            FAMILY /GUARDIAN BILL OF RIGHTS
With the advent of managed care, and the implementation of the Olmstead Decree, it is extremely important that family members, guardians and advocates are allowed to participate in all decisions involving their loved ones, regardless of where they reside  To this end we have proposed  the following  Family/Guardian Bill of Rights .
                      MANDATED  FAMILY /GUARDIAN INVOLMENT                    

 1. FAMILY/GUARDIAN  BILLOF RIGHTS
                      To include, but not limited to: 

                                        Issues involving Health and safety in Residences

                                              Right to fire safety plan at residence

                                              Right to food menus

                                              Right to unannounced visits

                                              Right to information regarding staff (including part-time direct care)

                                               changes, additions

                                              Regular meetings with parents/guardians  

                                              Right to access to individual agency residential budgets where child

                                                 resides.
                                              Right to be informed and approve of all medical appointments and 
                                                procedures ahead of time.
                                     Issues involving People First Waiver, self direction, etc. regardless of 

                                     where the developmentally disabled person resides
                                              Right to choose the care coordinator

                                              Right to all documents involving care and program 

                                              Mandated meetings several times a year, ( annual, and quarterly 

                                              updates.

                                              Mandated  procedures if need to challenge decisions
                                              Mandated independent advocate 
                                             Mandated participation on POMs or independent advocate for persons without family members           

2.  FAMILY/GUARDIAN POLICY COUNCILS

                                  Regional OPWDD quarterly meetings with parents and guardians
                                 Financial transparency,

                                 Members appointed by local councils.

                                 Family/Advocate member on all OPWDD committees and DISCOs 

3.   OMBUDSMAN PROGRAM/ADVOCACY ARM OF THE  WAIVER

                                   Unpaid, composed of families, advocates 

                                          Assigned to non-for profit agencies and STATE-run programs
MANDATED QUESTIONAIRE on SERVICES SENT TO PARENTS/GUARDIANS TO BE REVIEWED BY OPWDD.
FAMILY/GUARDIAN BILL OF RIGHTS

As one of many groups  who have  created OPWDD we have long sought to have a true, meaningful partnership with OPWDD. We find we must constantly push to be heard. This  lack of dialogue has frequently  extended to our children’s  direct care services. For that reason we worked our legislators to create a “Family/Guardian Bill of Rights”.  No caring family member wants to deprive their loved one of civil liberties, BUT THEY DO WANT TO KEEP THEM HEALTHY AND SAFE!  

Accordingly, GROW has expressed the need for access to information that is needed to make informed decisions as well as guaranteed input in making those decisions.

We urge you to support ASSEMBLY BILL A00424A

                                             SENATE BILL S03634-A            

