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ICI	Director	Testifies	Before	Congress

On	June	25,	ICI	director	Amy	Hewitt	testified	in	Washington,

DC	before	the	U.S.	House	Committee	on	Energy	&

Commerce’s	Subcommittee	on	Health,	urging	Congress	to

reauthorize	the	Autism	Collaboration,	Accountability,

Research,	Education,	and	Support	(CARES)	Act	before	the

law	expires	on	September	30,	2019.	In	a	hearing	titled,

“Reauthorizing	Vital	Health	Programs	for	American

Families,”	she	explained	to	members	of	Congress	how	the

Autism	CARES	Act	has	provided	the	opportunity	to	answer	critical	questions	and	address	disparities

in	the	area	of	autism	through	research,	public	health	surveillance,	and	workforce	development.

Hewitt	told	members	that	the	Autism	CARES	Act	has	helped	build	critical	infrastructure	that	has

furthered	our	understanding	of	autism.	Several	CARES	projects	are	at	ICI,	including	the	Autism	and

Developmental	Disabilities	Monitoring	Network,	“Learn	the	Signs,	Act	Early,”	and	the	Minnesota

Leadership	Education	in	Neurodevelopmental	and	Related	Disabilities	(MNLEND)	Program.	Hewitt

serves	as	the	President	of	the	Board	of	Directors	for	the	Association	of	University	Centers	on

Disabilities,	a	network	that	includes	all	52	LEND	centers,	as	well	as	the	CARES-funded	national

resource	center	that	provides	technical	assistance	to	LENDs,	Developmental	Behavioral	Pediatrics

Training	Programs,	and	the	nationwide	presence	of	the	“Act	Early”	Ambassadors	of	the	Centers	for

Disease	Control	and	Prevention	(CDC).
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Hewitt	also	personalized	her	remarks,	noting	that	she	trained	as	a	LEND	Fellow	decades	ago	and

now	has	a	family	member	with	autism.	She	pointed	out	that,	thanks	in	part	to	data	gathered	through

CARES	funding,	we	now	know	that	autism	affects	1	in	59	children	and	about	1	in	6	children	has	a

developmental	disability.	“This	means	that	it	is	highly	likely	that	everyone	in	this	room	knows

someone	that	has	a	family	member	with	autism	or	another	developmental	disability,”	Hewitt

reminded	the	members	of	Congress.	“While	I	am	here	in	my	professional	role	as	a	researcher	and

professor,	I	understand	the	importance	of	these	issues	as	a	family	member,	too.	My	brother-in-law,

Nathan,	is	45	years	old	and	is	autistic.	He	has	lived	with	our	family,	in	his	own	apartment	in	our

home,	for	the	past	25	years.	He	reminds	me	daily	that	children	grow	up	and	become	working	adults

who	want	good	lives	in	our	communities.	Nathan	makes	me	aware	that	we	have	much	to	learn	from

autistic	adults	about	the	systems	we	create	to	support	autistic	people	and	that	we	need	these

systems	of	support	across	the	lifespan.”

Making	the	Minneapolis	Parks	More
Accessible

Molly	Peterson	(MNLEND	Fellow,	2018–19)	is	serious	about

play.

“As	a	pediatric	physical	therapist,	play	is	a	pivotal	aspect	of	my

job	description,”	she	says.	“Children	are	motivated	to	move	and

master	mobility	skills	in	an	environment	that	appeals	to	them.	It

needs	to	be	fun,	exciting,	and	a	little	bit	challenging.	To	me,	community	playgrounds	foster	that

environment	and	provide	children	with	or	without	a	disability	the	opportunity	to	practice	social,	cognitive,

and	physical	skills,	and	most	importantly,	the	opportunity	to	play	with	peers.	This	project	aims	to

stimulate	discussion	about	inclusion	and	how	playgrounds	can	be	a	stepping	stone	to	promote	inclusion

from	a	young	age.”

Peterson	is	talking	about	her	MNLEND	(ICI’s	Minnesota	Leadership	Education	in	Neurodevelopmental

and	Related	Disabilities	Program	)	project	that	recommends	the	Minneapolis	Board	of	Parks	and

Recreation	make	playgrounds	more	inclusive	to	people	with	disabilities.	Guided	by	the	playground

regulations	established	in	2010	under	the	Americans	with	Disabilities	Act,	she	recommends	the	park

board	include	a	parent	or	community	member	who	has	a	child	with	disabilities	on	the	committee	that

plans	new	playgrounds	and	playground	rebuilds.	She	also	wants	the	park	board	to	consider	public

transportation	when	deciding	where	to	locate	or	rebuild	a	playground.	“Accessibility	isn’t	just	about	the

playground	equipment,	but	also	the	ability	to	get	to	the	park,”	she	says.

Peterson	credits	the	Minneapolis	parks	with	making	playgrounds	safer	by	removing	metal	slides,	using

lighter	colored	materials,	and	increasing	the	amount	of	shade	and	hydration	stations.	But	she	says	parks

should	be	more	accessible.	“My	past,	present,	and	future	patients	inspired	this	project,	and	one	of	the

main	project	goals	is	to	foster	a	relationship	with	the	Minneapolis	parks	to	encourage	the	next

playground	rebuild	to	be	on	a	bus	route,	in	order	to	improve	accessibility—and	in	a	community	with	a
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Mikala	Mukongolwa	in
Zambia,	teaching	a	child

with	a	disability.

high	disability	population—to	promote	inclusion.”

The	project	also	reflects	her	Fellowship’s	emphasis	on	policy.	“This	program	has	given	me	a	fuller

understanding	of	how	policy,	and	potential	policy	changes,	may	affect	my	patients	and	their	families.	The

MNLEND	program	also	provided	me	with	a	network	of	colleagues	to	collaborate	with	and	explore	new

ideas	to	help	drive	change.	The	healthcare	system	isn’t	perfect,	but	having	been	MNLEND	trained,	I	can

change	my	approach	to	patient	care	to	positively	impact	the	people	and	communities	I	serve.”

	

Educator	from	Zambia	Visits	ICI

Mikala	Mukongolwa	visited	ICI	and	a	partner	organization

May	23–July	5	to	share	her	knowledge,	skills,	and

experiences	working	with	children	with	disabilities	in

Zambia,	her	home	country	in	southern	Africa.	Mukongolwa

(pictured	in	Zambia,	teaching	a	child	with	a	disability)	and

her	team	in	Zambia	educate	children	with	disabilities	who

cannot	attend	a	classroom;	she	runs	the	country’s	only

home-based	education	program.	While	in	the	U.S.,	she

honed	her	skills	and	expertise,	learning	from	other	disability

specialists.	She	has	taken	that	knowledge	home	to	Zambia,

where	enforcement	of	the	country's	inclusive	education	policy	has	been	uneven.

Over	the	years,	Mukongolwa	has	served	as	ICI’s	primary	contact	on	disability	issues	in	Zambia.	She

leverages	her	home-based	education	program	with	DirectCourse,	an	online	training	program

developed	by	ICI’s	Research	Center	on	Community	Living.	Now	Mukongolwa	uses	DirectCourse	in

Zambia	to	train	local	providers,	faith-based	organizations,	families,	and	individuals	with	disabilities.

Macdonald	Metzger		provides	Mukongolwa	with	additional	training	and	support	on	how	to	use	the

DirectCourse	learning	management	system	and	all	of	its	functionalities.	“DirectCourse	is	the	only

free	training	program	on	disability	issues	available	to	family	members	and	teachers	in	Zambia,	so	it

is	a	very	important	training	resource	for	us,”	she	says.	“Over	3,000	people	have	been	trained	using

the	curriculum.	This	training	program	has	helped	change	people’s	behaviors,	attitudes,	and	old

beliefs	that	falsely	linked	disability	to	witchcraft.	DirectCourse	has	increased	teachers’	and	parents’

knowledge	and	understanding	of	practices	and	approaches	in	the	U.S.	context	and	how	we	can

apply	those	strategies	in	Zambia.”

Mukongolwa	recalls	that	when	she	first	visited	ICI	years	ago,	she	knew	little	about	autism	spectrum

disorder.	But	since	discovering	ICI,	she	has	benefited	from	in-person	and	online	training,	and	thus

became	well-informed	about	people	on	the	autism	spectrum.	Each	time	she	visits	the	U.S.,

Mukongolwa	tries	to	learn	about	a	different	form	of	disability.	This	year,	she	wanted	to	understand

Fetal	Alcohol	Syndrome	(FAS),	so	she	visited	Proof	Alliance	(formerly	the	Minnesota	Organization

on	Fetal	Alcohol	Syndrome),	to	learn	about	FAS	and	its	impact	in	the	U.S.
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In	early	June,	Mukongolwa	attended	the	annual	conference	of	the	National	Association	of	State

Directors	of	Developmental	Disabilities	Services	in	Seattle,	traveling	with	Amy	Hewitt,	who	directs	ICI

and	DirectCourse.	In	late	June,	Mukongolwa	and	ICI’s	Sarah	Hall	presented,	“AAIDD	Delegation:

Inclusion	of	People	with	IDD	in	Zambia	and	South	Africa”	at	the	American	Association	on	Intellectual

and	Developmental	Disabilities	conference,	which	ICI	co-hosted	in	the	Twin	Cities.	She	also	sat	in	on

Disability	Policy	and	Services,	the	interdisciplinary	core	course	of	ICI’s	Certificate	in	Disability	Policy

and	Services.

DirectCourse	financed	Mukongolwa’s	visit.	“The	policies	might	be	there	but	people	are	not	trained	on

how	to	implement	them,”	she	says	of	her	home	country.	“This	is	where	DirectCourse	online	training

program	comes	in.	Because	it	helps	people	understand	how	to	tailor	supports	to	people	with

disabilities	in	Zambia.”

	

ICI	Film	Documents	Crisis	in	Direct
Support	Workforce

“Where	it	all	comes	together	for	people	with	disabilities	is

with	their	Direct	Support	Professional	[DSP],”	says	Ronnie

Polaneczky.	“DSPs	are	doing	some	of	the	hardest	work

ever	and	they’re	being	paid	terribly.	How	could	we	make	the

linchpin	for	all	that	so	unstable?	That’s	insanity.”

Polaneczky	is	a	reporter	with	the	Philadelphia	Daily	News	speaking	in	Invaluable:	The	Unrecognized

Profession	of	Direct	Support,	a	44-minute	film	by	ICI’s	Research	and	Training	Center	on	Community

Living.	Written	by	producer/director	Jerry	Smith	and	ICI	director	Amy	Hewitt,	the	film	documents	the

chronically	low	pay,	high	turnover,	long	hours,	disrespect,	and	high	expectations	for	Direct	Support

Professionals,	the	largely	invisible	staff	who	assist	people	with	intellectual	and	developmental

disabilities	in	living	full,	productive	lives.	In	addition	to	providing	physical	assistance	with	daily	living

routines	and	ensuring	the	health	and	safety	of	individuals,	many	of	whom	have	complex	medical

issues,	DSPs	connect	people	socially	and	ensure	they	are	valued	members	of	their	communities.

Forty	years	ago,	many	people	with	developmental	disabilities	were	confined	to	overcrowded	and

often	squalid	institutions	before	organized	advocacy	efforts	led	to	community-based	services	and

supports.	People	with	disabilities	and	their	families	praise	DSPs	for	making	community	living	viable,

but	this	civil	right	success	story	came	at	the	expense	of	the	DSPs	themselves	who	are	paid	about	25

percent	less	than	institutional	staff	and	nursing	home	workers.	“We	willingly	planned	and

implemented	community	support	with	staff	who	were	being	paid	less,	who	had	access	to	less

stability	and	fewer	benefits,”	Hewitt	says	in	the	film.	“We	did	that	because	of	a	good	thing:	We

wanted	people	with	disabilities	to	live	in	the	community.	But,	the	way	we	could	afford	it	was	on	the

backs	of	the	workers	and	we’ve	never	caught	up.”

Low	wages,	lack	of	benefits,	highly	demanding	work,	and	little	opportunity	for	advancement	have	led
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to	a	national	turnover	rate	of	about	45	percent	and	chronic	staff	shortages.	And	the	problem	is

compounded	by	an	increased	demand	for	services.	“Over	the	last	two	decades,	just	for	people	with

intellectual	and	developmental	disabilities,	the	service	sector	has	grown	by	290%	already,”	Hewitt

notes.	“So	we've	just	gotten	to	this	place	where	demand	is	far	greater	than	our	ability	to	meet	it.”	One

million	new	DSPs	are	needed	over	the	next	10	years.

The	film	explores	a	number	of	strategies	addressing	the	workforce	crisis,	including	professional

development,	credentialing	opportunities,	and	the	use	of	technology	supports	as	an	alternative	to

having	the	constant	physical	presence	of	staff	in	someone’s	home.	These	approaches	are	necessary

but	not	sufficient	for	bringing	stability	to	the	direct	support	workforce	and	continuity	to	the	lives	of	the

people	receiving	supports.	Even	as	organizations	across	the	country	employing	direct	support	staff

have	lobbied	legislators	for	pay	increases,	DSPs	have	seen	their	wages,	adjusted	for	inflation,

decrease	over	the	past	10	years.

Mary	Ann	Allen,	director	of	a	disability	services	provider	agency	in	New	York,	said	the	direct	support

system	is	collapsing.	“People	with	disabilities	are	already	ending	up	in	homeless	shelters,	hospitals,

and	institutions.	We	don’t	have	much	time	before	the	tipping	point	is	crossed.”

Advocate	Margaret	Puddington,	whose	son	Mark	is	featured	in	the	film,	believes	the	workforce	crisis

is	in	part	one	of	perception.	“I	feel	that	if	people	understood	what	the	work	of	direct	support	is,	there

would	be	no	problem.	They	would	be	forced,	ethically,	morally,	to	give	staff	a	decent	wage,	well

above	the	minimum	wage.”

Through	public	screenings	and	discussions	across	the	country,	Invaluable	is	being	used	to	provide

this	understanding	and	raise	the	profile	of	an	unrecognized	labor	force.

Invaluable	is	available	for	rental	or	purchase.

	

South	Korean	Delegation	Visits	ICI

On	June	17–21,	a	South	Korean	delegation	visited	ICI	to

learn	about	person-centered	practices	(PCP),	positive

behavior	support	(PBS),	and	self-directed	services.	These

concepts,	which	emphasize	personal	autonomy	and

independence,	are	still	new	in	South	Korea.	The	delegation,

which	was	composed	of	members	from	15	organizations

that	serve	people	with	disabilities,	wanted	to	learn	more

about	these	concepts	so	they	could	implement	them	at	home.	South	Korean	disability	policy	has

changed,	so	now	at	least	3%	of	a	company’s	workforce	must	be	people	with	disabilities.	The	policy	is

an	opportunity	to	expand	choices	for	South	Koreans	with	disabilities	by	using	approaches	such	as

PCP,	PBS,	and	self-directed	supports.
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In	2017,	an	earlier	delegation	came	from	South	Korea	to	the	United	States	to	learn	about	self-

direction	in	disability	policy	and	one	of	their	site	visits	was	ICI,	where	they	met	Rachel	Freeman	and

learned	about	PCP.	Freeman	was	invited	to	South	Korea	later	that	year,	and	when	the	Koreans

wanted	to	learn	more,	they	selected	ICI.	“Although	they	mainly	came	to	visit	me,	they	provide	many

different	services	so	they	are	really	interested	in	ICI’s	work	as	a	whole,”	says	Freeman.	“We	are

honored	our	colleagues	came	such	a	long	way	to	visit	ICI	and	appreciate	the	opportunity	to	learn

from	each	other	and	collaborate.”

During	their	visit,	this	year's	delegates	also	met	Kyung	Mee	Kim,	a	visiting	professor	from	Soongsil

University	in	Seoul	who	was	part	of	that	earlier	delegation	in	2017.	She	is	completing	her	year-long

Fulbright	Scholarship	at	ICI	in	PCP	and	consumer-directed	supports.	“ICI	and	its

people	are	treasures	to	me	and	I	felt	I	was	digging	treasure	every	day	I	was	here,”	says	Kim

(pictured	in	the	front	row	at	the	extreme	right).	“My	main	research	was	to	identify	best	practices	in

individualized	budgeting	programs	in	Minnesota.	Individualized	budgeting	is	a	form	of	self-direction

and	I	want	to	bring	it	home	and	see	it	implemented	in	South	Korea.”

	

SOCIAL	MEDIA	SPOTLIGHT

Featured	on	ICI's	Facebook	on	June	28,
2019

“Olmstead	has	changed	the	way	we	think	about	community

living.	It’s	no	longer	enough	to	be	living	in	the	community—

it’s	a	matter	of	being	of	the	community.”

—	Amy	Hewitt,	speaking	at	an	event	in	Washington,	DC

hosted	by	the	Administration	for	Community	Living	and	the

HHS	Office	for	Civil	Rights	celebrating	the	20th	anniversary

of	the	U.S.	Supreme	Court's	Olmstead	v	L.C.	decision.

NEW	RELEASES

Direct	Support	Worker	Survey	2019	Final	Report

Authors:	Amy	Hewitt,	Julie	Kramme,	and	Sandra	Pettingell

This	is	the	final	report		of	the	results	from	a	statewide	survey	of	direct	support	workers	in	Minnesota
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to	better	understand	wages,	benefits,	size,	and	scope	of	the	direct	support

workforce.	The	direct	support	workforce	is	one	of	the	highest-demand	and

anticipated	growth	sectors	in	the	U.S.	and	Minnesota.	Expansion	of	this

workforce	is	impossible	without	significant	improvements	in	worker

recruitment,	onboarding,	development,	and	retention.	These	challenges

impact	individuals,	families,	and	community	providers	who	are	finding	it

increasingly	difficult	to	find	and	keep	high-quality	employees.	Meeting	the

promises	of	the	Minnesota	Olmstead	Act	is	directly	related	to	being	able	to

provide	adequate	support	in	the	community,	and	direct	support	workers

are	the	people	who	provide	this	support.	Published	by	ICI	and	the		Minnesota	Direct	Support

Workforce	Project.

	

Minnesota	Direct	Support	Workforce	2018	Final
Report

Authors:	Sandra	Pettingell,	Amy	Hewitt,	and	Julie	Kramme

This	is	the	final	report		of	the	results	from	statewide	surveys	of	direct

support	organizations	that	were	conducted	in	Minnesota	to	better

understand	wages,	benefits,	size,	and	scope	of	the	state’s	direct	support

workforce.	The	direct	support	workforce	is	one	of	the	highest-demand	and	anticipated	growth	sectors

in	the	U.S.	and	Minnesota.	Expansion	of	this	workforce	is	impossible	without	significant

improvements	in	worker	recruitment,	onboarding,	development,	and	retention.	These	challenges

impact	individuals,	families,	and	community	providers	who	are	finding	it	increasingly	difficult	to	find

and	keep	high-quality	employees.	Meeting	the	promises	of	the	Minnesota	Olmstead	Act	is	directly

related	to	being	able	to	provide	adequate	support	in	the	community,	and	direct	support	workers	are

the	ones	that	provide	this	support.	Published	by	ICI	and	the	Minnesota	Direct	Support	Workforce

Project.

	

Student	Demonstrations	of	Their	Use	of
Accessibility	Features	and	Accommodations

Authors:	Erik	Larson,	Linda	Goldstone,	Kristin	Liu,		Martha	Thurlow,	and

Sheryl	Lazarus

The	Data	Informed	Accessibility—Making	Optimal	Needs-based	Decisions

(DIAMOND)	project	at	ICI’s	National	Center	on	Educational	Outcomes

(NCEO)	studied	classroom	use	of	accessibility	features	and	accommodations	gathered	through	in-
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person	interviews	with	teachers	and	in-person	demonstrations	with	students.	This	report	presents

information	from	that	study.		The	publication	catalogs	the	accessibility	features	and	accommodations

used	in	class	that	were	helpful	to	students,	identifies	reasons	that	certain	accessibility	features	and

accommodations	were	and	were	not	used,	and	explores	barriers	to	the	effective	use	of	accessibility

features	and	accommodations.	Published	by	NCEO’s	DIAMOND	project.

TIES	Center	Brief	2:	Taking	the	Alternate
Assessment	Does	NOT	Mean	Education	in	a
Separate	Setting!

Authors:	Martha	Thurlow	and	Ricki	Sabia

This	Parent	Brief	describes	how	participation	in	the	alternate	assessment

does	not	automatically	mean	that	a	student	is	in	a	different	instructional

setting	from	his	or	her	same-age	peers	without	disabilities.	The	brief	defines	who	are	students	with

the	most	significant	cognitive	disabilities,	what	is	meant	by	the	“least	restrictive	environment,”	the

legal	provisions	that	support	inclusion,	including	students	with	the	most	significant	cognitive

disabilities	in	general	education	classrooms,	and	next	steps	for	parents.	Published	by	ICI’s	TIES

Center.

	

TIES	Center	Report	102:	Using	Systems	Change
Efforts	to	Implement	and	Sustain	Inclusive
Education	Practices	in	General	Education
Settings	for	Students	with	the	Most	Significant
Cognitive	Disabilities:	A	Review	of	the	Literature

Authors:	Sheryl	Lazarus,	Diane	L.	Ryndak,	Craig	B.	Howley,		Patricia

McDaid,	Kristin	Liu,	Deborah	Taub,	Aimee	Howley,	Meghan	Cosier,	James

Clifton,	Deborah	Telfer,		Kara	Holden,	Martha	Thurlow,	and	Terri	Vandercook

This	report	presents	the	findings	from	a	literature	review	that	examined	how	systems	change	efforts

can	guide	initiatives	to	increase	and	sustain	the	placement	of	students	with	the	most	significant

cognitive	disabilities	in	inclusive	general	education	settings,	as	well	as	increase	and	sustain

opportunities	for	these	students	to	learn	core	academic	standards-based	curriculum	through	the

implementation	of	inclusive	education	practices.	The	report	concludes	with	the	identification	of

several	components	associated	with	effective	and	sustainable	systemic	change	efforts	related	to	the

implementation	of	inclusive	practices.	Published	by	the	TIES	Center.
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TIES	Center	Report	103:	Communication
Competence	in	the	Inclusive	Setting:	A	Review	of
the	Literature

Authors:	Jane	Kleinert,	Jacqui	Kearns,	Kristin	Liu,	Martha	Thurlow,	and

Sheryl	Lazarus

This	report	presents	findings	from	a	literature	review	that	was	conducted	to

identify	evidenced-based	approaches	to	supporting	the	development	of	communicative	competence

for	K-8	students	in	inclusive	educational	settings.	Specifically,	the	review	examined	whether

communication	programming	employing	augmentative	and	alternative	communication	(AAC)	is	being

successfully	used	in	inclusive	elementary	and	middle	school	settings,	and	what	elements	of	the

communication	program	are	most	likely	to	affect	students’	communicative	competence.	Published	by

the	TIES	Center.

	

2016–2017	APR	Snapshot	#19:	State	Assessment
Participation	and	Performance	of	Students
Receiving	Special	Education	Services

Authors:	Yi-Chen	Wu	and	Martha	Thurlow

This	report	provides	a	snapshot	of	the	participation	and	performance	of

students	receiving	special	education	services	in	statewide	assessments	used	for	Elementary	and

Secondary	Education	Act	(ESEA)	accountability.	Using	federally	submitted	data	for	the	2016–17

school	year,	it	presents	information	on	participation	and	performance	in	reading	and	mathematics

statewide	assessments	administered	to	grade	8	students.	Published	by	NCEO.

	

2016–2017	APR	Snapshot	#20:	Students	in
Special	Education	Assigned	Assessment
Accommodations

Authors:	Martha	Thurlow	and	Yi-Chen	Wu

This	brief	provides	information	on	the	number	of	students	with	disabilities

assigned	accommodations	and	the	performance	of	these	students	on	the	general	statewide
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assessment	used	for	Elementary	and	Secondary	Education	Act	(ESEA)	accountability.	Using

federally	submitted	data	from	the	2016–2017	school	year,	the	brief	presents	information	on

accommodations	for	reading	and	mathematics	statewide	assessments	administered	to	grade	8

students	(and	grade	4	to	show	a	comparison	to	grade	8	data).	Published	by	NCEO.

	

2016–2017	APR	Snapshot	#21:	AA-AAS
Participation	and	Performance

Authors:	Yi-Chen	Wu	and	Martha	Thurlow

This	brief	summarizes	Alternate	Assessment	based	on	Alternate	Achievement

Standards	(AA-AAS)	data	used	for	Elementary	and	Secondary	Education	Act

(ESEA)	accountability	to	measure	the	academic	achievement	of	students	with	significant	cognitive

disabilities.	Using	federally	submitted	data	from	the	2016–2017	school	year,	the	brief	presents

information	on	the	number	of	students	participating	in	the	AA-AAS	and	the	performance	of	those

students.	Published	by	NCEO.

	

Journal	Articles	Published

"Be	a	Change	Agent:	Tools	and	Techniques	to	Support	Organizational	and	Individual

Transformation."	(2019).	By	Amy	Gunty,	Jody	Van	Ness,	and	Kelly	Nye-Lengerman.	Published	in	the

Journal	of	Vocational	Rehabilitation.

"Implementing	Aided	Augmentative	Communication	Systems	With	Persons	Having	Complex

Communicative	Needs."	(2019).	By	Joe	Reichle,	Jessica	Simacek,	Sanikan	Wattanawongwan,	and

Jennifer	Ganz.	Published	in		Behavior	Modification.

"Being	a	‘Good’	Mother:	Immigrant	Mothers	of	Disabled	Children."	(2019).	By	Kyung	Mee	Kim	and

Se	Kwang	Hwang.	Published	in	International	Social	Work,	62(4),	1198–1212.
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5th	Annual	Minnesota	Gathering	for	Person-Centered	Practices

September	24–25
Eagan	Community	Center
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1501	Central	Parkway
Eagan,	Minnesota

The	Minnesota	Gathering	for	Person-Centered	Practices	is	an

annual	two-day	event	for	individuals	with	disabilities	and	their	family

members,	advocates,	business	partners,	and	educational	and

community-based	organizations	who	are	interested	in	person-

centered	practices.	The	purpose	of	the	Gathering	is	to	create	connections,	dialog,	share	successes,

and	learn	together	how	to	keep	moving	Minnesota	toward	being	a	person-centered	place	for	people

with	disabilities	to	live.	This	year	the	Gathering	celebrates	its	fifth	anniversary	and	honors	how

Minnesota	has	advanced	person-centered	practices	around	the	state.	Registration	is	open.

Note	about	the	change	to	the	Minnesota	Gathering	logo:	The	compass	rose	resembles	Minnesota's

North	Star	and	symbolizes	dedication	to	bringing	person-centered	practices	to	communities	in	the

north,	south,	east,	and	west	of	the	state.	The	sunburst	is	a	reminder	to	reach	out	to	every	corner	of

Minnesota.

STAFF	UPDATES

Kyung	Mee	Kim:	On	May	8–10,	Kim	co-presented,	“The	Experience	of
Being	on	Social	Networking	Sites	Among	People	with	Intellectual

Disabilities,”	at	the	15th	Research	Conference	at	the	Nordic	Network	on

Disability	Research	in	Copenhagen,	Denmark.
	

Martha	Thurlow:	On	June	9,	Thurlow	presented,	"Identifying	and	Serving
English	Learners	with	Disabilities,”	at	the	International	Conference	on

Effective	Learning	and	Development	of	Diverse	English	Language	Learners

in	Xi'an,	China.

Rachel	Freeman:	On	June	12,	Freeman	co-presented	“Minnesota	Positive
Behavior	Support	(MNPBS)	Network:	Expanding	PBIS	Across	School,	Home

and	Community,”	at	the	Minnesota	Positive	Behavioral	Interventions	and

Supports	2019	Summer	Institute	in	Roseville.
	

Adele	Dimian,	Nichole	Meyer,	and	Jessica	Simacek:	On	June	17,	Dimian,	Meyer,	and	Simacek
completed	the	six-day	training	sequence	on	Positive	Behavior	Supports	which	they	delivered	at	the

Minnesota	Department	of	Human	Services.
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Kelly	Nye-Lengerman:	On	June	18–20,	Nye-Lengerman	co-presented	on
several	topics	at	the	National	APSE	conference	in	St.	Louis,	Missouri.	A

National	APSE	board	member,	she	also	served	on	the	keynote	panel,

“Celebrating	30	Years	of	APSE:	A	Look	Ahead.”	During	the	conference,	Nye-

Lengerman	co-presented	on,	“The	New	APSE	Universal	Employment

Competencies:	Overview	and	Reasons	for	Change”,	“Identifying	Key	Metrics	for	Effective

Employment	Supports”,	“Beyond	Training:	Improving	Employment	Supports	Through	Coaching	and

Reflective	Practice”,	and	“Quality	Work	Experiences	for	Youth	SSI	Recipients:	Lessons	Learned	from

PROMISE	Model		Demonstration	Projects.”
	
Linda	Goldstone,	Sheryl	Lazarus,	Kristin	Liu,	Darrell	Peterson,	Kathy	Strunk,	Martha
Thurlow,	and	Yi-Chen	Wu:	On	June	24–26,	Goldstone,	Lazarus,	Liu,	Peterson,
Strunk,	Thurlow,	and		Wu	of	ICI’s	National	Center	on	Educational	Outcomes	(NCEO)	participated	in

the	National	Conference	on	Student	Assessment	in	Orlando,	Florida.	Immediately	following	the

conference,	NCEO	and	the	Council	of	Chief	State	School	Officers	jointly	hosted	a	forum,	"States	and

Districts	Working	Together	on	the	1%	Threshold."

Over	20	ICI	Staff:	On	June,	24–27,	numerous	staff	members	from	ICI’s	Research	and	Training
Center	on	Community	Living	(RTC-CL)	and	the	Rehabilitation	Research	and	Training	Center	on

Outcome	Measurement	(RTC-OM)	presented	at	the	American	Association	on	Intellectual	and

Developmental	Disabilities	(AAIDD)	conference	in	St.	Paul.	RTC-CL	co-sponsored	the	conference

and	Barb	Kleist	co-chaired	the	local	arrangements	committee.		Jean-Baptiste	Quillien	and	Matthew

Roberts	presented,	“Assisting	Individuals	with	Intellectual	Disability	to	Understand	Survey	Items:	Do

Emojis	Help	Participants	Express	Themselves?”	Wei	Song		presented	on	developing	a	social

connectedness	measure	for	people	with	disabilities	(“An	Assessment	Tool	for	Organizations	Serving

People	with	Intellectual	and	Developmental	Disabilities”)	and	also	presented	the	poster

“Racial/Ethnic	Disparities	in	Postschool	Outcomes	of	Young	Adults	with	IDD.”	Renáta

Tichá	and	Brian	Abery		presented	on	their	international	work	in	Russia,	Ukraine,	and	Armenia:

“Challenges	and	Opportunities	for	People	with	IDD	in	Post-Soviet	Countries.”	James

Houseworth	presented	a	poster	on	work	using	National	Core	Indicators	data	titled,	“Determinants

Associated	with	Use	of	Psychotropic	Medication	in	Adults	with	Intellectual	and	Developmental

Disability.”

Jody	Van	Ness	created	an	opportunity	for	her	son,	Andy,	and	his	Direct	Support	Professional,	to

present	a	poster	at	the	AAIDD	conference,	sharing	their	journey	together	as	roommates	and	friends

through	the	use	of	self-directed	supports	and	planning.	Amy	Gunty	presented	a	poster	on

employment	consultant	practices.		Laurie	Kincade,	John	Smith,	Xueqin

Qian,	Tichá	and	Abery	presented	the	poster,	“Facilitators	to	Implementing	and	Sustaining	Best

Practices	in	Community-Based	Residential	Settings:	Translating	Research	into	Practice.”		Rachel

Freeman,	Tim	Moore,	and	Garrett	Petrie	presented,	“Using	Implementation	Science	to	Expand	the

Use	of	Positive	Behavior	Support	(PBS)	in	Education	and	Human	Service	Setting.”	Jessica	Simacek,

Julie	Kramme,		and	Freeman	presented	a	poster	titled,	“Implementing	Positive	Behavior	Supports	in

Agencies	Supporting	People	with	Intellectual	and	Developmental	Disabilities.”	Adele

Dimian	and	Frank	Symons	authored	a	poster	titled,	“The	Impact	of	a	Delay	to	Early	Intensive
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Behavioral	Intervention	on	Educational	Outcomes	for	a	Cohort	of	Medicaid-Enrolled	Children	with

Autism.”	Jerry	Smith		moderated	a	panel	discussion	following	a	pre-conference	film	screening	of

Invaluable:	The	Unrecognized	Profession	of	Direct	Support.	Kleist,	Kramme,	Amy	Hewitt,	and	Jerry

Smith	presented	a	session	on	the	direct	support	workforce	crisis.	Hewitt,		Kelly	Nye-

Lengerman,	Jerry	Smith,	Katrina	Simons,	and	Cliff	Poetz		presented	a	post-conference	session

titled,	“All	Means	All:	Community	Living	for	People	with	Intellectual	and	Developmental

Disabilities.”	Jennifer	Hall-Lande,	Heidi	Eschenbacher,	Rebecca	Dosch	Brown,	Sheyhan	Gelle,

Faviola	Martinez	Estrada,	and	Ashwak	Hassan	presented,	“Lessons	from	Somali	and	LatinX

Diversity	and	Disability	Fellows	in	Minnesota.”

Jana	Hallas	Ferguson,	Barb	Kleist,	Kelly	Nye-Lengerman,	and	Terri	Vandercook:	On	June	27,
Hallas	Ferguson,	Kleist,	Nye-Lengerman,	and	Vandercook	presented	to	members	of	University

Centers	for	Excellence	in	Developmental	Disabilities	on	the	Association	of	University	Centers	on

Disabilities'	"Coffee	and	TA	Series"	webinar.	They	discussed	technical	assistance	strategies	and

challenges	experienced	by	several	of	ICI's	projects	including	Check	&	Connect,	the	TIES	Center,

and	the	Research	and	Training	Center	on	Community	Living.
	

ALUMNI	UPDATE

Ellie	Wilson:		Wilson	is	executive	director	of	the	Autism	Society	of	Minnesota

(AuSM).	It	was	her	second	position	at	the	organization.	After	earning	her

graduate	degree	in	public	health	administration	and	policy	at	the	University	of

Minnesota,	AuSM	hired	her	as	their	Director	of	Education	and	Training.	She	then

worked	at	ICI’s	Research	and	Training	Center	on	Outcome	Measurement	for	a

short	time	before	returning	to	AuSM	as	their	executive	director.

Wilson	was	also	at	ICI	before:	In	2010–11,	she	was	a	MNLEND	Fellow.	Her	commitment	to	people	with

disabilities	goes	back	even	further.	She	developed	a	passion	for	disability	work	as	a	camp	counselor

nearly	14	years	ago,	and	ever	since	then	has	worked	to	support	children,	teens,	and	adults	with	Autism

Spectrum	Disorder.	She	promotes	autism	inclusion,	support,	and	celebration	in	recreation,	K–12,

transition	and	post-secondary	education,	clinical	intervention,	and	community	living.

“My	education	and	mentorship	from	the	MNLEND	Fellowship	launched	my	professional	track	and

equipped	me	with	a	multi-disciplinary	lens	that	deepened	my	understanding	of	the	diverse	and	complex

autism	community,”	Wilson	says.	“I	also	credit	the	MNLEND	faculty	and	my	colleagues	for	providing	a

strong	education	and	network	in	public	policy.	In	all,	my	specialty	is	fostering	energized,	healthy

community	partnerships	to	make	our	society	more	inclusive	for	individuals	on	the	spectrum	or	with	other

disabilities.”

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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