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Preface

The Archive Project

Many people enjoy reading biographies and autobiographies, not only to find out more about a particular person that they admire or are interested in, but also in the expectation of learning something that they can apply to themselves about how other people react to, deal with and make sense of life’s experiences.  

As a start to the development of such an understanding of the impact of vision impairment, NCBI has begun to collect first hand accounts that will form an Archive specializing in material about life for partially sighted and blind people in the Republic of Ireland.  We have plenty of statistical profiles of the population of vision impaired people as a whole but what we lack is insight into the way specific circumstances and events link together in the life of individuals to shape the opportunities and difficulties with which they are presented.  Individuals may provide biographical notes in the form of a personal journal or respond to topic based requests.  In either case, over time these accounts will build up into biographies of the people who contribute and will shed light on the way in which sight loss has a cumulative impact on the circumstances of vision impaired people and their quality of life.

It is hoped that this broad biographical approach will help not only NCBI, but also health, education and other professional and voluntary services identify, resource and respond to these individuals’ expressed needs as located in the wider context of lives that involve families, friends and other agencies.  
Gordon Dryden  

Series Editor
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Parenting Experiences

The experiences explored in this second publication are based on recorded interviews in 2008/09 of 28 people from across the Republic of Ireland, 22 female and 6 male, covering an age range from 16 to 64.  The following is a digest of the two reports arising from these interviews
 in relation to parenting and, throughout, the interviewees own voices speak for themselves.  

Section one begins with accounts of the experience of pregnancy and being a new mother; the second section focuses on how parents develop their own strategies; the third section on educational issues, the fourth section on mobility, and the fifth contains responses from interviewees on what advice they would give to someone in a similar situation to the one they were in and, finally, some suggestions for areas that require closer consideration, especially by service providers.

Section One:  The experience of pregnancy and being a new mother

Becoming a parent and bringing up children is a daunting task for anyone. There is a huge focus on parenting in modern society, and a lot of conflicting advice but, for vision impaired mothers this information is not always accessible.  This makes access to information about managing their own health whilst pregnant and having suitable opportunities to raise concerns with health professionals particularly important:

“It was never discussed with me, the possibility of my children having it, until the eye went. No one ever said anything to me or anything about it, it’s only in the last two and a half years that they’ve told me that this could have an effect, or that could have an effect.  I would still have had the kids, but I wouldn’t have any more now since they’ve told me that, since the cornea burst, there’s a high chance the other eye will as well.  Now I know the risk that is there, and I still have some of my left eye vision, I wouldn’t jeopardise that.  But there was never anything checked or anything as I was going through pregnancy.” (Interviewee 18)  

“I didn’t get any counselling when I was pregnant.  I borrowed a book about pregnancy from my friend; I’m very lackadaisical, I have to say, I take things as they come, but that was the only thing I was most worried about, her eye condition.  I went to the doctor because when you’re having a baby, with my eye condition, you’re not supposed to push because it can detach the retinas, they’re barely just hanging on.  I made an appointment, I went to my doctor and I tried to make an appointment to go see my eye doctor; I was due in March.  They gave me the eye appointment for May; two months after she was born.  No one talked to me about it, so I just refused to do it, I said just give me a caesarean section.  That was pretty hard alright; perhaps if I’d seen the doctor…they didn’t even tell me what my chances were of having a child with the same eye condition.  I had asked in the maternity but they didn’t know, they didn’t know what my eye condition was.”  (Interviewee 20,)

“My eye condition is from a detached retina which deteriorated when I had my first daughter, who is now almost 30…Diabetes changed everything for me with my first pregnancy; the babies were premature, they weighed less than 4lb and didn’t come home for weeks.  Everything seemed to come at once… my other child had to go into hospital, and I just couldn’t cope; everything was in turmoil.  I took my child to my sister’s and I went into hospital for a week and just cried and cried but in the end you’re left to cope on your own.  I’m more prepared to talk now, but I couldn’t before about all this.” (Interviewee 23)

“I did have some concerns about the baby, as my eye condition had never been heard of before I was quite worried… and I remember when I was in the hospital before my daughter was born I was quite worried, and then when she was born the eye specialist was in that hospital and when she was about 2 days old, going across for him to look at my daughter’s eyes and the doctor said they were perfect.  I hadn’t talked to anyone about my concerns before I had her.  It was such a relief; I know there is  much more support and help in every way now, but it would have been very good if there was somebody that you could talk to, it would have made life a bit easier.” (interviewee 24)
The importance to the well being of the child and the mother of having a health professional discuss anxieties and concerns with them was echoed by Interviewee 15, who did receive more direct support:

“…it’s not very easy to listen to someone sitting in a chair and they’re going to tell you that when your child is born they’re going to have a visual impairment, or they’re going to be blind or anything, because we, when my daughter was born she didn’t open her eyes at all; my doctor came in and he just said, ‘Look, we’ll support you and we’ll get letters sent out now to the Regional Authority’. For me, I thought this doctor was really nice, he was really good and he did support me.  I cried after a long labour in the maternity hospital, knowing beforehand and knowing at the time as well, and I was just so exhausted and stressed from the labour  myself, but knowing you’re going to have a child, to know it’s going to happen…it’s not easy.  I was given counselling during my pregnancy and it did help; I listened and I learnt.” (Interviewee 15)
There was also evidence from the interviews that a more informal structure of support, whether of the ‘buddying’, mentoring or any other kind, would have been welcomed:

“ I came home then; I suppose anyone with a new baby, you need some kind of help, you need your mother or your sister or somebody but there was nobody, I actually hadn’t anybody.  My husband was up, from way up the other end of the country and there was nobody, none of his family were around, but that would have been hard for anyone whether you had full vision or not, but I suppose it was probably a little bit more difficult and stressful for me because everything that I had to do would have taken more of an effort” (Interviewee 24)

“I lived in a rural environment with my husband and elderly mother-in-law, whose only advice was to ‘act normal’… I didn’t know people in the area and I wasn’t meeting anyone.” (Interviewee 23)

“My family, thank God, are sighted, but they never talk about blindness, they don’t ask how does it feel to wake up in the morning and you can’t see your son. But you imagine if you could pick up the phone and talk to a blind person who has kids, you’d imagine they would know straight off.” (Interviewee 19)
Section Two: Developing Strategies

From the accounts given, vision impaired mothers and fathers were resilient in dealing with the challenges they faced and resourceful in developing strategies:

“An awful lot of stuff is practicality: if you think the thing out, you can say to yourself, ‘Well, I’ll never be able to do it’, and you probably won’t be able to do it if you take that attitude, whereas if you have a positive outlook and say, ‘Well, this is where we’re at and I have to get on with it’, then you can…interacting with the baby is going to be difficult as well because there’s no eye contact, so you’re depending mainly on sound and everything…I got to learn the different movements and things; and I suppose too, unconsciously, children adapt; if a child wanted to show me something, they’d catch my hand and say this is it, or this is whatever and put my hand on it and I suppose they didn’t know why they were doing it, but it’s what you grow up with.” (Interviewee 22, male)  

 “I think being a parent, I’ve got more patience; and little tricks that, being visually impaired, I’ve had to learn to deal with everyday things.  I do most of the stuff myself, cooking, cleaning, washing clothes; it’s just that… when she gets sick it’s hard because you have to look out for things that I wouldn’t be able to see.  When she had chicken pox I didn’t know because I wouldn’t have seen the spots and things, and really stupid things, like head lice…it’s very hard and it’s very embarrassing to have to get somebody else to do her hair, and every child gets it…” (Interviewee 20) 

“From my sister’s experience and my experience with my sister’s kids, because they’re older, kids can be really sneaky when they know you can’t see, like trying to get them to eat things, and they’re hiding them; and you say, ‘Did you do this?’, and they say, ‘Oh, yes I did’.   My advice, if you have older kids, is don’t believe a word they say, double check everything.  If they tell you they ate their dinner, you check.  They can be terrible.  I can say to my daughter, ‘Now, did you tidy your room?’.  I know she’s not going to tidy it perfectly, but I always expect to go in and find everything she owns put under her quilt. And when she’s a teenager she’s going to try to be cleverer than me.  But homework is fine, even for doing her homework.  My sister is totally blind so she has somebody to help with homework because her kids would just say, ‘Oh yes, it’s done’.  I can do my daughter’s homework but I suppose as she gets older it’ll get harder.” (Interviewee 20) 
“ I think people’s reaction to me, well they didn’t know what to say because 6 months earlier they’d seen me driving a car and they had seen me with this totally different lifestyle and I found people very distant and would actually pass me and I might see a part of them, the side of their face or something and I found that very hard; or they left me out of things, didn’t invite me to places.  I found that hard and the kids found it hard I think; if there were parties going on they had, ‘Well, get your dad to drop you, don’t get your mum to come’; that could be hard at times.  So then I started turning up when it was time for them to come home, ‘I’m collecting you today’; I’d actually physically have to get a bus maybe, or a taxi there and do it and you know, it’s funny, if you can’t see it but you can kind of anticipate what they’re thinking, and your other senses become more alert and you’re aware, ‘It’s her, I know she can’t see but she’s here’, and I would say, ‘Well, I don’t know, is there anything there I can eat?’, or something, and then they wouldn’t know what to say to me, and deliberately if you actually hit the cane with things, just for annoyance, just to let them see what I couldn’t.  I didn’t mean to be aggressive, but it was kind of for them  to accept me more than anything else;  then they’d realise, of course she’s the same person, the same as she was a year ago, it’s just that there’s this thing now.  It was wrecking when I got back, I’d go so determined and come back so defeated… So with adjustments that I actually initiated myself, but no one would come and say…the answer was always, ‘Well, you stand over there and you won’t be in the way’, you know, that kind of perception, and I suppose that made me more determined to go out and do things. (Interviewee 25)

A similar need for resourcefulness and resilience was also identified by fully sighted parents of vision impaired children, both for themselves and for their children: 

“If someone were starting off now in a similar position to what ours was… I suppose in the beginning we did mollycoddle him and we dressed him because it was easier than spending an hour waiting for him to dress himself.  The feeding, we learned a lot from school because  he would spit it out and its kind of now, at 15 it’s still a bit of an issue – and he’s still very slow at dressing himself.  I would say be aware and start when the child is two – I would tell them to start getting him to dress himself no matter how long it takes and the same with feeding – we chopped up all his food and, at 15 now, he will not eat something unless he can easily swallow it; but he’ll eat chicken nuggets and sausages and that but anything like a burger he wouldn’t eat it.  And also independent living, you know it’s easier and sometimes quicker to do something for them but it’s not…at the time it was easier and lots of things were going on and when you’ve got so much going on with a blind child it’s just easier to do it and get out and go wherever we had to go, but I think looking back I probably would have spent a bit more time persevering.” (Interviewee 13, female)

“The advice I’d give anyone who found themselves in the position we did, I’d say to look for plenty of help would be the important thing, and to talk to other parents.  The hardest part, for us: who do you talk to? who do you go to first?, because we didn’t even know the NCBI was there and I presume it’s the same for most parents.  We found out… the girl who taught us the Braille, she was great because her youngest had a tumour as well, so it was great just talking to her and she was very positive, and that’s what you need…Regarding schools: look for a good principal, somebody who is prepared to put in the work, it’s the most important thing.  We’ve been lucky with both schools being willing to do whatever we’ve asked them to do; they’ve made it as normal, as close to normal as it’s possible for him to do what everybody else does, because it’s not practice; in life that’s what everybody else has to do, so it’s up to us to make them as far as possible able to cope with real life.” (Interviewee 14, female) 

“My son, when he comes down from Dublin, they put him in first class and someone tried to move him one day and he refused and he said, ‘Let me speak to your manager’; I thought it  was great, to stand up for himself.  I’m hoping my children will be able to have that strength to say, ‘No, let me speak to somebody else’, or ‘No, I will not’, so I think if they have that, going into older life…” (Interviewee 21, female)
Section Three:  Education

In some circumstances, perhaps because of the complexity of a child’s needs, the availability of specific specialist support, or the vulnerability of the child, it may be helpful for the child to attend specialist provision.  Such decisions may be initiated by children themselves as described by Interviewee 21 below where, although the majority of her son’s education was in mainstream, she and her husband demonstrated respect for their son’s decision to move to specialist education and provided the necessary practical support; or the decision may be taken by the parents in the case of younger children.  Wherever the decision comes from, it does indicate that self esteem may also be dependent on the school environment in addition to the approach of parents.  All the mothers interviewed for the Archive wished their child to attend mainstream schooling and it was more likely to be the case that it was the mainstream providers themselves who had the difficulties: 

“My eighteen year old went to this pre-school and it was fabulous so I wanted to send the twins there; they took my daughter but they wouldn’t take my son; they were two.  They said that they were afraid, that they hadn’t any experience and that they felt that, for insurance reasons, they didn’t want to take him.  I tried a lot of pre-schools and they wouldn’t take him and I found one then that did and he hated it. It was mainstream, I didn’t even go down the route of disability – it wasn’t a conscious decision, funnily enough it didn’t even enter my head and even if it had I wonder, would I have?... He hated it but I made him go, for my sanity and for himself as well, he needed to be mixing with other kids.  I didn’t want it, to see my daughter at one school and my son at another; it was heartbreaking, I wanted them both to be the same  and I wanted them both in the one I’d sent my older son to, because it was a really good one, but yet when I’d bring him up to collect her and he’d play with toys up there they were mad about him, but they just had a fear, I think it was fear, they were afraid that he would hurt himself and that they couldn’t look after him,  and they could have if they’d given it a chance. The other one, I have to say, they were very nice, but I felt that the one his twin sister was in would have been better for him because they were doing Montessori and stuff like that, whereas the other was just really a crèche.” (Interviewee 13)  

Despite the above experience, Interviewee 13’s son has continued very successfully in mainstream education:

“I was adamant that he was going to stay in a mainstream schooling, not a school for the blind.  There aren’t any schools for the blind here; he would have had to go to Dublin on a residential basis.  No one discussed it with us, we discussed it with ourselves and just felt that he was entitled to a life the same as his brother and his sister and he was entitled to be at home and you know education can work out…. but if you send them away… well it might work out for some people, but I couldn’t have deprived him of family life… I think it’s very easy to send your child to a school for the blind and have all the responsibilities taken away from you; it’s very hard to keep them at home without support and I just think that if somebody has a blind child and they’re going to keep them at mainstream school, they do need a lot of support, but they generally don’t get it.  But I think it’s better to keep them in mainstream school because, at the end of the day, this is the world that they live in, it’s not a specialised world; the child has to live with sighted people in a sighted world.” (Interviewee 13)

Another mother, who has a vision impairment and had attended specialist education, hopes that her daughter, who has multiple disabilities, will remain in mainstream provision whilst being aware that:

“… there is no school here for people like my daughter.  She’s doing quite well in mainstream at the moment and I just hope she progresses.  If she doesn’t progress, I would be thinking of a specialist school, if needed...Whichever school she’s going to be in, whether a national school, a private school or a specialist school, whatever it is it’s going to be a challenge for her.  She is doing really well at the moment, so if she continues to do really well in the next few years I’ll consider leaving her there, and that’s where she’s probably going to be the most comfortable anyway.  By taking her from that school and moving her, it would only confuse her” (Interviewee 15) 

Interviewee 21’s son, however, as referred to in the introduction above, took the decision himself to move from mainstream to specialist provision:

“Initially he settled in; it was great, no problem, no problem but I just think it was all so new and he started in first year (at secondary level), which was great, I thought that was a good entry level, but as the years went on, third year… I do think children… I think they look at disabilities as if they're contagious, that they might get it, or they use it to assert dominance in social settings, easier to pick on… so the bullies just use their status to pick on the weaker… so I felt frustrated because… the Principal… we dealt with it the traditional way where bullying is an issue, they hauled the children into the office and suspended them, they’re very traditional there.  But what happened then, there was a huge backlash when my son went back into class and the worst of it began; and after that he wouldn't let me get involved anymore, he was getting very upset, and at that stage then… as well as that, at the same time his eyesight was decreasing quite rapidly; he came up to me one day and he said, ‘Mum, how about we just go up and look at this school?’; we'd spoken about it and we'd known of the school and he said he’d go up and have an assessment, and we signed up to do a two day assessment.” (Interviewee 21)

The above account raises the issue of bullying and is an area that deserves a more in-depth investigation than is possible here.  However, the following two accounts give alternatives to suspension of culprits:

“… it counts a lot if the school is on board and if the teacher, especially with the bullying part... like in my son’s school they don’t take an ounce of it…because they all have masters from the third class on, they have women when they’re babies up to third, then it’s masters all the way, and the masters will take no nonsense from anyone…., but I think it’s great that they have the masters, I think it’s fabulous they’re more stern and they know they get away with nothing… but his school now, even his teacher, he takes no nonsense from anybody, not even bullies. There’s two in the class who just wouldn’t do anything for you and they just disrupt the whole class; they started by not letting them go anywhere, they weren’t allowed to go on the tours, they weren’t allowed to go swimming, they weren’t allowed to do anything and it was fabulous.  They took a really strict view because when they allowed them to go on the tours the teacher was so occupied looking after the two bullies that the whole class was left wandering, and then the first year they stopped it, because I was going everywhere, I saw the difference in that the whole class had a ball and the teacher was having a ball without worrying about bullies, so it all comes back to the teacher and the Principal of whatever school they’re going to if they have a tight grip on it, you can solve it within the week.” (Interviewee 26) 

“…she was being bullied at one stage; she tells me almost everything that would happen, and she told me but she didn’t want me to do anything about it, but I felt I had to, so I wrote this note to the Principal and spoke to the teachers there; she didn’t know I was doing that, but it was sorted.  They got the girl that was bullying her and herself, they got the two of them together, so it worked out in the end, and it was a good friend of hers.  When you don’t recognise someone, you can come over as snooty; my niece always had that problem, because she walks very straight.  It’s better to let people know what you have and let them know that you don’t see so well, this is what I tell her so people can call to her then and that way she won’t be passing anyone by; when she’s walking to school in the morning, neighbours who pass can know to say ‘Hello’, because she recognises voices very well.” (Interviewee 16)  

Bullying of vision impaired children usually takes the form of exploiting the vision impairment to the child’s disadvantage.  It should be remembered, however, that not all vision impaired children will passively accept the role of victim:

“…there’s always going to be bullying; they are always going to pick on…there have been a few issues…but if they know they won’t get away with it they won’t do it…his coat had been moved, he couldn’t find his coat, it had been put onto another peg and it took about a week or two to click that someone was moving his coat.  We solved the problem but there’ll always be…but I think if you build up their confidence to challenge the person or to have their friend or teacher identify them…his coat, he identified the person who was moving the coat through his friends, so what he did, he did the same thing to the person and hid his coat and he couldn’t find it, so that stopped him moving the coat and he didn’t bother any more.” (Interviewee 28)
Of equal concern to issues of bullying, for parents were: a lack of awareness of the impact of certain questionable teaching approaches; a mismatch between what the professional and the parent consider to be helpful; and instances of professionals underestimating a child’s abilities:

“…there has been a dramatic change when he changed from this teacher to a master in third class and it was bad because the Principal at the time didn’t seem to care, he wasn’t really listening to what we were saying, and trying to explain that my son is different and… The teacher we got shouted, he would scream and you could hear him out of the school gates and… the first week of school he used to come home crying, ‘I’m not going to school, I’m not going back’.  That stunned us because he loved school, and the Principal was like, ‘No, he’s grand’.  He didn’t have any understanding at all, any conception of what it was like for him.  He’d be sitting down and this master comes up behind him, he doesn’t see him, but he screams; I said, ‘If someone did that to you, you’d jump out of your skin’; I said, ‘He’s doing that every day, if he’s not screaming at my son, he’s screaming at some other child’.  It took me and my husband going up for a few days, and he wasn’t moving and I said, ‘If you’re not changing him, I’m moving him, he’s not staying there’.  And we had to fight for that first week, going up every day and my son terrified going to school. He’s the only partially-sighted child there…”  (Interviewee 26)
“…and then we got another visiting teacher and she was the worst thing that ever happened, absolutely… I think he was too much of a challenge for her, I think she would have been quite happy if he’d been stupid, that’s one way of putting it, and he was far from it and he was a challenge.  She was proficient in Braille, but not Braille maths and the Braille maths, we had arguments and arguments and arguments over this, that she wasn’t teaching him, and in fourth class we insisted that she do nothing with him other than Braille maths, which she didn’t want to do.  And then, when he was coming up to sixth class, and this is a child that is getting all As and Bs in school, she told the teacher that he’d be better off in residential care for secondary school.  We reported her to the Department of Education; she offered to step down and we asked her to give us an alternative if she stepped down; she said there wasn’t an alternative.” (Interviewee 13)
There was, however, also evidence of an increasing willingness by educationalists and support staff to work more collaboratively with parents:

“For us, I suppose the biggest thing was trying to get him into mainstream school and we were lucky that at our own local school, the Principal there was very modern in her ways and she was great; she said, ‘Bring him on, we’ll do our best’.  She had his Special Needs Assistant (SNA) in for him straight away, which was great…He’s had the same SNA right through and still has her; he is on cortisone, so every so often he would go purple and that, but she is so used to him and knows when he’s coming down with something and would say to me that evening ‘Look, watch out, there’s something coming’; we can usually predict if he’s going to get a cold or whatever before he knows he’s going to get it… We went to Dublin for an assessment there two weeks ago, and when I saw the other youngsters up there I thought, yes, we did make the right choice to send him locally, because he’s part of the community and I always feel that, thank God, education has come so far that they can go back to school at any age now if they want to learn something again…” (Interviewee 14)  

“We knew for him it was going to be Braille because there wasn’t any other way and in the beginning I brailled the books myself.  I did grade one but when he passed me on it, then I just gave up, but I brailled at the beginning from when he went to school.  I did Braille classes at the NCBI before he started school; his books were basic anyhow and anything that they did in the class with words, I brailled them.  I had a brailling machine, a Perkins, that’s all we had; we bought our own, though I borrowed one in the beginning.  We’ve never been handed anything, everything that we had, we bought ourselves. “ (Interviewee 13)
And, from one parent, an account of home schooling:

“I home schooled him for the two years. I felt I wanted to create… he was now becoming aware of his disability and his confidence was crumbling in front of me, and I thought, everything about the human race, this great race, in normal conditions, that awful word, it's very hard to compete and I felt I need to pull this child out of this rat race and teach him what he's good at.  So that's what I did, I home schooled the two children… basically it was just to build up his confidence; we have this theory in our family about the hare and the turtle, that the turtle gets there, he won't get there at the same time as the hare, but he gets there, and that actually is my son; I open up his laptop and he has this big turtle and he totally subscribes to this theory of the turtle. And that’s what I felt, I just wanted to create… a kind of a bubble effect and just put him back.” (Interviewee 21)

The development of technology in general and access technology in particular has had a profound impact on the lives of vision impaired people and has been instrumental in enabling more vision impaired children to attend and remain in mainstream education.  It was clear from the parent interviews that technology has been a major source of support in enabling parents to feel more effective in supporting their vision impaired children:

.

“…he was exhausted from the strain on his sight and health and he was getting a lot of homework, he was so tired every day; that was frustrating for him until I realised we could get a laptop for him, so when we got that then, it was like a weight off our shoulders and he was thrilled himself.  He’d come home and say, ‘We had a test today, and I was very fast mum, and was finished and just sitting waiting for everyone else’, and I was like,  ‘Well, that’s fantastic’.  Whereas at the start of the year, two years ago, he was so tired and fed up and not interested.  It’s made such a huge difference to him. His confidence is back now, he’s back to himself now… he was completely changed.” (Interviewee 26)

“They have a computer in school for the kids, in their own class, and so they’re getting an opportunity to use them, how to log on and log off, that kind of thing.  We got a note at the start of the year to sign, asking if it was OK for her to use a computer aided by the teacher or a colleague or whatever, so I consented to that.  I have a computer myself so I’m able to show her how to paint on it and do different things, how to paint, how to draw, how to use the mouse, which way to sit on the chair, different things.” (Interviewee 15)  

The kind of help provided is in itself entirely functional but, in enabling children to develop greater independence, it allows parents to see their children make progress and lay down skills for the future which reinforces the parenting relationship.  Lack of practical support, conversely, can lead to frustration and feelings of inadequacy.

“I think every child should be individually assessed in relation to a computer.  About three years ago my son’s computer shut down and we couldn’t get it back up…he’s computer literate but couldn’t look after that aspect of it and his teacher couldn’t help because she had a class full. We just had to put it away at the time.  Because of the cutbacks there’s no instruction at the moment…But, because if they have a laptop they should be more independent, it doesn’t mean if they are having problems with the laptop or the situation changes, they don’t need help… We’re trying to fight from that point of view.  Obviously they have limited funds and they have to cut back, you can see where they are coming from, but from a parent’s point of view we have to justify why my son needs help… If you have an issue with the school, then if you get on to NCBI they will always give you backup…I asked them for advice and they gave me proper advice.  One of their trainers provided training; he’s fantastic, from the NCBI, he’s brilliant. He assessed my son… he goes up to the school and up to the home, he’s very good. …” (Interviewee 28)

“…what worries me…about secondary school, he has the computer and the Opti Verso and they’re going to be moving class every 40 minutes; this is one of the things I want to talk to the visiting teacher about because he’s going to have to carry, unplug all of his equipment along with his sack….and I think to myself that maybe Apple or Dell have a computer that has a camera attached to it, not a web cam but a camera that can take pictures, so we’re looking into that now.  That’s what he does now, but it’s a separate thing to the laptop, they’re two separate pieces of equipment that you have to carry to the next class, but I’m thinking if he had a laptop that can take a picture just of his homework, that’s all he ever needs to do with it; I’d buy it myself if that was the case; it would be so much easier than to transport all of that stuff every 40 minutes.  He needs the Opti Verso for the board, you know they write the homework down on the board; they don’t prepare that as a handout for him.” (Interviewee 28)  

“She has a computer at school now but it’s too awkward because you have to plug it in for every class, going to different classes makes it awkward for her; it is there for her, but she doesn’t use it very much.” (Interviewee 16)   

Perhaps as frustrating can be a situation where:

“You have to fight and fight for every single thing, especially if you’re in the private sector; and I find that happening for my special needs daughter as well, that I have had to fight for everything and that should not be.  I think if someone has a disability, then that’s enough, the information should be readily available, there’s enough stress and strain without having to go out there and fight for it and search for it, it should be there for you.” (Interviewee 24)
Perhaps the final word in this Section should be left to Interviewee 26, who described how the experience of parenting a child who developed a brain tumour that resulted in loss of vision, radically changed her family’s priorities:

“Before my son was getting sick, I was working full time and my husband was working full time and we were running here there and everywhere and we passed each other in the doorway going to work and coming from work and everything was busy, busy, busy; and then this all happened and everything stopped, and it was a case of, ‘Well, where are you running and why are you running?’, and I felt myself we were running so much we missed something on the way that I should have seen this; well I did see it but I wasn’t…we were all in such a rush running our busy lives I felt… I still blame myself, I’m kind of thinking, ‘Well if you weren’t so busy you would have spotted this and you would have done something earlier’.  I know that…my husband keeps saying, ‘No, You’re not a doctor, you wouldn’t have known’, but as a mother in the back of your head you’re there going, ‘You should have seen something happening’.  But then it all stopped and we took stock of our lives and said, ‘Well, are you rushing now to get a new set of curtains or a new couch? What is important to you?’.  So I stopped and gave up working and I’m his carer now and, even if I wasn’t officially his carer, I’d still wanted to stop work to be there, to take stock of my two children, because my daughter was growing up and we weren’t seeing them grow up, we were too busy working and running here and there and now we’ve stopped and I’ve gone the complete opposite now…” (Interviewee 26)

Section Four:  Mobility

An area of concern widely expressed by parents is the need for independent mobility by children, especially as they enter their teens and approach adulthood.  There is considerable evidence from the interviews that long cane training and use is not always welcomed by young people:  

“When I was five I had a little more vision than I have now; my mobility was good… when I got a little older, my mobility I got training for, one-to-one with the long cane at school; we used to go to shopping centres, main roads, how to get from main roads, what would be the best way to cross roads if there were no traffic lights nearby.  I found I was better without it, I was very nervous using it, and I’ve never used one since, and I hope I’ll never come to that stage.” (Interviewee 3) 

“…he’s the same with his cane, he doesn’t bring it with him everywhere; I have it with me constantly and when we go into town I keep asking him, ‘Do you want it?’, and I’ve stopped asking because he gets annoyed, and I say, ‘OK, I’m not asking you anymore, if you want it you ask me and I’ll give it to you’, and his dad is the same, ‘His cane now, give him his cane’, and it annoys him when his dad keeps going on and he says, ‘I’m perfectly fine, I can manage myself’… he liked it at first when we went into town because people, he kept bumping into them when he didn’t see them coming and it used to annoy him and when he had the cane he thought that was great, but for the past few months he hasn’t used it much at all, even though it’s in my bag, and he just seems to feel like, ‘I can manage myself’; maybe it’s just his age, I don’t know… I’m right next to him...but I worry then as he gets older and I’m not right next to him, what do you do then?  I’m hoping, we have to train him to look, and I’m thinking if he’s not going to bring his cane, he has to look; I know, 10 year olds don’t look where they’re going, they just go and I’m hoping that by the time he’s 16 or whatever, that he’ll be more aware that he has to scan where he’s going; he does that at the moment, going up to school, he’s dying to be able to go and come from school himself because most of the boys in his class go and come themselves, but there are so many, even though we only live a short way from the school, there are so many different small little roads and people are so unbelievable where they park their cars on the footpath, half on the footpath, covering the grass verge, but they’ve actually, thank God, put traffic lights in just these last few weeks, so I’m edging towards letting him go, but at the same time I’m saying to him, ‘I’m not letting you go until I know you’re looking’, and then I’ll probably be following him.  But I know, because I know when I’m there collecting him and I see all the boys in his class and they’re all walking down together, and I think, ‘Oh my God, he should be doing that, and he can do that’, so I think maybe in September I might start to walk behind him and just say, ‘Go on, off you go’; but he won’t take his cane, he’s so used to that school and he doesn’t use his cane at school because he could walk it blindfold, literally, and he knows his way up and down, but it’s just the cars and people and their reluctance to consider other children who are on the road that frightens me.” (Interviewee 26)

“Her central vision has totally gone and the peripheral is a little bit damaged… Her mobility is very good; she doesn’t go any place she wouldn’t be familiar with and she’d really only walk to school, which is about a 4 or 5 minute walk from us and it’s straightforward. It’s the roads, you know, she doesn’t see cars coming at all but her hearing is pretty good, and kerbs she doesn’t see at all.  My niece said that her father used to walk to work with her every morning and now she has to do it on her own, but she was walking the other morning  and she left her good sunglasses at home, which were very expensive, and she put on a cheap pair and she was walking home by the river and she said it took her so long to walk because she couldn’t see with the glare and she couldn’t see any kerbs at all, and I said to my granddaughter, ‘Would you ever have a problem like that?’, and  she said, ‘I never see kerbs, I don’t see them at all’.  She won’t consider a long cane and my niece said how much she’d hate it.” (Interviewee 16) 

“…and I’d be concerned that if I used a cane it would be an advertisement of vulnerability…” (Interviewee 23)

And from a slightly different perspective:

“My main concerns for the future are about how he’ll get about from place to place, because what I see when we’re out and he is using his cane, people just literally walk over you, nobody moves out of your way any more.  So that, I feel, will be his hardest part.” (Interviewee 14)

And from a vision impaired mother’s perspective:

“…if we went out for a walk and I’d have my cane they’d say, ‘Oh mum, put that away, don’t let people see you with a cane’; that was a huge issue for my daughter.  In the beginning I did it because I was kind of sensitive, and then I said, ‘No, no, otherwise I’m going to fall over or I’m going to do something’, and then they kind of came to terms with it and then I’d make myself go out on my own without them just to see how the cane was.” (Interviewee 25)

Several parents expressed the view that their children should be able to have guide dogs from the age of 16 rather than 18, as at present, not only for independent mobility but also because a dog provides a greater sense of security and, therefore, confidence.  

“He is going to Dublin for transition year, but it’s totally for his mobility side, in September in St. Joseph’s.  The funny thing is that he’s very good at independent living skills, they were quite surprised at how good he is there, but it’s just getting around that he would lack because he is quite heavy so, for him to move from A to B is slower.  He uses a long cane which he learnt at NCBI, and he sometimes goes down to the Irish Guide Dogs in Cork for a day, and he does a little bit of daily living skills there as well. At our local NCBI they’ve had to let the daily living skills person go because of cut backs; it’s crazy because that’s one of the most important things; education is one part of it but they need those every day, we all need those things every day of our lives; it’s always the vulnerable who lose out first when money gets scarce.  He’ll apply for a guide dog as soon as he’s able.  We have a reject one at home; we’ve always had dogs and he loves animals so for him it’s a definite.  I think that the guide dog can be a great barrier breaker as well, apart from being a companion; a lot of people like animals, it’s often a case of, ‘Can I stroke the dog?’, so it just breaks the boundaries for the person…Mobility is one thing this country is not good enough with; they do so much for them in every other aspect, but that’s the one area I feel they’re not getting enough help in. They have to be 18 before they get a guide dog in Ireland, and I think that’s wrong too, in the sense that I know that he is ready for a guide dog; up to this year no, but we’ve puppy trained a dog so we know what it’s like, what you have to go through, but I think now 16, 17 , that they can be; not in every case, but I think they should be looked at on an individual basis rather than a blanket” (Interviewee 14)

“I think they are capable at 16; my daughter is 16, she’s perfectly healthy, and I can picture her being well able to take care of a dog, and my son would be the same at 16, I think that’s a good age, and it’s the age as well when they want to be gone away from you, they want to be out with their friends and if they need a guide dog, and have it,  it’s so much more independence for them, they can just  get up and go out without any other worries; 18 seems a very late stage to give it to them if they need it…” (Interviewee 26)

“…if you have a child who is visually impaired…independent living skills, I think you start that from day one, and if you have a guide dog… he would have a guide dog tomorrow… They can learn about the care of a dog….I think you have to prepare, you have to get your child to understand what the care of a dog is really, ….the feeding, the walking….they know what it entails, that it’s not a guide dog just to guide you, you have to look after your dog and you have to care for him and if you don’t your dog won’t be healthy, so that’s a big aspect…..so I think if they did reduce the age for a guide dog, there should be preparation for the family, not just for the child, in the care of the dog and how to look after the basic things,…. there’d be different issues with a guide dog, but I would be 100% happier if he could get a guide dog sooner or later… My ideal would be if my son had a guide dog in secondary school, that would be good, I know he’d be 100% safer; I know there are people who would take advantage of him, who would bully someone if they’re different; if he could have a guide dog, it would be there for him, …they would tend not to….he’d be more independent”  (Interviewee 28) 

This is an issue that Guide Dogs may wish to review. 

Section Five:  Advice, Information and Recommendations

Interviewees were asked what was the most useful information, advice, or support that they had received and what advice would they give to someone in a similar situation to the one they were in.  The following responses are divided into i) vision impairment parents and ii) non-vision impaired parents with vision impaired children.

i)   Vision impaired parents:

“I’ve been with NCBI most of my life; I get support from them and my support worker there would give me counselling when I needed it, so she was supportive, and you can ring her when you want to, to see if  she can do anything or if she’s knows anything about a different product.  They’ve always been supportive to me and my daughter.” (Interviewee 15)  

“For someone else facing what I did, I’d say, ‘There is a life at the end of the tunnel’; the way I went down so low, to come back up, it was awful, I thought my life was over, I thought I’d just be completely blind, left there, and I wouldn’t be able to see the kids, or see anything else.  It makes you appreciate life more than what you were appreciating it.  Before you take everything for granted, but now you observe everything because you don’t know when it’s going to happen…” (Interviewee 18)

“I would say to anyone who is losing their sight, don’t pretend to be fully sighted when you’re not; the distress of that alone can be enormous in your head; particularly fellows, because I had a brother who had a cornea transplant done last year and he actually had an accident three months after it and he lost his sight in one of his eyes and the sight in his other eye isn’t great at all.  But he goes around and he’s forcing himself to see and he’s trying to sit there with others who have their full vision and all that, and it’s like competing with them, but he can’t compete with them, he has to accept that he has lost most of his sight; and sometimes, he says, ‘It’s easier for you because you’re a woman; I’m a man, I feel I’d be less of a man if others thought there was something wrong with my sight’.  That’s not true, I know lots of people, other men who have lost their sight, but if you live in a pretend world that you’re OK and say, ‘I’m OK, I don’t need my stick, I can do this and do that’, then it’ll backfire on you.  I suppose it has to be learnt, ‘How do I cope with this today?  If I wake up tomorrow and the pressure’s higher and then the cornea or the optic nerve is damaged more, and I’m blind, how am I going to cope?’…. you will, you will.” (Interviewee 19) 

“Things that help can be very technical and it’s not easy if you’re not technology minded, you have to find out how to use the equipment. My advice to anyone in a similar situation would be, don’t stay isolated; find out about equipment, get to know what are your entitlements.  It’s not easy, it’s often through word of mouth; email is great as you can pass on information, it can be a major lifeline; and the phone is too, without it I’d feel panic and isolated; it’s easier if you live in an urban environment, in rural areas there is often no mobile cover; you can feel very lonely.  Get in touch with NCBI… I’ve encouraged my daughter to talk about her condition; I shut everything away, I didn’t want anyone to know as I thought it would encourage gossip.  I didn’t see people and they thought I ignored them; people thought, ‘She thinks she’s above us’…  It was rough.  I did have some good friends that I could contact by phone and some made visits.  If you sit by the fire, you’ll be left there.  I joined a women’s club.” (Interviewee 23)

“For someone starting out in my situation:  try to be as positive as possible, which can be quite difficult sometimes and I think it would be very important to find out whatever help is there, but I think it is very important to have somebody to talk to, to share your anxieties; it could be very essential to have somebody that you could link into, who might be able to tell you about some services that might be there or whatever.” (Interviewee 24) 

“What has helped me most?  I think my own sense of humour and my own ability to get up myself and do it; it’s opened doors that I would have never seen…and support groups…you realise that there are people who have the same problems as I have, or you might hear something that can help you; getting information which doesn’t seem to be there, if you hear it from somebody else, it’s another source, but when you actually go to look for it, it doesn’t seem to be readily available; learning to bounce back.” (Interviewee 25) 

ii) Non-vision impaired parents with vision impaired children 

“…she’s well able to bake and cook as well.  Now she doesn’t do it, now and then, I suppose I don’t let her do enough, I know I should say, ‘Do this, do that’; she’s good with her bedroom most of the time, she keeps it very tidy; she’s well able to do the stuff, if I allow her to do it, but I just find it easier to do it myself.  You asked what I’d advise:  I’d give the advice, but I don’t take it myself. – give them the independence, very, very important.”  (Interviewee16) 

“I think I was informed about all the help there was; everyone has been fantastic since I found out about it.  For anyone in my situation, I’d say to take every day as it comes.  I had to grow up very quick, very quick, but it’s changed me for the better, and it could be worse, it could be a lot worse.” (Interviewee 17)

“I’d have to say the NCBI, because if they weren’t here we wouldn’t have anything, we wouldn’t know how to give him mobility training, or how to get him into a school without exhaustion because he wouldn’t have all his equipment, we wouldn’t know who to get in touch with in the Department of Education, nothing, we wouldn’t be in contact with other parents or…or anything, they’re like the centre of everything.” (Interviewee 26)

“…the consultant was just, ‘Oh, by the way, you should contact the NCBI’;  just by the way, you know.  He could have said it years ago, I didn’t know who to contact, to get in touch with the NCBI… Ring NCBI on day one, ring them, if I could tell anybody that, that would be the first thing, ring them and they will tell you…” (Interviewee 27)

“The most useful support?  I believe you need a network; if you have a problem like we had a problem you need to be able to go somewhere or to someone and if they can’t answer it they can tell you who can…give telephone numbers….help with a lot of issues…and you get to know  …mobility training, we’d go to both Guide Dogs and NCBI…at Guide Dogs you’d get long cane training, so if you start off with that…” (Interviewee 28)
iii) Issues arising for service providers  

Although the parents interviewed for the Archive are not representative of parents of vision impaired children or sighted parents of vision impaired children as a whole, a number of issues came up often enough to suggest that these are matters that require closer consideration, especially by service providers.

· Parents frequently referred to the difficulty of accessing information about the kind of support available and where it might be found;

· The ease with which advice and expertise can be accessed would seem to depend on the accident of geography and on the particular individual professional that one meets.  This can hardly be described as a support system.

· It is quite clear from a number of interviews that disability causes significant additional costs which in turn causes hardship for some families and has the effect of increasing social exclusion.  

· Lack of awareness and understanding of disability issues by professional staff in health, education and social care professions, referred to throughout the interviews, indicates an urgent need for disability awareness to be built into professional training.

· The survival of families with disabled children as effective, family units seems to rely on the determination and commitment of the parents despite the lack of external supports.  The external support which seems most effective seems to come from the extended family and the voluntary sector.

� �HYPERLINK "http://www.ncbi.ie/services/services-for-individuals/library/archive-project-reports"�http://www.ncbi.ie/services/services-for-individuals/library/archive-project-reports�
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