To:  Secretary JudyAnn Bigby, EOHHS
One Ashburton Place, Room 1109, Boston , MA 02108
Date:  August 22, 2008

Dear Ms. Bigby,

My name is Lisa Ching and I am the mother of two children, one six year old, non-verbal boy with autism, hypotonia, and bruxism and one eight year old typical girl.  For over a year, we have not had a DMR Children’s service coordinator to work with due to the position being vacant.   It is so important and necessary to have DMR service coordinator positions filled by qualified and knowledgeable people and yet it is my understanding that for Children Service Coordinators @ DMR, the ratio of coordinators to children is a staggering 1 to over 180 children, if not more.  When families have a child with autism, it is such a difficult and life-changing process,…..having a service coordinator who is familiar with our case in addition to being available to deal with us on a regular basis is so important but yet for over a year, we were told the position had not been filled yet and we were without a valuable resource.  I am uncertain why it took such a long time to get a new service coordinator in place and can only imagine that budgetary restrictions in addition to finding people with the right set of skills for the job made the replacement of the position challenging.  I ask that you to support the employment and recruitment of well-trained DMR Service Coordinators, who have the important job of dealing with the families of children with intellectual disabilities, so that there is not such a crazy ratio of coordinators to children.  With such a phenomenal ratio to exist (1 to over 180), how can service coordinators really get to know families they serve and how can they really be in tune with the specific and genuine needs of a family as it relates to their child with a disability?  Unless you are the squeaky wheel that can grasp someone’s attention over hundreds of other cases, you will not be acknowledged and you will not be able to advocate for your child since that one focal point of contact will not be able to remember who you are let alone what your needs are – if you’re not making enough “noise” to warrant some attention.

On behalf of all families who have children with intellectual disabilities, I ask that do everything in your power to increase family support dollars in the DMR’s budget.  With so many issues that these children with autism face each day, each child’s needs are unique and each child is at risk of someday needing residential placement if daily life skills and everyday learning/living is not something they can grasp.  There will be such an influx of children who will need to leave their families’ homes to live in a place, which is manned 24 hrs a day, by providers who are paid a lot of money, to keep your child safe and to help teach your child, that it would be so much more economical and wise, let alone, better for the child, if the families can help keep them at home, with support.  Children on the autism spectrum vary so much in what they can or cannot do, in whether or not they can or cannot speak, in their capacity to communicate to any degree, that it is so vital to families to have some family support dollars to help them with the extraordinary out of pocket expenses they incur on a regular basis for their child.   Unless you are a parent of a child with an intellectual disability, you may not totally understand the significance and the great obstacles a child with this disability faces constantly in life, to do the simplest of tasks, to do anything independently, to just understand what is being asked of them,…..having some financial support, in addition to having moral support and just knowing there are resources out there for a family, will help so much.  If a family is really out of touch with resources and does not know where to turn, there is so much risk of the family falling apart, of the family giving up in their search of helping their child achieve their maximum potential, there is so much opportunity for burnout on the part of caregivers that this phenomenal task of getting the child better or of making their lives bearable, just takes so much out of families of afflicted children.  

DMR needs to be available to families and to their needs, they need to work in tandem with families to help each and every family not fall apart and to help the child achieve as much independence as can possibly be achieved, but without a dedicated resource at the service coordination level, this task is practically impossible with the type of workload these folks currently hold.  You’d be lucky to have them remember your name let alone what your child is like and why he is such a challenge to everyone he encounters.  Please consider additional support and help for service coordinator positions and please, please, please, consider increasing family support dollars for all families, who are just trying to survive in this hard economy with a child who has extreme special needs.  

In my experience, families of children with intellectual disabilities are dealt with a small and select population of providers who 1) may not be available to service your child (due to competing time slots), 2) may not have the expertise to help your child (ie. Not all speech providers work with non-verbal children and will tell you they only work with children who have some language), and 3) may not accept any form of health insurance and may only take direct payment via cash or credit (many providers don’t want to fuss with paperwork and if they can get paid more money via the private route, they will do that and know that some families who can afford it, will use their services) thus a families’ ability to pay for and be able to provide what their child needs, is really at risk and many times, the families who really need services most, aren’t able to make it happen.  With situations where single parenting exists and you have no backup to help you when special circumstances come up, where you don’t have the physical and monetary support to help your child, you also face additional stresses and time constraints because you are doing it all, without the help of a spouse.  All of these are real challenges that a family with a child with a disability faces today, and if a caregiver does not have the capacity or desire to make things work or to be resourceful enough to figure something out, all “hell” does and will break loose.

Please consider increasing family support dollars to families, families are facing enormous bills, many of whom go through extraordinary paths to help their children, families who need help.  Please also consider making a service coordinator available to these children – so that a person can actually make a difference in these families’ lives.  Please let me know if you have any questions.  Thanks in advance for your time and consideration in this matter.

Sincerely,

Lisa Ching

