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Don’t be indifferent





In March 2007 Mencap launched � HYPERLINK "http://www.mencap.org.uk/html/campaigns/deathbyindifference/reports.asp" ��Death by Indifference� a report into the deaths of six people with learning difficulties.  Following this the Department of Health set up an inquiry to look at why people with learning disabilities generally die younger than the rest of the population and to investigate the deaths of the six people named in the Mencap report.





Background


Mencap originally launched it’s 'Treat me right!' campaign in 2004 to highlight the inequality experienced by people with a learning disability. The report looked at the reasons why many people with a learning disability experience poorer health outcomes than other people and made recommendations about the changes needed to ensure more equitable services.





The report was concerned that people with a learning disability experienced institutional discrimination in the health service.  Institutional discrimination happens when the people who are working in a place or organisation





do not value all people equally


do not understand that different people have different needs


do not change the way they deliver a service so that it meets different needs





The 2004 report found that people who work in the health service often did not understand the needs of people with a learning disability and this meant that the health needs of the patient sometimes went unmet.





Mencap cited bad communication between healthcare staff and the patient as one of the main reason people with a learning disability experience worse healthcare outcomes than others.  Mencap also believe there is a general lack of understanding of the health needs of people with learning disabilities.





There are different types of learning disability ranging from mild to severe.  Many people with a learning disability will also have underlying health problems that sometimes go unnoticed so it is important that health professionals are aware of what to look out for when caring for people with a learning disability.





Case studies





These three examples are taken from the Treat Me Right report and highlight some of the outcomes Mencap is working to improve.





Max was 30 when he broke his hip. He was in hospital for several weeks. During this time Max was having fits, moaning and punching himself in the face because he was in a lot of pain. Nobody at the hospital listened to Max’s parents and he was sent home from hospital twice.  Eventually the doctors found out that Max had blood poisoning because his kidneys were not working properly. Max died.  If Max had been looked after properly and doctors had noticed his kidney problems, his parents believe he would still be alive.






































“Victoria was rushed to hospital after a series of seizures. She needed to be put on a ventilator. The doctor came up and spoke to us. He was suggesting that it wasn’t worth trying to save her”.





“We had to stay with Anthony from 10am to 10pm because no one was feeding him”.





The department of health’s inquiry into Mencaps findings will not report until sometime in 2008 but you do not have to wait for the outcome of this investigation to ensure that the services you deliver are inclusive and equitable.





The final report by the Disability Rights Commission � HYPERLINK "http://www.equalityhumanrights.com/Documents/Disability/General%20advice%20and%20information/Disability%20agenda/Disability%20agenda%20Easy%20read.pdf" ��Creating an alternative future� tells us that one of the things the disability agenda wants to change is the way doctors and nurses think about and treat disabled people.


Questions!





The Disability Discrimination Act (DDA) places a duty of care on hospitals to have due regard for the needs of people with learning disabilities.  Does your disability equality scheme include any specific actions that address the needs of people with learning difficulties?





What are the actions?





How are they to be implemented?


Existing legislation





To ensure people with a learning disability achieve positive health outcomes The DDA tells us that hospitals may have to make ‘reasonable adjustments’ which means that they may have to do things differently when caring for people with a learning disability.





Citing the human rights act is also a useful tool and can also be used to protect the rights of the patient, you can read the Diversity Champions update number two for more information on how you might apply the principles of the Human Rights Act and to find out which of the Articles might have been used to protect the patients in the earlier case studies.


Your learning:





Reflect on your own experience of providing care to a patient with a learning disability.





How did you assess the priorities for the patient?  What were they?





What could you have done differently?





Have you had learning disability awareness training? If yes how has it changed your practise? If no, find out when or if this training will be provided.





What are the benefits to your practise of having an increased awareness of the needs of people with a learning disability?











In your role as diversity champion find out:





What specific training is given to ensure staff are aware of the needs of patients with a learning disability?





Is there a system in place to alert staff when they are treating a patient with a learning disability?





What systems are in place to support staff to deliver effective services for people with a learning disability?








Mencap guidance for hospitals and health professionals





Beware of missing serious illness. Important medical


symptoms can be ignored because they are seen as part of


someone’s disability.





2. 	Be more suspicious that the patient may have a serious illness


and take action quickly.





3.	Find out the best way to communicate. Ask family, friends or


support workers for help. Remember that some people use signs


and symbols as well as speech.





4.	Listen to parents and carers, especially when someone has


difficulty communicating. They can tell you which signs and


behaviours indicate distress.





5. 	Don’t make assumptions about a person’s quality of life.


They are likely to be enjoying a fulfilling life.





6. 	Be clear on the law about capacity to consent. When people


lack capacity you are required to act in their best interests.





7. 	Ask for help. Staff from the community learning disability team


can help.





8. 	Remember the Disability Discrimination Act. It requires you to


make ‘reasonable adjustments’ so you may have to do some


things differently to achieve the same health outcomes.




















Useful links


More information on health inequalities experienced by people with a learning disability can be found on the � HYPERLINK "http://www.mencap.org.uk" ��Mencap� website.   You can also find useful information in the RCN guidance for �HYPERLINK "http://www.rcn.org.uk/publications"��Mental Health nursing of adults with learning disability� (2007) Publication code: 003 184 or � HYPERLINK "http://www.rcn.org.uk/publications" ��Meeting the health needs of people with learning disabilities�, guidance for nursing staff (2006) Publication code: 003 024. 


The new Commission for Equalities and Human Rights came into operation on the 1 October, read the final report from the Disability Rights Commissions � HYPERLINK "http://www.equalityhumanrights.com" ��Equality Commissions� 








Tell us what you think





We are always interested to hear if you found this update helpful, so we would be grateful if you could take the time to give us feedback. Please contact � HYPERLINK "mailto:diversity.team@rcn.org.uk" ��diversity.team@rcn.org.uk�.  The information you provide will help us to develop our services and to produce updates relevant to you.
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