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NCBI Archive Project
Report 2 in a continuing series

Parenting
This report, the second in a continuing series relating to NCBI’s Archive Project, focuses on the topic of Parenting. The report takes as its starting point data gathered from a survey of literature relating to Disability and Parenting and relates this to the experience of parenting in relation to vision impairment.  The experiences explored are based on recorded interviews of 16 people in 2009, supplemented by interviews with 9 people in 2008, who reside in the Republic of Ireland, and consist of accounts by vision impaired parents themselves (11), fully-sighted parents of a child or children who have a vision impairment (8), and vision impaired individuals own accounts of being parented (17).  The 16 2009 recorded interviews concerned the parenting of a total of 11 children with a vision impairment and 12 fully-sighted children, of whom 2 had other disabilities.
1. Introduction
It has been well documented that loss of vision is among life’s most potent stressors, and the focus of this report is to provide insight into, and contribute to understanding of:  how both fully sighted and vision impaired parents cope with their own and/or their children’s situation; how effectively society, through its dedicated services and organisations, supports this process; and how individuals develop compensatory ways of asserting their identity and establishing their role in interacting with others and with the environment.  

The existing literature on parenting and disability focuses on the issues involved in being a parent with a disability, as well as being the parent of a disabled child.

Amongst the existing literature, there is in particular a sizeable body of work considering parenting children with learning/ intellectual disabilities and also of being a parent with learning/ intellectual disabilities. There is, however, very little specific research into parenting and visual impairment.
Much of the research and literature addresses the experience and role of parents generally. However, the mother’s role and its impact on her child is frequently given specific consideration in the literature. In comparison, there is far less focus solely on the role and perspectives of fathers.

This review is divided into two sections; literature on parenting with a disability; and literature on parenting a child who has a disability. Within each section, there is an overview of the key issues addressed by the literature and it is these that the material gathered for the Archive Project will seek to address.
2.  Methodology
The research literature was identified by searching the online Metalib database and the online research and publication databases of various disability organisations. A selection of search terms were identified and used in different combinations, for example, parenting, disability, motherhood, fatherhood, visual impairment and blindness. A decision was then made on the relevance of each search result based upon the content of the abstract. No date or geographical parameters were set whilst searching.
In contrast, the majority of material relating specifically to parenting and vision impairment was gathered over a two month period, July and August 2009, via 16 recorded interviews supplemented by 9 more widely focused interviews recorded in 2008.  
3.  Parenting with a disability

The literature on parenting with a disability can be divided in two; literature considering the parent’s perspective; and literature considering the perspective of the child. What is noticeable, is that writers in this area appear to focus on one perspective or the other, rather than evaluating how the two compare with one another.

Three issues dominate the literature on parenting with a disability, although it should be noted that all three interlink; the experience of pregnancy and being a new mother; society’s and professionals’ attitude and reaction towards disabled parents; and the impact of a parent’s disability on their child. The following sections summarise how these three issues are covered by the literature. 
3.1  
The experience of pregnancy and being a new mother with a disability

There is recognition in the literature that in comparison with non-disabled women, women with disabilities face additional challenges even before the birth of their children. For example, dealing with the impact of pregnancy on their own health, the awareness and attitude of health staff towards their disability and the reaction of family members to their pregnancy.

A study by Blackford, Richardson and Grieve (2000), explored the process of antenatal education for a group of mothers with disabilities in Canada, to consider where their educational needs were not being met. The mothers had differing disabilities, including visual impairment, rheumatoid arthritis, Crohn’s disease and diabetes. The study found that there was a lack of information for expectant and new mothers about managing their own health whilst pregnant and also little suitable opportunity to raise concerns with health professionals. 
This was certainly supported by the accounts given by our interviewees:

“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 8)

“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 11)
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 12)

Though other interviewees 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 3)  

A need for education of family members about pregnancy and disability was identified, as was further information on caring for a baby with the mother’s disability. The study identified a need for one to one meetings with antenatal educators to enable the mother to discuss her individual requirements, increasing the availability of adaptive equipment and introducing ‘buddying’ to provide mutual support.  
There was evidence from the interviews that 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 12)

“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 11)

“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 7)  

Research in Norway by Grue and Laerum (2002) used semi-structured interviewing to explore the experiences of thirty mothers with a range of physical disabilities. Their study found that having a child firstly changed the  women’s own perceptions of their bodies, transforming the focus from medical issues and improving the body’s function, to being something that created a new life. Secondly, having a child meant, “capturing’ a gender, or ‘recapturing’ a lost gender” as it made other people look at them as a mother, rather than as a person with a disability.  

Research by Thomas (1997), considers motherhood within a social context, considering the experiences of seventeen women with disabilities who were either considering having children, were pregnant or already had young children. The author’s aim was to explore the personal experiences of these women to better, “understand the ways in which disablism manifests itself in the reproductive arena.” According to Thomas, the study of personal experiences can illuminate the social barriers faced by women with disabilities, thereby highlighting areas for social change.   

The study suggested that mothers with disabilities are particularly vulnerable due to a fear that authority figures or family members may consider them to be unfit parents, leading to removal of their children. The author suggested that because of this, mothers may feel they need to cover up any difficulties they are experiencing rather than seeking assistance. 

From the accounts given, it was not fear of being considered an unfit parent that caused anxiety in first time, vision impaired mothers, but rather a recognition that additional strategies would need to be developed to enable effective parenting:

“The big one was keeping track of him… I had a little gadget, it was in the wall, so that I could hear him crying, and I’d keep checking to see if he was fine and I was forever lifting him up to check his breathing.  I still do it… and when he started to sit up on the floor on his own; I was scared of walking on top of him so I put him into the little chair with wheels… The soother then, that was a bit of a problem because it was on the floor all the time… I took him off it when he was 3 months old; it used to fall on the floor and that, so I said, ‘That’s the end of that, that’s gone’.  “Nappies and bottles are a bit of a… at the age of three I got him off everything and now he can go in and have his own shower; I’m in the room… but he likes to do his own hair and he likes to do his own teeth, it’s much better…I do remember, going back to when he was a week old, and my husband had to go to work and I was at home with my son, and I didn’t realise that the heat was turned up too high…I had my son in a baby-grow and something else, and something else, and a cardigan to keep him warm.  I didn’t realise the sweat was pouring off him and he screamed and I panicked…my husband came back for something or other; he ran straight in and took the clothes off our son and opened up the windows…So stuff like that… but I managed, there’s nothing that you can’t manage.” (Interviewee 7). 

“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 8) 

“We kind of knew ourselves what we’d be going through, but the problems she has now we didn’t know, that we were going to be coming up to such a lot of them.  You don’t know until the child gets older; she had sleep problems as well because of the visual impairment; it does tire you out, there’s no doubt about it. We’ve only recently got appointments with the dentist to get her teeth looked at and we had her hearing done recently.  It is exhausting, but it doesn’t say I can’t cope.  I have my own visual impairment and I often say to myself ‘Aren’t I great to do such work’; I do see other girls out there who have children and they might be deaf as well.…and you wonder how they’re coping.” (Interviewee 3)  

3.2  
Society and professionals’ attitudes and reactions towards disabled parents 

Literature exploring society and professionals’ attitudes and reactions toward parents with disabilities suggests that both have a significant impact on the experience of parents. 

Thomas (1997) considered the relationship between a mother with a disability and health professionals, suggesting that receiving ’unhelpful’ help, can leave mothers with intensified feelings of losing control of the situation and of the professional taking over. 
The Archive project’s Interviewee 6 described how, from her experience, ‘unhelpful’ help can have damaging consequences: 

“I used to have the headaches during pregnancy and it got to the stage about a year…about two years before the eye blew, I’d be going mad every week, my head would go pounding, they were putting it down to migraine.  I was getting so bad that I would have to go into the hospital with it, and when they gave me an injection into the back of the neck and put me on a drip, it would go within an hour or two.  But it was all pressure that was building up behind the eye, that when it blew…they didn’t say whether it was, or if they could have detected it, but my own doctor said they could have prevented the pressure from building up behind and blowing it.” (Interviewee 6)  

In the research by Blackford, Richardson and Grieve (2000), the response of healthcare staff to expectant mothers raising issues about their own health needs during antenatal groups was such that they were discouraged from doing so again. The participants in the study wanted professionals to be more proactive in discussing mothers’ individual needs and in using their professional authority to advocate on behalf of expectant and new mothers with their families. Such negative reactions from professional staff potentially mean that women with disabilities have to deal with a further set of concerns in addition to those felt generally by women during pregnancy.    
One argument found in the literature, is that both society and professionals have disabling attitudes denying disabled parents equal treatment. Thomas (1997) sees women with disabilities as being subjected to medical risk discourse by professionals, and argues that although mothers may not necessarily recognise it as such, that it restricts their choices, for example, being sterilised or choosing whether to have further children. 

During the course of the Archive interviews, it became apparent that an argument can also be made that not receiving ‘medical risk discourse’ can affect choices:

“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 6)  
Thomas also points to parents dealing with emotions of vulnerability and self-doubt brought about by the attitudes of others, describing them as ‘the consequences of the way that disability manifests itself rather than as something inherent in being impaired.’ She argues that society sees mothers with disabilities as cared for, rather than as care givers.

Research by Grue and Laerum (2002) echoes the idea that women with disabilities are seen as recipients of care rather than as mothers and, therefore, care givers. The authors describe women with disabilities becoming mothers as, “resisting preconceptions of what social roles they may fulfil.” Their research found that mothers felt under pressure to be the perfect parent to convince others of their capability.
From the mothers interviewed for the Archive project, there was no direct evidence to support any of the above findings, but this could have been because all the parents were in contact with and received support from NCBI.  Whilst, as indicated in section 3.1 above, a number of mothers were far from happy with the care they received from doctors and other healthcare staff, there was no evidence that this was because of ‘disabling attitudes that denied disabled parents equal treatment’; that vision impaired mothers were seen as ‘recipients of care’; or that these women felt that ‘society considers such women in terms of their visual impairment rather than as mothers’ and I would suggest, far from applying only to vision impaired mothers, that the majority of all first time mothers feel ‘under pressure to be the perfect parent to convince others of their capability’.   It should be noted, however, that none of the women from this group attended antenatal groups.
A further perspective on society’s attitude to disabled mothers suggested by Conley-Jung and Olkin (2001) in their research on motherhood and visual impairment, is that society considers such women in terms of their visual impairment rather than as mothers, and there was evidence from the Interviews that other non-vision impaired parents may be guilty of this:

“ 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 13)

3.3
The impact of a parent’s disability on their child

Conley-Jung and Olkin (2001), in respect of parenting with a visual impairment, argued that research has not revealed any fundamental difference between the level of parenting provided by fully sighted and visually impaired mothers, for example, in nurturing, offering guidance and in decision making. Visually impaired mothers reported taking additional steps to overcome the challenges presented by parenting with a visual impairment, including labelling clothes and child-proofing homes. Of particular frustration to partially sighted mothers was learning to do things the way sighted mothers would and subsequently having to introduce adaptations to meet their own needs.
The difficulty or impossibility of using public transport was also identified as a specific challenge:   
“I think the frightening part for me will be when she moves up to secondary education.  The nearest one is a bit of a walk for me, especially if she ever got sick or I was needed in a hurry; I don’t drive or anything and it’s about a 25 minute walk.  It’s going to be hard to decide.  It is a lovely school and they are locked into the yard, so to speak.  It’s OK if you have a car, but you can’t depend on buses, neither can you depend on taxis.” (Interviewee 3)  
An issue that appears frequently in the literature is parent’s concern that their disability should not impact negatively on their children’s lives and the efforts they were making to ensure this did not occur:

“I was very active before it happened.  I have four kids and life was very active.  It happened in April 2007; it kind of stopped me from doing a lot of things.  It was... the cornea blew in my eye and it left my eye white, so people would just stare at me.  I went into myself and put on a lot of weight with it and I didn’t want to go out.  When it came to Christmas this year I said, ‘Here goes’, because it was either break it or stay the way I was.  The doctor wanted to prescribe anti-depressants for me but I wouldn’t take them, I didn’t want to go that route so I kind of just came out of myself and got out there… I kind of went back and lost weight and I’m getting back into a routine, even with the kids. I’m going back swimming with them and going out and getting going” (Interviewee 6) 
The literature raises this issue only in relation to mothers, although this is undoubtedly a reflection of the literature’s preoccupation with the experiences of mothers rather than a lack of concern by fathers. 
From the evidence provided by those interviewees who have a vision impairment, fathers, and often other family members, made very positive contributions:
“My children are into computers; they’re 11, 10, 6 and 2 and a half.  They understand that I’m not able to do some things with them; the oldest two understand that I can’t do it and go to their dad and he’ll do it with them.  They know about my sight.” (Interviewee 6) 

“For his birthday party, I got him a bouncy castle and I knew that he was dressed lovely because I’d bought him lovely clothes and he said, ‘Mummy, I’m up here’,   I opened my door and my husband had all the grass cut and I knew the back was lovely, and yet there was …there was nothing, and he said, ‘Try not to look sad in front of him because you’re going to be on the camera and he’ll think you’re sad because it’s his birthday’….And I suppose his first day at school was a big thing as well for me.  All the fathers and mothers there with their kids, taking photographs.  My husband with me, holding me and holding our son, I couldn’t see him dressed up and the photograph being handed to us there, not being able to see and all of that, but, thank God, he’s there, he’s a healthy child.” (Interviewee 7) 
“I lived in the residential home for about 2 or 3 months, because then my mother got her own apartment and my mother took me in then, with my baby and my partner, so she took us all in, and it worked and has been working ever since then…There was very little support there when I was very young, but there’s a lot of support for my daughter.  I’m getting the support from my own parents now, my partner’s parents, his family, and support from professional people for my daughter, and support from doctors when you need them, as well.” (Interviewee 3) 
There was also evidence, from interviewees accounts of their relationship with their children, of positive rather than negative aspects:
“But then the kids, particularly my son, would say, ‘You’re just the same, you just can’t see, but that’s OK’, for some reason he was the one who would say those things, and that would give me great encouragement to keep me going.”  (Interviewee 13)
“I can remember sometimes being out with her and I wouldn’t realise, I mightn’t see someone coming along or someone talking to me.  I remember before she went to school, she’d be at home or I’d be out walking with her and she’d tell me who was coming, or I might say ‘What’s that over there?’. And then she went to school and I remember going over to the shop or something and thinking it’s kind of strange, because she was probably not even realising she was telling me, she was probably only about four but I probably quite relied on her to say, ‘Look who’s coming over the bridge’, or whatever, you know.” (Interviewee 12)

Alongside the literature reporting the concerns of mothers that their children should not be disadvantaged as a result of their disability, is a body of work seeking to differentiate between disadvantage or damage as a direct consequence of a mother’s disability and that caused by society’s reaction to disability. For example, Prilleltensky (2004) considered the relationship between children and their physically disabled mothers, and found that it was important to them not to burden their children with worry or with providing support. She then argues that it is not the impairment itself which affects the relationship between mother and child, but the context within which it is embedded, for example, if there is lack of support to enable the mother to be a hands on parent. Consequently, Prilleltensky expresses concern that there may be an automatic assumption made that disabled parenting means an undue burden on the child, but which is really a result of lack of funding and outside support. 
One mother highlighted how disadvantaged she feels to help support her family, in relation to her disability and restricted employment opportunities:
“…not having a job and feeling (you’re) putting all the effort in and ending up not getting a job, you feel sometimes worthless so it’s important that there are facilities there that will suit people and financially give them a few pounds as well, because at the end of the day if you need to…for your fellow buy a pair of runners or a pair of jeans; if you’re going to take that on your blind pension, you’re slashing half your pension there and then, so your bills are left short.  I would gladly go to a CE scheme tomorrow if I got financially looked after at the end of the week.  Now, you might say, ‘Isn’t that all about money?’; no, it’s not, but who wants to work for nothing?, nobody.  I’d love to be able to go down on Friday and get my hair done…I can’t do that, I can’t, so that’s when you feel that you’re left behind.  I suppose it’s like that for a lot of people, but I think they should consider the people that have a lesser chance of getting what, in other times, maybe they’d be very, very capable of doing.  For instance, a person might be a lorry driver or a courier but if they were blind they could no longer do that, so there should be other facilities, and other ways around it, that’s what I feel.”  (Interviewee 7) 

Grue and Laerum (2002) found that the mothers with disabilities participating in their research faced a dilemma in that they feared that asking their children to do household chores or similar tasks could be construed as taking advantage of their willingness to help, whereas taking responsibility for certain tasks in the home, at nursery or school is generally seen as a valuable step in the process of socialisation of a child. 
An argument against this was provided by one mother. She had experience of her education within specialist provision being neglected to carry out non-educational tasks at school, and felt very strongly on this issue:

“…we didn’t get an education, we were put through the education system, but we got no education.  It’s still happening…When we were there, we were sent into the canteen for two hours, making sandwiches and things for the teachers, and you’d be sent off cleaning and you’d be doing chores for the teachers, bringing their dry cleaning over for them; like that was what we were doing for 3 years… my children’s teachers hate to see me coming up.  My youngest comes out and says to me, ‘Mam, I was in charge of the bin for the week’.  So I went up and asked, ‘Why was he in charge for the week?  What has he had to miss out in the class?’ He said, every child got to help with recycling.  I don’t believe in it, even children staying back and helping teachers:  no, I won’t let them, I just say, ‘No. they’re not doing it’.  Or bringing… you see a lot of kids that I know need help in the school, walking down the road carrying chairs to the hall or whatever; they miss out in some things.” (Interviewee 6)  

In relation to how children view parents with disabilities, the research by Conley-Jung and Olkin (2001) points to an Israeli study, which found that factors affecting a child’s view of their parents were the same, whether their parents had a visual impairment or not.

3.4 One father’s experience of parenting
The majority of research into parenting with a disability focuses, as indicated above, on the mother’s perspective.  For the Archive interviews one father, who took on the majority of child care for his two sons, shared his experiences of parenting in the 70s and 80s.  This father, interviewee 10 who will be referred to as Adam (not his own name), had been in mainstream education until he was 14, and then:

“I don’t really know who decided I should go to St. Joseph’s.  The parish Priest at the time, he had a brother who was blind and he recommended to my parents that I go to Dublin and they investigated it and that was how it happened.  I wasn’t struggling really, but I would probably have struggled at secondary though; it was really, I suppose, what was I going to do with my life more than anything else.”   
By the late 1960s, Interviewee 10 had, through glaucoma and a detached retina, lost what sight he had had.  He married in 1970 and had two sons, one born in 1972 and one in 1974:

“Being a parent myself, it was very difficult for the first couple of years; my wife wasn’t well either, she had a lot of depression after the first child was born, she was hospitalised for a while and it was very difficult.  My mother was very good… Looking back it was hard, I suppose at the time you didn’t have time to be thinking about it, but it was, and it must have been tough on them when I think about it…  My wife was much the same over her second pregnancy; she became then very…her mobility started to go and she had...it was her nervous system, and she ended up in a nursing home and she died last year.  She was in a nursing home for 10 years.  She did her best and she was a good cook, she baked bread, but I had to kind of look after them from the outset. ”
For Interviewee 10, as for the vision impaired mothers, it was the practical aspects of parenting that presented the challenges: 
“For someone who has recently lost their sight and become a father, I can tell you it’s going to be very difficult coping with that, as it is coping with a baby.  There was a gap of about four or about five years between losing my sight and having my sons.  I’d gradually come to terms with it.  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.  I suppose the first thing you have to do is learn the geography of the house, that would be the first thing, and the next thing would be how to deal with the electrics and that sort of stuff, the washing machine, to cope with that kind of thing…The other thing with a new baby for someone who is blind, it’s not going to be possible to feed the baby because I think you need to be able to see.  I suppose it’s…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. After a while you probably learn the different…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.”  

As with all the interviewees, interviewee 10 ensured that his sons’ lives were as full as possible:
“We mostly did things together around the house at home, and I would try and arrange that we were going on trips at weekends; we used to go to the seaside on the bus in Summertime, things like that, and I would try to help with the homework... I didn’t really get involved with them with the sports; one or two fellows took them with their own, they kind of looked after them.  My wife was fully sighted but she wouldn’t have the patience to help with the homework and that kind of thing; I was more into that than she was; she was much better, I suppose, with the housekeeping…There were shortcomings I suppose, they probably had more responsibility than they should have, but maybe that’s a good thing as well… My sons went to school locally and the eldest guy went to university…My sons they, in fairness to them, they ended up not too bad  When my second child got married, his pal made a speech and he said, ‘Of course, what Adam never knew, we used to go shopping with Adam and he never knew that we put cans into the basket, he thought they were cans of peas’, I’m sure those kind of things went on and I didn’t know about it.”  

Although the stereotypical view is that vision impairment has a negative impact on parenting, it may equally be the case that the extra effort required of vision impaired parents reinforces bonding with children.  The evidence from the Archive interviews, including the one male parent, indicates that this may be the case and supports Conley-Jung and Olkin’s 2001 findings:  

“I have very good relations with the second son, because he’s at home all the time, a very good relationship, I go for a drink with him and what have you, and a lot of his pals have often commented to me that they wish they could have the same relationship with their father.  I don’t know if that’s to do with me being blind, I don’t know.  I think you have to take an interest in what’s around you, what’s going on at the time.  It’s a big change, a very big change; I think women cope with it much better.  My situation, I was put into that situation, I suppose if I couldn’t do it at the time, because my wife wasn’t able to cope at all, they would have had to go into care; I wouldn’t have had that.  I think, if you want to simplify it, you do what you have to do, if you can.”

4.
Parenting a child with a disability

There are two main issues highlighted in the literature on parenting a child with a disability. The first is the impact on parents of their interactions with health and social care professionals. The second is the exclusion felt by parents from the rest of society. In addition, the issue of fathers’ experiences of parenting is also addressed in this section.
  4.1
Interaction with professionals

Clavering, Goodley and McLaughlin (2007) looked at the experiences of families with young children in hospital or community care. Their study found that the relationship between parents and professionals has a significant impact on parents. Parents felt there was a secrecy involved in decision making relating to their children’s diagnosis and treatment and so valued honesty from professionals, for instance, where they could not give an exact prognosis.
Secrecy in decision making was not an issue that arose from the interviews. There was evidence, however, of situations where it would seem that there are shortcoming in the service provided by some health care professionals:    
“My son was perfectly healthy until he was six and then he developed a brain tumour that year, which wasn’t detected initially; we were fobbed off for ages, and when it was detected it had caused enough damage to his optic nerve which caused him to lose his sight in his right eye and his peripheral vision in his left  eye.” (Interviewee 14)  

That experience severely compromised Interviewee 14’s confidence in the medical profession:

“…doctors, don’t take what they say as written in stone, I’ve come to realise that; I always thought doctors were... that they know what they’re talking about: whatever he said… I’d say, ‘That’s fine’, and, do you know… being diagnosed with migraine 3 times when he’s vomiting and it’s your child and I took it as, ‘Yes, if he says it’s migraine, it has to be migraine, he’d know if it was something else’, and he didn’t know it was something else.  And if we’d kept listening to him and not gone somewhere else God knows what would have happened; but now I question everything, you have to question everything regarding your children, I don’t care if I’m a lunatic, whatever the doctor says, I question it time and time again and look it up on the Net or whatever, to see what else anybody else is doing, because they’re no different to other people and they make mistakes, and I know they see normal cases time and again, an unusual case rarely comes up so they don’t look for it, but I think it’s the unusual case you should be looking for every day; you shouldn’t be looking for the normal every day, because it makes a drastic difference to a child’s life if you notice it, or a family’s life.  And early on, there should be early diagnosis, not, ‘Oh it might fix itself over time and don’t worry about it’, I think that we’re very backward in this country in that regard: ‘just try and get on with it’. (Interviewee 14)

“He’s a twin; they were born 3 months early and he was sighted when he was born and then, at four and a half months, he went blind.  He was meant to be monitored every two weeks and he wasn’t, and by the time they noticed that anything was wrong, it was too late and there wasn’t anything they could do.  It’s hard to be told he was blind, but to be told that something could have been done…  I had a 3 year old at the time as well.  When I was pregnant, they actually told me I had miscarried them, but when I went back then to have a D&C, it was my husband that spotted the heart beat on the monitor and told them that they weren’t… that they were there.  I had problems all through the pregnancy then.  I didn’t really feel well supported through the pregnancy because I kept telling them I was in labour lots of times and they were saying, ‘You’re not’, but I was, and then in the end they came at 27 weeks; I think you know yourself anyway, and I’d already had a premature child.  I didn’t really get much of a chance for pre-natal classes because they came at about 26 and a half weeks so I’d really only just started and only been to 2 classes.  When they were born they were taken away straight away and they were in the intensive care for 3 months, then they were allowed home, but my sone ended up back in there and for a lot of times after that.” (Interviewee 1)  

In contrast, when told that her two year old son had a tumour on his optic nerves, Interviewee 2 felt that:

“…we were well looked after from that point of view, it was a quick process.  Within the three weeks, there were a lot of things happening; he was operated on in Cork Hospital, and when he went in for the surgery they realised the tumour was bigger than they’d thought, so they closed him up and they came out and explained to us what would be going on, and they said, ‘Look, we’ll have to go back in again, and he will be blind’.  Now, to us that was actually the hard part, to be told your child is going to be blind, that was the hardest part.  In reality, that was the easy part, from lots of points of view; Adam lost his pituitary gland as well, so he would have a lot of medical problems because of the tumour and they will probably be harder to…”
Even so: 

“We probably didn’t get that much support because we spent so much time…we spent two years in and out of hospital, just trying to deal with the tumour and chemotherapy and the like, and after that the NCBI here actually were very good; that’s when they came on board and just said, ‘Look, do this, this and this’.” (Interviewee 2)

Pollock Prezant and Marshak (2006) used a survey of 120 parents of children with disabilities to explore their perceptions of interaction with, and help from professionals.  According to the authors, there is often a mismatch between what the professional and the parent consider to be helpful and they identify a need to look more closely at what the parties define as help.  

One mother, interviewed for the Archive project, who had consulted a ‘professional’ had no doubts about the quality of the ‘help’ or diagnosis she received :

 “I was always anxious about him, there were developmental challenges, particularly in school; but first of all his speech was delayed, he never crawled, he just did everything a little differently to the other children.  I took him to an education psychologist when he was probably in, maybe senior infants.  I have to say she wasn't particularly good.  She just regurgitated what I had told her, there was really no diagnostics taking place…” (Interviewee 9)

Pollock Prezant and Marshak do, however, acknowledge that existing research shows an increasing willingness by professionals to take parents’ views into account when making decisions about a child’s support needs.  Overall, parents in the study wanted a collaborative relationship with professionals, where they were listened to and their input was respected. One of the most unhelpful actions reported by parents was professionals underestimating the ability of a child and therefore lowering their expectations.  
This mismatch between what the professional and the parent consider to be helpful was very apparent in many of the accounts given relating to education, as were accounts of professionals underestimating a child’s abilities: 
“…and then we got another visiting teacher and she was the worst the 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 Dept. 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 1)

“…equipment in mainstream, I had to fight tooth and nail for it. The Special Education Needs Advisor that I came up against was totally difficult. She interviewed the three of us, my husband, my son and myself, and she decided that really my son didn't need a printer because 'blinds' don't need to print off their material because they don't see it. So that was a bit of an ego trip, I felt, and she kind of epitomised the terrible, terrible experiences and all the terrible stories you hear about the Department of Education.” (Interviewee 9)
Of equal concern was a lack of awareness of the impact of certain questionable teaching approaches:

“…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 14)

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 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 2)  

Ryan and Runswick-Cole (2008) consider parents’ approaches to their children’s diagnoses and argue that existing literature portrays parents of disabled children as either delusional, where they appear to be coping well with their child’s diagnosis, or as unable to cope and in denial. Because of what the authors perceive as assumptions embedded in disability research and the limited paths available for families with disabled children, they argue that the actions of parents are liable to misinterpretation.  They also suggest that some parents may actively seek a medical diagnosis or label as a pragmatic means of increasing their power in accessing services and support. 
Such a pragmatic approach brought results for one interviewee, albeit  in an American context, but the interviewee also highlighted the downside to this:

“…the following week he met with an ophthalmologist in the States and he was diagnosed. It all happened very fast… My son had an American education, which was great; we had fantastic health insurance: he did speech therapy twice a week, physical therapy twice a week. The school itself was one of these high performing schools, what they call a Blue Ribbon school, so they had an on-site psychologist and everything was on site, the facilities were amazing. It made you aware how deprived you are here compared… It was just fantastic in the beginning, all these amazing services and the health care professionals (but then) I started to lose track of my child, I became too involved in trying to make this child into the normal child that a child is compared to. And I just thought, this is my child, I love him the way he is and I wanted to work with the fantastic skills he has, so we just disengaged really. Not that he… I would never think that I compromised his care, but I just, as a parent I got to the stage where I felt I was kind of empowered enough to say that's enough now. If something came up, of course we would go back and pursue it and do what was needed but I did think I needed to disengage, it just became a vicious cycle…and it's not right to do that to children either, the quality became compromised, I got so focused on making it better; that's a very dangerous thing as a parent, is that perfection thing, that you forget the other stuff you know…” (Interviewee 9) 

There was only evidence from one account in the Archive interviews that points to a parent’s denial of a child’s diagnosis, and this was in relation to the interviewee’s brother:

“I have a niece with the same eye condition.  Now, we were never familiar with it, because my brother and his family never spoke of it.  If you met my niece on the street, or wherever you’d meet her, then she wouldn’t recognise you, and I might say to my brother, ‘I saw A in town today’, and he’d say nothing at all, he never, ever discussed it …I knew they went up to Dublin every now and then to see a doctor there, but it was something that was never publicised, they just accepted what the specialist said, and he said ‘Just accept it, there’s nothing for it’, so they did and it worked that way for them…We’d been aware that there was something wrong, but not really knowing; but her mother and father were excellent to her; I remember her mother taking her to Lourdes… they were probably hoping that something might happen there.” (Interviewee 4)  
This same interviewee spoke, not of denial, but of anger and how she deals with it, over her grandaughter’s situation:

“…what I found important was accepting what the condition is and just to work with what they have.  I was very upset, but I was very angry with everybody and I was really angry with God, really, really angry and I felt if her parents were there, we could cope with the situation, but I just felt she’d lost her mother, lost her father and now to lose her eyesight, it was very unfair for a young girl to have to go through that; I suppose that kept me going for a long time; I was cross, I was really, really, cross. In the last year, beginning to accept things makes it easier, if you can accept, and if something good happens, it’s a bonus. And to encourage the child to do whatever they want to do, not to stop them from doing anything…to do whatever they feel is right and to encourage their schooling and to get whatever help is there.” (Interviewee 4)

The overwhelming evidence provided by Interviewee 4 and the other interviewees is of parents and carers who wish to understand the implications of their child’s diagnosis, research current developments, utilise their findings to provide the best possible support and challenge assumptions of ‘limited paths’ :

“My granddaughter was 12 when she was diagnosed, 3 years ago.  So we went to the States to see about these glasses that we’d heard were very good for Stargardt’s, and we went over there and got the glasses…  We’ve explored an awful lot and my daughter’s always on the internet…” (Interviewee 4)

“…he’s totally blind and he’s in a mainstream school… We’ve always told him that he can do anything that he wants in this life, he’ll just do it a bit differently…he loves skateboarding…skateboarding!  He was learning how to skateboard in Florida last year and a guy put videos of him on You Tube, learning how to skateboard, so he has a video on You Tube” (Interviewee 1)

“I got in contact with ‘Learning for Life’, a Montessori school; I told them she was visually impaired, that I wanted to send her because they thought it would be good for her to start at two and a half.  She was rather iffy about it because she said they don’t’ usually take children until they’re three, but she did agree.  I went in before she started and met with her pre-school assistant, and she is brilliant, she’s like her second mother…” (Interviewee 5)
“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 1)

“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 9)
A review by Hornby (1992) considers eight published personal accounts of fathers’ experiences of parenting children with disabilities, and although the review does not claim to be reflective of fathers’ experiences generally, identifies some interesting themes. One of the themes identified is the negative feelings fathers have towards professionals involved with their children and towards members of the public. The author suggests that this may be because fathers tend to have less contact than mothers with professionals, receiving information second hand and therefore not having the opportunity to build up the same relationships with professionals that mothers do.  
The evidence from the Archive interviews supports the above author’s suggestion that it is mothers who take on the role of liaising and negotiating with a wide range of professionals.  
4.2  Social exclusion of parents with disabled children
The literature identifies the exclusion of parents of disabled children from society in a similar manner to the exclusion experienced by people with disabilities.

In Clavering, Goodley and McLaughlin (2007), researchers describe how parents of children with disabilities can feel they are excluded by other parents or within social contexts. Literature on the UK’s Every Disabled Child Matters programme (Every Disabled Child Matters 2007) suggests that coping with the costs of care and the parents’ reduced earning capacity means that families of disabled children are more likely to live in poverty than others, therefore further compounding the likelihood of social exclusion.
This situation was highlighted by Interviewee 3, who, like her daughter, was visually impaired and had experience of living in straightened circumstances:

“Because we were never taught how to socialise, I never felt comfortable,…it’s hard for me to say that and it’s not got easier; I think it also comes with your disability as well…I lived in the residential home for about 2 or 3 months, because then my mother got her own apartment and my mother took me in then, with my baby and my partner, so she took us all in, and it worked and has been working ever since then, and we’ve been getting on great and I’ve got some support now.   But we all moved again and the house we got wasn’t very nice, it was damp and my child got very sick and we were paying a lot in rent; my mother went into a hostel just for the time being until she got her own place again; she was helping us and supporting us and doing what she could for us.  We moved out of that house because of the neglect of the place; when we got up in the morning out of bed our clothes would be damp so we moved as the child still wasn’t well; we got a place just round the corner which looked a bit better than the one we’d been living in…but noticed after two or three months that there was something not nice about the place, it was rat infested and mice infested and we had dogs coming in, it was just terrible, having to live like that you know.” (Interviewee 3)
There is evidence from other interviewees of the additional costs associated with their children’s disability:
“My husband works away a lot, so I had to deal with quite a lot on my own, but somebody has to bring in the money too, because being in hospital, that’s the killing part, emotionally hard, but you equally have to have money to keep going in all these places.  But the hospital now, in fairness, they’re great…because what they have, they’re like camp beds, so parents get to sleep in the room with their children, because, when they’re going through chemotherapy, they’re sick quite a lot and you have to be there.” (Interviewee 2)
“We had to fight for IT equipment for him in secondary school.  The visiting teacher had applied for it when he was in primary school; we ended up having to buy all the equipment ourselves; it came to €15,000 and we had to wait two years to get the money back, because otherwise he was going into school with no equipment and that wasn’t going to happen, because the equipment that he had in primary school wasn’t good enough to go on to secondary school.  When the visiting teacher did address it, we knew he wouldn’t have had it in time.  Schools don’t have funding for equipment like that.” (Interviewee 1)
In addition to feelings of exclusion from society or from interaction with parents of non-disabled children, Ryan and Runswick-Cole (2008) suggest that mothers may also find themselves excluded by certain elements of the disability sector due to their lack of disability. They point to a view held in some disability literature that mothers oppress or inhibit the potential of their disabled children and that, for instance, non-disabled parents should not be involved in decisions on a child’s education, as they will have difficulty envisioning their child in mainstream schooling.  

There was no evidence of this from the mothers interviewed, indeed all mothers wished their child to attend mainstream schooling and it was more likely to be the case that 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 1)  

Despite the above experience, Interviewee 1’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 1)

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 3) 

Interviewee 9’s son, however, 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 9)
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 14) 
“…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 4)  

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 16)
Ryan and Runswick-Cole (2008) also argue that the non-disabled parents of disabled children are undervalued by society. They describe the high level of involvement, competence and advocacy skills developed by mothers of disabled children, who essentially take on the role of activist, but receive little recognition for their contribution.

In relation to the above and taking on an activist role, one mother highlighted another possibly under researched area: 
“There is a network for people who are educating their children at home here, but there’s a kind of subversive element to it; our constitution is amazing, as a parent our primary role is as educator, but if you actually try to be…they set up the National Education Welfare Board, and this kind of, I think, spooked people, that there was a kind of a witch hunt mentality for some people. And I Googled it and read about it; this is years ago now... it made people want to go underground, they didn't want to be upfront about it. And to be honest then, they didn't want I suppose... they wanted to decide their own syllabus, maybe they were afraid that they would take what was in school and kind of enforce it, which is what you're trying to get away from. That was an interesting experience, when I was interviewed by the NEWB and I brought all our project work and all my son’s work. But he wasn't fully convinced of everything until I told him that we were part of the Irish Guide Dogs, and we were puppy walkers at the time, and he was writing furiously, he kind of put, ‘Well it's good because they're actually teaching him to engage and care for something’, and then all of a sudden, it was how grand…they obviously were just afraid that he was being... I don't know, perhaps that we were training him to be part of the Al Qaeda or something!” (Interviewee 9)

Interviewee 2 also demonstrated a high level of involvement and the importance of developing a support network to draw on:

“For us, I suppose the biggest thing was trying to get him into mainstream school… The first two years at school…now we realise the visiting teacher we had was weak, and things that we could have been doing at school… it was actually someone at NCBI who organised another mother to come and teach us Braille, and the girl who was his SNA learned Braille at the same time and, from talking to that mother there was lots of little things she taught us, ‘You can be trying this, this and this’;  you know, mothers are great because they’re a source of information…” (Interviewee 2)  

Interviewee 14 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 14)
4.3   Fathers’ experiences of parenting children with disabilities

As already stated, the majority of literature on parenting and disability focuses on the experience and role of mothers, rather than fathers. Hornby (1992), carried out a review of a small number of personal accounts written by fathers of parenting a child with a disability, which gives an indication of how these particular fathers experience parenting in this situation. As previously noted, however, due to the nature and size of the sample, these accounts are not representative of fathers in general. The fathers describe having the same intense feelings and emotions that mothers report experiencing upon the diagnosis of their child’s condition. Their accounts point to fathers moving through different stages of adaptation to the disability.  Stress was identified by fathers as having a significant impact on the lives of families and marriages and fathers also felt concern at being able to find suitable long term care for their children. Fathers’ feelings towards their disabled children, both positive and negative, were intense and the accounts also reflected feelings of personal growth as a result of parenting a child with a disability. 

There were no fathers of vision impaired children interviewed by the Project.  However, one mother did comment on her husband’s reaction to their child’s vision impairment noting that, following on from another traumatic event,  when told that their son of four months was blind:

“My husband is a very, very strong person but he fell to bits, which shocked me… I think everything sort of caught up with him.  My husband is brilliant with him – he’s had him racing motorbikes, doing wheelies on motorbikes, doing the kid’s bungee jumping; my son has been skiing and my husband has had him doing everything…” (Interviewee 1)

5. The importance of parenting
There is relatively little research exploring the issue surrounding parenting and visual impairment. A qualitative study undertaken by Chien-Huey Chang and Schaller (2000), looked at the perspectives of adolescents with visual impairments on the social support they receive from their parents. The study involved twelve young people making the transition into adulthood and focused on the different types of social support provided to them, both in terms of practical support or provision of information, and in terms of emotional support. The study looked at the processes involved in providing this support to the young people. 

The study found that young people link being supported by parents with feeling valued. In terms of emotional support, the study’s participants felt valued when they felt they had a safe and permanent home, were included in family activities and felt their emotions were recognised. Where informational support was provided to young people as suggestion rather than as instruction, it was welcomed, including information on their visual impairment, about friendships and personal interests. Practical support was most valued where parents demonstrated respect for their son or daughter’s interests and decisions. The study concluded that in order for parents to support their children effectively, they were likely to need the support of the professionals around them to assist them in dealing with their own feelings towards their child’s disability.  
To some extent the findings from the study above would be expected in relation to any child regardless of vision impairment.  The kind of issues which might be anticipated when either a parent or a child is vision impaired may make the achievement of successful parenting more difficult.  However, the evidence from the interviews carried out as part of the Archive project suggest that parents are well aware of potential problems and adopt a wide range of strategies to ensure that these are addressed.  It should be noted that the parents involved in the interviews are all supported in turn by NCBI and the contribution by NCBI  as an element in securing successful parenting is consistent with the findings of Chien-Huey Chang and Schaller.  

“I was born with many difficulties including a visual impairment and a speech impairment which led to my parents receiving initial support and advice from a Social Worker to help them access relevant services to help me overcome the difficulties and medical advice etc.  I had many operations on my eyes to improve my sight but it did not work out. Due to this, I can only see partially from my right eye. The Social Worker who was working with us at the time put us in contact with NCBI in Galway. 

…Since I was a child, I was assigned a Resource Worker who liaised with us on a daily basis if required. In the first few years of my life I don’t fully know what was happening but my parents have highlighted that “the support we got from NCBI was wonderful.” We were involved in a club where we met other parents who have children who have a visual impairment and some were also blind…As I was a determined child, to get on with my life in spite of my sight difficulties, it helped my family to cope with the challenges.  My parents have been there for me through thick and thin...” (Interviewee  5/08)

Another young person who was 22 at the time of her 2008 interview,  paid tribute to her parents’ parenting style, in particular their ability to respond imaginatively to situations as they arose:

“I was a premature baby, and three months old before doctors discovered that I had a sight problem. My parents were upset when they later realised that I was completely blind. They also knew that I was very lucky to be alive, and that being blind wasn’t really a big deal. They would find ways to adapt, and as long as I was healthy, they would find a way to cope.

I have a brother and sister who are three and seven years older than me respectively. I think my parents made an effort to treat us all equally, therefore I never felt different from them growing up. Our house was never adapted especially for me. There were no stair gates or locks on cupboards. I would go outside and play in the garden, and learned not to go near the road. If I fell, I would get up again and nobody made a fuss. My parents tried to buy me toys that made sounds, but there weren’t many available when I was small. I had a tape recorder that I took everywhere and recorded sounds. It was like my camera. They encouraged me to play with jigsaws and toys with different textures. They also encouraged me to do similar activities to my brother and sister. They would do their homework after school and of course I would want to copy them. I would try to draw on paper with a pen or markers. I got stencils and shapes that I could draw around, and my parents would cut out shapes and write whatever I wanted on my pictures. 
I admire my parent’s approach to parenting. They encouraged me as much as possible, even when things weren’t always accessible. I could interact with family and friends, and I don’t think I really thought being blind was anything different until I was much older. Their positive attitude has affected the way I live life now and how I view disability. I don’t think being overprotective or wrapping a child up in cotton wool benefits a child at all, especially in later life.” (Interviewee 6/08)

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 referred to on page 23, where although the majority of Interviewee 9 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.   This is particularly the case where children attend residential schools.  From accounts of vision impaired adults who as children attended specialist residential education, self-esteem does not seem to be high, especially in those who attended specialist education before the 1990s:

“Social life… that was nil.  I was fortunate, if you can call it fortunate, I was made a kind of senior boy and I used to get out on a Friday afternoon and I’d usually go to the cinema; that was the only social life.  Very occasionally there’d be something; you’d have a Christmas party and people from the outside would come in and we’d go on an occasional outing, we’d go here and there, but it wouldn’t be any more than two or three a year, something like that.  It was…very strict… Plus the fact you didn’t have anyone to turn to, you couldn’t go to your parents; it was made to look like it was your fault anyway.  I know that some fellows still have a lot of problems.  I suppose I moved on.”

(Interviewee 10 – at school during the 60s)

“I was there for 13 years so I was probably the one that was there the longest…I went very, very young.  My sister was already there, she’s eight years older than me.  It helped a little, but we wouldn’t have seen each other much because it was divided into groups, babies, small kids, bigger kids, then secondary would have been a separate section.  When I started I only got home at Christmas, Summer and Easter, but then it went to every two weeks and then it went to every week, and then I got greedy and I just left.  My first impression of the school was that it was huge; I remember my first day, which was kind of good because I was only 3, I just remember that there was a big hall, a big play hall where they used to play and keep their toys, it was huge, probably not all that huge now, but when you’re 3 everything seems huge.  And they had a playground. I hated it when I was there, but looking back now I think it was excellent for the kids that were visually impaired.  Looking back when I was there, I hated it, I hated it because I never got to go home and they were very strict about things, but looking back now it was actually really good for routine (Interviewee 8) 

“When I was five I had a little more vision than I have now; my mobility was good.  I went to the school when I was about 4 and a half or five and went home every second weekend.  My brother went the boy’s school as well.  I didn’t like it; I was even very scared to go up and down on the train.  We never heard from my mother or father at that time because of their own problems at that stage, so we’d kind of wait for a phone call to come; it was only every so often it would come.” (Interviewee 3)

I started at specialist education at three and it was residential; my mother had 14 kids and I don’t blame her, there were 5 of us that were visually impaired.  Just me and my sister went… and I had 3 brothers who went to the boy’s school. I was there for 13 years so I was probably the one that was there the longest…I went very, very young.  My sister was already there, she’s eight years older than me.  It helped a little, but we wouldn’t have seen each other much because it was divided into groups, babies, small kids, bigger kids, then secondary would have been a separate section.  When I started I only got home at Christmas, Summer and Easter, but then it went to every two weeks and then it went to every week, and then I got greedy and I just left  My first impression of the school was that it was huge; I remember my first day, which was kind of good because I was only 3, I just remember that there was a big hall, a big play hall where they used to play and keep their toys, it was huge, probably not all that huge now, but when you’re 3 everything seems huge.  And they had a playground. I hated it when I was there, but looking back now I think it was excellent for the kids that were visually impaired.  Looking back when I was there, I hated it, I hated it because I never got to go home and they were very strict about things, but looking back now it was actually really good for routine and they did actually give us everything, like piano lessons, dancing lessons… When I started there were 30 children in just the group that I was in; there were babies, juniors, seniors and senior seniors, and when I started in the baby group there would have been 30 children, so (for the staff) it was hard to be affectionate to 30 children.”
This mother now feels that, if she had a child who had a vision impairment:

“I think I would try in the mainstream school, I think it would probably work out better for the child; boarding was hard for a child… I had a big family so I was used to not getting attention, but for an only child it would be very hard, especially having to send them off every Sunday; I hated Sundays when I was a child, that was when I had to go back to school, which took two to two and a half hours on the train.” (Interviewee 8 – at school during the 80s)

“I’m quite glad that I went to mainstream, even though I didn’t have the help that I’d have had if I’d gone, say, up to Dublin to a school for the blind; I’m quite glad I was left in mainstream.  Unfortunately, I tried my daughter in a local school for just a month when she started school but it didn’t really work out because there were about 39 in the class and they were meant to have one helper at that stage, but they didn’t even have a helper, never mind a special needs assistant.  There was talk that they’d try to get an extra helper, not even a trained person, there wasn’t even another teacher to bring a child to the bathroom; the person was there with 39 children.  That wasn’t going to work. I would feel very strongly that a child with a disability, if at all possible, that they should be able to go to their local school, to stay in their locality with their local friends, not to be singled out to have to go away in a bus or whatever to another school.  They should be able because I know, after my daughter wasn’t able to continue on at the school after the month, I felt so sad about it, but I knew it wasn’t going to work, she’d just go for about 2 hours in the morning, they just weren’t able to cope with her.  But I can hear the children in the playground from where I live after my daughter had left and gone to the special school, I would hear them and I’d hate it, I would get upset to hear the children playing, because I used to think that my daughter should be over there, not shipped off somewhere else.  But I know things have changed a lot, schools are now better equipped to take children with special needs.” (Interviewee 12)  

Some of the accounts detailed in this report might suggest that the quality of support and expertise available in mainstream education is variable and might, therefore, call that final statement into question.  Regarding the decision of whether to opt for mainstream or specialist education, there are unfortunately no formulae that can be applied as circumstances vary enormously.   

5.1 Nurturing independence
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 them 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 14)

“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 3)  

“He has a laptop with Jaws on it and he has a Braille Note…The Braille note has got a Daisy Reader, and his Braille machine.  He’s got all his own equipment; he’s got a talking mobile phone, a Victor Reader… he has all that himself.  He’s big into technology and he’s very good, and he’s really good at figuring things out on the internet, he’s great, very technology minded.” (Interviewee 1)

“The school brought in an outside resource teacher to help him with technology.  He used to love the Little Miss and Mr. Men books so what she’d do, she’d get him to type it into his computer, and they had the Braille Blazer and it would come out in Braille for him, so he was learning how to do the things but he was also getting something that he loved at the other end, so it was good.  At home he has a laptop with speech which he had when he went to secondary school and an ordinary printer, but at school he has a Braille Blazer and a scanning machine.  In secondary school they tend to give out a lot of leaflets, teachers tend to give out handouts and his SNA just prints them out in Braille for him.  He had a technology assessment through NCBI and recommendations are then made to the school.” (Interviewee 2) 

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.  Brian Mann provided training; he’s fantastic, from the NCBI, he’s brilliant. He assessed my son… Brian goes up to the school and up to the home, he’s very good. …” (Interviewee 16)

“He has a laptop, but it’s a ridiculous concept, it’s not assigned to the child, it’s assigned to the school, so when the child leaves the school, the laptop stays there with all his stuff on it.  If there’s no other partially sighted child coming into the school, it’s just left there unused, no matter how much it cost and he has to start and apply for another lap top and get all his stuff put onto that.” (Interviewee 14)

Interviewee 16 voiced similar frustrations:

“It differs from school to school but most schools won’t let you take a laptop home because it’s actually school property; some schools do, it’s at the discretion of the Principal…when they’re starting different subjects and different applications…we started using memory sticks although the school didn’t want us to…I can understand why they didn’t want to release the laptop to take home because of their insurance if anything happens, so he uses memory sticks and he pops it into our laptop, but we had to be careful because we had a virus on our own laptop so we had to get that all sorted out and we couldn’t use any memory sticks until we got all that sorted, so there are a lot of issues really.  (Interviewee 16)    

 “…when she got her lap top she was told it was hers because we had to insure it ourselves.” (Interviewee 15)
“…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 16)  
“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 4)   

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 12)  

Another 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 14)

“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 4) 

“…and I’d be concerned that if I used a cane it would be an advertisement of vulnerability…” (Interviewee 11)

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 2)

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 13)
Another interviewee, a vision impaired mother who had initially rejected the long cane,  “I threw it away.  I’d have tantrums, I was terrified. If anyone was with me I’d hide it under my jumper…” did, however, offer the following advice:

“Use the white stick, it’ll work wonders for you.  I rejected it so badly, for a long time…luckily enough I had people with me; I would hit myself on poles, I would walk into people, and I said to myself one day, ‘Do I want to look as if I’m a junkie, drugged out of my head, drunk, or stupid, or do I want to look as if I’m blind, and here’s the symbol, here’s the white stick?’.  People will respect you more for using it, but they won’t have any respect for you if you don’t, and I experienced that.  I was called stupid.  You have nothing to hide if you use a white stick because people say, ‘Oh, just another blind person’, there’s nothing to hide, but if you go round with no white stick, what’s going on…the sighted person doesn’t know.” (Interviewee 7)  

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, both 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 Adam 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 Adam, 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 2)

“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 14)
“…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 16) 

This is an issue that Guide Dogs may wish to review. 
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 3)  

“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 6)

“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 7) 

“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 8) 
“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 11)

“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 12) 

“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 13) 
Non-vision impaired parents with vision impaired 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 1)

“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 2) 
“…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.”  (Interviewee 4) 

“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 5)
“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 9) 

“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 14)

“…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 15)

“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 16)
5.2 In conclusion 

Although the parents interviewed for the Project are not representative of parents of vision impaired parents or sighted parents of vision impaired children as a whole, a number of issues recur with sufficient regularity 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.

· Availability of access technology appears to be an arbitrary arrangement with individual schools and the situation might be improved if there were standard criteria for the allocation of technology and if the technology concerned were attached to the child rather than the institution.  

· 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.
The final words in this report have been left to two mothers; one a mother who is herself blind: 

“People do say to me, ‘Well, what’s it like to be blind and have a little child?’.  The saddest thing for me was when I got back to my child and I couldn’t see him, and even today it hurts me so much that I can’t do the things that other people can do, like taking him to school, down town, or whatever.”  (Interviewee 7)

And one whose feelings express the essence of parenting that came through from the Archive interviews:
“How has having my children changed me?  It has changed me completely…The woman who had the operation a few months ago to see, people get very caught up on cures, and I thought to myself, if my children were cured as in that they could see…it scared me; I’ve parented two disabled children, two visually impaired children, and I would be at a loss, who am I?  I would find it quite…I am so caught up, it’s my image, it’s my fight, it’s our fight and…loss is the word; and I see it with my brother-in-law who is in his late 30s and his greatest dread is to be cured and I think that …because it’s how he defines himself; I think that’s how I define myself; it’s so easy as a parent to focus on your children…it is very much part of me…” (Interviewee 9).
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