
“Why physical activities are important for persons with Acquired deafblindness. Results from research -methodology and conclusions”.
Presenter: Berit R. Øie, Norway

PS: important comments from the workshop, 11th of October 2008:

In this assignment I don’t use the words “quality of life” and “rehabilitation”, but this is actually the theme. If i should use those words, i would have to write this assignment quite different. DS. 
Does the loopsystem function? Interpreters? The light? Everybody can hear/see me? 
First I want to give a big thanks to Else Marie Svingen for inviting me. I’m very grateful for that (
It has been a long day ( and I suppose you are little bit tried after many and interesting days of information and workshops. So let’s move a little bit! ( 
Stand up, raise your arms!

Clench your fist and move your fingers, arms down.
Move your shoulders, stretch your arms down against the floor.

Relax and breath. 
Shake your legs, stand still, feel your breath – can you feel it?? 
Take a deep breath and please sit down. ( 
Now I want to talk about physical activities, but you don’t’ have to move your body here. You can do that at the Gala dinner tonight. ( So if you feel tired now, I understand that…. (
My background:

My name is Berit R. Øie. I have Usher syndrome type 2, which means I was born hard of hearing. My visual impairment started to affect me when I was in my 30. Today I can’t recognise faces and I can’t read without adjusted letters. Today I use two interpreters, mostly for guiding and haptic communication, but also I will use them as “english-voice-supporters” –because I can’t hear my own voice. When I’m not sure how to pronounce an english word, the interpreters will help me.   
Mainly I have been studying at the Norwegian school of sport sciences, and after 6 years studying at University level, I got my postgraduate degree cand. scient in sport science (with social science.). I did my research in 1996-97, and finished my writing last year, June 2007. 
One of my jobs was as an adviser at the Norwegian support system for deafblind services. I was working in north of Norway for 6 years before I moved south with my family. At this moment I’m working from home with a small project called “the life with deafblind parent”. This project will finish December this year. Then I’m going to stay at home for one year with my two kids – pictures ( Haldor Joakim is 7 years old, and Hanne Sofie is 1 years old – I gave birth to her 1 ½ months after the exam last year. 
Content:
Today I want to talk about the subject of my assignment which is: “Participation in physical activities for acquired deafblind adults, and how to get to the activities and back home”.

In norwegian: ”DELTAKELSE TIL-FRA OG I FYSISK AKTIVITET FOR VOKSNE DØVBLINDBLITTE”
I want to use 15-20 minutes to talk about the method – this will include questions and discussion, then I will use 30 minutes to talk about the conclusions – this will also include questions and discussion. And I will also give you the answer of the question “Why physical activities are important for persons with Acquired deafblindness
I want to give you a taste of my assignment. I will not use much time to do so, but I will present three of the chapters.

The second chapter is describing the facts of physical activities for disabled people and the facts of deafblindness, - in the main about communication, mobility and information. 
Chapter three is the theory part where I made a model of the deafblind peoples way of capturing the environment, and about how important physical activities are for disabled people. 

The method is about to describe what I’m doing to reach the goal, which means to describe what happens when I collect the narratives from the informants, and how I choose to handle their stories.
I used qualitative research with Phenomenology where I’m not focusing on the informants, but their stories – and how I comprehend the stories. But… as you know It’s not easy to interview people with deafblindness, as the communication has to be adjusted. I mean both have to understand each other.  I’m deafblind too, and have to handle the story from my two informants carefully.

Now a presentation of my two informants. BUT. The informants approved for me to use their stories, events and activities, but their names are anonymous. I gave them the names “Fredrik” and “Gunnar”. It’s difficult to give active people with deafblindness anonymity because they are a small group. 
“Fredrik” was between 50 – 60 years old when I interviewed him October -97 and January -98. He was born deaf and became blind when he was around 30 years old. And he has no balance. To communicate he uses sign language visual to other people and his own voice to people who don’t know sign language. To comprehend what other people says, he needs tactile sign language, and he can use two hands alphabet. When it comes to mobility, he always needs someone to guide him. His physical activities are tandem biking, running marathon and cross country skiing for the experience and to keep fit. His average work out during a week is 3 days, 1 till 2 hours pro day. 
“Gunnar” was between 40 – 50 years old when I interviewed him October -97 and January -98. He was born hard of hearing, and now he has a severe visual impairment. To communicate he uses his own voice, and use hearing aids to comprehend others voices. When it comes to mobility, he can move alone in daylights, but needs someone to guide him when it’s dark. He does alpines as a level of top athlete and has done several of Paralympics. His average work out during a week is 3 days, 1 till 2 hours pro day with running, biking single, and everything that gives him adrenaline-kick. During wintertime he also works out every weekend with alpine.

Fredrik and Gunnar have two different ways to communicate, and that affected how I handled the interviews. I tape recorded the interviews, but afterward I realised I should have filmed Fredrik because he used sign language. 

When I interviewed Fredrik we used an interpreter, and because of this I didn’t get the stories from a first perspective. I will give you two example: 

· when Fredrik told me about Ridderrittet, the interpreter misunderstood and said Ridderrennet. Ridderrittet is about biking, and Ridderrennet is about cross country skiing! These two activities are totally different, but Fredrik mixed them by using a sign which could be translated as both of them.  
· The other example was when I asked Fredrik “how do you do your work out?”. The interpreter translated “how do you do your work?” Fredrik was confused, but then he started to talk about his work.. 
I realised there had been some misunderstanding when I transcribed Fredrik’s interviews
There were only a few misunderstandings at the first interview, but this shouldn’t happen in this level of research. Before the second interview, I met with the interpreter and told her about my questions. Because of that the interpreter was prepared, and she understood what I was looking for when I interviewed Fredrik. 
When I interviewed Gunnar, it was different. We were able to talk directly, without an interpreter. But also in this situation I had to be attentive because of my own deafblindness. 
Question: which method is the one to use to get the stories of the deafblind in first perspective? 

Five minutes! (
Now i will start by asking you an easy question: what kind of physical activities can a deafblind person do? I already gave you the example of tandem biking, marathon, cross country skiing and alpines. But, is there other activities they can do as well?

Example: Biathlon with haptic communication, javelin, swimming, running other distances than marathon, walking or running in the mountains, climbing the mountains - indoors and outdoors. bow & arrow, tandem paragliding, diving, single biking.. There are many possibilities where deafblind persons can participate, with or without a guide.  
Now I will give you the conclusion of the research – then example from the informants stories which brighten the conclusion. 
The conclusion have dealt with four challenges (utfordringer):

· The informant needs a person who is stabile and competent, who can guide the person from home and back, and in physical activities.
· The informant needs adapted communication. 

· The informant needs financial support from private and officials systems, for doing physical activities over time. 
· The aspect of time shows that the informants need continuous and predictable services. 
These four challenges; a person, communication, financial support and the aspect of time, you will recognise it in the informant stories.  
“Why are physical activities important for persons with acquired deafblindness?”
When I asked the informants this question, they told me that the physical activities was very important. But it was not only about the benefit (fordelen) of being in good health. 
Gunnar told me ”exercise means everything! If I don’t exercise, I wouldn’t function in my work.  No, I couldn’t think about having one week without exercise.” He feels that he is in better fit, and get through the day more easily, It keeps him in good shape and he think he deals whit daily challenges much better.  
Fredrik told me that he ”feels very healthy and has a strong body (sterk I kroppen). If I’m sitting down, I become tired and my head feels heavy, and I get pain in my back. But, if I exercise and keep me in good shape, I feel I have a strong body (fast holdning) and that I build muscles.” He also said that he would feel terrible if he couldn’t exercise. 
But there is more; it is the benefit of participation, the performance, the results at competition (prestasjon og ytelse) and the social fellowship. 
About Fredrik: he works out to participate in different competitions. When he tells his stories, he does this with lots of eager. One of his stories is about Stockholm marathon, and when I transcribed this story I used three pages, where he describe details about how he is planning, preparing and experience this marathon. Through his story I understand that the marathon was a great moment for him. This is Fredrik’s story about Stockholm marathon:
- it was very hot in Stockholm. I became nervous and thirsty, it was 31 degrees and the sun was very strong. We had to use lots of sunlotion. The speaker told us we had to be kind not to run to hard, because it was very hot. 

- I tried to stop him for a question, but he continued his story..

- No, no, wait a minute, I have to tell you. In Stockholm marathon we were running, we crossed the finish line, and it was very great, I was completely exhausted. It was 4.000 participants. We were exhausted, we sweated and we turned dizzy (vima). I ran all the way, and it was excellent, very great, very good!  
Fredrik has travelled around the world with many marathons, biking in competition and roadtrips. It seems for me when he has a guide, then the worlds are open and possible for him. 
About Gunnar; he has done several winter Paralympics, but he told mostly about Lillehammer OL in 1994. He participated in all of discipline in alpine, and was the favourite before the competition. But as you know, it is small margins in sport. He mostly became number four. But then he told me:

- But it was me they mostly filmed. It was NRK – the Norwegian television. When I entered the hotel, the crew from NRK stood up and started to applaud. It was very, very …

- It was me they wanted all the time, they didn’t let me go before 7 o’clock in the morning the last day, I had to participate in every thing. It was Saturday I had to be at NRK, together with the lady Johnson. I was together with her between the programs all evening. It was lots of sport talking, and I was to give my opinions, and about my intentions with Lillehammer, and if I knew the other participants. We had had lots of discussions together, I was sitting at the studio in almost three hours! 

When the informants told their stories, they had lots of involvement, insightment and eagerness (ivrig). To me it looks like they forget their deafblindness when they participate in the activities. They have been sportsmen in several years and have established social network. But they know they can’t take a guide for granted when they need it. They have to work hard for it. 
Now we are going to have a closer look at the theme “the person” if you remember this four points from the conclusion. The two main problems are to find a guide and the persons knowledge about deafblindness.
For Gunnar, it’s about two persons, the coach and the guide in alpines. Gunnar told me about his coach (trener) who didn’t understand his problems to do skiing – because Gunnar had problems with seeing the field (bakkehellingene), the distance (dybdeavstand) and the guide he had in front of him. One day Gunnar gave his coach a pair homemade sunglass with lots of black tape on it, so he could only see a small part of the vision. And what happened when the coach used it when he went skiing? Gunnar told me that the coach fell into the forest after 50 meters! ( After that, the coach was never critical to Gunnar, he became more positive and understood more about Gunnars vision problems.
About Gunnars hearing loss when he do skiing, I want to tell you that he couldn’t hear the guide voices when he gave commando, because the wind was noisy in his hearing aids. His competitive was only visual impaired, and could hear better than him, but many of them used intercom – a system Gunnar wanted too. But no one in Norway could help him with that. Gunnar was the only one from Norway. And another point which is important to know about hearing aids, is that you can’t use them when you are sweating, because the salt in the sweat will destroyed the computer in the hearing aids. So mostly – after my opinion – people with profoundly deafness, are completely social deaf when they are doing physical activities and sweating. This knowledge people are not aware of, not even the person him self. And this lack of knowledge can give many misunderstandings. 
About Fredrik he is worry about his future to do work out with his guide. He has two guide whom he has been together with at 18 years. But one of them got a new job which made it difficult to be flexible, the other guide was getting older and not as strong as Fredrik. He was talking a lot about these good friends. He has tried the newspaper to contact other people whom could be interested, he tried his social network and some people can do running or biking together with him, but… They are not stabile and not so much interested in sport as him. He ask the local bikeclub for a pilot, he ask them in three years, but no one could do it. (side 77) He also asked his community (kommune) to find a person who can guide him, and more money to pay them, but no. They gave him an assistant for only 6 hours pro weeks which include shopping, travelling, reading letters and bills, and other practical things. And at this time – in 1997 – 98, deafblind people got interpreters only 580 hours pro year – that means about 13 hours pro weeks. 
About the quality of a guide, Fredrik want a person whom is interpreter – because of the communication. An interpreter knows sign language, but only few of them are strong enough and INTERESTED to do sport together with him. If he got a person who is strong enough, they have to learn sign language or finger spelling… Gunnar said the same too, his guide can’t be everyone from the street. It has to be a person who know what he doing, are interested, strong and flexible. A guide are a person who will be very close to you, will be involve in the private area, so they have to like each others. And he has to understand about his loss of vision and how to communicate with him.
Fredrik’s guide also have to drive the car whit his bike or others tings. He need a big car.

So Fredrik was very worry about his future when I interviewed him. Gunnar was also worry about his future, but it was about his level of sport. He is getting older, and younger people were stronger and faster than him, so he was a way out of the elite of alpines. 
So where are they now 10 years after the interviews?? When I wrote this assignment, I was very curious what they doing now. Fredrik met another person who could the alphabetic by hands and was a strong runner, so he is still running. And he met a person who was a strong and good biker, so Fredrik do the competition with him. So Fredrik is happy (
Gunnar left the alpine. But he is still skiing with his oldest kids. They guide him. But now he is doing tandem-paragliding – with intercom. (
Question: 

Do you agree with these four challenges:

· The informant needs a person who is stabile and competent, who can guide the person from home and back, and in physical activities.

· The informant needs adapted communication. 

· The informant needs financial support from private and officials systems, for doing physical activities over time. 
· The aspect of time shows that the informants need continuous and predictable services. 
Thank you for listening!! (
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