The Rights of Parents and families – linking LV Standards to the Charter for Families

Examples taken from: 

“Families of Young Children with Vision Impairment: Initial Summary of Findings”

Mary Boulton1, Sue Clegg2, Eleanor McDonald1, Alistair Fielder2
1Oxford Brookes University;  2Imperial College London.
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1 and 8 

Recognising the child’s expertise in use of vision at home and in school. Observations of children in their home setting and consideration of the day to day activities of children should be considered by all LV professionals working with a child.


2 and 4 

Assessment processes should inform the parent and child and aim to enable the child to make best use of vision



3, 4 and 5 

As soon as possible after diagnosis a pathway of lv care should be identified specific to an individual child. Where possible one professional might take the role of ‘key-worker’ in ensuring the that the whole spectrum of lv services required are identified



6 and 9

As far as possible lone agency and uni-disciplinary management should be avoided in supply of low vision services


Mrs Four:  ‘Parents are still not looked on as having the best knowledge of their own child.  We didn’t start off like that – we started off as parents who were very confused and we didn’t have any knowledge.  And now, yes we have got the best knowledge of our child.  We know things reasonably well and we are trying to assess what’s best for her. … And the school is saying ‘No, you’re wrong.’ So we feel we’re not accepted as knowing about our child.’ (487)





Mrs Fifteen noticed that her child looked to light but not to her parents and couldn’t see her toys immediately in front of her.  She kept mentioning this to doctors at regular and frequent reviews but her concerns were brushed aside and no one picked up her daughter’s vision impairment until she was statemented for learning difficulties at 2 years old.  (5-20, 26)





Mrs Fifteen:  I felt that, because she went through a lot of tests – for her hearing, her eyesight, occupational therapists, physios – everybody looked at her and I felt as though she was being tested all the time and she kept failing.  It felt like she was a failure, really, and I felt like a failure.  I don’t think it was fully explained why they were doing the tests and what it would mean.  I don’t think there was enough support at all, as a parent.  (63-65) 





Mrs Five: ‘It was at Hospital B that we were told that he’d got bilateral optical atrophy.  And that was it. After that we were left, really.  We were just told that was it, they said they didn’t want to see him again at Hospital B.  . . .  They said, ‘You live in city A, you deal with city A.’  And that’s where it ended.’ (40-50)





Mrs Fifteen:  We saw 3 or 4 different health visitors and the communication between them is not great, so if they’d got some concerns maybe they weren’t passed on.  I think one of them was off sick for a long period and I don’t think anything happened in that time, so I think passing information between each other wasn’t brilliant.  I think the other problem was that we were being seen in this town for health visitors and in another city for the professor and the geneticist and I wonder if communication between them wasn’t brilliant either.  I seemed to be having to pass information back from one to the other and I’m not sure that’s the best thing to do because we may not have taken everything in properly.  (184-187)





Mrs Thirteen:  I think sometimes it’s important to just have one person.  Because you get so fed up when you see a different doctor or a different school nurse or someone, you keep going over and over things because it’s all so complicated with her.  Sometimes you don’t know where to start.  It’s nice to have just one person who knows her and you can keep going to them and that’s what I have at the moment with the Head of the VI unit in the school.  (701-702)
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