Practice Guidance
Adult Refusals of Care and Treatment



The purpose and scope of this guidance
1. The purpose of this document is to provide guidance to practitioners in health and social care in North East Lincolnshire as to what to do when faced with a service user who is rejecting an offer of care.  It is not intended as a substitute for legal advice, where such is required.  

2. This guidance has been produced jointly by representatives from the following organisations:

a. Care Plus Group;
b. Focus;
c. Navigo; 
d. NHS North East Lincolnshire CCG;
e. Northern Lincolnshire and Goole NHS Foundation Trust.

It is intended to be used by commissioners and providers of health and care in North East Lincolnshire.

3. This guidance addresses refusals of care:
a. By adults (i.e. those aged 18 or above – it does not cover refusals of care by children and young people aged under 18);
b. In health and social care;
c. In both inpatient and community (registered and unregistered) settings.

4. It does not apply to patients detained under the Mental Health Act 1983 except where explicitly stated below.  

Definitions

5. This guidance adopts the following defined terms:  

	Term
	Definition

	The person
	An adult for whom social or health care/treatment is proposed

	Practitioners 
	Staff working in health and social care, whether or not professionally qualified, seeking to support the person  

	MCA
	Mental Capacity Act 2005

	MDT
	Multi-disciplinary team 

	DOLS
	Deprivation of Liberty Safeguards (which are set out in Schedule A1 MCA)

	MCA Code
	Code of Practice to the Mental Capacity Act 2005

	MHA
	Mental Health Act 1983

	LPS
	Liberty Protection Safeguards



Consent to care and treatment

6. The provision of health and social care is only lawful where given either with the valid consent of the person or, if they are unable to give that consent, in accordance with some other valid form of legal authority.

7. A person’s consent will be valid where it is given:

a. Voluntarily (i.e. in the absence of any undue pressure from anyone else to decide in a particular way);
b. With the relevant mental capacity and
c. Possessing sufficient information about what is proposed, its reasonably foreseeable consequences and the potential alternatives.  

8. What information needs to be provided will be specific to the facts of the case and the care/treatment being offered.  Note that medical interventions will sometimes have their own specific set of professional guidelines with regard to consent and the information that should be supplied when obtaining it.

9. Practitioners should take care when obtaining consent to verify that the person is in fact consenting and not to rely on what may appear to be implied consent.  Consent must always be explicitly verified with the person from whom it is sought and documented accordingly.

10. Practitioners will need to cross-reference this guidance with their organisational consent policies and procedures on consent.  

Mental capacity 

11. In order to give valid consent for care or treatment the person must have the relevant mental capacity, i.e. capacity to decide whether or not to accept the particular care/treatment that is proposed for them.

12. The person must be assumed to have capacity to make their own decision about what is proposed unless it is established that they lack capacity.  All reasonably practicable steps must be taken to support the person to take their own decision before they are deemed to lack capacity to make the decision for themselves.   The person must not be treated as unable to make a decision merely because they make what appears to be an unwise decision[footnoteRef:1].    [1:  Mental Capacity Act 2005, section 1.] 


13. Where there is any doubt about a person’s capacity to make a decision there must be an assessment of their capacity applying the principles set out in the MCA[footnoteRef:2].   [2:  Section 2 and 3 MCA set out the elements of the legal test for mental capacity.  Further guidance can be found in the Mental Capacity Act 2005 and Deprivation of Liberty Policy and the guidance produced by 39 Essex chambers.  ] 


14. It is for the practitioner who is proposing the care/treatment to satisfy themselves as to the person’s capacity to take the decision.  Usually the practitioner must assess the person’s capacity themselves.  Occasionally it may be possible for them to rely upon a reasonably current assessment of the person’s capacity conducted by a different, sufficiently skilled practitioner addressing the same proposed care/treatment decision.  What is reasonably current will depend on the circumstances, such as whether the person’s capacity fluctuates or is permanently diminished by a lifelong mental impairment.  Either way, the practitioner proposing the care/treatment must satisfy themselves that capacity has been properly considered for this decision at the relevant time[footnoteRef:3]. [3:  See paragraph 4.2.2.1 of the Mental Capacity Act 2005 and Deprivation of Liberty Policy and para 10 of the 39 Essex Chambers guidance on carrying out and recording capacity assessments] 


15. It should not be assumed that capacity is for someone else to assess, e.g., a manager or a more senior colleague or a psychiatrist.  It is the responsibility of the particular practitioner proposing the care/treatment to satisfy themselves as to the person’s capacity.

16. Capacity is both decision specific and time specific.  A person’s capacity must be assessed with regard to the specific decision that needs to be taken (i.e. for the purposes of this Guidance whether or not to accept the proposed care/treatment) at the time it needs to be taken.  The person must be provided with information relevant to the decision[footnoteRef:4] at a level that they are most likely to be able to understand, and supported to take their own decision if at all possible. [4:  This includes information about the reasonably foreseeable consequences of (a) deciding one way or another, or (b) failing to make the decision: section 3(4) MCA.] 


17. Sometimes the person may not engage with the assessment of their capacity.  Practitioners must consider whether this is because the person does not want to engage or is not able to engage.  Efforts must be made, thinking creatively, to seek to encourage and promote the person’s engagement with the assessment as far as possible.  All such efforts must be recorded.   Consider also whether the person’s non-engagement may be down to the influence of a third party and whether steps may need to be taken to limit or remove that influence (see the section on undue influence below).   Ultimately though, where a person does not want to engage in a capacity assessment they cannot be compelled to do so and practitioners will need to look elsewhere for evidence as to capacity[footnoteRef:5].  Practitioners should explain to the person that they are still required to form a view as to the person’s capacity, which may mean relying on discussions with others who know the person, and relying on other documentary evidence.   [5:  For example previous relevant capacity assessments, information in the person's care plan, the views of those that know the person well, or observing the person.] 


18. If the person is considered to have capacity to take the decision, their refusal must be respected unless there is reason to believe that that they are vulnerable and unable to make their own decision for some other reason.  See the discussion of undue influence below.

19. Where the person is considered to lack capacity to take a decision and they have not made a binding advance decision to refuse medical treatment, the decision must be taken for them in their best interests[footnoteRef:6].  In taking a best interests decision practitioners must apply the MCA, the MCA Code[footnoteRef:7], and follow the principles developed in case law.  The “best interests checklist” in section 4 MCA must be followed and regard must be had to any less restrictive options[footnoteRef:8].  This means considering whether there is any less intrusive way that the person’s needs can be met[footnoteRef:9]. [6:  Section 1 MCA.]  [7:  Which can be found at https://www.gov.uk/government/publications/mental-capacity-act-code-of-practice ]  [8:  Section 1(6) MCA.]  [9:  Useful guidance on promoting less restrictive practice and reducing restrictions can be found at https://www.local.gov.uk/publications/promoting-less-restrictive-practice-reducing-restrictions-tool and https://www.scie.org.uk/mca/practice/care-planning/key-principles-in-care-planning ] 

Undue influence/coercion

20. In order to give valid consent for care or treatment the person must be able to do so voluntarily, without undue pressure being placed upon them by others to decide one way or the other.

21. [bookmark: _Hlk97216943]Practitioners should take care that they themselves do not put the person under undue pressure to accept care or treatment.  Practitioners have a duty to advise the person as to the options for their care or treatment and it is perfectly acceptable to seek to persuade the person to accept care/treatment that may benefit them.  However care must be taken not to put excessive pressure on the person as this may invalidate their consent.

22. Where you are concerned that the person may be under undue pressure from a third party with regard to a decision about care/treatment, you should:

a. Attempt to see the person away from the third party who may be influencing them, so as to ascertain the person’s own views;
b. Consider advocacy for them;
c. Consider making a safeguarding referral.

23. In cases of undue influence it may be possible to make an application to the High Court (using its inherent jurisdiction) for orders aimed at securing the person’s welfare.  The Court will generally seek to promote the person’s autonomy by protecting them from the source of the undue influence.  Practitioners who are concerned that a person may be unduly influenced to refuse an offer of care/treatment, even though the person may have capacity, and who feel unable to progress an offer of care for that reason, should escalate the matter to their supervisor for further shared consideration.  Matters such as this may well require consideration of legal advice.

24. Practitioners are reminded that the high-risk protocol (accessible via https://www.safernel.co.uk/information-for-practitioners/safeguarding-adults/) should be utilised where a capacitous person’s situation directs it.  The protocol is applicable to highly complex cases where other mechanisms for risk management may have failed, and in respect of which a) a high-risk panel may reduce the risk of serious harm and/ or b) provide enhanced opportunity for formal consultation with wider professionals.   

Refusals of care by third parties

25. In some cases a third party (often a family member or someone else close to the person) may seek to refuse care or treatment for the person on the person’s behalf.  Practitioners will need to determine how to proceed in light of the third party’s objection.

26. A third party will have the legal authority to take this decision on the person’s behalf if they are either:

a. An attorney appointed by the person by way of a Lasting Power of Attorney (LPA) to take a personal welfare decision such as this when the person lacks capacity; 
b. A deputy appointed by the Court of Protection to take this decision on behalf of the person when they lack capacity.

27. A personal welfare attorney or deputy will only have power to take the decision if the person lacks capacity to take it themselves.

28. Where a third party claims to have power to make the decision, the document granting the third party their authority (registered LPA or Court order appointing them as deputy) must be seen and the third party’s authority verified[footnoteRef:10].  Unless the third party’s power to take the decision can be verified, their decision cannot be taken as binding and the responsibility for taking the best interests decision will remain with the practitioners(s) proposing the care/treatment.   [10:  You can find out whether a person has made and registered an LPA by lodging an enquiry with the Office of the Public Guardian (https://www.gov.uk/government/publications/search-public-guardian-registers).  However, the LPA’s power can only be verified by seeing the registered document itself.] 


29. A third party who has not been granted the necessary authority as either attorney or deputy, or whose power cannot be verified, cannot take the decision on the person’s behalf.  However if the person lacks capacity you should still[footnoteRef:11] consult with the third party with regard to what would be in the person’s best interests.   [11:  Unless it would be either impractical or inappropriate to do so: see section 4(7) MCA.] 


30. If there is concern that a validly appointed LPA or deputy is not acting in the person’s best interests, escalate the matter to your supervisor for further shared consideration.  Sensitive discussions with the appointed LPA or deputy designed to understand why they think a course of action is/is not in the person's best interests will be essential.  

31. Practitioners managing a best interests dispute may wish to consider:

a. Involving an advocate to act on behalf of the person; 
b. Securing a second opinion or some form of independent input; 
c. Holding a formal or informal ‘best interests’ discussion or case conference;
d. Attempting some form of mediation.

What is appropriate may depend on the situation, for example whether the situation requires urgent resolution[footnoteRef:12]. [12:  Further guidance can be found in the MCA Code, chapter 5] 


32. An unresolved best interests disputes will require consideration of legal advice.   Where there is a dispute between practitioners and an LPA or deputy the Court of Protection should be asked to decide what would be in the person’s best interests.  It may also be necessary to consider referring the LPA or deputy’s conduct to the Office of the Public Guardian[footnoteRef:13]. [13:  For more information on raising a concern, go to https://www.gov.uk/report-concern-about-attorney-deputy-guardian ] 


33. If the person has capacity, a third party will not be able to take care/treatment decisions on their behalf and the person’s own wishes with regard to care/treatment should be ascertained.

Advance decisions to refuse medical treatment

34. An adult with mental capacity may make an advance decision to refuse specified medical treatment for a time in future when they may lack capacity to take the decision for themselves.   An advance decision will be binding on practitioners where it is both valid and applicable.  In broad terms[footnoteRef:14] it will be valid where the person has not subsequently withdrawn it or done anything else clearly inconsistent with the advance decision remaining their fixed decision.  It will be applicable where: [14:  See section 25 MCA and chapter 9 of the MCA Code for more detail, including the impact of an LPA on an advance decision.] 


a. it relates specifically to the treatment now proposed for the person;
b. any circumstances specified in the advance decision are also present and
c. there is no reason to believe that circumstances exist which the person did not anticipate at the time of making the advance decision and which would have affected their decision had they anticipated them.

35. To be binding on practitioners an advance decision to refuse life-sustaining treatment must also be:

a. Made in writing;
b. Signed by the person (or by a third party in the person’s presence and by the person’s direction) in the presence of a witness; and
c. Signed by the witness in the person’s presence.

36. An advance decision will not be applicable to the treatment in question if the person has capacity to give or refuse consent to it at the time the decision needs to be taken.

37. An advance decision may be binding even though it is made in layman’s terms.  It can be withdrawn by the person at any time whilst they have capacity to do so.  The withdrawal need not be in writing.

38. A valid and applicable advance decision will be binding on practitioners and must be respected.  No best interests decision will need to be taken even though the person now lacks capacity to take the decision for themselves.  This is because, in effect, the decision has already been made by the person, whilst capacitous; there is no decision for practitioners to take.

39. Where there is any doubt as to the existence, validity or applicability of an advance decision you should escalate the matter to your supervisor, for further shared consideration.  Legal advice may be required.  An application to the Court of Protection may be necessary, possibly urgently, for a decision as to whether an advance decision exists, or is valid, or is applicable to the treatment in question.  Practitioners will be permitted to provide treatment to keep the person alive or prevent a serious deterioration in their condition whilst a decision is sought from the Court.

Responding to a refusal of care

40. When faced with a refusal of care practitioners must take care to avoid the “protection imperative”, i.e., the perceived need to protect the person no matter what.  It is right to want to protect a vulnerable person from harm, and to seek to gain a person’s compliance with care or treatment that may benefit them, but this must be balanced against the person’s own right to make decisions for themselves.  

41. However, it may not be appropriate simply to take a refusal of care at face value and to leave the matter there.  Before accepting a refusal of care practitioners must consider whether they can be satisfied that this is the person’s true capacitous decision, free from undue influence or other factors that may prevent them from taking their own decision.  It is right to respect voluntary capacitous decisions but where the person may come to real harm, professional curiosity and a proactive approach are key.  

42. The reasons for the refusal must be considered and used to inform consideration of alternatives and support for decision making.  For example, if a person refuses to take their medication, practitioners should consider whether there may be practical reasons for this which could be addressed.  The person may not be able to communicate their reasons, and so practitioners may need to be think imaginatively on their behalf.  It may be that the person has difficulty swallowing or dislikes the taste of the medication, which may be overcome by using a different formulation.  Perhaps the person hasn’t heard or understood why the medication is of benefit because they have lost their hearing aid; perhaps they are suffering from unpleasant or embarrassing side effects from treatment (such as nausea, incontinence or depression) and such could be removed or mitigated with a different approach[footnoteRef:15].   [15:  Further guidance on prescription and administration of medication for those lacking capacity can be found within the appendixes of the local MCA policy ] 


43. Practitioners should consider the following when faced with a refusal of care:

a. Consider whether the person has been properly supported to make an informed, voluntary, capacitous decision.  Consider:

i. Whether sufficient relevant information has been provided to the person; 
ii. The way in which information has been provided to the person and whether this could be adapted/improved in light of their particular presentation/needs.  What language do they prefer to use and would they benefit from an interpreter?  If you have provided written information, are they able to engage with it?  Could communication aids help?   
iii. Whether the person has any known or suspected diagnoses that may impact upon their ability to engage with the offer of care/treatment and how communication with them might best be approached.  This may require taking advice from other practitioners who know the person or have expertise in the person’s diagnosed conditions.  Consider involving SALT (speech and language therapy) where appropriate;
iv. Who delivers the information.  Which practitioners does the person feel most comfortable receiving information from?  
v. The support of others close to the person (e.g. family or carers).  Would they be more likely to engage positively if supported by someone else?
vi. Other factors that may influence the discussion and its outcome.  Are environmental distractions affecting the discussions?  When is the person likely to be at their best and can the decision reasonably wait until then?  Could the person be on medication which limits their ability to participate in decision making?  It may be possible to improve the person’s ability to participate by, for example, seeing them at a different time of day, or making changes to the environment in which they are seen, or seeing them when they are not impaired by the effects of their medication.  Practitioners should think creatively and seek to support capacitous decision making as far as possible.

b. Where care/treatment appears to be of real benefit to the person it is appropriate to seek to persuade them to accept it (but take care not to place undue pressure on them).  Efforts to do so must be clearly recorded, especially when the implications of refusal could be serious for the person.

c. A voluntary capacitous refusal need not be taken as a permanent refusal.  The offer of care can and should be repeated after an appropriate period of time, whilst again taking care not to put too much pressure on the person.  The person may, capacitously and voluntarily, change their mind.  

d. Practitioners must be alive to the possibility that the person may lack capacity and must ensure that the question of their mental capacity is properly considered, applying the MCA.   Where the person is considered to lack capacity, consideration must be given to whether they would be likely to regain capacity at some point, if so when that is likely be[footnoteRef:16] and whether the decision can wait until then.   If the decision cannot wait, or if the person is not considered likely to regain capacity, see paragraph 44 below. [16:  Section 4(3) MCA.] 


e. Consider whether the person may need to be assessed for admission to hospital under the MHA and if appropriate refer to the AMHP (approved mental health professionals) service[footnoteRef:17] for an assessment under the MHA.   [17:  Single Point of Access (SPA): 01472 256256, option 3] 


44. Where the person is assessed as lacking capacity to take the decision for themselves:

a. A binding (valid and applicable) advance decision to refuse medical treatment must be complied with.  Where it is clear that an advance decision is valid and applicable no best interests decision can be taken.  Where there is doubt as to whether an advance decision is valid or applicable the case must be escalated to your supervisor, for further shared consideration.  Legal advice may be required.  Practitioners will be permitted to provide treatment to keep the person alive or prevent a serious deterioration in their condition whilst a decision is sought from the Court. 
b. Where there is no valid and applicable advance decision the decision as to their care/treatment must be taken in the person’s best interests, applying the MCA;
c. The best interests decision maker will be either:
i. The practitioner proposing the care/treatment;
ii. In complex cases, the MDT overseeing the person’s care/treatment, acting jointly, with meetings chaired by an appropriate lead practitioner[footnoteRef:18]; [18:  See  the local MCA policy and guidance produced by 39 Essex chambers for more on this.] 

iii. Where a third party has authority to take the decision as either LPA or deputy, that third party;
d. A decision taken by a validly appointed LPA or deputy must be respected unless there is an unresolvable dispute with them as to the person’s best interests[footnoteRef:19].  Disputes which cannot be resolved locally must be resolved by the Court and the case should be escalated via your supervisor for legal advice.  If steps need to be taken urgently to protect the person from death or serious deterioration/injury, those steps can be taken whilst a court decision is awaited. [19:  Practitioners may find it useful to record any best interests decision taken by an LPA or deputy using the template created for that purpose in North East Lincolnshire's MCA policy] 

e. A plan for care/treatment in a person’s best interests may include a degree of restraint as long as certain further legal requirements are met.  See the section on restraint and deprivation of liberty below.
f. Where the care/treatment proposal would involve depriving the person of their liberty additional steps must be taken to ensure the arrangements are lawful.  See the section on restraint and deprivation of liberty below.
g. Some cases meeting the definition of “serious medical treatment” must be authorised by the Court of Protection before treatment can proceed.  Guidance[footnoteRef:20] has been produced by the Court as to which cases should be the subject of a prior court application.  Practitioners should take advice when a case appears to fall with the definition of serious medical treatment and may require an application to the Court.  See the section on applications to court below. [20:  The guidance can be found at https://www.bailii.org/ew/cases/EWCOP/2020/2.html ] 


Restraint and deprivation of liberty

45. In some cases, a person may need to be restrained in order to provide them with care or treatment against their wishes in their best interests.  Restraint is defined as:

a. The use or threat of force to make the person do something they are resisting, or
b. Restricting the person’s freedom of movement, whether they are resisting or not[footnoteRef:21]. [21:  Section 6 MCA.] 


46. Examples of restraint in health and social care include:

a. Physical restrictors such as: 
i. Mitts;
ii. Raised bed rails;
iii. Locked doors which the person is unable to open themselves without calling for assistance;
iv. Lap belts in wheelchairs;
b. Physical holds, such as holding a person’s arm whilst giving an injection;
c. Sedation, which may be specifically prescribed, or medication prescribed for other purposes may have sedation as a secondary effect;
d. Monitoring equipment/ assistive technology which prompts a response to movement by the person and may inhibit the person from attempting to move.

47. It will be defensible to use restraint in connection with the care/treatment of an incapacitous person in their best interests where:

a. the practitioner reasonably believes that the restraint is necessary to prevent the person coming to harm;
b. the restraint is a proportionate response to both the likelihood of the person suffering harm and the seriousness of that harm[footnoteRef:22]. [22:  Section 6 MCA.] 


48. Restrictions/restraint, when used, must be carefully recorded and kept under regular review.  

49. The intensity of restrictions, or the cumulative effect of multiple restrictions, may amount to a deprivation of the person’s liberty, even though the restrictions may be in the person’s best interests.  A deprivation of liberty occurs where the person is:

a. subject to continuous supervision and control, and 
b. not free to leave (whether they express a wish to leave or not[footnoteRef:23]). [23:  This is the “acid test” identified by the Supreme Court in the case of P (by his litigation friend the Official Solicitor) (FC) (Appellant) v Cheshire West and Chester Council and another (Respondents) [2014] UKSC 19, generally referred to as “Cheshire West”.] 


50. Deprivation of an incapacitous person’s liberty to provide them with care or treatment may be in the person’s best interests but nonetheless it must be separately legally authorised, in advance wherever possible, to be lawful.  Authorisation may be by way of:

a. The Deprivation of Liberty Safeguards (in hospitals and registered care/nursing homes - including the use of urgent authorisations in appropriate, genuinely urgent cases);
b. An application to the Court of Protection for orders authorising what is proposed;
c. In appropriate cases, detention in hospital under the MHA.

51. Examples of deprivation of liberty in health or social care may include:

a. Highly restrictive care plans to bring a person into hospital, and/or to keep them in hospital, for treatment against their will;
b. The use of sedation (up to and including general anaesthesia) to give a person treatment against their will;
c. Preventing a person from leaving their care setting for a significant period of time;
d. Compulsory removal of a person from their home to a different care setting, whether temporarily or permanently.

52. Deprivation of liberty is a difficult area of law.  Practitioners who have any queries or concerns should escalate them to their supervisor for further shared consideration.   Practitioners should be assured though that restraint/deprivation of liberty may be the right way to ensure the person gets the care/treatment they need, as long as the various legal requirements are met.  

Applications to the Court of Protection

53. The paragraphs below set out examples of the types of cases that may need to be taken to the Court of Protection.  This is not intended to be an exhaustive list: these are examples only and other cases may also warrant an application to court.  It is not possible to set down guidance as to all the circumstances where an application to the Court may be required.  Practitioners should escalate the matter to their supervisor for further shared consideration in any case which causes them concern.  Legal advice may be required.

54. The Court of Protection has power to make orders and declarations in relation to the mental capacity and welfare best interests of persons aged 16 and over.  The Court is able to resolve disagreements and disputes as to capacity/best interests and authorise care/treatment plans that might not be lawful otherwise.

55. An application to the Court of Protection is likely to be necessary, and cases should be escalated to your supervisor in the first instance, with a view to considering access to legal advice where:

a. there is doubt or disagreement as to whether the person lacks capacity and this cannot be resolved in any other way;
b. there is doubt or disagreement as to whether proposed care or treatment would be in an incapacitated person’s best interests and this cannot be resolved in any other way;
c. the person will be deprived of their liberty under the proposed care/treatment plan and that deprivation of liberty cannot be authorised in any other way.

56. Examples of cases that likely to require an application to the Court include:

a. Disputes as to where an incapacitated person should live, once all avenues to resolve the dispute have been explored as per Chapter 15 of the MCA Code.  This includes cases of delayed discharge where there is a dispute as to an incapacitated person’s destination on discharge;
b. Disputes as to whether an incapacitated person should have contact with one or more other people who may pose a risk of harm;
c. Disputes as to routine medical treatment for the person that cannot be resolved in any other way: for example Covid-19 vaccination;
d. Cases involving serious medical treatment where an application appears to be necessary in line with the guidance[footnoteRef:24] produced by the Court. [24:  The guidance can be found at https://www.bailii.org/ew/cases/EWCOP/2020/2.html ] 


57. Examples of serious medical treatment cases requiring an application to court may include:

a. Obstetric cases where the mother lacks capacity and is likely to resist a birth plan considered to be in her best interests.  This includes cases where the mother is currently detained in hospital under the MHA;
b. Cases where the person, lacking capacity, is refusing to come in to hospital from their home for treatment that is recommended in their best interests;
c. Where a person who lacks capacity is refusing treatment for a chronic and potentially life threating condition and repeated restraint may be required to administer that treatment (e.g. dialysis);
d. Disputes as to the withholding or withdrawal of life sustaining treatment.

Urgent situations

58. The above guidance applies equally in cases where care/treatment is considered urgent to save the person’s life or prevent significant harm.  Capacity must always be carefully considered.  A capacitous refusal of care must be respected even though the care/treatment may be required urgently.  Equally, do not delay in providing care/treatment where you reasonably believe that the person lacks capacity, and that the care/treatment would be in their best interests, and there appears to be no other good reason not to proceed.  Restraint can be justified urgently in best interests where it is necessary and proportionate, as described in the section on restraint above.  It may be appropriate to deprive an incapacitous person of their liberty urgently in order to prevent them from coming to harm as long as steps are then taken as soon as possible to obtain authorisation of the deprivation of liberty[footnoteRef:25]. [25:  For example by way of an urgent DOLS authorisation or an application to court.] 


59. Practitioners should escalate the matter to their supervisor, shift manager or on-call duty manager promptly for further shared consideration, in the following urgent situations:

a. There is doubt as to whether the person lacks capacity;
b. There is doubt as to the validity or applicability of an advance decision;
c. There is disagreement as to the person’s best interests, including a disagreement with an LPA or deputy;
d. The care plan will involve significant restraint/deprivation of the person’s liberty;
e. “Serious medical treatment” is proposed and the case falls within the scope of the Court of Protection’s guidance on applications to court[footnoteRef:26]. [26:  The guidance can be found at https://www.bailii.org/ew/cases/EWCOP/2020/2.html ] 


60. Matters such as this are likely to require prompt legal advice.  Practitioners should note that if necessary, court applications can be made urgently, out of hours if need be, and court decisions can be obtained quickly, within hours in genuinely urgent cases.  

Care planning for known/likely refusers of care

61. In some cases it will be clear before a decision needs to be taken that a vulnerable person will be likely to refuse an offer of care/treatment.  Often this will be because of a longstanding or ongoing impairment of, or disturbance in the functioning of, their mind or brain which affects their mental capacity to make such decisions.  In cases such as these practitioners must plan ahead of time for the likely refusal, setting down a clear framework for how services will respond and what steps will be taken to ensure that decisions are taken promptly and in the person’s best interests.

62. The Mental Capacity Act 2005 and Deprivation of Liberty Policy[footnoteRef:27] sets out local expectations as to how such cases will be approached.  Practitioners are required to read that document and apply it when care planning in advance for known/likely refusers of care.   [27:  https://www.northeastlincolnshireccg.nhs.uk/publications/ ] 


63. Important elements of advance care planning will include:

a. Identifying a lead practitioner with responsibility for developing the plan and keeping it under review;
b. Ensuring that where the person’s past and present wishes and feelings are known they are used to inform the development of the plan;
c. Supporting the person to contribute to the plan as far as they can.  This will include considering whether there are times or circumstances in which the person may be better able to contribute.  For example, if the person has fluctuating capacity, they may be supported to make capacitous choices when at or closer to capacity, which can be included in the plan and followed at times when they lack capacity  
d. A MDT approach involving all relevant practitioners plus those close to the person (family, friends) and any advocate;  
e. Ensuring that any planned use of restrictions or restraints are carefully recorded, and consideration given to whether they are necessary and proportionate;
f. Appropriate sharing of the plan so that it is known about and understood by those who may need to follow it;
g. Regular review of the plan and updating/amendment as may be necessary when circumstances change;
h. Compliance with the MCA, including taking steps to obtain legal authorisation of the plan where necessary (for example where the plan may result in a deprivation of the person’s liberty, or where prior court authorisation of the plan may be required in a serious medical treatment case).

Liberty Protection Safeguards (LPS)

64. The LPS are a new statutory scheme for authorisation of deprivation of liberty which, when introduced, will replace both the DOLS and the streamlined procedure for obtaining court authorisation of non-contentious community deprivation of liberty.

65. At the time of writing this guidance, implementation of the LPS has been delayed and no date for implementation has been set.  A new MCA Code (which will also cover the LPS) and Regulations to support LPS implementation are also awaited.

66. Once the new MCA Code is available and a date for implementation of the LPS has been set this guidance will be revised to take account of the new statutory scheme.  


Resources

MCA Code.
MCA DOLS Code.
39 Essex Mental Capacity Guidance Note: Assessment and Recording of Capacity 
39 Essex Mental Capacity Guidance Note: Best Interests
North East Lincolnshire Mental Capacity Act 2005 and Deprivation of Liberty Policy
 


Case Study One
A person (‘P’) P is living at home and has agreed to go into emergency respite arranged by adult social care.  The adult social care key worker assesses him as having the mental capacity to agree to the plan for respite. However, when the ambulance arrives to take him to respite, P declines to go and cannot recall having agreed to this. 
P has been in bed immobile and unable to access the toilet for 10 days and his bed has become his toilet. He has not eaten properly for weeks and is drinking only minimal amounts of fluid. There are flies everywhere in his room. P declines any further care interventions from urgent care staff including pressure area checks although he does allow baseline observations to be taken. 
Following discussions with him, urgent care staff complete a capacity assessment and conclude he lacks capacity with regard to his care and support needs.  He declines all care options presented to him and tells urgent care staff to go away and leave him alone.  Urgent care staff refer him to mental health services and a Mental Health Act assessment is arranged. The outcome is a formal admission to the mental health inpatient unit.
When the ambulance crew arrive to take P to the inpatient unit they are concerned that if they move him they will disturb any pressure ulcers as they believe the bed sheets may have stuck to him. They make a request for a paramedic to attend and assess P before transferring him onto the ambulance.  The outcome of the paramedic assessment is that P needs further assessment in the Emergency Department.  P continues to protest about being moved from his bed/home and it takes three ambulance crew to manage his transfer. He is taken to the Emergency Department to receive treatment for suspected pressure damage/ moisture lesions, jaundice and ascites. 
Not long before these events P had been discharged from hospital to his home, after spending about five weeks as an inpatient.  He had declined any treatment for his serious health conditions. He had been assessed in hospital as having mental capacity to decline treatment. Having read the discharge summary and electronic care records the urgent care worker doubted P did have relevant capacity.  He had not recalled he had agreed to a ReSPECT DNACPR decision.  

1. This situation may have been avoidable given P’s known and recent refusals of care, and would have benefited from advance care planning for P.

1. There have been a number of capacity assessments which paint a variable picture of P’s mental capacity.  The capacity assessments in hospital may not have been robust given the evidence, now identified retrospectively, that his recall may have been impaired.  It may be that his refusals of care and treatment were wrongly taken at face value when in fact they warranted further investigation.  Care should have been taken in hospital to ensure that P’s capacity was robustly assessed with regard to the care and treatment recommended for his serious health conditions.  His capacity to agree to remaining in hospital for treatment should also have been assessed.  If in fact he lacked capacity, he may have required a treatment plan in his best interests.  It may be that he should also have been subject to the DOLS during the earlier hospital admission.  This may all have improved his condition ahead of discharge.

1. It may be that there should also have been better planning for P’s discharge from hospital to a safe destination in the community.  Robust assessment of his capacity should have been integral to this.  It may not in fact have been in his best interests (assuming he lacked capacity) to be discharged back to his home.  His needs should have been carefully assessed and options for his safe discharge considered perhaps with input from a range of professionals, applying the MCA.  It may have been necessary to consider an alternative discharge destination, possibly requiring the deprivation of his liberty there (which would need to be authorised).  

1. P was a known/likely refuser of care following his discharge and the steps set out in the Mental Capacity Act 2005 and Deprivation of Liberty Policy should have been applied to plan ahead for his likely objections to care and treatment.  Further consideration of creating such a plan in accordance with local policy can be found at case study six.    

Care Study Two

On Friday a hospital inpatient is deemed to have the capacity to a consent to a PEG insertion.  He agrees to have the procedure.  On the following Monday, when the PEG is to be inserted, he refuses the procedure and is deemed not to have the capacity to take this decision at that time.   


1. Can the decision and the procedure wait until the patient has regained capacity?  If so the decision should be delayed until then.  The procedure should be postponed and discussed with the patient again when he has (hopefully) regained capacity.

1. Care should be taken with the assessment of capacity since it may be that the patient’s capacity fluctuates.  He should be assessed when at his best, if at all possible.

1. If he regains capacity and consents this should be carefully recorded.  The fluctuations in his capacity should be discussed with him and a plan for restraint explained to him in case the procedure needs to be undertaken whilst he lacks capacity and resists.  He should be asked to consent to the procedure itself and also to the plan for restraint should it be needed.

1. Ideally the procedure should be done when the patient has capacity and is able to agree to it.  It should be scheduled with this in mind.  Restraint, even with the patient’s prior agreement, should be a last resort.  

1. If the patient does not regain capacity, or if his consent is obtained but he then loses capacity again, and the procedure becomes pressing, consider his best interests in line with the MCA.  It will be highly relevant that he has agreed to the procedure whilst having capacity. If the procedure is reasonably considered to be in his best interests, restraint can be used if both necessary and proportionate, as per section 6 MCA.


Case Study Three

A hospital patient (‘P’) is refusing critical medications for his physical health.  The ward describe his mental capacity as fluctuating.  There is also a disagreement between therapy staff who feel that he does have the mental capacity to refuse his care and treatment and the nursing and medical staff who disagree.


1. P’s capacity needs to be carefully assessed by someone with appropriate expertise in his diagnosed conditions.  Given that his medications are described as “critical” this will need to be progressed urgently.  Care should be taken to assess him when at his best and provide all reasonably practicable support to make his own decisions.  There may well need to be more than one consultation with P given that his capacity is said to fluctuate.  

1. If P is assessed to have capacity at least some of the time his capacitous consent to treatment should be sought at that time.  He should be asked to consent to the medications he needs and the care plan for administration.  

1. If P’s mental capacity remains in doubt an application to the Court of Protection may be necessary for a decision as to his capacity.

1. Further guidance on prescription and administration of medication for those lacking capacity can be found in the appendixes of the local MCA policy. 

Case Study Four 

A hospital patient (‘P’) has a brain injury and is a long term inpatient.  She is deemed to lack the capacity to understand her care and treatment needs due to her inability to retain information.  She has access to a smart phone and she uses this to access Facebook as she did prior to her injury. However she has been striking up online relationships with men and some have been visiting the unit to see her.  This has obviously caused some concerns on the unit.  P is refusing to allow staff to access her phone.  Staff are worried that she does not have the capacity to understand the potential risks posed by some individuals in this arena. P is 25 years old.

1. In addition to considering P’s mental capacity and best interests with regard to the care and treatment she receives, P’s capacity will also need to be assessed carefully with regard to:

0. Contact with others;
0. Use of social media;
0. (Likely) sexual relations.

1. As ever P should be given all reasonably practicable support to make her own decisions.  Consider what education she may be provided with to support her to make her own decisions taking into account the particular risks to which she may be exposed.

1. This is a sensitive situation that, assuming P is found to lack capacity, will almost certainly require an application to the Court of Protection for decisions in her best interests.  If her capacity is in doubt the Court can be asked to decide whether or not she has capacity in these contexts.


Case Study Five

A hospital patient (‘P’) is an elderly lady with dementia who is constantly pulling out her nasogastric (NG) tube and the ward is struggling to maintain her nutritional status. The family want the ward to put in a PEG tube, but the MDT do not think it is in her best interest to do so.  P is 84 years old, she is deaf and has poor eyesight.  Her capacity assessments are difficult as a result of this and it is unclear whether she has capacity or lacks it with regard to this issue.  The nursing staff believe that she is pulling the tube out because she has “had enough”. The family maintain that she would have wanted everything done for her to hold onto life. The oldest daughter has LPA for health and welfare and she wants the medical staff to place a PEG.


1. The question of P’s mental capacity must be resolved as soon as possible in light of her behaviours.  Consider a second opinion/expert assessment by someone with specialist expertise in dementia, perhaps working jointly with a nutrition specialist.   Care will need to be taken to ensure P is best supported with decision making in light of her visual and hearing impairments.  All reasonably practicable steps must be taken to support P to take her own decision.  

1. If capacity remains in doubt the question of capacity may need to be the subject of an application to the Court of Protection for a decision to be taken.  This will need to be advanced quickly in light of P’s behaviours and the difficulties maintaining her nutritional status.

1. Practitioners will need to check that the LPA has been registered and grants the daughter the authority to take this decision in these circumstances.  The daughter should be asked to provide a copy and it should be placed with the clinical records.  

1. If the daughter’s authority cannot be confirmed the daughter will not be entitled to take this decision if P lacks capacity and this issue will need to be addressed as a dispute with the family as to P’s best interests.  

1. If the daughter has authority to take this decision as P’s LPA when P lacks capacity, and assuming P is found to lack capacity, the daughter will be the best interests decision maker.  However there remains a disagreement as to what would be in P’s best interests between the decision maker (daughter) and the clinical team.  

1. Efforts should be made to reach agreement as to the way forward.  Best interests must be considered in line with the MCA, especially section 4 and the principles in section 1.  P’s own past and present wishes, feelings, beliefs and values will need to be considered.  There may be evidence of this in her clinical records.  Her family are also a valuable source of information in that regard which will need to be taken into account.  They are offering information as to what they say P would want for herself.

1. Practitioners should consider carefully:

6. What the risks of PEG insertion may be and whether these have been adequately explained to the family;
6. Why staff have reached the view that P would not want to be fed via PEG when her family say that she would want this.  What other evidence of P’s likely wishes is available?  Why is it thought that the fact that P removes the NG tube suggest she has “had enough”?  Would she be likely to behave the same way with a PEG tube?  Could there be other reasons for P’s behaviours?  Could something be done to make the NG tube more comfortable for P?  Would a PEG be more comfortable and could it be trialled to see how she tolerates it?  

1. A best interests meeting may well be useful so that all viewpoints can be heard and any questions answered.  Mediation should also be considered. 

1. If the disagreement persists the case will need be taken to the Court of Protection for a decision as to P’s best interests.  


Case Study Six 
[bookmark: para3]
[bookmark: para10][bookmark: para12]A person (‘P’) is a woman in her fifties with Down's Syndrome, learning disabilities and behavioural difficulties as well as some physical limitations. For over 20 years she has lived in a residential care home where she is now subject to a DOLS standard authorisation.  The home provides accommodation for people with learning difficulties who require personal care.  P lacks insight into her needs and is totally dependent on staff for her day-to-day care.

[bookmark: para15]P complains of a sore throat and has a limited appetite.  She has a raised temperature, diarrhoea and vomiting. On Monday she asks to see a GP. However, staff do not act on this that day.

[bookmark: para18]On Tuesday afternoon staff call the GP and report further symptoms.  The GP advises over the telephone, diagnoses viral gastroenteritis and a urinary tract infection, and prescribes anti-sickness tablets and an antibiotic.

[bookmark: para4][bookmark: para20]Staff remain concerned that evening and call NHS 111 which dispatches an ambulance.   The paramedics wish to transfer P to hospital, but she will not co-operate.  They conclude that it would be disproportionate to use physical force in the light of P’s apparently limited symptoms.  They do not consider her life to be at immediate risk and the crew is not qualified to sedate P in order to convey her to the ambulance and to hospital.

An out of hours GP is called who advises that attempts should be made to persuade P to go to hospital but that if she refuses, force should not be used and she should stay in the care home and be monitored overnight.  This is what happens.  P cannot be persuaded and remains at the care home.

[bookmark: para22]The following morning P is found lying soiled on the floor. While carers are assisting her to go to the toilet she collapses.  An ambulance attends and she is taken to hospital.  She is found to be severely dehydrated with kidney failure and metabolic acidosis. She has severe infection. She dies following a cardiac arrest later that day.


1. Given the evidence that P lacks capacity with regard to her residence, care and treatment and displays some behavioural difficulties this is a case which would have benefitted from advance care planning in the event of a need for transfer to hospital and P’s resistance.  P’s objections to going to hospital may have been foreseeable and it seems clear that her (apparently incapacitous) resistance to transfer to hospital by ambulance has prevented her from accessing care and treatment which otherwise would have been recommended for someone presenting with her symptoms.  

1. The Mental Capacity Act 2005 and Deprivation of Liberty Policy sets out steps to be taken when planning in advance for known/likely refusers of care.  Important elements of advance care planning will include:

1. Identifying a lead practitioner with responsibility for developing the plan and keeping it under review;
1. Ensuring that where the person’s past and present wishes and feelings are known they are used to inform the development of the plan;
1. Supporting the person to contribute to the plan as far as they can;  
1. A MDT team approach involving all relevant practitioners plus those close to the person (family, friends) and any advocate;  
1. Ensuring that any planned use of restrictions or restraints are carefully recorded, and consideration given to whether they are necessary and proportionate;
1. Appropriate sharing of the plan so that it is known about and understood by those who may need to follow it (which in this case would include the GP and ambulance service);
1. Regular review of the plan and updating/amendment as may be necessary when circumstances change;
1. Compliance with the MCA, including taking steps to obtain legal authorisation of the plan where necessary (for example where the plan may result in a deprivation of the person’s liberty, or where prior court authorisation of the plan may be required in a serious medical treatment case).



Case Study Seven 

A person (‘P’) is living in a supported living environment with some help from staff.  It is agreed that P lacks capacity to make care/treatment and accommodation decisions for himself, due to his learning disability.  P reports consistently that he is quite independent, and that he is able to self-care and to cook his own meals.  P feels he needs only limited help.      

P has a number of chronic conditions which he needs help to manage, including diabetes.  P’s diabetes requires that he attend his GP practice regularly for blood tests, and sometimes the local hospital as an outpatient for other dietary related tests. 

P begins losing weight.  Staff start to notice that there is rotten food left around in some areas.  When challenged about this, P denies that there is any problem and repeats that he is able to prepare meals for himself.  Staff at the supported living setting accept P’s self-reported ability to manage his nutritional needs.

P also says that he doesn’t want to attend his GP or the hospital when he is invited for routine tests to help manage his condition.    Staff accept P’s rejection of this routine help, as they are unclear whether or to what degree the tests are necessary.  P begins to become more and more unwell.  Staff fail to notice his deterioration.  P is eventually admitted to hospital very unwell, with suspected sepsis.

1. P’s capacity in respect of each relevant decision should have been carefully assessed i.e., in respect of treatment (which it has already been noted above, he lacks) and in respect of nutrition.

1. P’s claims about his own ability to care for himself, and access a good enough diet, should not have been accepted at face value.  For example, P could have been encouraged to engage in a shared cooking activity, which may have revealed his inability to cook or prepare food.  P could have been checked on at mealtimes, to establish what he was or was not able to provide for himself, and support given to ensure he was eating properly. It is concerning that staff seem to have been unclear as to whether P’s needs were really being met. 

1. In respect of P’s access to routine tests, staff should have explored why P was saying no to them.  Perhaps P had had negative experiences in the past which he could have been supported to overcome.  Perhaps P could have been supported to understand that the routine tests may not have been as bad as he was expecting, and/ or with preparation and support from GP or hospital colleagues, could have been arranged to be more accessible for him

1. Staff could have sought information from P’s family/others who knew him to check on the best way to support him, and to understand the likely implications of his refusals.  These may have been situations which family members or others had previously helped P to successfully navigate

1. Staff should have sought confirmation from qualified professionals regarding the implications of P’s refusals.  P’s diabetes was clearly a key factor in ensuring both a suitable on-going diet, and access to regular monitoring to ensure that his condition was managed.  Given that P has been assessed as lacking capacity in these contexts those caring for him would be obliged to act in his best interests, which means being clear as to his needs and any interventions that may be recommended for him.  
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