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Summaries from Participatory Workgroups

#1: Consumer Engagement in Research

Jonathan Delman (CQI), Mary Sharon Kaminski (CQI), Chuck Weinstein (Metro Boston RLC)

On March 1, a group of consumers, researchers and service providers met at the DMH Research conference to consider and discuss key issues regarding consumer engagement in research. By way of background, mental health researchers have not typically engaged consumers in research, but the Massachusetts research community has taken initial steps to work with consumers to develop and conduct research projects. 

The following presents the themes and a summary of our enthusiastic discussion:

1) The basics of research for consumers

In order to effectively participate in research, consumers need to understand basic research concepts. When people lack familiarity with research terminology and processes, they quickly become discouraged from participating. A participatory research training program is very important to educating consumers on these basics, one which generates excitement about the research process and the potential policy implications of their work. The training should have a strong cross training component; consumers can present to researchers on their relevant areas of expertise (including person/'family-first language and consumer research priorities), and researchers can present to consumers on the essentials of their work and offer opportunities for consumers to be actively involved.

2) Create a culture of mutual respect and collaboration

Effective consumer engagement requires active collaboration, where both consumers and (professional) researchers aim to make research decisions together.  Collaboration requires a "culture of respect" whereby the researchers have respect for the hard earned expertise of consumers, and consumers for the academic experience of the researcher.  That means listening to opposing points of view, considering them as a reasonable approach to a situation, and having the capacity to defer to the expertise of one or the other.  A culture of respect requires researchers to value, encourage, and acknowledge consumer contributions. With ‘get to know you’ conversations and levity, researchers and consumers begin to see the other as a human being.   

In addition, researchers must be clear with consumers on the goal(s) of a research project, the roles and responsibilities of all parties, and provide clarity on compensation, training, support, and supervision. Supervisors must be made aware of their professional boundaries and have access to resources to support peers in the process.  

 3) How researchers can get technical support for consumer engagement
Researchers were interested in locating manuals or other sources of guidance on consumer engagement, research training, and research advisory councils.   A “Manual” could be a detailed universal guide for researchers on consumer involvement and peer recovery philosophy, co-leadership that would incorporate all sentiments expressed today.

Jon Delman , of Consumer Quality Initiatives, offered to share Guidance that he has published on consumer engagement in research,  and he will make an effort to post other useful resources and links on the CQI website.
4) Consumer participation from the beginning research stages when possible 

Consumer groups wish for ground-up collaboration with academics. There was a concern that funding drives the research topic. There was agreement that consumers and researchers should be meeting before grant announcements to assess priorities.
  5) Work with consumers to build capacity among the consumer community and mental health programs.

Many consumer groups want to have research infrastructure available to them, such as researchers on grant applications capacity.  

#2: Provider Research Priorities
Larry Seidman (CRC), Bruce Bird (Vinfen), Peter Evers (DMH)

Introduction: A spirited discussion on provider research priorities was attended by approximately 40 providers who shared their ideas about research needs. The goal of the group was to contribute to the overall research direction of the Massachusetts DMH. A number of individual proposals emerged and these are listed below. We also summarize their input: 

Summary: First, there was interest in utilizing data already collected by the DMH and for there to be good data available at the state-wide level. Second, there was a recognition that any studies ought to attend to multicultural issues and ethnic minorities so that research is useful to all segments of the population. From a content area point of view, health and wellness interventions were considered important by many, and individual differences in response to interventions were considered to be informative if such data could be produced. A number of individual researchable questions were raised as important ranging from: 1). Understanding adolescents’ use of social media; 2). the role of staff in residential housing; 3. appropriate social-emotional communication; 4. the impact of hospital closings on individual outcomes.  The general tenor of the discussion suggested that the providers viewed research in a positive way and that it was a key element in providing information on the best possible strategies for mental health care.

	Strategy (Higher numbers reflect the highest priorities voted “yes” by the most participants).
	# people ID as priority

	1. How to develop accessible and useful state-wide database - especially outcomes. Here the goal would be to utilize the large data set (or help facilitate the organization of such data) to help answer questions of interest to the DMH and various related constituencies (e.g., consumers & families, researchers etc).
	17

	2. Always consider cultural/multi-cultural aspects in studies so that data is relevant to the most representative cross-section of the Massachusetts population. 
	15

	3. Bridge the gap medical and mental health care so that health and wellness, a key problem in society at large as well as DMH consumers, is addressed.
	13

	4. In general – need to look at the key differences in responders vs. non-responders re: interventions. This idea will help identify which treatments work for whom.
	12 

	5. Collecting data and identifying issues related to disparities in service access for minority populations as also reflected in point #2 above.
	12

	6. Improving clinical practice by feedback/data on outcomes. This is essentially a call for improved in-service training to update clinicians on state-of-the-art knowledge.
	7

	7. Applying disease state management and reimbursements to the seriously mentally ill.   
	6

	8. How to assess and develop interventions for trauma in our populations as there is a need for trauma – informed care in Massachusetts and this is under-developed.
	6

	9. Measure impact/outcomes of hospital closings, including individuals displaced in current community services. Use information derived from previous closings to inform procedures for new closings.
	5         

	10. How to adopt CBT/EBPs to use with technology such as texting. This reflects the increasing use of hand-held technology that can be applied to improve care.  
	3

	11. Develop measures and improvements for residential organization and expressed emotion (i.e., the degree to which inappropriate emotion is expressed in family & group settings) so that family members (in a family setting) or residential counselors in a group home, are trained to communicate effectively, which will reduce relapses due to increased psychosis.
	2         

	12. Optimal ratios and training for residential and outreach program staff
	1

	13. Engagement of families’ skills and activities for parents to increase creativity as parents to help them facilitate the health of their offspring.
	1

	14. Coping strategies for conflict in adolescents’ social media reflecting the concern that social media communication may have down sides (as well as upsides) including bullying etc.
	0

	15. How do we identify and summarize and disseminate what works?  General goal is to improve dissemination.
	0


#3: Research Dissemination Strategies
Carl Fulwiler (CMHSR), Anna Chinappi (DMH), Tony Guiliano ( CRC)
Introduction: DMH provides funding to the two Centers of Excellence that engage in research related to mental illness and mental health services. The feedback from stakeholder focus groups contained in the report titled “Developing and Implementing a Consensus Research Agenda” suggested that there has been too little communication between the researchers and other stakeholders, such as consumers, community service providers, and advocates. The purpose of this workgroup was to provide a forum for dialogue between these stakeholders and researchers from the Research Centers about strategies to improve communication about research findings.

Strategies:

How important is it to disseminate to G.P.?

What is research?

Why does it matter?

1. Broader Message:  (Simple Sound Bite) what is research and why is it good for you?
Part of a good dissemination strategy must include the broader message about what research is and how it benefits the stakeholders. 

2. Money is a big issue:  (One Voice) Need to justify community
This follows from the message about how stakeholders benefit from research. Research needs to be defined as an effort to inform policy and practice with the goal of improving the lives of patients, because in times of economic challenges research is seen as competing with services for resources.

3. State Referral Process

Very little incentive to directly communicate research

4. Goes against research culture – need a culture shift
Researchers are under pressure to publish in academic journals and disseminate findings to other researchers in order to get grants to support their research. They need to be helped to see how disseminating to other audiences is equally important. At the same time, clinicians, families and even consumers may need to be helped to see how supporting research is important to them.

Punished for communicating?  Target populations – identify

5. Medium? – Schools
a different medium may be needed to research specific target audiences, such as schools, or social media technologies, to reach the TAYYA population, parenting newspapers to reach young parents, NAMI newsletters to reach adult consumers and their families, etc. Another ‘medium’ may be people who have participated in research as they are often great advocates for research.

6. Stigma – Mental Health Literacy not embraced
Clinicians may see research as anti-patient care, consumers may see research as competing for limited public resources. Dialogue was thought to be the best solution for addressing various forms of stigma.

Summary

While participants supported the findings of the Research Priorities report that improvement is needed between research on the one hand and policy and practice on the other, the discussion was positive and focused on a variety of creative strategies to facilitate better dissemination of information about research. In addition to disseminating the findings of research studies, the group felt strongly that it was also important to educate stakeholders about what research is, how it is done, how it is funded, and how it is different from quality improvement or program evaluation.  This latter point was stressed because participants felt that stakeholders and policymakers sometimes confused the methods and objectives of research which is defined as contributing to our general knowledge, in contrast to program evaluation which provides information about how well a particular program performs.

