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This document was developed by the National Mental Health Association as part of the Targeted Technical Assistance project of the National Association of State Mental Health Program Directors (NASMHPD) and the Division of State and Community Systems Development (Mental Health Block Grant) of the Center for Mental Health Services, Substance Abuse and Mental Health Services Administration, U.S. Department of Health and Human Services.

The document is based on the responses of two stakeholder focus groups convened by the National Mental Health Association and the Office of Managed Care, Substance Abuse and Mental Health Services Administration, U.S. Department of Health and Human Services.
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Executive Summary

The tremendous growth of managed care over the last ten years has dramatically changed the ways that public sector mental health and substance abuse services are organized and funded. 

Early reports from stakeholders indicated that the people most impacted by these changes were often not involved in the development of these programs. 

Over the past few years, the U.S. Department of Health and Human Services’ (HHS) Substance Abuse and Mental Health Services Administration (SAMHSA) and other stakeholders have made efforts to increase involvement in managed care through product dissemination, trainings, grants, and other activities. 

In spring of 2001, SAMHSA and the National Mental Health Association (NMHA) posted a Federal Register notice and conducted two discussion groups to gain a better understanding of how stakeholder involvement in healthcare reform has changed, what barriers still exist, and what supports are needed to improve involvement. 

Participants in the discussion groups were identified as those with significant involvement in healthcare reform, and were invited from four groups: mental health consumers; persons in recovery from substance abuse/addiction; family members; and representatives from the consumer technical assistance centers.  Some of the organizations represented included: 

· Mental Health Associations

· Dual-Diagnosis Organizations

· Family Support Networks

· Consumer Run Organizations

Each discussion group had approximately 12 to 14 participants from 18 states.  There were slightly more women than men.  Persons invited to attend were representative of multiple ethnic and cultural backgrounds, but actual participants were less diverse than expected.

These efforts were directed toward and included three groups of people: 1) mental health consumers/survivors, 2) persons in recovery from substance abuse, 3) and family members of people with mental illnesses or substance abuse disorders. We will refer to all these people as stakeholders unless otherwise noted.(  

Four areas of discussion were proposed at the beginning of each session. 

1. Are people (stakeholders) more or less involved in healthcare reform compared to five years ago? What factors account for changes in involvement?

2. When and how have you participated in efforts to empower people in healthcare reform activities (e.g., managed care design, implementation, and evaluation)?

3. What barriers to involvement in healthcare reform continue to exist?

4. What activities would help to increase involvement?

Summary of Findings

The respondents provided a mixed picture of stakeholder involvement in healthcare reform. On one hand, participants pointed to some specific examples of significant and meaningful involvement, but they demonstrated how involvement is often either symbolic or even non-existent in some areas. 

The four main findings from these discussions were:

· Stakeholders are more involved in healthcare reform than they were five years ago, but not without organized efforts and support to help them.

· Involvement appears to be symbolic to participants, and stakeholders continue to feel like tokens.

· The substance abuse/addictions field has less stakeholder involvement than the mental health field.

· Stakeholders perceived that state mental health agencies are now making more efforts to include stakeholders, but found involvement in state Medicaid agencies to be rare. 

The focus group participants and the Federal Register respondents returned to these four issues throughout the meeting. They challenged advocates and policymakers alike to make a more concerted effort to include and collaborate with stakeholders in system reform.         

Participants also offered recommendations to agencies and organizations to increase stakeholder involvement, including:

· Increase stakeholder access to technology;

· Broaden efforts to involve people from different backgrounds; and

· Continue public education efforts to reduce stigma.

Participants also wanted to see policymakers recognize and value the expertise that stakeholders provide and the importance of their contributions to healthcare reform efforts.  The following recommendations came from these discussions and are not necessarily the opinion of NMHA or SAMHSA.





Recommendations for Advocates


Collaborate across disability groups.


Work with Medicaid as well as mental health/substance abuse offices.


Participate and provide advocacy trainings for grassroots advocates.


Identify people who can learn to analyze managed care contracts, and provide training for those people.


Bring more people into the movement while supporting those who offer expertise and a historical perspective.


Broaden efforts to involve people from different backgrounds


Continue public education efforts to reduce stigma











Recommendations for State Policy Makers


Require stakeholder involvement in state commissions, advisory boards and other decision-making bodies. 


Give authority to state commissions so that state employees take the recommendations seriously and follow them when possible.


Take advantage of Medicaid options to improve treatment for people with mental health disorders and substance abuse/addiction disorders, such as Rehabilitation Services, Targeted Case Management Services, Assertive Case Management, Home and Community-Based Services for children and older adults, and the medically needy option.
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Recommendations for State Mental Health/Substance Abuse Agencies


Continue to enhance stakeholder involvement in workgroups, advisory boards, and other state appointed commissions.


Provide travel, per diem, childcare, and honorarium to stakeholders for participation.


Schedule meetings during non-business hours, so stakeholders can participate.


Give authority to advisory boards by:  1) following recommendations when possible, and 2) giving oversight to advisory boards as appropriate.


Develop training opportunities for state employees as well as stakeholders about mental health and substance abuse issues, including:


Stakeholder rights


Communication skills


Policy Issues/Trends


Work with Medicaid offices to address concerns of stakeholders. 


Schedule regular workgroup meetings with Medicaid, mental health, and substance abuse offices.


Invite Medicaid personnel to participate in employee trainings.


Identify and recommend stakeholders to participate in Medicaid Advisory Boards.








Recommendations for Medicaid Offices





HCFA/CMS requires states to develop a mental health plan each year, if they provide mental health services.  When developing your state’s mental health plan, involve consumers, survivors, persons in recovery, and family members.


Involve mental health and substance abuse/addiction stakeholders in the decision making process for soliciting, revising, and evaluating managed care contracts.


Collaborate with the state mental health and substance abuse/addiction authority.


Participate in or provide training for state employees on mental health/substance abuse/addiction issues.








Recommendations for Federal Agencies


Continue to require stakeholder involvement for state and local grants.


Continue to provide training and technical assistance opportunities for states and advocates.


Provide training for stakeholders to analyze managed care contracts.


Collaborate across divisions, such as SAMHSA and HCFA/CMS, to strategize on increasing stakeholder involvement in developing policies that impact those groups of people.


Survey people to determine why people are not involved.
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( Choice about language in this area varies widely. Some people choose to identify themselves as mental health consumers, consumers of mental health services, psychiatric survivors, survivors of psychiatry, ex-patients, as persons labeled with mental illness or psychiatric disabilities, or as persons who have recovered from severe emotional distress.  Likewise, people recovering from substance use disorders have felt uncomfortable with the term “consumer,” and struggled with terms such as addict, alcoholic, substance abuser, person with chemical dependency, and others. Given the complexity and differences with all of these terms, we will use the term “stakeholder” to include all of these people, unless otherwise noted.
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