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FEATURED STORIES

Parent 'Selfies' Help Others: "You Are Enough"

A new video series featuring and supporting parents of students with significant

cognitive disabilities is bringing structure—and a dose of reality—to the often-
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chaotic world of distance learning during the pandemic.

Real-life families across the United States volunteered to film their daily routines

and learning activities on their own mobile phones for the series, which offers tips

for supporting children’s learning while at home. Two ICI centers—the National

Center on Educational Outcomes (NCEO) and the TIES Center —developed the

short instructional videos at the request of the Office of Special Education Programs

at the U.S. Department of Education. 

The first four videos focus on routines, communication, and understanding students’

grade-level academic goals. Another seven, delving into more specific academic

instruction techniques and ways to check on progress, will be launched shortly.

“They bring a reaffirming message that is practical and positive,” said Kristin Liu,

assistant director at NCEO and co-principal investigator for the TIES Center, which

supports inclusive learning environments for students with significant cognitive

disabilities. “They show actual families of students with significant cognitive

disabilities, so that parents can see other parents like themselves who are navigating

home learning successfully.”

Because COVID-19 made it difficult to send a videographer to homes, Liu said,

families turned on their mobile phones and recorded themselves doing school work

and every day activities, from household chores to playing outside. A narrator offers

tips on how to create a strong learning environment and work with a child’s school

to understand learning goals.

“We’re not asking parents to take over the teacher’s role, but providing some helpful

information on how best to support at-home learning,” said NCEO and TIES Center

Director Sheryl Lazarus. "I'm extremely pleased the team was able to create such a

useful video series during such a difficult time. Parents are their children’s best

advocates, but their children with significant disabilities have unique challenges in

instruction and these videos will be a welcome resource.” 

The series stresses the importance of predictable routines, staying in close

communication with teachers, and regularly checking progress. Practical ideas for

working academic lessons into home life, such as having children calculate the

number of knives, spoons, and forks needed at the dinner table, are also included. 

“There is a huge amount of self-doubt that parents have now about whether they are

doing the right things for their kids, whether they have disabilities or not,” said Liu.

“This series says, ‘We see you, keep it up, you are enough.’ Small things make a

difference in this context and are valuable for students’ long-term learning.”
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Sliced Like Sushi: Collectively Improving Health

Meeting with a group of health professionals recently, self-advocate Heidi Myhre

(pictured in 2014 greeting the Americans with Disabilities Act Road to Freedom

bus tour in St. Paul, Minnesota) shared her frustrations about dealing with doctors

and nurses. Some are creative and work hard to understand her health concerns in

context with her multiple disabilities, but many have discounted those disabilities

entirely and focus only on the concern she presents in the office on a given day.

To her, the experience is like being cut into pieces of sushi, she told the health

professionals. Little wonder, perhaps, that research shows people with intellectual

and developmental disabilities have poorer mental and overall health than those

without IDD.

“The system wants to separate you, but I come as a whole,” said Myhre, a longtime

disability rights activist from Minnesota, who lives with learning, hearing, and

other disabilities. “When I come in the room, I come with all my disabilities.”

Under a new five-year, $1.75 million grant from the U.S. Department of Health

and Human Services Administration on Community Living, a diverse consortium

will create curricula and training for health professionals working with people with

IDD, like Myhre. 

Led by Rush University and including University of Minnesota’s Institute on

Community Integration, the consortium, Partnering to Transform Health Outcomes
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with Persons with Intellectual Disabilities and Developmental Disabilities, will use

a framework known as the Collective Impact Model to develop the training in a

structured, collaborative process among diverse stakeholders, with the goal of

expanding the training to 15,000 students across more than 30 medical, nursing,

occupational therapy, and other professional education programs.

ICI will help develop the training curriculum and evaluate outcomes of its

implementation. Other core partners are the Golisano Institute for Developmental

Disability Nursing at St. John Fisher College, University of Illinois at Chicago, and

Villanova University’s M. Louise Fitzpatrick College of Nursing. In addition to their

own health educators, the partners will involve Myhre and other self-advocates,

community organizations, accreditation experts, and others to develop the

training.

“This project allows us to bridge the gap between applied IDD research and

medical professionals in clinical settings,” said Renáta Tichá, co-director of ICI’s

Research and Training Center on HCBS Outcome Measurement (RTC-OM). 

The lack of content addressing people with IDD in professional health education

leads to experiences like that of Myhre’s, with individuals treated as presenting

problems rather than with a holistic approach, said Brian Abery, co-director of

RTC-OM.

“Involving self-advocates in every facet of this work will help clinicians build

better relationships with their patients with IDD,” said Abery. “Whether it’s a

pharmacist giving medication instructions, or a nurse or doctor explaining

treatment options, improving that relationship and communication will increase

the likelihood of patients and health professionals understanding each other,

which will lead to more successful treatment plans.”

Sarah Ailey, the principal investigator on the project, a professor in the Rush

College of Nursing and the current President of the Alliance for Disability in

Health Care Education, said the consortium will create professional education that

improves results for people with IDD across a broad health spectrum. 

“Increasingly, health care is pushing beyond its traditional silos,” she said.

For Myhre, progress can’t come soon enough. She said she has learned through

experience how to keep asking questions until she is comfortable with her own

treatment plans, but she worries about the fragmented care many people with

disabilities who can’t effectively advocate for themselves still receive.
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“I’m lucky to have the ability to advocate for myself and I don’t let anyone walk all

over me, but we need to stand up for others,” she said. “I will bring what I know to

the table to help us be creative and think about all the angles. There’s so much

more they can do.”

Outreach Critical During Pandemic

In typical times, new parents talk to their pediatricians at well-child visits about

developmental milestones. Or they might come across literature about spotting

signs of autism, for example, at a community event.

But with some families putting off medical visits for their young children due to the

novel coronavirus, and with most in-person events cancelled, families could be

missing important signs that their children could benefit from early intervention.

A partnership between Help Me Grow MN and the Minnesota Act Early Project to

promote awareness in diverse cultural communities about the need for early

evaluation and intervention helped connect more than 2,400 Minnesota families

to resources in 2020, according to the Help Me Grow grant report, published in

September. ICI’s Jennifer Hall-Lande is the Minnesota Ambassador for the Act Early

project.

After distributing interactive story books and other developmental materials at

several in-person events in the Hmong, Somali, and Latinx communities around
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the Twin Cities in 2019 and early 2020, project leaders pivoted to new outreach

methods, social media, and online webinars, said Hall-Lande.

“This year taught us that we have to do something different to reach families,” she

said. Several of ICI’s MN LEND fellows, for example, were trained on the

awareness initiatives and brought them back to the childcare centers, clinics, and

other places where they live and work.

The Help Me Grow/Act Early programs also partnered with Ramsey County’s Early

Childhood Initiative and Comunidades Latinas Unidas En Servicio (CLUES) to

create an educational webinar series for parents and professionals from several

diverse communities. It covered tips on getting children outside for play every day,

dealing with challenging behaviors during times of stress, the importance of well-

child visits, and other parenting topics.

As the partnership moves forward through 2021, Hall-Lande said, maintaining

these relationships will be critical in getting young children and their families the

supports needed to thrive.

“The common thread is the strength of families and communities,” she said.

“During the pandemic, it’s more important than ever to have parents carrying the

early intervention message in their own communities.”

Check & Connect: 30 Years of Building Futures
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It started 30 years ago with the simple idea that caring mentors, equipped with the

right data, could inspire more students to stay in school. 

Rather than focusing solely on the truancy system, they would spend time talking

about a student’s future, self-regulatory abilities, and perceptions about the

relevance of education. Time would still be spent on behavioral issues and class

attendance, but also on whether the student had strong relationships in and

outside of school, and a sense of belonging.

Introduced in 1990 to combat the unemployment, incarceration, and dependence

on social programs that often follow someone who leaves school without

graduating, ICI’s Check & Connect program has now been implemented in 48

states and several foreign countries. Numerous third-party evaluations have

demonstrated the program’s effectiveness, and it is being adapted in a variety of

new formats, including in a web-based app that frees mentors from paper-based

forms.

“Check & Connect has been a lifeline for thousands of students who might

otherwise have dropped out of school,” said Eileen Klemm, program director for

Check & Connect. “We know the model we started in many schools continues to

be used today, long after our training has ended.”  

Read the full story here, and learn how the program has flourished at Osseo Area

Schools since a small pilot three years ago. “We need to celebrate these students’

successes,” Osseo’s Elizabeth Xiong says.

Also, help spread the word as ICI calls for success stories from former students and

mentors involved with Check & Connect programs over the years.
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Measures that Matter

A common scientific and business paradigm holds that what gets measured, gets

managed. It means that measuring the extent of a problem, or the effectiveness of

its solution, will naturally result in better outcomes. But what if measurement

accomplishes the opposite? 

A new series of briefs developed by ICI’s Rehabilitation Research and Training

Center on HCBS Outcome Measurement (RTC-OM) explores the measures used to

evaluate non-institutional Medicaid services known as Home and Community-

Based Services (HCBS) and suggests ways they can more effectively support people

with disabilities. 

“Public schools have, for years, used the results of intelligence and achievement

tests to deny subgroups of students with disabilities access to the inclusive

classroom environments,” one brief in the series points out. Another example:

Measures of functional skills and behavior have been used by courts to place

people with disabilities in legally binding guardianship arrangements.

Other briefs in the series inform policymakers and program administrators about

the strengths and limitations of state HCBS measurement systems and provide a

framework for developing measurement programs that are reliable and valid. 

“Federal agencies, states, and taxpayers have the right to know the extent to which

the services they fund have their intended impact,” notes one brief in the series,
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led by Renáta Tichá and Brian Abery (pictured), co-directors of the RTC-OM.

At the heart of the series is the recommendation to involve people with disabilities

more fully in designing how results will be measured and analyzed.

“Whether they have intellectual, developmental, physical, age-related, or other

disabilities, people who receive home and community-based services have the

potential to live more independent and self-determined lives because of these

services, so it is critical to involve them when we design these measures,” said

Abery. 

SOCIAL MEDIA SPOTLIGHT

Featured on ICI's
Facebook page in November
2020

Young self-advocate Justice Killebrew speaks out

in the new issue of Impact: “Writing is my

protest.” 

https://bit.ly/3jhoEJe

NEW RELEASES

Indicators of Self-Determination in Wisconsin
using National Core Indicators Data

Authors: James Houseworth, Renáta Tichá, Brian H. Abery, and Satomi Shinde

This report examined indicators of self-determination in the state of Wisconsin, in

the region, and nationally for people with intellectual and/or developmental

disabilities (IDD) using the National Core Indicators (NCI) data. The results

revealed that even though in Wisconsin significant efforts have been dedicated to

increasing self-determination of people with disabilities by developing and

maintaining the IRIS (Include, Respect, I Self-Direct) self-directed funding service
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option, there appear to be several barriers to choice making and potentially, self-

determination. In general, people with IDD in Wisconsin tended to make fewer

support-related as well as everyday choices than in either the region or in other

states. Recommendations for education and training in self-determination are

offered.

The development of this report was supported with a grant from the Tommy G.

Thompson Center on Public Leadership at the University of Wisconsin-Madison.

Published by ICI.
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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
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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 from
Anywhere in U.S. for IDD
Retirement Study

ICI is seeking retirees with intellectual or

developmental disabilities (IDD) from

anywhere in the U.S. who are 45 years old and

older, 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
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"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

Amy Hewitt and MacDonald Metzger: On

October 1, Hewitt and Co-PI Metzger (pictured)

began work on a $50,000, one-year grant from

the U.S. Department of State, Bureau of Public

Affairs (subcontracted through the U.S. Embassy

Nairobi in Kenya). Known as “Kenya Inclusive

Education for Economic Empowerment, ” the

project will increase the capacity of Kenyan

business owners with disabilities to do business

with the United States and improve the business

environment and climate for people with

disabilities. ICI will lead the project with

implementing partners. The project focuses on inclusion and disability rights. It

also emphasizes training for instructors doing business development and business

plan training to work with people with disabilities across Kenya, particularly in the

northern and coastal regions. The learning will be multi-directional to help

promote understanding of U.S. policy and perspectives among entrepreneurs and

business people with disabilities in Kenya, valuing the business acumen and

contributions of people with disabilities in their respective societies.
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Jana Ferguson: On October 8, Ferguson

presented, “Expanding the Circle: Preparing

Students for the Future Across Learning

Environment,” to 76 attendees at the National

Indian Education Association online conference.

Various staff: On October 14-15, various ICI staff participated in the annual

Minnesota Gathering for Person-Centered Practices, which moved online for the

first time this year because of the COVID-19 pandemic. The virtual conference

attracted 217 registrants and was led by Claire Benway, Nik Fernholz, Nicole

Duchelle, Mark Olson, and Pete McCauley. Amy Hewitt welcomed attendees and

ICI-related presenters included Katrina Simons, Rachel Freeman, and Andy and

Jody Van Ness.

Jerry Smith: On October 18, Smith was

appointed to the Advisory Board of the

Pennhurst Memorial & Preservation Alliance.

The vision of the Alliance is to be part of an

effort to create a world-class museum to honor

and memorialize the ongoing civil and human

rights struggle of Americans with disabilities at a

location of national significance, to assure that

we never go back.

David R. Johnson: On October 22, Johnson received the annual Patricia L.

Sitlington Research Award in secondary special education and transition. The

award is presented by the Council for Exceptional Children's Division on Career

Development and Transition to an individual who has contributed to positive
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outcomes for transition-aged youth with

disabilities and the field through amassing a

body of research. The award is named in honor

of Patricia L. Sitlington, a distinguished leader

who has contributed significantly to knowledge

in the field through research.

Jennifer Hall-Lande and Asli Ashkir: On October 24, Hall-Lande and Ashkir co-

presented “Promoting Child Wellbeing: Early Intervention and Family Supports" at

the Minnesota ARC Conference.

Amy Hewitt and Jerry Smith: On October 27, Hewitt hosted Crucial

Conversations on the role of DSPs as essential workers during the pandemic.

Crucial Conversations are monthly, 45-minute small-group dialogues with AAIDD

thought leaders on emerging issues and responses from the field. Smith moderated

the discussion.

Muna Khalif, Nicole Duchelle, and Rachel Freeman: On October 27, Khalif,

Duchelle, and Freeman presented at this year’s second Positive Behavior Support

Collaborators Forum. The first forum occurred on June 17. 

Michelle Austin and Ann Thompson: On October 28, Austin  (pictured) hosted a

Check & Connect (C&C) webinar for 31 school administrators, coordinators,

and/or mentors interested in using the C&C App along with panelist Thompson.

Participants were registered from 16 states.
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ALUMNI UPDATE

Dennis Olson: At the Helm of
Higher Ed in Minnesota 

Not quite two years into leading Minnesota’s

higher education office, Dennis Olson has

navigated the abrupt closure of Argosy

University, grappled with huge projected budget

shortfalls, and dug into persistent disparities in

post-secondary educational achievement.

“There have been a lot of difficult

conversations,” said Olson, who began his

career at the Institute on Community Integration

while a student at University of Minnesota. He went on to work as a project

coordinator at ICI, contributing to research and projects to facilitate successful

transitions from high school to post-secondary life for American Indian students. 

In January 2019, Gov. Tim Walz named him Commissioner of the Minnesota

Office of Higher Education, after stints as executive director of the Minnesota

Indian Affairs Council and as director of the Office of Indian Education for the

Minnesota Education Department. He is a member of the Fond du Lac Band of

Lake Superior Chippewa.

The conversation he’s working on now is a joint effort with other state officials to

present the financial case for schools as they face huge pandemic-related and
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other budget pressures.

“We want to make sure education investments are top-of-mind and make the case

to the legislature that the best way to make a speedy recovery is to invest in

education, from K-12 through higher ed,” Olson said.

Minnesota’s education record is among the strongest in the nation, and on its way

to attaining the state’s lofty goal of 70 percent of adults age 25 to 44 having

attained a post-secondary certificate or degree, he said, but significant racial and

other disparities form a large asterisk on that achievement.

“When you peel the onion, we have one of the largest attainment gaps in the

nation,” said Olson. “It’s important to reach that goal overall, but will we reach it

equitably? Probably not, so we are going to make investments in programming to

address those gaps.”

He’s also proud to have worked on MN Reconnect, a state program that offers

$1,000 to help returning post-secondary students, and on his agency’s efforts

during the Argosy bankruptcy, including hosting a transfer fair for displaced

students, where about 40 colleges were invited to set up tables and talk with

students about opportunities.

“I’ve spent my entire career in public service working on behalf of students who

have historically been underserved, and I try to keep that central at all times,” he

said. “State agencies exist to serve Minnesotans and to bring awareness to issues

that historically have been swept under the rug.”
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