
WHAT YOUR PATIENT IS THINKING

What a patient with a learning disability would like you
to know

OPEN ACCESS
Emily Smith has Down’s syndrome and is an Expert by Experience at the University of Nottingham.
After a visit to an emergency department (A&E), she was referred to her general practitioner. Here
she contrasts the interactions she had with the different healthcare professionals

Emily Smith
I didn’t want to come and see you because last month I had to
go to A&E when I had a funny turn in the town, and the people
I saw were rude and talked to me like I was a child.
The doctor in A&E said, had I had breakfast? I said, no, not yet.
He didn’t give me time to tell him I was meeting a friend for
breakfast afterwards, and he said I was a “silly girl.” I don’t
know why. I’m a 26 year old woman.
Sometimes in A&E people with learning disabilities aren’t given
anything for pain. Maybe it’s because people don’t listen with
their whole self to see the person is in pain. My friends and I
do feel pain, it’s just not true that we don’t!

Talk to me
When I was little the doctors always said hello to me first, now
I’m a grown up not all of them do. They talk to my carer. I am
a person and it’s my body. I know I don’t always talk clearly
so you can ask the person who is supporting me for help with
what you don’t understand.
I don’t like it when they use upside down language! “Positive”
results are bad and “negative” is good, I didn’t know that.
I have been so frightened since that A&E doctor said he was
going to refer me to see you. I thought I was in trouble or really
poorly. So I brought Eliza with me today who is the learning
disability acute liaison nurse, but you were lovely.
I didn’t even know what “refer” meant, but you explained that
to me clearly. You told me it was like an introduction, not a
mention. You said if you needed to refer me it would be like
introducing me to someone who knew that bit of the job and
that bit of the body best.

You asked if you could call me by my name and didn’t make
me feel silly when I told you I was a bit anxious.

Show me
You smiled, and each time you explained something you had a
picture or a model so I knew what was happening in my body.
I felt in charge for a change.
The leaflets you gave me made sense and there were only two
of them.
I now know that it’s important not to take my tablets on an
empty tummy thanks to you, and I promise to always have
breakfast!
You were just brilliant!
The doctor I saw in A&E could really learn from you. I’m glad
I’m healthy. Thank you!

I thank my colleague Helen Laverty (@helen_laverty), a learning
disability nurse lecturer, and Hayley Goleniowska (@DownsSideUp),
whose daughter has Down’s syndrome, for their support.
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What you need to know

• Talk to me, not my carer, but you can ask my carer for help if you need to
• It helps when you use pictures to explain what is happening to me and don’t use upside down language
• My friends and I do feel pain so give us pain relief like you would for someone who doesn’t have a learning disability

Further resources

Face Scale to help assess pain in people with learning disabilities (http://wongbakerfaces.org/)
Health Equalities Framework (www.ndti.org.uk/uploads/files/The_Health_Equality_Framework.pdf) and the GMC’s guidance on learning
disability (www.gmc-uk.org/learningdisabilities/302.aspx)
The Down’s Syndrome Association (www.downs-syndrome.org.uk/for-professionals/)
Down’s Side Up blog (www.downssideup.com/)
Down’s Heart Group (www.dhg.org.uk)
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