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Disclaimer




While all reasonable care has been taken to ensure that the contents of this publication are both correct and accurate at the time of going to press, no responsibility for loss or damage occasioned to any person acting or refraining from action as a result of any statement in it (including any errors and omissions however caused) can be accepted by the author, editor or publisher. Nor should anything in this work be taken as a substitute for advice from an appropriate competent professional; if expert advice is needed, whether on health, money, wills or any other subject in this book, it should be sought.
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Introduction


Grow old along with me! The best is yet to be, The last of life, for which the first was made


Robert Browning, Rabbi Ben Ezra (1864)


‘I always meant to, I just never got round to it’. More than half of all adults haven’t made a will.1 That is a big mistake, as you’ll see when you read on.


As we know, it’s not just wills. There is quite a bit more that gets left undone. For a start there are lasting powers of attorney, advance decisions and advance statements (see pp 19–31). And that is just the beginning.


This book, therefore, is a practical manual designed to point you in the right direction. It is not my aim to admonish you for not having planned as much as you might, but rather to look gently at the steps you could still take as an older person to ease your peace of mind and make things easier for those left behind after your death.


And this book is a good fit for me too, in my mid-seventies. Not just wills and all of that. There is much more that might just help. A little planning on money (Chapter 2), pensions (Chapter 3) and inheritance tax (Chapter 4). For example, the advantages and disadvantages of the two types of ­equity release; how the state pension works, where to get help on pensions, and how not to miss out on pension credit (many do); understanding the so-called nil-rate and residence nil-rate bands for inheritance tax.


And in later chapters, how to identify and avoid scams, especially those targeted at older persons (Chapter 5); the best ways to manage your ageing health (Chapter 6); how to stay at home for as long as possible (Chapter 7); and how to get the best out of care services when you need support (Chapter 8).


I also propose a Charter of Rights for Older Persons, to protect dignity and independence (Chapter 9). And finally, for those left behind after a death, there is a ten-point checklist of what to do at a difficult time (Chapter 10).


This book is for those who haven’t planned, or not enough, and for their children, friends and others who may have to step up and make decisions on their behalf.


This is definitely the age of older persons. Nearly one in five of the population of the UK is 65 years or older, some 13 million people, almost double the number from the 1970s. That proportion of older people is projected to be one in four by 2050.2


Many of us are, of course, living longer – there are over 15,000 centenarians in England and Wales alone (more women than men).3 Some people work later in life. Some volunteer or provide support for others, such as very elderly parents, partners or grandchildren. Other factors come into play, too. There are improvements in diet, lifestyle and healthcare. There is less smoking and improved working conditions in industry.


You don’t have to look far for active older person role ­models. Those in their seventies, eighties and nineties (at the time of writing) in the arts, business and politics are showing the way4:


• Mick Jagger, Paul McCartney and Shirley Bassey are all performing; as too are Eric Clapton, Rod Stewart and Elton John


• David Hare and Tom Stoppard are writing plays; Helen Mirren, Ian McKellen and Patrick Stewart are performing in them


• David Hockney, Peter Blake and Maggi Hambling are painting, and she is sculpting too


• Norman Foster, the architect, will help Ukraine’s physical reconstruction


• Richard Branson and James Dyson are still creatively active in business


• David Attenborough, Michael Palin and John Humphrys are still broadcasting


• In law, Heather Hallett chairs the UK Covid-19 Inquiry


• And you only have to look across the Atlantic to see the two older candidates for US President in 2020 (and almost, but not quite, in 2024)




But not all of us can remain active all of the time. Sometimes incapacity strikes quickly, as with an unexpected stroke or heart attack. I am suggesting in this book that you may want to be prepared. We are all likely to suffer some form of condition, disease or impairment in our later years, which will set us back tem­porarily or, worse, permanently. Older people are sometimes disparagingly and unfairly referred to as a ‘burden’ on NHS and care services. But this age group certainly presents a significant cost. It is estimated that 75% of 75-year-olds in the UK have more than one long-term medical condition, rising to 82% for 85-year-olds.5 As somebody once said, ‘I can cut the mustard. I just need help opening the jar’.


I do not dwell too much on the downsides of older age. My purpose is more positive. As Shirley Bassey once said, ‘You don’t get older, you get better’. I want to cherish the idea of living longer, to value and respect our generation, and help and support those who need guidance and assistance as life becomes a little more difficult. My aim, therefore, is to provide encouragement and constructive information for all of us older persons, as well as those in the generation below, all who need to plan (­gently) for the more demanding times that may lie ahead.


I use the phrase ‘older persons’ because it identifies older ­people as individuals, each with his or her own wants and needs, not just a group. I may from time to time use the phrases ‘older people’, ‘the elderly’ or ‘people of older age’, but I have at the forefront of my mind each separate person. I mean no disrespect in any terminology I use.


‘Older persons’ is a phrase that is often used, sometimes in ­formal documents. In 1995 the United Nations Committee for the Economic, Social and Cultural Rights of Older Persons ­opted for this term over others including ‘the aged’, ‘the ­ageing’ and ‘the elderly’. And ‘older persons’ had been used earlier by the UN General Assembly in 1991 when it adopted the UN Principles for Older Persons. No mention of ‘older people’ is made in either document.


It may seem a little random, but I choose 65 years as the transition from middle age to older age. Despite the fact that the state pension age in the UK has crept up to 66 (for men and women),6 65 is still considered to be a standard starting age for older persons. It is recognised as such by the United Nations, the World Health Organisation, the NHS and the UK’s Office for National Statistics.7


For many, though, age is just a number; you are only as old as you feel. So, in John Welcome’s 1959 novel Stop at Nothing, the hero complains at 40 that it’s ‘the first year you really feel the rot setting in and the timbers beginning to creak ... after your fortieth birthday you suddenly realise you are mortal’.8 Or maybe 50 is old? Back in 1875, Disraeli’s Government defined old age as ‘any age after 50’.9 And Victor Hugo said that ‘40 is the old age of youth; 50 the youth of old age.’ 64? For the young Beatles, old age, ‘many years from now’, meant ‘when I’m 64’. But in the UK, 65 is currently known as the conventional start of old age.10 No doubt, this will advance to 70 in due course.


This book is therefore both for older people who might need a bit of help and for younger people who will be doing the helping. As Michael Caine, acting the part of an elderly composer in Paolo Sorrentino’s film Youth, said, ‘I’ve become old and I don’t know how I got here.’ We all need to prepare for that time.


This is a book for the whole of the United Kingdom, although the emphasis falls inevitably on England, by far the largest of the four nations, and Wales which shares much law with England. Where appropriate I shall highlight some of the differences in practice in Scotland and Northern Ireland.


Most chapters will end with my suggested top ten tips. These are my tips for this introduction.




Top Ten Tips




	

		

		

	

	

		

	

	  1




	

	Make the most of your later years (whatever your circumstances). The UK Census shows that the 65–75 age group reports higher levels of happiness than any other age group.




		


		

	

	  2




	

	Be positive in everything you do. Life expectancy is increasing; older years are becoming a greater segment of our lives.




		


		

	

	  3




	

	Prepare for a later working life. With the State Pension now set at 66, working up to 65 or later is becoming more common – be prepared to adjust if necessary.




		


		

	

	  4




	

	Be prepared for the likely possibility of more difficult times. Plan for the future and the possibility of less capacity (mental and physical – see pp 43–51); think about a will, Lasting Power of Attorneys, etc.




		


		

	

	  5




	

	Think about how you are going to live and manage your home. Be prepared to adapt your home, downsize or move to a more suitable home.




		


		

	

	  6




	

	Stay as healthy as you can, both physically and mentally




		


		

	

	  7




	

	Do a little financial planning so that you can have greater control over your money




		


		

	

	  8




	

	Write a little memoir both to reflect and to remind future generations of your family history and details of family members who might otherwise be forgotten




		


		

	

	  9




	

	Be a little bit organised in your life to make things easier for loved ones when they are left behind




		


		

	

	10




	

	Stand up for your rights. You deserve respect and dignity at all times; there should be a Charter of Rights for Older Persons.




		


	





		

	

CHAPTER 1

Before Death

Prepare for death. Even though it is not an event which will take place more than once, it is better to be prepared.

Seneca, How to die1

You may be fit and healthy and live for another twenty years or more, with all your marbles intact. You may not. No one knows what the future may bring. You may suffer dementia or lose ­mental capacity in some other way, from a stroke or other disabling illness or injury. If you do lose the ability to make your own decisions, you may need others to make decisions for you – about health and care, money and property, where you live or how you are looked after.

These decisions may be just around the corner or they may not. Who knows? Just in case, it is time to make a few decisions of your own, while you can. Think what you would want for yourself in difficult times. Do not say, ‘It may never happen to me.’ Express your wishes now. Decide now who you can rely on to act for you later.

And help those who will want to help you. Think of your partner, family, carers and healthcare professionals. They will all want to know your wishes if and when you are unable to express them yourself.

When you die, your loved ones will have much to do as there are ten essential steps they will need to take, all during a time of grieving (see p 274). There is much you can do to ease that process.

This chapter helps you to think about your wishes. It encourages you to plan for the future and get organised. It advises you to put your documents and information in order and record your wishes clearly. Consider making a will, an advance decision, an advance statement and a lasting power of attorney – these could be key to your future, and they will help others.

Prepare for life, when you can no longer make decisions. And prepare, in advance, for death.

The question of mental capacity – the ability to make your own decisions – has several interesting and legal aspects to it and I go into these later in this chapter. While you still have mental capacity there are nine practical steps that you can take.


Nine Practical Steps: to Complete Before Death


	
		
		
	
	
		
	
	  1


	
	Create a death file: collect important information


		

		
	
	  2


	
	Consider your wishes for the future


		

		
	
	  3


	
	Make a will


		

		
	
	  4


	
	Make an Advance Decision (living will or ADRT)


		

		
	
	  5


	
	Make an Advance Statement


		

		
	
	  6


	
	Make a Lasting Power of Attorney (LPA)


		

		
	
	  7


	
	Plan for inheritance tax


		

		
	
	  8


	
	Plan for your funeral


		

		
	
	  9


	
	Write a short history of your life and family


		

	


This is quite a long list and a bit daunting. You could take it slowly, one at a time. A will is a must and a Lasting Power of Attorney is pretty essential. Take legal, financial or medical advice if you want to. Discuss your wishes for your future if you can. Close relatives should be grateful to know your wishes and understand what may have to be done when the time comes.



Step 1: Create a Death File

There is a lot to be said for creating a file marked with words such as ON DEATH or AFTER DEATH. This file should contain important information for the benefit of those who will be left behind. Put as many of the following as you can into the file (don’t worry if you can’t find them all).

The whereabouts of this file should be known by your next of kin, your nearest relative, who you can trust. Create this file now. Keep it updated. Keep it safe.

The details will be of immense value to your family when you die. Instant access to all that information, particularly at a time of great family stress, will be invaluable. It will save them time and effort in searching through your papers. It will help, for example, when the death has to be registered and when probate has to be applied for. For example, the Registrar will want to have, if available, the NHS card, birth and marriage certificates and as much relevant personal information as possible (see pp 275–276).

The last item will guide them through the necessary steps ­after death.


		Old and young, we are all on our last cruise.

		Robert Louis Stevenson, Virginibus Puerisque (1881)


Contents of ON DEATH file

 1 A copy of your will

 2 Birth certificate; marriage certificate

 3 NHS card, NHS number

 4 GP contact details

 5 Contact details of any other professional, probate solicitor, accountant, financial adviser

 6 Family and dependants: details (names, addresses etc)

 7 Financial Summary File (see p 58), including

• NI and tax reference numbers

• Details of accountant; financial adviser

• Bank details

• Insurance policies

• List of income, savings

• List of regular outgoings, debts

• Property details

• Other assets, including car

 8 Any Advance Decision; Advance Statement

 9 Any registered Lasting Power of Attorney

10 Your wishes for burial or cremation

11 Your other wishes (if any) for the funeral

12 Any other reasonable wishes

13 A short history of your life and family

14 Digital information: usernames and passwords (or where to find them)

15 A copy of the key points in Chapter 10 (see p 272)





Step 2: Consider Your Wishes for the Future

If you are an older person and have mental capacity (the ability) to make decisions, sit down and consider what decisions you might like to make in the future were you to lose mental capacity. Hopefully that will never happen, but it is always a possibility, for example from a stroke or from developing dementia. For the meaning of mental capacity, see pp 43–51.

You may want to give some thought to what you would wish for in those unfortunate circumstances. Where would you wish to live? Who would you wish to look after you? Who would you like to make decisions for you, on your healthcare and on financial matters? Any particular personal tastes? What sort of funeral service would you like? These are just a few of the questions you might like to ask yourself and discuss with those who are close to you. Having done that, you may wish to record them in writing, in the appropriate documents.

Steps 3–6 will guide you through those documents


• a will

• an Advance Decision

• an Advance Statement

• a Lasting Power of Attorney


You do not have to take any of these steps; they are your choice, although a will is definitely a must. But you should consider the alternatives. If you do not set out your wishes, others will make decisions for you and you may or may not like them. Think what you would prefer.


I loved you, so I drew these tides of men into my hands and wrote my will across the sky in stars.

		T E Lawrence, Seven Pillars of Wisdom (1926)


Step 3: Make a Will

A will is a must. It is vitally important to make a will (although not necessarily ‘across the sky in stars’) so that your loved ones may carry out your wishes. If you do not leave a will, your wishes may positively not be carried out.

What is a will?

A will is a legally binding document, written, signed and witnessed, which sets out your wishes for inheritance. It details who gets what when you die. Your will sets out how your estate (property, money and personal possessions) will be distributed after your death. It also appoints executors to administer the estate according to your wishes. If there is no will, the next of kin must apply to the court to be appointed administrator of the estate (see p 288).

It is much easier for your loved ones if you leave a will behind. Many people, perhaps more than half of all adults, do not make a will. Many say, ‘I just haven’t got round to it.’ But for clarity, for the future and for your peace of mind, make a will now.

Intestacy

If there is no will, you are described as dying ‘intestate’. Don’t die intestate. First and foremost, the consequence of intestacy is that your wishes will go unheard. Instead, the state, not you, will decide who inherits.

A will makes clear your intentions. Intestacy does not. Your family will have all sorts of expectations as to what they may inherit, but often, under the intestacy rules, they will be wrong. This can be difficult for those left behind, and sometimes appear unfair.

For example, if you are a couple living together, but are ­neither married nor in a civil partnership, your partner could lose out badly. You may wish to leave your house or savings to your partner. You may expect that if you die intestate your partner will ­automatically inherit them. But you would be wrong. Your ­partner may receive nothing if there is no will. They may have been your co-habiting partner for 20 years, you may be devoted to each other, but they may get nothing. The law on wills does not recognise that relationship, a loving one but not a legal one, unless you leave a will.

In Scotland, if there is no will, it may be necessary to apply to the Sheriff Court for an executor to be appointed.2

There may, therefore, be real dangers of unexpected, and unwished for, consequences if you die without a will. Where there’s a will there is definitely a way forward that makes sense for you and for others.

Write a clear will

It is much better for you (and your peace of mind) and all concerned if your intentions are made clear by a properly drafted and witnessed will. It does not have to be a particularly formal document. But to be valid a will must be:


• in writing

• signed by you

• witnessed in your presence by two witnesses (both over 18) who will not benefit from the will

• with named executors


And you must have mental capacity and not be pressured into making it. Mental capacity to make (and sign) a will is known in the law as ‘testamentary capacity’. It is broadly similar to the test of mental capacity in the Mental Capacity Act 2005 (see pp 43–51), although there are a few differences.3

You could write the will yourself. It may, however, be better to take proper advice and have your will drafted by a solicitor or professional will writer. Some banks and building societies draft wills too. Making a will with professional help does not have to be an elaborate or expensive process.

Contents of the will



A will is your opportunity to express your wishes for passing on (subject to inheritance tax) your personal estate: your property, finances and personal possessions.

You can provide bequests (also known as legacies) of cash to individuals (such as grandchildren) or organisations. You can make donations to charities. Most charities are exempt from having to pay inheritance tax on a gift in a will (see p 133). If you wish to make a charitable donation, you can sign up to the ­National Free Wills Network scheme; some 900 solicitors provide free will-writing services to supporters of nearly 250 ­specific charities: see nationalfreewills.net.

If you want to be specific about certain items of property, you can make a specific bequest in the will to a named person. You can ask your solicitor to make an annex to the will, listing specific items of property such as pictures or jewellery or items of sentimental value, and who they should go to. Or, if they have not been clearly included in the will, you can make specific ­wishes separately, preferably in writing.

And you can add into your will, if you wish, any of the following specific arrangements for your funeral:


• whether you wish to be buried or cremated and where

• where you would like your ashes to be scattered (if cremated)

• who you would like to arrange the funeral

• the type of funeral service

• the music to be played or poems or readings to be read

• the speakers or readers

• whether a donation to a nominated charity should be requested instead of flowers


		I owe much; I have nothing; I give the rest to the poor.

		Francois Rabelais, Last will (1553)

	


You can also state in your will the arrangements for your pets. Funeral arrangements and arrangements for pets are not legally binding, even in a will, but at least it makes your wishes known.

It is better to discuss these kinds of arrangements with close relatives first. Instead of including them in your will, you could write a letter to the family or to the executors of your will. Or you could express your wishes in an Advance Statement (see pp 30–31).

Some people also add into their will after the words ‘all my personal chattels’ the words ‘and all my digital assets (including information)’. Digital assets include photos, emails, documents stored online, any blog or website, Facebook, Instagram and other social media accounts and any money you may have left with PayPal or eBay, for example.4

Facebook and Instagram (both Meta), for example, will memorialise the account on request, by keeping it as a place for family and friends to share memories. Or they will permanently delete it on request. Both require proof of death. You can plan in advance for deletion of your Facebook account by saying so on the memorialisation settings page. To close an account, PayPal will require information from the executor or administrator of the estate of the deceased person.5

Some websites offer a service for storage of all your passwords until death, at which point they will be given to a named person. On the other hand, there is no such thing as absolute ­security online. Information of that kind, kept in a so-called ‘electronic safe deposit box’, could be a hacker’s paradise. It might be better just to tell someone close what your passwords are (or where you keep them). They could, perhaps, be kept in your Death File (see pp 10–11).

You can imagine how much more difficult it will be for this information to be accessed or deleted if you die intestate. It may be sufficient to provide a copy of the death certificate and proof of next of kin. It may not. Don’t die intestate. Make a will.

If you are a couple, whether married or in a civil partnership or neither, a will should make your intentions clear. A common form of will is a so-called mirror will (or mutual will) in which each partner leaves everything to the surviving partner, and, if there are children, to the children equally thereafter.

In your will you should also nominate, with their agreement, executors who will oversee the administration of your estate according to your wishes.

You may wish to be careful what you write in your will. ­After probate is granted (see pp 286–288), anyone can search probate ­records and apply for a copy (for a modest fee).6 In Scotland, see mygov.scot for Finding a will.

Executors

Your will must name your executors, that is, those who will administer the estate after your death. They will go through the process known as ‘probate’. Probate is the gathering together of your assets, the payment of inheritance tax, the payment of your debts and the distribution of the remainder to those specified in the will, in that order. For probate, see pp 286–288.

You can name one or more executors in your will, up to a maximum of four. An executor is usually a close relative or close friend – particularly someone you feel you can trust and who is likely to outlive you. Or an executor may be a named solicitor (or a named firm of solicitors), preferably one who is expert in dealing with wills and probate, especially where the estate is large or complex. It does not have to be any of those. It can be anyone you choose. You should ask their permission before naming them in the will.

Two executors is a good number, one professional (a solicitor) and one close relative or friend. Obtaining probate can be a difficult process. It helps, too, where a solicitor is named, to have a close relative named as well so that the solicitor has a good link person from the family to communicate with. The solicitor’s fee is taken out of the estate.

An executor may benefit under a will. An executor may witness a will, but only if they are not a beneficiary.

Changing or updating a will

You can update your will by making a ‘codicil’. This is a formal written document setting out your intentions. It can add to or amend the instructions in your will. A codicil must be signed and witnessed as with a will. You can make as many codicils as you wish.

Or you can replace the first will by a second. This option is better where you are making major changes.

Revoking a will

A will can be revoked by you, either by deliberate destruction or by being replaced by a later will. A fresh will should at least be considered after major changes in your life, such as getting married or divorced, having a child, or if the named executor dies.

In any event, getting married (or entering a civil partnership) nullifies a pre-marriage will, unless it was made ‘in contemplation of marriage’. You must make a new will as the pre-marriage will is no longer valid.

If you get a divorce, any appointment in your will of your ex-spouse automatically lapses, as does any provision in your will to benefit them.

Challenging a will

A will can be invalid on a number of grounds. If you are worried when you discover a late change of will, for example, by your aged parent who may at the time have lacked capacity, leaving a large sum of money to a ‘carer’ or ‘friend’, you can enter a ‘­caveat’ which prevents the executor (who could be the same person as the carer or friend) from administering the estate.7 This gives you time to take legal advice to see whether it is worth challenging the will on grounds of lack of testamentary cap­acity, lack of knowledge and approval or undue influence. Did the aged parent actually sign the new will or were they helped to sign it? Did he or she have mental capacity at the time? Was a medical report prepared at the time to say so?

If you are successful in challenging the will in court, quite a protracted and emotional (and sometimes expensive) process, and one which is not easy because the main witness is no longer with you, the earlier will, if there is one, is likely to be reinstated. At worst, criminal proceedings could be brought against a person who has exercised undue influence or even committed forgery.

Even if you were to lose your case, you could still claim that your parent had not made ‘reasonable financial provision’ for you and your siblings.8 But all of this needs careful investigation and sound legal advice.

Keeping a will safe, but available

If a solicitor is nominated as an executor, they should hold the original signed will for safekeeping. You should keep a copy of your will in your death file (see above). Whether you keep the original yourself or a copy, it should be kept somewhere safe, but available. Some close member of your family needs to know where it is. Details of the solicitor should also be kept in writing.

You can also store your will with your bank or at the HM Courts and Tribunals (HMCTS) storage facility.9




Step 4: Make an Advance Decision (Living Will)

See example on p 297

What is an Advance Decision?

An Advance Decision is a written record of your wish to refuse medical treatment in the future, if and when you no longer have mental capacity to refuse treatment yourself.10 It is a legally binding decision by you to refuse treatment.11 That treatment will often include life-sustaining treatment (which could keep you alive).


		To die will be an awfully big adventure.

		J M Barrie, Peter Pan (1928)


 

It is different from (and more effective than) a Do Not Resuscitate notice (see p 26).

An Advance Decision is sometimes known informally as ‘a living will’. It is also commonly known in England and Wales (where it is governed by statute: sections 24–26, ­Mental Cap­acity Act 2005) as an Advance Decision to Refuse ­Treatment (ADRT).

There are different provisions in Scotland and Northern ­Ireland (see p 28).

An example of an Advance Decision (for England and Wales) is set out on p 297. It suggests:


• possible circumstances in which you might wish to refuse life-sustaining treatment (and receive palliative care instead)

• the sort of treatments, such as CPR, that you might wish to refuse, and

• reasons for expressing these wishes


It is a general principle of law and practice that people have a right to consent to or refuse medical treatment.12 An Advance Decision is your opportunity to express your wishes to refuse specific treatment.

You do not have to make an Advance Decision; it is entirely up to you whether you do or not. If you decide not to, you will be leaving this kind of decision to be made in the future by healthcare professionals in your best interests. Or you can make a health and welfare Lasting Power of Attorney (a Welfare Power of Attorney in Scotland) so that those nominated by you will be able to make decisions on your behalf (see pp 31–40).

At the time of making an Advance Decision you must have the mental capacity (see pp 43–51) to make decisions.

The Advance Decision document will be used only when you are judged to be no longer able to make your own decisions about treatment or to communicate your wishes. It gives your carers and healthcare team clinical and legal instructions about your treatment choices, as if you were still able to make them.

You can only give instructions about refusing treatment. You cannot request in an Advance Decision that specific treatment be provided.13

You should discuss the document in advance (while you still have mental capacity) with close family and possibly your GP. If you discuss this with your GP, the GP can also consider your wishes for the future in the context of your treatment in the past. These are important decisions; you need to be properly informed of the implications.

The format for an Advance Decision

There is no special form for this. It may be expressed in ‘laymen’s terms’. But if it’s to be applicable to life-sustaining treatment, the Advance Decision document must be:


• in writing

• signed and dated by you

• signed by a witness


An Advance Decision need not be in writing if it does not direct itself to life-sustaining treatment. For the purposes of this chapter, however, it is assumed that the maker of an Advance Decision is likely to have life-sustaining treatment in mind. Such a decision must be in writing.

The contents of an Advance Decision

It will be legally binding at the time of use and applicable, if:


• it is in the correct format (as above)

• you clearly had mental capacity at the time of making it

• you made it of your own free will, uninfluenced by anyone else

• you have not done anything since to suggest you have changed your mind

• you specified clearly which treatments you wish to refuse

• you explained the circumstances in which you wish to refuse them

• it clearly applies to the situation in hand

• it contains a statement that it applies even if your life is at risk


It would also be helpful to include in the Advance Decision document:


• your name and address

• your date of birth

• your next of kin or other close relative

• your GP’s name, address and phone number

• your NHS number


and, last but not least,


• your reasons for making the specific decisions in the document (this adds weight to your intentions)


The circumstances of refusing treatment: the ‘triggering event’

You may wish to refuse life-sustaining treatment in the event of:


• brain injury, including but not limited to stroke, vegetative or minimally conscious states

• diseases of the central nervous system (including but not limited to motor neurone disease, Parkinson’s disease and Huntington’s disease)

• dementia, including Alzheimer’s disease

• any terminal illness


It is your decision which you choose. You don’t have to choose any if you don’t want to.

The treatment to be refused

There are many forms of life-sustaining treatment that you may choose to refuse, for example artificial ventilation (when you can’t breathe on your own), clinically assisted nutrition and hydra­tion (CANH) (being given food and drink by tube when you can’t take them by mouth), antibiotics (to help fight off infection) or chemotherapy (cancer treatment).

Perhaps the most common decision people take is to refuse cardiopulmonary resuscitation (CPR).14 CPR is treatment when you have stopped breathing (respiratory arrest) and/or your heart has stopped beating (cardiac arrest). The latter is more common in later life. It is the most extreme form of ­medical emergency and requires immediate action.

CPR may involve one or more of the following:


• chest compressions

• blowing air or oxygen into the lungs (intubation)

• electrical shocks (defibrillation)


CPR often involves violent and repeated chest compressions (even to the frail and very elderly). It sometimes involves electrical shocks to stimulate the heart (defibrillation) and other forms of emergency treatment. Statistics on the survival rate in these circumstances vary. It is said by the NHS to be 20% or less, or less than 10% for out-of-hospital resuscitation attempts, and, of course, it reduces with age.15 Even successful CPR can cause disabling complications such as fractured ribs (particularly with the elderly), damage to the liver or spleen or brain damage.

A risk to life

You must make it clear in writing that you are refusing the specified type of treatment even if there is a risk to life.

Treatment you cannot refuse

It is generally believed that an Advance Decision cannot refuse basic or essential care which is needed to keep a person comfortable and, in fact, the government Code of Practice says so.16 This would include warmth, shelter, the offer of food and water by mouth, the control of distressing symptoms and washing and bathing. However, the relevant statute for England and Wales (the Mental Capacity Act 2005) does not specifically say so.

Unlawful wishes: euthanasia and assisted dying

An Advance Decision cannot be used to request that your life be ended. Euthanasia and assisted dying are illegal in the UK. They could lead to serious criminal charges. Suicide or attempted ­suicide is not a crime, but encouraging or assisting it is a crime. Keep an eye on this as a bill is about to go through parliament.17

Changing your mind: amend or withdraw your Advance Decision


Remember that while you have mental capacity you can change your mind at any time about any aspect of your Advance Decision. You can cancel or amend it if you wish to. To be on the safe side, any cancellation or changes should be written down, signed and witnessed.

In any event you may wish to review your choices from time to time.


		A wrong decision isn’t forever; it can always be reversed. The losses from a delayed decision are forever; they can never be retrieved.

		J K Galbraith, A Life in our Times (1981)



Legally binding

If the Advance Decision is in proper form, it is legally binding. It must therefore be followed by carers and healthcare professionals even if they believe it is contrary to your ‘best interests’. It is your choice. Your wishes must be complied with.

On the other hand, it should be noted that if you made the Advance Decision when you had mental capacity and also made a Lasting Power of Attorney (LPA) for health and care decisions when you had capacity, but have since lost capacity, it is likely that the LPA will prevail. The LPA will definitely prevail if made after the Advance Decision. This means that the ‘attorney’ ­under the LPA should take into account your wishes in the Advance Decision, but they do not, in the end, have to follow them. But it may depend upon the wording in the LPA. The relationship between an Advance Decision and an LPA is not straightforward. In an extreme position, expert legal advice may need to be obtained.

If there is a dispute about the Advance Decision, for ex­ample between doctors and family, a court may have to decide. The Court will decide whether the maker of the Advance Decision had mental capacity at the time the document was made, ­whether it is a valid document and whether it applies to the present medical situation.18 The relevant courts are:


• the Court of Protection (England and Wales)

• the Sheriff Court (Scotland)

• the High Court (Northern Ireland)


Make the document readily available

In emergency circumstances, the Advance Decision document must be available at short notice. It should be kept with your GP and hospital medical records. A copy should be held by your next of kin and close family relatives as well as carers. For ease of reference a copy should be kept in your ON DEATH file (see pp 10–11).

In case of sudden emergency, of course, healthcare professionals may have no time to find out if there is a valid Advance Decision in existence and what it says. They need not delay emergency treatment in order to try and find out.

If you wish, you can carry a card on you, stating that you have made an Advance Decision.

Check life insurance policies

If you have life insurance policies you should check that they remain unaffected by an Advance Decision.

The difference between an Advance Decision and a Do Not Resuscitate notice (DNR)

Most people have heard of the term Do Not Resuscitate (or DNR).

A DNR notice used to be one way that a person could express their wishes in advance not to receive CPR (cardiopulmonary resuscitation) in time of emergency, usually cardiac arrest. The person would notify their doctor and the request would be ­­added to their medical records. This record became more commonly known as a DNACPR notice (Do not attempt cardiopulmonary resuscitation).

But a DNACPR (or DNR) was (and still is, where it is sometimes used) not so much about the wishes of the person/patient. It is in essence a clinical decision by a doctor to make a recommendation that CPR would not be the right course of action in a future emergency. It can be created by a clinician with or without the consent of the person. If the person has expressed their wishes in this way, they should be taken into account, but they are not binding in law.

For this reason and a number of other reasons, the DNACPR (or DNR) approach, particularly for a person wishing to refuse treatment, is no longer regarded as best practice.

If you want to express your wishes about future treatment, about CPR or any other emergency treatment, you are therefore now advised to make an Advance Decision to Refuse Treatment (ADRT), as above.19 From your perspective (as opposed to the clinician’s), the advantages for making an ADRT rather than a DNACPR are clear-cut:


• an ADRT is legally binding; a DNACPR is not, although it is persuasive

• an ADRT can be more comprehensive and can allow you to refuse any emergency treatment, if you so wish; a DNACPR is limited to one type of treatment, CPR

• an ADRT can also be written by yourself and does not necessarily have to require the input of a doctor (unless capacity is in issue)


It is, however, generally good practice to have a discussion with your GP or doctor in charge of your healthcare about your wishes. That will give you the opportunity to consider, and ­maybe plan, treatment options (or refusals) together. But that is up to you. For example, a discussion with your GP or healthcare ­doctor could lead to an agreed treatment plan for the future, using the helpful Recommended Summary Plan for Emergency Care and Treatment (ReSPECT) process, which is now widely used (­although not everywhere).20 This process creates personalised recom­mendations for your clinical care and treatment in a future ­emergency in which you are unable to make or express choices.

Some places still use stand-alone DNACPR forms and there are a range of different, sometimes inconsistent, forms and processes used in the healthcare community. But one thing is clear: from the person/patient’s perspective, the simplest and clearest way to express your wishes about emergency treatment in the future is to write an Advance Decision (ADRT). This is now the recommended approach.

While you have mental capacity, you have the right to refuse any medical treatment, including CPR, in future time of emergency, and at a time when you will have lost capacity to decide for yourself, even if that refusal results in your death. Your wishes in an Advance Decision (ADRT) for future care and treatment must be respected.

Expressing your wishes for future treatment


	1 Discuss your wishes with your doctor

	2 Work with your doctor to agree a plan; use the ReSPECT process (if available)

	3 Write an Advance Decision (ADRT)


		Growing old is like being increasingly penalised for a crime you haven’t committed.

		Anthony Powell, A Dance to the Music of Time 

The four countries of the UK

STEP 4 above applies to England and Wales. The provisions about Advance Decisions in the Mental Capacity Act 2005 do not apply to Scotland and Northern Ireland.

In Scotland an Advance Decision is known as an Advance Directive (or AD). Unlike England and Wales, an Advance Dir­ective is not recognised in an Act of Parliament. There is therefore no statutory basis for making an Advance Directive ­binding in law. Nevertheless, it is widely recognised as being highly ­persuasive in setting out your wishes to refuse certain medical treatments (including CPR) and it is likely that the common law would follow the patient’s wishes if clearly expressed.

At the very least, Scots law states that the present and past wishes and feelings of an adult with capacity shall be taken into account.21 They will therefore be carefully considered, if not necessarily followed. An Advance Directive, therefore, is a good way of attempting to ensure that your wishes are respected by doctors in the future, were you to become incapable of expressing them at the time.22

An Advance Directive in Scotland should be in a similar format to an Advance Decision (in England and Wales). Preferably, it should be in writing, signed, dated and witnessed. But it does not have to be. You can just tell your doctor your wishes to refuse treatment and they can be recorded in your medical notes.

In Northern Ireland, this type of document is sometimes known as an Advance Directive, but is more commonly known as an Advance Decision to Refuse Treatment (ADRT). It has no statutory basis,23 but is considered to be persuasive. Although not legally binding, it is expected that the common law would be likely to recognise an ADRT in Northern Ireland if clearly ­expressed.24

DNACPR forms (in various formats) have been used in Scotland and Northern Ireland, but their use is now discouraged in favour of Advance Decisions or Directives.25

Leave it to the medics

There is, of course, no obligation to discuss or express any ­wishes about resuscitation or any other form of emergency treatment. Even if healthcare professionals ask you about CPR at the time that it may be used (and you have capacity), you do not have express any preference. You can leave it up to them.

If you choose to make an Advance Decision to Refuse Treatment (ADRT), it should be:


• Your decision and yours alone

• Discussed in advance with your GP and close family (if you wish)

• In proper form (see p XX), signed, dated and witnessed

• Made when you have mental capacity

• Clear in stating when it should apply

• Clear in stating what type(s) of treatment you refuse

• Clear in stating that it applies even when there is a risk to life

• Legal (not requesting euthanasia or assisted dying)

• Known to and understood by close family

• Kept readily available


It may be said that disease generally begins that equality which death completes.

Dr Johnson, the Rambler (1750–2)

Step 5: Make an Advance Statement

See example on p 297

An Advance Statement is different from an Advance Decision (above).26 An Advance Decision is used to refuse medical treatments. An Advance Statement (in England and Wales) is a statement of your wishes for the future, including wishes for your care, for personal treatment, wishes to express your likes and dislikes, and wishes for your funeral. (For funeral planning, see pp 40–41). Unlike an Advance Decision, an Advance Statement is not binding in law; it is only persuasive.

If the time comes when you no longer have mental capacity or if you are unable to communicate your wishes, your Advance Statement will help others, such as your partner, family, carers and health professionals, to know what your wishes are.

An Advance Statement therefore has no legal standing. But it can persuasively set out your ‘wishes and feelings’27 at a time when you have the capacity to do so. It can be a helpful and important guide for those who care for you when you can no longer express clearly your wishes and preferences, your likes and dislikes.

An example of an Advance Statement is set out on p 297.

A similar document, with persuasive but not binding effect, can also be made in Scotland and Northern Ireland. The term Advance Statement in Scotland, however, has a special meaning. If you have a mental health condition, you can make an Advance Statement when you are well, expressing your views about treatment if you were to become unwell or have difficulty expressing your views.28

Format of an Advance Statement

Your future wishes can be told to a close family member in person, although it is better to write them down as well as discussing them with a family member. They can always be altered at any time, in writing or orally.

Your Advance Statement should be:


• in writing (but does not have to be – it could be a recorded video)

• clearly expressed

• signed and dated

• discussed with a family member (if you wish)

• made available to close family members (so that they can refer to it when necessary)

• also kept in your ON DEATH file


Contents of an Advance Statement

It is up to you how much you want to put in your Advance Statement. You should state your preferences, wishes and requests clearly.29 They may include any of the following or more:


• where you would like to be cared for, eg at home (if possible)

• relevant information about your health

• how you normally do things, such as shower or bath

• what sort of food and drink you prefer

• what sort of music you prefer

• what you like to watch on TV

• what newspaper you like to read

• how you want your values or religious beliefs to be respected

• what sort of funeral you would like


Step 6: Lasting Powers of Attorney (LPAs)

What is a Lasting Power of Attorney (LPA)?

The paragraphs here apply to the law and practice in England and Wales. There are different laws and practice on this topic in Scotland and Northern Ireland (see pp 39–40).

A Lasting Power of Attorney (LPA) allows you (the ‘donor’) to choose one or more persons, known as ‘attorneys’, to make decisions for you later in life if and when you are unable to make decisions for yourself.

There are two separate LPAs:


• a health and welfare LPA

• a property and financial affairs LPA


An LPA makes it easier for those who are close to you, such as your children, to help you in later years when the decision-­making process becomes more difficult.

Decisions include consent to medical treatment, refusal of medical treatment, where you live, arrangements for care and managing your financial affairs.

A Lasting Power of Attorney is a legally binding document. You must be 18 or over and have mental capacity (the ability to make decisions) at the time of making it.

There are special forms for LPAs which you must use (see pp 34–35).

A completed LPA must be registered with the Office of the Public Guardian (OPG).30

This process is overseen by the OPG which provides a detailed, helpful guide (LP12), Make and register your lasting power of attorney. See also information on the gov.uk  website, Lasting power of attorney, being in care and managing finances and Make, register or end a lasting power of attorney.

Choosing an attorney or attorneys

An attorney must be chosen wisely. It can be anyone of your choosing, such as your partner, a close relative, close friend, or a solicitor or accountant. Normally, it will be your partner or closest relative (often a child), the one likely to be caring or looking out for you when you are no longer able to make decisions for yourself. It should be someone you know well and who knows you well, someone you can trust.

It should be not only someone you trust, but also someone who is good at making decisions and who you believe knows you well enough to make wise decisions on your behalf. For financial affairs, it should be someone with the necessary skills and ­abilities.

You can nominate more than one attorney. If more than one, you must decide whether they can make decisions in the future on your behalf either ‘jointly’ (they must be in agreement) or ‘jointly and severally’ (if there are two, either can decide alone or both can decide together in agreement). Some decisions could be requested to be made jointly, some other decisions jointly and severally. It is up to you what you specify in the LPA.

Before nominating someone, discuss it with them. It is a ser­ious responsibility which both you and the attorney(s) should consider carefully. The choice of attorney must be made care­fully and wisely. The wrong choice of attorney can bring problems. The number of court cases in the Court of Protection raising issues of misuse by attorneys for elderly (or vulnerable younger) persons has risen substantially.31

You can also name a replacement attorney in case the nom­inated one dies. This is optional.

The two types of Lasting Power of Attorney (LPA)

You can choose to make one type or both or neither. There is no legal requirement to make either. They are separate and different LPAs.

(1) Health and welfare LPA

Use this LPA to give your attorney(s) the power to make decisions about:


• medical care

• life sustaining treatment

• where you live

• everyday life, for example diet, washing, dressing

• help and support


The attorney can only make decisions for you after you lose the ability (mental capacity) to make decisions for yourself.

(2) Property and financial affairs LPA

Use this LPA to give your attorney(s) the power to make de­cisions about money and property for you, for example:


• managing a bank or building society account

• paying household and other bills

• collecting benefits or a pension

• selling your home

• managing savings and investments


The attorney can only make decisions for you after you lose the ability (mental capacity) to make decisions for yourself, unless the LPA expressly permits the attorney to make financial decisions before you lose capacity.

An attorney has no power to make decisions after your death.

The Lasting Power of Attorney was formerly known as an Enduring Power of Attorney32 (the term still currently used in Northern Ireland).

Forms

An LPA can be made online or in paper form. It must be made on the right form33:


• Form LP1H for health and care decisions

• Form LP1F for financial decisions


Attempts to modernise and speed up the rather cumbersome application process by digitisation were introduced by the ­Powers of Attorney Act 2023.34


• For online applications see the gov.uk  website.35

• Forms can be downloaded for paper use or you can complete one online (after you have created an account online).

• A paper form can be obtained from the Office of the Public Guardian (OPG). If you need help or advice contact the OPG at:



customerservices@publicguardian.gov.uk

phone 0300 456 0300

textphone 0115 934 2778

PO Box 16185

Birmingham

B2 2WH

See gov.uk, Office of the Public Guardian

The form must be signed and dated by the maker, the attorney(s) (including a replacement attorney, if there is one) and a witness.36

Certification

The form must also be signed by a further independent person, a ‘certificate provider’, who confirms that you make the LPA by choice and understand what you are doing. A certificate pro­vider will be somebody you have known for at least two years, such as a friend, neighbour or colleague. Or a professional, such as your GP or solicitor.

These provisions are necessary in their detail, if perhaps a ­little complicated, because this is an important step to take.

Registration (and cost)

Once the form is completed and certified it must be provided to the Office of the Public Guardian for registration. For details on how to register an LPA see the gov.uk  website. An LPA cannot be used until it is registered.

If a paper application has been made, the form should be sent for registration to:



The Office of the Public Guardian

PO Box 16185

Birmingham

B2 2WH



The cost for registration of each LPA is currently £82 (£164 for both LPAs).37 LPAs are popular, so registration can take ‘up to 16 weeks’, according to the Government website,38 although there have been reports of delays beyond that period, with the official time estimate having doubled in three years. Do not use a commercial website which claims that they can, for a larger fee, speed up your application for registration – they can’t.

The Public Guardian may refuse to register an LPA if it is not in proper form, properly completed and certified, or if there is a valid notice of objection to it being registered. That objection might have to be considered by the Court of Protection. The Court also supervises alleged issues of misuse by attorneys.

Certified copies

Yet another step will help to guarantee that a copy of your LPA (not the original) is genuine. You can certify the bottom of each page of a copy (or more than one copy) with the words: I certify this is a true and complete copy of the corresponding page of the original Lasting Power of Attorney. Then sign and date every page. Or a solicitor or notary can certify the copy for you.

View an LPA online

Using paper documents and the post for verification of the ­authenticity of an LPA can sometimes be a cumbersome process. As an alternative, LPAs can be checked online using an access code supplied by the attorney or donor. This gives third party organisations, such as banks and utility companies, relatively easy access to an LPA in order to verify its authenticity (although some still require seeing a physical document).

First, the attorney or donor has to sign in to the Use an LPA Service to create an account: go to gov.uk, Use a lasting power of attorney.

Once the online account has been opened, the attorney and donor can:


• ask for an activation key (if not been given one or lost or expired)

• add an LPA

• view an LPA summary

• allow people or organisations to view an LPA

• keep track of those given access to an LPA


If the LPA was registered after 17 July 2020, the activation key should have been in the letter confirming that the LPA had been registered.

Only LPAs registered on or after 1 January 2016 can be ‘viewed’ online: see gov.uk, Using the View an LPA Service (May 2024). To view an LPA, a third-party organisation needs to ­obtain a 13-character-long ‘LPA access code’, provided by the attor­ney or donor.39

LPAs registered before 1 January 2016 are not available online. A paper version will have to be used to verify the LPA.

This online process applies only to LPAs registered in ­England and Wales.

Amendment and revocation

In legal terms an LPA is a deed, therefore it can only be revoked or amended by another deed.40

An LPA can be amended by the maker/donor (who still has capacity) in a written document known as a ‘partial deed of ­revocation’.

An LPA can be revoked by the maker/donor (who still has capacity) by a formal ‘deed of revocation’. It is automatically revoked on the death of the donor. An attorney has no authority from that point on.

Further details

For further information on all the technical aspects of LPAs, see Office of the Public Guardian, Make and register your lasting power of attorney, a guide (LP12); gov.uk, Make, register or end a lasting power of attorney; nhs.uk, Lasting power of attorney; ageuk.org.uk, Power of attorney; Mencap Trust Company, Guides for lasting power of attorney.

Making decisions

When the time comes and you no longer have the ability (­mental capacity) to make decisions for yourself, your attorney will make decisions for you. An attorney must always act in your best ­interests.

If your elderly mother, for example, has executed a property and financial affairs LPA, she can still choose to make a gift to anyone she wants, so long as she has mental capacity to make the particular decision. The mere fact that a property and financial affairs LPA has been completed and registered cannot stop her from making her own choices however unwise they seem to you. If a ‘gentleman’ friend receives an expensive gift from her, there is very little you can do about it, if she has mental capacity for that particular decision. She is free to do what she likes with her own money. You could speak to her or speak to him with her permission, but a gift is a gift unless she lacks capacity or there is an element of fraud or undue influence. If there is fraud or undue influence, the police may help or action can be taken in the County Court to recover the ‘gift’.
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