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Consumer and Family Workgroup Retreat
August 27, 2010: 8:00AM-12:00PM

In attendance: Rachel Moore, Angie Lawson, Janet DesGeorge, Laura Douglas, Mary Sterritt, Jan Dabroski, Ami Garry, Mary Pat Graham, Jennifer Hill, Rebecca Herr, Facilitator Lydia Prado

Agenda item: Training Modules
The workgroup had previously agreed that three training modules were needed: advocacy, mental health and substance abuse, and deaf and hard of hearing issues. For each module, the group discussed what specific content should be included, what resources currently exist, and what needs to be created. 
Training Module: Personal and Community Advocacy
· Specific content- The module should contain content on legislation, policy systems, administrative structures, and policy councils.

· What we have- MHAC grassroots training handout which focuses on legislation, Hands and Voices advocacy materials

· What we need to create- The group felt that all the information needed for this module already exists, but that existing materials need to be tailored for deaf and hard of hearing consumers of the mental health and substance abuse systems.
· The group had a discussion about self-advocacy versus community advocacy and whether there needs to be baseline skills for an advocate. The group agreed that limited amount of time left in the project, it would be best to recruit advocates who already had some familiarity with advocacy, either through experience or observation. However, the number of interested responses will have a bearing on who they will be able to accept as advocates.
· The skills and knowledge that an ideal candidate would have are:

· Knowledge

· Basic understanding of systems and resources
· Be familiar with some acronyms
· Behaviors/Skills
· Self-awareness that an advocate represents a larger group. When sharing stories, an advocate needs to share their own stories as well as how their story relates to others.
· Awareness of stigma and self-stigma (internalization of stigma) and how that limits a person's ability to advocate.

· Skills listed in the handout entitled "Sample goals for advocacy training." 

· Willing to get involved, learn more, go outside of comfort zone
· Passion to learn more, strong motivators

· Positive interpersonal skills; being able to go into a situation and have an awareness of how you are coming across; being able to read responses

· Solution focused and not problem focused

Training Module: Mental Health and Substance Abuse

· Specific content/what we have

· NAMI Family to Family program. It already has a lot in place around mental health issues, but it is missing some substance abuse information. No one in the group was familiar with a parallel program for substance abuse, but materials from the training workgroup could be adapted with a consumer focus. NAMI also has a Peer to Peer program that would be helpful. There is currently not a local Peer to Peer program, but there are national resources available. One local program that is available is In Your Own Voice, which covers telling a personal story in a public setting.
· Materials from the Minnesota Chemical Dependency Program for substance abuse.
· Mental Health First Aid
· Psychological First Aid- this is a different program than Mental Health First Aid
· Mental Health and Substance Systems Structures presentation that Ric Durity had given at an Implementation Team meeting
· Structure of existing advocacy programs, such as advisory boards, grievance procedures, etc., in the mental health and substance abuse systems
· Experiences and data, such as the increased incidence of mental health and substance abuse disorders within the deaf and hard of hearing community.

· Information on why advocacy is necessary- issues regarding stereotypes, discrimination, and why current mental health and substance abuse treatments are not appropriate for deaf and hard of hearing populations
· Stories from the evaluation group
· Hands and Voices training module on how deaf is different; it was used in the past to discuss why there is a need for a separate disability group.
· The needs assessment data from CSI
· Stigma presentations/information
· Angie’s presentation on why deaf people may not go to the doctor
· Jennifer's presentation on the definition of stigma and how that affects self-stigma
· Research articles that could be passed out to advocates, such as McKay Vernon's presentation/paper on mental health services for people who are deaf and hard of hearing.
· Information on tinnitus
· What we need to create- The group felt that all the information needed for this module already exists, but that existing materials need to be tailored for deaf and hard of hearing consumers of the mental health and substance abuse systems.
Training Module: Deaf and Hard of Hearing

· Specific content
· Consumers and families may not always trust the professional to know best, and they sometimes need to know to trust their instinct that there is something wrong and take the initiative to seek another opinion. This is related to trust issues, healthy mistrust, judgment, and developing parental instinct.

· Part of the module should include information on signals that a mental health or substance abuse problem exists.
· Professionals need to respect individual choices and recognize that one solution does not work for everyone. Professionals need to present different options or point people to different directions.
· Awareness of deafness as an invisible disability. You can’t tell by looking at someone that there is a significant impact and what the impact is. For example, teachers may not be aware of the impacts of hearing loss on the way a child learns in group settings. The teacher may just label the child as lazy or disinterested. Psychiatric patients sometimes get labeled as difficult because they can’t hear or see, and then they don’t receive appropriate treatment or are further traumatized by the treatment.
· Professionals need to understand that the least restrictive environment for someone in a wheelchair may not be the same for someone who is deaf or hard of hearing.
· Information on the impact of multiple disabilities
· Information that there is a continuum of disability and that people adapt to that disability in different ways
· Information about deaf culture
· The Training Workgroup is developing Deafness 101 and Hard of Hearing 101 materials that will includes things like medical vs. cultural; view vs. perspectives; groups and identities- oral deaf, deaf-blind, signing deaf, etc.; definitions- age of onset, etc.; and bioecological models, which are systematic. For example, deaf Latino teen has culture as one system.
· Audism- oppression based on hearing loss
· Advocates need to represent the deaf and hard of hearing communities as a whole and recognize that there is a continuum of modalities; parents need to be able to advocate for other parents who prefer a different modality. Advocates need to be able to state their biases and know what their hot button issues are.
· Continuum of degree of hearing loss and that hearing loss is not static; it will change throughout a person's lifetime and for some, it will even change day to day.
· Tinnitus
· Continuum of relationship between age of onset and developmental impact
· Types of technology (videophone, captioning, ALD, etc,) and their limitations; a hearing aid is not a cure all
· Discussion of hearing loss myths
· Cultural competency, where stereotypes come from, where we learn about different groups- NMCI.org (national multicultural institute) and also Georgetown University have resources on this.
· List of resources- organizations, websites, etc- that can be given if people ask for more info.
· Colorado Resource Guide for the Deaf and Hard of Hearing (from Hands and Voices). This is a guide for families, so it would need to be updated for adults.

· National Hearing Loss Association has an existing program with multiple modules.
· National Association of the Deaf position statements on mental health services for children and deaf in general.
· What we have
· Hands and Voices Resource Guide
· Hearing Loss Association Training
· Modules from Training Workgroup
· Deafness 101
· Hard of Hearing 101
· Resources on myths, facts, and activities related to hearing loss from the National Association for the Deaf
· PEPNet
· Rebecca’s trainings/presentations with Boulder County Aging Services
· Stigma resources from Angie and Jennifer Hill
· What we need to create- The group felt that all the information needed for this module already exists, but that existing materials need to be tailored for deaf and hard of hearing consumers of the mental health and substance abuse systems. There was concern that the training modules would exist in silos but that a good educational design can overcome that.
Length of training sessions
The group decided that each module should be 4 hours each, meaning the initial commitment will be three trainings that are 4 hours each, for a total of 12 hours.
Who does what
Although there is a lot of work to be done, the project does have the ability to hire independent contractors if the workgroup cannot complete everything on a volunteer basis. The Core Team is also in the process of hiring an instructional designer to help develop the modules into an activity-based training. Each module will have a content specialist, who will be someone from the workgroup, an instructional designer, and a review board, which will be the entire workgroup and members of the Implementation Team.

The workgroup assigned module leads for each module. The module leads will be the mini-project manager who will be responsible for finding others to help with gathering information, presenting the information, formatting, etc. The lead will need to coordinate with Mary as far as funding, finding external assistance as needed, and working with the instructional designer that is hired. The lead will also need to check on copyright issues related to adapting existing materials. The workgroup also assigned a support team for each module lead.
Module leads
· Deafness and Hearing Loss and Public Awareness Module
· Lead: Mary Pat Graham

· Support Team:
· Janet DesGeorge
· Rebecca Herr
· Personal and Community Advocacy Module
· Lead: Rebecca Herr
· Support Team:

· Jennifer Hill
· Janet DesGeorge
· Rachel Moore
· Mary Pat Graham
· Mental Health Substance Abuse Knowledge Module
· Lead: Jan Dabroski
· Support Team:
· Laura Douglas
· Angie Lawson
· Jennifer Hill
Timeline
August 27
Assignment of leads

September 1 
Present timeline to Implementation Team and lay out expectations for feedback 
September 20
Completion of gathering all the information/content
September 29
Info disseminated for review in prep of Workgroup meeting-
October 6 
Workgroup Meeting- Leads bring content for review for initial tailoring and modification; be in outline format- 

October 31
Final tailoring and modifications completed

November 3
Workgroup Meeting- Another review of final tailoring and modifications completed; final edits and revisions

December 1
Workgroup Meeting- All changes incorporated- Review final.

December 31
 Final Modules Completed

The module leads will request that Implementation Team members provide feedback at Implementation Team meetings so that suggestions can be immediately reviewed at the workgroup meetings.

Agenda item: Recruitment Plan for Participants

· Looking for people who have some basic skills
· Advocates will be encouraged to participate in community events outside of Daylight Project- trainings with NAMI, Hearing Loss Association, etc.

· The workplan includes list of stakeholders and partners and agencies that can be tapped for potential advocates.
· Use the recruitment flyer.
· Increase visibility of the Daylight project with the stakeholders/partners/agencies by going to meetings, presenting, being included in newsletters, etc.
· Vlog (video blog)- Someone can be taped presenting the flyer in sign language, and that can by posted online
· NAMI Connection, Family to Family trainings
· The workgroup needs to agree on the information that will be given to organizations where they present; what is the 5-minute speech? There needs to be some specific information such as the recruiting timeframe, when training will occur, who leads the training, etc.
· Need to have an organizational chart or something that tells people who is involved and that the Daylight Project can be trusted.
· Various Daylight Project 1 Pagers and Powerpoints telling about the project that already exist.
· Need to be clear that this is an advocacy opportunity.
· Use social media, Facebook, etc.; Jan volunteered to set up a page on Facebook.
· Laura and Angie will work together to gather ideas and draft some guidelines as to the follow up structure once someone expresses interest, such as criteria for selection, when to follow-up, how to follow-up, etc.  Resources include forms from different advocacy groups and the application to serve as a Deaf Role Model.
· Need to have an agenda item at another meeting to further discuss recruitment and the application procedure
· The flyer lists Mary as a contact person, so for the time being, she will send an email or response that someone will be in contact within a few weeks. 
· Rebecca shared training resources from Boulder County Aging Services on working with older GLBT adults. There are examples of signage that people can use once they’ve been through the program so that people can show it’s a safe zone, etc. There is also a train the trainer guidebook. It is a good example of the type of end product that we want.
