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Office of Technical Assistance for Peer Networking

Monthly conference call minutes

March 17th, 2009 @ 3 pm EDT

The speaker for this call is Cindy Mayhew of Alton, IL. The title of her presentation is "The Role of Peer Providers in Creating Emotional Sanctuary in Hospital Settings".

Cindy is a Certified Recovery Support Specialist (Peer Provider title) for the State of Illinois’ Division of Mental Health. She began her work at Alton Mental Health Center (state hospital) in Alton, IL. Currently her work as a Recovery Support Specialist is community-based. While at Alton Mental Health Center, Cindy worked with people self-identified as trauma survivors who engaged in self-inflicted violence and who were at high risk of being restrained while in the hospital.  She acted as a consultant to the treatment teams and worked to engage individuals in creating a personal soothing/safety plan. As part of her presentation she will talk about the inherent benefits of peer services in a setting like this, how peer providers can assist a person develop their personal soothing/safety plan and coordinate their use in the hospital setting to reduce restraint and seclusion.
Gayle Bluebird greeted everyone: I think I'll just say a little bit, because we have some new people on the line, about NASMHPD’s Office of Technical Assistance for Peer Networking, of which I'm the coordinator.  This project was started a few months ago because of the number of peers working in in-patient settings and the need for support, specialized training and on-site training as well.  I think we've now have had four calls, this is our fourth one.  On the other calls we had Laura Van Tosh from Oregon who talked about her work in the state of Washington, then Holly Dickson, from Riverview State Hospital in Maine; we talked about her work and the last call in February Alicia Smuckler talked about drop-in centers on the grounds of state hospitals.  

We do have a call every month, usually the third Wednesday of every month.  This time we're doing it on Tuesday because I'm doing a training tomorrow and we'll try to stick to that schedule hopefully the third Wednesday of the next month.  And today we have Cindy Mayhew with us from Alton, Illinois.  Cindy is a recovery support specialist in the state.  I first met her during a visit to Alton State Hospital, which I think was two years ago, maybe three.  Cindy was then working at the Alton State Hospital and was really doing some very interesting things.  Specifically I was interested in the work that she had been doing with people with trauma histories/ sexual abuse histories.  So today she's going to talk about peers creating sanctuary in in-patient settings.  I've known Cindy for a long time; have worked with her.  She is now one of our consultants for NASMHPD.  She's working in the community now so I welcome Cindy.  Is there anything else you want to say in terms of your introduction?

CINDY:  I'll get started and just start off with a brief introduction.  Hi everyone; thank you for being here.  Thank you Gayle for having me and thanks to my Illinois peers who are on the phone, it really means a lot.  First off I have to recognize my peers because when I came to work in the state hospital system, I was very, very new to the mental health system in Illinois.  I had come from New York State, worked a couple of years on another job, and then this opportunity opened up to work in the state hospital. Their support and knowledge and the work that they were already doing in Illinois helped me a great deal.  One of my heroes is on the phone; that's Christine Elvidge.  She's probably smiling right now but she really was one of my heroes and someone that I really looked to for inspiration and still do. I also want to recognize Rachel Livesay who is at Singer Mental Health Center because she has done some powerful work around personal safety plans. 

Why am I here right now today doing this presentation?  It's because I went into the state hospital as a peer specialist. Our titles are recovery support specialists in the State of Illinois, but I will probably just use that general term, either peer specialist or peer provider.  So I went into the hospital as a peer provider and I was overwhelmed.  I went in at a good time when Illinois was one of the state grantees for the Alternatives to Restraint and Seclusion Initiative. They were hiring peers to be a big part of the initiative to reduce restraint and seclusion in the state hospital system.  That's how I met Gayle as well; she came as a consultant to our hospital.  But I was a little overwhelmed.  I worked in a forensic center serving 122 individuals.  Alton was considered a maximum forensic hospital in the state, excuse me - a medium security hospital in the state of Illinois.  We also served a number of individuals who had forensic histories who had developmental disabilities and we acted as a maximum security for women because there was no maximum security facility for women.  We had one small civil unit, which housed 14 to 20 people. So most of the center was forensic and that's where I did most of my work and where my office was housed.  That had its challenges for me.  I think I recognized right away that working alone in the hospital setting was not the ideal. I realized how helpful it could have been in some of those very difficult situations to if I had had another peer provider working with me. And I also realized how important it was to have some comfort and safety for myself; to find some ways to feel safe and to find some ways to take good care of myself.  

I also found that my most difficult work was witnessing those individuals who already had a trauma experience who were re-experiencing trauma through restraint and seclusion. And those who used self-injurious behavior as a coping mechanism lost all their access to that coping mechanism when in the hospital.  They were in a highly triggering environment, re-experiencing trauma through restraint and seclusion, while being stripped of their coping tools for safety reasons.  This came to be on my mind a lot. While I was in Washington with the NASMHPD group, I was invited to a peer expert group on trauma During introductions I said it is inhumane to put a person in a highly triggering setting, strip them of their coping mechanisms, and then re-traumatize them through the use of restraints and seclusion. Everybody in the room just started clapping and I felt like "okay, I'm not alone"!!  That was what started my work in wanting to help Gayle and others to really think about whether we could do a trauma peer specialization; how we could advocate for more than one peer provider in the hospital; and how we could address the needs of peer specialists as well as the ways they can be helpful in a state hospital system. 

So from that I'm going to move on to the presentation I did at the National Association for Peer Specialists, which I call Creating Emotional Sanctuary in an In-Patient Setting, and subtitled Helping Individuals Feel Comforted and in Control.  I first want to identify myself.  I mostly self-identify now as a trauma survivor.  I think of where I'm at in my path right now is that I am transforming my life from surviving to thriving. Although I also have other psychiatric diagnoses, working with transforming trauma is where I'm at.  So I think as a peer, my role is to help other individuals who are dealing with trauma issues as well, so a lot of this presentation will be on that.  But what I discuss is what's important to everybody, every human being. 

I wanted to say that I think that one thing as peer specialists or peer providers - one thing that we have which is very powerful is our gift that we are given in our work roles.  Despite our work challenges this is a gift we are given.  We are given the ability to be authentic and when I say authentic, I mean that we can share where we have come from and when it's appropriate we can share some of our experiences and what has helped us get better.  You can't ask for a more authentic type of relationship building for someone in the hospital.  So I see that as a gift; my ability to be totally authentic in my relationship who those that are being served and that's powerful, very powerful.  

Keeping this in mind, one of our roles in creating emotional sanctuary is to foster connection through our authenticity.  We also foster connection by respecting choice. So it's essential for us to always offer choices. At the same time we offer our services, let that person know we totally respect their choices.  That's key.  Whenever I work with someone I always asked them did they want to talk with me; did they want to do this; did they want to work on a personal safety plan because choice is so important to individuals who have had trauma histories.  So the second point in fostering connection is that ability for us to be respectful and accepting of one’s choices. 
Another way we can foster connection is through compassionate conversation.  Now when I say compassionate conversation I'm talking about asking a person “What happened to you?” not “What is wrong with you?”. That is so key and that's the motto of the National Center for Trauma-Informed Care.  Think about how different it feels to be asked “What happened?” or “What Happened to you?” rather than  “What did you do wrong?”  “What's wrong with you?” The tone with which you ask and listening, of course, without judgment is important as well. I think suspending judgment is something that people really need -something that we can bring to our work that is powerful.  

There's a lot of you on the phone who may already know all of this, but I want to emphasize this is the strength and this is the gift that we have to bring to the group that we're serving in the hospital. And to remember that when you're working with a trauma survivor who may engage in a lot of self-injury- that is their coping mechanism and we have all found our own unique ways of coping to get our needs met.  Remember that people are injured but capable and when everybody else just throws up their hands with “those borderlines” (I’m using this word like this just for the impact) we can be there suspending judgment. I feel that individuals with this diagnosis are the most stigmatized group now in the mental health field.  When they are given up on, we can be there for that person acknowledging the person’s pain and experience.  Cheryl Mead writes some great stuff on mutual sharing and how story telling with a person - sharing your story and then sharing theirs- how that story-telling can have a positive impact on a person's life.  

Another key thing with fostering connection is to always ask permission before giving feedback.  But even it's important to fostering connections in creating space in your relationship.  I think it's validating that whole person. 

I'm going to tell you a story about a gentleman that I worked with.  He is an African American male who had been in restraint and seclusion the night before; he had put a chair through a window; the main documentation room's window.  Everybody, all the staff, were pretty darn upset.  Let's just put it that way.  I started working with him by apologizing. It was Gayle Bluebird who taught me about the importance of apologizing.  And I was a person in my position that I could, really anybody could go up and apologize to this person, because restraint and seclusion are not therapeutic.  So I started by apologizing for the use of restraint in the situation the day before.  I first asked him if it was okay if we talked.  Later, I also asked him if it was okay if we worked on his personal safety plan again and he agreed. He didn't agree to both to begin with, he did agree to talk and then later he agreed that he wanted to work on his personal safety plan.  Not only did I apologize but I validated the importance of his input in the debriefing process.  The debriefing process after an incident of restraint and seclusion should always involve the person who was restrained, but it really needs to also involve other individuals who are living on the unit.  They get left out of the debriefing process way too much.  I know in one of our hospitals in McFarland, they've been able to really push and see this happen, that everybody on the unit gets to be part of the debriefing process.  But I validated the importance of his input and told him I really wanted to talk to him about what had happened and whether he had any ideas on what could have prevented it.  That's what really engaged him in conversation. We talked about his life and how he ended up where he was today, and how his plans to go into the Air Force were shattered when his friends picked him up from school in a stolen car.  Police ended up involved and he was shot in the head and how that had changed all of his plans in his life.  One reason I wanted to tell you the story is to emphasize the important of validating the person. I also told the story at the NAPS conference about the response I received when I went to the debriefing on this person. It generated some discussion because other peer providers felt invalidated by staff by  experiences similar to one I shared. I went to the treatment team the next morning and asked when the debriefing was going to be, as I wanted him to be involved in that.  They felt he couldn't because of his level of danger.  Now meanwhile I talked to this man for well over an hour and a half.  I told the team some of what he had shared with me and I told them how he had shared his trauma and what the experience was like for him being restrained and how it re-traumatized him and I shared the personal safety plan, the one that we developed during the conversation, and I wanted so badly for this team to be able to see that this just wasn't an aggressive guy that likes to throw chairs through windows.  One of the staff after I finished talking told me that I had been duped; he had fooled me and that he had totally manipulated me.  And I know as sure as I'm sitting here breathing right now; I know that I had an authentic connection with this man. At the NAPS conference, a discussions started on what do you say and how do you deal with staff who invalidate things like that.  I think it's one of the challenges that we have in our work and I don't know that I have the answer except to realize that the issue lies with those individual staff; to come to an understanding that I'm not going to change every staff and how they feel about things, but I made a difference in that man's world as we all do, as everybody on this phone I'm sure, because it was authentic and I did validate him and he did not continue to have restraint and seclusion after that.  So that meaningful relationship with him was the outcome that was important here; not whether or not I changed everybody's mind.  So I think as long as we can continue to follow what we know is important to bring to our work as peer providers in the hospital setting and we continue to realize the differences that we're making in that way, this will help us continue our work. We sometimes just need to focus away from things that we can not control and focus on making a difference for those we work with. We can create emotionally safe relationships with those who may feel very unsafe while in the hospital. 

So let me share with you a little bit about the personal safety plan.  Rachael Livesay who I mentioned earlier, spent a lot of time and got a lot of ideal situations in place at Singer Mental Health Center, including having the recovery support specialist, the peer providers, being a part of doing the personal safety plan.  Although not the policy in our hospital, she was able to get that in place at Singer and they were no longer being done upon admissions which is usually not the time for someone to be able to figure out exactly what upsets them and what calms them.  At admission time you're doing so much paper work that's really not the time.  

The definition of a personal safety plan is an individualized plan developed proactively by the individual and staff before a crisis occurs; to help an individual during early stages of escalation. This trauma sensitive tool is used as a partnership for safety planning between the patient and staff. This is the ideal of what a safety plan is.  The plan may be formalized in hospital policy and procedure.  It may also be an informal plan developed by the individual.   

In the ideal hospital practice of using the personal safety plan, the person chooses to complete the safety plan.  It's completed after admission, not at the time of admission and it’s completed with someone the individual is comfortable with and trusts.  It is preferable that the individual shares the plan with the staff who are involved with them day to day and that it's easily accessible to those staff when it is needed.  So if a situation is escalating and staffs are really familiar with a person’s safety plan, they can help that individual by reminding them of their plan and identifying something on the plan that they can encourage the person to do.  

We averted one situation when the night manager, being aware that that person in their room in the closet was using one of his tools to feel safe. Knowing this she was able to intervene quickly at that point. Staff were seeing him as being non-compliant and they were trying to get him out of the closet. On his safety plan he had identified that he felt safe in a small space like that, so she intervened to allow him to stay in that space until he felt safe to come out.  He was creating safety for himself, not being uncooperative.  Staff’s familiarity with plans is important for a personal safety plan to be effective in de-escalating situations that might otherwise end in restraint. 

The plan should become a living document and part of the treatment plan, reviewed whenever unsafe situations occur regardless if restraint or another course of measure is used. To be truly effective it should be reviewed whenever a situation escalates. Most of the time, debriefing only occurs after restraint and seclusion.  If we can start to really review the plan whenever that person is in extreme emotional distress or a situation escalates, even if it does not end in restraint and or seclusion, we may be able to avert situations.  

These are a few ways we can be actively involved and create emotional sanctuary for a person.  Helping to establish comfort rooms is another effective tool that Gayle will be talking about on another call. Some other things besides the comfort rooms are sensory kits developed specifically for some individuals who have identified sensory items that are soothing for them. Other therapeutic tools are gardens.  We had some gardens at the hospital that patients found very therapeutic to work in.   

I believe that there can be a trauma specialization for peer providers.  A lot of us out there who are peer specialists are also WRAP Facilitators and a safety plan can also be viewed as a wellness plan for safety. If it's a good personal safety plan it has different components similar to WRAP. Sections would include: how can staff help you feel safe; what are some of your triggers; what are your early warning signs that you are getting upset, what are some things that make things worse when you are really upset, for example, being touched or being sent to your room or excluded from activities.  The personal safety plan identifies triggers; early warning signs and things that you can do to calm down as well as therapeutic staff interventions. I worked a lot with people on creating some self-soothing techniques, some relaxation tools to help them de-escalate. I have to remember I am a peer specialist; I am not a clinician.  As a peer specialist I found several different articles, several different self-help materials that I put together for them.  We went over them if they wanted to or I gave them the material to read.  I shared some of my own experience of moving from unsafe coping mechanisms to much safer ones and ones that were helping me in my wellness.  I shared some of my story of how I wanted to express my pain differently. I gave them some ideas and they made some choices about what they wanted to use for their plan. I was working with one woman and she did really great.  I told her about a tool that another peer specialist had given me and it was spelling backwards because it moves you from an emotional state into using certain parts of your brain.  So it can be a good grounding technique.  She liked that idea and she put it on her soothing list along with a hot bubble bath and a few other ones. I then encouraged her to the tools that she came up with to the staff. She was one on one with only a crises blanket. All of her clothes had been taken away from her because she had had an incident where she tried to put something around her neck and choke herself.  The next morning I walked onto the unit to see how she was doing and the staff ran up to me and said “guess what- last night we used her spelling backwards tool and it really worked. That staff was now an ally.  When I went to see this young lady she told me the night before she had been able to take a bubble bath. I was surprised because they had not been allowing her to do this. And the staff said yeah, of course we did because it's on her list of calming tools and pointed to the list taped on her bedroom wall. It was just so powerful in that moment that she had made a difference, not only in her own life but in that staff person's.

Cindy, could you tell them what you mean by coping mechanism, by some of the behaviors being a persons coping mechanism, because I think a lot of times that's something we don't understand real well. 

Okay, I use that when talking about self-injury a lot because we all have ways that we have found to cope with emotional distress, some of them healthier than others.  And in recovery, when you're in trauma recovery, you really try to work towards finding healthy, safe and soothing ways to move yourself through something that's emotionally distressing.  Self-injury is not a suicidal act although for some who self-injure, this may be a consequence depending on the severity of some of their attempts to self-injure.   Ruta Mazelis has been my teacher around self-injury and recognizing that it is self-preservation; that a person who is so much emotional pain they self-injure to move beyond that pain – to alleviate some of it. When I talk about coping mechanisms, I'm talking about ways to deal with, that we find to deal with emotional distress.  

I really want to open this up for conversation and questions now.  I  hope there was something that I was able to give you or that will help you with your work.  The information that I've been talking about will be on the website.  I also have resources of lists of real good trauma websites and I also did up a self-care sheet for taking care of yourself. I am just going to mention a few of these. Sometimes I didn't feel validated as part of the clinical team.  So if you can find someone on the clinical team that you can really work with who can also bring the message, the same message that you want to be brought to the whole team that can be very helpful.  So find your champions and the other staff for support and to bring the cause forward.

Diversify your workload; don't try to do all individual connections all day.  We do make a difference in the lives of the people that we work with in the hospital, and it makes it easier when we get frustrated to recognize that we can't change all the staff's perspective and we're not going to change all of them over night or the culture at the hospital but if we stay true to our work, of empowerment, of connection, of authenticity, all those things that are really important to people whose relationships have been so damaged early in their lifetime.  If we can continue to be authentic and foster connection, we're doing a great job.  

Work with your supervisor on realistic expectations. I used to say they always wanted me to be a miracle worker.  Somebody's laughing about that one; that's good.  

And it's very important that you have a safe space, so look at where your office space is.  Pat Lindquist has a great story about how she was able to paint her office at work a color that she wanted to paint it. I love her story about that because she created her safe place and comfortableness in her office although it took awhile to budge the hospital to break away from the traditional institutional colors. My office on one of the living units so it felt like I never had a place to retreat to. We were working on a different location for my office and Shelly Brown, my successor who is doing a wonderful job at the hospital, fortunately has her office located in the rehab department. So look at where your space is and what you need when you're working at the hospital.  

If you are the only person at the hospital, keep advocating for the hiring of another peer provider. Keep working on that.  I think I'll end with that and hope that I've brought you some good material.

GAYLE: Okay, well Cindy, you did a really great job, I really thank you a lot.  It's a wonderful presentation.  I especially like the way you ended it - which is really to bring it back to ourselves and our own needs.  Identifying what you need as a peer specialist and your own safe space has a lot to do with how much you're going to be able to give to others.  We're going to take time for questions, answers, comments, particularly first with the questions that you have for Cindy. I think the easiest thing to do would be for me to take five names at a time so that it just doesn't get all discombobulated.  So if you want to just say your names and then I'll call you out and then you make your comment or ask a question of Cindy.

Betty Cole, Mae, A.J. , Jack Booker,

Okay well we have four so we'll get started.

BETTY:  Cindy, it was a very interesting presentation.  I'm just curious whether you have done any work or have anyone in the listening audience with implementing comments on care in a psychiatric emergency setting.  We have, in addition to our Kemp care unit, we have a particular department where we admit the psychiatric patient on an emergency basis and I'm just wondering Cindy if you've done any work with the psychiatric emergency department or if any of the other folks have as well.

CINDY:  I specifically haven't although many of our folks, I mean our acute side, one of the acute units when they were coming right from the jail, they were still very acute and I have to say I didn't always have the chance to be there during that admission.  The one time that I was as a peer specialist able to follow a person through the admission process, it was a phenomenal experience.  He had never taken medication before and he became willing to. We were able to get him special meals because of his level of paranoia about his food being poisoned. He worked with me throughout his hospital stay. He would call my office all the time.  So a connection was made and I think it's very important having peer specialists who can be there to help through that process definitely.

BETTY:  Absolutely. Thank you.  That's my hypothesis and I was just wondering if there were any other.  Do you know of any institutions on the mainland that utilize peer specialists in that capacity and if they have any statistical data outcomes.  That would help me in selling it to this institution.

GAYLE:  I'm going to answer your question, at least to the knowledge that I have at this time.  This is actually a very big area of work that is in the emergency department; the implementation of having peers on site is becoming a very big thing.  In Maine, in the hospital in Portland, Maine they have peers that are working on a team and that come in and work with people as they're admitted into the emergency department.  So that's one particular example and I know that in Massachusetts they're beginning to place peers in emergency rooms there.  One of the oldest examples is in Arizona, in Phoenix, with a group called Recovery Innovations and I'm pretty sure that you could probably look up Recovery Innovations and find information about the work that they're doing.  There are peers actually running a crisis center and it's within a crisis center itself but they actually have a separate area that is just run by peers and this has been going on for quite a long time.  It's a model that's being replicated in other places and so there's a lot of work in this area.  I think this is also one of the topics that we'll take up in a future call, probably pretty soon.  

CINDY:  This is Cindy again.  I just want to add one other thing.  There are diversion programs before a person ends up into a hospital that has worked wonderfully. There is probably some data on the success of those and peer companions, you know, peer providers providing services to someone to divert a hospitalization.  So that might be good data to look at also.  We had a diversion program in New York state at the agency I worked for and the crisis center staff were using us more and more because they were going out to crisis calls but they were finding the person wasn't feeling suicidal or wasn't planning on hurting anybody else but they were in great emotional distress and their symptoms were acute in that way. They would come and spend time in a safe, comfortable environment with a peer in the hospital diversion program.  So I think that those might be a good source of information to show how effective peers can be as well.  

MAE BRADFORD:  For a number of years I have been in Burbee and I was very impressed with Cindy's point about asking someone what's the matter and how we can help you not escalate and also the culture background.  I found that as a Black woman that a lot of times you're treated as a peon in the system and you're not taken seriously and you're labeled before you even have a diagnosis and I think this is very helpful that you look into the culture of the person and how they react to certain authoritative figures and how you act with a person that really escalates them.  Also having sympathy and walking in the other person's shoe and I don't think a lot of mental health people have that ability.  They just see your color sometimes and the fear mechanism shoots in like when the guy threw the chair through the window.  He was just exaggerating his anger; he wasn't wanting to hurt anybody and I think it's blown out of proportion all the time.

CINDY:  And he had the answers as to how it could have been prevented when he was asked.

MAE:  And many times you're ignored; you're totally ignored.  And as a black person I just find it has to be addressed.  I know Gayle does a lot of it and have done in many years.  That's why we're friends because she has that ability to empathize.

A.J.:  I just had a quick question on something that happened yesterday in the hospital that I work in.  I work in a community-based hospital and I am the first peer specialist that's ever been hired to work on the psychiatric unit there. 

GAYLE:  Where do you work?

A.J.:  Gateway Regional Medical Center in Granite City, Illinois.  And Cindy, this is kind of a what would you do in this scenario.  The person asked to speak with me; we'd just finished doing our group and she said can we do a one on one and I'm able to talk with her for a little while and she fears that she isn't feeling safe and there are some things that….she wants to ask for one on one supervision but what's hindering her from doing that is while that one on one supervision is provided, it's provided for a 24 hour period and there's no privacy for when she's showering and because of her past experiences that's equally unsafe for her.  I guess I would just like some feedback on this.  She came up with this really great idea too.  She actually came up with this idea of, you know, I wish I had the ability to opt in and opt out of a one on one where at this facility the requirement is once you're placed on that one on one supervision, it's a 24 hour thing and she seemed like she had a lot of self awareness about when she needed somebody else with her to help her.  Any feedback you could provide would be greatly appreciated.

CINDY:  Well first of all, the one on one is usually for a safety issue and so when there's a real concern if someone might be suicidal or there's been some engaging in some kind of violent behavior, sometimes you see that or if they have a medical condition.  So it's really the hospital's answer to unsafe situations, they want to insure someone's safety.  That's not necessarily therapeutic but that's the intention of it is for safety reasons.  I think you have the opportunity there to help her to realize okay, you can ask for this from the hospital; they may not be able to provide it but it's great and fantastic that you are thinking about ways that you can feel safe while you're in the hospital here and maybe it's she can come up with some other ways that might be helpful for her; does she need more time alone.  You can help her look at the hospital environment and when she is not feeling safe.  What could sooth you some; what could relax you some; what could calm you.  Maybe we could make up a list and you can talk with staff about some of these things as to whether the hospital would be able to accommodate you.  I think it gives you the perfect opportunity to help a person develop a personal plan for them to feel more comfortable.  

And A.J., I've got plenty of material if you need anything on some self-help tools and some self-help studying and things like that.  I've got quite a library of materials if you need anything that you want to give to her.  

A.J.:  It did answer my question.  I think the thing that, and maybe it just hit a nerve with me; maybe it just kind of struck home because I know that just in my personal experiences in my own life there's times that I haven't felt safe.  I go over to a friend's house.  It's just that feeling of not being alone and not putting myself in a vulnerable situation.

CINDY:  There may be someone on the unit that's a peer that might feel safe that she could ask to spend more time with or even a shift of her bedroom, making her bedroom down at the end of the hall and if she was closer to where the nursing staff are, whatever.  If you could explore those things and she could maybe create her own list of what she thinks would help and what she would want to ask for, ask for hospital staff if they could accommodate.

A.J.:  We did talk about asking, asking when I was both staff and also are there other people here on the unit that you might feel comfortable with.  Thank you very much.

CINDY:  Maybe something that she has at home that someone could bring to her.  I always think it's great to have a kit made up that you can bring to the hospital, all those soothing and comforting things.  Might be an idea for next time too.

GAYLE:  And A.J. my thought about it was whether or not you as a peer could be assigned "x" amount of time per day or even if it's not one on one that you actually have a certain amount of time that you spend with her each day.   We have one person working in Massachusetts, Danee Codas, and as a matter of fact Massachusetts is establishing positions based on her position that that started a few years ago and her position was originally called a debriefer because she worked with people after they had been secluded and restrained.  Now, because they've naturally of course hopefully reduced the use of seclusion and restraint, she's now in more of a recovery position but her job is to primarily work with people that are high risk.  So she's more in a preventative role but it's working specifically with individuals who are at risk or who has self-injurious behaviors and so it does strike me that we are creating positions I think particularly for people such as the one that you're talking about so that they get more support and that that's really an ideal place for peers to be working is with one on one situations.  I hope that's another way of answering your question.  And Danee is also a person we'll have presenting for us in the near future; a very, very interesting person.  

JACK:    So Cindy, you mentioned a few things about the issues and values that you have in this whole trauma-informed care that's going on in Illinois and we're faced with that practically in any hospital setting.  Can you elaborate a little bit more?  You mentioned about the need to have a second companion, peer support specialist.  How about the attitudes, you also talk about in your treatment teams, etc. having companions there but there's also about change at the CEO level and now we are able to achieve that or were you able to achieve that?

CINDY:  I think that first and foremost is if you have to see change, it doesn't happen fast and you have to really be mindful of small steps that occur because what's strange is what I see now when I talk with Michelle who is now in the position I was in things are continuing to move along and slowly….there continues to be growth.  You have to first recognize change doesn't happen over night and recognize and be grateful for those small steps and appreciate those small steps.  I think one of the keys is to really find your champions within that facility that you can really get together with and talk to and come up with a plan to continue to move the agenda along.  

JACK:  How long have you been doing this in Illinois; give us a picture.  I don't remember you saying how long.

CINDY:  I took the community's position so I work mostly in change within the community agencies now.  I was in the hospital for a year and half but they had kind of split up my responsibilities.  I was doing the community side and I was doing the hospital side for a while so it got a little hairy there.  A few other things I want to say about trauma-informed care. In several conversations with Joan Gillece, one of NASMHPD’s trauma informed care trainers, she has expressed we have to create an environment in where we recognize and acknowledge that not only are the patients having traumatic experiences, we also have to recognize that traumatic experiences happen to staff as well.  Joan has found that now when she does trauma-informed care she spends also a lot of time with the staff talking about what they have been through as well.  And Joel Slack never said it better; I remember his words because he came in and did respect across our state, he did a series on respect and one of the things he said was it is not good for anybody to be a state hospital system for a long period of time; whether it be the patient or the staff. You have to realize that a lot of your staff have been through a lot themselves and so I think it's important to recognize that and administration needs to recognize that.  So those who take care of individuals who are in the hospital need also to be cared for and the recovery principles be acknowledged as well.  They need some of the same things; they need a voice and changes within the hospital system.  They need to be invested, just like consumers need a choice and be invested in their care.  Some of what happens to them in some of the situations that happens that are violent in nature, they need to be acknowledged that they've been through a lot there as well and some compassion and some understanding be shown to them as well as those that have experienced it.  So we need to apply all our principles of recovery that we want to see the patients receive for those individuals in the hospital receive, we need to get to a place where staff are respected and appreciated and have a voice in the same ways.  Does that help at all Jack?

GAYLE:  I just want to give you a framework for how much time we have left.  We're just about a 4:10; we'll go until 4:30.  I'd like to have some time and have people just share some of their comments or their own experiences so that we don't continue to wear out Cindy's voice, which I'm sure we already have.  So the next comments can be either questions you have for Cindy or they might be experiences that you might want to share.  Shall we make a list or are there a number of people wanting to speak?  Violet, Sara, Wenona.  Where are you from Wenona?

WENONA:  Waukesha, Wisconsin.  

GAYLE:  Anybody else?  Maryann from  New Jersey and Mary from ECBH.  I also want to take the last 5 minutes to just give you information about other kinds of reports and information you might want to have.

VIOLET:  I'm glad to be following Jack because my comment relates to what he was speaking about.  I know I am the only peer working in a state hospital and I'm the only peer on staff and I can't agree with you more about some of the things that you said about your position.  But I did go to the trauma-informed care conference last year and the statistics are like 80% of the people that I worked with will have past trauma.  So as I go through the units and I'm meeting people, my peers, etc., and the staff wants me to work a miracle, it’s difficult to make someone to take shower and change their clothes.  So I asked the staff well, have you tried asking him and saying please and they say oh no, he just won't do it.  And I said well have you asked him about any past trauma and the staff will look me right in the face and say oh, probably, he's got a lot of trauma and I said well what are you doing about it.  I don't have training to deal in trauma.  I get a blank response and this has happened more than once and it is a cultural thing and I know that trauma is difficult to deal with but I did meet an associate of Maxine Harris from D.C. and she said, she suggested why don't you get the workbook and work through it in a group and I was going to ask your opinion on that, although I know the Copeland Center has a good workbook out on trauma.  What would you think about something like that?

CINDY:  This isn't an easy question to answer only because anything that is specifically self-help and there are a few out there I am all for but when there's some that is suggested that it be a clinician, this is where the challenge comes in.  There is resistance to anyone other than clinicians running trauma groups. So if you can get a clinician that is a champion, really wants to see trauma issues addressed and work with them, work with them together to get a curriculum going, I would say that's going to be your best bet.  I think it's like you start anywhere while some people feel if a person is in crisis and they're in the hospital, that's not the time to be dealing with any trauma issues.  They should be trying to get stable and then go to a therapist and work it out but I know for myself that my own mindfulness and awareness of my triggers helps me to deal with how I react or how I keep myself from melting down because I've had an over-reaction.  I believe you can help a person in the hospital and they can talk about their trauma issues in the hospital.  They're there anyway.  I think that your best bet is to get a clinician whose got the respect to run a group and see if you could do it with that clinician in which you could offer that peer perspective and they could offer the clinical. 

VIOLET:  And do you have any comment on the seeking safety model?  

CINDY:  Yeah, it's a wonderful model.  Why do you think I love that word sanctuary.

GAYLE:  I just want to give a couple more answers to that also.  This is a really tricky thing and I've sort of been working with this for years, going way back in the '90's when I was in South Florida in Ft. Lauderdale and I used to do the monitoring of hospitals.  The first thing was that the whole issue of trauma histories was totally ignored; it wasn't even identified and I'm pretty sure we're gaining some headway on that with at least the recognition that people do have trauma histories and then you get into this which is what Cindy just said, lot of times the hospitals feels like they don't have the ability to provide therapy.  They don't have therapists to actually do that so they then tend to ignore the issue and I think there are some ways in which this issue can be worked with.  One is that there's not any resources that are given to people for when they're discharged, for where they can go to a therapist or support group.  I think it's reasonable for people to actually want support groups while they're hospitalized on this subject or information groups on this subject of trauma which is something that can be provided but I think there's a whole lot of things that we could write up or make suggestions of that would be helpful to people even if it means that they're not actually delving into their whole psychiatric history or trauma history.  People get real nervous about that and so they think that because they don't want to get involved in their total trauma histories, then they think there's nothing to do and I think that we need to start identifying the things that we can do.  I think books are another thing; there's a lot of people writing books on this subject that can be put into hopefully a library where they can access these books and that's something that peers can do also is refer them to books and make sure that they're available.  I don't think we've done a lot of work on that issue either, is books and autobiographies.

CINDY:  And bringing a panel in.  You know we don't have many hope stories out there either.  We don't have panels of hope stories like we do individuals around other mental illnesses.  There are a few self-help materials that could be an educational group like excerpts from dealing with the effects of trauma self-help guides as part of the road map to seclusion and restraint free mental health services.  That's something you could use.  WRAP, if you're a WRAP facilitator there's some trauma recovery sheets, worksheets and material.  So there are some different materials out there where you could create a group or use it through WRAP as well.  I don't know if you're a WRAP facilitator or not.

GAYLE:  And I like your saying about the panel and there's a couple of people that are available as speakers and a lot of the hospitals are bringing them in.  One of them is Jackie McKinney; she's also in the video that we made, Paving New Ground, and Tonier from the agency I work from which is sponsoring this call, NASMHPD, Tonier Cain and she has really kept busy going around to various hospitals and speaking and telling her own story.  So they're not the only two but they are two that come to mind especially are available and are used as speakers.  So that's another thing we could do Cindy is make a list of people that are available for that.  So not to belabor that but that was a really good question; thank you Violet.

SARA:  A couple of things.  Cindy, you said you had an amount of resources available.  I was wondering, what website would that be on?

CINDY:  I have put together a list of websites that have a lot of resource materials. I've just been creating a library that started really when I was working in the state hospital I can put something together of all my resources and see if I can get things like the links to them because I don't know if all of them. Through researching on the internet I have found a lot of useful tools.  

GAYLE:  We could put those on the NASMHPD website for everybody to be able to access them.

SARA:  Also, when you talk about a lot of the things that you've done, I've wondering what do you do when the time seems to be a lot shorter than say like in the forensic type of situation.  I was wondering how can a peer specialist best work or how do you see a peer specialist being the most useful in a situation where the patient is here for such a short time?

CINDY:  Christine, are you still on the line?  She may not still be on the line but she's done a lot of work and they have very short acute, they're mostly work with short acute stays and she and the other peer specialist there have done a lot of work introducing recovery through the WRAP curriculum.  They set up some great comfort rooms and one of the recovery specialists does a pilates class there and they're on the units all the time.  They're on the units for the community meeting.  So they're just there and very visible throughout the course of the day and they've been able to put some stuff into the admissions material that's been very helpful.  I think they've shown different films that talk about recovery and Christine had these phenomenal photographs with recovery sayings framed and hung all across all the units. When you walk on the unit you feel it's warm and recovery oriented.  So you can make changes in the environment; you can get things incorporated to make the admissions process more comfortable and safer for folks and you can do some recovery groups and introduce the principles, introduce the whole concept of wellness and recovery.  And be on board in different committees within the hospital so you can constantly bring the consumer voice to those committees as to how they can really make the environment more trauma sensitive, the admissions process more trauma sensitive, the whole process for the patient.  

WENONA:  I'm enrolled in the Stockbridge-Munsee Bantam Mohicans tribe and a while back I had been in-patient for three months and while I was there I had been diagnosed with post-traumatic stress disorder and bi-polar disorder and had a long history of various trauma through sexual abuse, violence and alcoholism in my family.  I wasn't raised with my family; I was raised in foster home care and while I was there my tribe was a very important part of my connection to my people, my heritage, my spirituality.  Through the Indian Child Welfare Act they would participate in the court hearings to keep track of where I was.  But as I entered into mental health issues, as an adult, I still find that connection with my tribe important.  However when I was in-patient, I could not contact the tribe.  The patient phones only allow local phone calls.  So I went to staff and I requested; I need to contact my tribe; it's very important that I talk to somebody from my tribe and I was shot down.  Not only that but I was belittled and people, the staff was saying to each other that I was just a White girl having delusions of being a Native American.  They didn't even bother to find out if I was Native American.  I was telling them; I could tell them my tribe, where they were located, my enrollment number.  I could tell them who to contact on my tribe in the enrollment office to verify that I was a Native American and that whole experience of being cutoff from my tribe for that time was very traumatizing for me.  At the time there were no peer specialists to come out and help me and maybe advocate for my needs for tribal connection, to talk to the wellness center, to talk for insurance.  I'm still paying bills because they didn't report it to my tribal insurance.  This lack of awareness by the staff adding to my trauma, their lack of cultural knowledge.  As a peer specialist I went through the training but nowhere in that training did it address Native American issues.  The significance of somebody's tribe; the significance of their spiritual connection; why that's important about medicine people and how they pray for you and how you need that connection and it's not only apparent especially in urban areas because as I child I lived on the reservation with my grandparents and parents but in Waukesha they don't have centralized native organizations that they can turn to.  I can turn to support locally so I needed that long distance phone call.  Other cultural sensitive awareness and I'm interested in knowing how that's applied for other native people who I know who are in the system, how are they getting help and how do I avoid being put in that situation again?

CINDY:  I so apologize that you were treated that way.  That's very sad and I thank you for sharing what happened to you.  There's a couple of things: my first thing is I feel like that was a human rights violation and there's always that grievance process.  I'm just so sorry that you went through that but I also want to say, this sounds like and we all know that cultural competence is needed, but for your own safety for the future, if that was to happen again, I would get some kind of Advanced Directive or plan written up and get those individuals that are close to you involved.  The contract that I would have done is an advanced directive written up that would say what you need in the hospital, all those kinds of things, I would get in writing, notarized, even maybe have someone who can advocate for you in the hospital if you want that but definitely list the people to be contacted.  Meanwhile if I was in the hospital in that situation I would put it in writing.  Any violation like that where you have been made to feel that way, put it in writing that goes to the administrator and hopefully gets sent on as a rights violation.  

GAYLE:  The other response I would have and I'm also sorry and it's a very touching story, is that every state has a protection and advocacy system.  On the rights poster, in that facility somewhere there was a rights poster that was available or visible to you, you can call the 800 number and even now I think the protection and advocacy system in your state would be interested in this story.  So if you want to call me later, I'd be glad to figure out the number that you could call.  Also the National Empowerment Center would be very interested in having you write your story for what happened.

CINDY:  I've forgotten your name but I also wanted to say and this is just a nice message of hope, National Association of Peer Specialists, that group had a production company totally peer produced and no clinical staff involved in this great recovery video telling stories.  One of the ladies in it tells her story and she shows her spiritual connection when she got back connected with her people and I'm telling you that's the first time I've seen a Native American issue addressed on a mental health video and it was very powerful.  The name of the video is Open Spaces and I'm showing it soon myself because I love it.  Just so you know there's actually a peer video that was produced by peers that actually takes your situation and puts it out there.  (END)
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