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New York Woman Is Nationõs First Lobbyist 
With Down Syndrome  
 

As the first registered Capitol Hill lobbyist with Down              
syndrome, Kayla McKeon speaks with powerful credibility 
when working to change laws that limit career opportunities 
for people with disabilities. ñI like being able to share my story 
and my experience to members  of the Senate and            
congressmen and women,ò McKeon said. ñI like telling them 
about my abilities and how they can help us and pass these 
laws. Itôs hard for them to say no to a self-advocate.ò 
 
McKeon, 30, who works for the National Down Syndrome   
Society, has already helped achieve passage of the ABLE to 
Work Act, which allows employees with disabilities to save 
more money without losing their       Medicaid or Social Secu-

rity benefits. Sheôs now working to eliminate subminimum wage, which pays workers with disabili-
ties as little as pennies per hour. ñDown syndrome doesnôt hold us back, itôs old, antiquated laws 
that do,ò McKeon said. ñWe also want the same pay and benefits as     everyone else because we 
are like everyone.ò 
 
In October, McKeon began working part-time at the nonprofit, where 25 percent of employees have 
Down syndrome. She lives with her parents in Syracuse, N.Y. and flies to Washington or New York 
City several times a month. She has met with elected officials ranging from U.S. House Speaker 
Paul Ryan, R-Wis., to Sen. Tammy Duckworth, D-Ill. The hardest part of her job is getting on the 
calendars of busy lawmakers who may need to reschedule if they are called to the floor, McKeon 
said. ñI am nonpartisan and bipartisan,ò McKeon said. 
 
Sara Hart Weir, president and CEO of the National Down Syndrome Society, said McKeonôs     
position was created as part of a strategic process to hire more people with Down syndrome. Weir 
said McKeon has a passion for advocacy and exemplifies achievement. 
 
McKeonôs work has been noticed by others advocating on behalf of people with disabilities. Stuart 
Spielman, senior policy advisor and counsel for Autism Speaks, said McKeon is positive and well 
prepared as she weaves together policy with personal experience. ñIt has been wonderful getting 
to work with Kayla,ò Spielman said. ñShe is an asset to NDSS and a great  advocate for people 
with intellectual and developmental disabilities on Capitol Hill. We are lucky to have the opportunity 
to work alongside her.ò 
 
McKeonôs mother, Patti McKeon, said her daughter is well suited to her role because of her social 
graces and ability to talk to anyone without feeling nervous. 
 
ñWe can do anything that we set our minds to,ò McKeon said. ñWe go to college, we drive a car, we 
can pursue relationships. We can work. Let us be who we are.ò 
 
by Courtney Perkes | Reprinted from June 26, 2018 DisAbilityScoop 
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           ñMy Two Centsò  
          By Tim Doherty, Executive Director  

ñ What goes around, comes around.ò  ñ What once was old is now new.ò       
I am sure we have all heard theses phrases before, so you wonôt be          
surprised when I tell you that I am referring to issues revolving around       
Affordable Housing in New Jersey. 
 
Yesterday I attended an open hearing of the Assembly Committee on    
Housing.  The committee members were called together by chairman Benjie 
Wimberly (D. Passaic) to discuss the state of affordable housing and the 
complaints of several Towns about the burden that affordable housing will place on their towns.  This 
is the result of COAH not passing third round rules back in 2015, so the Towns have had to go to the 
Courts to resolve these issues.  Most have settled with Fair Share Housing and have had their afford-
able housing plans      approved by the Courts, however with numbers that they still donôt like.  And 
so, a call for a return of COAH to administer these plans and settle these issues. 
 
That would be all well and good, if COAH had been allowed to work as it originally was set up.  In the 
early days, the COAH board was a bi-partisan Board and would work with towns to discuss their     
affordable housing issues and ultimately arrive at a settlement.  However, the towns still railed 
against having to do their housing obligations, so then governor Christiô sought to marginalize COAH 
to the point that it was no longer able to function.  Ultimately, The Supreme Court ruled that until      
COAH is re-constituted, Towns would have to have their housing plans certified by the courts.  So 
that is where we are today. 
 
Settling through the Courts was always an option, however today it is the place of last resort, so that 
Towns now must finally settle, establish their plans and then help to get the construction done.  This 
is what they donôt like.  At yesterdayôs hearing, I heard a lot of statements from the members of the 
committee, as well as from the mayors of many towns, of how they support affordable housing      
however they are worried that they donôt have sufficient infrastructure within their towns, to manage 
this new growth.  They fear overbuilding of the town, overcrowding in their schools, and higher taxes.  
All this really without having any new construction being built yet.   
 
So, this clearly is still a very big issue for towns in New Jersey.  We are yet to hear about the new 
Governorôs position on Affordable Housing.  Will the Governor re-institute COAH or a like body that 
will take up these issues and remove them from the courts.  Or will he allow the process to run its 
course, through the judicial system, ultimately having judges making the decisions as a Townôs      
affordable housing plans. 
 
My experience has been that even when COAH was an active body, some towns would still delay, 
and throw up barriers as to why they couldnôt comply with the law.  However, with the issues in the 
hands of the courts, Towns have been forced to settle and move on.  My recommendation would be 
to stay the course, allow the Courts to do their job, and settle these issues.  No longer are towns     
allowed to get away with delay after delay, hoping for some governor or new legislature to change the 
law.  Given some time, we will begin to see new housing develop that will ease the burden of those 
who need it.  Finding decent and affordable housing should be something that we should all support. 
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From Normanõs Desk 

           This year will be the 23rd time in my life that I cast a vote for a member of 
Congress.  I remember back in 1972 being forced to vote two weeks ahead of time 
by absentee ballot because my polling place was not accessible.  I remember in 
1992 being challenged at the poll because of disability, and I remember the          
empowerment I felt by calling a state hotline while at the poll to ñfixò the situation to 
my satisfaction. 

  Times have changed for people with disabilities in terms of voting ease.  Now most polling 
places and polling booths are accessible. Voting early by mail is encouraged for everyone in many 
states.  Yes, there are still barriers to votingðespecially in other states, but there is no excuse for 
any person with a disability not to vote. Nothing about us without us, right? 
But I want to talk about something besides voting. I want to talk about people with disabilities getting 
involved with political campaigns.  I have done it twice when I first starting out.  I worked on a 
statewide Republican campaign for governor and a county campaign for a Democrat.  They both 
lost, and that may be a commentary of the type of person I support.   

Nevertheless, these campaigns opened doors for me, and, more importantly, these candi-
dates, their staffers and supporters gained a greater understanding of my needs as a person with a 
disability.  This was a great asset in advocating on disability issues through these same people over 
the years.  
 ñNothing about us without usò can take many forms at all levels of government.  But we need 
to be involved to make this come true!  We need to be involved from the start by voting!  Before we 
go to public meetings, before we demonstrate, before we sit-in, before we get arrested, WE NEED 
TO VOTE!!!  The rest is meaningless unless we exercise our right to vote.   
 

To paraphrase our great leader Justin Dart: We need to vote as if our lives dependent on it!   
We all need to vote on November 6!   
 
Norman A. Smith, Associate Executive Director -  ProjectFreedom1@aol.com  
Follow me on Twitter @normansmith02 
Follow us on Twitter @TheFreedomGuys 
"Like" us on Facebook.com/ProjectFreedomInc 
 

 

mailto:ProjectFreedom1@aol.com
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óWrap-Aroundõ Model Helps Prevent Behavioral  
Hospitalizations 
by Scott Scanlon, Reprinted from The Buffalo News/TNS | July 24, 2018 

BUFFALO, N.Y. ð Erie County Medical Center had the distinction last year of releasing a teen patient 
with severe autism from the behavioral health emergency room ð after 304 days. 
 
The 16-year-old was one of hundreds with developmental disabilities in the region ð and thousands across the 
nation ð who fall into a gray area each year. Where to best help them when an explosive outburst requires 
emergency care: in a mental health or more typical hospital setting? 
ñYou can treat them and get them out but still, a lot of families at that point are beyond being able to handle 
things anymore,ò said Dr. Michael Cummings, associate medical director in charge of the ECMC Regional     
Center of Excellence for Behavioral Health. ñYou canôt imagine how hard it is to acknowledge to yourself that 
leaving a child in an emergency room is better than taking them home.ò 
 
The hospital, New York State and a quartet of regional nonprofit foundations believe they have found an answer 
for most parents, and patients, in such shoes ð the Access to Psychiatry through Intermediate Care (APIC)   
program, a team that makes house calls to challenged families in 17 upstate counties. 
Cummings and Janell Van Cleve established APIC in late 2014. They lead a staff of six, split into pairs, which sit 
down with families in crisis, connect them with key medical and social services, and develop strategies to      
prevent avoidable emergency room and hospital stays. 
 
The program is free for those of any age ð and their loved ones. It focuses on four key areas: medical needs, 
alternative behavioral health therapies, creating a better home environment, and trying to free up caregivers for 
much needed breaks.  ñIf you take a mom with severely autistic child and measure her stress levels, she 
measures identical to an active duty combat veteran in Afghanistan,ò said Cummings. 
He and Van Cleve said Erie County Medicaid data shows the program has helped foster a 40 percent reduction 
in hospitalizations, 30 percent reduction in ER visits, and 50 percent increase in outpatient case management 
visits during the last 3İ years among the population it serves. They said theyôve also seen a 40 percent drop in 
family reported aggression measures and a 50 percent drop in family distress. 
 
Q: What is the wrap-around model? 
Cummings: In the medical model, it would be something like, ñYouôre in a wheelchair now. Medicaid can spend a 
huge amount of money having you live in an assisted living setting, or a very little amount of money building a 
ramp so you can get in and out of your existing home é 
In behavioral health, it became more about ñthis kid needs a peer, needs rise-and-shine help ð an individual 
that comes into the house and helps get your kid up and on the bus.ò It sounds silly to parents who donôt have 
problems getting their kids up and on the bus, but if you have a behaviorally health-challenged child and they 
donôt get on the bus, then they donôt go to school. Then you canôt go to work, and after a while they get kicked 
out of school. 
Van Cleve: Then you have Child Protective Services on your back. 
Cummings: So youôre paying an aide to come help a parent ð for a short term. Originally, wrap-around worked 
really well because it kept kids out (of inpatient behavioral centers). That can cost $120,000 per kid, per year, 
and wrap-around costs about $20,000. So you could serve five or six families for every one kid you kept out of 
placement. 
 
Q: What is the criteria? 
Cummings: You need to have some form of developmental disability. It can be an intellectual disability. It could 
be autism, a severe learning disorder, Down syndrome, fetal alcohol syndrome. You also need to be at risk for 
system penetration thatôs avoidable. For us, thatôs inappropriate hospitalizations, inappropriate ER visits, over-
medication, risk of arrest or loss of school placement. 
Van Cleve: It also could be a suspected disability. We get a lot of folks who call and say a child has an           
alternative track for learning, and think thereôs something else going on but we havenôt gotten through all the 
testing, and nobodyôs really sure. If thereôs suspicion, we will entertain the case because we want these folks to 
get help sooner. We can identify whatôs going on and how they need to be treated.          Continued on pg 10 
 

. 
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Lawrence Events 

DATE DAY PROGRAM (in Community Room) TIME  

1-Aug Wed Massages Sign up  

3-Aug Fri Hamilton/Lawrence Shopping Bus Leaves PFR 9:30 AM 

8-Aug Wed Nutrition 7 PM 

9-Aug Thu Lawrence Salad Making 3:00 -5:00 PM 

15ï Aug Wed Movie Day 2:30 PM 

16-Aug Thu Lawrence Games 2:00 PM-4:30 PM 

21-Aug Tue Keep Calm & Color On 3-4:30 PM 

28-Aug Tue Lawrence Snow Cones Making 2:00 PM-4:00 PM 

DATE DAY PROGRAM (in Community Room) TIME 

2-Aug Thu Hamilton Christmas Games 2 PM-4 PM 

3-Aug Fri Hamilton/Lawrence Shopping Bus Leaves PFR 9:30 AM 

6-Aug Mon Day Program  2 PM-4 PM 

10-Aug Fri Hamilton Salad Making 3:00 -5:00 PM 

13-Aug Mon Day Program  2 PM-4 PM 

20-Aug Mon Day Program 2 PM-4 PM 

21-Aug Tue Hamilton Snow Cones Making 5:00 -7:00 PM 

27-Aug Mon Day Program 2 PM-4 PM 

31-Aug Fri Hamilton Tropical Games 2:00 PM-4:00 PM 

Hamilton Happenings 
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DATE DAY PROGRAM (in Community Room) TIME 

7-Aug Tue Robbinsville Salad Making 5:30 -7:00 PM 

24-Aug Fri Robbinsville Snow Cones Making 1:30 -3:00 PM 

30-Aug Thu Robbinsville Games 2:00 PM-4:00 PM 

Robbinsville Events 

               Hopewell Events 

DATE DAY PROGRAM (in Community Room) TIME 

1-Aug Wed Heart to Hearts Chair Message  1:15 pm to 3:15 pm  

10-Aug Fri Mercer Home Health Hosting Pokeno  3:00 pm  

24-Aug Fri Heart to Hearts Chair Message  11:30 am to 1:30 pm  

28-Aug Tue The Senior Store Hosting a Medicare Bingo and            3:30 pm  
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HOMETOWN HERO FAN OF THE 
GAME AWARD GOES TO TIMé 

WHO KNEW! 


