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M:
Thank you very much, everybody. Today I want to tell you about a devastating communication disability called aphasia but I also want to tell you about how my research team and I are tackling this big problem with two what we think are very creative solutions. But to begin with I’d like to try and help you understand a little bit about this condition called aphasia.

As you would know communication is the basis for almost all everyday activities and functions. We use it for everyday transactions such as banking, reading road signs and directions while we’re driving, reading labels and organising payments while we’re shopping, getting information from websites and newspapers, participating in a lecture like this, and functioning in the workplace. But communication is also the core of social relationships and it really is the currency of friendship. So we use speech and verbal communication to meet people and introduce ourselves, to work out if we like someone, to tell stories to each other and share experiences, to show we care about someone, express our love, and even we develop our identity through this shared interaction. So imagine waking up one day and you can’t do any of these basic transactions or interactions because the language networks of your brain stop functioning. And this is the condition called aphasia.

So I want to show you a small video clip of a young woman with aphasia who’s talking with her husband about how the aphasia affects them and I want you to remember as you’re watching that video that Karen was a professional scientist before she had her stroke that led to the aphasia.

Video:
Male:

How does aphasia affect you? It’s really probably day-to-day in terms of having a conversation ‘cause sometimes you’ll have trouble finding a word as such, right?

Female:
Yes.

Male:

So in terms of having to contribute to a conversation like we’re having it’s hard when you struggle to find a word as such.

Female:
But ... but ...

Male:

You know what you want to say but it doesn’t come out.

Female:
Yes.

Male:

So contribution to a conversation sometimes ...

Female:
Say it ... no, no, no so ‘round words ...

Male:

You work your way ‘round words?

Female:
Yes.

Male:

Sometimes you’ll say something that relates to what you’re trying to say?

Female:
Yeah.

Male:

And you can work out that way.

Female:
Writing down or books? No. I think little bit of a paper you know the bit, little bit, little bit.

Male:

You can recognise some words?

Female:
Yes, yes if I go books. No, magazines alright, no but no, books.

Male:

You can’t really read books as such.

Female:
Yes.

Male:

So it affects reading as well.

Female:
Yes.

Male:

And your speech.

End of video

M:
So you can see that from Karen’s experience there that people with aphasia have trouble turning their thoughts into language and speech and sometimes in understanding what people say to them as well as with the written language, reading and writing. So they’re intelligent people whose language has become unavailable due to the brain damage. It’s a little bit like suddenly being placed in a foreign country but you don’t speak the language so imagine how that feels except this is no holiday, you didn’t choose to go there and you can’t easily return home to where your language is functioning. It can be an absolutely bewildering and devastating condition, it happens to people of all ages, all races and all walks of life. And it varies in severity from very  mild where someone might have difficulty perhaps being able to say the names of the people in their family or order items in a restaurant right through to very severe where they have no functional speech at all, have difficulty understanding what people are saying to them and not able to use reading and writing. 
There are lots of powerful speech therapy treatments that help make aphasia better but most people that have aphasia are left with some sort of lifelong communication disability. The main causes of aphasia include stroke so stroke as you would know involves either a blockage of a blood vessel in the brain or a burst of a blood vessel in the brain which then causes tissue death around that site. And if that happens to happen in the language areas of the brain aphasia results. But aphasia can also come from something like a brain tumour or a closed head injury, perhaps after a motorbike accident or a motor vehicle accident.

In Australia there are about 120,000 people living with this condition and I’m sure most of you have heard of conditions like Parkinson’s disease or multiple sclerosis. In fact aphasia affects more people than both of these conditions combined but it’s quite a silent and hidden disability and so not many people in our community know about it or know how to recognise it. So if you had aphasia how would you do things like order a coffee, make a phone call or text someone, read a calendar, buy food, hold down a job, catch up with friends at a restaurant or tell someone you love them? Unfortunately people with aphasia often are grossly misunderstood, people might think they’re drunk or drug-affected or perhaps unintelligent and the communication disability really masks who they are as a person.
And I think you can see, it gets in the way of everyday life. So it’s not surprising that unfortunately people with aphasia lose friendships and feel socially isolated because of this condition and they become dependent on others for their communication. They lose employment status, they can’t do their usual enjoyable activities and they struggle with this new identity that doesn’t involve communication in the same way. And probably because of that they experience high rates of mood change and high rates of depression. So in fact about 60% of people with aphasia go on to develop depression and this is about twice the rate of people who’ve had a stroke that don’t have aphasia and about five times the rate of depression in the general community, so it’s really high.

So what is our big idea? We’re working on ways to help improve the quality of life for people with aphasia through two strategies, our first strategy is to try and prevent depression from developing in the first place through a very early tailored mood and communication intervention. And our second strategy is to proliferate community aphasia groups so that people with aphasia can develop rich social connections, get meaningful activity back in their life and develop a positive self-identity. We are very fortunate that we have two large nationally-funded research projects tackling these two strategies, the first is the Depression Prevention Study which is funded by the National Health and Medical Research Council. It’s actually led by Professor Linda Worrall and we have a national team involving four universities and 22 hospital sites and I’ll tell you a little bit about that program in just a moment. The second strategy is funded through the Australian Research Council and it’s the Community Aphasia Project and I lead that team.
So let’s first start by looking at the Depression Prevention Strategy and as I said we want to work with people as early as we can after they develop their aphasia, and the team has developed a powerful program that’s based on latest research evidence in psychology and speech pathology. And we’ve just ... for shortened we’ve called it the ASK program, it stands for action, success and knowledge. It’s a six-session intervention, brief early intervention after people first develop this condition, and I’ll just tell you a little bit about the major components of it. So first up it’s getting started and we meet people early in their trajectory with this condition and we think about personalising the goals, what do these people want to achieve? What’s going on in their life? What’s relevant for them in terms of communication and identity?

Second session’s about we call living the learning and it’s about getting information about aphasia so you can imagine many of you would never have heard of it and if you suddenly had it you would want to know what it was and how to live with it and how others have been living successfully with it so a lot of information. Third session’s about communication and communication is not just words and that’s why we term that module, Not Just Words. It’s about finding successful ways to communicate around the verbal problems so we help relatives get messages in and out, check messages have been understood and reinforce that this person is an intelligent human being. The fourth session is about staying connected, helping friends to reengage with this person with a communication disability, showing them that they’re still the same person and there’s ways to engage, helping them find other people with aphasia, peers that they can learn from and so on. The fifth’s about staying positive so basic principles of positive psychology, looking for a positive future, looking for things that are going to be enjoyable and meaningful and how to achieve them. And the sixth is the summing up and review.

So the pilot work we’ve done with this study has shown us that we can significantly reduce the depressive symptoms at three months post-stroke and now in a big large national trial we’ll be recruiting two hundred and ... sorry, 450 participants into this study and half the people will get the ASK program and their usual care and the other half will have a stroke information program and their usual care, it’s a randomised control trial. And then we’ll measure depression and quality of life at 12 months. And we’re really optimistic that this simple powerful intervention will reduce depression rates and severity, improve quality of life for people with aphasia and their families and importantly reduce the need for expensive hospital and healthcare services that these people often seem to need.

Our second strategy’s about proliferating community aphasia groups and this is about finding a place where people with aphasia can access normal activity so we want them to be able to communicate well, to meet people and develop friends, to get support and to engage in activity that’s really meaningful, experience independence and get a sense of control over their life, and we call these places community aphasia groups. Now we all know about giving access to people with physical disabilities, there’s been a large movement in our society over the last you know two or three decades by putting in ramps so that people with physical disability can access a building, by changing doors so that they can get into places but what about communication access? What does that mean? So a community aphasia group is a place where communication access is excellent and that’s because the people in those groups are trained to communicate with people with this problem but also the activities that are going on there work for these people. It’s also about promoting autonomy and looking to the future. 

The trouble is if only 10% of the current people with aphasia in our society wanted to go to one of these places we’d need about 1,200 of them. There are about 60 at the moment in Australia, so there's not enough. They’re not coordinated in any way, the funding that underpins them is quite piecemeal and these groups are always at risk of folding because of that, and many people living in rural areas that little or no access to this service. So our research is investigating what makes a great community aphasia group? And we’re taking the advice from participants, from carers, from therapists, from program leaders, from the evidence that exists in the literature so far, and we’re building a model, an excellent model. We’re also trying to understand what the barriers and facilitators are to proliferating these groups across Australia because clearly 60 hasn’t ... we haven’t reached a very high target yet, there must be some barriers so we’re trying to understand that. And once we can do that we can culminate all this evidence into a model which we can then roll out in a randomised controlled trial to look at the impacts of this activity on things like communication skills, depression rates, social networks, quality of life and carer burden.
So we’re optimistic about making a big difference in the lives of people with aphasia through our two strategies of preventing depression in the first place and then providing opportunity for social connection and meaningful activity in the longer term. So thanks for listening.

End of recording
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