Transcript of Sarah Bryan's speech at Losing Patients Campaign launch 

Sarah Bryan's speech at our campaign launch jointly held with Sheffield Royal Society for the Blind. Mappin Street, Sheffield, 19 July 2009

Audience claps

Steve Winyard (RNIB): Our first speaker today is Sarah Bryan who works at Sheffield University. She's going to tell us something of her experiences trying to secure accessible health information.

Sarah Bryan: Thank you. The experience I'm going to talk about today is something that I'm sure many of you will be familiar with. I've never been able to access health information from the NHS, but something that happened two months ago particularly upset me. 

I went in for the cervical smear test, a very private and confidential thing I think we would all agree.  

The nurse who conducted it was absolutely fantastic. She asked me "do you want your results in braille?" so that got my hopes up. First time anyone had ever asked me, I was really happy.

However, about two and a half weeks later, I got a call from my local GP surgery, to say that my request to have my results in braille had been refused; they said Sheffield health weren't able to do it. I said "sorry, no is not an option, I can't read my results", and they said "can't someone else read it to you?" and I said "no not really, it's confidential." At which point I asked if they could please take this up with Sheffield health on my behalf, and they said no, if I wanted to take this further it was up to me.

So I then spent a couple of hours, I think it was, on the phone to Sheffield health, shunted from pillar to post, one person after another. No one knew how to get me the information in braille, and the same response, "can't someone read them to you, what about your husband?" and I just kept saying, "it's confidential, I don't want anyone else to see this, if there's a problem I'd rather break it gently to my relatives in my own way." I do have a family history of cervical cancer so I was a bit more concerned perhaps than normal. 

Anyway I finally got through to a lady who said yes she had my cervical screen results on the computer in front of her on the screen, and I said, "can you tell me then please is it normal?" She said "no I can't tell you, it's confidential."

Audience laughs

Sarah Bryan: I said "ok then it doesn't have to be braille it can be email." 

"How can you read emails?'"

"I can, I've got text-to-speech software, please could you email it to me?"

"No, I haven't got the authority; my manager would have to give you that."

"Ok then can I speak to your manager,"

"She's off sick for another week."

Audience groans
Sarah Bryan: In the end I got my results email, and I kept it in my inbox as a little diamond, that I really had to fight for. The frustration that I had to go through though to get the results, but no one else would have to go through that, and it really got me thinking about visually impaired people, about appointments, about test results, about the independence and the confidentiality, about the assumption that someone such as myself would have a carer, or someone that I'd be willing to share that information with, I certainly wouldn't share that sort of letter with any of my friends.

People who just expect you to have someone to read it to you just haven't considered that issue.

[End] 
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