
	
	

Here we are again as another year is quickly coming to an end! As you 
know, VOR is a national grass roots organization founded and operated by 
families of individuals with intellectual and developmental disabilities (I/DD) 
and autism, helping other families to better navigate the DD System, to 
educate, and to advocate for Choice in residential care and employment 
opportunities. VOR is completely funded by families and members who 
support high quality care, human rights, and recognize the need to sustain 

a full range of options to meet the diverse needs and aspirations of this diverse group of individuals and their families. 
For the second year in a row, VOR members have engaged in over one hundred meetings with Congressional Staff 
to inform them of our concerns with legislative policies that would adversely affect those with the most severe I/DD 
and autism and diminish the range of option available to their families. To facilitate our access to congressional staff 
and due completely to your generosity, about two and a half years ago VOR hired a political consultant from the firm 
of Health Policy Source to advise us. This, together with members quickly adapting to holding virtual meetings online 
has allowed VOR to more than triple the number of conferences we hold annually with key legislative offices. 	
You, our loyal members, and supporters who invest in VOR through dues and donations have made this possible! 
Together, we have advised on the inequities and inherent biases of several proposed congressional bills including the 
Better Care Better Jobs Act, HCBS Access Act, HCBS Relief Act or 2023, LaTonya Reeves Freedom Act, and the 
Transformation to Competitive Integrated Employment Act. We have advocated supporting Intermediate Care 
Facilities, to preserve 14(c) employment opportunities for individuals with I/DD, and to increase pay, training, and 
benefits for direct support professionals. We have spoken out about improving safety protocols for all people with I/DD 
and autism, and on holding state Protection & Advocacy (P&As), the ACL and other federally funded state agencies 
to account for their actions against congregate care facilities.  

Since our origin in 1983, we have depended completely on your generosity to fund VOR. Unfortunately, this year is 
again a challenging one. Our family members with severe and profound I/DD, and autism represent only about 5% of 
the entire population with I/DD and autism. We are the minority of the minority and must work hard to be heard, and 
even harder to actually effect policy that will benefit our loved ones. If we do not speak up for them, who will?  
We are grateful to you for all your years of support to VOR. Every member is important, and every gift really does 
count. If you have the means, we again must ask that as you plan your year-end charitable giving, you will please 
consider a gift to VOR.  
Other ways to support VOR’s mission are to share your story with your state legislators, tell them your concerns, and 
ask them to visit your loved one in his or her home to better understand their lives and their needs.  
We are deeply grateful for all your gifts, and for your ongoing support of the VOR mission, our families, and our loved 
ones with I/DD and autism. We exist because of your generosity! 
The VOR Board of Directors hope that you and your loved one’s experience nothing but happiness, good health, and 
success in the coming year.  
We wish you all the happiest of holidays, 
Joanne and Hugo 

             Joanne St. Amand       Hugo Dwyer, 
President, VOR Board of Directors   Executive Director of VOR – A Voice of Reason 

Winter, 2023	

~  Seasons Greetings from VOR  ~ 
Happy Holidays to all of our Families and Friends! 

	



The Closing of the Glenwood Resource Center                                     By Sybil Finken 
My son Seth lived at the Glenwood Resource Center (GRC) in 
Glenwood, IA since 1984. GRC is a state operated ICF (one of two) in 
Iowa.  Seth has required a high level of care for his multiple disabilities 
and his care, over nearly 40 years, has been top notch. The direct care 
staff has attended to his needs in a loving, professional manner and for 
that I am grateful. 

On April 8, 2022 the decision to close Glenwood Resource Center 
(GRC), Glenwood, Iowa was announced. After a lengthy investigation 
by the Department of Justice (DOJ), the state of Iowa decided it was 
too expensive to fix the problems and decided to end ICF/IDD service 
in Glenwood, Iowa.  The Intermediate Care Facility for people with 
Intellectual and Developmental Disabilities (ICF/IDD) is slated to close 
in June, 2024. 

152 of Iowa’s most vulnerable, special needs people are being evicted from their homes. Over 500 employees will lose their employment. 
Parents and staff have been scrambling to find placements for the individuals who have made their home on the GRC campus.  

My son Seth has made his home on the GRC campus. since 1984.  My family and I have lived in the small, southwest Iowa community of 
Glenwood, Iowa for nearly 50 years.  The news is devastating not only to families and staff, but also to several surrounding counties.  GRC has 
been an important employer in the area for many years.  

Seth was born perfectly normal in 1979.  At age 7 months, Seth had two back-to-back cases of meningitis, leaving him profoundly brain 
damaged, deaf, blind, non-ambulatory and suffering a seizure disorder. My son requires around the clock care and will require it for the rest of 
his life. Seth is medically fragile and has been served at GRC for most of his life.  The GRC campus has been his home.  

The Department of Health and Human Services has made plans to move 40 individuals to Woodward Resource Center (WRC) in Woodward, 
Iowa, near the Des Moines area.  The remaining individuals would be placed in waiver homes throughout the state.   

There is much doubt from families and guardians that our loved ones will 
receive the same high level of care that they have enjoyed at GRC.  The 
Director of DHS has assured parents, families, and guardians that our 
loved ones will receive the same level of care in the community, but 
there are few, if any, community facilities in southwest Iowa offering the 
ICF level of care that our loved ones require.   

The horror stories have already begun.  One individual with severe 
behavior issues has been arrested after an altercation in his new group 
home, one individual with severe needs was improperly secured, fell out 
of the van and broke his leg.  Another individual in a wheelchair is slated 
to go to a community facility with bedrooms only on the second floor. 
Two guardians report that the group homes they visited were filthy dirty 
and wouldn’t be placing their wards in them.  

If there were group homes or community placements that could serve the needs of the folks being evicted from GRC, I would support the 
move.  However, the services are not yet in place. Closing GRC before the community is ready is premature and idealistic.  

We had actually been looking at a facility that is two and a half hours away, and another that is four hours away. Fortunately, Seth is now living 
in a nursing home in Glenwood. I am just grateful that the “powers that be” didn’t decide to move him 4 hours away from home where it would 
be difficult for Seth’s Dad and me to visit him.  Having Seth that far away was unacceptable to us, but not to the people overseeing these 
forced relocations. 

The nationwide move to close ICF facilities has been in action for 40+ years.  Until now, Iowa had escaped total closure of one of our two 
resource centers.  I don’t know what will happen. The lack of ICF care in the state of Iowa is criminal. 
God help us all. 

Seth with his sister Carmen 

Sybil and Seth  

On September 21st, VOR held another Quarterly Networking Meeting, on Zoom. The discussion centered around the importance of 
maintaining a robust system of intermediate care facilities for people with severe/profound I/DD and autism. We received a lot of 
positive feedback. It’s clear that there are many people who still understand the need for higher levels of care and active treatment 
protocols, despite the “one-size-fits-all” ideologies that the Administration for Community Living, the National Disability Rights 
Network, University Centers for Excellence, and several large national advocacy organizations promote.  

VOR members understand that the economy of scale that exists in larger congregate care centers enables them to provide such 
advantages as 24/7 nursing care, doctors available weekdays and on call nights and weekends, behavioral and psychiatric care, 
dental clinics, physical therapy, while providing a true sense of interactive community often in large rural campuses.  

We’d like to share with you a few of the stories that VOR’s families have shared with us throughout this edition of the VOICE. 



What An Intermediate Care Facility Means To Me                          By Patricia Russillo 
Our brother’s name is Gerard and he has been a resident of Hunterdon 
Developmental center for almost 40 years. Over the years I have seen my 
brother develop emotionally and socially. HDC is a caring environment 
withe best care given by professional direct care staff, the care of medical 
and a psychiatric team and also psycho social supports involving Gerard 
in many activities which has made an impact on his social development.   

He is involved in the Greenhouse program and also because of HDC has 
been a participant in the Special Olympics. Gerard is well taken care of 
with a dedicated staff who has developed his development in which other 
sources of care would not be able to provide of the level of care that is 
required for his quality of life.   

ICF’s are responsible for active treatment which is necessary to function 
with as much self-determination and independence as possible. Active 
treatment increases skills and independence and is developed in 
functional life areas such as communication, socialization, toileting, 
bathing and household tasks. Active Treatment involves individuals like 
my brother in activities that address their individualized priority needs and 
provides opportunities to practice new and existing skills and to make 
choices in their daily routines.  

The client must receive continuous competent training, supervision and support promoting skills and independence. ICF's 
offer 24/7 nursing care; psychiatric services on-site; a dental clinic; shoe clinic, on-site barber shop; greenhouse program; 
participation in sheltered workshops, to name a few. ICF's are beneficial for those clients who are severely and profoundly 
disabled and offer peace of mind to families whose fragile loved ones are being taken care of with services and supports 
that are most beneficial to their needs.  

Intermediate Care Facilities (ICFs) provide long-term, specialized care and support to individuals with severe and profound 
disabilities. ICFs are typically dedicated to improving the quality of life and promoting independence for their residents. 
Here's what an ICF means in terms of the services and benefits it offers: 

In summary, an Intermediate Care Facility is a healthcare setting that focuses on improving the lives of individuals with 
severe and profound disabilities by providing personalized care, skill development, and support to promote independence 
and self-determination. These facilities offer a range of services and programs aimed at meeting the specific needs of their 
residents while also providing essential healthcare services and peace of mind to families. 

1. Active Treatment: ICFs are responsible for providing active treatment to residents. This means they must offer therapy 
and supports necessary to help individuals function with as much self-determination and independence as possible. 
Active treatment is a multifaceted, mandated program defined by CMS which includes a range of services designed 
to provide medical supports and  enhance the residents' skills and abilities 

2. Skill Development and Independence: ICFs focus on developing skills and fostering independence in various functional 
life areas, such as communication, socialization, toileting, bathing, and household tasks. The goal is to help residents 
become as self-sufficient as their abilities allow. 

3. Individualized Priority Needs: ICFs tailor their services to address the individualized priority needs of each resident. 
This personalized approach ensures that residents receive the specific support and care they require. 

4. Choice and Routine: Residents are given opportunities to make choices in their daily routines, fostering a sense of 
autonomy and self-control. This can include decisions about activities, meals, and other aspects of daily life. 

5. Continuous Training and Support: ICFs provide continuous training, supervision, and support to residents. This 
ongoing assistance helps residents maintain and improve their skills while ensuring their safety and well-being. 

6. Comprehensive Healthcare Services: ICFs typically offer 24/7 nursing care, on-site psychiatric services, and access to 
medical and dental clinics. This ensures that residents' healthcare needs are met in a convenient and coordinated 
manner. 

7. Specialized Programs: Some ICFs offer additional specialized programs, such as a shoe clinic, on-site barber shop, 
greenhouse program, and participation in sheltered workshops. These programs can enhance the quality of life for 
residents and provide opportunities for personal growth and engagement. 

8. Beneficial for Severe and Profound Disabilities: ICFs are particularly beneficial for individuals with severe and 
profound disabilities who require specialized care and support that may not be readily available in other settings. 



Noah’s BHDC Story      By Katrina Robertson - Hot Springs, Arkansas 

Hot tears streamed down my face and the anger boiled inside me as the disability rights person continued on the phone, “We 
can help him get two caregivers. He just needs more community supports in place. Everyone deserves to live with dignity in the 
community.” I swallowed hard but my anger was impossible to mask. “Have you ever tried to care for an adult with profound and 
complex disabilities? An individual with BOTH intellectual disability AND mental health diagnosis or what about complex medical 
needs?” There was no response from him, and he evaded the question. I hung up the phone feeling like a failure and with guilt 
overwhelming me. I’d nearly killed myself, and brought harm to many, trying to integrate Noah into the community. Now he was 
sitting in a jail cell, after being in a homeless “shelter” for months and then at a hospital ER for 45 days because of no placement 
options. We were now waiting for a bed at the Booneville Human Development Center. Noah eventually got that bed, after 
funding was made available for additional beds for these more complex cases. 

Fast forward about nine months after Noah’s placement at the BHDC 
and I made a trip there to see him participate in a talent show. He 
excitedly told me about this talent show for weeks on the phone, 
making sure I would be there. I reassured him I would. When I arrived 
that day and made my way to the building it was to be held in, I found 
Noah. He said a quick hello but then scurried off to meet with staff and 
other residents. I saved him a seat next to me in the auditorium but then 
realized he had no interest in sitting with me, he wanted to be with his 
friends....his peers. I sat toward the back of the room and watched, 
again with tears streaming down my face, as Noah gave participants 
standing ovations, cheered them on, danced in the aisle, and then 
himself got up and sang “How Great Is My God.” Noah WAS living with 
dignity in the community, THIS community, with HIS peers. Don’t we all 
do that? Gravitate towards those who are like us? I left with my feelings 
of failure gone. I had done good for Noah, my fight was not in vain. 

Fast forward another 9 months, 18 months since Noah’s placement and I stood in a courtroom on Noah’s behalf. I held in my 
hands a report written by a psychiatrist, advocating for Noah to stay at his placement. It is 11 pages long but starts and ends 
with, “....Therefore, by the very nature of his mental disease and mental defect, he can be considered a potential danger to 
others, himself, and personal property. What mitigates that possibility is that he is in the most appropriate placement possible for 
his diagnosis; he is in a well‐controlled, total care environment, so any potential for acting out is handled by trained staff, medical 
staff, and security staff. As long as he remains there, he presents no danger to persons or property outside that facility.” 
The Booneville Human Development Center has been a Godsend to our family and Noah.  
-------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
      Donny’s Story              By Joe Valenti, President of Friends and Family of the Beatrice State Developmental Center 

We adopted Donny when he was three years old. At that time, we had no idea he had any 
disability challenges. As time wore on, we came to understand his diagnosis included a 
number of ideas and thoughts. Ultimately, we would say he has a combination of conditions, 
fetal alcohol syndrome, mental illness, oppositional defiant behavior, to name a few.  Donny 
had been placed with a number of different community providers over the years, psychiatric 
hospitals, emergency rooms, etc. In the last four years we tried a "risk provider" in Lincoln, 
NE. In the seven months stay with this provider, Donny was placed in jail three times. He 
destroyed neighborhood property, day service and residence property, and was seen in 
emergency rooms no less than a half dozen times.   
In April of 2019, Donny was placed back at the Beatrice State Developmental Center in 
Beatrice, NE, our state run ICF. This is a facility he has been at previously and without a 
doubt had the most success and truly enjoyed his life. He works on campus as well as off 
campus. He receives physical therapy, nursing care, religion support, psychology support 
and most of all he has the support of excellent staff and a manager.    

He is able to travel the campus without supervision for his jobs and other services.  Sometimes riding his bike.  He has a lovely 
room with his own TV and restroom facility.   
The main difference his Mom and I see, and the ultimate benefit of the ICF is their ability to develop Behavior Support Program 
(BSP), implement the program and most importantly have it adhered to by the staff on a consistent basis. From our experience 
with the community, they are just not capable of fulfilling this need for individuals like Donny with co-occurring conditions.  
We believe "one size" does not fit all.  Donny didn't choose to be born this way but he, as others, deserves the person-centered 
program which fits him.  The Olmstead decision was very clear that there will always be a need for ICF's, and Donny is a prime 
example. 

Note: Your membership renewal date is listed at the bottom of the address label on the back page 



DSPD Services in Utah               By Anita Bennett 
Our daughter is 30 years old and has multiple disabilities. She loves her work center and is flourishing there, developing 
friendships with the other participants. Mastering the various tasks they perform has increased her confidence and given her a 
sense of purpose and self-worth. 
That has been threatened with our state's implementation of the final Settings Rule in 
March. Our state has taken an extreme position, defining any protection as a restriction 
of human rights. All individuals in residential settings or day programs must be allowed 
to leave when and where they want to without supervision, must have free access to 
any food at any time, along with their money, medications and any cleaning products on 
the premises. Any restriction must be based on documented behaviors, not diagnoses, 
and safety cannot be used as a reason for a restriction. These restrictions must be 
renewed at most yearly. If there is not enough documentation to prove the ongoing 
need for the restriction, it is removed--usually to damaging effect. 
This has caused a lot of concern for providers and families; individuals have been found 
wandering by police, or gained 30 pounds or more from unrestricted consumption of 
'junk food'. Access to a cell phone is deemed a human right, and there are many falling 
victims to phone scams. While they are given the right to consume legal substances, it 
isn't clear that they understand the difference between legal and illegal substances. This 
also applies to directing their own health care, regardless of their ability to understand 
the consequences of their choices. 
So, although we can do our best to provide appropriate protections for our daughter, there is no way to guarantee that other 
participants will have the same. The state has deflected questions and turned a deaf ear to concerns. 
I am so grateful for organizations like VOR, who are vigorously advocating for the support and care individuals like my daughter 
need. 

ICFs Need to Remain Open 
My name is Komala Balakrishnan. I live in Augusta, Georgia with my husband. My only son Jay is forty (40) years old, is 
profoundly intellectually disabled, has autism and seizure disorder. He functions at a level of less than two (2) years, is 
nonverbal and does not understand danger. He needs help with daily living skills such as brushing teeth, toileting and taking 
a shower, and requires twenty-four hours supervision. He is ambulatory but is prone to falls hurting himself often. He puts 
nonedible things in his mouth if not supervised. During meals, he stuffs his mouth and tries to swallow too much at one time 
without chewing enough.  
While Jay lived with us, several things happened that prompted his doctor to suggest that we place him in an ICF. 
Jay loves to turn knobs, punch buttons, plug in electrical cords and open doors. The stove and other kitchen appliances, 
uncooked food in the fridge or freezer, and cleaning liquids are all dangerous. So, the kitchen should not be accessible.   
Jay can open the door and walk away aimlessly, not knowing the dangers of traffic. Once lost, he cannot tell his name or 
address to get help. If he is not constantly watched, he will disappear in no time. By the time he is found he may be injured. 
Jay needs another person in the vehicle besides the driver while traveling. He will remove seat belt and open the car door 
while the car is in motion if there is no childproof lock.  
Jay’s medical and safety needs are taken care of at East Central Regional Hospital (Gracewood Campus) an intermediate 
Care Facility in Georgia. This is the only least restricted facility available near Augusta in Georgia. He has been living there 
for twenty-four years. There is an on-site doctor and twenty-four hours nursing available. I am pleased with the care that he 
gets there. Jay has to be in sight of a care giver all the time. 
It is important that Intermediate Care Facilities remain open. Individuals like my son do not understand danger can end up in 
life threatening situations in a community home. Individuals like Jay who are profoundly intellectually disabled but are 
ambulatory will not be safe in the community. ICFs must remain opened and new admissions accepted. 

My Sister’s Story    By Mary Kozy 
My name is Mary Kozy, and my sister has resided at ICFs/IDD in Illinois since she was age 21. She just turned 70. She is 
totally blind and non-verbal, in addition to her profound developmental disability. The ICF staff have remained in their jobs 
long term, and are able to understand and anticipate her needs. They keep her safe, clean, protected  and meet her daily 
care needs. As she gets older, they manage her medical issues much better than any uninformed community professionals 
who are unfamiliar with profound developmental disabilities.  
My sister would never be welcomed nor survive in a community-based facility.  She requires 24/7 care and assistance with 
all activities of daily living.  The ICF is the only placement that can adequately meet her needs.   
There are no other appropriate options. 



  Our Visit to Employment Horizons                   By Hugo Dwyer and Joanne St. Amand 
After several years advocating on principle for sheltered workshops and 14(c) 
programs, we figured it was finally time that we actually visited one. Joanne’s 
sister Rosemary was far too disabled physically, medically, and intellectually to 
ever engage in an employment program. Hugo’s brother Tom had “worked” on 
the grounds of his state operated intermediate care facility as one of several 
people who distributed the mail to cottages across the 1600-acre campus, but 
had never worked in an off-site facility such as a sheltered workshop. We were 
long overdue to visit a workshop and get a real sense of what goes on there. 
Since VOR has been partnering with the Coalition for the Preservation of 

Employment Choice for the past two years, we contacted one of their Board members, Lisa Montalbano of Employment Horizons 
in Cedar Knolls, NJ, and asked if she could arrange a visit. She was happy to do so.  
Neither Joanne nor I knew what to expect. We were certain it was not going to be the Dickensian setting that the anti-14(c) 
contingent decries, much as we know that modern ICFs don’t look like 19th Century asylums, as certain advocacy orgs would have 
people believe. But we were hesitant to hope for much more than a tidy, well-run operation that did the best it could with the 
resources available. We were delightfully surprised. 
Employment Horizons is large, open, impeccably clean, and well-lit. Those who work there each have their own locker for personal 
effects and a dedicated workspace. There is a lunchroom, recreational spaces, and quiet rooms, all designed for the comfort of 
the participants. But more than all of that, there is an atmosphere, a mix of joy, determination, pride, accomplishment, and self-
worth. Joanne and I spent a few minutes in Lisa’s office, learning about the facilities and some of the facts that go into their annual 
reports. In 2022: 

Employment Horizons contracts with a surprising range of companies, including small 
local businesses as well as large national corporations like Verizon, Altice, BASF, and 
Tiffany’s. Each of these companies has some type of work or specific tasks that are well-
suited to the skills and temperament of EH’s employees. 
As we walked out of Lisa’s office to begin our tour, we were interrupted by a young woman 
named Shannon who showed us in a few quick minutes what Employment Horizons is 
really all about. Seeing Lisa with two strangers, she promptly introduced herself and told 
us all about her day so far. She had spent the morning in the kitchen, preparing and 
serving lunch to the rest of the workers, and now she was about to begin her other job of 
testing refurbished electronic equipment to send out to a large local communications 
services provider. Before she started, she wanted us to know she had worked there for 
thirteen years and had received an award for her service from Lisa a few weeks ago that 
she keeps on her dresser at home so she can see it every day. Her joy and pride were 
infectious. Joanne, Lisa, and I all beamed right along with her. She then scurried off into 

the main workroom, while the three 
of us ambled along. By the time we 
met two other workers, both of 
whom were friendly but showed 
different degrees of caution at meeting new people, Shannon was already 
at her desk, engrossed in her work. (Lisa swore to us that Shannon wasn’t 
a plant or a ringer. That’s just Shannon being Shannon.) 
The main workroom was literally a beehive of activity. People were engaged 
in their work. Some looked up to see Lisa and her visitors, while others 
continued to focus, undistracted. Two people took the time to explain what 
they were doing, both conveying a sense of understanding the importance 
of doing their job well and making sure they were doing it right. Other people 
would be depending on the equipment they were testing, and they wanted 
to make sure that every item met the highest standards. There was delight 

• 447 individuals served across Employment Horizons’ various programs 
• 78 participants placed in jobs in the community 
• Program participants employed at EH earned $1.8 million in earned income 
• Program participants paid $299,762 in taxes 
• 100% of fulfillment customers surveyed state that the quality of our work is      
…….exceptional and completed on time 
• 75% of our total agency revenue is self-generated through business sales, 
…….donations, fundraising, and grants 
• $.91 of every dollar donated goes directly toward programs and services 



in doing this work, and satisfaction in doing it right. The Fulfillment Staff who moved from desk to desk looked equally happy. 
Joanne and I both felt it. People don’t just work at Employment Horizons. They play there. They’re doing things they enjoy doing. 
And on the occasional days when they aren’t enjoying their work, the staff has plenty of alternative activities to engage them. As 
Lisa describes it, “The job isn't about the work but about the people.”  

To think of a sheltered workshop like Employment Horizons only as a job, and to focus on the hourly wage is to completely 
misunderstand the what a sheltered workshop really is. Most of us think of a job as a place where we work for a company, to help 
them achieve their goals, which are usually measured in terms of revenue and shareholder value. In a sheltered workshop, the 
company is there for the workers, helping them to achieve their goals. 

 

 

 

 

 

 

 
What struck us most was what a community Employment Horizons is. In addition to the various work opportunities they offer during 
the week, they plan events and parties some nights after work or outings on weekends that extend beyond the workshop and into 
the larger community around them. EH is not isolated from the community, it is an integral part of the community of Cedar Knolls 
and the surrounding towns. EH is a community within itself that is also very much a part of the larger community around it, much 
like a local high school, a Little League team, a college or university, a senior center, or a church, temple, mosque or any other 
house of worship. 
Lisa has been speaking with her members of Congress, as well as state and local officials, conducting tours of the facility and 
working with the Coalition and VOR to protect her workers and their right to participate in the opportunities that Employment 
Horizons offers. She recently appeared in a wonderful feature on local television about the workshop, which may be viewed on 
the link below. 
https://newjersey.news12.com/made-in-new-jersey-employment-horizons-provides-jobs-people-with-disabilities 

What Is A Sheltered Workshop? 
A sheltered workshop is a facility licensed by the Wage and Hour Division of the Department of Labor to provide employment 
opportunities for persons with disabilities, paying them commensurate wages under Section 14(c) of the Fair Labor 
Standards Act of 1938. This program began during the Depression, to help people with sensory disabilities (sight or hearing 
impaired) or physical disabilities. It wasn’t until the late 20th Century that people with intellectual disabilities entered the 
programs. Today, people with intellectual disabilities and autism (ID/A) make up about 98% of those working in 14(c) 
programs. 
No one is ever forced to work in a sheltered workshop. Applicants are assessed every six months to make sure that their 
wage is commensurate with their productivity, as compared to the productivity of three “non-disabled” individuals performing 
the same tasks. In some cases, the amount paid to the individual actually exceeds the minimum wage, so the term 
“subminimum wage” is incorrect.  
The individuals working in sheltered workshops comprise a specific cohort of the ID/A population. Most have too high a 
degree of intellectual or behavioral challenges to be hired by most companies offering competitive integrated employment 
opportunities, yet they have skills and abilities that they would like to use. Those skills would atrophy in day programs. 
Sheltered workshops are the perfect solution. Staff are trained to help develop their skills, but are also trained to address 
their challenges. Work here offers dignity, a sense of community, a sense of accomplishment, and sense of pride to those 
who engage in these opportunities.  
What’s more, there is no realistic alternative for this cohort of individuals. When the workshops close, people either wind up in 
day programs, or working only a few hours a week in competitive integrated employment.  
It's important to remember that we can support both 14(c) programs and competitive integrated employment programs. It 
does not have to be either/or. These programs serve two entirely different populations of individuals, and we should support a 
wider range of opportunities for all ID/A individuals, rather than providing more opportunities for one group of people while 
depriving another group of the opportunities they already enjoy. 



Advocating in the Media: Dawn and Laura Kovacovich and the PBS NewsHour 
By Hugo Dwyer and Dawn Kovacovich 

On October 5th, PBS NewsHour ran an installment on Òsubminimum wagesÓ (more accurately termed Òcommensurate or special 
wagesÓ) and sheltered workshops in its series ÒDisability ReframedÓ, hosted by Judy Woodruff. The producers had spent months 
researching the subject, initially with the understanding that all people with intellectual and developmental disabilities and autism 
(ID/A) prefer competitive integrated employment (CIE) and that sheltered workshops take advantage of vulnerable people. After 
listening to many self-advocates and proponents of ending fully supported programs, the news team eventually reached out to the 
National Council on Severe AutismÕs Amy Lutz, VORÕs Hugo Dwyer, and the Coalition for the Preservation of Employment ChoiceÕs 
Colleen Stuart, all of whom strongly support a full range of employment opportunities for individuals with ID/A.  

The reporters admitted that they were not even aware that there was another side to the story. When asked about a family who 
might represent this position, all of these disability advocacy organizations recommended that they reach out to Dawn Kovacovich 
and her daughter Laura. Dawn is an active member of each of these organizations, as well as A-Teams and just about any platform 
available to advocate for Laura and her peers. Dawn is an active member of each of these organizations, as well as A-Teams and 
just about any platform available to advocate for Laura and 
her peers. Laura and Dawn are terrific ambassadors for 
supporting a full array of employment choices, including 
competitive and noncompetitive options. Series producer 
Layla Quran spent hours researching the subject, speaking 
with Dawn and Laura, and finally traveling to Minnesota with 
a production team and Judy Woodruff to interview them at 
home and see Laura at work.  

Several weeks passed between the time Dawn and Laura 
were interviewed and the night the story aired. I spoke with 
Dawn several times, and she recounted how she had 
prepped all of the points they had made in the interviews, 
how well Laura had presented, and how important it was that 
the producers understood how important LauraÕs work is to 
her overall well-being. She stressed how LauraÕs extreme behaviors had worsened during the months that she couldnÕt work during 
the pandemic, and how they improved again after she went back to work. DawnÕs biggest concern was that the NewsHour crew 
only saw Laura at her best, which may have given viewers the sense that she could easily participate in competitive integrated 
employment. There are thousands of individuals like Laura, who have significant behavior disabilities that can only be served in a 
specialized environment with trained staff. Others have medical or intellectual needs that preclude the possiblity of ever working 
for competitive wages. 
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The piece opens with the statement, ÒOnly about 20 percent of people with disabilities in the U.S. have a job, and some with 
intellectual and developmental disabilities are paid less than the federal minimum wage. Last week, the Labor Department said 
it's reviewing the policy allowing that.Ó It then goes to a segment about a young man with cerebral palsy and apraxia, who once 
worked in a sheltered workshop for commensurate wages, but was unhappy there, and now works a few hours a week doing 
something he likes better and earning a competitive wage. Ms. Woodruff narrates that many people believe that no one should be 

paid less than minimum wage. The next guest is a woman who 
was diagnosed with autism at the age of 21, who now co-chairs 
Minnesota's Task Force on Eliminating Subminimum Wages, a 
group that has called for a slow phaseout of the 14(c) program. 
She states that they have a plan for phasing out 14(c) programs, 
but never really explains how that will work, ethically or financially. 
Nonetheless, the producers have clearly set the tone against 
these programs.  

About 4 minutes in, we get to see the ÒbalancedÓ part of the piece. 
We are introduced to Laura and Dawn, and for the next three and 
a half minutes, the Kovacoviches make a compelling case for why 
14(c) programs are important to those who choose them, 
dispelling several of the social and financial memes used by 
those who call for the elimination of these opportunities.  

The last three minutes of the story return to the people who 
advocate to end 14c and close sheltered workshops. The woman from the MN Task Force on Eliminating Subminimum Wages 
claims to have developed a plan that would subsidize the providers to enable them to pay minimum wage, but she doesnÕt reveal 
any details on how this might work or who will provide the subsidies. This claim is disputed by MN State Senator (and former 
business owner) Paul Utke who argues that businesses simply cannot afford to pay minimum wage to people whose productivity 



doesnÕt meet the companyÕs requirements. There was no rebuttal, no 
further examination how eliminating 14(c) will not take away any 
opportunities or put any providers out of business. 

The story wraps up by returning to the young man first interviewed, again 
stating his pleasure at his eight-hours-a-week competitive job, to some 
extent nullifying Laura and DawnÕs opinions and experience. The full 
spectrum of the disability community was poorly defined in this piece, 
allowing those with higher acuity to appear to understand and represent 
those more severely impacted with autism and intellectual disabilities 

Editorializing in Post -Production  

After the interviews are over, and the story goes into the final stages of 
post-production, what do the editors include in a 10-minute news segment, 
and what gets left on the cutting room floor? How do they frame the piece 

to appear balanced, but ultimately present their own point of view? 

Just how balanced is a story that begins with (and apparently endorses) one point of view, sandwiches in an opposing view, then 
concludes by re-stating and implicitly reaffirming their original premise? If viewers were only to see the middle segment with Laura 
and her mom, or if their part of the story began and ended this piece, with the views of those who would eliminate 14(c) sandwiched 
into the middle, they would probably come away with an entirely different point of view. So, even though the news team did take 
the time to interview Dawn, Laura, and Sen. Utke, the story still adheres to the original narrative: that it is acceptable to Òphase 
outÓ commensurate wages and  sheltered work options. 

So, what do we do? What can we do?  

We do the best we can. We continue to engage and inform, even if we believe the media is often aligned against us. If Dawn, 
Laura and Sen. Utke had not taken part in this piece, it would have been more biased against 14(c). The fact that they made such 
an eloquent case for sheltered workshops brought a degree of doubt to the storyÕs original premise, and may even have resonated 
with some viewers. Like Dawn and Laura, we just keep showing up and doing the right thing, and waking up and doing it all again. 

Note:  Since this segment was aired, hundreds of parent/guardians and disability service providers lined up to speak on behalf of 
14(c) during the Department of LaborÕs ÒListening SessionsÓ on this subject; Amy F.S Lutz published an outstanding book: ÒChasing 
the Intact Mind: How the Severely Autistic and Intellectually Disabled Were Excluded from the Debates that Affect Them MostÓ, 
devoting an entire chapter to the importance of maintaining 14(c) (see reading list, below). Two excellent articles were published 
in the Washington Post that supported employment choice, and a local news station in New Jersey presented a segment that 
clearly illustrated the benefits of these programs and why they are in such demand (see Employment Horizons article on pp 6-7). 

VORÕs Holiday Gift Guide  
This year, why not give a friend or family member the gift of a good book? 

Here's a list of recommended reading, all written by VOR members:  

(Alphabetical by author, All books are available on Amazon and elsewhere, in various formats) 

Nancy Banov    We Have A Name: A Mother's Search For Answers   

Harris Capps    Parents and Guardians Essential Lexicon and Resource Guide: Intellectual and Developmental 
Disabilities and Autism  

Micki Edelsohn    Mom with a Megaphone: My 50 Year Journey with My Son with an Intellectual Disability - From 
Fear, to Hope... To Fear Again  

Fern Kupfer     Before and After Zachariah  

Amy Lutz   Chasing the Intact Mind: How the Severely Autistic and Intellectually Disabled Were Excluded 
from the Debates That Affect Them Most   

Amy Lutz    We Walk: Life with Severe Autism (The Culture and Politics of Health Care Work)   

Amy Lutz    Each Day I Like It Better: Autism, ECT, and the Treatment of Our Most Impaired Children   

Chris Mercogliano   In My Brother's Words: The Memoir of Susan Mercogliano  

Ed Orzechowsk i You'll Like It Here - The Story of Donald Vitkus, Belchertown Patient   

Irene Tanzman  Abie and Arlene's Autism War 

The books above represent the views of their authors, independent of VOR. 
VOR receives no consideration from these books or from the publishers. 

If we have missed any VOR Authors from this list, please contact us at info@vor.net 
We share them with you in hopes of sharing support for Choice and a Full Continuum of Care. 

 



MandyÕs Story            By Rick and Gay Hull  
Our daughter Amanda has lived at an Illinois, State Operated 
Developmental Center (SODC) for the past 18 years.  Mandy 
is 38 years old, and she has been diagnosed with autism & 
intellectual disabilities.  She enjoys going out to eat and taking 
walks with her family, but she requires constant supervision 
and assistance with all aspects of her daily life.   

Prior to moving into a SODC, Mandy resided in a group home 
for a short period. This experience was a disaster for many 
reasons.  There was a high rate of turnover with the 
employees, they did not have a clue what autism was or how 
to meet the needs of adults with significant developmental 
disabilities, and community- based services were inadequate 
(sheltered workshop, physicians & psychologists, behavior 
specialists). We removed her from the group home after 
making every attempt to make the situation work, because she was at significant risk for harm in that environment.  We 
investigated other community placements, but decided that the SODC would be a better fit for her.   

As a family, we have been very pleased with the services that she has received for the past 18 years.  The employees in her 
facility are trained, the environment and caregivers have been consistent (many have worked with our daughter for 18 years), 
licensed staff are campus based, and the vocational training program met her needs.  Mandy's life has been safe, consistent, 
and predictable for the past 18 years until about 12 to 18 months ago.  While COVID did present some challenges, it was after 
the pandemic, that other factors started to have a profound effect on her wellbeing. The composition of her living floor changed 
significantly when higher functioning individuals were placed in her building.  Her unit was already dealing with post COVID 
factors, such as staffing, training, and retention, but more alarming was the fact that her safety was once again threatened by 
these additional environmental changes.   

In September of 2023 Mandy moved into another building at her facility. She is adjusting very slowly but we are confident that 
she is safe and life will return to normal as time progresses and she settles in to her new surroundings.  Even though the past 12 
to 18 months have been a challenge, we still feel that the SODC where she resides is a quality facility with compassionate, 
caring, trained professionals.  As a family, we would hate to ever think of moving her into a community setting.  She NEEDS the 
services that this facility provides and this is her home.  

We will continue to advocate for our daughter, and other adults, like Mandy with developmental disabilities, to guarantee that 
each and every individual receives the level of care, and the quality of care that they need, in a respectful, safe living 
environment. 

Gay, Mandy, and Rick  

Cinthy Broussard and Dwayne  

I would very much like to share my feelings to you about Pinecrest. I am the mother to Dwayne Nugent who lives at 
Pinecrest. He first went when he was 21 years old. He had to leave St. MaryÕs, which over the years was outstanding for my 
son. Yes, he had to learn to be in a new environment. He has come to be an amazing client from being at Pinecrest.  

Dwayne is now 57. He works at the canteen and has learned so much since he had been there. I can thank God and 
Pinecrest every day for giving my son such a good life. I can rest and be thankful for all Pinecrest has given him. 

Thanks to all at Pinecrest! 

VORÕs Wish List  
Choice  - We ask for others to respect the choices that our families make. We understand that everyone has a different 
background, a different set of life experiences, and different needs and aspirations. We respect the choices made by 
those who seek integration into the community and wish to work and interact with non-disabled individuals.  

Options  - We ask for more efficiency and increased funding in the DD System, and for parity funding to invest in full 
array of residential care options and employment opportunities, to better meet the diverse needs and aspirations of all 
people with intellectual and developmental disabilities and autism, whatever the level of their needs may be. 

Recognition  - We ask for recognition of those with the most severe and profound I/DD and autism, and that our 
families and our loved ones will no longer be overlooked or marginalized by the media, our government, or our own 
ID/A community. 

Support  - We ask for your support, and the support of like-minded individuals, to help spread our message and work 
with us to better advocate for our loved ones with I/DD and autism. 
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