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CONFIRMATION OF EQUALITY IMPACT ASSESSMENT FOR NHS SOMERSET DOCUMENTS/POLICIES/STRATEGIES AND SERVICE REVIEWS

Main aim of the document:

	To provide a structure for Advance Care Planning for adults, (aged 18 years and older), in all clinical settings in Somerset, using the document “Planning Ahead”.
To promote the use of national guidance:

The NHS End of Life Care Programme. Advance care planning: a guide for health and social care staff. London, 2007.
The Royal College of Physicians Concise Guidance to Good Practice Guide no. 12 

National guidelines Advance care planning



Outcome of the Equality Impact Assessment Process:

	This policy will not have a negative impact on equality, and may improve equality by increasing access to Advance Care Planning for all, including patients in Care Homes, patients with non-cancer diagnoses, and patients who are frail or elderly. It will also enable more people who would choose to die at home to do so including those with a non cancer diagnosis.



If relevant, outcome of the full impact assessment:

	


Actions taken and planned as a result of the equality impact assessment, with details of action plan with timescales/review dates as applicable:

	A training programme has been planned to train staff in advanced care planning and to implement the policy.




Groups/individuals consulted with as part of the impact assessment:

	The Somerset Palliative Care Partnership, a broad multi-disciplinary group, was consulted, and individuals’ suggestions have been added to the policy. Members of the Somerset Palliative Care Partnership have consulted on the policy within their own organisations.




ADVANCE CARE PLANNING
1
INTRODUCTION
1.1
Advance Care Planning has been defined by the NHS End of Life Care Programme as a voluntary process of discussion about future care between an individual and their care providers, irrespective of discipline. If the individual wishes, their family and friends may be included. It is recommended that with the individual’s agreement this discussion is documented, regularly reviewed, and communicated to key persons involved in their care. An Advance Care Planning discussion might include:
• 
the individual’s concerns and wishes

• 
their important values or personal goals for care

• 
their understanding about their illness and prognosis

• 
their preferences and wishes for types of care or treatment that may be beneficial in the future and the availability of these1
1.2
The aim of the discussion is to develop a better understanding and recording of patient’s priorities, needs and preferences, and those of their families and carers. This should support planning and provision of care, and enable better planning ahead to best meet these needs, making it more likely that the right thing happens at the right time.
1.3
Advance Care Planning has been widely used in North America for some time, but less in the United Kingdom. There has been a growing emphasis on Advance Care Planning in the UK in recent years, and it is now a key part of the Department of Health’s End of Life Strategy. 
1.4
An Advance Care Planning discussion may lead to:
•
 an advance statement (a statement of wishes and preferences)
• 
an advance decision to refuse treatment (ADRT – a specific refusal of treatment(s) in a predefined potential future situation), which is legally binding

• 
the appointment of a personal welfare Lasting Power of Attorney (LPA)
1.5
The purpose of this policy is to provide a structure for the implementation of Advance Care Planning in all clinical settings in Somerset, using the document “Planning Ahead”, attached as at Appendix 1, and to provide guidance on how to do this by following national guidelines.

This policy should be read in conjunction with the following Trust Policies and national guidance:


NHS Somerset Trust Policies:

Resuscitation Policy

Consent Policy

Safeguarding Vulnerable Adults procedure   

      National Policies:


Advance Care Planning: A Guide for Health and Social Care Staff DH 2008


Advance Care Planning: National Guidelines Royal College of Physicians 2009
2
     STRATEGIC SETTING

End of Life Strategy

2.1
Advance Care Planning is one of the 12 key areas highlighted in the Department of Health’s End of Life Strategy2:

2.2
“All people approaching the end of life need to have their needs assessed, their wishes and preferences discussed and an agreed set of actions reflecting the choices they make about their care recorded in a care plan. In some cases people may want to make an advance decision to refuse treatment, should they lack capacity to make such a decision in the future. Others may want to set out more general wishes and preferences about how they are cared for and where they would wish to die. These should all be incorporated into the care plan. The care plan should be subject to review by the multidisciplinary team, the patient and carers, as and when a person’s condition, or wishes, change. For greater effectiveness, the care plan should be available to all who have a legitimate reason to access it (e.g. out of hours and emergency services).”
2.3
Advance Care Planning takes place at Step 2 in the End of Life Care pathway outlined in the strategy:
The End of Life Care Pathway
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End of Life Care Strategy Quality Markers
2.4
The importance of Advance Care Planning is reflected in the End of Life Care Strategy Quality Markers and measures for end of life care published by the Department of Health in June 20093. Two of the top ten quality markers for providers concern Advance Care Planning:
2.5
Ensure that people approaching the end of life are offered a care plan.

2.6
Ensure that individuals’ preferences and choices, when they wish to express them, are documented and communicated to appropriate professionals.

National Guidance
2.7
Helpful guides to the use of Advance Care Planning have been published by the Department of Health1 in 2007 and The Royal College of Physicians4 in 2009, these both contain much helpful guidance as to how to carry out Advance Care Planning, and should be read and followed by those providing this service in Somerset. 
3
PLANNING AHEAD DOCUMENT
3.1
The most important part of Advance Care Planning is the discussion itself, not the completion of documentation, but it is very useful to have a document to record the persons wishes, so that all those involved in the person’s can understand clearly what they are. 

3.2
Weston Hospice has developed a comprehensive document for Advance Care Planning, “Planning Ahead”, and this has been recommended by the Avon Somerset and Wiltshire Cancer Services network Palliative Care Strategy Group for use across the network. This is the document that will be used in Somerset, with small changes making it applicable to Somerset.
3.3
Planning Ahead has four main sections:


1    
Preferred Priorities for Care


To help people think about their future, and make their advanced wishes clear. This is an Advance Statement, it is not legally binding; however, it does have legal standing and must be taken into account when making a judgement in a person’s best interests. It is likely that this is the section that most people will want to use.

2   
Putting your affairs in order and making a will


This section deals with practical issues such as preparing a will and funeral planning.

3    
Appointing someone to make decisions for you in the future


This section contains details about how to appoint a Lasting Power of Attorney, (LPA), and explains the difference between a Property and Affairs Attorney, and a Personal Welfare Attorney.

4   
Writing an advance decision


This section gives details of how to write an Advanced Decision to Refuse Treatment, (ADRT). An ADRT is legally binding, and is a way for people to refuse specific treatments for specific conditions, even if their life would be at risk. It is unlikely that many people would want to make an ADRT.
4
LOCAL EXPERIENCE

4.1
Clinicians may be understandably anxious about initiating Advance Care Planning discussions, but local experience suggests that most people are happy to address these issues, if approached in an appropriate way. Weston Hospice has been using Planning Ahead for several years, and they have received very positive feedback from patients and carers about the use of this. Their Specialist Palliative Care Nurses now use it routinely.
4.2
Five Care Homes with nursing in the Mendip area have used the Gold Standards Framework Advance Care Document “Thinking Ahead”, which is very similar to the Preferred Priorities for Care document in section 1 of Planning Ahead. The experience of the nursing staff was that patients and their families were pleased and relieved to have the opportunity to think ahead, and had some very significant and moving conversations as a result.


5
RESUSCITATION POLICY
5.1
NHS Somerset has a resuscitation policy5, available on the Trust Intranet, which includes the policy on making decisions relating to cardiopulmonary resuscitation, and this should be read in conjunction with this policy on Advance Care Planning.
6
IMPLEMENTATION IN SOMERSET
6.1
Advance Care Planning, using the Planning Ahead document, should be offered to all appropriate patients in Somerset, although not all will wish to take up the offer. The documentation should be owned and held by the patient, who could complete the relevant sections on their own or with a Health Care Professional, as and when appropriate.  Completion of the documentation should prompt referral to the End of Life Care Register.

6.2
The End of Life Care Programme Advance Care Planning guide1  and the Royal College of Physicians Concise Guidance4 have helpful guidance as to when and how to offer Advance Care Planning, and should be consulted and followed by all offering Advance Care Planning in Somerset.

Considering the use of Advance Care Planning – timing1
6.3
ACP may be instigated by either the individual or a care provider at any time, not necessarily in the context of illness progression but may be at one of the following key points in the individual’s life:
•
life changing event, e.g. the death of spouse or close friend or relative
•
following a new diagnosis of life limiting condition e.g. cancer or Motor Neurone Disease
• 
significant shift in treatment focus e.g. chronic renal failure where options for  treatment require review. Gold Standards Framework Prognostic Indicator Guidance7 is a helpful tool to consider which adult patients may be in their last year of life
• 
assessment of the individual’s needs
• 
multiple hospital admissions
• 
admission to a Care Home

• 
Clinicians are encouraged to ask themselves the “surprise question” – “would I be surprised if this patient were to die in the next 6-12 months?” If the answer is no, consider Advance Care Planning & referral to the end of life register.

Considering the use of Advance Care Planning – context1
6.4
Initiation of ACP discussion by a care provider requires careful consideration:
· 
ACP is voluntary and should not be initiated simply as part of routine record keeping or care

· 
the care provider may respond to ‘cues’ which indicate a desire to make specific wishes known, e.g. worries about who will care for them

· 
ACP should not be initiated as a result of outside pressure, e.g. family wishes or organisational pressures

· 
the care provider will require appropriate communication skills
· 
the care provider should have full knowledge of the person’s medical condition, treatment options, and social situation

· 
there may be someone more appropriate to carry out this discussion e.g. Specialist Nurse

· 
the time and setting should be appropriate for a private discussion
6.5
Tips for a successful ACP discussion.4

· 
the individual needs to be ready for the discussion – it cannot be forced
· 
discussions usually need to take place on more than one occasion (over days, weeks, months) and should not be completed on a single visit in most circumstances

· 
discussions take time and effort and cannot be completed as a simple checklist exercise
· 
discussions should take place in comfortable, unhurried surroundings; time is a key factor
· 
it is important that capacity is maximised by ensuring the treatment of any transient condition affecting communication and optimising sensory function, (e.g. by obtaining the patient’s hearing aid)
· 
a step-by-step approach should be used
· 
discussions should be characterised by truthfulness; respect; time; compassion and empathy
· 
a tool to introduce the concept and guide the discussion may help professionals to address ACP with people

· 
information should be given using words the person understands
· 
clarify any ambiguous terms used by your patient, for example: ‘could you explain what you mean by not wanting any heroics?’. Checking and reflecting in this way is a key part of effective communication
· 
individuals should be given sufficient information about their possible options and under what circumstances their plan would be activated. They need to understand what the consequences of their decision would be
· 
the professional should look out for cues that the individual wishes to end the discussion.
· 
the professional should summarise and check understanding with the patient
· 
the discussion should be documented if the patient so wishes
· 
not all people will be able to document their wishes, but may well be able to nominate their preferred decision maker and discuss their long-term values, as  these come to mind more readily than anticipating abstract situations
· 
audio-visual recordings might be helpful in providing the individual a record of the  discussion
· 
plan for a review

Who should offer Advance Care Planning?
6.6
Advance Care Planning should be offered in Somerset by Health Care Professionals who have received training, and who have excellent communication skills and an understanding of the patient’s condition. This would include GPs; Community Nurses; Hospital Medical and Nursing staff, and Specialist Palliative Care Staff. 
6.7
A team approach to Advance Care Planning is likely to be the most successful, with the most appropriate member of the team for that particular patient leading the discussion. For example a GP may raise the issue of Advance Care Planning during a consultation, but a 10 minute appointment would not be sufficient to have a meaningful discussion, and this might then be continued by another member of the team later on.
The key worker, defined as the health care professional who has the closest working relationship with the patient, will ideally complete the ACP with the patient and their family, it is helpful to include the family as it addresses the issue of collusion and is vital if families are going to be happy if the patient chooses to die at home

Information sharing

6.8
With the patient’s consent, copies of the Preferred Priorities for Care Document, and if completed, the Advance Decision Document, should be faxed to the Urgent Care Service, and kept in the home and in the GP records. It is not appropriate to forward details of patient’s financial affairs or funeral planning.
6.9
The South West Ambulance Service Special Message Palliative Care Form, Appendix 4, and Cardiopulmonary resuscitation Status Form, Appendix 5, should continue to be completed and faxed to the Urgent Care Service.
7
LOCAL REGISTER – ADASTRA

7.1
The End of Life Care Strategy Quality Markers include markers to ensure that individuals’ preferences and choices are documented and communicated to appropriate professionals, and that mechanisms are in place to ensure that care for individuals is co-ordinated across organisational boundaries 24 hours a day seven days a week, with a locality-wide register of individuals approaching the end of life.
7.2
In Somerset it is proposed that, together with other Primary Care Trusts, that the existing ADASTRA Out of Hours software is used to maintain a register of individuals approaching the end of life, with details of their preferences and choices. This would be accessible to all appropriate professionals. NHS Somerset is working with other Primary Care Trusts and NHS South West to introduce this.
8
TRAINING

8.1
It is vital that all professionals who may discuss advance care planning and preferred priorities of care with individuals approaching the end of their life, have had appropriate training for this. NHS Somerset has commissioned the specialist palliative care providers in Somerset to provide training in advance care planning. This training will provide health professionals with the skills and expertise to undertake advance care planning and will support the implementation across the health and social care community. 

8.2
The training and development in End of Life Care and Advanced Care Planning is provided by St Margaret’s Hospice and Dorothy House Hospice. The Somerset End of Life care education & training group will oversee the plan for roll out of training in the use of Planning Ahead documentation in Somerset. The initial focus for advance care planning will be with primary care and community staff. It is envisaged that implementation in secondary care will be undertaken in the different medical specialties in order to consider the different trajectories for end of life care for cancer,  cardiac and respiratory disease and long term neurological conditions.
9 
AUDIT AND MONITORING
9.1
Implementation of Advance Care Planning will be monitored by the Somerset Palliative Care Partnership. Monitoring will include audit of the policy, the use of Advance Care Plans and the achievement of individual’s preferred priorities for care.
10
SUMMARY

10.1
 Advance Care Planning is a key part of Palliative Care, and is seen as increasingly important, both nationally and locally.

10.2 
The discussion is more important than the documentation, and Advance Care Planning should not become a “tick box” exercise.

10.3 
In Somerset, the document “Planning Ahead” should be used to facilitate and record discussions with patients and their families. The leaflet “Planning for your future care”6 may be a helpful introduction.
10.4
Health Professionals should be familiar with, and follow, the guidance issued by the Department of Health and the Royal College of Physicians, attached as appendices to this policy.

10.5
The summary of these discussions should be shared, with the patient’s consent, with other appropriate professionals.  Copies of the Preferred Priorities for Care Document, and if completed, the Advance Decision Document , should be faxed to the Urgent Care Service, and kept in the patient’s home and the GP record. The ADASTRA software will be used when this is available.
11
REVIEW

11.1
This policy will be reviewed in September 2012
12
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PLANNING AHEAD

A guide for patients and their carers

August 2009

Planning ahead

A guide for patients and their carers

This guide has been put together by professionals working in palliative care and is designed to help you think ahead and to practically help you make any arrangements or decisions in advance of a crisis. 

We recommend that you talk through the issues raised with a friend, family member, doctor or palliative care nurse. This will help you to be clear in your decision-making and help ensure family and professionals are more aware of your wishes and concerns. 

We have found that the most useful part of the whole process is having the discussions about the future. The forms at the back of each section are for you to use if you wish. The completion of the forms should not become a goal in itself. 

There may be certain parts that are more relevant at any one time. However, it may be appropriate to come back to the other sections at a later date.

Separate leaflets are available as follows:
1. 
Preferred Priorities for Care - your advanced wishes

2.
Putting your affairs in order and making a will

3.
Appointing someone to make decisions for you in the future

4.
Writing an advance decision

These do not need to be worked through as an exercise.  Leaflet 1:  ‘Preferred Priorities for Care’ is a very useful basic document which we would encourage as many people as possible to complete. This gives an overview of your wishes for how you would like to be cared for. 

Appointing someone to make decisions for you (a lasting power of attorney), or writing an advance decision, is something which is likely to be appropriate for only a minority of people. These are legal processes and documents and it may be helpful for you to know they exist and to talk through in detail with your specialist palliative care nurse or doctor about whether this is something which would be useful for you.

Key references and useful websites
Planning for your future care – a helpful leaflet - www.ncpc.org.uk/publications
Information about the Mental Capacity Act - www.publicguardian.gov.uk/mca/mca.html
Motor Neurone Disease Association - www.mndassociation.org
St Margaret’s Hospice - www.somerset-hospice.org.uk
Dorothy House Hospice - www.dorothyhouse.co.uk
Gold Standards Framework - www.goldstandardsframework.nhs.uk
1.
Preferred Priorities for Care

Your advanced wishes

(Adapted from National PPC document)
What is this document for?

The Preferred Priorities for Care (PPC), can help you prepare for the future. It gives you the opportunity to think about, talk about and write down your pref​erences and priorities for care at the end of your life. You do not need to do this unless you want to. 

The PPC can help you and your carers (your family, friends and profession​als), to understand what is important to you when planning your care. If a time comes when, for whatever reason, you are unable to make a decision for your​self, anyone who has to make decisions about your care on your behalf will have to take into account anything you have written in your PPC.

Sometimes people wish to refuse specific medical treatments in advance. The PPC is not meant to be used for such legally binding refusals. There is a sepa​rate leaflet about this called ‘Writing an Advance Decision’, and it would be advisable to discuss this with your doctors if this is something you wish to pursue. 

You may find that your feelings about your care change over time. This is entirely normal and simply reflects that different things become more or less important at different times, and that we do not always cope or respond as we expect in a given situation. You should ensure that any plans you make are kept as up to date as possible.

Should I talk to other people about my Preferred Priorities for Care?

You may find it helpful to talk about your future care with your family and friends, although sometimes this can be difficult because it might be emotional, or people might not agree. Often just having this discussion can be very useful, just to get these difficult issues out in the open. It may be helpful to talk about any particular needs your family or friends may have if they are going to be involved in caring for you. Your professional carers, like your doctor, nurse or social worker, can help and support your family with this.

Will my preferences and priorities be met?

What you have written in your PPC will always be taken into account when planning care. However, sometimes things can change unexpectedly (like carers becoming over-tired or ill), or resources may not be available to meet a particular need.
What should I include in my Preferred Priorities for Care?

Here are some things you may wish to consider:

Where do you think you would like to be cared for if you are dying?
(Hospital, nursing home, hospice, at home)
Remember, you may find that when the time comes, your preferred place of care may not be an option, for example due to the level of nursing required, lack of beds, need for hospital tests etc, or you may have changed your mind as to what is most suitable. However, this should not stop you considering your preferred care place.

Whether you would want to be told when you are close to death
(Assuming your doctors are able to predict this), and whether you want other people to know.

Who should talk to any children, or other close family such as elderly parents, about your impending death if you are unable to do so?

Who should look after your pets?

How you want your final days to look and sound?
(Flowers, pictures, photos, music, TV, radio etc)

Who you would wish to visit you near the end?

Is there anything that you would not want to happen to you? 

(For example being admitted to hospital, being told you are dying etc)

Organ donation and medical research
Would you want to donate certain organs such as corneas, or to consider donating organs for medical research? You will need to sign specific documentation for this.
There is a PPC form attached which you may wish to complete and share with family and the healthcare professionals looking after you. 

Some people find it helpful to record some thoughts and wishes around funeral arrangements too. There is a form covering details of funeral planning included as part of this information pack.

If you would like to discuss this further with a member of the hospice team, this can be arranged by contacting us. 

Preferred Priorities for Care Document
(A non-legally binding document to represent your future hopes and wishes)

	Please copy for GP or district nursing notes and palliative care notes.

Ideally keep this document with you and share it with anyone involved in your care.

	Your name:                                                 
	..........................................................................................................  

	Address:
	..........................................................................................................

	                              ........................................................................
	Postcode:  ........................


	Do you have a Living Will or Legal Advanced Decision?                                        Yes / No

	If yes please give details (who has a copy?) ........................................................................
...............................................................................................................................................

	

	Proxy / next of kin
Who else would you like to be involved if it ever becomes difficult to make decisions? 


	Contact 1  ................................
	Relationship to you.......................................



	Telephone  ..............................
	Do they have Lasting Power of Attorney?   Yes / No 

	
	

	Contact 2  ................................
	Relationship to you........................................



	Telephone ...............................
	Do they have Lasting Power of Attorney?   Yes / No 

	
	

	Do you have any special requests or preferences regarding your future care?


	If your condition deteriorates, where would you most like to be cared for?



	Is there anything you would ideally like to avoid happening to you?



	Do you have any comments or wishes that you would like to share with others?

Are you happy for the information in this document to be shared with other relevant healthcare professionals?       Yes/No



	Patient signature: ..............................................................................

	Date: .....................



	Next of kin or carer signature (if present): ..........................................
	Date: .....................

	Healthcare professional signature: .....................................................
	Date: .....................

	Details of any other family members involved in advance care planning discussions.



	Details of healthcare professionals involved in advance care planning discussions.



	Reviewed on (give dates):
...............................................................
                                           
...............................................................

                                          
...............................................................



	Remember to regularly review whether this document still represents your wishes. Sign and date any changes you make.


2.
Putting your affairs in order        and making a will
It is worth asking yourself, how easy is it for my next of kin to find all my important documents if I become ill, or die suddenly? How can I make it easier for them?

This will save your family having to search through piles of paper to find the information they need, at a time of great stress. The instructions could include:

· Details of your bank, building society, credit cards, pension, tax district and any other financial contacts

· Telephone numbers and addresses of close (and distant) friends, family and colleagues

· Where you keep documents such as passport, house deeds, insurance, life and other policies, mortgage and hire purchase agreements, birth and marriage certificates
There is a form attached which you may find useful to start documenting some of this practical information. We suggest this is kept in a safe place. 
There is also a check-list form to help when considering funeral plans. It can be helpful to discuss your thoughts with your faith leader, the hospice or hospital chaplain, or a funeral director. 
Writing a will

Dying without leaving a will may cause problems for your relatives, often needing lawyers to sort them out. A do-it-yourself will form bought via a stationers or via the internet can be fine for straightforward situations, but bear in mind that a will is a technical and legal document and mistakes cannot be corrected after your death. The Law Society recommends that a will should be drawn up with face-to-face advice from a specialist solicitor.

It may be helpful to start by making a list of all your possessions and the people or charities you want to provide for, including any property you may wish to divide in a certain way. A will can name guardians for any dependent children and record your wish to leave money or property in trust for children or grandchildren. Think about arrangements for the care of pets or other responsibilities.

Putting your affairs in order check list
Information you may wish to start putting together.
Please keep this document somewhere safe
	
	Details
	Place Kept

	Bank name

Account details


	
	

	Insurance policies


	
	

	Credit cards


	
	

	Pension


	
	

	Passport

	
	

	Birth and marriage certificates


	
	

	Mortgage

	
	

	Hire purchase agreements

	
	

	Will


	
	

	Other important documents or contacts such as solicitors


	
	


Funeral planning

	
	Details

	Person I wish to be responsible for making my funeral arrangements


	

	My preferred funeral director is


	

	My pre-paid funeral plan is with


	

	I wish to be buried or cremated


	

	I wish my funeral service to be at


	

	My wishes for music to be included in the service are


	

	I would like the following hymns or readings to be included


	

	I would like the following person(s) to conduct the service if possible


	

	Other details and information you would like to record such as donations to named charities, flowers, people to be informed

	


3.
Appointing someone to make decisions for you in the future
If you become unable to participate in decision-making at any point, we as healthcare professionals will do everything possible to facilitate your partici​pation, (such as hearing aids, large print, use of interpreters etc). However if we feel you still do not have the ability to be involved in decision-making, then a decision would be made that was considered to be in your best interests. Your next of kin and key carers, as well as the multi professional healthcare team, would all contribute to these discussions. For most people this way of making decisions is a good one.

In certain situations patients are able to anticipate that they will deteriorate mentally, such as advancing Alzheimer’s, and will want to stipulate that a particular person can make decisions on their behalf when they are no longer able to do so. Such a person is given Lasting Power of Attorney (LPA).
The person you choose can be a friend, relative or professional. You can choose more than one person to act as an attorney on your behalf. 

Your LPA is specific to you - you decide who will have the power to control your affairs and the precise limits of that power.
There are two types of LPA:
Property and affairs LPA 
Such a person(s) can make decisions about financial matters such as selling your house, or managing your bank account.

Personal welfare LPA 
Such a person(s) can make decisions about your health and personal welfare e.g. where you should live, day-to-day care, or having medical treatment.  

A personal welfare LPA will only take effect when you lack capacity to make decisions.  With a property and affairs LPA, the attorney can start managing the financial affairs as soon as the LPA is registered, when you may still have capacity, unless it is specifically stated that this should only happen after you lose capacity.

Forms are available from the Office of the Public Guardian. 

The application has to be registered with the Office of the Public Guardian in order to be valid. Appointing such an attorney can be done without a solicitor but the process is quite complex. Do remember that engaging a solicitor may incur significant cost.

4.
Writing an advance decision


(living will)

You may have heard of an advance decision or living will. Such a document can allow you to legally refuse certain treatments. This is a formal procedure which is likely to be relevant to only a small minority of people. However for some people it is very important to have a legal document which specifically refuses treatment in specific situations as this would not be acceptable to them.

An advance decision has to be very specific in order to be useful. For example: patients who have motor neuron disease can anticipate that swallowing will become a problem as part of the progression of the disease and for some patients the insertion of a feeding tube might be completely unacceptable and this could be formally documented as an advance decision. 

You cannot make an advance decision to ask for medical treatment, or to have life ended. You can only say what types of treatment you would refuse.

The Mental Capacity Act (2005) addresses issues that can affect anyone unable to make some or all of their own decisions and gives them increased legal rights. This has given advance decisions a legal status. 

There is no specific format to follow to make an advance decision. It can be verbal or written. However, if you wish to include situations in which you would refuse life-sustaining treatment, the advance decision must be in writing. It can be written on the patient’s behalf and must be signed by the maker in the presence of a witness, who must also sign the document. It must also be verified by a specific statement within the document that states the advance decision is to apply to the specified treatment even if life is at risk.

If this is something you wish to consider then you should discuss it with a member of the palliative care team or your GP. It may be that expressing your wishes to your family and healthcare professionals is sufficient.

If you decide, after discussion with the palliative care team or GP, that you do want to proceed with an advance decision document then we would recommend that you discuss this with at least one of the doctors who are looking after you; this may be your GP, your palliative care consultant, medical consultant etc. It may also be appropriate for you to ask a solicitor to be involved.

At the time you make an advance decision you:

· Must be aged 18 or over

· Must be mentally competent and not suffering from any kind of mental distress at the time 

it is drawn up

· Must not have been influenced or harassed by anyone else 

· Must appear to be fully informed about the treatment options and their implication 

when the statement was written

· Must not have modified the advance directive verbally or in writing since it was 

signed and dated

In considering making an advance decision, there are some treatments you may wish to consider whether, if offered, you would find acceptable:
Resuscitation

Cardio-pulmonary resuscitation (CPR), is just one of a range of active interven​tions which you may wish to consider.

In patients who are generally weak, who are gradually deteriorating and in whom there are a number of medical problems, then the chance of resuscita​tion being successful is extremely low (<1%). Given the low chance of success in these situations then doctors will sometimes decide that offering resuscita​tion is inappropriate, as it would be extremely unlikely to lead to a return to a reasonable quality of life. It may also be felt that discussing this, when it is not likely to be successful, may simply add to distress.

Where there is a possibility that resuscitation may be successful then it will be discussed with you.  If this has not been discussed with you and you would like to do so, then ask either your hospice nurse or doctor, or your own GP.

Other active interventions

For patients with progressive neurological conditions, such as Motor Neuron Disease, Multiple Sclerosis and Parkinson’s Disease, it may be appropriate to consider whether tube feeding (via a PEG), or any form of ventilatory support would be acceptable. These decisions are not straightforward and should be fully discussed with your family and medical team. Information is available from the MND association, www.mndassociation.org ,where there are useful fact sheets on swallowing and breathing difficulties which may be experienced in motor neuron disease patients, and the pros and cons of the different approaches.

Other treatments which you may wish to consider include the use of intrave​nous antibiotics, stent insertion, nasogastric feeding. Some of these treatments may be offered to help control distressing symptoms and not simply ‘to prolong life’. If not giving any of these treatments might threaten life, then you need to have made it clear that you would not want the specified treatments even though life is at risk.
It is important you are as specific as you can be about the situations in which you would be refusing treatment.  Where doubts exist for the doctor as to whether a particular situation was the one you foresaw, then the advance decision would not be considered applicable.

There is an advance decision document attached should you feel this is something appropriate for you.  As mentioned, please complete it alongside discussions with your palliative care doctors and nurses as well as your GP.

	Advance decision document

	You will need four copies of this completed form

	One for you to keep

One for your GP to keep with your records

One to be kept with someone who you wish to be consulted about your treatment should this ever be necessary, (such as next of kin, solicitor)

One to be kept with the palliative care team – your community palliative care nurse or hospice team

	Please also ask the healthcare team to fax a copy to the Urgent Care Service so that they can update their alert system, particularly relating to any refusal of resuscitation.  
Fax to Urgent Care Service 01202 875319

	

	All forms should be signed by at least one person who is not a close relative or expecting to benefit from your will, such as your GP or hospice or hospital doctor. 

You might also wish to consult with your solicitor. 

Remember to review this document at regular intervals to ensure it still represents your wishes. Signing and dating at the bottom when you do this will indicate how recently you have thought about it. If you change your mind about anything you have written, tell your GP, hospice nurse, next of kin or appointed representative and amend the document accordingly.

	Proxy or next of kin
Who else would you like to be involved if it ever becomes too difficult to make decisions? Do they have Lasting Power of Attorney (LPA) to make decisions on your behalf relating to treatment?

	Contact1....................................................
	Relationship to you.................................

	Telephone ...............................................
	Do they have Lasting Power of Attorney?  Yes / No 

	
	

	Contact 2  ...............................................
	Relationship to you  .....................................

	Telephone ..............................................
	Do they have Lasting Power of Attorney?  Yes / No 

	

	To my family, my doctor and all other persons concerned, this directive is made by me:

	Full name: ........................................................

	Of (address):  ........................................................................................................................

 ..............................................................................................................................................

	I am writing this at a time when I am able to think things through clearly and I have considered my situation carefully.  I am aware that I have been diagnosed as suffering from:

	      Advanced and widespread cancer

	    Advanced degenerative disease of the nervous system (such as motor neurone disease)

	    Advanced and irreversible organ failure (such as severe heart failure, renal failure, dementia, COPD) or other progressive chronic condition 
Please state diagnosis:................................................................................................................

	I declare that if I become unable to participate effectively in decisions about my medical care, then and in those circumstances, my directions are as follows:

(only sign the sections you feel are applicable).



	1.
I am not to be subjected to any medical intervention or treatment aimed solely at 
prolonging my life.



	Signature ............................................................

	

	2.  
Any distressing symptoms, (including those caused by lack of food or fluids), are to be 
fully controlled by appropriate analgesic, sedative or other treatment, even though that 
treatment may shorten my life.

	Signature ............................................................

	

	3. 

This advance decision applies to the specific treatments stated below, even if my life is 


at risk.



	Signature .............................................................

	(continue in box below or on a separate sheet if necessary)

	Treatment to be refused
(such as resuscitation, stoma formation, surgery)

	Details of situation you have anticipated
in which the refusal would be valid
(Such as 1 for resuscitation - details might be: in the event of sudden collapse I would not want resuscitation either at home or in an ambulance or in hospital.

Such as 2 refusal of PEG - details if unable to swallow. 

Such as 3 use of antibiotics in the situation of developing a chest infection. 

Such as 4 re-insertion of a stent - if it blocks. 

Such as 5 placing of a nasogastric tube if the bowel is blocked, etc)

	
	

	
	

	
	

	
	


	I consent to anything proposed to be done or omitted in compliance with the directions expressed above and absolve my medical attendants from any civil liability arising out of such acts or omissions.

	I reserve the right to revoke this directive at any time, but until I do so, this should be taken to represent my continuing directions.

	My General Practitioner is:

	Name of GP: ................................................................................................................

	Address:  ......................................................................................................................

	Telephone:   ..................................................................................................................

	Before signing this I have talked it over with my:

	   GP
	Dr ................................................................

	   Hospice nurse
	......................................................................

	   Hospice consultant or hospital doctor
	Dr..................................................................

	   Solicitor
	......................................................................

	

	(It is recommended that you discuss this with at least one of the above professionals. If you are in hospital or hospice then the consultant caring for you should be aware of and clear about the scope of this advance decision.)

	I have attached a sheet with further wishes about my treatment.                Yes/No   

Are you happy for the information in this document to be shared with

other relevant healthcare professionals?                                                      Yes/No       

	Signed ...................................................
	Date ....................................................

	Witnesses:

We testify that the maker of this advance directive signed it in our presence, and made it clear to us that he/she understood what it meant. We do not know of any pressure being brought on him/her to make such a directive and we believe it was made by his/her own wish. So far as we are aware we do not stand to gain from his/her death.                                    
Only one witness is legally required. 

	Witnessed by:

Witness 1                                             (Ideally GP, hospice or hospital doctor)
	Witness 2  (not close family, or persons expecting to benefit from your will)

	Signature: .........................................
	Signature: .......................................................

	Date: .................................................
	Date: ...............................................................

	Name: ...............................................
	Name: .............................................................

	Address: ............................................
	Address: .........................................................

	Reviews.  This directive was reviewed and confirmed by me on:

	Date: ....................................     Signed:  ...........................................................................

	Date: ....................................     Signed :  ...........................................................................


NHS Somerset
Wynford House

Lufton Way

Yeovil

Somerset 

BA22 8HR

Phone: 01935 384000

Fax: 01935 384079

Email: headquarters@somerset.nhs.uk
Website: www.somerset.nhs.uk
This guide is adapted from ‘Planning Ahead’ published by Weston Hospice, Ref 0902V2.

It is available in other formats or languages by phoning 01935 385020.
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Out-of-Hours – Special Message – Palliative Care OR Last Days of Life
Patient’s Name:






Family / Carer:

Gender:



Date of Birth:

Address:








                          Contact Number for Family / Carer:

Post Code:

Home Phone Number (including code):
                                       Lives alone – Yes  OR  No

 -------------------------------------------------------------------------------------------------------------------------------------

Clinical Details

Diagnosis:

Secondaries -  Site and details

Co-existing disease or complications

Current hospital treatment e.g. chemo / radiotherapy

Is Patient / Family aware of the diagnosis                   Yes  OR  No

Has a decision been made about resuscitation?        Yes  OR  No

Is a “Do Not Attempt Resuscitate / Allow Natural Death” order been completed and faxed to UCS?   Yes  OR  No

Liverpool Care Pathway                                              Yes  OR  No

Known to which Hospice [if any]                                          

Known wishes of patient and family  [place of care, further treatment]

Current Medication:

Catheter         -  Available in the home                              OR    In Situ

Syringe driver -  Available in the home with meds            OR    Running

Specialist Palliative Care Consultant:




Other consultants

Macmillan / Cancer Care Nurse:

District Nurse / Others [e.g. Marie Curie]

----------------------------------------------------------------------------------------------------------------------------------

Date of completion of message………………………………………………

Patients regular GP / Surgery ……………………………………………….

GP Signature: …………………………………………………………………

PLEASE NOTE: If a DNAR form has not been completed and sent to UCS, ambulance staff WILL attempt 

resuscitation if called

Fax to Urgent Care Service 01202 875319

This form supersedes all others for this patient 
APPENDIX 3
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Cardiopulmonary Resuscitation Status Form

PATIENT'S NAME                                                               DOB:

Address

Home phone number

(This is essential and must include STD Code]
Is the patient aware of decision? 
For Resuscitation

After discussion of the procedure and consequences, the patient wants active resuscitation in the event of a sudden, unexpected cardio-pulmonary arrest.

Signed                                                                  (Clinician)        Date: 

OR - Allow natural death ~ Do not attempt cardiopulmonary resuscitation
In the event of a sudden, unexpected cardio-pulmonary arrest, resuscitation will not be instituted on the following grounds: (Please circle)
(a)
The patient is in the terminal phase of the illness.
(b) The patient's condition is such that effective cardio-pulmonary resuscitation (CPR) is unlikely to be successful.

(c) CPR is not in accord with the sustained wishes of the patient who is mentally competent.

(d) An advanced decision (either written or verbal) has been made.

(e) Successful CPR is likely to be followed by a length and quality of life which would not be acceptable as judged by the patient.

Signed                                                                           (Clinician)            Date:


QUALIFYING DOCUMENTATION

Where patient is competent, sustaining evidence on discussion with the patient:


Where patient is incompetent, sustaining evidence on discussion with family/friends/

professionals:


Where discussion with a competent patient is inappropriate, please give the reason for this:


Reviewed by                                                                                     on:

PLEASE NOTE: If a DNAR form has not been completed and sent to UCS, ambulance staff WILL attempt resuscitation if called
	PRACTICE NAME AND ADDRESS

	


Fax to Urgent Care Service 01202 875319
This form supersedes all others for this patient
“We were worried that patients wouldn’t want to talk about this, but when we started they didn’t want to stop!”





Somerset Care Home Deputy Matron





“I was dreading having this conversation, but now I’m so pleased I did”





Daughter of patient in a Somerset Care Home
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