
 

 

                     
 
                                             Introduction 
 
The circumstances of the mothers to whom I spoke were all different - 
each life a unique fingerprint. They had experienced, or in some cases, 
were still experiencing, challenges and difficulties above and beyond 
what is normally encountered in life. I didn't know what to expect when 
I met them, heard their stories. 
 
The women talk - ordinary women 
to whom extraordinary things had happened, 
lives caught up with those of special people, 
women making sense of the everyday 
from the tangles of exceptionality. 
Thoughts fleet across faces - 
a memory of a smile, a set 
of the head, a saying... 
 
'There were times, when he was beyond naughty, I used to  
take him and lock us both in the bathroom. I would sit on the 
toilet, singing, humming, until he calmed; my biggest threat 
was to put him under the cold shower. He didn't like that. 
People said you shouldn't, but you've got to find a way, 
a way to draw the boundaries. Difficult if he has no sense of limits.' 
 
' His three brothers were "normal." They all played together. One day 
I saw some homework one of them had written for school - "My weekend"  
or some such thing. "We got up early on Sunday. Mum and dad were still 
asleep. We played Cowboys and Indians for ages. Me and J. and M. 
were Indians. We tied P. to the cot until breakfast..." Goodness knows 
what the teacher thought.' 
 
'When I saw the baby for the first time, I didn't hold out much hope. She was  
a baby who had multiple difficulties, who didn't feed. A ginger baby. At the 
limits. Floppy. Eyes closed. But then they opened briefly - and found mine. 
With that one look, I knew we were going to be in it together, facing what 
the world had to throw at us. Just that one look - a split second - a lifetime.' 
 
'She didn't mix well at school, but her birthday was a big thing for her; 
everyone in the class would come with a present. I was at my wit's end one day  
because of her behaviour. The only thing I could think of to do was to cancel her  
birthday party. 
 
On that morning, I was taking her out when, at the gate, all the mothers 
and children appeared with gifts. My daughter had written the invitations 
herself. I felt I had to carry through my threat, so I told them there was to 
be no party and why. Only one person phoned to support my decision.' 

 
Careless words,  
attitudes shaped in stereotypes,  
fear of 'the other,'  
the different; 
ignorance, well-meaning wounding. 
 
 
'I'll give him six months.' 



 

 

'He'll need a wheelchair all his life.' 
'You don't get attached to the handicapped ones, do you?' 
'You're weird.' 
'Why do they let them out amongst normal folk - it's not right.' 
(at a queue for ice-cream). 
'The looks, the whispers, the shaking of heads, the tut-tutting.' 
'She can't help it can she - she's not right, poor thing.' 
'I couldn't do what you do.' 
'Mum did everything she could, but she was terrified for me; she 
carried the burden all her life.' 
'For a long time, he denied anything was wrong with his son.' 
'I didn't want respite for him - I wanted to look after my five-year old.' 
 
Accommodations - 
we will all have to make them. 
From this point on, nothing 
will be the same; 
each family link, knot and story 
re-forged, re-tried, re-written 
in shapes and patterns 
unthought of, unexplored 'til now. 
A kind of gravity 
will keep us together, 
the sharing of small triumphs 
made heroic; the ordinary made special; 
each person cherished. 
Love, it's called. 
 
'The handicapped child is part of the family. The family is not 
the child.' 
'It's sometimes easy to overlook the needs of others in the family 
because of the time and energy it takes to make arrangements  
for one.' 
'There's a balancing act  to be done so that the rest of the family 
get their fair share of things, of you.' 
'It's an enhancing experience for other siblings. They learn about  
caring, love, taking responsibility, in a very practical way.' 
'Sometimes there's a bit of resentment...' 
                     'Yes, a sense of having favourites...' 
'but there is in every family, isn't there?' 
'We didn't want him to be isolated - so we went on to have three  
other kids.' 
'Members of the family see 'their' special person in a different way 
from people outside the family. Despite my son's very obvious different 
behaviour, his nephew described him as " My uncle M. You know, 
the man with the hole in his hair."' (Referring to his bald patch). 
'You think the family's going to be the best support, but often they're 
dealing with their own grief, wondering why.' 
' It can put a strain on relationships. You've got to be able to sit down  
and talk things through without pulling your punches.' 
'The greatest thing was having a strong husband for support. Without 
him, it would have been, not impossible, but  very much more difficult.' 
'You learn to pull together. It's vital. You develop different coping 
mechanisms, play off each other's strengths.' 
' Sometimes it was like a tag team  - I'd take over when my husband  
started to get frustrated, he'd come in when I was tired. Sometimes 
it was a united, exhausted front.' 



 

 

 
 
Who writes the story of a life? 
People brought together, uniquely, 
for a sentence, a paragraph, a chapter, 
crafting the sense of identity, 
             the personal integrity 
             the 'who am I?' 
in clumsy or careful ways. 
 
'You make constant efforts to be at the centre of services. 
Although it's improving, you still find medical, social services, 
education, operating separately.' 
'You assume someone will coordinate - but the onus is still 
with the family to make the running, what they need, when they need it.' 
'Blown into a world you never thought of - contradictions, 
minefields, rages, frustration.' 
'It's a difficult, fast learning curve, trying to quickly  gain the expertise 
and energy you haven't got, to deal with organisations and individuals 
who frankly, aren't that helpful sometimes.' 
'And all that while you're trying to met the 24/7 demands of your child, 
the rest of the family, life...' 
'You learn fairly quickly to articulate your demands, find your way round 
the language to get at what you need; then you have to do it all over again  
and again.' 
'It's very easy to feel isolated. Finding a group like the old Westgate group  
or REACH is wonderful.' 
'This sort of support is a lifeline. It really matters. People know what  
you're going through instinctively...' 
       'and they'll help in practical ways...' 
'Yes, so you don't have to start at the beginning. People are switched on, 
see what's required without you having to ask.' 
'Everyone accepts your child for what he or she is; there's no labelling, 
no limiting - just a belief in what they can achieve.' 
 
The balancing act 
of seemingly impossible 
spinning plates while 
riding a bike, 
pedalling, persevering. 
A plate drops, 
a pothole's hit, 
equilibrium shatters, 
an enervating darkness. 
Look for glimmers, 
pinpricks of light  
in the blackout curtain, 
pinpoints of hope, 
the sunshine of people 
who understand. 
Back in the saddle, 
stubbornly with stabilisers 
wobble back 
to the world outside. 

 
 
'You wear a mask for others. They need to see you being able to 



 

 

cope, otherwise they think, "If she can't, how can I?" 
'It's the same with the children. They need to feel that you're the 
stable, loving presence in their lives.' 
'A lot of that is giving them the cues; looking for strategies that will 
help them... 
'And you. It's like a framework for your lives.' 
'But the "mask," whatever it is, can't be false, otherwise it'll be seen  
through in a minute. You become the routines, masks, whatever.' 
'We used to play cd's; it was a big part of our life together. M. loved 
music, but I hardly put them on now he's gone.' 
'You become very self-aware...how quite subtle changes in routine,  
your attitude, your expressions, your voice have an effect, sometimes 
out of all proportion...' 
'It's all part of staying one step ahead...of trying to have a "normal"  
life together.' 
 
 
 
This is my precious, 
my adored, whom I hope 
the outside world will take  
the time to get to know. 
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