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Home:

Going into hospital for a person with learning disabilities is likely to be frightening, confusing and stressful.  People may not know what to expect and may have problems in communicating with you about their illness or accident.  A person with a learning disability may also have additional everyday needs that you need to be aware of, e.g. epilepsy, eating and swallowing difficulties, personal care needs or behavioural distress etc.  It is vitally important that you understand these at point of admission.  Understanding these needs will prevent diagnostic overshadowing, [a term used to describe when it is assumed the issue is related to the persons learning disability rather than any physical illness], and help you to begin care and treatment as soon as possible.  

What is a Patient Passport?

A Patient Passport is a document that should be asked for at point of admission into services.  It will articulate the person’s everyday needs and will identify the important aspects of a persons life that you need to be aware of, for example, likes and dislikes, and thing that the person need help with.  These will include:

· Personal care

· Mobility/fall

· Communication

· Keeping safe

· Eating and drinking

· Going to the toilet

· Seeing and hearing

· Epilepsy

· Pain

· Positioning

· Taking of medications 

The Patient Passport will also identify the person who knows the person best; this may not be the carer who is with the person at the time, this could be the bank staff or carer on duty at the time.  The person who knows the person best will be able to advise and support you to understand the person’s individual needs and will be available via the telephone.


Medications; a high number of people with learning disabilities may have epilepsy and it is vitally important that the branded medications are used and the anticonvulsants are given at the times prescribed.  Family  and professional carers will be bringing in the persons prescription or MAR [Medication Administration Record] chart to enable you to view the current medications prescribed

Who completes it?

The Patient Passport will be completed by the people who know the person best, for example family, professional carers or staff working within the CTLD’s [Community Teams for People with Learning Disabilities]

Whilst most people will bring in a Patient Passport, it could be completed at pre-assessment or within the acute hospital at point of admission.  Families, carers and professionals are keen to complete this document to share with you the important everyday needs of a person’s life and it would not take long to complete.  Offer this to families and carers if the person does not have one at point of admission

Add guidance notes as link
Is it like a British Passport?

No, its not expected to last for 10 years like a British Passport as it is recognised that peoples needs change, but it is a snap-shot of the person at the time.

It is a simple tool that seeks to inform you of the important everyday needs of the person’s life, this will help you to write a comprehensive care plan.

The Patient Passport will hold a wealth of information but not necessarily the full details, but it will act as a signpost for you as to where to find further information for example, please see my epilepsy management plan, the person who knows me best is Fred Blogg

Health Inequalities

The statistics are startling, if you have a learning disability 

You are more likely to die early, have certain cancers, have heart problems, have breathing problems, use medical hospital services, be discharged quickly, be deaf or blind, have dementia, have mental health problems, be overweight and eat unhealthily, have thyroid dysfunction and be given psychotropic medications. 
You are less likely to; have a health check, be screened for cancer, use surgical hospital services, have your sight and hearing tested and have health promotion advice (Mencap 2004) 
Add hyperlink to paper ‘health inequalities’
Remember

· People with learning disabilities have the same rights as you or I to get the right care and treatment from the health service.  Under the disability discrimination act this may mean making reasonable adjustments to your service

· Listen to the family and professional carers involved with the person as they will be able to help you understand the persons needs and about the support they will need in your care

· Do not rely solely on relatives and professional carers to provide care and treatment for the person with learning disabilities whilst in your care.  It is likely they will want to help, but not for 24 hours for the duration of their stay.  Support these people appropriately.  Complete the risk, dependency and support assessment to understand the persons needs
· Talk to families and professional carers on every shift about the care and treatment offered in your ward.  People may well be frightened to ask or don’t wish to disturb you as you will be busy with other people

Consent and the Mental Capacity Act 

The Mental Capacity Act (2005); this provides the legal framework to protect vulnerable people who lack the capacity to make decisions and to help people to be able to take part in the decision making process (Code of Practice 2007).  It also protects you
The five principles of the Mental Capacity Act; 

A presumption of capacity - every adult has the right to make his or her own decisions and must be assumed to have capacity to do so unless it is proved otherwise; 

The right for individuals to be supported to make their own decisions - people must be given all appropriate help before anyone concludes that they cannot make their own decisions; 

Individuals must retain the right to make what might be seen as eccentric or unwise decisions; 

Best interests – anything done for or on behalf of people without capacity must be in their best interests; 

and Least restrictive intervention – anything done for or on behalf of people without capacity should be the least restrictive of their basic rights and freedoms. 
Please see the decision making and best interest pathways
Criminal Offence 
Under the Mental Capacity Act (2005) it is now a criminal offence to neglect the needs of people who lack capacity.  Any clinician or professional could be imprisoned for failing to act.  This can be a single act or a series of repeated acts and could be ignoring a persons’ medical or physical needs, failing to provide the health care needed or withholding medications or food and drink (Code of Practice 2007).  
Planned Admissions
· Prepare for the admission with family/professional carers

· Discuss issues of consent; identify if the person has the capacity to consent to this treatment.  Remember this will need to be assessed by the decision maker who is likely to be the doctor/consultant.  If the person lacks the capacity to consent, a best interest meeting will need to be arranged

· Identify if the person has a patient passport, if not ask if the family/ professional carers could complete and bring in when admitted

· Identify with carers if the person has any needs that you need to plan for now ie extra staffing
· Arrange a visit to the ward before the planned admission

· This will help to reduce  anxiety for both the person with a learning disability and or their family/professional carers and enable questions to be asked prior to admission

· Taking pictures of the ward/unit and the proposed treatment may be needed to help to reduce anxiety and promote understanding of the procedure etc to enable the person to give their consent.  Staff within the CTLD may be able to advise further

· Try to identify a named contact for the family/professional carers.  They might want to contact this person again if they have any queries prior to admission.

· Consider contacting the learning disability service/health facilitator/acute liaison nurse for support

· Consider if the person will need extra support during this admission, complete the risk, dependency and support assessment with the family/professional carers
· Upon  admission; review the patient passport

· This will help you to understand the persons everyday needs at point of admission

· Review the medication chart as soon as possible to enable anticonvulsants to be administered as prescribed.  It is vitally important that branded anticonvulsants are used
· Complete care plan

· It is important that the person’s everyday needs are also addressed within the care plan, complete and review together with family and professional carers if possible. 
· Consider carer support and or the extra support the person may need whilst on your ward

· Family and professional carers do want to assist you to understand the additional needs of the family member/person, however they will not be able to stay for the full 24 hours during the admission.

· Review the risk, dependency and support assessment with family/professional carers to enable you to plan for the additional support the person may need
· Involvement of the discharge planning team at point of admission

· People with learning disabilities are likely to be vulnerable within the acute hospital setting and it is vitally important that the discharge planning team are involved at point of admission

· As soon as discharge is being considered, contact the people who know the person best i.e family/ professional carers 

· Ensure that all aspects of the persons care is discussed to ensure the agreed action plan meets all the needs of the person at point of discharge and is documented as part of the discharge plan

· If a persons needs have changed ensure that a section 2 is completed ASAP

· Ensure that all actions/equipment needed is obtained prior to discharge

· Ensure that the immediate discharge letter [IDL] is completed with full details of current medications/health conditions.  The IDL is faxed to the GP at discharge

· Ensure that the person/family/professional carers are aware of any medication changes or new medication regime is clearly understood and checked at point of discharge

· Ensure the person is discharged with enough medication until their next prescription is due 
· Evaluation of Care 

· People with learning disabilities and family carers are often reluctant to complain for fear of reprisals on their care.  Ask the person, family or professional carers for feedback about their admission with yourselves, what went well, what did nt go so well, what could be improved or done differently next time?

Emergency Admissions

· Emergency Admissions; this is likely to be a very frightening experience for the person with learning disabilities and their family and or professional carers.  It is vitally important that you communicate regularly with the person and or carers to explain what is going to happen.  This process will help you to gain an understanding of the persons capacity to consent and or what practicable steps you would need to take to gain understanding and consent of the treatments proposed
· Triage 
· Whilst you are talking with the person and or family/professional carers to gain an understanding of the presenting problem, ask about the persons everyday needs.  Ask the carers/professionals if they would like to complete a patient passport
· Waiting time

· It is highly likely that the person with learning disabilities may become distressed whilst waiting with large numbers of other people with different needs

· Consider if access to a quite area may be of benefit to the person

· Update the person/family/professional carers on a regular basis where possible as to the likely events or time to be taken
· Fast-tracking through A&E

· Consider if it would be medically appropriate to fast-track the person onto other departments or wards
· Admission to the ward

· Ask the person/family/professional carers about their patient passport, to enable you to gain an understanding of the persons additional needs, ie medication, eating and swallowing difficulties, epilepsy management plan, likes and dislikes
· Consent

· Remember the five key principles of the Mental Capacity Act [2005]

· Does the person have the capacity to consent to this proposed treatment, if yes proceed, if no, you can only proceed in a person’s best interests

· See the decision making and best interests pathways to help you with your decisions

Accessible information on medications


Link to website
A to Z of health issues affecting people with learning disabilities

This is already on your intranet

What can the hospital staff do to support people with learning disabilities?

· Undertake an assessment of the persons capacity to enable you to provide care and treatment safely within the legal framework of the Mental Capacity Act [2005]

· Always think about the five key principles of the Mental Capacity Act when working with people with learning disabilities

· Encourage and support the use of the Patient Passport at all times, this will enable the family/professional carers to articulate the persons important everyday needs that you need to be aware of

· Read the Patient Passport at point of admission to enable you to provide a detailed care plan that meets both their presenting illness and their everyday needs

· Regularly communicate with the person, their family and or professional carers to ensure they are aware of what is happening.

· Are there any accessible communication aids available that you could use to help you communicate more effectively with the person with learning disabilities

· Explain to the person about the procedures you would like to do, or any changes in medication, side effects of treatment/medications.

· Link with the local community learning disability team [CTLD] for advice and support

· Always consider pain control, a person displaying ‘challenging behaviour’ is not because the person has a learning disability it is likely that they are unable to communicate their distress or concerns to you, is it likely that the person could be in pain.  Talk to family and professional carers who know the person best, complete the DISDAT tool and administer pain relief as required

· Involve the family/professional carers in handover to ensure that they are fully aware of what is happening

· Ask for feedback after every shift to enable you to resolve any issues raised

· Encourage the family/professional carers to take regular breaks; provide use of the staff kitchen and or provide tokens for food and drinks from the staff canteen.

· Identify if the family would like to stay over; can this be accommodated on your ward

· Identify if the person needs extra support during their admission; use the risk, dependency and support assessment at point of admission

· Use the red tray system to alert the ward staff to the vulnerability of the person.  The person may need help with their food and drinks or may have difficulties with their eating and drinking.  This system ensures the person has adequate food and nutrition.  
Useful Websites 

National Access to Acute [A2A] www.nnldn.org/a2a
National Patient Safety Agency www.npsa.org.uk
Valuing People support team www.vpst.org.uk
Mencap www.mencap.org.uk
Health Ombudsman
Useful Reports
· Treat me right [mencap 2004]

· Death by Indifference

· Healthcare for ALL

· Valuing People NOW

Plus others on the deb moores #CD
