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DO NOT ATTEMPT RESUSCITATION POLICY FOR ADULTS

Guidelines to support the decision-making process for staff working in adult care homes involved in cases where resuscitation may be considered inappropriate

DO NOT ATTEMPT RESUSCITATION POLICY

Guidelines to support the decision-making process for staff working in adult care homes involved in cases where resuscitation may be considered inappropriate

These guidelines have been written to support staff involved with the resuscitation decision-making process for adults who live in care homes. It applies to all adults, and can be applied to all diseases and diagnoses, malignant and non-malignant.

In England at present, relatives and people close to the patient are not entitled by law to make healthcare decisions for patients. This will change when the Mental Capacity Act (2005) comes into effect, October 2007, if the patients have made the appropriate Lasting Power of Attorney.

These guidelines aim to give health professionals guidance on when a Do Not Attempt Resuscitation (DNAR) decision needs to be discussed with the doctor in charge of that care episode, or with the patient, or the patient’s family carers. 

The aim of these guidelines is to identify when resuscitation is appropriate and likely to be successful, and when it is inappropriate and futile. 

Healthcare professionals need to be aware of the law in relation to decision-making for children and young people which will not be covered in this document.

GLOSSARY

Resuscitation: the term used for interventions carried out on someone who experiences respiratory and / or cardiac arrest. This may include chest compressions, artificial respirations, injections of heart stimulating drugs and electrical charges to the heart. Basic life support occurs in the community setting, advanced life support occurs in acute hospitals. 

Advance Care Planning (ACP): Advance Care Planning is the description for the process of discussing and planning ahead for example in anticipation of some deterioration in a patient's condition.  There are two specific but overlapping areas within Advance Care Planning:

a)  Advance Statement - discussion of people's preferences, wishes and likely plans i.e. what they wish might happen to them.  These are generally called Advance Statement / Statement of wishes.  These are not legally binding, but are invaluable in determining planned provision of care.  The process of discussing this can be seen as part of the solution in that it enables emotional 'catch up' and adaptation to the new reality and normalisation of life.  Sensitive discussion of advance care planning can strengthen coping mechanisms and enable realistic planning. There is some evidence that it increases not decreases realistic hope.  An example includes the Preferred Place of Care (PPC) document.
b)  Advance Decision - these clarify refusal of treatment or what patients do NOT wish to happen, involves assessment of mental competency to make that decision at the time and when accurately formulated, can be legally binding.  See - www.dca.gov.uk/menincap/legis.htm.  It also strengthens the role of the Lasting Power of Attorney to enable a nominated proxy person to make decisions about medical as well as social welfare.  They need to be made through a solicitor to be legally binding.
Diagram to illustrate advance care planning process - including the difference between Advance Statements and Advance Decisions

Lasting Power of Attorney: A Lasting power of attorney for health care (also called a LPA) names someone to make medical decisions for the person who becomes unconscious or unable to make medical decisions for any reason. This will come into effect with the Mental Capacity Act, October 2007.

What is a living will? A living will is another kind of advance directive. It only comes into effect if someone is terminally ill. Being terminally ill generally means that the person has less than six months to live. In a living will, the patient can say what kind of treatment they would prefer in certain situations. In this way, a living will is like an advance directive. But a living will doesn't let anybody else make decisions instead. A Lasting Power of Attorney is generally more useful than a living will because it allows a specific person to be named to decisions on that person’s behalf. In order to make one please speak to a local solicitor: this will ensure it is legal.

Competency: How to determine competency: Assessing lack of capacity – The Act sets out a single clear test for assessing whether a person lacks capacity to take a particular decision at a particular time.  It is a “decision-specific” test.   No one can be labelled ‘incapable’ as a result of a particular medical condition or diagnosis. Section 2 of the Act makes it clear that a lack of capacity cannot be established merely by reference to a person’s age, appearance, or any condition or aspect of a person’s behaviour which might lead others to make unjustified assumptions about capacity.

Family carers

Those non-professional family and friends who have cared for the resident at home prior to admission to the care home.

Resident

Term used to signify the patient who lives in a care home.
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1. Executive Summary
1.1 Resuscitation applies only to CPR (i.e. cardiac massage and artificial respirations). It does not include other aspects of nursing or medical care, or medication changes.

1.2 It is not necessary to burden the resident with resuscitation decisions if the clinical team is as certain as it can be that resuscitation will not be successful. This must never prevent communication with the resident and family carers about their illness, including information about resuscitation itself if they wish this.

1.3 In cases where the circumstances of an arrest can be anticipated and there is a chance of it being successful, it is essential to obtain the resident’s view. The only exceptions to this are: if the resident is not competent, or the resident does not want to discuss the matter.

1.4 Twenty-five percent of ALL resuscitation attempts in hospital are successful but only a small amount of these survive to discharge. If the event is due to irreversible disease or damage CPR will not succeed.

1.5 The doctor in charge of that resident’s care is the only one who has the authority to make the final resuscitation decision, but it is wise to reach a consensus with the resident, staff and family carers. Only use the courts as a last resort.

1.6 It is unethical to simply carry out CPR in the absence of a previous decision. If a decision has not been made, and the reisdent’s wishes are unknown, basic life support should be carried out, and an ambulance called, whilst discussing with the GP in charge, or on-call service. CPR should be stopped if it is felt to be inappropriate, and the GP must attend to document this decision in the resident’s care home notes as soon as able. 

1.7 Since circumstances may arise which were not envisioned when the decision process was first carried out, the anticipated circumstances for when and when not to use the DNAR must be documented. However, even unexpected cardiac arrest may not respond successfully to CPR and this should be taken into account.

1.8 Asking residents and family carers can be uncomfortable for the professional.  Be sensitive when approaching such discussion and do not ask for them to make the decision unless there is a chance CPR may be successful. It is easier to approach this situation if:

· The resident and family carers have information about the current situation

· They are allowed time to make their decision.

1.9 Advice from outside the clinical team can be helpful to the primary care team. This may be from the specialist involved, the palliative care team, chaplaincy, social worker, etc. 
1.10 The local ethics committee can offer useful advice if required: central office: 01223 597555. For Gt Yarmouth, Tel: 01493 452 432; East Suffolk 01473 702090 (Ipswich hospital 712233); Kings Lynn Tel: 01553 613269
2 INTRODUCTION

“Cardio-pulmonary resuscitation (CPR) can be attempted on any individual in whom cardiac and respiratory function ceases. Failure of these functions is inevitable as a part of dying and thus CPR can theoretically be used on every individual prior to death. It is, therefore, essential to identify patients for whom cardio-pulmonary arrest represents a terminal event in their illness and in whom CPR is inappropriate. It is also vital to encourage the involvement of patients, the [care home] staff and people close to the patient in decision-making, and to ensure the communication of decisions to all relevant health professionals.” (BMA et al, 2001).

When death occurs as a result of illness it may still be an expected and natural event, especially when at the end of a terminal condition from which the individual was not expected to survive.

“Do Not Attempt Resuscitation” (DNAR) decisions can be a source of misunderstanding and dissent amongst doctors, nurses and others involved in the care of patients. Many of these difficulties can be avoided if advance decisions are made appropriately and sensitively, especially when the resident is in the terminal phase of their illness and is not expected to recover. In such cases it is not usually appropriate for healthcare professionals to attempt CPR procedures. 

2.1 Decisions concerning whether to initiate CPR involve consideration of several issues: clinical, emotional, legal and ethical. The basic principles are the same for all patients, all diagnoses, but each decision will be an individual one because each resident’s situation will be unique.

2.2 These guidelines provide a framework of basic principles upon which each decision can further be discussed. A CPR decision should not be made in isolation, but in the context of that resident’s personal illness, symptoms, and prognosis and in joint consultation with the multi-professional team where possible. 

2.3 It is important that it is accepted a CPR decision only relates to CPR itself, not to other aspects of nursing or medical care. This includes active treatment such as blood transfusion, antibiotics, intravenous fluids, and also palliative care and any medications required to control symptoms. 

2.4 There are several circumstances listed in the resuscitation guidelines (BMA et al, 2001) which are appropriate for a DNAR decision:

· Where attempting CPR will not restart the resident’s heart and breathing. In such situations the patient cannot gain any clinical benefit from a CPR attempt.

· Where there is no benefit in restarting the residents’ heart and breathing. No benefit is gained from only a brief extension of life if the residents’ co-morbidities indicate that imminent death cannot be averted.

· Where the expected benefit of resuscitation is outweighed by its burdens and side-effects. CPR carries risks and side effects such as fractured ribs, brain and neurological damage. If CPR has a good chance of success, however, most residents would risk these side effects in order to possibly gain the benefits. Discussing this with residents who are in such situations will help the team decide what to do in such circumstances.

· Where the competent resident refuses. The resident may already have made an advance directive, or decided that despite having a reasonable quality of life they do not want to prolong life if they experience a cardiopulmonary arrest.

The challenge for care homes is that with Advance Care Planning (ACP) such decisions can be made early on but should be made, where possible, with the resident themselves, if they are deemed mentally competent. Although “mentally competent” may be difficult to interpret it is of paramount importance that “protective responsibility” (Holm, 1997) exists, i.e. that there is professional responsibility to protect vulnerable residents from harm. The Mental Capacity Act also states that all actions for the mentally incompetent resident must be in their best interests. 
3 AIMS OF THE GUIDELINES

3.1  These guidelines are based on the British Medical Association (BMA), Royal College of Nursing (RCN) and Resuscitation Council UK (RCUK) guidelines (BMA et al 2001), and take into account the Human Rights Act (1998) and the Mental Capacity Act (2005). They also take into account the Gold Standard Framework for Care Homes, in particular Advanced Care Planning (ACP). ACP is the process of planning for possible health care decisions that may arise in the future, particularly in end of life care. 

3.2 The CPR guidelines (BMA et al, 2001) are often misinterpreted in three key areas:

· A belief that all residents / patients must be asked

· A requirement to ask dying residents / patients about resuscitation

· A belief that resuscitation is the “default” in the absence of an advance decision.

3.3 A decision not to attempt to resuscitate a resident also takes into consideration “quality of life”. Any views the resident may have on this should be listened to.

3.4 The National Council of Palliative Care states (2002) that: “There is no ethical obligation to discuss CPR with those palliative patients for whom such a treatment, following assessment, is judged to be futile. If, however, the likely outcome of a CPR intervention is uncertain, anticipatory decisions, either to implement or withhold CPR should be sensitively explored with appropriate individual patients.”   (NCPC, 2002)

3.5 However, the ethics of truth-telling and honesty mean that many healthcare professionals would feel uncomfortable not discussing the aims of treatment with the resident and family carers if appropriate. Indeed if a resident is being cared for in a care home setting, it is important the staff and family carers are aware of the aims of treatment, in order to prevent an ambulance being called when the patient dies, or appears to gasp for breath near the time of death. Sensitive phrases such as “keeping you comfortable” and “not attempting anything heroic” as well as advice on whom to ring, rather than calling an ambulance, at the point of death or for any concerns about symptoms, can be just as effective at informing the resident and family carers that the aim is a “good” death. ACP involves providing appropriate information in order for that discussion to take place and to allow a review of choices about care between individuals, their family carers, and healthcare professionals. Discussion results in the drawing up of a statement of views may divert difficulties at a later date and can enable family involvement and care to be more resident focused. 

4 PROTOCOL
Legally, the only person who can make the final decision on whether to resuscitate or not is the GP in charge of that resident’s care at that time. Although other members of the multi-disciplinary team can be involved in listening to the patient’s views, or in discussing the treatment aims with them, the actual documentation can only be signed by the doctor in charge. In normal hours this will be the patient’s GP. Out of hours this would be the on-call doctor involved with the care home at that time. It cannot be a verbal order: it must be written down to make it legal (Dimond, 2004). Thus advance decision-making can help in the cases where an out of hours doctor attends who is mot familiar with the resident’s history. 

The resuscitation guidelines (BMA et al, 2001) state that patients / residents should not be for CPR if:

· Where attempting CPR will not restart the resident’s heart and breathing

· Where there is no benefit in restarting the resident’s heart and breathing. Although there is benefit gained when a resident’s heart and breathing are successfully restarted following CPR this is not true in all cases. No benefit is gained if only a brief extension of life can be achieved and the patient’s co-morbidity is such that imminent death cannot be averted

· Where the expected benefit is outweighed by the burdens.

· The competent resident refuses it

· Where an Advanced Decision exists which refuses CPR.
4.1 If an arrest cannot be anticipated (i.e. is not expected), and the Advance Care Plan does not include an advanced statement about whether the patient would like to be resuscitated or not:

· In the event of an unexpected cardiac arrest, carry out basic CPR and call an ambulance (dial 999).

· Consider calling the GP on duty to decide whether resuscitation should continue. A verbal decision is not allowed, so the GP must attend the care home as soon as possible in order to formally document this decision. If the ambulance arrives in the meantime, make sure the paramedics are aware of this, as they may want to discuss the decision further with the GP.
· Make sure the family are called as soon as possible and are informed that their relative is extremely unwell. Do not burden the family carers with a CPR decision at that time, unless an attending doctor or paramedic feels this should be done (if so, it may be better for them to speak to the relatives themselves). Remember the family cannot make the decision themselves, they can only suggest what they think the resident themselves would want in that situation. 

· Continue to communicate progress to the family carers and continue to elicit any concerns. If the decision is made to stop CPR and not send the resident to hospital, the family should be told this either as soon possible. 
4.2 If an arrest CAN be anticipated (i.e. is expected) and it is likely to occur because of a REVERSIBLE condition, then an advance care plan on resuscitation is possible because CPR may have some success and therefore can be offered to the resident. However it is best to discuss this first with them, or their carers where indicated, as part of the ACP. 
· If the resident is competent for this decision, discuss options of CPR and DNAR with them (use the ACP outline to help, and see appendix one of these guidelines), continue to communicate progress to them and to their family carers if the resident agrees. It is possible to seek advice from other specialists involved, such as hospital consultants (see point 4.5).

· If the resident is not competent for this decision: enquire about their previous wishes from the family carers in order to help make the best decision. Continue to communicate progress to the family carers and document any decisions made. Continue to deal with any family concerns. In the event of a cardiac arrest, act accordingly to the patient’s wishes (or if they were not competent, follow the clinical team’s decision).

· Document the decision, review it regularly (see 4.4)

4.3 When the resident is in the last few days of life, and will suffer an EXPECTED, IRREVERSIBLE arrest, CPR cannot be successful. Refer to community palliative care teams as early as possible in the patient’s disease. Use the local hospice for out-of-hours advice if there is no support available: theses services can also be used to support and advise in the decision-making processes. 

· Allow a natural death. Good palliative care should be in place to ensure a good death, with support to the family carers and good symptom control. 

· Do not burden the resident or family carers with a CPR decision, since it is known CPR is likely to be unsuccessful. 

· Continue to communicate to the resident and family carers and deal with any concerns. Because of honesty and truth-telling this should involve gentle explanations of treatment aims.

· Review decision regularly (see 4.4). 
· See Appendix four for prognostic indicators.
4.4 What does “review the decision regularly” mean?

While this does not mean burdening the resident and family carers with resuscitation decision-making each time, it does require all staff to be sensitive in picking up any change of views during discussions with them. The frequency of review will depend on the individual resident’s circumstances. It could be monthly, weekly or even daily. It is advised that this be at least monthly.

4.5 Where no explicit advance decision has been made about CPR and the express wishes of the resident are unknown and cannot be ascertained, it should be assumed that the care home staff will make all reasonable attempts to revive the resident, using basic life support, and call a 999 ambulance. However although this is the general assumption, it is unlikely to be considered reasonable to attempt to resuscitate a resident who is in the terminal phase of illness or for whom the burdens of the treatment clearly outweigh the potential benefits (BMA et al, 2001). In the presence of an unexpected collapse in such residents who would still like resuscitation if it is appropriate, the attending professionals (e.g. paramedics, doctors, care home staff) must rapidly assess between them the need for CPR, weighing up the benefits and harm to the resident. This should not be just a care home decision. If in doubt, call the ambulance, start basic CPR, and try to get hold of the GP or on-call doctor service.

4.6 Decide on the competency of the patient.

Obtain verbal or written confirmation, or statement, from the consultant and key worker responsible for the patient on their competence, if required. The Mental Capacity Act (2005) sets out a single clear test for assessing whether a resident lacks capacity to take a particular decision at a particular time.  It is a “decision-specific” test.   No one can be labelled ‘incapable’ as a result of a particular medical condition or diagnosis. Section 2 of the Act makes it clear that a lack of capacity cannot be established merely by reference to a resident’s age, appearance, or any condition or aspect of a resident’s behaviour which might lead others to make unjustified assumptions about capacity. Competent residents are able to understand their situation and the consequences of their decisions, are not influenced by clinical depression (although it is possible to be depressed and remain competent), are free from family coercion, and are not unduly influenced by the side effects of noxious substances, either prescribed or not (not all supposed noxious substances will affect a resident’s thinking. However, if the resident is on any such medication it is worth making sure that they are considered competent: it may be appropriate to ask the family carers how they feel the resident is). The local Independent Mental Capacity Advocate (IMCA) will also be available for advice. An IMCA is someone appointed to support a resident who lacks capacity but has no one to speak for them. The IMCA makes representations about their wishes, feelings, beliefs and values, at the same time as bringing to the attention of the decision-maker all factors that are relevant to the decision. The IMCA can challenge the decision-maker on behalf of the resident who is lacking capacity if necessary.
4.7 Keep the DNAR form in the front of the resident’s notes at the care home. Also document this decision on the resident’s records at the GP surgery. Also send a copy to the relevant clinical staff: e.g. on-call doctor services; local ambulance service; Hospice at home if existing; Hospice team~ day services or inpatient unit; Community Macmillan team; District Nursing team; hospital notes and hospital specialist; carers attending from an agency; patient’s next of kin if patient agrees.  It is also important to record where the document has been sent, to make sure all recipients are equally updated. 

4.8 Document the anticipated circumstances for DNAR

These may be situations such as cardiac and respiratory arrest as a natural part of dying due to advanced disease such as cancer, but not if the arrest could be due to other reversible causes, such as thrombotic or cardiac problems, or a sudden choking attack. This applies in the cases of residents who may have metastatic disease and who are still relatively independent with their activities of daily living. In such circumstances it is wise to discuss with the patient, at the earliest possible opportunity, when it would be and would not be appropriate to carry out CPR: the resident may not want to be resuscitated even in unexpected circumstances.

4.9 Any change in the resuscitation decision must be recorded on the resuscitation decision-making form, and copies of this forwarded to all others involved.

5. WHEN CONCENSUS IS DIFFICULT TO ACHIEVE

5.1   The GP in charge of the resident’s care at the time has the authority to make the final resuscitation decision but it is wise to reach a consensus with the resident, care home staff and family carers. 

5.2  Remember the importance of truth-telling, and that the resident does not need to be asked their opinion if resuscitation is likely to be futile. However they deserve to understand the aims of the treatment and care being given.

5.3  On occasions a clear decision is difficult. When one or two members of the care home team hold a minority view the rest of the team should respect their view and be prepared to review the situation after a time period agreed by the whole team involved, if required. 

5.4  Family carers should discuss with the care home team if they have any concerns or issues about the decision. 

5.5  If family carers are not happy for ACP discussions to take place with their relative / the resident, it is important to impress the value of such discussions whilst acknowledging that these can be difficult. If the family carers still refuse, they need to be aware that they cannot make any decision about the patient’s healthcare. Even when the resident is assessed to be mentally incompetent the family are unable to make medical decisions: they can only advise what they feel the resident would want to do in these circumstances. (This will change with the Mental Capacity Act, as long as the correct Lasting Power of Attorney has been made.) It is best to decide who is involved in the decision by asking the competent resident if they agree for their relative to be involved~ ask the resident, in front of their relative, if they would like to have an important discussion about the future alone, or with their relative present, or for the discussion to take place with their relative instead, with feedback to them afterwards. Allow the resident to lead in this. 

5.6  Staff, who may have concerns about the resuscitation decision, should approach their line manager, in accordance with the care home’s policies. 

5.7  Family carers who may still have concerns should be allowed a second opinion from another senior doctor (BMA et al, 2001). 

6. CPR DECISION FORM







NO


YES












NO






YES


ALLOW A NATURAL DEATH FORM

THIS RESIDENT IS NOT FOR RESUSCITATION

Please refer to policy and CPR decision form when completing

Display this in the front of the resident’s nursing and GP notes


A decision has been taken that Mr/Mrs/Ms…………………………………..is not for resuscitation (CPR). The people involved in this decision were: ………………………………………………………………………………………………………………………………………………………………………………

This decision has been made because: (please tick the appropriate boxes)

· The resident’s condition indicates that CPR is unlikely to be successful or effective, or is likely to be followed by a length and quality of life that would not be acceptable to the patient.

· Resuscitation is not in accord with the recorded, sustained wishes of the resident (made when the patient is mentally competent) even if life is at risk

COMMUNICATION:

· The decision has been discussed with the resident

· The decision has only been discussed with the person closest to the resident because………………………………………………………

· This has not been discussed with either resident or closest person because plan of treatment is known, & may cause upset.



7.  ADVANCE DIRECTIVES AND OTHER LEGAL ISSUES

7.1 If the resident has lost the capacity to make an informed decision about treatment, due to illness or deterioration, steps should be taken to ascertain whether the patient has previously indicated preferences in an advance statement - a “living will” or “advance directive”. If so, this may indicate how they would like to be treated in certain situations. 

7.2 If the resident has never had the capacity to make such decisions (e.g. congenital brain damage; severe learning disabilities) then decisions should be discussed with their next of kin, in the same way other treatment decisions are discussed.

7.3  An advance decision is a written statement by an individual about their wishes regarding future treatment. In the Mental Capacity Act (2005) people can make advance decisions / directives to refuse treatment in certain circumstances, so that if they should lose capacity in the future their wishes have been formally recorded. It is made clear in the Act that an advance decision will have no application to any treatment which a doctor considers necessary to sustain life unless strict formalities have been complied with. These formalities are that the decision must be in writing, signed and witnessed. In addition, there must be an express statement that the decision stands “even if life is at risk”. Teams attending an arrest situation may overturn a decision against resuscitation made by the resident if they feel it is not applicable (e.g. an MND patient requests he is not resuscitated if he experiences a respiratory arrest, but then chokes on a piece of meat and suffers a reversible respiratory arrest- the arrest team decide his wishes do not cover that particular situation and carry out CPR: the DNAR covers end- of-life circumstances).

7.4  An Advance decision is not yet legally binding, but is legally recognised and must be taken into account by the clinical team. However, attending health professionals can presently override them if they believe they should do so in the resident’s best interests. From 2007, the Mental Capacity Act (2005) will make these legal documents, as long as they are valid and applicable to the given situation. In order to make sure this is the case it is advised the resident, or their family carers, organise an Advance Decision through a solicitor. 
7.5 Health professionals are not obliged to provide particular treatments which may be inappropriate, even if an advance decision exists. 

7.6 No doctor is obliged to offer a futile treatment and this includes CPR. If this is explained to the resident and family carers (rather than being asked if they want to be resuscitated when it is deemed to be futile), this may help to prevent any future dissent.

7.7 An advance decision is only valid if the patient is competent and understands their actions, at the time it is made.

7.8 Any information pertaining to advance directives should be documented and communicated to all health professionals involved with that resident’s care. An appropriate health professional should spend time with the resident discussing any issues related to the advance directive, in order to check the resident is still agreeable to the decisions they have made in it. Further advice can be obtained from the local Primary Care Trust’s (PCT’s) legal department if required.

8 LEGAL ISSUES

8.1 The Human Rights Act (1998) has two main articles pertaining to resuscitation. However residents in care homes are not covered by the Human Rights Act. However they are covered by the country’s criminal law and therefore are protected from undignified and cruel care, degrading treatment, or neglect.  

9. ETHICAL ISSUES

8.2 Euthanasia and the right to a good death. Inappropriate CPR can deny the dying resident a good death. However some family carers may argue that not to resuscitate would be passive euthanasia. Again, if CPR is deemed to be futile no doctor is obliged to offer it and no patient or family carer can demand it.

8.3 The Doctrine of Double Effect states that an action may have two outcomes, one good, one bad. If the good outcome to the action is intended but the bad outcome occurs, it is acceptable. Therefore if CPR is given because it is deemed to be successful and the resident dies this bad outcome is acceptable because CPR was given with the aim of a good outcome, i.e. success.

8.4 Informed consent. It is very difficult to give full information for a patient to make an informed decision, since each person’s interpretations of “informed” will differ. The resident not only decides, when appropriate, about treatment, but also must be aware of any possible problems and complications. However because residents do not consent for CPR, and because a decision can be made for DNAR if it is deemed to be futile, informed consent does not always need to be given. If the resident is to make the CPR decision, informed consent is influenced by social, cultural, religious and personal beliefs. 

8.5 Quality of life versus sanctity of life. Some may argue that life should be preserved at all costs. However, what is meant by ‘life’ and quality of life? These are subjective terms. Again if CPR is deemed to be futile then quality of life is being argued for so that the resident is not resuscitated, at best, to later die again.

9. BEST INTEREST POLICY

9.1 When determining which options may reasonably be considered to be in the best interests of a resident who lacks the capacity to make an informed decision, the following must be taken into account:

· Available treatments or investigations that may be clinically indicated;

· Evidence of the resident’s previously expressed preferences, including any advance directives;

· The clinical team’s knowledge of the resident’s background, such as cultural, religious and social influences;

· Views about the resident’s preferences given by a family carer who may have knowledge about this.

9.2 When there are conflicting views and all of the above have been considered it is the GP, in discussion with the care home staff, who has the overall authority to make the resuscitation decision. 

10. RESPONSIBILITY FOR DECISION-MAKING

10.1
Competent residents and family carers should be asked for their views         prior to a decision being made, if appropriate that they be asked.

10.2
 Where care is shared (for instance between GP and hospital specialist / department) the medical practitioners involved should discuss the decision between themselves and other members of the MDT. 

10.3
A DNAR should be reviewed regularly, and overall responsibility for reviewing and changing a decision lies with the doctor in charge of that resident’s care at that time. However all health professionals involved with that residents care should alert that doctor to any changes which may alter the decision made.

11.RECORDING AND COMMUNICATING DECISIONS

11.1It is the responsibility of the person completing the “Allow a Natural Death” form to communicate this decision, and other future changed to it, to all other MDT members involved. 

11.2 Any recorded resuscitation decision made must be accessible to all multi-disciplinary team members involved, including hospital staff, GP’s, community health professionals and ambulance services. This decision should also be communicated between health professionals when a patient is referred or transferred.

11.3 Any decision made should be documented, including date, decision made and rationale behind it, and signed.

11.4 Review regularly (see 4.4) and any changes made to the decision must be quickly passed on to all members of the MDT quickly and accurately.
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Appendix One:

Pointers to help discussion:

Any discussion about treatment decisions can be difficult to approach. As part of ACP, formal conversations about future care are discussed as soon as possible after the resident has been admitted to the care home. Such discussions need not be feared by care home staff, as long as the approach taken is sensitive, clear and at the resident’s own pace and understanding. 

Any member of care home staff can undertake this discussion but only the GP in charge of that patient’s care whilst in the home can formally make the decision about whether or not to resuscitate. 

To begin with, use the introductory paragraphs on the present ACP form as an opening statement to the resident / family carers. It would be best to either paraphrase this, or allow them to read this if they are able:

“We wish to be able to provide the best care possible for patients and their family, but to do this we need to [understand your] thoughts, needs and preferences for the future.

“The aim of Advance Care Planning [ACP] is to develop better communication and recording of decisions, thereby leading to provision of care based on the needs and preferences of patients and [their family] carers. It is intended to be used as a guide, to record what the patient DOES wish to happen, rather than a legally binding refusal of specific treatments or a statement of what they DO NOT wish to happen, as in the Advanced Directive, or Living Will. 

“Ideally an Advance Care Plan should be discussed to inform future care at an early stage. Due to the sensitivity of some of the questions, some may not wish to answer them all, or to review and reconsider their decisions later. This is a dynamic planning document to be adapted and reviewed as needed and is in addition to Advanced Directives or [other] legal documents”.

Before further discussion takes place it is important to reinforce the patient and family carers why this discussion is taking place, and to allow them to ask any questions before proceeding.

Sometimes the family may want to take the lead on these discussions with their relative, and then feed back to you. This is fine, as long as the relative is fully aware of the implications of what is being discussed, and can ably and sensitively lead these discussions.

If a relative is not happy for these discussions to take place, it is important that the rationale behind such discussion and decisions is explained. Remember that ACP is about making sure the resident has their say, their choice. Yes, such discussions can be upsetting but overall they can be extremely positive and reassuring, particularly to older people who have just given up their home and independence.  It can also save any distress later on, if events occur which were not wanted. 

Broad questions such as: “What elements of care are important to you and what would you like to happen? What do you NOT want to happen if you suddenly deteriorate? Do you have a Living Will or Advanced Directive? If your condition deteriorates, where would you most like to be cared for?”………

These may be difficult for some patients to answer without further information. Be prepared to clarify what is meant: e.g. elements of care may mean good food, comfy bed, and access to staff when needed. You could suggest some of these, to help.

BUT in order to make sure the discussion then moves into resuscitation, you can ask the following: 

In the situation where THE PATIENT IS NOT EXPECTED TO SUFFER A CARDIAC OR RESPIRATORY ARREST AT THAT TIME (i.e. it is appropriate to ask them what they would like as there may be small chance of success) you may use the following questions to help:

“Should your condition suddenly deteriorate, have you thought what you would like to happen to you? Would you like to go into hospital? Normally by asking this, if the patient answers no, it can then be explained that care carried out in the home will not be aggressive as in hospital, and how would they feel about this, even if it meant they may die?

“Should your condition suddenly deteriorate, have you thought where you would like to be cared for?”
Some patients and families may have already thought about such a situation, others may find this question a shock. Be prepared to answer any questions they may have, and to give them time to think and discuss this further.

“Do you have any views on resuscitation (for example of your heart stops?” This is a good question to help explore if they have any thoughts about what they would like in this situation. It can even be useful when resuscitation is going to be futile, as a way to start off the conversation, as long as asked sensitively. If the patient says they would like their heart to be restarted, it would be good to ask, “Why do you feel like this?” This can give them a chance to say if they feel they are well or perhaps not yet ready to die. Then it would be possible to gently explain that their current health is very poor. Start by saying: “I want to discuss with you your present health situation.”  This opens an opportunity to discuss any recent tests and results, and the overall aims of their treatment. Then: “That is why if you did collapse or deteriorate suddenly it wouldn’t be appropriate for us to start resuscitation, or call an ambulance. We know resuscitation in your health situation will not be successful, and therefore the aim would be to keep you comfortable. There are several people we can use to help us make sure this happens. These are….”

IF THE PATIENT IS EXPECTED TO SUFFER A CARDIAC OR RESPIRATORY ARREST AS PART OF A TERMINAL EVENT, THE CHANCE OF SUCCESS IN CPR IS VERY UNLIKELY. THEREFORE THE GP IN CHARGE OF THAT PATIENT’S CARE SHOULD MAKE AN ADVANCE DECISION FOR DNAR, AND THIS SHOULD BE COMMUNICATED TO ALL STAFF. 

This decision should also be communicated to the resident and family carers sensitively. There is no need to go into details, only to explain the general aims of treatment. However if phrases such as “no heroics” and “aim is to make them comfortable” are used, it is important to make sure the resident and family carers understand what is meant by this. This gives a good base to build on to make sure everyone realises that no ambulance will be called at the time of death, and that the aim is comfort for the resident. 

For some residents it may still be appropriate to ask the above questions, to see what their views are initially, and then bring the discussion round to say what the care home as a whole feel would be best, and be prepared to explain the rationale behind this.

Phrases which may be helpful to use:

“As past of your admission into this care home, there are some important things I would like to discuss with you. Would you like to discuss them with me on your own, or would you like your family with you?”

“What has happened recently for you to come to live with us?”

“How do you see the future for you?”

“As you are at the moment health wise, if you suddenly collapsed, what would you want to happen to you? Go to hospital? Be seen by an ambulance but stay here? Why is this? 

Make sure they are given the offer of reading the information leaflet attached (Appendix two and three).

Appendix two:

RESUSCITATION

(CARDIOPULMONARY RESUSCIATION OR CPR)

INFORMATION FOR PATIENTS AND FAMILY (full version)

INTRODUCTION

One of the most sensitive issues facing healthcare professionals, patients and relatives is the decision-making in relation to resuscitation (CPR). It is an important issue that is often misunderstood and this leaflet has been designed to explain some of the issues in more detail: What is CPR? How decisions about CPR are made; CPR decisions at the end of a person’s life; How to make advance decisions about your wishes on CPR and other issues. This leaflet is based on law, and national guidelines. 

WHAT IS CPR?

Everyone breathes and has a heart beat while they are alive. The heart and lungs work closely together and when one stops the other will stop as well unless emergency procedures are carried out. Everyone who dies suffers from their heart and lungs stopping. But not everyone who this happens to is appropriate to have CPR carried out on them.

CPR (or cardiopulmonary resuscitation, or resuscitation) is an emergency procedure that is attempted when the heart beat and / or breathing stops. When the heart stops it is called a “cardiac arrest”. When the breathing stops it is called a “respiratory arrest”. The term “cardiac arrest” should not be confused with “heart attack”: These are two very different conditions, as the heart does not usually stop when a heart attack occurs.

Like any procedure, CPR carries some benefits but also some risks. It is not always successful, and even when it is there is a risk of further complications that may dramatically reduce the quality of life afterwards. The most it will ever achieve is to bring the person back to how they were before the arrest occurred, and this is why it is never successful in people who are dying. It should only be attempted if it is possible it may be successful.

WHAT HAPPENS IN CPR?

IN HOSPITAL: Sometimes when the heart stops it may be possible to restart it by carrying out Basic Life Support initially, which the ward staff will carry out (this consists of chest compressions and breathing into the mouth with a special mask and bag) followed by carrying out Advanced Life Support which the specialist CPR team in the hospital will carry out. This may include administering electric shocks to the heart by placing metal paddles on the chest, and injecting certain medications to try and stimulate the heart to restart. A tube is also be placed down the throat. CPR is an emergency procedure and can be very distressing to watch but the patient is usually deeply unconscious at the time so will not be aware of what is happening.

IN THE HOME: If the patient collapses at home, their heart or lungs may have stopped working. If this is unexpected then it is best to call 999 and follow the instructions they will give to you.

However if the patient is terminally ill and is expected to die then CPR will not be appropriate or successful. In this case it would NOT be appropriate to dial 999. Instead call either your own doctor or on-call doctor service, or hospice at 

Write the numbers you may need here:

	Your GP:

(the out of hours doctor service can be reached through your normal GP number)

	Other useful contact numbers:


HOW SUCCESSFUL IS CPR?

In hospital for ALL patients who had CPR attempted on them, it may be as high as 4 out of 10. However only 2 out of 10 will survive to go home. Despite the best efforts of everyone involved most attempts at CPR are not successful, particularly those that happen at home due to the delay before advanced life support is started when the paramedics arrive. The chances of success in CPR for a patient with advanced cancer or other advanced diseases (such as severe stroke, heart failure) are virtually zero.

WHAT IF CPR IS NOT SUCCESSFUL?

IN THE HOSPITAL: Although the heart can have many electric shocks given to it, it is generally recognised that the more shocks given, the less likely the heart is to restart. For CPR to be successful it has to be started as soon as possible after the heart or lungs have stopped or otherwise the brain can become severely damaged through lack of oxygen. CPR is also unlikely to be successful if the patient has other serious conditions or is in generally poor health.

Even those for whom CPR is successful are often more unwell, possibly physically and mentally, than they were before the arrest occurred and may never regain the quality of life they had beforehand. Some may have brain damage or even go into a coma. Others may only be revived for a short length of time before suffering another arrest. Patients with medical problems are less likely to make a full recovery.

IN THE HOME: CPR will happen once the emergency services will arrive. The delay in starting advanced life support means CPR may be even less successful than in hospital. As above, it will not be successful for those who have general poor health or are terminally ill. 

WHAT IS A “DO NOT ATTEMPT RESUSCITATION (DNAR)” POLICY?

Policies are formal documents and provide a “statement of intent” about how to comply with certain legislation or directives. It is mandatory for all staff to comply with such policies in their own area of work. A DNAR policy is a formal document that provides advice and guidance to staff in how to deal with making a CPR decision, and is based on the CPR guidelines provided by the British Medical Association, Royal College of Nursing and Resuscitation Council (2001).

If the doctors feel there is a chance of success from CPR then they will ask the patient for their opinion. The patient does not have to agree to have CPR if they feel they would rather not: they simply have to tell the doctor their opinion and then an advance decision can be made to make sure the patient’s wishes are respected. 

Legally the doctors are the only ones who can make the final decision about CPR. This is because if they feel CPR will not be successful then it would not be fair to ask what the patient what they would want to happen in an arrest situation. Instead, they will make the DNAR decision and document it appropriately so every one else is aware: this may in the front of the patient’s medical notes, or their nursing notes if they are at home. The patient can then be referred to the Palliative care team, either in hospital or at home, to offer extra support if needed. They can also be referred to the Hospice at Home team for support at home, out of hours. Please ask about this service if you are interested.

MAKING A DNAR DECISION

As each patient is an individual, each CPR decision will be made only for them. The reason not to give CPR can vary. Deciding in advance whether CPR should be carried out is one of the most serious decisions doctors make. It is important patients and relatives are included in any discussions, even if it only to tell them what decision has been made and why. Each decision involved may include:

· The wishes of the patient (either at the time or from an Advance Directive)

· The patient’s diagnosis

· The chances of success if CPR were attempted

· The ongoing quality of the patient’s life

Sometimes it can be clearly seen that there is no realistic chance that CPR will be successful, as stated before. The same may be true of a patient with many illnesses at once. Some people may simply wish to be allowed to die peacefully and with dignity when their heart stops. On other occassions it may be felt that even if CPR could be successful the quality and length of life afterwards would not be worthwhile due to complications from CPR or to the patient’s quickly deteriorating condition.

WHAT HAPPENS IF A DNAR DECISION IS MADE? WILL THE PATIENT BE ENTITLED TO ANY OTHER TREATMENT?

A DNAR decision only applies to actual CPR itself. It does NOT include other aspects of care such as medications, nursing care and medical support, and being made as comfortable as possible. It simply means that the treatment aims and plans are to keep the patient comfortable and support the family as much as possible.

IF THE PATIENT DOES NOT WANT TO TALK TO THE DOCTOR ABOUT CPR, CAN THEY ASK A FAMILY MEMBER TO SPEAK ON THEIR BEHALF?

It is perfectly acceptable for a family member to be chosen as a spokesperson for the patient, if the patient wants this. Discussion about making the CPR decision between the patient and their family may also help them to reach a decision and also give them some support.

If the patient cannot be asked (because they are not mentally competent, or because they are unconscious) the doctors will ask the family what they feel the patient would want if they were to suffer an arrest. It is not legal in the UK at present for the family to make decisions themselves about medical care; they are only able to offer an opinion of what the patient would want. While this opinion is taken into account the final decision still rests with the doctor in charge.

In the case of children over the age of 16 years of age, they are able to make their own decisions relating to their care. Therefore they have the right to consent or to refuse treatment. For children under the age of 16 however, the decision about CPR would normally be discussed with those who have parental authority.

If the patient decides and agrees to a DNAR decision, and they are living at home, this can be documented in a Datalink pot, which can be kept in the fridge. This is then available for anyone who enters the house and tells him or her what their wishes are, in case the patient is unable to speak for themselves at that time.

CAN A PATIENT MAKE A CPR DECISION IN ADVANCE?

This is possible, in the form of a Living Will or Advance Directive. This gives doctors written proof of the patient’s wishes if they are unable to communicate them. Some people decide in advance that if they have an illness or injury that reaches a stage when it is no longer possible to have a reasonable quality of life, they would not want to have CPR and would rather die with dignity. It is best to make a Living Will or Advance Directive through a solicitor in order to ensure it is recognised as a valid document. 

WHAT IF THE PATIENT WANTS TO HAVE CPR BUT THE DOCTOR SAYS IT WILL NOT BE SUCCESSFUL?

Although nobody can insist on having a treatment or intervention that a doctor thinks will be unsuccessful, if there is a chance of success then the patient’s opinion must be taken into account by the doctor looking after them at the time. If there is some doubt whether CPR will or will not be successful, then a second opinion can be sought from another doctor. Even if CPR may be successful but is likely to leave the patient severely ill or disabled then the doctors may decide DNAR is best. 

CAN THE DECISION BE CHANGED?

For any CPR decision made the policy states that it needs to be reviewed regularly and this includes a DNAR decision. If the situation alters and the nursing / medical team feel that it would be in the patient’s best interests to change the decision made, this would be clearly recorded and wherever possible any changes made will be discussed with them.

If the patient wishes to change their mind, if they have been asked their opinion as to whether they want to have CPR or not, then they need to let one of the nursing or medical staff know as soon as possible. It can then be discussed again and any changes made correctly documented.

Although this booklet covers most of the issues relating to CPR, there may still be questions which need answering. Please contact a nurse or doctor to discuss this further, or contact the hospital Resuscitation Officer, or the PALS service (Patient and Advocacy Liaison service) at the local hospital. 

Questions you may want to ask:

	

	

	

	


Appendix three

RESUSCITATION

(CARDIOPULMONARY RESUSCIATION OR CPR)

INFORMATION FOR PATIENTS AND FAMILY (short version)

INTRODUCTION

One of the most sensitive issues facing healthcare professionals, patients and relatives is the decision-making in relation to resuscitation (CPR). It is an important issue that is often misunderstood and this leaflet has been designed to explain some of the issues. 

WHAT IS CPR?

The heart and lungs work closely together and when one stops the other will stop as well unless emergency procedures are carried out. Everyone who dies suffers from their heart and lungs stopping. But not everyone who this happens to is appropriate to have CPR carried out on them.  CPR is an emergency procedure that is attempted when the heart beat and / or breathing stops. Like any procedure, CPR carries some benefits but also some risks. It is not always successful, and even when it is there is a risk of further complications that may dramatically reduce the quality of life afterwards. The most it will ever achieve is to bring the person back to how they were before the arrest occurred, and this is why it is never successful in people who are dying. It should only be attempted if it is possible it may be successful.

WHAT HAPPENS IN CPR?

In hospital, sometimes when the heart stops it may be possible to restart it by carrying out Basic Life Support initially, which the ward staff will carry out (this consists of chest compressions and breathing into the mouth with a special mask and bag) followed by carrying out Advanced Life Support which the specialist CPR team in the hospital will carry out. If the patient collapses at home and it is unexpected then it is best to call 999 and follow the instructions they will give to you. However if the patient is terminally ill and is expected to die then CPR will not be appropriate or successful. In this case it would NOT be appropriate to dial 999. Instead call either your own doctor or on-call doctor service. 
HOW SUCCESSFUL IS CPR?

Despite the best efforts of everyone involved most attempts at CPR are not successful, particularly those that happen at home due to the delay before advanced life support is started when the paramedics arrive. The chances of success in CPR for a patient with advanced cancer or other advanced diseases (such as severe stroke, heart failure) are virtually zero. Even those for whom CPR is successful are often more unwell, possibly physically and mentally, than they were before the arrest occurred and may never regain the quality of life they had beforehand. Some may have brain damage or even go into a coma. Others may only be revived for a short length of time before suffering another arrest. Patients with medical problems are less likely to make a full recovery.

WHAT IS A “DO NOT ATTEMPT RESUSCITATION (DNAR)” POLICY?

A DNAR policy is a formal document that provides advice and guidance to staff in how to deal with making a CPR decision, and is based on the guidelines provided by the British Medical Association, Royal College of Nursing and Resuscitation Council in 2001.

If the doctors feel there is a chance of success from CPR then they will ask the patient for their opinion. The patient does not have to agree to have CPR if they feel they would rather not: they simply have to tell the doctor their opinion and then an advance decision can be made to make sure the patient’s wishes are respected. 

Legally the doctors are the only ones who can make the final decision about CPR. This is because if they feel CPR will not be successful then it would not be fair to ask what the patient what they would want to happen in an arrest situation. Instead, they will make the DNAR decision and document it appropriately so every one else is aware: this may in the front of the patient’s medical notes, or their nursing notes if they are at home.

WHAT HAPPENS IF A DNAR DECISION IS MADE? WILL THE PATIENT BE ENTITLED TO ANY OTHER TREATMENT?

A DNAR decision only applies to actual CPR itself. It does NOT include other aspects of care such as medications, nursing care and medical support, and being made as comfortable as possible. It simply means that the treatment aims and plans are to keep the patient comfortable and support the family as much as possible. Some people decide in advance that if they have an illness or injury that reaches a stage when it is no longer possible to have a reasonable quality of life, they would not want to have CPR and would rather die with dignity. It is best to make a Living Will or Advance decision through a solicitor in order to ensure it is recognised as a valid document. 

WHAT IF THE PATIENT WANTS TO HAVE CPR BUT THE DOCTOR SAYS IT WILL NOT BE SUCCESSFUL? 

Although nobody can insist on having a treatment or intervention that a doctor thinks will be unsuccessful, if there is a chance of success then the patient’s opinion must be taken into account by the doctor looking after them at that time. If there is some doubt whether CPR will or will not be successful, then a second opinion can be sought from another doctor. Even if CPR may be successful, but is likely to leave the patient severely ill or disabled, then the doctors may decide a DNAR decision is best. 

CAN THE DECISION BE CHANGED?

For any CPR decision made the policy states that it needs to be reviewed regularly and this includes a DNAR decision. If the situation alters and the nursing / medical team feel that it would be in the patient’s best interests to change the decision made, this would be clearly recorded and wherever possible any changes made will be discussed with them.

If the patient wishes to change their mind, if they have been asked their opinion as to whether they want to have CPR or not, then they need to let one of the nursing or medical staff know as soon as possible. It can then be discussed again and any changes made correctly documented.

If you have any further questions there is a more detailed leaflet available, or please contact your GP or the specialist involved in your care.

Appendix four:

Prognostic indicators: taken from GSF website: www.goldstandardsframeowrk.nhs.uk/

There are three main triggers to identify those patients for whom supportive / palliative care is appropriate: we can use any of these following methods:

1. Ask yourself: “Would I be surprised if this patient were to die in the next 6-12 months?” (the surprise question). If the answer is no, then start thinking about a DS1500, using the GSF, sorting out ACP, etc.

2. The patient with advanced disease makes a choice for comfort and care only, not curative aggressive treatment, or there is need for supportive / palliative care. 

3. Clinical indicators: specific indicators of advanced disease for each of the three main end of life patient groups- cancer, organ failure, elderly frail / dementia. 

Approx 1/3 of all deaths are from patients with organ failure, e.g. heart failure, or COPD.  All patients near the end of life, whatever the reason, will benefit from palliative and supportive care.

General predictors of end stage illness:

· Multiple co-morbidities

· Weight loss: greater than 10% over 6 months

· General physical decline

· Serum Albumin <25g/l

· Reducing performance status / Karnofsky score (KPS) <50% (see appendix five)

· Dependence in most ADL’s. 

Cancer patients: 

· Those with any metastatic or incurable cancer. “The single most important predictive factor in cancer is performance status and functional ability”- if a patient is spending more than 50%of their time in bed  / lying down (due to the cancer, not other pre-existing problems), prognosis is likely to be approximately 3 months or less.

Organ Failure Patients:  

Heart Failure (HF): At least 2 of the following: 

· CHF NYHA stage 3 or 4~ shortness of breath at rest or on minimal exertion (ask the surprise question).

· Patient thought to be in the last year of life by their care team

· Repeated hospital admissions with symptoms of HF

· Difficult physical or psychological symptoms despite optimal tolerated therapy.

COPD: 
· Disease assessed to be severe

· Recurrent hospital admissions  (>3 admissions in 12 months, for COPD exacerbations)

· Fulfils long-term oxygen therapy criteria

· MRC grade 4/5: shortness of breath after 100 metres on the level or confined to house through breathlessness

· Signs and symptoms of heart failure

· Combination of other factors, e.g. anorexia, previous ITU / NIV / resistant organisms, depression

Renal Disease: 
· Patients with stage 5 kidney disease who are not seeking or are discontinuing dialysis or renal transplants. This may be from choice or because they are too frail or have too many co-morbid conditions

· Patient with stage 4 or 5 chronic kidney disease whose condition is deteriorating and for whom the surprise question is applicable

· Clinical indicators:

· CKD stage 5 (eGFR <15ml / min)

· Symptomatic renal failure (anorexia, nausea, pruritis, reduced functional status, intractable fluid overload)

     Neurological Disease

MND patients should be included from diagnosis, as it is a rapidly progressing condition

·  Evidence of disturbed sleep related to respiratory muscle weakness, in addition to signs of dyspnoea at rest
· Barely intelligible speech
· Poor nutritional status
· Needing assistance with ADL’s
· Medical complications e.g. pneumonia, sepsis
· A short interval between onset of symptoms and diagnosis
· A low vital capacity (below 70% of standard spirometry).
     Parkinson’s Disease: The presence of two or more of the criteria in Parkinson’s disease should trigger inclusion on the GSF register:

· Drug treatment is no longer effective / an increasingly complex regime of drug treatments
· Reduced dependence, need for help with daily living
· Recognition that the condition has become less controlled and less predictable with “off” periods
· Dyskinesia, mobility problems, and falls
· Swallowing problems 
· Psychiatric signs (depression, anxiety, hallucinations, psychosis).
Multiple Sclerosis:

Indicators of deterioration and inclusion on GSF register are:

· Significant complex symptoms e.g. pain

· Communication difficulties, e.g. dysarthria + fatigue

· Cognitive difficulties

· Swallowing difficulties / poor nutritional status

· Breathlessness + aspiration
· Medical complication e.g. recurrent infection
Dementia

· Unable to walk with assistance, and

· Urinary and faecal incontinence, and

· No consistent meaningful verbal communication, and

· Unable to dress without assistance

· Barthel score <3

· Reduced ability to perform activities of daily living
Plus any of the following:

· 10% weight loss in previous six months without any other causes

· Pyelonephritis or UTI

· Serum albumen 25g/l

· Severe pressure sores, stage 3 or 4

· Recurrent fevers

· Reduced oral intake / weight loss

· Aspiration pneumonia

Frailty:

· Multiple co morbidities with signs of impairments in day to day functioning
· Deteriorating Karnofsky score
· Combination of at least symptoms of: weakness, slow walking speed, low  physical activity, weight loss, self reported exhaustion
Stroke

· Persistent vegetative or minimal conscious  state / dense paralysis

· Medical complications

· Lack of improvement

· Lack of improvement within 3 months of onset

· Cognitive impairment / post stroke dementia

Appendix five

Karnofsky Performance Status Score

	Score
	Function

	100
	Normal, no evidence of disease

	90
	Able to perform normal activity with only minor symptoms

	80
	Normal activity with effort, some symptoms

	70
	Able to care for self but unable to do normal activities

	60
	Requires occasional assistance, cares for most needs

	50
	Requires considerable assistance

	40
	Disabled, requires special assistance

	30
	Severely disabled

	20
	Very sick, requires active supportive treatment

	10
	Moribund


Appendix six

Barthel Score

Top of Form

	1. Bowel status
	0= incontinent (or needs enema)

1=occasional incontinent

2= fully continent

	2 Bladder status 
	0=incontinent or catheterised and unable to manage

0= incontinent or catheterised and cannot manage

1= Occasional continence (max once in 24 hours)

2= fully continent (over 7 days)

	3 Grooming 
	0= Dependent

0=Needs helop with personal care: face / hair / teeth / shaving

1=Independent (implements provided)

	4 Toilet use
	0= Dependent

 0=Dependent 

1=needs some help but can do something alone

2=Independent (on / off, wipe / dressing)

	5 Feeding5 Feeding 
	0= needs all help

0=Unable

1=Needs help in cutting, spreading butter

2=Independent (provided food in reach)

	6. Transfer 6 Transfe 
	0= unable as no sitting balance

0= unable as no sitting balance

0=Unable (as no sitting balance)

1=Major help (physical, one or two people)

2=Can sit, minor help (verbal or physical)

3=independent

	7  Mobility 7 mobilty 
	0= immobile

0= immobile

1= wheelchair independent including corners

0=immobile

1= Wheelcahir independentm including corners

2=walks with help of one (verbal or physical)

3=independent

	8 Dressing 8 Dressing
	0= Dependent

0= Dependent

1= needs help but can do about half unaided

2=Independent (includes buttons, sips)

	9. Stairs 9Stairs 
	0=unable

0= Unable

1= Needs help (verbal or physical)

2=Independent (up and d0wn)

	10. Bathing10 Bathing 10 bathing 
	0= Dependent

0= Dependent

1= Independent bathing or showering

	Total Score (max 20)
	NB: the aim is to establish the degree of independence. The lower the scale, the greater the dependency



Bottom of Form




If an arrest CANNOT be anticipated, then it may not have been possible to make an advance decision:


The resident should be informed that they can discuss their treatment options at any time. This should include information about CPR and its likely success


Continue to keep resident (& family carers if patient agrees) up to date, and discuss any concerns


Review circumstances regularly


In the event of an unexpected arrest, carry out basic life support and call an ambulance: call the on-duty GP to discuss, & stress they MUST visit in order to document DNAR decision if made.





Can the exact circumstances of the arrest be anticipated?





If an arrest CAN be expected from a reversible cause and there is a chance of success from CPR then an advance decision / ACP on CPR is possible


If the resident is competent to be involved in this decision:


Discuss the options of CPR vs. DNAR with the resident and continue to communicate progress to the patient (& family carers if patient agrees)


If the resident is not competent to make this decision (unconscious, mentally unable, confused):


Enquire about their wishes from the family carers to help the team decide


Make a decision in the resident’s best interests, lead by their GP


Continue to communicate progress to the family carers


Document the decision


Continue to deal with any concerns the resident / family carers may have.


Review regularly.


In the event of an expected arrest, act according to the resident’s, or clinical team’s, decision.





Will the arrest occur as a result of an irreversible condition?





When the resident is in the last few days of life, and will suffer an EXPECTED, IRREVERSIBLE arrest, CPR cannot be successful.


Document the DNAR decision where required and communicate this to all staff involved: DN, Mac nurse, hospice at home, ambulance service, GP, out-of-hours medical team


Allow a natural death. Ensure resident is known to the palliative care team and Hospice at Home. Should be on the GSF, also consider LCP


Do not burden the resident and family carers with a decision.


However communicate to the resident and family carers that the aims of treatment are patient comfort, and explain sensitively that death is expected.


Review circumstances regularly 





Resident’s name:


DOB:


Care home Address details:





GP’s name:


Date and Time of signing:


Surgery Address:


GP signature:……………………………………………………


Review dates (e.g. at GSF meeting)					GP signature


…./…./…	( DNAR remains	( DNAR cancelled……………………………….


…./…./…	( DNAR remains	( DNAR cancelled………………………………..


…./…/….	( DNAR remains	( DNAR cancelled……………………………….


…/…/…		( DNAR remains	( DNAR cancelled………………………………..








Decision communicated to: (tick boxes appropriate): DATE:…………


DN, including OOH	(	OT services		(	Hospice OP / DS (	


Macs			(	Physio services	(	Hospital specialist


GP surgery		(	Ambulance service	(			       (


Carers at agency	(	Out of hours Drs	(	Other 		       □


Family			(	Hospice at home	(





The decision has been reviewed, changed & communicated: DATE…..


DN, including OOH	(	OT services		(	Hospice OP / DS (	


Macs			(	Physio services	(	Hospital specialist


GP surgery		(	Ambulance service	(			       (


Carers at agency	(	Out of hours Drs	(	Other 		       □


Family			(	Hospice at home	(
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