
 SERENA & MICHAEL SMITH 
 

Shared with House Appropriations Committee 
on April 9, 2013 
 
Hello, my name is Sabrina Smith.  My husband, 
Clinton and I live in Prairieville, Louisiana, with 
our three children -- 8 year old twins, Michael 
and Daniel, and 9 year old daughter, Serena. 
Two of our children, Serena and Michael, have 
been diagnosed with a rare 6q27 Chromosome 
Duplication Disorder.  I am here today to ask 
you to include funding for 200 additional New 
Opportunities Waiver slots in the budget. 
 
Both Michael and Serena require around -the-clock care and supervision. We have to assist them in 
bathing, eating, and all other personal care skills. Both Michael and Serena are nonverbal, and 
Michael relies on a feeding tube for his nutrition. We have to assist Serena to feed herself, and drink 
from a cup. They are both still in diapers, and require many changes throughout the day and night. 
We also have to assist Michael and Serena throughout the day in moving around our home, and out 
in the community. I am often left to take them to therapy and doctor appointments by myself, and 
struggle physically with the demands of loading them in the car, and into their wheelchairs. Despite all 
the extra care needed, and financial burdens of raising 2 children with exceptional needs, I love my 
children, and they are the light of our family. 
 
Since Serena was born, I have been unable to work. We do not have the natural family support to 
help care for Michael and Serena. Clinton is the sole provider for our family. He is a truck driver who 
is sometimes gone for several days at a time. We recently came into an extra hardship when his truck 
broke down. With no financial means to repair the truck, Clinton has had to pick up random side jobs 
just to put food on the table. The children’s daily medical needs are exhausting physically, mentally, 
and financially. Both Michael and Serena are on the waiting list for a NOW Waiver. Serena’s registry 
date is 8-26-04 and Michael’s date is 2-22-05. We have been waiting almost 9 years, and Serena’s 
date is only a few days away from the date they are currently serving.   
 
With the NOW Waiver, we will be able to do so many things to improve the quality of life for Michael 
and Serena. We currently live in a 2 bedroom home. My husband has been sleeping on the couch for 
the last 5 years, since we have not been able to make needed modifications to our home. Both 
Michael and Serena require wheelchairs for mobility, but our hallways and bathrooms are not 
wheelchair accessible.  This makes bathing and getting around our home extremely difficult.  
Additionally, their wheelchairs are not able to fit in our van and we are unable to purchase a lift, so we 
have to physically pick them up to get them in and out of the van. A waiver would allow us to make 
modifications to our home and van, which would immediately eliminate much of the physical demands 
of caring for Michael and Serena.  We will also be able to obtain a much needed PCA for each child 
who can assist us with the daily tasks of caring for them. This assistance would especially be great 
when Clinton is gone working and I am left alone to care for them. Their worker would be able come 
and help me take them to doctor appointments, therapy and community outings that I struggle to do 
by myself. It would also allow Clinton and I to spend some alone time together again. Since Serena 
has been born, we haven’t been able to see a movie, go out to eat, or celebrate our anniversary.  
 
The NOW waiver will also allow Michael and Serena to be a part of the community, which will 
positively affect their quality of life. Being around their peers is something they both love and enjoy.  I 



want what every other mother wants for their children, and the NOW Waiver would give them that 
opportunity. 
 
Without a NOW Waiver we are struggling daily to maintain the best quality of life for our children. I am 
scared that if we do not get a slot soon, my health will continue to decline, leaving no one to care for 
our 3 children.   
 
So, today I ask that you please include funding for 200 additional NOW slots in the budget and help 
families like mine stay together.  Thank you. 
 


