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FEATURE STORIES

Opioid Epidemic: ICI’s MNLEND will
Create Statewide Telehealth Hub

The Wyoming Institute for Disabilities (WIND) has tapped ICI’s

MNLEND program to create a network of partner organizations

across Minnesota that will enhance developmental screening,

monitoring and education for families dealing with the effects of

opioid exposure.

The effort is part of a national training initiative called Project

SCOPE: Supporting Children of the OPioid Epidemic. Under

the initiative, MNLEND will assemble a statewide interdisciplinary team to complete immersion training

in ECHO-SCOPE, a guided practice model that uses knowledge-sharing videoconference networks led

by expert training teams. The model brings the latest evidence-based training in disability and other

services to families, educators, providers and administrators in their homes, schools and offices.

ICI’s Minnesota Leadership Education in Neurodevelopmental Disabilities (MNLEND) fellowship

program will coordinate the effort, in cooperation with the ICI Telehealth Laboratory and its Learn the

Signs, Act Early autism intervention team. Several of ICI’s external partners, including the state’s major

health agencies, Hennepin County, the Minneapolis Public Schools Early Childhood Special Education

Family Navigators Program and University of Minnesota’s Center for Advanced Studies in Child Welfare,

are expected to be part of the network, which will launch in the fall.

“We’re creating a hub of statewide partners across disciplines so we can be a resource for each other to
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ensure children affected by opioids get access to early supports,” said Rebecca Dosch Brown, program

director for MNLEND. “We need to share the development trajectory and evidence-based practices for

optimal long-term development with families and others, such as foster families and professionals.”

Opioids accounted for 60 percent of Minnesota’s 694 drug-related deaths in 2017, according to the

Overdose Detection Mapping Application Program. The number of children removed from their homes

due to parental drug use increased by 128 percent between 2012 and 2016.

“While opioid use has increased significantly in Minnesota, our systems have not kept pace with the

growing need to support families holistically,” Dosch Brown said.

Multiple developmental variables make pinpointing opioids’ long-term neurocognitive effects difficult.

Last year, however, the official journal of the American Academy of Pediatrics summarized a

professional panel of experts, noting emerging literature suggesting an association between neonates

exposed to opioids in utero and longer-term adverse developmental and neurocognitive outcomes.

ICI’s Jennifer Hall-Lande is principal investigator for the project. Others on the team, in addition to

Dosch Brown, include Pediatrics Associate Professor Rebekah Hudock; Chimei Lee, a pediatric

neuropsychology fellow at University of Minnesota Medical School; Jessica Simacek (pictured onscreen

with her son), ICI’s Telehealth Laboratory manager; and current MNLEND Fellow Whitney Terrill.

Each academic year, MNLEND brings together a cross section of fellows for an interdisciplinary

leadership training program. Fellows are professionals, self-advocates, and family members from the

greater community, as well as post-doctoral researchers and graduate students from more than 16

University of Minnesota academic disciplines. The LEND experience has allowed ICI to form

relationships with a significant and diverse group of organizations, a key component of the Project

SCOPE effort.

 

Preview: Prevalence Data and Autism
Awareness

World Autism Awareness day is April 2, kicking off a month of

increased focus on the prevalence of and responses to autism

spectrum disorder (ASD). The University of Minnesota’s

Institute on Community Integration is one of 11 nationwide sites

that make up the Autism and Developmental Disabilities

Monitoring (ADDM) Network, a Centers for Disease Control

and Prevention (CDC)-funded alliance tracking more than 300,000 8-year-olds in the United States.

Every other year, ADDM sites report the prevalence and characteristics of children with ASD in multiple

communities.

ICI’s Jennifer Hall-Lande (pictured at CDC headquarters in Atlanta, GA, where she trained as an Act
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Early Ambassador in 2016) is one of ICI’s lead investigators, along with ICI Executive Director Amy

Hewitt and Amy Esler on the Minnesota ADDM project, a team that also includes project coordinator

Libby Hallas-Muchow. As the team prepares for the release of the 2020 Community Report from the

ADDM Network, expected shortly, Hall-Lande and Hallas-Muchow agreed to answer a few background

questions about prevalence data and ICI’s work in this area:

Q. The latest ADDM Network data on autism prevalence is expected soon. Can you bring us up to

speed on the trends in the data in the last few years?

A. ADDM data is valuable in helping us understand not only the rates of autism, but also the

characteristics of children with autism in our community. This data informs public policy and how we can

improve services and supports. First collected in 2000, the data has shown relatively steady increases in

the prevalence of ASD. Through those years, there have been changes in the way we define and

diagnose autism. We really view it now as a spectrum, and therefore more children have come into the

prevalence data over time, though the most recent changes in clinical definitions do not appear to have

significantly affected the numbers. A robust, ongoing prevalence trend in the data shows more boys

than girls (approximately 4 males to 1 female) being identified on the autism spectrum. An ongoing area

of focus within the autism community is in lowering the age of initial diagnosis. We know that we can

identify signs of autism as early as age 2, but the average diagnosis age remains around 4.3 to 4.8

years of age, around the time of the start of kindergarten. One hopeful prevalence trend, however, is

that nationally we appear to be making some improvements at identifying children with autism across

diverse communities.

Q. April is designated alternately as Autism Awareness Month, or Autism Acceptance Month, reflecting

differences in the advocacy community about language and approaches around autism. Where does

ICI’s work fall into this discussion?

A. Autism is viewed through many different lenses and we’re pleased to see the attention and focus

being paid to the needs of ASD from all stakeholders. Our prevalence work is widely used throughout

the community and is a strong policy advocacy tool, which has implications for appropriating resources

and interventions. So, our focus is on providing data, early intervention and training that helps

policymakers, communities, families, and individuals make informed decisions and support children with

autism and their families. We acknowledge the complexity around topics such as causation, but our

specific task on this project is providing the prevalence data to better understand rates of autism in our

community. This data is a powerful tool for both understanding ASD in our community, but also for

planning services and allocating resources to support children with ASD and their families.

Q. Our work has sought to monitor prevalence among certain demographic groups, but there has been

a caveat with that data that it is not statistically significant. If that’s true, why do we report it?

A. Our MN-ADDM team remains committed to looking at autism rates across diverse racial and ethnic

communities. Our team was the first ADDM site to track prevalence in our local Somali and Hmong

communities. We want to share this data as transparently as possible, but we also must be clear about

the limitations. Sample sizes in some groups in the last study year were too small to discern if racial and
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ethnic differences across groups were real or occurred by random chance, so there were no statistically

significant differences in prevalence among those groups. We will continue to collect data and monitor

these trends. Over time, we also hope to widen the geographic reach of our data collection to include

more rural areas in the state.

Q. Beyond prevalence, what work in the field is showing promise in making life better for people with

autism?

A. One of our primary goals is to connect the data on the MN-ADDM project to outreach and high-quality

early intervention. We promote early developmental monitoring and regular developmental screening

through our Learn the Signs, Act Early initiative. Our partnerships in the community promote early

intervention and the notion that the earlier we get to kids with autism, the better the life outcomes. Our

colleagues at ICI conduct remote telehealth work with families (see story above) who are on waiting lists

to receive in-office services, providing critical access to promising early intervention and behavioral

strategies sooner. We also work with a variety of state agencies, organizations and education partners

in both formal and informal arrangements to align our work with state programs and policy initiatives.

And through our Minnesota Leadership Education in Neurodevelopmental Disabilities (MNLEND)

program, we’re building key interdisciplinary partnerships and training the next generation of leaders in

the field of autism.

Q. What about the young adults who were among the first wave of those diagnosed in the 1990s using

broader screening techniques? What does the future look like for them?

A. Some researchers within the field describe the current autism prevalence data as predicting a “tidal

wave” of young adults with autism transitioning out of public schools into an adult services system that is

not always sufficiently equipped to meet their needs. Many adults with autism are struggling with key

quality of life indicators, such as community living and employment. Several ADDM sites across the

country are piloting data collection on16-year-olds, which will help us to better understand what that

population looks like and how to better serve them across life transitions in their adult years. This is a

critical area of study, and we all need to continue to work on better understanding how to meet the

needs of individuals with ASD across the lifespan.

Q. Any closing thoughts on the upcoming ADDM data release?

A. ADDM data is a valuable resource within our community. Our MN-ADDM team works hard to provide

high-quality autism prevalence data, and we are looking forward to sharing our most recent autism

prevalence rates to the community. We recognize that behind each of these numbers is a child with

autism and a family in need of high-quality services and supports. Ultimately, we hope our data will be

used in ways that improve the lives of individuals with autism and their families across the lifespan.

 

Engaging State Partners on the DSP Shortage
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ICI’s Julie Kramme (pictured) and Barbara Kleist presented

findings from a pair of surveys unlocking keys to the critical

shortage of direct support professionals (DSPs) as part of the

University of Minnesota’s recent public engagement

conference, Partnering with Minnesota: Connecting the

University with Urban, Suburban, and Rural Communities

through Public Engagement.

The system-wide conference brought together faculty, staff,

administrators and community partners from a wide array of disciplines to explore ways publicly-

engaged research, teaching and outreach are addressing Minnesota’s most pressing issues. The day-

long session, held at Coffman Memorial Union on March 5, included a keynote address by Jane

Leonard, a nationally-known leader on rural, economic, and community development issues. She is

President of Growth & Justice in St. Paul, a nonprofit organization focused on building a more equitable

and sustainable economy.

Toward that end, Kramme and Kleist shared data from surveys of individual DSPs and organizations

that employ DSPs to support people with disabilities in their daily lives. The surveys found that due to

chronically low pay—averaging $12.61 per hour in Minnesota—71 percent of direct support

professionals rely on government subsidies for health benefits, 30 percent use government assistance

with energy bills, and 23 percent receive assistance for food. Slightly more than half of organizations

offer health insurance to their full-time DSPs.

“Not surprisingly, there is a high turnover rate in this field,” Kramme said. “Many people love the work,

but find it extremely difficult to think of it as a career when they are struggling to pay for basic

necessities.”

Beyond the numbers, Kleist discussed promising recruitment and retention techniques ICI is working on

with organizations in Tennessee, as well as legislative efforts to reclassify DSP work into a new standard

occupational code, a move designed to elevate professionalism and pay in the industry.

“We are helping organizations understand what works and what doesn’t, based on decades of

experience at this,” said Kleist. “Think of high turnover rates as money you’re never going to get back.

We offer retention calculators, competency building skills, and a variety of solutions that can help

organizations stop hiring the wrong set of skills over and over.”

 

MNLEND Teams Launch Projects

Hosting a film series and discussions exploring cultural

responses to autism. Asking families what services they need

most. Evaluating and expanding a promising mentoring program.
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These are just a few of MNLEND’s fellowship projects for 2019–20, marking a decade since the

program’s inception. An interdisciplinary partnership of the University of Minnesota, MNLEND

(Leadership Education in Neurodevelopmental Disabilities) brings together ICI, the College of Education

+ Human Development’s Educational Psychology Department, the School of Medicine’s Department of

Pediatrics, and the College of Liberal Arts’ Department of Speech Language and Hearing Sciences.

The program also collaborates each academic year with a variety of other departments to train a cohort

of fellows from the community at large and graduate programs across the university community, with the

goal of creating the next generation of interdisciplinary leaders who will improve health and education

outcomes for people with neurodevelopmental and related disabilities.

As part of the experience, LEND fellows select and lead a project that matches their specific interests.

Fellows Chong Yang and Mariam Adam wanted to start conversations about autism in their Hmong and

Somali communities. They worked on a community outreach team that will host screenings and a

discussion of the ICI-produced film On the Autism Spectrum. [Originally scheduled for April, the

screenings will be rescheduled when COVID-19 is no longer a public health concern.] The films,

produced in the language of their communities with parents, health professionals, educators and

community leaders, address stigma around autism in diverse communities.

“Awareness about autism is growing in the Hmong community as parents are having more experiences

with it, but it’s still not talked about a lot,” said Yang, who grew up with a sibling with a disability and now

works as a charter school paraprofessional. “Growing up, autism and other disabilities weren’t

discussed. We should all be OK talking about it.”

Another project, begun in the 2018–19 cohort year by fellow Stacey Brandjord, developed a needs

assessment survey for families of children with autism who do not use words to communicate. It

generated more than 700 responses and found significant unmet service needs.

Amy Esler, associate professor of pediatrics at University of Minnesota, is continuing to serve as a

mentor on this work, collaborating with current fellows Charlie Davis and Madison Blair to analyze the

survey findings, present the work at national conferences and prepare the data for publication.

“We were looking for patterns in services families say they need and weren’t able to access,” said Esler.

“Among the most common were social skills training, daily living skills and speech language therapy.

Many of the services are ones that aren’t covered by insurance.”

In another project, led by University of Minnesota pediatric neuropsychologist Rebekah Hudock, fellows

are collecting feedback and measuring outcomes of a community mentorship program in the

Bloomington Public Schools system that pairs adolescents and adults with autism.

“All of this year’s LEND projects represent steps forward, not only in our understanding of autism, but in

the sharing of that knowledge across a wide spectrum of communities and professions,” said Rebecca
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Dosch Brown, MNLEND program director.

 

NCEO Work Highlighted

Six teams from ICI’s National Center on Educational Outcomes

(NCEO) were selected to present posters at CEHD Research

Day, the College of Education and Human Development’s

annual showcase of promising work. Although this year’s

Research Day was cancelled due to COVID-19 precautions,

ICI is sharing the teams’ selected work with readers.

NCEO’s progress in unlocking clues to classroom success for students with significant cognitive

disabilities who are learning English, its work showing why planning for transitions after high school

needs to happen earlier for students with disabilities, and the availability of its extensive databases for

future research, among other projects, were selected for poster presentations.

“Research Day is an important event for staying informed about our colleagues’ work, and we look

forward to next year’s event,” said Sheryl Lazarus (pictured), NCEO director.

Among the work selected for presentation is a multi-tiered system of support framework to support the

learning of all students. Jointly developed by NCEO and the TIES Center, the model illustrates how to

align academics with behavior and social-emotional supports. Often, these types of models don’t include

students with the most significant cognitive disabilities. This model, which has been well received in the

field, includes these students, Lazarus said.

Another presentation that was selected highlighted NCEO projects that guide educators and parents

toward making more informed and consistent decisions about classroom accessibility features and

testing accommodations. Much of this work, including a form schools can adapt and use to make

accessibility plans for English learners, was created for the state of West Virginia under a federal grant

and is available free of charge on NCEO’s website.

Kristin Liu, NCEO assistant director, and another group of colleagues were chosen to present

preliminary findings from a literature review that reveals gaps in how schools prepare and test students

with the most significant cognitive disabilities.

“Our goal is to understand how these students learn a second language, but it’s challenging because

they have many different developmental characteristics and first languages,” Liu said. “The population of

English learners is growing, and the population of students with disabilities is growing, so we’re pretty

confident the number of students with significant cognitive disabilities who are English learners is

growing, too.”

Another team, led by former ICI Director David R. Johnson and Yi-Chen Wu, research associate, was
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selected to present data from a forthcoming paper that explores how families with intellectual and

developmental disabilities, both English speaking and those who are learning English, plan for students’

futures after high school.

“We should include students with disabilities in transition planning as early as possible, even laying the

groundwork as early as elementary school, to have the greatest impact on their outcomes,” Wu said.

NCEO’s Chris Rogers, along with Lazarus and graduate research assistant Angela Hochstetter, were

selected to present information on the Center’s resources that can be used to learn more about what the

research says about the effectiveness of various accommodations. These resources include

accommodations literature reviews and online research databases called accommodations

bibliographies that are available for use by other investigators.

“We have an extensive interactive online database, as well as research summaries, on the

accommodations research literature, but people around the University often aren’t aware it exists and

how it can be used in new ways,” Lazarus said. “Chris and Angela had a wonderful idea to highlight in a

poster a snapshot of what we have, and we hope to find other ways to get the word out about this

resource.”

Other NCEO investigators who worked on Research Day posters include Martha Thurlow, Cynthia

Matthias, Michael Dosedel, Charity Funfe Tatah Mentan, Darrell Peterson, Erik Larson, Gail Ghere, Terri

Vandercook, and Jessica Bowman.

 

SOCIAL MEDIA SPOTLIGHT

Featured on ICI's  Facebook page on
March 2, 2020

ICI's John Good Smith presents a poster on Knowledge

Translation at the Pacific Rim International Conference on

Disability and Diversity in Honolulu, Hawaii. #PacRim2020

Image description: John Smith, seated in a wheelchair, and

three women smile into the camera. Next to them is a

poster presenting John's work on knowledge translation.

 

NEW RELEASES

Bhutan's Future Challenge: Meaningful Work for People with
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Disabilities

Director: Pete McCauley

This short video is based on a visit of 18 Bhutanese professionals and parents

to Minnesota. It highlights an international collaboration between the Royal

Thimphu College in Bhutan, the University of Birmingham in the United

Kingdom, and ICI, focused on the community-based employment and social

inclusion of young adults with disabilities in the Kingdom of Bhutan. Produced by ICI.

 

Journal Article Published

Rossetti, Z., Lee, C., Burke, M., & Hall, S. (2020). Perspectives about adult sibling relationships: A

dyadic analysis of siblings with and without intellectual and developmental disabilities. Research in

Developmental Disabilities, 96, 1–6.

EVENTS

Check & Connect Offers LIVE! Online
Preparation & Implementation Training

May 5 and 7
1–4 pm Central Time

Designed for administrators and lead staff interested in preparing for and implementing Check &

Connect,  an ICI-developed 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. This two-day training option is ideally suited for sites

that are exploring Check & Connect, preparing to implement it, currently implementing the program and

seeking formal training, onboarding new team members, training leadership teams of 10 or fewer

members, and training leadership teams unable to attend in-person. The registration deadline is

April 14. Registration is open.

 

Pilot Study of New HCBS Outcome Measures
Launched — Participants Needed!

Getting services at home or in the community is important for people

with disabilities and all providers desire to provide the best services

possible to the people they serve. To improve services, researchers have to know how well services

http://click.ecommunications2.umn.edu/?qs=1788fc5b38266028d61efa51d31eefd06fbf63d6510096db0bc570fd640e67a32984cd291e2369f609bdf3a73bb00b3a
http://click.ecommunications2.umn.edu/?qs=1788fc5b382660283dfd7b53db85724ef10fdee7abe82197fa14b25db7396a2e1f79d77f97a417545d579d2fa1ac90e5
http://click.ecommunications2.umn.edu/?qs=1788fc5b38266028313662ad0bfbc87875e9622df05eccfb36373c83720af737e330d63ae90662965d837ba1676fc756
http://click.ecommunications2.umn.edu/?qs=1788fc5b382660288e5e8b1204980b02cfb62d6a53654579d19435045f8992052179e6a8d32abee9f8bc8b46f9ad7de4
http://click.ecommunications2.umn.edu/?qs=1788fc5b3826602855b4b9829af912ed665bddeb8b2368deaa2597efa8bdf9e01ecb373756dcb8b40e9aa6d4ff5d3255
http://click.ecommunications2.umn.edu/?qs=1788fc5b3826602826ba944318bc0248a7c97e0edaf34c444ccbaaeb03244bf70f88ccafa1504f68aa816635b0e246ec
http://click.ecommunications2.umn.edu/?qs=1788fc5b38266028990d1083e73e002237fb59c7581e954c04c04c8c938770d7dde6c2c806ef5c73154b4a0b7102258e
http://click.ecommunications2.umn.edu/?qs=1788fc5b38266028d95a0b59b373ee92d1a27ca820f3118bcbfe3ca8524a98e15a3a3333be6a0303c76330f57424676d


work for the people who receive them. ICI's Rehabilitation Research and Training Center on HCBS

Outcome Measurement (RTC-OM) has developed surveys that ask how well home and community-

based services (HCBS) help people with various disabilities live high-quality lives. RTC-OM needs the

help of people with disabilities to make sure the surveys provide valuable information and their results

used to improve services. In this study, interviewers will talk in-person with people with disabilities about

their services and important areas of their lives (e.g., social connectedness, meaningful activities).

Everyone interviewed will receive a $20 gift card. RTC-OM is recruiting participants for immediate

interviews.

To take part, a person must: 

be 18 years of age or older,

have a disability and receive services or supports for the disability,

provide consent or assent (if not own legal guardian),

be willing to take part in a 60–90-minute interview, and

live in Minnesota, western Wisconsin, northern Iowa, or Pennsylvania.

If you think some of the people you support might be interested or have questions about this work,

please contact Matthew Roberts at 612-624-1489 or rtcom@umn.edu.

 

STAFF UPDATES

Sarah Hall: In January, Hall began her service on the Board of Directors of

Community Involvement Programs (renamed Accord in March), whose mission

is to help people live their greatest lives.
 

Simacek and Dimian: On February 25–28,  Wu and Thurlow co-presented twice at the annual

conference of the National Association for Bilingual Education in Las Vegas, NV. Their presentations

were, “Used vs. Assigned Accommodations and Accessibility Features for English Learners with

Disabilities on Statewide Assessments,” and “Exploring IEP Transition Planning Experiences and Future

Goal Aspirations of ELs and non-ELs with Disabilities.”
 
Jessica Simacek and Adele Dimian: On February 26–28, Simacek and Dimian attended the 2020

Annual Infant Brain Imaging Study (IBIS) Meeting in Denver, CO, for their work on the Minnesota IBIS

Network team, along with Jason Wolff (Educational Psychology) and Jed Elison (Institute on Child

Development).
 
Roger Stancliffe, Brian Abery, John Smith, and Renáta Tichá: On March 2–3, Stancliffe, Abery,

Smith, and Tichá participated in a book launch at the Pacific Rim International Conference on Disability

and Diversity in Honolulu, HI. The book, Choice, Preference, and Disability: Promoting Self-

determination Across the Lifespan, was edited by Stancliffe, Abery, and others. Smith and Tichá also
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contributed to the book.
 
Kelly Nye-Lengerman and David R. Johnson: On March 6, Nye-Lengerman and Johnson presented,

"Moving ahead with PROMISE: Lessons learned from six model demonstration projects through the

Promoting Readiness of Minors in Supplemental Security Income" at NTide's Lunch and Learn. The

PROMISE report is also online.
 
Conference Cancellation: On March 11–14, several ICI staff were scheduled to present at the

International Conference on Positive Behavior Support in Miami, FL, but the event was canceled due to

the coronavirus.
 

ALUMNI UPDATE

JaeRan Kim:  Social workers routinely interact with people with disabilities, but

they receive relatively little disability-related coursework as they train for their

careers. And while demand for social workers is growing, students with

disabilities in those programs often encounter a disappointing level of

commitment to inclusive academic training.

Passionate about making disability more visible in social work education, JaeRan Kim (MNLEND, 2010–

11) is writing and blogging about her field, and creating and teaching university elective courses on

disability and social work policy and practice.

Kim is now an assistant professor in the School of Social Work and Criminal Justice at the University of

Washington, Tacoma. In addition to her MNLEND fellowship at the Institute on Community Integration,

she completed master’s and doctoral degrees in social work at the University of Minnesota. Last fall, she

published an article in the Journal of Social Work Education that called for prioritizing inclusion in social

work programs. In her own classroom, she uses alternative grading styles to help students of all abilities

manage workloads and deadlines. She and Matthew Bogenschutz (MNLEND, 2010–11) of Virginia

Commonwealth University worked with other collaborators around the United States to create a guide

for integrating disability content into social work education.

“My time as a LEND fellow greatly informed my research and teaching,” Kim said. The initial inspiration,

however, came even earlier. She was born in South Korea and adopted at age 3 by a Minnesota couple.

Her adoptive parents were told she might have developmental delays, sparking Kim’s academic

curiosity about the outcomes of adoption when disability is involved.

“It made me question, ‘If my [original] family back in Korea could have gotten more resources, would

they have used those instead of pursuing adoption?’ We know children with disabilities are more likely to

be placed in foster care or the adoption system, and more likely to be abused or neglected,” she said.
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