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AFFIDAVIT OF LISA LAMBERT

I, Lisa Lambert, hereby state as follows:

I.
Qualifications and Experience

1.
I am the assistant director of Parent/Professional Advisory League (PAL),the Massachusetts chapter of the Federation of Families for Children’s Mental Health.  We are the largest family advocacy organization for families of children with SED in Massachusetts.  PAL is part of a national network that is designed to provide outreach and education to its constituents.  In addition PAL advocates for the rights of families and children with SED with Congress and in all 50 individual states.  I have worked at PAL for 14 years and during that time have spoken to literally thousands of families.  

2.
I am involved on a daily basis with families, providing them information directly or through our staff.  It is critical that these educational and informational initiatives are easily accessible, culturally sensitive, and useful to the families we serve.   We get feedback from hundreds of families each year about the barriers they encounter in getting services and supports to meet their children’s needs as well as their assessment of what works for their children. 

3.
In addition to outreach, PAL does a significant amount of training each year for families.   PAL also produces written materials and provides written and verbal guidance and support to inform families about how to recognize mental health conditions like SED and to obtain needed help for their children.

4.
I testified at the trial in this case regarding PAL’s work and the experience of families of children with SED in Massachusetts.

5.
I have also received a copy of and reviewed the Defendants’ Remedial Plan Proposal (8/29/06), their Memorandum in Support of their Proposal (10/25/06), and the Plaintiffs’ Final Remedial Plan (8/18/06).



II.
Informing Families 

6.
The Defendants’ Plan almost exclusively focuses on written information.  Such a one dimensional, formal strategy is inadequate as it omits strategies that are necessary to effectively inform and educate families and children. 

7.
In my professional experience, the defendants’ approach will not effectively inform families and children because families find information more useful when it is in a form they understand, are interested in, and can relate to.  While many families are happy to have written information, they value information more highly if it comes from a source they find reliable.  These sources are often family organizations or a provider with whom they have a sustained relationship. According to reports by families in the PAL network, most families use more than one source of information and look for information in more than one form (written, oral, web-based).  Additionally, some parents have their own difficulties with reading, especially if the material is written in formal language, and grasp material far better when conveyed via the media or in a conversation.

8.
The Plaintiffs’ Plan uses a number of different strategies including a combination of oral and written communications designed to inform families.  These include reliance on public service announcements, the media, and partnerships with family organizations.  These varied approaches are essential because families consistently report that hearing information in a variety of ways is vital to them.  Families relate that when their child is in crisis, it is important that information be available in a number of ways, since it enhances its accessibility.  Additionally, some communities and some cultures can identify certain vehicles for communication as more effective and will choose those vehicles if they have a range of choices.

9.
The Plaintiffs’ Plan also requires EOHHS to update its EPSDT materials to include specific information on the coverage of new home-based services, which family-run organizations find very useful.  Family-run organizations provide individual families and parent leaders with these materials to help them create a body of information (formal and less formal) to support their knowledge of services and programs.

10.
The Defendants’ Plan relies almost entirely on changes to written materials, such notices, manuals, and brochures that already exist and are not necessarily possessed by families.  This approach does not include any special materials on home-based services.  It is not designed to stimulate an increase in the availability of home-based supports nor does it expand or simplify the methods for accessing these services.  

11.
The Defendants’ Plan will not effectively inform families about the new services and how to obtain them.  Families need and deserve a more “user-friendly”, interactive outreach and education process.  Families consistently ask questions that will help them increase their access to services.  Increasing access to services is not always best achieved through the perspective or strategies of the state or an agency offering services.  Families want to know what the services actually are, but they also want to find out how to get those services, how they can find out if they are eligible, where they can go or call to get information or to apply, and, perhaps most importantly, how long it takes to access those services.  Informing has many components in order to be useful and help connect children to the needed services that should be available to them.  Finally, families are frequently most comfortable speaking with and learning from family-based organizations with whom they can identify and feel at ease.

12.
The Plaintiffs’ Plan includes special notices and brochures on in-home support services, the eligibility criteria and method for accessing the services, the providers and locations of these services, and the range of in-home support services that are available.   This is more likely to be used by families because specific information connects children with services.  While it is important to understand what the services are, it is crucial to have information link directly to access.  General information creates knowledge; specific information, including eligibility criteria, a list of provider locations and the pathway to obtain the services, expedites access for children who are often desperate for effective, medically necessary treatment.

13.
The Defendants’ Plan lacks any outreach and training strategies that are necessary to effectively educate families, medical and mental health professionals, providers, and agencies about the plan and the new services.

14.
In my experience, outreach to families, and by families, is the most effective method of informing them how and where to get help.  The Defendants’ Plan does not include a specific outreach strategy and does not involve families in such a strategy.  This will likely result in delayed access and at times, confusion.  Many mental health services for children in the Commonwealth today are obtained in a hit-or-miss manner.  Families hear of a service or know another family who has received a service they think will help their child, yet they do not know how or where to find it.  When the thinking is a “build it and they will come” strategy, families often complain of how many delays they experience and how hard they had to work to find a medically necessary service in the midst of crisis and worry for their child.   

15.
To sift through this maze, other families are often the most highly valued source of information.  Families compare notes throughout their child’s life about teachers, doctors, even after-school programs or art classes in order to find resources for their child.  They rely on the knowledge and experience of other families to direct them to the resources they are seeking.  Involving families in an outreach strategy builds on the approach most families naturally engage in and find effective for locating services.  It has the added value of recognizing that families trust the advice and experience of other parents and caregivers. 

16.
The Plaintiffs’ Plan requires a specific outreach initiative to families to effectively inform and educate them about in-home support services – their purpose, benefits, and scope.  The scope and content of this initiative seems well designed not only to inform families about the services, but also to engage and encourage them to seek these services when needed.  This is important because families are often thrown into the mental health system for children with little knowledge of what services are available, how to find them and how to be successful in accessing services for their children.  These skills, like any other skills, are learned through engaging families, coaching them as they locate and access services, and encouraging them to partner with providers to create plans for treatment.  Families who see their children go through a mental health crisis or are unable to function well at home or elsewhere are often in emotional upheaval themselves.  Outreach to them, instead of expecting outreach from them, is an important component of timely access.

17.
The Plaintiffs’ plan also includes an educational component to train families, medical and mental health professionals, providers, Community Service Agency staff, and care managers about the delivery of in-home support services.   This is essential because the children’s mental health system in the Commonwealth today is fragmented and relies on pilot programs or motivated individuals to provide education about services, access to them and how to link to other parts of the child-serving system. The Plan calls upon EOHHS to train all the child-serving state agencies, including the Department of Education, about in-home services and the gateway to access.  Without this training, the education of different parts of the system often falls on parents, who take the information about their child’s services from one provider to another, and sometimes, one state agency to another.  This results in uneven knowledge and gaps that often produce gaps in the child’s treatment.  Families hear often radically different versions of what is available or how to access it from DSS workers, DMH case managers or other EOHHS staff when the “training” is by word of mouth or depends on staff having the time to read brochures or bulletins.  A comprehensive approach to education of families, clinicians, providers, medical professionals, schools and others will ensure that access is facilitated and information is accurate for the families of children with SED.

18.
In order for the remedy in this case to be meaningful and for in-home support services to be available to children with SED who need them, it is critical that the Defendants employ a strategy for “informing” and outreach that is multi-pronged and takes into account the experience of families.

Signed under the pains and penalties of perjury, this __ day of November 2006.







_________________







Lisa Lambert
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