
August 8, 2011
RE: Feedback to Stakeholder Forum August 1, 2011

Speaking Up For Us (SUFU) is Maine’s statewide self-advocacy network for people with developmental disabilities.  We receive services through MaineCare and NEMT.  We hope our voice will be heard as you decide who will be the best company to provide transportation services for us.  That company will be people who want and care about our input as they plan the new system.  We are sharing some input we received from SUFU peer groups aroiund the state.

All drivers who are transporting people who have a disability should be familiar with People First Language, which “...puts the person first in thought and word and emphasizes ability, not limitations.”(Put People First brochure, Maine Developmental Disabilities Council, www.MaineDDC.org or http://www.disabilityisnatural.com/explore/pfl) 
At the forum, a lot of service providers used terms like “the handicapped,” the “wheelchair people,” and so on to describe us.  

All drivers who are transporting people who have a disability should have training to understand the population they are serving and the challenges we have.  People who have not had training may be impatient with a person who slows things down because he uses a wheelchair, a walker or has braces, or with someone who gets very anxious when the driver is late.  The driver may also use certain words or actions thart are very upsetting for a person who has PTSD or or other challenges.  

Self-advocates want to help design the satisfaction survey for consumers because it is the quality of our services and our satisfaction that should matter.  When self-advocates have a grievance they need to have the chain of command spelled out in simple, easy to understand language.  The steps need to include who to report a problem to first, and then what is the next step if the problem is not solved.  In your presentation, you suggest that all complaints should be reported by the broker.  Why would the broker want to report complaints that if they are tied to payments he receives?  
Self-advocates would like like to have a clear understanding of what a real complaint is. There is a difference between complaining and advocating.  We want to avoid the label of a‘habitual complainer’ who is not to be taken seriously.  We may have real complaints but if no one listens or helps us, we keep speaking up for ourselves, is that complaining?  One example of issues self-advocates sometimes have is drivers may call us sometimes for directions to our home or drop-off places and they get frustrated when we cannot explain them correctly, or are slow to explain.  Sometimes the drivers do not know when the place where he drops us off opens or closes, so we get dropped off much too early before opening or after long after closing time.  We also want the riders who never bother to call to say they are going to be late or that they will not need any transportation for the day to be held responsible, because they are affecting all of us.
When members from Speaking Up For Us came to the Stakeholder Forum on August1, we realized how important our input is to you and the broker for the new system to work.  As it is now, the proposed plan looks as if MaineCare and the brokers are going to decide what works for us.  We know what works for us; we are the ones that use the transportation.

Respectfully, 

Jon McGovern

Chair 

Speaking Up For Us

