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Briefing: Choice and control at the end of life 
About this briefing

The high profile public debate about assisted suicide illustrates that many people feel strongly that it is important to retain some control of their own destiny if their health declines.

The proposed Assisted Suicide (Scotland) Bill aims to introduce an additional choice, subject to conditions, for people with terminal, life-shortening conditions.  Within this context it is relevant to consider the choices and mechanisms that currently exist to enable people to exercise some control if their health declines and as they approach the end of life.  

This briefing aims to provide MSPs with factual information about these existing choices and mechanisms. 
There is huge potential to increase people’s awareness of the choices currently available to them, for example by proactive engagement with the media to promote more cultural openness and understanding of end of life care issues.   Since 2011 the SPPC has been advocating greater uptake and awareness of these choices and mechanisms, through the Good Life, Good Death, Good Grief alliance (www.goodlifedeathgrief.org.uk) .  
About the SPPC 
SPPC is not able to adopt a position on the principle of whether or not assisted suicide should be legalised. This is because the topic raises issues of a moral, personal and ethical nature upon which many of our member organisations (for example our member NHS Boards) are institutionally unable to hold a position.
SPPC holds the view that in contemplating legislating in this area MSPs should give careful regard to:

· Any possible impact on the practice and provision of palliative care. 
· The protection of vulnerable people.  All people are potentially vulnerable, depending on events and circumstances, especially towards the end of life.

More information about the SPPC is available here: www.palliativecarescotland.org.uk, and our submission to the Health & Sport Committee relating to the Assisted Suicide (Scotland) Bill is available here:

http://www.palliativecarescotland.org.uk/content/publications/FINAL-SPPC-Submission-on-the-Assisted-Suicide-Scotland-Bill-to-the-Health-and-Sport-Committee1.pdf 
Death in Scotland 
In Scotland, 70% of us will die when we’re over the age of 70.  If you live to be very old, the chances are that you will have more than one long term health problem.  One in three of us will die of cancer.  One in three will die from organ failure.  One in three of us will die with dementia and/or because we get old and frail.  

Illness and death are certainties in all our lives, and there are certain practical steps that everyone should take to ensure that when the time comes, they retain as much control as possible over what happens to them.

How can people retain control as their health declines?
Power of Attorney/Welfare Attorney

By granting a Power of Attorney you can give someone you trust the authority to deal with certain aspects of your affairs in case you become unable to manage your affairs yourself.  You can choose exactly what powers you want to grant, whether relating to your financial/property matters, or your personal welfare.
If you become incapacitated and haven’t previously granted a Power of Attorney, it may be necessary for someone close to you to apply to court for an Intervention Order or Guardianship Order so they can deal with your affairs on your behalf.    Applying for a Guardianship Order or Intervention Order can be a lengthy process, so it is much better to grant a Power of Attorney in advance if you can.  This also makes life easier for your friends and family at a particularly distressing time.

Complete an Advance Directive (sometimes called a “living will”)

If you have a very specific view about a particular medical treatment which you do not want to have, you can make an Advance Directive.  This can be a written statement, drawn up and signed by you, which sets out how you would prefer to be treated (or not treated) if you were to become ill in the future. 

An Advance Directive could include various aspects, for example information on:

· Disease modifying treatments and when to stop them

· Cardio-pulmonary resuscitation

· Respiratory support

· Parenteral artificial nutrition

· Enteral nutrition and hydration (for example through a PEG)

· Anticoagulation treatments

· Antibiotics

· Specific emergency treatments eg for pain or breathlessness.

MND Scotland have produced a good information leaflet on advance directives: http://www.mndscotland.org.uk/information/factsheets/death-dying-bereavement/
Talk to your GP
GPs play a very important role in co-ordinating a person’s care, and therefore speaking to your GP about what is important to you will help them to take actions which accommodate these wishes.  These discussions can include recording your preference for where you would like to be cared for if you are close to death.  If you give your consent, your GP can arrange for a Key Information Summary (KIS) to be extracted from your general practice record and made available to other people and services involved in your care.  This is particularly valuable if you become ill at night or at a weekend.
Advance Care Planning

Advance Care Planning includes various aspects, including talking about what you want or don’t want to happen in the future regarding any care you might need.  To do this properly, you need to talk to your family, friends, any health or social care professionals you see regularly (eg doctor or nurse), and possibly a lawyer.

Advance Care Planning might include talking to your healthcare professional and those important to you about:

· your concerns

· the values that are important to you / your personal goals for care

· your understanding of your illness and the expectations you have for how it might progress over time

· any preferences you have for the type of care or treatment that might be beneficial in the future, and whether these preferences are likely to be available

Fuller information about Advance Care Planning is available here: http://www.goodlifedeathgrief.org.uk/content/advance_care_planning/
Do Not Attempt Cardio-Pulmonary Resuscitation 
Cardio-Pulmonary Resuscitation (CPR) is an emergency treatment that tries to restart your heart and breathing when they have stopped.   In Scotland, Do Not Attempt Cardio-Pulmonary Resuscitation documentation exists and can be used to prevent CPR attempts for people for whom CPR would not work, or for people who would not want CPR to be attempted.  Finding out about DNACPR can help people to think about whether this is something they might wish to make use of under some future circumstances. 
Do people plan ahead for illness and death in Scotland?
There is still much work to be done to publicise these mechanisms and to support people to make choices if we are to ensure that people retain as much as control as possible as they approach the end of their life and receive the best possible care:
· Only 3% of people have written down their wishes and preferences about end of life care if unable to decide themselves 

· SPPC estimates that at any one time, 150 people who don’t need hospital treatment have to stay in hospital because they are unable to give their consent to be moved to a more appropriate care setting and haven’t previously nominated a Power of Attorney.
Addressing this lack of planning is important - health and social care professionals are more likely to be able to provide an individual with the care that they would want as their health declines if the individual has themselves made plans and made their wishes clear.   Planning ahead also eases the burden for those left behind, making the financial, legal and practical consequences of illness and death for families much easier to deal with.  
There is huge potential to increase people’s awareness of the choices currently available to them.  Since 2011 the SPPC has been advocating greater uptake and awareness of these choices and mechanisms, through the Good Life, Good Death, Good Grief alliance (www.goodlifedeathgrief.org.uk) .  
� � NatCen Social Research's British Social Attitudes survey, 2013
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