West Midlands Family Carers Network –

“ Call for Evidence”
· Good practice:
· Birmingham hospital book
· Patient Passport book 
· Relaxing music and activities for the patients
· Undertake training in all residential setting. Health care staff and people with learning disabilities presenting the training.

·  Consultant in ALD Dudley is getting his staff team together to discuss the handling of patients with LD positive

· Role of Acute Liaison Nurse  is really good Visit to the hospitals for PWLD and families

· If you get it right for PwLD you get it right for everyone
· Needs exit interviews/questionnaire – lessons learnt
· Positive attitude to be demonstrated by staff

· Be able to see the same practitioner each time

· GP / Out Patients have a procedure to make this happen

· Sit at my sons eye level – wheelchair user

· The staff listen to me about his needs – bed removed from room, mattresses on floor.
· PUSH UP THE STANDARDS SO THAT ALL PATIENTS GET THE SAME CARE
· We are not doing it to be a pain but to improve it for the next lot of people coming through

· How can we improve services for those people for which English is not the first language ?
· What about BME and eastern European people?

Not so good!
· Staff not reading information provided
· Need for plans to be sent prior to admission
· “It’s my worst nightmare – syringes would not stay in bed, SLD how would staff cope?
· At some time he will be admitted – he would react so badly”

· “We had to go in twelve hours on and twelve hours off”

· “Care staff was horrified at the questions they were asked but could not answer”

· Do the hospitals inform people that there are services available?

· Don’t be left be left in the dark!

· What training have the health care staff training received in ALD

· Fundamental right to be given food, drinks etc

· What are the roles of family carers – why can we not have some support to enable us to have a break?
· Unless you know what care you should be getting then how can you check and ask how it will be given

· DDA – needs reinforcing everywhere

· Reasonable adjustment needed – because of the DDA

· Trust stating that they don’t have the funding for training 

· Needs people who will share the information with staff e.g. carers; PwLD

· Family carers “camp out”
· Local protocol/pathways needed
· Who should provide the ALN? Primary or Secondary care?
· Disability is seen first… “not the backache that we went with”- (Person with  cerebral palsy) What do you expect?
· The patient being moved with no notice (particularly difficult for people with autism and ALD)

· “Should there be a separate ward of people with learning disabilities”-     Carer
· “We should be in the same ward as everyone else” - User
· Do you go into hospital to rest? – can you rest in hospital?
· We need to communicate with all the patients equally
· There needs to be less indifference shown by staff

· Better Management of pain
· The hospital need to have a more open attitude to complaints letters and learn from them.

· We want a level of care that stops us developing secondary health issues …that goes for all us!

· More careful supervision and better recruitment of staff

· Quality of staff

· Many health professionals have very little experience of ALD

· Get young people volunteering to meet us with young people with learning disabilities and this might influence their future careers

· They are cared of ALD …not necessary disdain but a fear

· The parent might take the relative home  earlier than is best because they are exhausted by visiting 

· The  discharge procedure needs to take the well-being of the Carer into consideration

· On the other hand stick to your guns until you have a Carers Assessment
· I have taken the decision to take my daughter home because of the risk of her fitting –( Seizures)
· If the staff level is right then the patient’s need will be met 

· Need to review the nursing training programmes
· You cannot predict the health needs of the population
· Need the staff

· Assumption that every south Asian person speaks the same language
· When a patient in the ward is used to interpret to another patient on the ward -  A stranger is getting confidential information about another patient
· Positive attitude needs to be demonstrated by staff

· Be able to see the same practitioner each time and not different ones
· Sit at my sons eye level – wheelchair user/ Talk to my son , not me!
· The staff need to listen to me about his needs – I live with him .
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