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David Clegg, the creator of the Trebus Project (www.trebusprojects.com),1 is a sculptor and musician based in England who has spent the last decade capturing and recording the memories and insights of more than 200 people with dementia. He has produced a unique archive of stories, letters, drawings, films, and music and published 80 of these life stories in 2 books: Ancient Mysteries and Tell Mrs. Mill Her Husband Is Still Dead. In this first conversation, he discusses his professional background as an artist and its relationship to the artistic work of the Trebus Project. He describes in rich detail his method of capturing these narratives and how he works with individuals who no longer can use words. Lastly, there is the story of one of his first narrators, a woman named Sheila,Cited Here... who was almost without words when they met.
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CHANCE

Chance is the title given by David Clegg to this conversation, the first in a series of 3.

J.Y.-M.: Would you tell the clinical nurse specialist readership about your professional background as an artist?

D.C.: Thirty years ago, I was making conventional, modernist-style abstract steel-and-wood sculptures, but I was increasingly interested in finding out what sculpture could and could not be. I liked the idea of making objects that pushed against the edges of music, performance, creative writing, and film. Somewhere along the line, I became fascinated by the traces left by objects. I had a breakthrough at the end of my first term in university when I burnt a load of my wooden sculptures in annoyance at a poor tutorial. I found the ash infinitely more interesting than the original sculptures. I spent weeks making piles of black ash. I became fascinated by the notion of ephemerality, by the constantly shifting edges of the ash, by the fact that the work might go unnoticed but in some ways was a contaminant that they carried away on their shoes. The ash made people question the space they were walking through in a way they hadn’t before. I’ve just remembered that I started the ash pieces the month after the Chernobyl meltdown, so that was probably in the back of my mind. I was intrigued by the relationship of the dust to my original sculptures—that it contained everything that they once were, but it had changed state. Although I wouldn’t have thought about memory at the time, I can now see that there was some kind of connection.

I still think there’s something wrong with the idea of making contemporary art out of expensive materials just because they are expensive; it’s too easy and it doesn’t feel right when so many people are struggling to find enough money to eat. It strikes me as far more interesting to make something surprising out of something devalued or overlooked. Someone said that it’s not what you see in the gallery that’s important, it’s how that experience changes the way you see the world afterward, and that’s what I try to keep in mind. After my degree, I took off a year and got a job in a garden center and set up my own studio in one of the derelict mills around Manchester. I spent the year exploring more subtle traces, objects at the edge of disappearance, and I was very interested in sound and language.

J.Y.-M.: You have said that you were influenced by experimental artists and artists whose work seemed at times more like scientific research and that you were obsessed with Samuel Beckett.

D.C.: I was always intrigued with the relationship between words and objects and words as object—whether they were objects because they were recorded or printed or because they were conceptually defined units of information. Although I didn’t know it at the time, it’s now very clear that the thing that linked all these artists was an inquiry into time and their use of repetition—actually my interest in repetition goes way back.

J.Y.-M.: Would you say more about your fascination with repetition? And Beckett?

D.C.: As a child, I was always drawn toward repetition. (One of my friends is convinced that I show low-level autistic traits!) I can listen to the same story told by one of my “clients” over and over again without losing interest. I’ve trained myself to listen very hard and listen for variations in their stories. Musically, I was drawn toward experimental, classical, or structuralist pieces, and structuralist filmmaking. My earliest memories are to do with listening to repetitive sounds and how good they made me feel.

I’m a huge admirer of Beckett. When I started to work with people with dementia, I realized that some of the language had a Beckett-like quality, and there were parallels in terms of subject matter. There’s also a dark humor in his work, which sometimes stops you in your tracks and derails your thinking.

Sid: “My mother had a pretty face with clothing for the centuries. For some particular reason, the past people are always trying to attract my attention.”

Joseph: “My life is bed to chair and chair to bed.”

I was fascinated by the way Beckett uses silence and the way he makes us aware of time. In his later plays, he tried to strip back and reduce things to an essence. I think reading Beckett gave me a way to think behind the surface quality of someone’s speech, to look for patterns and connections. In a way, Beckett taught me how to listen. It wasn’t until a few years after I started work on the Trebus Project that I found out that Beckett’s mother had Parkinson disease and that she developed dementia. I think lots within Beckett’s writing relate to his mother even if it’s distanced and abstracted and not directly biographical. My own mother was diagnosed with Parkinson’s disease in 1989, and I could see her memory failing. She became obsessed with running her life by the clock; everything had its place—the curtains needed to be “just so,” the tablets arranged in neat grids, meals prepared 4 hours in advance. I tried very hard to see the world through her eyes in order to make sense of it. I do that with all the people I work with. The first thing I do in a new care home is to go to sit in the lounge or the dining room and close my eyes and listen for 20 minutes. It’s very interesting.

J.Y.-M.: You admire Beckett’s Waiting for Godot and think it a masterpiece. Why is that so?

D.C.: It can be seen as a comedy about forgetting, though it’s about far more than that. The 2 main characters live in a place where each day they forget the last and have only a vague hope for the future (although each forgets at a different rate). There’s an important speech at the end where one of the characters (Vladamir) talks beautifully about memory, time, and self.

Vladamir: “Was I sleeping while the others suffered? Am I sleeping now? Tomorrow when I wake or think I do what will I say of today?”

When I see people with very late stage dementia, people who are perhaps all but unresponsive play like “Not I” or “Happy Days” really made me question what thoughts and narratives might be active and trapped inside. Again, it’s that idea that it’s not what you see in a gallery or a theater that’s important, it’s how the experience changes the way you see the world afterward. Waiting for Godot changed the way I see the world.

J.Y.-M.: How do you begin working with individuals?

D.C.: I start work with each person—whether they can speak or not—in a completely open way with no predeterminations. A conversation often seems the best way of making connections, and it doesn’t impose on the situation as other stuff might. From an art and sculpture perspective, I like the slightness and informality (in my mind, it connects with a sort of process art from the 1960s and 1970s). But with some people, it makes sense to do something else whether it’s flower arranging, making bread, or going to the pub or the gym. I took an old ex-soldier, once a boxing trainer to a local gym to spar with the lads and just hang out in a sweaty, testosterone-soaked atmosphere that seemed familiar. He loved it, and they loved him. They used to let him come in and present trophies and gave him his own locker and T-shirt. We photographed his visits, and it gave him something tangible to hold on to. His family used to spend time looking at them with him. Simple really. Whatever it is I’m doing, I try to find a way of documenting it. It could be through photographs, drawings, film, or sound. I’ve made a record and 2 unreleased full-length CDs of people singing, reminiscing, and playing the harmonica. Since I work with people over very long periods, change over time becomes evident in a lot of these works. I’ve completed 200 to 220 life stories from 10,000 to 12,000 hours of one-to-one interviews. I also have a very large archive of music and sound pieces made with people who had gone past the point of being able to use words, maybe 30 of those, including a handful made collaboratively with musicians and filmmakers.

J.Y.-M.: How have you worked with individuals who are no longer able to use words?

D.C.: There is a track and film called “Winnie Lawrence,” made in collaboration with the artist Tommaso del Signore. Winnie seemed to have very little short-term memory. She walked up and down the corridors, sometimes pushing people over (she was quite a strong woman). She could only say her name. If a care worker took her to a chair, she would sit for 5 seconds and then get up again. The council paid for one-to-one care, basically someone sat in the corridor watching her and making sure she didn’t push anyone. I tried giving her a pen and paper, and she would sit for a minute and write lists of x’s and w’s (I always took it as the beginning of her name and a massively truncated attempt to communicate). I tried dozens of sensory items. We played music for her (her daughter said she liked Tom Jones), but it made no difference. She would sit for a few seconds and then get up and start walking. I can honestly say that I tried 20 or 30 different ways to build a bridge with her, nothing worked. One day I brought in my electric guitar and amplifier. Tommaso and I took Winnie to a private room and propped the guitar against the wall near her hand. Without being prompted, Winnie tapped on one of the strings and then another. We gave her a drumstick to hold, and she started to gently tap all the strings, working carefully down the neck of the guitar, and then starting again at the top. What was important wasn’t just the sound; it was the reverberation of the string—again, it was like a conversation, but this time, it was the guitar that responded by providing an energy in return. We realized Winnie didn’t need an activity lasting 5 minutes or even a minute; she needed one that lasted a second that she could then repeat. Each week, I brought in a new instrument, and we set ourselves the task of lengthening the time that Winnie played (she could get up and walk out at any time). Over 6 months, the sessions grew from a few minutes to over an hour. Winnie’s daughter came in after a couple of months, she was stunned—she almost started to cry. She said that “her mother didn’t look like an old woman with dementia anymore; she looked like her mum again, “but a bit stoned!” A few years back, Winnie’s daughter phoned me to say that her mum had died. She said that Winnie had become bedbound and unresponsive and that this last stage had been terrible for the family. She said it was often difficult to remember what Winnie had been like and that they had nothing positive from the 10 years Winnie had dementia—nothing positive other than the DVD we made of our visits. She explained that this had been 10 years of Winnie’s life, a sizable chunk, and it needed to be remembered. They played the DVD at Winnie’s funeral, and people were dumbstruck. It showed a creative person with dementia, exploring the world, making her own discoveries and having fun.

J.Y.-M.: How did you come to name this artistic endeavor the Trebus Project?

D.C.: There was a documentary program on TV called “A Live of Grime.” It was about Mr Trebus, a Polish war veteran, who was featured each week. Trebus had gone well past the point of being a hoarder; his house was actually bursting at the seams with accumulated “rubbish,” and his garden was filled with rusting fridges and motor bikes and piles of wood. After about 3 or 4 years of collecting stories told by people with dementia, my house felt much the same. There was a point where I had piles of notes all over the floor and scrolls hanging off the walls. All my drawers were filled to bursting with paper. People still said that the stories were without value and that it was probably all fantasy. I felt an empathy with Trebus, as a collector of things that society no longer had a use for. Hence the Trebus Project.

Sheila1 was referred to an “arts outreach” project where I worked before the Trebus Project—I actually set it up and raised the money, but it was run through a local charity that provided administrative support and a proper management structure. Her referral from social services said that she was almost blind, depressed, partially deaf, and alcoholic and that she had a tentative diagnosis of an alcohol-related dementia. On top of this, her social worker described her as unsociable and unlikely to cooperate. When I met Sheila, she was sitting in a filthy room on a worn-out armchair. She drank 12 cans of super-strength larger and a bottle of port every day, but she never seemed drunk. In the flat were 2 other people who used the place as somewhere to sleep—although they mainly lived on the street. I attempted to work with her, in the sense of making a visual artwork, but after 3 months, we had done nothing. I’d talked a lot during the visits and told her about my driving lessons, or my mother’s illness, anything to fill an uncomfortable 2-hour visit. Sometimes, Sheila would say “yes” or “no” or “really!” My boss told me that as we weren’t achieving anything, I had to pull out. At that point, I asked for 1 more week as I suspected we’d started to develop a connection, and although she was hardly every very responsive, she seemed to enjoy, or tolerate, the visits. I told her that we had to come up with an idea of what we could do together, or the visits needed to stop. At that point, Sheila said that she’d always wanted to write her life story, but she couldn’t remember it. I suggested that if she could remember it “in bits,” I could put it together for her. She thought for a while and then said, “That might work.” My boss thought I was crazy. I turned up the next week with a tape recorder, expecting to get nothing. What happened is that the tramps using the flat had been reminding Sheila all week—it turned out that they supported and looked after her. They were fascinated to find out what she would say. I set up a microphone and I asked how she’d like to begin. She said, “I was born Sheila Val Jean Hugo. A descendant of Victor Hugo, the writer of The Hunchback of Notre Dame” … and that was all I got. The next week I read back her sentence, and she added a bit more. A month later, we had a page; 6 months later, we had a chapter, and a year later we had a 28,000-word book. She married 3 film stars, dated the Acid Bath Murderer, she was charged in the high court with blackmail, and had numerous affairs with film stars. I wrote out the words by hand for a few weeks and then as the project grew, I bought a secondhand typewriter—being a sculptor, I took a very physical approach to the words. I collaged the story together—cutting it up dozens of times and looking for points of connection between the fragments. The story eventually took the form of a scroll that was over 30-feet long. I realized very quickly that Sheila’s story was special, not just for its contents but because it was captured at the edge. Now I believe that everything important I have learned about dementia I have learned from people with the condition.

[image: Original scroll of S...]Original scroll of Sheila’s story. Reprinted with permission from The Trebus Project.



A continuation of the Conversation with David Clegg will appear in the next issue.
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