
Please vote NO on House Bill 795 that plans to cut paid family caregivers from the Medicaid

waiver. Families like mine depend on it.

I need your HELP today. My life, livelihood & quality of care is being threatened by this new bill

amendment to take away paid family caregivers. I'm 29 years old and born with Spinal Muscular

Atrophy (SMA) type 1. The most severe form of SMA & the leading genetic cause of death of

children under 2. For 28 years my mom has gotten paid as a nurse through the Ohio Home Care

Waiver program to take care of me. She is being watched and monitored even closer than other

nurses working for the same homecare agency. She is the reason why I am still ALIVE today. I

require 24/7 skilled nursing care! I can not be left alone at all. I need a ventilator to breathe and a

feeding tube to eat. I need suctioned a lot because I can not swallow and gave an unprotected

airway. I can easily choke or have an airway collapse out of the blue at any time. I can only move

my thumb enough to be able to type and communicate. My brain is not affected. My bedroom is a

mini ICU unit! I have had nurses almost kill me by doing nothing while I was choking, broken my

bones, stole drugs and jewelry from my home, ignored me & played with my brother or just

charted and so many other horrible things while "taking care" of me! The agencies did nothing!

It's almost impossible to even train someone to take care of me to the point where my mom can

even leave me alone in their care. She ends up doing my care while they sit around instead of

being willing to learn. In the hospital my mom still is the one who does everything because the

nurses, therapists and even doctors don't know SMA and refuse to listen and learn proven

protocols for SMA care. They aren't taught about SMA in school and many of the things they are

taught to do for normal healthy people would kill me like sit me up and place oxygen on me when

I have trouble breathing.

 

It will cost taxpayers even more to care for me in a nursing home than to care for me at home.

This is why the waiver exists in the first place. The agencies do not even have qualified nurses

and if they do they are assigned to other cases who have no one in the home who can care for

them. You are looking into the wrong area to make cuts. The homecare agencies are the ones

doing the billing and creating the fraud, not the family caregivers. They are a business trying to

make as much money as possible. Each individual case needs to be looked at even though they

already are and have been from the start. Carestar case management company is also at fault. This



is their job to catch this kind of fraud! My rights, privacy and safety are being taken away. I have

every right to live and choose who takes care of me.

 

Again please I beg you to vote NO on House Bill 795 that plans to cut paid family caregivers.

 

Sincerely,

Madison Rose Reed


