Connecting and interneting with Deaf survivors
Voices from Email Support Group

“Deaf people must live almost entirely within the world of others. This peculiar social condition leads to a longing of their own, a longing to live lives designed by themselves rather than those imposed by others” (Padden and Humphries 1988, p.112) 
How can we meet Deaf and hard of hearing people’s mental health needs when they are born within the majority of hearing families, who think, behave differently or have different attitudes towards to them?  Deaf people face isolation due to using a different language, Auslan (Australian Sign language), and identifying with Deaf culture.  Specialist mental health services for Deaf people that are culturally appropriate in Australia are not readily available.  Moreover, there are only a few trained mental health interpreters available to work closely with Deaf people in mental health settings.
There are a few possible ways to address this lack of service for the Deaf community.  An example which will be discussed in this paper was an email support group established in Dec 2008 to provide three Deaf women with psychosis to share and support each other with their psychosis and thus feel less alone.  Did the email support group have any benefit to the women involved and does it have any implications for how mental health service are provided to the Deaf community? 
Background: Deaf people and Mental Health Services
Historically, Deaf people with severe mental health problems were put in hospitals that were not equipped to deal with deaf issues.  This hearing environment without sign language can have serious and significant impact on their recovery.  Local hospitals usually have no Deaf or hearing signing mental health professionals or other Deaf role models for Deaf patients to learn from or to receive emotional support. (Berke 2009, Glickman 1989 Gore & Critchfield 1992, James 2005, Vernon 2006, Steinberg 1991, McEntee 1993 Leigh 1996).
How many Deaf people are affected by mental health problems? The prevalence of mental illness among Deaf people is at least as high as in the population at large (UCSF 2004).  According to the Australian census in 2001 there are roughly about 6,500 signing deaf people, not counting hard of hearing or deafened people, living in Australia (www.fahcsia.gov.au).  According to mental health statistics, about 1 to 3 % of the general population have psychosis. So if there are about 6,500 Deaf people living in Australia, only a handful of Deaf adults have psychosis.  That explains why Deaf people with mental health problems are isolated and far apart.  Bewildered families are faced with a difficult decision if they should send their troubled Deaf child or adult to a local mental health hospital.

Furthermore, one in 1,000 of the population are born deaf to hearing parents who have no experience dealing with Deaf culture or sign language.   Padden and Humphries (1989) gave us a fresh perspective looking at Deaf people from a cultural model not from a medical model.   They explained once deaf and hard of hearing children learn how to live as Deaf adults from interacting with positive Deaf role models, they learn how to live in the hearing world as well adjusted and healthy Deaf individuals.  Deaf and hard of hearing persons who have capitalised “D” in “Deaf”  identifying themselves with Deaf culture and Auslan, including those who can communicate with the hearing population.   They know exactly what they want for their everyday needs (McDoughall 1991).  What about the Deaf persons who have psychosis?  How can we increase the presence of recovered psychotic Deaf people in the lives and education of other young Deaf people who have psychosis?  Email is one way of connecting them in a supportive group.  
There are a number of research papers that affirm specialised mental health services are needed for Deaf people who use sign language.  (Rainer and Altshuler 1967 and Vernon & Daigle-King 1999).  In Melbourne, in 2005, St Vincent hospital, a specialised adult medical, surgical, emergency and psychiatric service, received deaf awareness training to provide some support for Deaf people with mental health problems (www.svhm.org.au). Although within those services there usually have no culturally Deaf mental health professionals to work closely with Deaf patients.    Case management at Vicdeaf provide individual support but will refer client to their local service if need intensive and specialist assistance with an interpreter in attendance.  

An ideal mental health service model would be like the one in the UK called South West London and St George’s National Deaf Services for Deaf Adults and Deaf Children and their families.  They have a multidisciplinary team, filled with cultural competent and signing professionals, that delivers services at home, school, satellite clinics, outpatient, outpatient, day patient and inpatient settings. (www.swlstg-tr.nhs.uk/nds/index.asp).  The service also provides Deaf ongoing support or therapy groups including Art therapy, Relaxation group or Social group. Nearby another organised called SIGN operates a Job Club house for deaf people to meet for social in Balham, London.  There in 2005, a Deaf trainee psychologist with other hearing occupational therapist set up a first time ever support group for Deaf adults with psychosis.  This group gave Deaf people with psychosis a rare opportunity share with others in a sign language what kind of voices they experience (James 2005) This provided them with a “reality check” that they are not alone within the unique group of Deaf adults with psychosis. 
If there are no appropriate and accessible mental health services available for Deaf people with mental health problems in Australia, the next best thing might be setting up an email or webcam support groups with other deaf people from other states.   Email support groups are already happening through listservs, for example, Yahoo, in USA, however, they are self help groups which mean they do not have a professional facilitator to also offer information or support.  There are a small number of Deaf people who do not enjoy email support groups through listervs because of their limited English skills. However, those who are comfortable with writing English, joining email support groups is perfect!  (Personal Communication, Candace McCullough of Alternative Solutions Center, www.ascdeaf.com). She, a Deaf therapist, thinks Deaf people will be very interested trying [VideoPhone Support Groups] with 3 to 5 people at the same time.  Some Deaf people would feel more comfortable doing a VP support group with other Deaf people from other states rather than from people from the same state due to privacy.  (Personal Communication, Candace McCullough) 

How did it start – the Email Psychosis Support Group?
Before we read more how the Email Psychosis Support Group was set up we need to know why is having a support group helpful.  When people get together in a group to interact freely with other group members (in Deaf community’s case talk freely in a sign language they understand) they usually raise personal issues that brought them to group therapy in the first place.  With a facilitator or a therapist in direction, the group is able to give support, offer solutions and comfort members such a way that those personal issues become resolved and learn how to behave appropriately.  (www.drbalternatives.com). Such groups, including therapeutic or educational, guide individuals make permanent changes to their way of thinking, feeling and behaviour whilst in others teach specific coping skills (Corey 1981). 

The Author obtained a MA in the Deaf specialised mental health counselling course at Gallaudet University in 1998, Washington DC, USA where she studied, participated, facilitated several groups. From this personal experience, she realised support group do benefit participants a number of ways more than in individual counselling. While the Author was working as a Family Support Coordinator for a Deaf organisation in Melbourne, Australia, during 2005-2007, she set up a number of anger management courses as she knew some of her clients that would benefit from them.  
In Dec 2008, the Author who was working as a freelance counsellor at the time, had a number of counselling sessions with a particular client.  At the end of those sessions the Author thought the client would benefit from sharing experience with another Deaf person with similar problems.  Both the client and the other person agreed for the author to give out contact details so they can contact each other. Author was happy to leave them to it but one of the women asked if the Author could be involved to learn more about psychosis as part of her future psychology training.  A couple of weeks later, the Author remembered that there was another Deaf woman in another state who might like to join this email support group for psychosis networking so she contacted her. Author knew the background of each woman in the group and felt they would support each other well with their similar literacy skills, conceptual abilities and communication styles (Glickman 1989). Two of the three participants knew the Deaf Author from years back as social acquaintances thus there was no need for any assessment.  
Author saw how useful the email support group was for the women she requested the group’s permission to use their stories in this paper.  On average, they emailed each other twice a month  They mostly asked questions of each other covering the following topics: psychosis, religion, relationships, sexual orientation, deaf/sign language, their feelings about their English skills, dependency, education and careers, dietary, sports, Christian books and their hopes for their futures.   The Author asked further questions about their families, schools, hospital experiences.  She also asked follow up questions in August 2009 to find out how the Email support group benefited them.  
Some information about the participants are:
Participant S: 50 years old, first psychosis episode at age 25 years, has personal counselling, joined a new church a few months ago, lives in a flat, attended deaf and hearing schools, work part-time, enjoys sports and reading and has ambitions to become a Deaf counsellor to support other deaf people with mental health problems.  
Participant C: 30 years old, first psychosis episode at age 24 years, stopped counselling a year ago but still sees psychiatrist monthly for medication, is studying for a diploma, and has a boyfriend and lives with a flatmate. Enjoys sports. Attended hearing schools with deaf facilities.  Rejoined church recently as she is pleased to have found Christianity as she finds it heals her mind.
Participant M: 38 years old, first psychosis episode at age 32 years still sees her psychologist and psychiatrist for medication loves study computer and travels intensively with family. She lives very near to her parents’ house.   Attended hearing schools but attended a primary school which has a deaf facility.  She has several BA degrees. 
Participants’ descriptions of their psychosis episode(s), medication and diagnosis: 

Participant M :(To participant C) 
“I am very glad that you chose to keep in touch with me.  I am 7 years older than you, at 37 yrs of age.  Were you born deaf?  If yes, did your mother contracted rubella/German measles?  Rubella is the cause of my psychotic episodes since June 2003.  Like you, I take Abilify 10mg and Abilify 15mg and I take another anti-pyschotic drug called Leponex.  So maybe hash cookie may not be the cause of your psychotic episodes if your mum contracted rubella while she was pregnant with you.

As for your pyschotic episodes, the hash may be the cause for your episodes.  I did not contract rubella when I had my 1st episode.  I contracted rubella virus when I was a fetus and the rubella virus is the onset symptom (which means the virus eventually emerged later on in life).  But I did have many pyschotic episodes, I think about 6 altogether. Karli spotted my 2nd episode while I was staying at her home.  I didn't believe in her at first, only until I realized while I was in the hospital in {name of town omitted] 

It is very interesting for me to know that sexual abuse can trigger psychosis later on in life and that marijuana also affects pyschosis. I suggest, [participant S] that you should become a qualified counsellor if you have the money to study counselling. It is a good thing to forgive your past and to let go anger. I think anger causes panic attacks. Anger and unforgiveness definitely leads to physical diseases such as any form of cancer, heart attacks from heartaches and other diseases.
 
Unfortunately my case is different....the rubella virus was the cause of my psychosis and I take medication daily, morning and night. But I think and I hope that I will no longer take medication for psychosis for good when I am 40 years. I will wait and see but I am positive.

My psychiatrist said that all psychotic and schizophrenic people have voices in their heads that can only be treated by medication…….One biggest lesson I have learnt is that I can tell the difference between psychosis and reality now.  Not when I had psychosis.  I don't regret I had psychosis because it's one of life's lessons. I believe life is full of lessons to be learnt. But I admit that I have enough of psychosis. What is your psychosis like for you?

Participant C:

[To participant m:] “I'm interested to know why you think you got psychosis? I believe mine was caused by eating a cookie with hash / marijuana in it that I didn't know as no one told me. That cookie I ate had turned my life upside down. It was terrible. I just wish I didn’t eat that cookie. Not only that but also because I was living away from family so was feeling homesick and at the same time fell in love with a man who doesn't know sign language so I was feeling emotional. With all these emotions on top of hash may have imbalanced my brain chemicals? I am on tablets called Abilify and the good news is that I'm now on a low dose so the side effects are not too bad, how about you?”
I'm not sure if my mother contracted rubella/german measles? I will ask her when she gets home. That's interesting how rubella caused your psychotic episodes so did you get rubella in 2003 or was it when you were in your mothers womb and that psychotic episode came later on in your life? 
 
I was unsure if the Hash was really the cause of my psychosis because the episode happened about 3 months after I took the Hash. However the doctor said that is normal how it takes 3 months before psychosis can happen so I'm not sure if I believe that or not but is the only answer I have so far for now. I'll ask my mother about rubella soon.  
 
With my psychosis, I used to hear a voice calling my name [name omitted] over and over and at that time I believed it was God who was calling me. I don't really hear that in my head anymore since taking Abilify. I take only 10 mg every night before bedtime to help me sleep a bit. Then in the morning I take Xydep 25 mg (anti-depressant tablet). I think depression came because of psychosis. Not only the voice that happened but I did some other strange behaviours as well. I felt spaced out and anxious about everything like as if I'm becoming the last person on earth and need to read the bible (sometimes feel the bible is talking to me!!) and go to church hoping that Jesus will save me etc. Also I think and dream of snakes that confuses me, not sure of its meaning. 

Participant S:
I have been mentally fine since 2003, because I have been taking Seroquel (anti-psychotic) and Cipramil (anti-depressant) every day since 2002. A few years ago, my psychiatric doctor, [name omitted] thought I needed to take them for the rest of my life, to be safe as I had 4 psychotic episodes in the past. The first 3 psychotic episodes I had, I took medication for only a short time. I would rather take them for the rest of my life as it has given me a better quality life. However, I'm still suffering from panic anxiety when I go shopping as a result of sexual abuse as I don't like busy crowds.  I recall experiencing so much intense anger that led me to depression then 4 scary psychotic episodes. I believe unresolved anger and unforgiveness with no professional counselling, for many years, can create a lot of emotional and mental problems in later years, from my personal experiences. Having no professional help for many years makes me sad, because our lives could have been better if we had seeked professional counselling years ago. You know we really need more deaf counsellors in the future.  
[To participant c] thanks for sharing your psychotic story with us earlier. Am glad that you did not jump from the roof and the guy told a woman about you in the morning. 
 
Before and after my psychotic episodes, I had dreadful nightmares in bed and could not sleep at all for a couple of nights. 
Karli’s comments: From reading their opinions how they got psychosis, it shows we are still not sure what really causes psychosis. Steinberg (1991) explained a high percentage of Deaf students who were born during the years of rubella epidemic 1958-59 and 1964-74 experienced psychosis.  It shows how important it is to make the right diagnosis whether they got illnesses from obtaining deafness including viral infections, bacterial meningitis, and genetic malformations that affect the nervous system.  In other case, participant believed Post-traumatic stress disorder really caused psychosis.   Despite being born deaf, they still “hear” voices.  James (2005) outlined other research that suggests that “during sub-vocal articulation, speech and sign correlate with activity in the same area of the brain, the primary auditory cortext”.  
Participants’ descriptions of their hospital experiences: 

Participant M: “My folks took me to the hospital in [name of two omitted].  When I got there, I saw the ward, so I said, I am not a drug addict, an epileptic, paranoid and shizophrenic.  I was told to take my pills to sedate me. I threw them onto the floor.  Then [name omitted], a female psychiatrist, came to see me but I said to her you are MaryBeth Madison, then I fell asleep.  I got the name Mary Beth Madison, a wicked woman in one of Richard Marcinko's books.  Then I stayed at the clinic for more than 1 week.  I can't remember how long.  Poor mum that I was in the clinic on her birthday, 26 June 2003.  Graudally I came to realize that the voices are unreal.”

Participant C:

Oh I can go on and on... the first episode (year?) was a big journey, it was like 3 - 4 weeks till I finally went to the hospital in [name of town omitted]. I really thought my family were nuts putting me in hopsital so I was angry and resentful for them doing that to me. I felt like it was in prison there so I tried so hard behaving so NORMAL to avoid them overpowering me by giving me big injections etc but they didnt, thank god!  ……the first day of CAT team to hospital was terrible. When the CAT team came to my place, the interpreter was the one who does not really know me or my background and she is the type who tells other people about me (without name but it's small community so people could guess who it is) and I don't like that so my behaviour that day was very withdrawn which affects their perspective on me. Also I felt so unsupported when there were like FOUR of them (CAT team) here judging me and asking me all those questions etc, I felt I needed deaf friends to support me and even deaf relay interpreter to make me feel more connected to what's happening because the hearing interpreter is so impartial that I felt not "here" if you understand what I mean? 

When I was send into ambulance and to mental health hospital, it was a shock and had no idea what was happening as they did not explain what they saw in me was wrong or where I was going. I was speechless and zombie by just following where they tell me to go because I was confused, if it was the deaf relay interpreter there, she may see this and explain to me etc and I wish she came with me in ambulance to support and talk with me what's happening etc. 

I hated how they ask me questions because I felt they were so suspicious and testing me out my knowledge, I just wish they tell me what they were doing e.g. when we arrived at hospital, they should have said "we feel we need to bring you here because you need help" or something but instead they asked me "do you know why you are here??" I had hearing interpreter when i arrived there but not on travel. 

At the hospital, the T.V. have no caption service, I tried to put it on but it won't work, no TTY for me to call anyone, I think (?) they even took my mobile away from me at the beginning. It was so ISOLATING. No communication access for me there. I tried to mime and gesture that time but it confuses some of them with mental health problem and it makes it worse so the doctors there lock couple of them up and I was more confused and they didn’t explain anything to me. 

I saw there were many workshops at hospital on e.g. how to communicate well etc but they did not ask if i want to have interpreter for those workshops at all. I think at the end when I was feeling a bit better I had to ASK and they refused.  Without those deaf friendly support, I felt I was in prison especially from my bedroom window there is a very high brick wall with graffic saying something like "I hear voice" or "God speaks to you" or something and that made me more frighterened which is not good at all. I think the only way I cope was to do little silly things like take all the things out of the rubbish bin and put each one back into the bin because there was nothing else to DOO....

Participant S:

I hated staying in a hearing psychiatric hospital for 4 nights, because I was not told when and where to take medication at night, like 7pm or 7.30pm and had no one to talk to, except my poor Mum who visited me twice…. and found other hearing patients very depressing and strange. I read the Bible to give me strength in my room. Not very nice experience! I asked my female psychiatric doctor (can't remember her name) why she didn't let me know when and where to take medication at night. She said it was a learning experience for me which I disagreed! 
I felt more comfortable having a few lovely psychiatric nurses being with me at home when I had three psychotic episodes, because I did not feel supported at the [name omitted] Mental Health Hospital at all (my 4th psychotic episode) and felt very lonely there for 4 days and found other mental health hearing patients very depressing. I was aware there were workshops for hearing patients, but they did not organise an interpreter for me. I only had one interpreter coming to interpret for me when my psychiatric doctor reviewed me before I was discharged from hospital. I did not feel very comfortable having a particular interpreter there because I was very embarrassed about being psychotic and hoping she would have kept it confidential from others. I don't think my hearing psychiatric doctor and psychiatric staff were very aware of how serious my 4th psychotic episode was, because I recall my mum telling me that they gave me low dosage before my hospital discharge and I got worse at home, after 4 days at the mental health hospital.

No TTYs [teletype writer phone for deaf people to use] at the [name omitted] Mental Health Hospital. I did not have a mobile phone that time. No TVs with no captions. Very isolating for me! 
Author’s comments::  Their experiences in the hospitals during the years between 1989 to now were not positive due to still receiving wrong diagnosis, inappropriate services,  lack of resources and lack of assessment and treatment and face language and communication barriers.  Although standards of care for mental health services for Deaf and hard of hearing persons have been established in USA however still today mental health hospitals provide overall inadequate mental health service (Myers, 1995) .   If having standards of care in USA doesn’t really help, same can be said for Australia.  Using email or webcam support groups may be useful to fill in the missing gaps in Australian hospitals.   

Participants’ descriptions of their families
Participant M

Yes, I would love it if my whole family knows sign language but I accept that they won't sign because they are so used to talking to me and I have a very good speech.  The cochlear implant helps even more by 75% to follow my family however I do struggle to follow in group conversation.  

Abt my dad - I have a very good relationship with my dad but I am closer to mum.  I am close to him but i follow my mum better than my dad in communication. …..They ( my parents) are from an older generation. I think with our generation and younger generations, people accept sign language more easily.

(To participant s):  Yes, I am very lucky to have such loving parents.  During the 1990's while I was at Uni, I had a rocky relationship with mum because I felt smothered by her  but then I realized she want to do things for me instead letting me take the responsiblity of doing things because she loves me very much and she is so excited for me.  It took me a while to understand the relationship between me and her.
Participant c: 

It's bit difficult for me to describe my relationship with my mother when I was young and now. I think this is because I am not aware of different relationships to see mine clearly? My mum always takes up interpreting everything like at dinner table instead of making the rest of the family sign too. So with mum's delay of information passed on to me never really gave me the opportunity to participate properly in the family discussion because there isn't pause or the subject had changed already. This affected me of who I am that I only relate with people well on one to one basis not group discussion. This made me feel angry inside that I cannot easily participate in groups. I just give up and end up seeing friends on one to one only and accept who I am with trying not to be sad about it all.
Participant S:
I have been emotionally absent from my mum for many years and experienced family rejection for many years. 
Author’s comments:  Deaf people usually feel left out in family circles due to communication differences and they grow up feeling something is missing with regards to their communication skills and problems solving skills. It shows how vital it is for Deaf people to learn social and interpersonal skills within Deaf groups.  
Participants are proactive with their questions in the Email support group:
Participant S 

I'm sure you have learnt a lesson about smoking marijuana that led you to 2 psychotic episodes. But, have you experienced a lot of trauma and anger in the past?  Clearly, trauma and anger affects our minds very much.

Participant M:

Back to psychosis, do you have voices talking in your head?  If yes, what do the voices say?  I always hear voices at night , I also hear them when I don't wear my hearing aid and the speech processor, a part of cochlear implant. The voices are telling me ,”[participant m:, you are a chocolate bunny!" And the voices keep repeating these words and there are other words that the voices say.  

[Welcoming participant S to email group]:  Would you like to share our psychotic experiences now or wait for the New Year?  I have had psychotic episodes in the past but now I can control my voices with the help of medication and understanding of previous experiences.We all love to hear your experiences from you. [To participant C]:  I am very glad that your boyfriend accepts your mental voices”

Participant C:  [Welcoming participant S to email group:  … I look forward to this and thank you for your email. It's interesting in what you want to do. I have only tried Christian counselling few times but haven't been to enough to know if its helpful yet?  How many episodes did you have? I had one major one and was put on Risperdone tablets but after awhile I stopped taking them as I didnt believe that I had problems then a year later, I had my second episode but a small one and from that time on I took and stayed on Abilify. Now only 10mg every morning.”   ….When Karli noticed you have psychosis here. What symptoms did she noticed? Do you ever feel psychosis is coming or know its happening? Do you remember what you did that was strange in the past when through an episode?

Author’s comments::   The women had many questions to ask so this group was an opportunity to them to find out more about their psychosis.  Unfortunately, I couldn’t answer all of their questions due limited time & budget to research.   
Authors’s questions to find out if Email support group helpful or not: 

1. Do you feel it is easy to describe your stories via the email ? If not…why ?  Please try to be as honest as you can. 

Participant S: It has been good for me to share my stories with other girls and Karli via email, because Karli says that other girls are trustworthy and I don't feel alone about my past psychotic episodes anymore, after reading other girls' similar stories like talking voices.

Participant C:  I think it's just okay describing my stories via email, just difficult for not being able to remember everything or clearly enough to describe exactly what I want to express as my english is not as high as I wanted to express. I think it will be good to express some stories via webcam on skype or something if possible? 

Participant M: It was worth it getting to know participant S and participant C and share our experiences with pyschosis.  I am happy to share my experiences on email.  I don't find it an invasion of my privacy.  

2. If you have a choice, do you rather meet everyone deaf in a group face to face, or are you happy to continue using email support group? 

Participant S: I am happy to continue using email support group at the moment, because we live in different states

Participant C:  I would like to meet in a group if possible but there are not many that are similar to me in my area to make a group though. 

3. Would you be interested  to try webcam ( like videophone)  with other Deaf people from other states to share and learn and feel supported? 

Participant S: Yes, I would be interested in using webcam  with other Deaf people from other states to share and learn and feel supported. Webcam would be very good for other deaf people who use AUSLAN and can't read or write.

Participant C:  Yes I would.
Participant M: Once I get a new laptop later on this year or next year,  I will use skype to communicate with you,

4/5/6  Short questions were asked including do they find my questions, inputs and empathy helpful. 

All participants said yes.  Participant M: Yes, I find both your questions and input very helpful.  It's great that you brought participant s and participant c and me together.  I have learnt a lot from their experiences. 

7. Do you feel understood with everyone?  Or not ??  Please describe …

Participant S: Yes, I have understood other girls' stories as they write good English and our experiences are similar, like talking voices.

Participant C: I think I understand everyone's email most of the time but there are some sentences I didn't fully understand in their stories and sorry I don't remember what. I'd rather see it in auslan from the person because then it'll be clearer and more easier for me to ask questions. Even remember their stories better which is good because later in my life I can relate my experiences to theirs if any which is helpful. 

8. Do you feel safe using email to share stories? 

Participant S: Yes, I do, because Karli says they are trustworthy.
Participant M: I am open to share with others about my experiences.  I won't share others' experiences with other people.  I choose to respect other people's experiences. 
9. Describe how group has helped you or has anything changed for you?

Participant S: I felt better after sharing my psychotic episode stories with other girls, because I felt so alone about it for many years…..I am very happy to have been involved in our wonderful email support group this year. I think sharing our personal experiences does boost our self esteem and confidence. And very healing too!

Participant C: Yeah depending on who. I felt after Karli told me who [names omitted]  were, I felt I trusted them so pleased to have met them….. It haven't changed me much, maybe a bit by being aware that it's common for people with similar illness as me are interested in jesus and god etc. Interesting.. I'm so pleased to read about your experiences because I feel similar with mine…. Cathartic experience - in some ways I do feel good sharing my experience but I dont know why it helps me though?  I find this group email very good because it makes me feel relieved for knowing there are others out there who have psychosis too where I'm not the only one. Also it helps me to feel better when I express and ask some questions to others what they thought?

    
10. Rating scale 0    to 10…Pls rate you find this group useful 

Participant S: 8/10 Participant C: 6/10 Participant M: 10/10

11. Rating scale 0 to 10 you understand more about your psychosis now compared to before you start the email group last Dec 08 

Participant S:  When I had my first or second psychotic episode, my brother's friend who is a psychiatric nurse told me that I had mental illness as a result of sexual abuse. It was an eye opener for me.
Participant C: 6/10

12. Please rate you feel there are improvements needed to be made. 

Participant S: Using webcam with other deaf people to share our psychotic episodes would be good, because we live in different states. Maybe workshops for deaf people from other states to share, learn and support in Melbourne once a year.

Participant C: Maybe 3 or 4/10 more need to be improved by using skype webcam? or msn chat online? 
 

What are the risks and limitations of running this support group? 

· Deaf people may be able to express their feelings and  thoughts in Auslan more, especially if they are thought disordered or not connect with their emotions.

· Participants might feel stuck in trying to explain their issues in writing.
· Only counsellors or psychologists who have worked or knew such individual cases can put them together via email support groups.

· No funding available for the Author for her time to support this group
· Participants may still keep emails with names store in computer – confidential issues. 
· No actual follow up discussion how to manage their current issues in email support group (Hindley 1997). 

· Author cannot control what participant do after the email group meets, for example, if they are suicidal and need immediate help. 
Voices from Email Support Group: 
· “videophone would be very good & comforting for many deaf people who have had psychosis or are staying at a mental health hospital. Yes, email support group is still good if we don't have a videophone or we live apart.”
· “sign language interpreters specializing in psychology and psychiatry vocabulary as well as psychologists and psychiatrists skilled with sign language  At the moment there are very few Deaf psychologists/counsellors worldwide And I never heard or met a deaf psychiatrist.” Cultural competent therapists are rated by clients as significantly more creditably, caring and effective then therapist who are perceived by clients a culturally unresponsive (Leigh et all 1996).
· “deaf psychiatrist who is a Christian too who can understand about the voices I hear and my experiences related to the bible like feeling/being a sinner and etc. I think most people with psychosis have similar experience so I think its good for them to meet Christian psychiatrist to clarify their experiences and get help from.  I think it's a bit unfair that some people even professionals say that some of us who have mental problem that talks about jesus means we definitely have psychosis because it was common symptom, and/or think that some of us involve in christianity because we have psychosis, I don't like that. 
· “I’m seeing a Christian psychiatrist soon with NABS interpreter. But the problem is there is no mental health plan from GP to see psychiatrist, only psychologist so that means I have to pay all the expenses to see my psychiatrist because the one I see for free through hospital had me for long enough and they tell me to go and pay for my own private psychiatrist which I feel is unfair. 
· “It'd be fantastic if a deaf person can teach and/or work with [hospital] about deaf culture etc but who pays etc?  I wish I had someone like you [Karli] to come in hospital to talk with me and help me etc. They should allow this and inform you [Karli] for you [Karli] to do every time a deaf person goes to hospital. 
· “Those who don’t want to involve in deaf community, alienate themselves, will possibly make themselves have mental health problem… re no fluent language…and form their own world without sharing / communicating is dangerous because their mind can develop to think too differently from others down the track.... it’s worth to keep finding deaf friends you like and feel comfortable with if you are not happy with the deaf community, there are many hearing people learning Auslan to make friends with”. As participant c made a point: “Should research if those non signing deaf people have psychosis as there may be more of those?? so don’t make it look like that it’s the signing that is the problem in some people’s perspective?
Summary

Email support seems to benefit the women significantly for they have said they feel less alone and more supported.  Webcam support group may be more effective for Deaf people who have low literacy skills.  Email support group may suit Deaf as well as hard of hearing and deafened persons who don’t receive immediate support and appropriate specialised mental health services. A specialist mental health service with qualified cultural competent and signing professionals provides the ideal model but this requires a lot of planning, lobby and funding.  Email or webcam may be the short term solution for now. Further down the road, those Deaf psychosis survivors could become the contact persons to provide support for other new future email or webcam support groups.
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