ADBN 7th Seminar ‘Activity, ability and participation’

Plenary, part 2 by Maartje de Kok

The Experiences and Needs of the acquired Deafblind

Introduction

Lena Göransson just finished with the quote: ‘Life can only be understood backwards, but it must be lived forwards.’ To the benefit of the acquired deafblind we are all together to learn more about the impact of acquired deafblindness on activity, ability and participation. Today I would like to tell you about my research into the experiences of acquired deafblindness on life, in order to define the specific needs of the acquired deafblind and to define some solutions for making it possible to live life forwards.
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Figure 1 Thesis 1 + 1 = 3

In October 2005 I attended a presentation and I was triggered by the thesis 1 + 1 = 3 in the speaker’s introduction. One plus one makes three meant that a visual and hearing impairment added up makes more than the sum of their parts. 

In those days I was working for VISIO, a rehabilitation centre for the visually impaired, yet I never realized that I was actually deafblind although I had been struggling myself with both impairments for years! It was like a waking up call and pieces were falling into place like in a jigsaw puzzle. Professionals within VISIO had already noticed that we cannot just add up the consequences of the visual and hearing impairment to understand the needs of the acquired deafblind. I was stimulated to start a research on the experiences of acquired deafblind people. My instruction was to find out about the uniqueness of being acquired deafblind. Which experiences are essential in dealing with progressive deafblindness? The aims of my research were as follows:  

· Offering insight in the specific experiences of the acquired deafblind people

· Revealing the specific needs and wishes of this group for rehabilitation

Having to limit the group size I chose to collect the experiences of people between 18 and 45 years of age for three reasons:  

1. A practical one: a sufficient number of the acquired deafblind go to VISIO for help; 

2. The majority of questions from this age group were similar: they evolved around getting stuck in the daily routines and the over-fatigue caused. 

3. In comparison with the non-impaired of this age group the deafblind are especially vulnerable in terms of social participation.  

First I held some brainstorm sessions with two fellow- sufferers, or let’s say sharing partners, who were just in their thirties or forties. We all have syndrome of Usher type 2. The starting point of our think tank was the thesis 1+ 1= 3, the thesis I was triggered by before. We talked freely and spontaneously about our own experiences on being deafblind. What are the difficulties? How do we solve our problems? 

After defining our central themes we developed various open questions for the interviews. Our twelve respondents got questions about the way of receiving the diagnosis, the gathering of information, social contacts, participation, energy loss, their experiences when in rehabilitation and about the meaningfulness of life and self-fulfillment. I also contacted professionals in different Dutch organizations to learn from their experiences in working with these clients. 

Despite our differences in the onset, the manifestation, the duration and the individual complexity of acquired deafblindness there were common experiences which emerged of similar moments of pain and struggle but also of happiness. In my paper I have discussed a lot of themes with several quotes of the respondents and professionals. Soon we will publish them in a book form and on the internet. 

Within the available time I will now proceed to give a brief sketch of the most important aspects in living with acquired deafblindness. After that I will define the specific needs for the acquired deafblind and some possible solutions or support that can be offered. 

1. Minor losses with major implications 

The first aspect I would like to discuss is the notion that seemingly minor losses have major implications. One respondent told about her struggle to gather all the needed information: 

 “I´m always busy trying to hear and see everything. When there is an announcement at the train station I will drop my conversation. At every new input of information I´m scanning automatically if it is something important…I may seem easily distracted to others. It is an ongoing process of weighing out the importance of sounds and images and really tiring.” (Martine, 27 years old) 

In Martines story we see that the minor losses are leading to major implications like missing incidental information and having less energy left for other activities. It is a difficult process for the deafblind to use their remaining senses in order to compose a complete picture in the way an unimpaired person does. As they cannot see or hear ‘incidentally’ they experience difficulties in overseeing and understanding situations they find themselves in, for example group situations like school, parties, the canteen, meetings or sports. Difficulties in gathering incidental information cause communication to slow down and the stream of information to become disconnected. In our research we were told about reacting less adequately in those situations and becoming less spontaneous in social contacts. Obviously they prefer one–to-one contacts or smaller groups. 
2. The underestimated problem of energy loss

The second aspect I would like to discuss is the underestimated problem of loss of energy. The respondents told us about their physical complaints: headaches, concentration problems, feeling dispirited and being tired all the time. We were also told about the pitfall when preferring to use their remaining sight and hearing over the use of any tools, because they are still quicker that way although they tend to disregard the consequence of over-fatigue. Sooner or later acquired deafblind people would get stuck in the daily routines and the over-fatigue caused. The main reasons for the loss of energy are:
1. the ongoing effort of collecting the scarce puzzle pieces of information; 

2. the use of the remaining sight and hearing 

3. the ongoing effort of learning to compensate with other senses and intuition

4. the often reported increased sensitivity for atmosphere and emotions of others

5. the periods of adjustment when the eyes or ears are worsened again 

6. the periods of adjustment when major life events like having a baby or a move are taking a lot of energy

7. the forgotten but relatively normal loss of energy when you´re growing older.

Some respondents didn´t realize that the energy loss is not only due to their visual OR hearing impairment but due to their deafblindness. The thesis 1 + 1 = 3 is relatively unknown. It can happen that acquired deafblind act so automatically that they don´t know anymore what it might have cost in the past to deal with their impairment. It was really striking to find out about their limited awareness of the reasons for fatigue: But how can people manage energy problems if they don´t recognize the signals of the lack of it? These they only recognize afterwards! I’m quoting once more:

“Listening to our body would, strictly speaking, only lead to functioning in daily household activities, inactivity and taking rest. The reinforcement between both impairments would give an extra instability in the energy pattern. Therefore it is difficult to know when and which activities would make us tired, because of the exertion of the eyes, ears, body and mind.” (Think tank)

I think the acquired deafblind need to be aware of the causes of energy loss. We need a research with practical outcomes on how we can manage to keep a balance in undertaking activities, participation and taking rest. 

3. The veils of loneliness
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Being deafblind is touching our innermost self, just because these senses are the most obvious ways to connect to the other, to the outer world. Without these there are isolation and feelings of loneliness. The third aspect I would like to discuss is the process of increasing isolation, because this is not immediately apparent. Here are some quotes again:

“It is awful on the days when I’m hearing less because of a cold. It is as if I’m standing on a square and people are walking around me and even through me. There’s no place left for me”. (Martine, 27 years old)

“The outer world doesn’t understand who I am. It feels as if there is a veil between myself and the outer world”. (Femmy, 32 years old)

          Figure 2 Photo of a veil moving in the wind
These women are not entirely deafblind, but they do already experience how hard it is to make a connection and to keep it. It is very painful for them to realize that the way of connection to the outer world is slightly changing. Contacts are experienced as very intensive and tiresome, especially in group situations. Over the years the volume of the social network will diminish, because of these three aspects: 1) incomprehension from the outer world, 2) the loss of energy to maintain the connections and 3) the communication problems arisen when there’s need for other forms of communication.

And in addition to these, there’s this fear of impending isolation once the loss of speech reading becomes real. Even though they would say the quality of their social network is still good, the anticipated fear of losing it is very strong.  

Another striking outcome was the slow but sure shift in their social contacts from “the hearing world” to the “worlds of the deaf, the blind and/or the deafblind”. This shift appeared to depend on their individual process of progressive losses. And I quote:
“I  live in three cultures: the worlds of the hearing, the deaf and the deafblind. Slowly my contacts make a shift to the worlds of the deaf and the deafblind. Hearing contacts are too intensive.” (Manon, 40 years old)

4. The vulnerable balance when participating

The fourth issue I would like to discuss is participation. Deafblindness acts like an enormous brake on participation. Often participation is thought of as having a job or raising children. But  I think participation is about staying connected with the outer world. It’s about staying connected in some chit-chat with the neighbors next door, in having a good talk with a friend just met on the streets, in having a nice walk in the park or in working with colleagues. We all participate but acquired deafblind people cannot participate in the same way as people without deafblindness. Because multitasking - combining social roles and tasks like being a parent, employee, family member and friend – is increasingly difficult and can actually lead to over-fatigue and burn out. Deafblind people have to take a lot of steps down in order to find a satisfying level of participation and to stay connected with the outer world. Respondents told us they can do a lot of things, unless conditions are optimal. Here’s another quote:

“We cannot compete with the outer world. At home we may study and prepare for study and work. But as soon as we get into contact with others or the outer world the impairments are perceptible and noticeable”. (Think tank)

The acquired deafblind are experiencing a very vulnerable balance on participation and they have to find out about there priorities and how much they can handle. 

5. I need you for my independence 

Whatever you do the deafblindness is never on a holiday. The deafblindness is always there! As mentioned before, multitasking becomes harder and therefore you may find yourself in the position of having to leave some tasks that you considered to be yours to others so you can save your energy for participation in other fields. Needing others for their own independence is the fifth issue I would like to discuss here, and this is especially an issue in partner and family relationships and friendships. The respondents realize the importance of maintaining a good social network and they try to avoid being a burden to their network. Becoming a burden to the partner, friends or family is one of their main concerns. On the other hand the help of professionals also cost a lot of energy and time. The central questions are: How autonomous will I be when I have to ask for support or care? Why do I need others for my independence? Another is about how to stay in balance as a couple? I quote:

“My partner and I are just living by the day. We are trying to create moments of enjoying each other and life. However the problem of energy loss is a tough one. For example I’m planning things to do and then I cannot make it. My partner has to do more and more in the household, shopping and doing chores on top of his own tasks. It leaves me feeling ever more dependent.” (Marieke, 29 years old)

6. The search for self-fulfillment 

The last subject I would like to discuss today is about the search for self-fulfillment, the search for answers on the question: “How can I be myself and live my life given the acquired deafblindness?” Over the years people will slowly find out how they could live with their deafblindness. But in the beginning the diagnosis of deafblindness is turning their life upside down. Another quote:
“My world has turned upside down. I was shattered. My self image was gone just like my self esteem and my future. I had lost everything I have worked for. I saw images of ruins: work, school, friends and personal development. I was swayed back all over again… I didn’t cope very well with my hearing impairment and then there was this other one! (Roy, 31 years old)

Roy’s story represents the despair people may feel when they are confronted with the diagnosis. Most acquired deafblind have had a hearing impairment all their lives, therefore they rely entirely on their visual perception, and now they stand to lose this compensation as well. Personally speaking I have been there too thinking I would have lost everything. About two years ago I had a very enriching experience which was teaching me what I needed to live my life with the deafblindness. A short story about my climbing of the Chinese Wall:

I will never forget about my confrontation with my deafblindness when I was climbing the Chinese Wall about two years ago. On my way up there were some trees which were standing in the middle of the stairway. I bumped against some trees and I was frustrated, tired and finally I was crying. Suddenly I felt I had to hug a tree and that was really a liberation. I felt relieved, light as air and without bumping again I climbed onto the top of the Wall. (Maartje de Kok)

What I would like to say here is that with hugging that awful tree I actually hugged myself with my awful deafblindness. I understood that dealing with deafblindness is learning to be deafblind. It is about learning to integrate the deafblindness in the person who I am today. The core question for all acquired deafblind people is: how can I appreciate and accept myself when I have lost so much? 

After analyzing the interviews I realized that this concept of development of identity is also applicable to the respondents. Having an identity is the experience of having a core body where all the experiences and actions can be related to. For example I used to be a very brave girl, with a sense of adventure verging on recklessness. I thought I had lost it with my increasing deafblindness but I know now I can still be brave even if it doesn’t catch your eye but remains inconspicuous in doing relatively easy things, like climbing the Chinese Wall or going to the snack bar on the bike or just travelling by train with my baby and my guide dog.  

In fact, the acquired deafblind are continuously struggling to realize a self, in spite of two bodily functions that are poor, an adapted path of life and an adjusted self image. Becoming deafblind is also about rewriting your life story every time you take another loss. In the interviews it became clear to me that the ways of identifying with deafblindness as a part of yourself differs from person to person. While young, people identify most with the hearing, the deaf OR blind world whereas after the diagnosis they gradually allow themselves more contact with first deaf or blind people and ultimately with other deafblind. 

The power of the acquired deafblind

So far I´ve shown several perspectives of how tough it is to be or to become deafblind. Nevertheless I would like to show what power these people have in finding their way in life and how they can succeed to bridge the invisible gap between the outer world and themselves. In our research eleven out of twelve respondents scored their lives with a six or eight on a scale of zero to ten. Just one person was dissatisfied with his life. Apparently, the quality of life improved after rehabilitation having more stability, peace and acceptance in life. However the balance is vulnerable when taking into account the perspective of the future. Living one day at a time is what most respondents do. 

Despite this, they still feel the challenges regardless of impairment. These depend on their current situation in life and they include doing those things they love, breaking new grounds and to undertake new activities and living life like most people do notwithstanding the tremendous effort needed to do so. 

Our last question to the respondents was about their experience of beauty and comfort in life. The acquired deafblind learn to enjoy the little things in life, to love themselves with the deafblindness, to count their blessings, feeling appreciated as a human being and being significant to loved ones or colleagues. And they find comfort in the support of loved ones, friendships, sharing partners, relativization and a sense of humor, religion, music, dancing and nature. 
Conclusion 

I have taken you all with me on my search and research into the experiences of the acquired deafblind. We have seen that 

a) apparently minor losses are having major implications, 

b) the energy loss is difficult to tackle, 

c) the veils of loneliness are impending with the increasing problems of communication and gathering information (and also of mobility)

d) the independency is a large issue concerning their social network

e) the balance in undertaking participation is very vulnerable 

f) and that in their search for self-fulfillment people learn to integrate the deafblindness into their identity. 

We’ve also seen that the acquired deafblind experience a reasonable improved  quality of life after rehabilitation. They have challenges and find life still beautiful and comforting. I´ve tried to explicate these themes the best way possible but I think there is a lot more to tell about the experiences of the acquired deafblind. I merely lifted the veil of the stories about living with these impairment. Now it is time to define the needs of the acquired deafblind. The list has not entirely been completed but I think the most important support is needed in: 

· becoming aware of 1 + 1 = 3 in all aspects of life with acquired deafblindness

· becoming aware of the way you connect to the outer world in order to clarify those veils of loneliness

· finding ways to tackle the energy problem

· finding ways in fine tuning the balance in roles and tasks needed to participate 

· the process of integrating deafblindness as a part of their identity

Possible solutions for answering these needs would be:

· Rehabilitation made to measure considering 1 + 1 = 3 in all aspects of acquired deafblindness

· Doing research about the causes of energy loss and about the methods needed to guide the acquired deafblind in their process of dealing with energy loss. 

· Support from a personal coach, needed because the acquired deafblind would take losses upon losses during their whole life. As I mentioned before deafblindness is never on a holiday and it is influencing everything in life.  

· Spreading the knowledge about acquired deafblindness throughout the rehabilitation centres at all levels of the organization.

· Offering better possibilities for shopping for help and guidance in the different centres for the deaf, the blind and the deafblind. The acquired deafblind would all differ in the way dealing with the impairment. Depending on the experienced problems help would be needed from different kind of perspectives. 

· Rehabilitation centres ought to have a clear policy in working with employees with acquired deafblindness. A few deafblind professionals in the staff  can offer a lot of experience knowledge needed to enrich the professional knowledge. At the other hand deafblind professionals could function like role models for the clients. Identification with role models can stimulate the process of identification. 

In our workshop during this afternoon I will tell more about the specific needs of the acquired deafblind and the possible answers rehabilitation centres can offer. My colleague from VISIO will then explain how they actually meet those needs of deafblind clients.  After that there will be opportunity for a discussion on this subject. 

Finally I’d like to express a joint feeling and that is that we want to be all together this week because we all agree that the acquired deafblind should participate on a more equal basis in society. I once heard about Deafhood, meaning the acknowledgement of the Deaf in their ongoing dialogue with the outer world to explain what it is like to be Deaf and what they need from others. The acquired deafblind also need the acknowledgement of the outer world in their ongoing dialogue within their group and with the outer world to explain what it is like to be deafblind and what they need from each other. Let us hope we can all together create an improved basis for Deafblindhood with this seminar. 

Thank you for your attention. 
