exhibits, poster
presentations, and networking events. On Monday, June 24 from 4:30–6 pm, the Research and
Training Center on Community Living (RTCCL) is providing a complimentary screening of
Invaluable: The Unrecognized Profession of Direct Support, a documentary exploring the direct
support workforce. A panel discussion, including ICI’s Amy Hewitt and Jerry Smith, will follow the
film. On Thursday, June 27 from 9 am–12 noon, RTCCL is presenting a postconference session,

“All Means All: Community Living for People with Intellectual and Developmental Disabilities.” This
session will explore the pillars of community living for individuals with intellectual and developmental
disabilities from housing to health, faith to citizenship, and everything in between. Presenters include
Hewitt, Smith, Kelly NyeLengerman, Cliff Poetz, and Katrina Simons. The fee is $45 and includes a
continental breakfast.

STAFF UPDATES

Charity Funfe Tatah Mentan: On April 20, Funfe Tatah Mentan received a
community award for educational leadership in Minnesota’s immigrant
community from Voices Magazine. She is pictured with Ian Oundo, the Civic
Engagement Director of the Minnesota DFL Party, who presented her with
the award.
MNLEND Fellows and ICI Staff: On April 24–27, ICI’s Minnesota
Leadership Education in Neurodevelopmental and Related Disabilities
(MNLEND) program cosponsored the 24th Annual Minnesota Autism
Conference hosted in Minnetonka by the Autism Society of Minnesota.
Numerous MNLEND Fellows, mentors, and former Fellows, along with other
ICI staff, presented at the conference. Pang Chaxiong (MNLEND Fellow), Alefyah
Shipchandler (pictured), and Jennifer HallLande presented, “Parent Perceptions of Barriers and
Facilitators to Obtaining a Diagnosis of Autism.” Adele Dimian (MNLEND mentor and postdoctoral
Fellow), Jessica Simacek (ICI Research Associate, MNLEND Mentor, and former MNLEND Fellow),
and Maci Brown (former MNLEND Fellow) presented, "Positive Behavior Interventions and Supports:
In Schools and at Home via Telehealth.” Beth Dierker (former MNLEND Fellow), Amy Gunty, and
Chaxiong presented, “Promoting Family Community Integration: The Interplay of Family Adaptation,
Resilience, and Culture.” Olivia James (MNLEND Fellow) presented, “A Sensory Diet for Adults.”
Saud Salad (MNLEND Fellow), Mariana Walther (former MNLEND Fellow), and Eleanor Chenoweth
(former MNLEND Fellow) were among the presenters of “Equity in Autism Identification and
Intervention: Challenges, Opportunities, and Local Advances.” Kelly NyeLengerman and Rebekah
Hudock (former MNLEND Fellow) presented, “Supporting the Transition of Young Adults with Autism
Spectrum Disorder.” Tom Donaghy, Rebecca Dosch Brown, Amy Hewitt, and Laurie "Chet"
Tschetter staffed the MNLEND booth.
Kyung Mee Kim: On April 29, Kim presented, “SelfDirection in Australia and
Korea: Personal Care Assistance in Korea,” at the 2019 Applied Self
Direction Conference in Baltimore, Maryland.

Nicole Duchelle, Beth Fondell, Rachel Freeman, Eileen Klemm, Julie Kramme, Nichole Meyer,
Ann Romine, and Laurie “Chet” Tschetter: In April and May, ICI staff served, along with

representatives from other organizations, on the Minnesota Intelligent Lives Screening Planning
Team. This team, cochaired by ICI's Freeman, arranged the screening of the movie Intelligent
Lives by filmmaker Dan Habib in Minneapolis on April 30 and the followup panel discussion on May
1. The events, which were hosted by the Positive Behavior Support Collaborators Forum, were also
attended by Freeman, Duchelle, Fondell, Klemm, Kramme, Meyer (coordinator), Romine, and
Tschetter.

Pang Chaxiong, Alefyah Shipchandler, and Jennifer HallLande: On
May 1–4, Chaxiong (MNLEND Fellow, left), Shipchandler (right), and Hall
Lande (not pictured), presented their poster, “Improving Initial Age of
Diagnosis for Children from Culturally and Linguistically Diverse (CLD)
Communities: Asking the Parents,” at this year's INSAR meeting in Montreal,
Canada.
Adele Dimian: On May 3, Dimian presented a poster, “Predicting Self
Injurious Behavior at Age Three Among HighRisk Infant Siblings,” at the
INSAR conference in Montreal, Canada. Findings from the
poster were featured in Spectrum.

Claire Benway, Amy Hewitt, Barb Kleist, Mark Olson, Jerry Smith, and
Laurie “Chet” Tschetter: On May 6–9, Hewitt and colleagues
from ANCOR and NADSP presented the Moving Mountains award at the
2019 ANCOR Annual Conference in Portland, Oregon. Olson (pictured)
served as a reviewer for this award, which recognizes best practices in direct
support workforce development. Kleist and Smith presented Invaluable: The
Unrecognized Profession of Direct Support, a new film from the Research and Training Center on
Community Living (RTCCL) that explores the direct support workforce. Benway and
Tschetter staffed the conference booth and discussed various programs of RTCCL.
Sheryl Larson: On May 9, Larson provided testimony to the Minnesota
legislature on size considerations for Medicaid HCBSfunded corporate foster
homes.

ALUMNI UPDATE
Ben AndersonNathe: AndersonNathe is a program director and professor of
Child, Youth, and Family Studies in the School of Social Work at Portland State
University in Oregon. Twenty years ago he came to the University of Minnesota
to work on dual master’s degrees in social work and public policy, and spent the
next four years at ICI working as a Graduate Research Assistant (GRA).

AndersonNathe had already worked with young people who had been marginalized, criminalized, and
otherwise involved with state services. At ICI, his GRA duties enabled him to connect this background to
an emerging Minnesota statewide initiative for interagency collaboration to support youth with
disabilities. After working on that and other projects, AndersonNathe left the Institute in 2003 with a
Certificate in Disability Policy and Services.
“In the years since, I’ve moved even further into the belly of the academic beast and am now a program
director and professor,” AndersonNathe emailed from his office at Portland State University. “But I think
back often to my experiences at ICI and reflect on how much I learned from that period of my life. Some
of the learning was topical—I came to the Institute without a deep understanding of critical disability
studies, and I certainly have benefited across my career from the foundation and orientation ICI gave
me in that regard. Some of the learning comes from my experiences being a GRA in general: how to
manage political dynamics among Principal Investigators and fulltime staff; how to projectmanage; how
to link my course work with my assistantship to better enhance both. These are perspectives and
insights I carry every day into my current work with doctoral students. I am grateful for the experience!”.
This email was sent to ICI staff by Institute on Community Integration, 109 Pattee Hall, 150 Pillsbury Drive
SE, Minneapolis, MN, 55455, USA. The University of Minnesota is an equal opportunity educator and
employer.
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