
Confronting the issues of deafness: 

A pathway to social & emotional wellbeing
Introduction:
I would like to start by telling you a little bit about myself and how I became involved in working with hard of hearing (HoH) people. I was born with a moderate to severe hearing loss due to Rubella. I grew up in Cairns, North Queensland. Apart from being fitted with hearing aids at the age of five, my family and I received no other support or information about deafness. There were no deaf schools in North Queensland and the closest one to Cairns was 1,800 kilometres away in Brisbane. So I struggled through hearing schools and left after grade 9. I went from one job to another because it was difficult for me to communicate with my workmates and they did not understand about deafness. It wasn’t until I moved to Brisbane at age 32, that I decided to deal with the issues of my deafness because it was becoming more difficult and frustrating for me to communicate with other people. It was becoming more difficult for me to be involved in the community I lived in. I was becoming more stressed, anxious and emotionally out of control. I was becoming more socially isolated and negative about life. I was reluctant to find more work so Centrelink referred me to Commonwealth Rehabilitation Services (CRS). CRS referred me to an audiologist to get my hearing tested. The audiogram showed that my hearing had deteriorated to severe to profound. I was fitted with more powerful hearing aids and was referred to BHA (Better Hearing Australia). Although I appreciated meeting other people with a hearing loss for the first time in my life, I felt that I didn’t really fit in at BHA because the members were a lot older than I was. Most of them had only acquired a mild to moderate hearing loss later on in their lives. Although BHA offered a great service to these people, such as lip reading and signed English classes and assistive listening devices, this didn’t suit my social and emotional needs.
CRS then referred me to the Queensland Deaf Society (now called Deaf Services Queensland) where I met Deaf people for the first time. Although it was great to meet people around my age who had a similar hearing loss to me, I did not know their language (Auslan) and I knew nothing about Deaf culture. So my dilemma continued. I didn’t fit in the hearing world, I wasn’t comfortable with being around later deafened adults and I didn’t identify with the Deaf community. What should I do? I eventually decided to learn Auslan and about Deaf culture because I felt I would be more comfortable in the Deaf community than anywhere else. It was around this time that CRS helped me to further my education. I completed my HSC under a special program for deaf people at Ithaca TAFE and then completed a Diploma in Community and Human Services at Caboolture TAFE. I was then offered a full time job as a Community Access Worker at the Queensland Deaf Society. Because I worked at Queensland Deaf Society and had support from a Deaf work colleague, my pathway to the Deaf community was made a lot easier and I quickly became “encultured” and accepted into the Deaf community. Through my work at the Queensland Deaf Society I was also involved in setting up and facilitating a support group for HoH people who wanted to confront the issues of deafness. So for the first time in my life I had finally accepted my deafness, I felt comfortable with my identity and I was more positive about life. Because I now have good social and emotional wellbeing, I have a life to be lived! 
But like many thousands of other HoH adults in Australia, my journey towards social and emotional wellbeing could have been made a lot easier if services and support had been available for HoH children and their families throughout regional Australia. The transition from school to the workforce and the wider community could have been less stressful and traumatic if services were available for HoH school leavers and younger adults. Despite the marvels of today’s technology such as digital hearing aids, cochlear implants, assistive listening and alert devices, many thousands of HoH adults are still struggling in a hearing world. They are still trying to overcome one major obstacle in their life; social and emotional wellbeing. Despite the many different types of services and support that have been provided for Deaf and HoH people over recent years, there are still no services that specifically deal with social and emotional wellbeing.

Prevalence of deafness in Australia:
According to the Australian Bureau of Statistics (ABS) 2008 Census Report, Australia had a population of 21,884,000 people; and that one in six adults had a hearing loss. According to a survey conducted in 2006 by Access Economics, 3.6% of HoH people in Australia aged between 15 and 60 had a moderate to severe hearing loss in the better ear. From these statistics I was able to calculate the approximate number of people aged between 15 and 60 who had a severe to severe hearing loss in the following geographical areas.
	
	Population


	Hearing loss


	Moderate to severe

loss age 15 to 60


	Australia
	21,884,000


	3,647,300


	131,302

	Queensland


	4,279,411
	713,235


	25,676

	Brisbane


	1,027,847


	171,307


	6,167

	Cairns


	158,653


	26,442


	951


(ABS 2008 & Listen Hear! Access Economics Report 2006) 
These are staggering figures and the sad fact is, not many people are aware of them. Looking at the number of people with a severe to profound hearing loss in the Brisbane area (6,167), Deaf Services Queensland are aware that there are approximately 2,000 people who are Deaf. This means there are approximately 4,167 people with a severe to profound hearing loss in the Brisbane area who are not involved in the Deaf community in any way. These people live entirely in a hearing world and the vast majority of them have never met another person with a significant hearing loss. These people are experiencing great difficulty communicating with their families, work colleagues, friends and people in the wider community. Many of them are suffering from stress, anxiety and social isolation. With very little or no support, they have to deal with every day life issues and challenges. Only a few have accessed services and support groups such as BHA Brisbane, which as of June 2009 had a membership of just 98 people. According to BHA’s website, many HoH people are reluctant to seek help because they find it difficult to accept their hearing loss, try to hide or ignore it or are unaware that there are services available. Through my experience as a facilitator of a HoH support group, I have also recognised that many had already accessed services and support groups but weren’t satisfied.  (TTY enquiry to BHA 25/9/09,  BHA website 2009)
Impact of hearing loss:
It is well known that even with the assistance of a hearing aid or cochlear implant, many people with severe to profound hearing loss still have difficulty communicating with other people. They still have difficulty understanding what people are saying on the radio or on television. They still have difficulty distinguishing between various ambient sounds. This can make every day life challenges even more challenging to the point of distress. According to the Princess Alexandra Hospital Deafness and Mental Health Service, the consequences of living with a severe to profound hearing loss are:
· Confusion, frustration, anger and sadness

· Stress and anxiety

· Social isolation

· Loneliness and boredom
· Sense of not belonging (identity)

· Low self esteem and confidence

· Negative outlook on life
· Depression
If these consequences persist on a daily basis and for a lengthy period of time it can lead to poor social and emotional wellbeing and other mental health problems.  
(PAH Deafness & Mental Health Guidelines for Working with People who are Deaf or HoH, 2008)
Social and Emotional Wellbeing:

According to the Australian HealthInfoNet website, social and emotional wellbeing is when a person feels good about themselves emotionally, socially and spiritually. They have the ability to cope with everyday life issues and stresses, reaching goals, working productively and being part of the community they live in. The Hunter Institute of Mental Health says we are not socially and emotionally well when we are unable to manage our feelings constructively without causing too much distress and when we are unable to have positive and effective relationships with other people. 

Because of the communication barrier, many severe to profound HoH people have difficulty maintaining positive and effective relationships with other people including their own families. They are reluctant or have difficulty being involved in the community they live in. Their ability to cope with every day life issues and stresses is greatly impeded. Many suffer in silence because they know there are no services and/or support groups that specifically deals with deafness and social & emotional wellbeing. With encouragement and support from family or friends, some will venture out to look for help only to find there is little or nothing available.
Confronting the issues of deafness:
There has been plenty of information written by experts about hearing loss over the years. You can find this information in books, videos and on the internet. There are plenty of organisations and support groups in Australia such as Deaf Societies, Australian Hearing, Deafness Forum, BHA, CICADA (Cochlear Implant Club and Advisory Association) and SHHH (Self Help for Hard of Hearing) where HoH people can get information, resources, support and meet other similar people on a social level. However, despite the wonderful work these organisations and groups do, they don’t specifically provide social and emotional rehabilitation. After accessing these services, many severe to profound HoH people are still socially and emotionally unwell. Some have tried individual counselling but to no avail because there are no counselling services in Queensland that specialise in the area of deafness. When these people become more unwell to the point of an emotional breakdown, depression or mental illness, they could attend the Princess Alexandra Hospital Deafness and Mental Health Service in Brisbane. However this could be avoided if earlier intervention was provided in the way of a program that specialises in social and emotional wellbeing for HoH people. With this gap in mind and no funds to cover costs, Deaf Services Queensland developed and provided a unique support program for adults with a significant hearing loss to enable them to tackle the issues of deafness and in particular their social and emotional wellbeing. The program was aptly called “Discovery Club” because the participants felt they were on a journey of self discovery.
How the program was developed:
In 1995, Community Workers including myself at the Brisbane office of Deaf Services Queensland recognised that there were many adults with a significant hearing loss who did not identify with the Deaf community nor did they socialise comfortably within the hearing community. Many of these people had been emotionally and/or psychologically wounded by both communities. After years of struggling in a hearing world, some had tried to associate with the Deaf community but felt they did not belong because they couldn’t understand their language (Auslan) and did not identify with Deaf culture. Many of these HoH people had either become totally isolated, or confined to small social groups or their family circle. 

The Community Workers envisaged a program that could provide a safe, supportive and therapeutic environment, the characteristics of which would allow time and support for the wounding to heal. It was anticipated that these people could associate with other severe to profound HoH people who were comfortable with their identity and positive about life, and thereby enhance personal, social and emotional development. Deaf Services Queensland identified the following issues: 

· There was no individual counselling service that specialised in deafness.

· Generic services were unable to meet their needs.

· There were no deafness related services or support groups that could meet their needs.
· Technology had little impact on their social and emotional wellbeing.

· There was a low success rate of entry into the Deaf community.

The premise was:

· A unique program that provided a safe and supportive environment could enable severe to profound HoH people to tackle their deafness issues.
· Participants within the program could share common experiences and attend deafness related workshops and social activities.
· A program facilitator could assist the group develop and maintain its policies, structure and services. 
· Access to other people who were comfortable with their identity and positive about life, could facilitate personal and social development.

· The program could be a “springboard” to other services and the wider community, including the Deaf community.
Originally, Deaf Services Queensland sought to establish a support group that provided developmental social activities. Hearing-impaired people who were comfortable with their identity and positive about life were also sought to provide support and to act as role models within the group. The program could be consumer led and could evolve according to the members current needs. Facilitation by a person who was qualified and experienced in deafness was integral to achieve this. A committee was set up to decide on an appropriate name for the club, identify the needs of members and to work out how to meet those needs. To assist with social and emotional rehabilitation, it was crucial that the club provided an environment that was:

· safe

· comfortable
· experiential

· supportive

· accepting

· caring and

· informative 
Who should the program cater for?
When the program was first established, a variety of people joined for different reasons. Some people had a moderate to severe hearing loss while others were profoundly deaf. Some were good lip readers and others were not. Some could sign a little (signed English) and some have had contact with the Deaf community. Some were desperate to confront their deafness issues, whilst others joined for social purposes only. Some were more confident and a bit more outgoing, whilst others had emotional problems and were shy and sensitive. Thus, the Discovery Club program started off with a mixed bag of people who had different needs and used various types of communication modes. The most significant problem was non-signing deaf people were intimidated by those who could sign. Hence, there was a need to define who the club was going to cater for. 

It was resolved that the majority of members wanted both spoken and sign language as integral tools for communication within the club. To solve the problem of people using sign language on its own, the group agreed that communication within the program was to be primarily oral however sign language could be used as a cue. The purpose of this rule was so that those who could not sign would not become intimidated and could still follow conversations.
Working out how to meet the needs of the group:
The Discovery Club program consisted mostly of people born with a moderate to profound hearing loss who grew up in a hearing world and have had either some or no association with Deaf people. The next step was to work out the needs of the group and how to meet those needs. After some deliberation, the group decided they wanted to:

· meet other deaf people for social outings and to share common experiences

· obtain information about all areas of deafness including the Deaf community
· resolve the issues of deafness through workshops and information sessions 
· participate personal development activities
· conduct deafness related community projects 
To meet these needs the club decided to provide two programs with a working party for each program. The two working parties together with a facilitator formed the Discovery Club Management Committee. It was also decided the program should continually evolve (policies and goals should be non-static) because the needs of members in the future may be different to the needs of members today.
While the program was developing, another major issue arose. Some members were experiencing difficulty participating in program events. They still felt uncomfortable and isolated and were not gaining anything from the program. They had difficulty communicating with other members (could not understand spoken or sign language). Hence, there was a need for one on one support at club events. To solve this problem, a Buddy System was set up to support these members and new members in the future. 

Other significant issues that needed addressing were as follows:

· Some members wanted an oral non-signing club only. The majority of members disagreed, as other HoH support groups such as BHA were available to cater for oral non-signing people. Also, the majority of members wanted an opportunity to learn about sign language and Deaf culture. This was evident later on, when some members gained confidence and self-esteem, and learnt more about their deafness they started to become involved in the Deaf community. 

· While some economically advantaged members wanted to do more extravagant and expensive activities, other members could not afford this. The group decided that all events should be affordable so that everyone could participate. 
· Some members wanted to do more challenging and stimulating activities while others were not ready for this. It was decided to provide an array of activities to cater for all members. Members can discreetly choose which activity they wanted to participate in. It was also decided to set up a separate social program later on for those who had resolved their deafness issues and wanted more challenging and stimulating activities.
· Some members felt intimidated at events that were open to everyone including hearing families and friends and Deaf people. The solution was to inform all members as to whether events were open or closed to non members. This gave members a choice as to whether they wanted to attend or not.  

· Some members had their own transport while others used public transport. The club decided that all events needed to be held near public transport. For weekend camps (which were usually held outside Brisbane) members who have their own transport were encouraged to provide a lift to those without their own transport.

Program components:
The program provided three basic services to its members:

· Social activities
· Personal development activities
· Buddy system

Social Program:

· Outings – Members could get together once a month for social outings such as movies (with loop systems or captioning), dinners, bush walking, BBQs, bowling, skating and other activities determined by popular choice.

· Chat Nights – Held every 1st and 3rd Tuesday of the month at a designated coffee shop in Brisbane where members could turn up any time after 7.00pm for a cuppa and chat.

· Weekend Social Camps – Held at various camping places that are suitable for HoH people such as in a rainforest or near a beach.

Activities Program:

· Regular deafness related workshops where members can talk about their experiences with deafness; and learn what services and resources are available and about the Deaf community. 
· Information presentations where guests are invited to present deafness related information

· Weekend personal development social skills building workshops and camps

· Opportunities for members to be involved in community projects. For example, in 1999 the club received a grant from Brisbane City Council to evaluate community events for their accessibility to HoH and Deaf people. 

Members also received a monthly newsletter containing deafness-related information and a calendar of club events. Members paid a small annual membership fee to cover costs for administration the newsletter.

Buddy System:

As previously mentioned, some people who joined the program had difficulty participating in various activities due to low self-esteem/confidence, communication difficulties etc. There was a need to provide “Buddies” to enable these new members to participate in club events. Buddies are not counsellors and are not there to resolve personal problems. They only provided support to enable new members to participate in activities.
· Buddies provide discreet one-to-one support to new members. They do not reveal to others that they are a Buddy. 
· Buddies are people who can communicate well, are confident, are comfortable with their identity and positive about life and want to provide support for others.

· The program facilitator maintains a database of Buddies and matches new members with a Buddy if they want one.

· Buddies must maintain confidentiality. 
· Members decide when they no longer need the Buddy.

· Buddies are required to attend Buddy training sessions provided by the facilitator.

The management committee also considered developing a Buddy System for HoH people who wanted to become involved in the Deaf community. 
Aims and goals of the program:
Vision:

To enhance the quality of life for people with a hearing loss.

Target Group:

People with a significant hearing loss whose primary mode of communication is spoken English who are seeking to confront the issues of deafness; and people with a significant hearing loss who have resolved their deafness issues and wanting to support others.
Aim:

To provide adults with a significant hearing loss an opportunity to confront the issues of deafness within a safe and supportive environment.

Goals:

1. Set up a management committee to develop and maintain the program.
2. Inform the wider community about the program.
3. Advocate for access and equity for HoH people in Government and private services and the wider community.
4. Network with other relevant organisations including BHA and the Deaf community.
5. Lobby for Government funding.
Program structure and processes:
Structure:

The program consisted of a management committee and a facilitator. The committee develops and maintains two distinct programs for its members. 

Communication:

The mode of communication within program was primarily spoken English. Sign language and other methods of communication could be used in conjunction with speech as a cue to assist with the flow of communication.

Open and Closed Events:

Members were to be notified as to whether events were open for families, friends and special guests or closed for members only.
Inquiries and Referrals:

People inquiring about the program could contact the facilitator at Deaf Services Queensland. Referrals could be made in person or by any organisation to the facilitator.

Interview Process:

Prospective members were required to attend an interview with the facilitator before joining the program. The facilitator explains the program’s concept and rules before people could apply to be on the program. The facilitator also explains the characteristics of the people on the program and that they were required to accept others as individuals and allow them to interact at their own pace and preferred direction.

Program outcome:

Feedback from people who had participated in this highly successful and cost effective form of intervention indicated that they had become more aware and accepting of their deafness. They were:

· more comfortable with their identity and positive about life
· up to date with deafness related services and resources

· more confidant and had higher self esteem

· more capable of accessing other services and the wider community

· on the right pathway to social and emotional wellbeing
· in a better frame of mind to tackle other issues in their lives.
Program obstacles:

Although a safe and supportive environment was provided for the participants, the program still had its pitfalls which were as follows:

· Communication was quite dysfunctional and limited amongst the participants when they attended workshops and social events. 
· Real time captioning was needed for the participants when they attended workshops and information sessions, but this was too costly.
· Many of the participants had difficulty interacting with others because they had challenging social and emotional behaviours.
· Some of the participants were economically disadvantaged because they were unemployed or on a disability support pension.
· Some of the participants wanted less challenging activities because they were overwhelmed due to being socially isolated for such a long period of time.

· Some of the participants felt intimidated by others who were more confidant, which prompted the management committee to consider providing the program in stages such as beginners, intermediate and advanced. 
· Distance to program events favoured some participant over others. It was considered establishing two separate programs in Brisbane; one on the north side and one on the south side. However, there was only one qualified facilitator available who worked under very limited hours.

· There were only a few participants under the age 30. This was due to the fact that after leaving school many severe to profound HoH people were too busy:

· entering the workforce

· furthering their studies

· experiencing life as an adult 
· exploring the wider world around them

· starting a career

· having children

Why don’t younger HoH people seek help?
Throughout their schooling HoH students are offered an abundance of services and support. But once they leave school these services and support systems are no longer available to them. In due time they start to realise their hearing problem was becoming so unmanageable that they can no longer deny it. They also start to realise the impact their hearing problem was having on their social and emotional wellbeing. It was only when they got to a crisis point that they or their families would seek help. (Kochkin, 1999). However, after being fitted with the latest hearing aid or cochlear implant and consequently referred to a HoH support group, they were still in desperate need of social and emotional rehabilitation. 
What else is needed?
Although rehabilitation programs similar the Discovery Club need to be set up and provided for people with a significant hearing loss in all cities and major towns, there is also a critical need to provide a suitable individual counselling service for them. Some severe to profound HoH people were so traumatised that they were not able or were not ready to participate in a group program even with the discreet support of a Buddy. These people should have access to counsellors who fully understand and acknowledge the impact a severe to profound hearing loss can have on an individual’s social and emotional wellbeing. The counsellor also needs to know how to communicate effectively with these people and know what types of services, support and resources are available for them. People who are living with someone who has a significant hearing loss could use this service as well.
Deafness and social & emotional wellbeing training packages need to be developed and provided for counsellors, psychiatrists, psychologists, and mental health workers. These people need to be encouraged to undertake this training so that they can work more effectively with their HoH clients.
Enquiries about the Discovery Club program:

· The program was handed over to BHA Brisbane in 2006. BHA is located at 21 Vulture St, West End Qld 4010.  Ph: 3844 5260.  Email: info@bhabrisbane.org.au
· Discovery Club web site: http://discoveryclub@editthispage.com

· Any queries as to how to set up a similar program in your area, contact Wayne Reynolds at Deaf Services Queensland:

TTY:
(07) 4031 5335

Fax:  
(07) 4031 1383 
SMS:
0438 716 068
Email:
wayne.reynolds@deafsq.org.au
Conclusion:
3.6% of the Australian population age between 15 and 60 has a moderate to profound hearing loss. Many of these people are suffering unnecessarily from stress, anxiety, social isolation and depression due to their deafness. Despite the abundance of services that are available for them, there are no services that specifically deal with social and emotional wellbeing. To enable these people to effectively confront the issues of deafness and in particular their social and emotional wellbeing, a rehabilitation program similar to the Discovery Club needs to be provided for self referral or referral by a community or health care worker. The Discovery Club program was a low cost form of intervention that provided an effective pathway to social and emotional wellbeing. After becoming involved in the program, many of the participants were then able to tackle other issues they were facing in their lives more effectively. 
However, individual counselling services that specialise in deafness and social and emotional wellbeing also needs to be provided.  Deafness and social and emotional training packages need to be developed and provided for community and health care workers so that they can work more effectively with HoH people. This training package could also be offered or become an extra curriculum for students studying counselling and psychology. 
Through my work at Deaf Services Queensland I have recognised that there were many HoH people who are now members of the Deaf community who were also in need of social and emotional rehabilitation. Many of these people had social and emotional problems due to the difficulties of growing up and living in a hearing world before becoming involved in the Deaf community. These people could benefit from a program similar to the Discovery Club as well. The program could of course be modified to suit their cultural and linguistic needs. 
Although many HoH adults were not provided with an effective pathway to social and emotional wellbeing when they were growing up, it is very satisfying to know and acknowledge that in recent years Deaf Children Australia have been providing this type of support for HoH and Deaf children and their parents, carers, teachers and associated services. Deaf and HoH children today will truly have a life to be lived. 
Thank you for giving me the opportunity to present to you today.
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