SO WHO IS CORRECTING WHOM HERE? (PART II) 

There is an inevitably depressing reality about every block of flats in Belarus, and in every former Eastern bloc state that I’ve been to for that matter; the concrete is archetypically Soviet and almost always crumbling, the condensation on the windows is impenetrable, there’s usually an overweight topless bloke leaning over a balcony somewhere smoking a cigarette, and the common areas are unremittingly grim. And as we mount the stairs to the top floor of this particular block on Sverdlova Street in the town of Vetka, deep in the heart of the Chernobyl radiation zone, I feel nervous. Elena asked us to think very carefully before we agreed to meet Ivan. His mother cries a lot. We might be upset, or offended, she says. But you know, agreeing to meet Ivan was one of the better decisions David and I have made this week.
We reach the top floor and knock on the last door, which opens unexpectedly quickly, catching us a little by surprise. Our arrival has clearly been anticipated. We are welcomed inside and we enter a world of calm, peaceful order. The weather is really hot this week and inside the flat, it’s rather airless and oppressive (or is that just our nervousness?). I feel clumsy as introductions are made, and in my haste to remove my shoes I tread on the phone and send it flying. But Ivan’s mother Natalya greets us warmly and (to our surprise) in English. She is anxious that we meet her son.
He lies on a covering on a rubber sheet on a short bed in a small room, where Belarusian folk music gently plays on a small music system. Ivan likes music, you see, and he especially likes Belarusian folk. The first thing I notice is the size of his head. His face is turned in our direction and his eyes are open, but I know at once that he doesn’t see us. Those sightless, unfocused eyes roll in their sockets as we gather round him, and his breathing is steady. A blanket covers him from the neck down (it’s the mosquito season), but we can tell at once that his small body is motionless and locked in the foetal position. 
David goes straight to the side of the bed and kneels by his side, gently taking his hand and softly saying hello. Natalya talks to him and we can see that he knows her voice. I take my turn on the floor and stroke Ivan’s face, shoulders and hands, which seems to elicit a reaction, just as David had done. His carer Anna says that he likes to be touched (just like Nina). Without notice, she delicately taps the side of the wardrobe above Ivan’s head, and his mouth opens into an enormous smile. Even though he cannot see and can only slightly distinguish between dark and light, his hearing is good and he adores that knocking sound. The contrast between the simplicity of the action and the depth of the response is astonishing. And just as Nina was yesterday, today this extraordinary boy is the centre of our universe.
As I hold Ivan’s hand, which is grotesquely locked in an unnaturally awkward position, Anna gently unfurls two of his fingers, which are long, and slim, and quite beautiful. The fingers of a musician, we all agree. Later, after we have gone, Anna will dab paint on his finger, just as Galina and Natasha do with Zhenya and Nina at the Centre, then she will gently press it to the paper on which is drawn a beautiful tree in Springtime, with long branches and nascent greenery; for it is Ivan’s job to add the finishing touch of blossom. That beautiful picture will be framed when we get home, and prominently displayed. David and I want people to know about Ivan.  
It is time to let him rest, and Natalya ushers us into the living room, where a table has been laid with provender. She has ‘English tea’ for us, as well as freshly baked buns. With something of a flourish, she reaches into the sideboard behind her, produces a bottle of vodka, and presents it to me to take home. While I’m saying thank you, she reaches for another bottle. This time it is Russian champagne, and I am exhorted to open it and then pour, as a glass is found for everyone around the table. We raise our glasses, clink them, and drink to Ivan. As we eat, and drink, and eat some more, Natalya tells us all about him. Everything about his birth was normal and for the first few weeks of his life, there were no indications that anything was amiss. Then one morning, as she stood over his crib, he woke. She watched as his eyes first opened, and then slowly rolled to the top of their sockets. In that very instant, an ordinary waking moment, the Fates took the lives of Natalya and Pyotr (her husband) and Ivan down a very different path to the one they expected. Natalya’s own eyes are now watery as she tells us that with each day that passed, his head began to grow; how he would cry every day, and that he was inconsolable. They didn’t know what to do. No-one could help. It has been a long, steady process of decline and degeneration since then. We can only wonder at the howling angst and excruciating pain endured by the family as they watched, helpless, unable to make things right for their beautiful son. What can it have been like for Ivan? But at the same time, we can see how much he is loved, and how much light and joy he brings into the lives of all who know him. And we can also see that this precious boy is cocooned within a circle of astonishingly powerful love and an unbreakable, enduring devotion. Natalya tells us how lucky she is that Ivan’s father, Pyotr, is so devoted to him. Every day, he carries Ivan to the bath, climbs in first with the boy in his arms, and lowers him slowly into the water as he sits down beneath him, a feat of formidable endurance and strength. The dignity and self-respect and strength and love and endurance of this family leave all of us in awe, and the living room is very quiet now.

Natalya turns to the sideboard again, rummages in a box of papers, and pulls out two documents. Ivan has not only a civilian passport issued by the Government, just like everybody else, but he also has an army one. We hear of Natalya’s pride, and also of her anguish, the day the military came to tell the family they wanted Ivan to play his part in the defence of the Motherland. He would never be able to, of course, but the bestowing of such revered status was nonetheless a source of great honour. This boy has the authority of the State and of the military to go anywhere in the world, but his condition is so severe that he cannot leave his home, not even to go to the Centre; his world is his bedroom, the bathroom and the living room of this top floor flat. He has no motor function, must be carried everywhere, and his whole body, especially his head, must be fully supported at all times. 

Natalya’s tears flow again as I squeeze her hand. 
Later in the week, David and I would meet the local Director of Education, and give our pledge not to abandon Zhenya and Nina and Ivan and the others. As I hold Natalya’s hand now, I look into her eyes and give the same pledge. She is grateful that we have come, and that we have listened. Some visitors from elsewhere in Europe came last year, she tells us; they took photographs and tea, and smiled and laughed, then left. She hasn’t seen them since. 
To be continued …
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