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In Crisis, ICI Responds

Responding to the COVID-19 pandemic, researchers and

training specialists at ICI are launching several new ventures

aimed at supporting people with disabilities through the crisis.

Among other initiatives, ICI’s TIES Center is offering free

distance-learning content on its website for teachers and

parents who support students with the most significant

cognitive disabilities as they manage schoolwork online.

Its long-running Check & Connect mentoring program for dropout prevention is helping mentors connect

with at-risk students, many of whom lack access to reliable internet connections and computers.

DirectCourse, a training curriculum for professionals supporting people with disabilities, provides

important content on staying healthy and managing stress.

“It’s been gratifying to see our investigators and trainers throughout ICI stepping up to support people

with disabilities, families, teachers, and direct support professionals through this difficult time,” said Amy

Hewitt, ICI’s executive director. “All of this work underscores our primary mission, whether in good times

or crises, to fight for the rights and full inclusion of people with disabilities.”

DirectCourse training includes evidence-based information covering basic infection control measures for
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direct support professionals and the people with disabilities they support. Courses also cover stress

management, nutrition, sleep, and exercise, said Jolene Thibedeau Boyd, who is part of the team that

directs the curriculum. Content that is most relevant to the COVID-19 crisis is being identified and

promoted to bring new staff up to speed quickly.

Through the Check & Connect program (C&C), ICI is creating forums for schools to share information on

how mentors are accomplishing the key provisions of the program—personal interactions with students

to boost accountability in school performance. Using dedicated Slack channels and online newsletters,

they are creating new guidance to help mentors adapt to the new reality, said Eileen Klemm, director of

C&C.

“We’ll be rolling out additional Slack channels as this continues,” Klemm said. “The role of mentors has

changed dramatically in the last few weeks and they need our support with everything from how to

record class attendance to checking on families to make sure they have shelter and enough food,

because you can’t learn if your basic needs aren’t being met.”

The TIES Center, meanwhile, has launched a distance-learning series that provides a framework for

students with the most significant cognitive disabilities to get through these new transitions, engage fully

in academics online, and interact with their teachers and peers, a critical component of well-being. The

Center provides technical assistance for state and local education systems for increasing the time,

instructional effectiveness, and engagement of students with the most significant cognitive disabilities as

members of inclusive general education classrooms.

“When schools first started closing, we were noticing a lot of people hunting for and clicking through a

morass of data, trying to make sense of it and apply it. We wanted to provide something that spoke to

the most important, and challenging, aspect of this situation, which is to maintain students’ engagement

with the general educational curriculum and their classmates,” said Terri Vandercook, one of several

authors of the series. “We’re trying to, each week, offer practical illustrations for engaging students.”

ICI’s National Center on Educational Outcomes (NCEO) is acting as a resource information hub on how

student testing and other assessments will be impacted by the pandemic, said NCEO’s Director, Sheryl

Lazarus.

“The federal government is allowing states to request a waiver from federal testing requirements this

year, and most (if not all) states have requested waivers, which has led to many technical assistance

needs and questions,” said Lazarus. “Some states had already begun administering alternative

assessments for students with the most significant cognitive disabilities, so we are helping them with

questions about the appropriate use and dissemination of partial results. Some states and districts are

also considering administering interim assessments to measure student learning during this period of

distance education, and we’re getting questions about accessibility and accommodations for students

with disabilities, English learners, and English learners with disabilities on these assessments.”

ICI is also collaborating with government and community partners on a variety of initiatives, including

working with the Minnesota Department of Human Services to provide a COVID-19 related person-
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centered and positive behavior supports resources page. 

ICI staff have offered numerous interviews and data to the media and government officials on the impact

of COVID-19 on people with intellectual and developmental disabilities as well as the direct support

professionals (DSPs) who provide them with supports. The American Network of Community Options

and Resources and ICI are offering free access to a realistic job preview video for DSPs (password:

#RJP2020) for a limited time during the staffing disruption caused by COVID-19.

In collaboration with the National Alliance for Direct Support Professionals, ICI is gathering stories from

DSPs about how the supports they deliver have changed as the shelter-in-home orders have evolved.

“This workforce is invaluable, yet unrecognized by far too many people in our communities. We are

fighting for states and the federal government to recognize them as essential workers,” Hewitt said. If

you know someone whose job is supporting people with disabilities, please encourage them to share

their story online.

Investigators also are working with the University of Minnesota’s Institutional Review Board to modify

research protocols to allow for virtual interviews and changing some research questions to capture

timely information about how COVID-19 is changing lives.

Within ICI's Community Living and Employment area, for example, researchers are seeking to modify an

ongoing study of employment consultants to learn how COVID-19 has affected workers with disabilities,

whether they or the workers are considered essential employees, and how employers could better

support workers with disabilities during crises.

"We're not only thinking about new research questions, but also about how to best conduct human-

subjects research in this new environment," said Kelly Nye-Lengerman, an ICI research associate.

Taken together, the efforts demonstrate ICI’s resolve to continue its research and outreach, Hewitt said.

“When we can’t be in the community with people, our research is put on hold,” she said. “For a research

center, this is a significant change of course, so it’s important to adapt.”

 

Dispatches from the Frontlines:
MNLEND Fellows Use Their Training in COVID-19 Response

ICI’s MNLEND Fellows shared stories of how their work is being impacted by the pandemic:

My team at the Minnesota Department of Human Services has become acutely aware of the need to

prioritize, responding to urgent needs of people with disabilities and related stakeholders (like family,

support staff, providers, and others) during this crisis above other once-priority projects. Our focus is on
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developing emergency policy solutions that make accessing

disability services and maintaining disability services a priority

for our state. As an agency, we have also been taking inventory

of employees who have needed skills in preparation to be

deployed to continue to meet the most pertinent public needs

during the time. We have team conversations daily or every

other day to be as responsive as possible to the current

situation and to continue to also build our team’s morale and

efficacy. This crisis is really testing our commitment and calling

as public servants, and so many of us are rising to the

occasion.

Whitney Terrill (pictured)

MNLEND Community Fellow

Fiscal Policy Analyst, Disability Services Division, Minnesota Department of Human Services

My clinical environment has changed significantly as the COVID-19 crisis has evolved. We have

transitioned our clinic visits from in-person to video visits in a relatively short time, which has helped us

to maintain contact with our patients outside of the clinic. However, this transition has only applied to

established patients, meaning that patients and families who have been waiting for more than a year to

be evaluated for a diagnosis like autism spectrum disorder have been required to reschedule their visits,

further lengthening the time until they can be evaluated. We are hoping to extend our video visits to new

patients in the near future.

My patients who have autism and neurodevelopmental disabilities have had both challenges and

successes. Some struggle with changes in schedule, as well as lack of interaction with special

education teachers and therapists at school. Others, however, have thrived under a less demanding

environment and are more happy than usual. Parents of children with autism are managing as well as

they can, although they continue to make adjustments so they can more effectively support their

children.

Adam D. Langenfeld, MD/PhD

Developmental-Behavioral Pediatrics Fellow

University of Minnesota

We are facing layers of complications. We are short-staffed, therefore the few professionals scheduled

are overworked. This can result in other problems such as a lack of containment of the virus due to a

shortage of personal protective equipment (PPE). Healthcare professionals are aware of the nationwide

shortage of PPE and we are doing what we can to overcome this. Some of us have started sewing

masks, but cotton fabric masks do not provide the required level of protection. In fact, these masks can

create false protection against a deadly virus. Many of the patients we serve with disabilities are facing

higher, multifaceted hardships due to many facilities and programs currently being shut down. We need

more PPE or volunteers to sew masks for group homes, nursing homes, clinics, etc. We must keep our

communities of people with disabilities safe by providing more PPE.

Muna A. Khalif
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Community social worker/BH Case Manager 

 

April is Autism Awareness Month:
Tackling Service Delays with Telehealth

A squirming toddler having his hair brushed uses an electronic

communication device to signal he has reached his limit.

Another child holds up a picture card with a banana and

practices saying “ba,” her snack request, at the family table.

Without these and other essential communication tools, often

lacking due to barriers in accessing services, young children with autism experience stress and

frustration. Thanks to ICI’s Telehealth Lab, however, more families are learning these interventions

earlier.

And timing, particularly with very young children who are waiting for services, is everything.

When a parent or professional identifies possible signs of autism spectrum disorder (ASD) in a child’s

behavior, for example, families routinely wait many months for a confirmed diagnosis. Then they wait

again, for an average of nine more months, to receive intensive intervention services.

A severe shortage of service providers in Minnesota and around the country creates long wait times,

particularly in rural areas, said Jessica Simacek (pictured), director of the Lab. As a result of the COVID-

19 pandemic, the need is even more urgent today, she said.

“Telehealth is a tool that is helping bridge that gap people are experiencing before receiving services,”

said Simacek. Together with ICI researcher Adele Dimian, Simacek leads a team of professionals who

study and measure the effectiveness of telehealth-based assessments and early intervention methods

and provide training and technical assistance in these areas. With a secure internet connection and a

camera, the team can coach parents in their homes on intervention techniques. The process involves

more hands-on time from parents, which is an important factor to monitor so as not to contribute to

parental stress or make it difficult for families to participate, Simacek said. It also has the potential to

build parents’ confidence and sense of accomplishment as they learn strategies that work to help their

children, she said.

The American Academy of Pediatrics recommends rigorous, professional intervention for 25 hours per

week as early as possible around the time of diagnosis. Because of the service delays, however, a

relative few families can access that level of service.

Through telehealth, however, ICI can offer interim coaching and assistance with the most promising,

research-based interventions.
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Both Simacek and Dimian are former fellows of ICI’s interdisciplinary Minnesota Leadership Education

in Neurodevelopmental and Related Disabilities (MNLEND) program, and continue to serve as faculty

mentors. Marianne Elmquist, who trained with the team as a LEND fellow, is currently using

videoconferencing to collect data on the home use of augmentative and alternative communication as

part of her dissertation in special education at University of Minnesota.

“There is also a fellow this year who adapted a survey we had conducted on barriers to intervention and

replicated it in the physical therapy area,” said Simacek. “Coming up with these innovative intervention

solutions won’t replace that 25 hours of intensive intervention, but it will provide a bridge so that more

kids can get access to services as soon as possible while they wait.”

Focusing on high-priority communication skills is the key to success, she said.

“A child’s quality of life is directly impacted by their ability to communicate. While we do provide

intervention around challenging behaviors, we focus hard on making sure children have a way to

communicate their wants and needs.”

In recognition of Autism Awareness Month, as well as the home confinement and service disruptions so

many families are experiencing now due to the virus, Simacek and Dimian shared the following

suggestions for parents and caregivers to support children with complex communication needs:

1. Notice when your child is doing something that you want them to do. Praise them and celebrate

it, instead of focusing on what they shouldn't be doing.

2. Tell children what TO do instead of what NOT to do. If your child is coloring on the walls, get out

some paper and ask your child to draw you a picture of an elephant (or show them how).

3. Strive for providing structure and predictability throughout the day.

4. Offer choices. This can include non-verbal communication, such as reaching for a toy when given

a choice between several options, or selecting a picture of an activity they would like to do.

5. Respond to your child's communication attempts, whether verbal or non-verbal. Try to expand on

what they are communicating with you. For example: "Oh, you pointed outside, let's get shoes

and go" (and show them how to point at shoes).

6. Give your child planned and proactive times to do things that they like to do. For example, if they

like to go and jump on the trampoline, plan to do this every couple of hours instead of waiting for

them to get bored or upset.

7. Explore new activities. Start small and make it fun! If you are playing with car tracks, let your child

watch you play with them first. The next time you get the tracks out, have a child put just one car

down a ramp and over time, continue adding on as your child likes the activity more.

“Don’t worry too much about doing everything on the list,” Simacek said. “This is a good time to be

flexible with your child and yourself. You are both doing the best you can while experiencing a lot of

change.”

 

SOCIAL MEDIA SPOTLIGHT
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Featured on ICI's Facebook page on
March 27, 2020

"As we work to maintain the health and safety of people with

disabilities—as well as their families and support professionals

—throughout the COVID-19/coronavirus pandemic, it is

imperative that we uphold individuals’ rights, as well as the

core principles of equity, self-determination, and true belonging in community." Read more

at https://bit.ly/2JlXOQs

Image description: Darkened background that contains contrasting text that reads, "Upholding the

Rights of People with Disabilities During the Coronavirus Pandemic."

 

NEW RELEASES

Ներառական կրթության ռազմավարություն։Դասագիրք։
Մինեապոլիս, Մինեսոթա, ԱՄՆ. Մինեսոթայի
համալսարան։ ՅՈՒՆԻՍԵՖ [Inclusive Education
Strategies: A Textbook]

Editors: Marianna Harutyunyan, Alvard Poghosyan, Armenuhi Avagyan, and

E. Gevorgyan

This is the first textbook on inclusive education in the Armenian language that was co-authored by

Armenian educators. It is a resource for implementing inclusive education practices in Armenia. The

content was developed through a collaboration among staff at ICI's Global Resource Center for Inclusive

Education, University of Minnesota faculty, and other U.S. experts in inclusive education as well as

faculty at the Armenian State Pedagogical University, staff at UNICEF Armenia, and other educators in

the Republic of Armenia. The textbook is designed to be used by university faculty, in-service and pre-

service teachers, education specialists, the staff of governmental and nongovernmental organizations,

as well as family members interested in exploring, teaching, and implementing inclusive education

practices. This resource is paired with the film, Education for Every Child: Armenia's Path to Inclusion,

and is accompanied by three webinars and three learning modules. The textbook is also available in

English.

 

TIES Center Report 104: Instructional Practices for Students with the
Most Significant Disabilities in Inclusive Settings: A Review of the
Literature
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Authors: Alicia F. Saunders, Shawnee Y. Wakeman, Elizabeth Reyes, Martha

L. Thurlow, and Terri Vandercook

This literature review updates the review of pedagogical practices for students

with the most significant disabilities in inclusive settings. The use of

empirically-validated instructional practices is pivotal for students with the

most significant cognitive disabilities to make academic progress in inclusive

settings. This report combines the data from two prior literature reviews with a

current literature review (2013 through August, 2019) on academic interventions in inclusive settings

with students with the most significant disabilities. This report details the methodology for conducting the

review and the review's findings. It also provides recommendations and implications for practice from

these results. Published by ICI’s National Center on Educational Outcomes (NCEO), of which the TIES

Center is a part.

 

Bringing Employment First to Scale

Authors: Kelly Nye-Lengerman, Amy L Gunty, John Butterworth, Alberto

Migliore, Oliver Lyons, Jill Eastman, and Agnes Zalewska

This series of one-page briefs highlights the effective employment practices of

employment consultants who promote the Employment First

philosophy. Employment First  sees employment as the preferred outcome for

people with disabilities and encourages those supporting people with

disabilities to promote employment as an outcome first, before considering alternatives. Employment

First means integrated settings in the community with the same wages and benefits as people without

disabilities. However, the community employment rate among job seekers with disabilities remains low

while rates of facility-based and non-work have risen. Employment First aims to reduce this gap and

these briefs offer employment consultants practical advice on how to accomplish that. The series has

already released two briefs: Building Trust and Getting to Know Job Seekers. All issues are published by

ThinkWork, a partnership of the University of Massachusetts Boston's Institute for Community Inclusion

and the Research and Training Center for Community Living here at the University of Minnesota's

Institute on Community Integration.

 

Book Published

Stancliffe, R. J., Wehmeyer, M. L., Shogren, K. A., & Abery, B. H. (Eds.). (2020). Choice, preference,

and disability: Supporting self-determination across the lifespan. London, England: Springer.

 

Journal Articles Published
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EVENTS

Event Changes, Postponements, and Cancellations Due to
Coronavirus

The COVID-19 pandemic has made it unsafe for people to gather in large groups. As a result, countless

events, some of which involved ICI, have been changed, postponed or canceled. For example, the

Autism Societies of Minnesota and Greater Wisconsin are combining their annual gatherings into their

first-ever joint conference, which will be presented virtually on April 30–May 2 (see below). In another

example, the ADA 30th Anniversary, originally scheduled for July 27, has been postponed. Watch for

other such event changes in the weeks and months to come.

 

AAIDD Webinar on End of Life and Loss

April 20
3–4 pm Central Time

With the coronavirus pandemic, illness and death have become

everyday topics among individuals and in the media. People with

intellectual disability are experiencing loss through the closure of their normal daily activities (school,

work, day programs) and disruption of their social connections. Many people with intellectual disability

need support to understand and cope with these issues. In this webinar from the American Association

on Intellectual and Developmental Disabilities (AAIDD), international researchers Roger Stancliffe

(ICI; and Professor Emeritus, University of Sydney, Australia) and Professor Sue Read (Keele

University, England) have led multiple research projects on end-of-life issues, bereavement, and loss for

people with intellectual disability and their caregivers. In this webinar, Stancliffe and Read will share

relevant research findings; demonstrate a free online resource called Talking End of Life (TEL) …with

people with intellectual disability; describe effective approaches to help people with intellectual disability

deal with loss and grief; and provide a list of useful resources about loss and end of life, designed

specifically for people with intellectual and developmental disabilities. Register for this free webinar.

 

AAIDD Webinar on Critical Issues in Community Living
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April 28
3–4 pm Central Time

This webinar is presented by ICI's Amy Hewitt and Kelly Nye-

Lengerman, who edited Community Living and Participation for

People with Intellectual and Developmental Disabilities, a book

that explores how to create the ideal conditions to facilitate community

living and participation for people with IDD. Published by AAIDD in 2019, the book examines critical

challenges and opportunities around meaningful community inclusion for adults. This webinar will focus

on two critical issues in the book: investments in the direct support workforce and the importance of high

expectations as it relates to outcomes in education and employment. Register for this free webinar.

 

Stronger Together in 2020: Virtual Autism
Conference co-hosted by the Autism Societies
of Minnesota and Greater Wisconsin

April 30–May 2

Unprecedented times call for creativity, collaboration, and community. The Autism Societies of

Minnesota and Greater Wisconsin are hosting their first-ever joint conference virtually on April 30–May

2, 2020. ICI’s MNLEND program is the Overall Supporting Organization of this conference, and many

MNLEND faculty, fellows, and alumni, as well as MNLEND community partners, will present their work

virtually. Participants will access the conference's keynote speakers, breakout sessions, and exhibitors

from the comfort and safety of their own homes. The combined conference will feature more than 30

cutting-edge topics and will include live and on-demand educational and resource-gathering

opportunities that will be available during the event and for up to six months afterwards. Registration is

open.

 

Check & Connect Mentor Training

August 19–20
University of Minnesota Continuing Education and Conference
Center
1890 Buford Avenue
St. Paul, MN

Check & Connect 's two-day 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

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 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
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site coordinators and administrators are also encouraged to attend. Registration is open.

 

STAFF UPDATES

 
Brian Abery and Renáta Tichá:  On March 2–3, Abery and Tichá presented at

the Pacific Rim International Conference in Honolulu, HI, on several topics,

including the work of the RTC on HCBS Outcome Measurements and the youth

employment and social inclusion work they are doing in Bhutan with the

University of Birmingham [United Kingdom] and Royal Thimphu University.
 
John Smith:  Also at the Pacific Rim International Conference on March 2–3,

Smith presented "Knowledge Translation with People who have Intellectual

Disabilities: Self-Advocacy Online." This presentation examined a collaborative

process between researchers and people with intellectual and developmental

disabilities to translate findings gleaned from research into interesting,

understandable, and actionable information for self-advocates.
 
Jennifer Hall-Lande On March 5, Hall-Lande participated in the University of

Minnesota Community Engagement Conference, participating on a faculty panel

and presenting on the Hennepin University Partnership, which is a partnership

and grant between ICI and Hennepin County. She shared how ICI connects

project work in autism and early identification to community outreach. On March

9, during a national webinar to the Act Early network, Hall-Lande explained how Minnesota promotes

early identification and screening.
 
Martha Thurlow: On March 20, Thurlow presented at the virtual World Down

Syndrome Day conference hosted by Down Syndrome International. Her

presentation, “Maximizing Inclusion of Individuals with Intellectual Disabilities in

the United States,” highlighted the work of NCEO and the TIES Center.
 
Laurie “Chet” Tschetter, Claire Benway, and Mark Olson: On March 26, Tschetter and Benway

presented the webinar, “The Critical Role: Frontline Supervisors,” and on April 8, Olson presented,

“Preparing DSPs for Success: Orientation and On-boarding.” These are part of a series of webinars on

best practices in implementing workforce tools and strategies that are presented by the Employment

and Community First CHOICES Workforce QuILTSS Initiative, which is sponsored by TennCare, TNCO,

and ICI.
 
Kelly Nye-Lengerman and David R. Johnson: On March 26, 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,” to an internal group of staff from six

different federal agencies. Findings from the recently-released PROMISE report were discussed, as well

as future federal strategies to promote collaborative funding and supports for transition-age youth with
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disabilities who receive SSI benefits.
 
Amy Hewitt, Jennifer Hall-Lande, Amy Esler, Libby Hallas-Muchow, Sarah Hollerich and Connie
Burkhart: On March 26, Hewitt, Hall-Lande, Esler, Hallas-Muchow, and other members of ICI’s

Minnesota Autism and Developmental Disabilities Monitoring Network (MN-ADDM) were involved in the

release of new findings from study year 2016 data. MN-ADDM is part of the Autism and Developmental

Disabilities Monitoring Network, a group of programs funded through the federal Centers for Disease

Control and Prevention to estimate the number of children with autism spectrum disorder and other

developmental disabilities living in different areas of the United States. MN-ADDM monitors the

prevalence of autism and intellectual disability in parts of Hennepin and Ramsey counties. To help share

the new findings, Hollerich created new infographics for the MN-ADDM website and Burkhart designed a

PowerPoint presentation.
 

ALUMNI UPDATE

Kristen Kessler, MD, MPH: 
Advancing Telehealth in Times of Crisis 

As insurers lower barriers to telehealth amid the coronavirus pandemic, Kristen

Kessler (MNLEND, 2015–17) is making strides in supporting children with autism

and other neurodevelopmental disabilities.

A developmental-behavioral pediatrician, Kessler is now assessing children via telehealth for autism

spectrum disorder, ADHD, Fetal Alcohol Spectrum Disorder, genetic disorders, sleep disorders,

elimination disorders and complex neurodevelopmental and behavior disorders. She practices at

HealthPartners Regions Behavioral Health in Lake Elmo, MN.

“Telehealth has quickly become central to my day-to-day patient encounters,” she said. “The barriers of

identifying a platform that met criteria for privacy and coverage, having insurance cover the visits by

video or telephone and having the patient be in a particular location have been eliminated. This has

allowed me to continue to see my patients and also see new patients that need urgent support.”

Kessler knew those previous obstacles well, not only as a practicing clinician, but also as a LEND

Fellow. For her policy-based LEND project, she performed a literature review of the utilization of

telehealth in developmental-behavioral pediatrics. She also explored the current legislation related to

telehealth services.

“The LEND experience was a great way to connect with other professionals working with families of

children with neurodevelopmental disorders. I continue to partner with some of my colleagues from

LEND to provide care for my patients as I refer them for services, medical or dental care and supports.”

Her goal has been to utilize telemedicine to expand the reach of the developmental-behavioral pediatric

field throughout the state and beyond for families who experience significant challenges with clinic visits

due to travel, changes in routine and behavior.
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Moving forward, Kessler said she is encouraged by the progress made in telehealth during the

pandemic and believes it could create lasting change for families living with disabilities.

“I’m hopeful this new opportunity will also help me expand my work with children with

neurodevelopmental disabilities in underserved areas,” she said.
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