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Transforming Mental Health Care in America.…….
What that means to consumers in Maine and our role in helping to create a system of care in our state that promotes and supports recovery and resiliency.
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Introduction

Though the second goal of the President’s New Freedom Commission on Mental Health calls for care to be consumer and family-driven, that goal cannot be fully realized independent of the other five goals.  A consumer driven system calls for all six goals to be achieved with full direction and participation of consumers.  The Commission also calls for a wide-scale transformation of the mental health system that is geared to the recovery and resilience of children and youth with mental health problems and their families.  The NFC makes a strong statement that:  “services and supports must be consumer and family-centered, geared to give consumers real and meaningful choices about treatment options and providers – not oriented to the requirements of bureaucracies” (P. 5).  In the report “Achieving the Promise” the Commission states that a transformed system would: 

· Build on the consumer’s strengths, growth and choice, not on pathology, system mandates and eligibility requirements;

· Enable consumers to be successful in work or school, and to have friendships, families, and jobs;

· Bring effective services and supports to the consumer so that they can fulfill his or her potential;

· Eliminate the discrimination, hostility and unfairness that often prevent consumers and families from seeking help for mental health problems;

· Detect mental health problems early;

· Ensure that consumers have choices of the types of services they need;

· Ensure that consumers are full partners in planning, requesting, delivering and evaluating necessary services and supports;

· Build services around the consumer, rather than fitting the consumer into the existing services;

· Ensure public funding and private insurance to cover the services and supports needed by each consumer.


	consumer roles

	GOAL 1 - Americans Understand that Mental Health Is Essential to Overall Health.

	1.1
	Generate and disseminate materials that promote mental HEALTH and RECOVERY.

Train state and local agencies in methods of providing service that reduce isolation, eliminate retaliation, prevent discrimination, preserve dignity and promote empowerment

Provide peer support services through warm lines; as part of crisis services; in emergency departments; in courtrooms and jails; with housing agencies and landlords

Provide training to police departments and local emergency response/rescue units; housing authorities

Widely disseminate information about the value of connecting consumers to peer & natural support systems 

	1.2
	Present at medical conferences; provide in-service training for medical students and practitioners; provide training and support for students who will provide health and human services

Provide training and support for all DHHS staff 





	consumer roles 

	GOAL 2 - Mental Health Care Is Consumer and Family Driven

	2.1
	Assist consumers in knowing how to create their own recovery plan

Training providers to effectively involve consumers in creating their recovery plan

Train state and local agency staff and individual consumers about ISPs & other Consent Decree requirements

Train all state and local agencies in consumer perspectives

	2.2
	Ensure the recovery model is core to all programs and services provided

Effective involvement of consumers in program design

Train and support providers in proven recovery models

Train peer- facilitators in recovery model programs

	2.3
	Meaningful involvement in all discussions, decisions and recommendations regarding:

The expenditure of federal block grant resources for mental health and substance abuse services and supports

Shaping requests from all systems for federal and foundation grant funds that will impact consumers

Delivering services and supports identified in those requests

Defining new services to be covered with Medicaid, Medicare, or through managed care entities

Participation on oversight and governance bodies responsible for federally funded programs delivered in Maine

Assure appropriate state access to federal funds for supporting consumer delivered programs

Facilitate dialogues with cross system stakeholders for strong consumer voice in all system design, delivery, education, evaluation & regulation

	2.4
	Promote & support the successful involvement of consumers on governance, advisory & state policy bodies (including training)

Provide training for consumers for participation in the development of state plans; the use of plans; and how to monitor plan implementation

Provide training to members of policy groups from all consumer-serving state and local agencies for working effectively with consumers.


	consumer roles

	2.5
	Continue our relationship with the Disability Rights Center; refer consumers to DRC; participate in meetings; disseminate information; consumer members of governance board; invite DRC representatives to participate in consumer meetings as appropriate.

Maintain contact with DHHS Office of Advocacy; disseminate information to consumers; inform OA of system related consumer experiences

Disseminate national rights information at consumer conferences, in mailings and electronically

Develop and disseminate consumer friendly publications, workshops or videos that explain consumer rights

Consumer participation in complaint investigation and remediation

Advocate for rights protections within all systems, particularly with housing and jails 

Provide rights information for transition age youth at relevant consumer events


· An Individualized Single Plan of Care is essential for achieving cohesive, continuous, and coordinated services among systems.  Consumers who need multiple services and supports benefit most when services are coordinated and care management and funding are uninterrupted. The Commission recommends legislation for a customized approach called, “Money Follows the Individual” Rebalancing.  This demonstration program would allow the Centers for Medicare and Medicaid Services (CMS) to create flexible financing for long-term services and supports.  Funds would support the most appropriate and preferred services based on individual need, regardless of where they are delivered.  

· A Broader Array of Services and Supports will help consumers get what they need. While traditional patient services, residential care, and medication management have offered hope for consumers, it is important to develop and fund additional options.  Consumers must have a say in the types of services and supports most helpful to them.

· A Comprehensive State Mental Health Plan can reduce confusion and address service and financing challenges for consumers by bringing the multiple service systems together. As states convene this cross-system planning process, consumers and advocates must be involved to share their experiences in accessing appropriate services and navigating multiple systems, and promote their recommendations for improvement.    

	consumer roles

	GOAL 3 - Disparities in Mental Health Services Are Eliminated.

	3.1
	Assist in development of access process, protocols and mechanisms

Develop and promote materials for consumer understanding of access

Participation in all service development to ensure cultural appropriateness

Peer assistance for quality feedback from diverse populations

	3.2
	Support consumer involvement from remote areas in service design and development

Monitor contract adherence for mobile services

Develop peer to peer response and support in remote areas

	
	Promote community awareness and assist in the development of natural community supports



	consumer roles

	GOAL 4 - Early Mental Health Screening, Assessment, and Referral to Services Are Common Practice.

	4.1
	Formalize linkages with the GEAR program for mutual referral and information dissemination (GEAR provides peer support for families of children and youth with emotional/mental health issues) 

Invite GEAR to present children’s issues at consumer conferences 

Explore a unified policy agenda with GEAR – advocate for policy solutions to issues of common concern (such as seclusion and restraint, abuse in institutions, trauma, custody relinquishment due to lack of mental health services, etc.)

Disseminate relevant information to agencies/coalitions focused on children’s health

Support the participation of consumers who are parents of young children in defining standards and protocols for screening and assessment

	4.2
	Reach out to consumers who have school age children to support their participation in the development of school-based mental health programs

Disseminate information regarding the effectiveness of school-based programs

Support community efforts to develop programs

Support transition age youth with mental health issues in the design of school-based programs

Invite transition age youth to participate in focus groups, forums, conferences and web-based opportunities to identify school solutions


The Commission calls for a national focus on screening, assessment and early intervention. According to the Commission, the national focus will:
· Build on coordination mechanisms already in place, such as Part C of the Individuals with Disabilities Education Act (IDEA); and

	
	CONSUMER ROLES

	4.3
	Participate in review/revision of screening tools and protocols for the treatment of co-occurring disorders across systems

Provide recommendations for treatment integration

Provide peer support in Emergency Departments as linking agents

Participate in development of service satisfaction surveys that are culturally appropriate for people with co-occurring substance abuse and mental health disorders

	       4.4
	Advocate for the funding and development of appropriate and effective services

Develop relationships with providers of primary health care – disseminate information – present at their conferences and in-service functions

Provide information about mental health and substance abuse issues to supported living and nursing facilities

Outreach to alternative schools for providing information and peer support to youth who may be viewed by educators as being  “at risk” 

Targeted development of peer supports for elders


· Expand the coordination of services for children ages 3 through 21 for those who qualify for services under Part B of IDEA, thus building capacity for improved and increased services in communities.

The earlier the recognition of a problem and the earlier intervention is introduced, the better the likelihood of helping the child and preventing more serious problems (Webster and Taylor, 2001).  Consider the following: 

· A promising intervention consisting of depression screening and intervention considerably lowered rates of suicide attempts.

· Appropriate interventions, including academic help, can promote successful educational experiences for youth with emotional and behavioral disorders.

· Brief screening for depression in pediatric settings increases the recognition of early signs of mental health problems and leads to appropriate assessments.

· Screening calls attention to concerns, provides support for preventive interventions such as parent education, parent support, and social skills practice (New Freedom Commission, 2003).

Timely and appropriate screening for emotional and behavioral disorders is a tool for helping families make decisions about whether to seek further assessment or treatment. Screening is not an end goal itself.  It is the first step in a process that can lead to additional services if they are necessary and helps families better understand their child’s development, giving them an opportunity to talk with professionals and seek further information and help if they wish.

Detecting the need for mental health interventions early on is as critical as detecting primary health needs like vision and hearing.  Parental consent should be required for all screening, assessment and early intervention services.  Results should be kept confidential and provided only to the child’s parents. 
	CONSUMER ROLES

	GOAL 5 - Excellent Mental Health Care Is Delivered and Research Is Accelerated.

	5.1
	Explore a research agenda that is relevant to consumers

Publish new information in a language and format that promotes consumer understanding and feedback

Participate in defining whether proposed research activities are ethically appropriate and relevant to consumers

Provide information regarding recovery and resilience building that is based on consumer experience

	5.2
	Significant consumer participation in decisions whether to adopt practices; engage in demonstration projects; and identification of other players in private/public partnerships

Majority of consumers on oversight and monitoring of demonstration projects

Evidence based practices must pass Maine consumer review and recommendation prior to state adoption

	5.3
	Consumers as providers – incentive development for consumers to attend institutes of higher learning

Consumers as faculty – training future providers

Training at provider agencies and professional conferences

Adoption of peer delivered best practices

Training & t/a  for peer-support specialists throughout Maine 

	5.4
	Intensive and broad based consumer participation in the four understudied areas defined.  Consumers will need to 

Explore specific strategies for achieving this goal.


	CONSUMER ROLES

	GOAL 6 – Technology Is Used to Access Mental Health Care and Information.

	6.1
	Provide training and information through Webinars (web based seminars)

Access increased consumer voice and participation via tele options

Provide peer networking through tele options

Maximize the use of technology for consumer conferences with audio/video recording and teleconference capabilities for keynote and hot topic workshops

Computer and internet availability for consumers to participate in peer chats; access research, medication and health information

	6.2
	Consumer participation in the development/adoption of forms and protocols associated with integrated electronic health record and personal health information systems.  We understand that examples have been developed in other areas of the country through public/private partnerships and are available for purchase, but caution the adoption of such tools and processes without significant involvement from Maine consumers.  




	additional goals & roles

	Training & Technical Assistance for Service Delivery
	· Cultural sensitivity & responsiveness (“I am not my diagnosis”)   

· Consumer involvement in training & orientation of mental health agency staff

· Train providers in ISP & other Consent Decree requirements

· Training & supporting consumers working in the system

· Training & t/a for cross-system providers to effectively recruit, support (supervise) & retain consumers as staff

· Training cross- system providers for effective transition planning

·  Provide t/a on consumer perspective for defining outcomes for contracts & service delivery

· Train & support consumers for participation in RFP design and review

Train providers in consumer perspectives for individualized services, including cultural experiences



	        Consumer Developed and Delivered Trainings & technical assistance

Prepares the foundation

	1)Individual Planning

( Assist consumers in knowing how to create their own recovery plan

( Training providers to effectively involve consumers in creating their recovery plan

( Knowledge of what the system has to offer 

( The value of connecting consumers to peer & natural support systems 

( Train individuals in ISP & other Consent Decree requirements


	2) Service Design

( Train state & local agencies in consumer perspectives

( Effective involvement of consumers in program design

( Ensure recovery model is core to all programs & services

Evidence Based Practices

( Best Practices

( Train & support consumers for participation in RFP design


	3) Service Delivery

( Train and support providers in proven recovery models

( Cultural sensitivity & responsiveness (“I am not my diagnosis”) 

 ( Training & t/a  for peer-support specialists throughout Maine

 ( Train peer-facilitators in recovery model programs
( Consumer involvement in training & orientation of mental health agency staff

( Train providers in ISP & other Consent Decree  requirements

( Training & supporting consumers working in the m h system

( Training & t/a for  cross-system providers to effectively recruit, support & retain  consumers as staff

( Training cross- system providers for effective transition planning

( Train & support consumers for participation in  RFP review 

( Best practice

( Providers in the consumer’s perspective of individualized services including cultural experiences

	4) Quality Feedback
( Train consumers as interviewers

( Maintaining fidelity to philosophy & values of consumer-driven recovery


	5) Policy
( State & local agency boards & governance & advisory groups in effective consumer involvement

( Facilitate the ongoing support of governance & advisory groups

( Facilitate dialogues with cross system stakeholders for strong consumer voice in  all system design, delivery, education, evaluation & regulation

( Provide t/a on consumer perspective for defining outcomes for contracts & service delivery
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	additional goals & roles

	Q/A Individual Service Planning
	· Service effectiveness & satisfaction

· Consumer involvement in team composition, outcome definition & service choice

Provider promotion of consumers’ perspective on the values & philosophy of recovery

	Q/A Service Delivery
	· Ensure consumer perspective will shape the design of satisfaction surveys 

· Maintaining fidelity to philosophy & values of consumer-driven recovery

· Involvement in design & implementation of service satisfaction surveys

· Train consumers as interviewers

· Involvement in Utilization Review concerning use of peer specialists

· Maintain critical role in Consent Decree plan development & implementation

· Support consumer involvement in all grievance processes

· Consumer involvement in the analysis and interpretation of quality feedback

Train & support consumers for participation in contract renewal & renegotiation

	Policy Feedback
	· Maximum participation in defining Medicaid reimbursable services

· Provide consumer information for RFP specifications

· Assure all funding streams support a consumer-driven system

· Support consumer participation on policy groups

· Support policy groups with consumer feedback for decision making
· Support policy groups with information regarding recovery

	         Consumer Designed and implemented tools for Quality Feedback

	1)Individual Planning

( Service effectiveness & satisfaction

( Consumer involvement in team composition, outcome definition & service choice
( Provider promotion of consumers’ perspective on the values & philosophy of recovery
	2) Service Design

( Ensure consumer perspective will shape the design of satisfaction surveys 


	3) Service Delivery

( Involvement in design & implementation of service satisfaction surveys

( Involvement in Utilization Review concerning use of peer specialists

( Maintain critical role in Consent Decree plan development & implementation

( Support consumer involvement in all grievance processes
	4) Quality Feedback ( Promote & support the successful involvement of consumers on governance, advisory & policy bodies

( Consumer involvement in the analysis and interpretation of quality feedback

( Train & support consumers for participation in contract renewal & renegotiation
	5) Policy
( Assure appropriateness of state access to federal funds for supporting consumer delivered programs

( Maximum participation in defining Medicaid reimbursable services

( Provide consumer information for RFP specifications

( Assure all funding streams support a consumer-driven system


                                            
The Vision:  A life in the community for everyone





The Promise: We envision a future when everyone with a mental illness can recover, a future when mental illnesses can be prevented or cured, a future when mental illnesses are detected early, and a future when everyone with a mental illness at any stage of live has access to effective treatment and supports-essentials for living, working, learning, and participating fully in the community.





New Freedom Commission on Mental Health. (2003) Achieving the Promise: Transforming Mental Health in America. Final Report, DHHS Pub. No. SMA-03-3832. Rockville, MD.





What is the New Freedom Commission?


In 2002, President Bush created the New Freedom Commission on Mental Health.  The commission was responsible for an intensive study of the mental health service system for children, families and adults and to provide recommendations to improve the system.  The 15-member appointed commission, included consumers and family members and completed this task in July 2003.    The commission presented its findings and recommendations in the report, Achieving the Promise:  Transforming Mental Health Care in America.  This section relates to the six goals identified in the report and the promises they hold for children, youth, adults and their families.








From Exclusion to Belonging: 


Transforming Mental Health Care in America


     Excerpts From a letter to colleagues: Charles G. Curie, M.A., A.C.S.W. Administrator, SAMHSA 


Americans know all too well the human and financial costs and burdens of mental health conditions—to individuals and families as well as to communities and States. Now we are thankfully and finally at a turning point in America—one where we have come to recognize and embrace three fundamental principles at the core of our vision for the Substance Abuse and Mental Health Services Administration (SAMHSA), "A Life in the Community for Everyone." 


The first of these principles is that prevention efforts which embrace the natural resiliency of Americans are not only possible, but incredibly effective in reducing the incidence and severity of mental disorders. Second is that individuals with mental illnesses, substance use disorders, and co-occurring disorders can and do recover. When they take that brave step toward seeking help and the right services and treatment take hold, the bright promise of recovery can unfold. The third is that we are taking bold action on the long-neglected need to design, construct, improve, and sustain a humane and efficient mental health promotion and service delivery infrastructure. The mental health care system is today being forever changed through the twin goals of building resiliency and promoting recovery and through a strong Federal commitment to partner with allies to lead the way toward transformation 


Today recovery from mental illnesses and co-occurring substance use disorders is no longer the privilege of a few exceptional people, but a possibility for all. We stand now at what the Tipping Point calls that "magic moment" when minds and hearts are changed, when "radical change is more than a possibility, it is a certainty." 














After decades of litigation, system design & redesign, reform & restructuring, plans & revisions, there is a misperception that consumer involvement generally exists.  Being seen does not necessarily mean being fully heard.  Systems have made some changes in the way they do business as the result of consumer input, but even positive changes are not likely to last unless they are established in policy and contain methods for accountability.   Values and philosophies around consumer involvement in Maine have been expressed but not yet realized.
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Action Steps: 


This goal can be used to advocate for:


Consumer involvement in the development of a comprehensive state health plan that incorporates mental health;


Policy makers and funding sources to include consumers in the development and direction of public education campaigns.  


Campaign messages that are about recovery -- Real stories holding out real hope and directed to the systems in which they seek help, and the communities in which they live; 


Suicide prevention programs to be provided in locations where consumers live, work, and seek health care;


Increased training in prevention and risk recognition for consumers, care providers, educational staff, and corrections officers.








Action Steps: 


This goal can be used to:


Advocate for consumers to determine what consumer-driven care looks like;  


Organize to support the political action necessary for creating policies and funding that promote consumer-driven care;


Guide all systems to adopt policies that support consumers as full participants in decision making about service delivery and system development;


Tell policy makers in all systems the challenges consumers face; 


Encourage states to re-allocate funds that currently pay for inappropriate services toward consumer-driven and more effective treatment;  





Action Steps:


This goal can be used to: 


Advance the collective education, experiences and messages of consumers with diverse experiences to influence public will;


Advocate for data regarding disparities that can be effectively used to inform decision-making and service development;


Institute cultural competence standards in public service contracts, including those for education, correctional system, and health care services;


Highlight inequities and promote and model public endorsement of solutions;


Advocate for outcomes that are clearly defined and culturally significant to the population being served; 


Promote and support the transformation necessary to meet the specific needs of minority and rural populations.


Promote outreach to and provide incentives for ethnically and racially-diverse people seeking to serve adults with mental health needs. 








                                                            Though some of us have helped to plan for our own            


                                                                   recovery (and may have navigated the system to           


                                                                   coordinate own care), most do not have services and


                                                                   supports that adequately reflect our voice or choice.   


                                                                    Full and meaningful participation by consumers must expand well beyond “ISPs” and offer customers of mental health services the same opportunities as those extended by other corporate structures: the chance to select what we choose to purchase; to determine when, where, and how much we buy; to assess the quality of the product; and to influence the design of what the market offers to us.  


The time is here for consumers to use information about mental health and recovery for greater involvement in the decisions and outcomes that affect the quality of our lives.  Surgeon General Satcher’s Report and the recommendations of the President’s New Freedom Commission on Mental Health both reveal and validate what Maine consumers have repeatedly said about our needs and experiences.    It is time for systems to effectively include those people for whom they exist and to enjoy the excellence that results from integrating our message into service design, delivery, and evaluation throughout all of these “life” systems. 


























Looking towards the future….





     Today's kids and transitioning youth are tomorrow's adult mental health customers.  It is the belief of our shared leadership that many of the same information, education, and training opportunities provided by AIN should be made available to the families of children and youth as well as directly to transitioning youth. Towards this end AIN has begun to initiate discussions about creating collaborative opportunities for information sharing, education, and training.








Action Steps:


This goal can be used to: 


Advocate for the funding and development of appropriate and effective services


Ensure that screening occurs in natural settings such as schools and health clinics;


Include  “social and emotional check-ups” in primary health care; 


Institute methods for timely inclusion of youth and families in all decision-making and information sharing;


Increase workforce and family involvement skills of those treating young children and their families; and


Train primary health providers to screen for and recognize early signs of emotional and behavioral issues and to offer referrals for accessing professional evaluations and appropriate interventions.








Action Steps:


This goal can be used to: 


Support personnel training programs that prepare individuals to work in adult mental health.  Training programs should develop skills for working in partnership with consumers and in accordance with the values and principles of systems of care.


Advocate for expansion of systems of care.


Promote the expansion and use of telemedicine to enable high quality specialists to serve consumers in remote areas.








Action Steps!


This goal can be use to:


Advocate for research about mental health treatments, services, and supports.  


Hold providers accountable for effective care and the commitment to use effective interventions.


Shape the research agenda; just as care must be consumer-driven, research must address the questions of priority to consumers. Consumers can use this goal to advocate for research that is defined by their needs, concerns, and priorities.


Promote consumer-driven research and encourage researchers to partner with consumers on studies of service effectiveness.


Distribute research results to consumers in useable form.








Action Steps: 


 This goal can be used to:


Determine that information for consumers be made available in multiple formats (written, audio, video teleconferences) to accommodate their various needs.


Provide consumers and consumer-run organizations with access to cutting edge technology, including internet access to web based training and information.


Fund consumer-run organizations to prepare and disseminate critical information to families in useful and usable formats.


Increase timely access to peer support, resiliency building and recovery strategies.  


Insist that electronic medical records are maintained in the strictest confidentiality.








To make meaningful transformation toward a recovery-oriented, consumer-driven system, we believe that some priority “first steps” need to be taken by our system of adult mental health care: 





Values and philosophies around consumer and family involvement must be established in policy and contain methods for accountability.  This would include a clear distinction between consumer and family.  Both perspectives are essential but are clearly different and play a significantly different role in the facilitation of recovery. 


 


Adequate support must be provided for the provision of both consumer and family training and cross-training (consumer to provider, family to provider, consumer to family, family to consumer).  This education and information on available mental health services, recognized best practices, and consumer- recovery models creates consumer-driven choice and provides opportunity for the common understanding and “buy-in” of these values and philosophies.  





There must be adequate support in funding and legislation to collective organized consumer voice and collective organized family voice --both of which must drive the policy, design and delivery, and evaluation of services.  This would include ongoing education, training, and support to ensure their successful participation.





The following table depicts the types of trainings AIN, with adequate funding, is poised to deliver.








Consumer Access to Information and Support is integral to a system of consumer –driven care.  


Consumers want and need relevant and cutting-edge information about diagnoses, symptoms, treatments, and supportive services relevant to their mental health.   Conversely, and equally important, consumers seeking care would like technology to assist others in being better able to effectively and efficiently serve them.  However, this information is often difficult to access in a timely manner. The Commission proposes technology information and support that gives consumers (1) ready access to information about best practice models, scientific research, relevant health information, and available services and supports and (2) a personal electronic health record that integrates behavioral health data from multiple systems and sources to support decision-making regarding their care.  Electronic data


systems and enhanced communication between 


informed family members and behavioral health care providers can lead to better decisions and treatment planning.  Technology permits local providers immediate access to vital health information from one





another and from state, regional, national, and international experts. On the spot exchange of information and expertise enhances treatment decisions.  The capacity to reach beyond local expertise also permits health care providers to support their customers in a language they understand and in a manner that reflects their culture and respects their choice.  
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