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'They make him feel normal' – the role of video games in a children's hospice 
For children facing life-limiting illnesses, adaptive technology allows them to feel independent and express themselves
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Shay Murray and his father Alan using the Xbox Adaptive Controller. Photograph: Microsoft/Jeff Moore 
With his spiky hair and Adidas sweatshirt, Shay Murray looks like a typical 11-year-old. He’s cute, he’s boisterous, he’s into everything. But he also has Pearson syndrome, an incredibly rare mitochondrial disease that affects multiple body organs. His eyesight, hearing and memory are deteriorating, his kidneys are operating at barely 60%. There is no cure. Most children with the condition die by the age of five.
I’m watching Shay play video games in a big, bright social area at the Keech children’s hospice in Luton, where he is a regular and very enthusiastic visitor. “Whenever he comes here, I know the staff need a rest when he leaves,” says his father, Alan. “He’s a character. In a way, the disability has made him who he is – with the family sarcasm added on.”
This is a place where chidren with life-limiting conditions can receive specialist care, but also socialise and play. There is a music therapy room, a pool and a peaceful garden, but today, the focal point is the social room. In one corner there’s a Magic Carpet unit, which projects interactive games on to a rolled-out floor mat, but in the centre there is also an Xbox One and a big projector screen. Every month, the staff arrange social events for the older children; there is pizza, there are movies, there is talk of all-night gaming sessions.
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It’s typical stuff for most kids, but in this context, everything takes on heightened importance. “Video games have been fantastic for Shay,” says Alan. “They keep him believing he’s a normal kid; he wouldn’t be able to play football with friends in the backyard, but he can play Fifa. It provides a shared interest, and it lets him compete on the same level, even though he has a disability. He beats me regularly at Fifa.”
The gaming gear at Keech is provided by Lifelites, a charity that equips all 60 children’s hospices around Britain with a range of technology products and also trains hospice staff to use them. These include games consoles and tablet computers, but importantly, everything has to be portable and accessible. The HD projectors can be rolled into bedrooms where they can project on to the ceiling if needed; the Magic Carpet can be used on top of a bed if the child can’t get up. The charity’s CEO, Simone Enefer-Doy, is in no doubt about the importance of providing video games in a hospice setting.
“For youngsters, gaming is their world,” she says. “As a charity, we hear so many stories about how a child may be frightened to come into a hospice, but then they find something familiar like a games console, they get involved, make friends … and then they don’t want to leave!”
Partly, this is about how games can take people out of their lives, if only for a few minutes. Sixteen-year-old Farhan Aziz has muscular dystrophy, a group of muscle-wasting conditions that effect 1 in every 1,000 people. “Video games provide a way to focus on something different,” he tells me while thrashing an Audi around the English countryside in Forza 4. “They just really relax me.”
But Enefer-Doy and her team have found that games can play an important role in palliative care beyond simple distraction. “These children’s lives are very restricted, they might not have many friends outside, but in here they can play games together,” she says. “And while they’re playing, children will talk to each other about things that they haven’t even said to their carers or their parents. It gives them a way to socialise, it gives them a sense of achievement in a life where so much else is done for them.”
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Shay’s dad Alan has also seen this. “The condition has affected Shay’s memory, but when he’s playing online with his friends, they’re flowing, they’re chatting away. These kids often have problems with speech, but they’ll talk when they’re playing. If you didn’t see it you wouldn’t believe it. Shay doesn’t know a lot about his condition, but he knows he’s different from other children. This gets him away from it. He doesn’t think about his feeding tube or his medicines, we just deal with it as he plays.”
On the other side of the room, Shay is playing Forza Horizon 4. The muscles in his hands are getting weaker, so recently he’s been dropping his joypad. Today, Lifelites has bought in one of the new Xbox Adaptive controllers, which has two large programmable buttons as well as ports for a variety of accessibility add-ons such as big buttons, foot switches and analogue thumb sticks. It means he doesn’t have to hold a pad; the adaptive controller goes on the desk in front of him, connected to an add-on button for brakes and a foot pedal for acceleration.
As I’m chatting to his dad, Shay’s attempting a stunt mission where you have to drive your car down the side of a hill, on to a narrow ramp and straight over a vast cliff. It’s tough because you have to drive accurately between two small posts, and the stunt fails if you miss them. He’s had a few attempts, but the ground is soggy and it’s not easy. He won’t give up. He just keeps driving back up the hill and trying again.
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Farhan Aziz plays on the Xbox Adaptive Controller. Photograph: Microsoft/Jeff Moore 
“This place,” says Alan, and he pauses for a while trying to summon the right words. “I don’t know where we’d be without it. They know what’s best for my boy. I don’t know anything about all this – with any type of disability, you are forever learning, you’re never an expert. Shay teaches me. A child with special needs, a disability, you have to plan everything, you have to go about it slightly differently, but so be it. We’ll do what we can to let him enjoy his life.”
Like Shay, Farhan is able to use the adaptive controller to play games (mostly Forza and Fifa). “The normal controllers get heavy after a while, they start to hurt my hands and wrists,” he tells me. “This has made things easier.” Senior sister Hannah Tearle sees this as vital. “With some of our young people, there may be things they used to do that they can’t any more because of the progression of their illness – it’s a loss, it’s a form of grief. So re-introducing that, providing something that helps with their dexterity, it brings a sense of achievement. Video games allow them to set themselves goals.”
Another crucial benefit of games in a hospice environment is helping to build sibling relationships. A child with severe disabilities might be unable to talk to their brothers and sisters, yet at the same time, they require a lot of parental time and attention, which can lead to resentment. Put all the kids together in front of an Xbox, however, and new avenues open up. “There was one lad at a hospice down in Kent, the family said his older brother didn’t have a relationship with him because they couldn’t communicate. We provided [the eye-motion tracking technology] EyeGaze to the hospice; the next thing we know, the parents are asking ‘how do we get this at home?’. What had happened was, the boy was using EyeGaze to play games, his brother had come in and started playing the game with him, and all of a sudden they had a relationship. The family said, we don’t care how much it costs, this is a revelation. It broke down the barriers between the brothers, it made such a difference. I thought, we did that. That’s what the technology does – it levels the playing field.”
Later, I talk to Farhan’s dad Tariq, who reiterates the theme. “Farhan used to enjoy games like Fifa and Tekken, he used to be really good at them. But gradually, he wasn’t able to control the game as well as his siblings, so he was always losing – that became a bit of an issue. Now they’ve set up the Xbox at Keech with the adaptive controller, he’s 100% better, he’s got that enjoyment back. And the more he uses it, the more he’s honing his fine motor skills, so it’s also an exercise for him.”
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Right now, hospices such as Keech look after around 10,000 children, but there are almost 50,000 who need palliative care. Many of these are visited by hospice-at-home charities such Jessie May in Bristol and Pepper in Tring, and Enefer-Doy is looking into providing a tech trunk, which can take portable gaming tech directly into children’s homes. The adaptive controller is easy to set up so it works well in a home scenario – and it’s inexpensive and robust. Lifelites has also spent the last year experimenting with Playstation VR, carefully introducing the tech into a small number of hospices. Like the adaptive controller, it’s a comparatively cheap and portable solution, and it offers a new form of freedom. “It has been useful here,” says Tearle. “Sometimes children have wishes we can’t fulfil: they may want to go to the beach, they might want to climb a mountain, but often they’re unable to travel. Well, now we can take them there.”
It’s getting late in the afternoon, and it’s almost time for Shay to go. He is still trying that stunt jump. He drives his tricked-out Escort up the slope one last time, and turns it around. After a pause, he jams his foot down on the floor button, and the car lurches forward – the handling model in Forza is super accurate so the tyres start spinning wildly in the mud and the car is swerving. The car screeches and jackknifes.
Enefer-Doy turns to me and says quietly, “I’ve thought of something else about video games: the chance to make choices … just to make simple choices. Everything is being decided for these kids – when they get up, when they eat, when they go to the loo, even. But with games they can make their own decisions, it gives them something they don’t have in other aspects of their lives.”
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Somehow, Shay manages to swerve back in the right direction. He makes one last subtle tweak on the analogue stick and the car rights itself with millimetres to spare; it hits the ramp at a weird angle, but it has cleared the posts. The vehicle soars into empty space, spinning wildly, taking a section of fence with it. In wonderful slow motion it swirls through the autumnal skies, before landing with a gut-wrenching crunch in the middle of a field.
All the while, Shay has a huge, huge smile on his face. For a few minutes, he is not in a hospice on the outskirts of Luton. He is in that car.
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