Scenarios for group discussion, illustrating some issues in caring for patients with learning disabilities

1.   Josie, 18 year old with mild LD comes with her mother – Josie is plump, giggly, intimidated, doesn’t talk to you.  Mother asks if you can give her Depo Provera as she thinks she is sexually active – she doesn’t go out when she’s at home, but has a certain amount of unsupervised time at the Day Centre she attends and her mum worries about what she might get up to there.

(How urgently do you have to decide what to do?  Difficult to assess her understanding of what’s involved and her capacity to consent.   Could consider referral - possibly an experienced Practice Nurse or a doctor who does regular Family Planning sessions may be able to communicate with Josie.   May be helpful to be open with her mum about the difficulty of the situation – need to avoid giving her the impression you’re being obstructive, make it clear you want to help both her and Josie.)

2.  35 year old Diane with moderate LD lives in a Care Home.  An inexperienced young care assistant comes with her and says she seems to be getting friendly with a male resident and says the Manager has asked her to bring her for contraception.

(This one may be harder than the first because of the possibiilty of abuse within the care home.  If she has ‘mod’ LD she probably won’t have capacity to consent.  GP may need advice about this one! – wouldn’t feel confident making the decision on my own.  Discuss with colleagues or with LD team? – perhaps nurse with LD team would be helpful resource.)

3.  John and Jean, a couple in their 70s, come and see you to discuss their worries about their son Thomas, 48, who has Down’s syndrome and has lived with them all his life.  They had thought that when they die their daughter would take care of him, but her husband has been diagnosed with Multiple Sclerosis so they feel her hands will be full.  What advice can you give them?  What possibilities are there for Thomas?

(People who might help include the local Social Services Disabilities team, who probably ought to know them already, the local NHS service for LD and the Down’s Syndrome Association.  The options are probably a Care Home or supported accommodation.  The scenario doesn’t tell us how Thomas is – he might even have a job, or he might be in poor physical health himself.  He might have undiagnosed hypothyroidism or early dementia – his parents may be longsuffering and protective.  And do Joan and Jean need more support while they continue to care for Thomas?)

4.  You are asked to visit David, 40, who has severe LD and lives in supported accommodation for people with LD (4 people living in a small house, with 24 hour care with 2 carers there at all times).  The message from the Receptionist is that the Senior Care Assistant says that over the past few days he has become more agitated and difficult to deal with. What are your thoughts and ideas as you plan the visit?

(How long is the history – is it really a few days only?  Will the care asst know enough about what’s going on? Who else might be able to contribute info about him, e g Day Centre, any relatives who visit regularly, another staff member who knows him better.  Will I be able to communicate with him?  How? What might be wrong? - Physical e g infection, constipation, toothache, etc;  Psychological causes e g psychosis, dementia;  Social e g change of carer or other loss, abuse;  What other morbidities does the pt have?;  what medication is he on? (anticonvulsants?  Psychotropics??  Who else might be able to help assess? – psychiatrist for LD; Does he have capacity to consent to treatment? (unlikely if he has severe LD)

5.  Your practice is reviewing uptake of smears for QOF;  the practice nurse reviewing the notes of non attenders notices that a significant proportion have LD – what should the practice do?

(important that policy allows each person with LD to be seen as an individual – some may have been at inc risk of cervical cancer but others are likely to have no sexual experience;  how do you find this info out?  How do you explain to someone with LD (a) the process of having a smear and (b) why they are recommended.  When a woman with LD comes for smear, how do you make the experience as OK as possible for them?  How do you get informed consent?  This will all be easier to do if practice has system for Health Needs Reviews for people with LD – see no 6)
6.  What special consultation skills do you need for patients with LD?

(Enough time - don’t be in a hurry, speak to patient before speaking to carer, find out what is the best way to communicate with them, use simple language, use concrete examples and avoid complex or abstract ways of expressing yourself, keep checking what they understand, triangulate info with carer, use pictures and diagrams)

7.  What should the practice do to ensure equal treatment for people with LD?

(Staff awareness - ? training – pts may need help filling in forms, double appts, help making appts and understanding appt systems, appts at special times, simplified written information or pictures, staff knowledge of local services including voluntary sector;  ? health needs reviews as intended in QOF but not actually in it!;  system of support for carers)

