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Dear Sir/Madam,

Re: GMC Consultation on End of Life Treatment and Care
I write on behalf of The Secular Medical Forum (SMF). The SMF is a UK-wide group of healthcare professionals advocating equality of care for all patients, irrespective of their or their doctors’ own personal beliefs. We are especially concerned that patients, healthcare workers and the wider public are not disadvantaged by the imposition of other people’s personal religious views. I was pleased to represent the SMF and the National Secular Society (NSS) at the recent GMC consultative conference in early June 2009.

The SMF broadly welcomes the direction of the new guidance. In particular members of the SMF endorse an approach that places quality of life and patient choice at the forefront of patient care. 
The SMF would like you to take the following factors into consideration. Paragraph references relate to the draft guidance document.
1) The SMF endorses the ethical principles as outlined in paragraphs 3 and 16. Members of the SMF support those long-established ethical principles which include doctors’ obligations to show respect for human life; protect the health of their patients; and to make the care of their patients their first concern. We are encouraged to see more emphasis on quality of life than simply duration of life.  When ongoing quality of life, as experienced by the individual patient, is a realistic expectation, then it is appropriate to focus on prolonging that patient’s life. 
The SMF would like to see GMC guidance explicitly including a respect for the manner in which people wish to live their lives- up to and including the very end of their lives. 

2) Paragraph 14 of the draft guidance recognises some of the difficulties patients experience in accessing good quality care. Some of these difficulties relate to perception by the patient that they are being discriminated against, others to assumptions by healthcare staff; these include pre-conceived notions of a patient’s ideas, concerns, expectations and beliefs. 

Discrimination may be actual or perceived. The SMF would like the GMC to reflect the diversity of the population by including in the guidance an expression of support for non-discriminatory care.  The basis of tolerance and respect is that there should be no assumptions about people’s values and beliefs before the point of contact.

One example of discrimination is the role of NHS-funded religious chaplains who frequently claim to represent the whole community yet who are specifically appointed because of their religious belief and practice. This is adversely prejudicial to those patients of no faith or whose faith differs from that of the locally appointed chaplain. That one religion is effectively endorsed by the NHS leads inevitably to an endorsement or rejection of the values some people hold most dear. This is particularly difficult when patients or their families are in distress or approaching the end of their lives. 
3) The SMF commends the last sentence of paragraph 17b). With regard to end of life treatment and care, it is vital that doctors do not put pressure on patients to accept their advice. The SMF is concerned that some religious people feel it incumbent upon them as part of their religion to ‘help’ other people to see their own point of view. Such proselytisers may even be attracted to work in the healthcare professions; this may be for a mixture of reasons. The pressure exerted on the patient to comply may be overt, or may be manifested by quiet disapproval or emotional withdrawal when the patient most needs human support if their views somehow offend or differ from those of the doctor. This can be particularly distressing when a patient is nearing the end of their life or is gravely ill. The SMF commends the existing 2008 GMC guidance on Personal Beliefs and Medical Practice
. We agree that it would be inappropriate for doctors to imply or otherwise coerce a patient to share their own religious views. 
4) Paragraphs 43-53 deal with Advance Care Planning. The SMF agrees that there should be a wider discussion about advance healthcare planning. There are misconceptions about what treatment can and cannot offer; an example would be cardiopulmonary resuscitation (CPR). Some patients may not realise that a Do Not Resuscitate treatment order may be made for similar clinical reasons that other treatment options are not offered. A more informed public can make more informed decisions about the care they would like to receive should they become incapacitated. 

The SMF would encourage both primary and secondary care facilities to be more pro-active in raising the awareness of patients to make advance healthcare decisions; this applies particularly where patients are known to hold strong views. It is in the interests of patients, their doctors and their families to be as clear as possible what the view of the patient is. It may be that the family only enters the discussions at a late stage when their relative has become incapacitated. Their impressions of their relative’s wishes may be at odds with the patient’s actual wishes. 
The SMF would support the suggestion that GPs and hospitals include in their patient leaflets and waiting rooms information about pro-choice advance healthcare decisions.

5) Paragraph 46f) acknowledges the importance of discussing a patient’s needs for religious, spiritual or other personal support. The SMF supports this aspiration in the broadest sense. Spirituality was defined in the recent Scottish Government publication on Spiritual Care and Chaplaincy in the NHS
. It includes such broad concepts as the needs to express feelings honestly, to gain understanding, to find meaning and purpose in life and to be person-centred without making assumptions about personal conviction or life orientation. It draws a helpful distinction between spiritual and religious care.  
It is likely that in most circumstances doctors will not be best placed to provide this support in its entirety. The presumption of religion can be offensive to those of no faith or of other faiths to the one presumed. Therefore, questions relating to religion, belief or broader ‘spirituality’ should be open and should allow the patient to express their own views. Only if the doctor discovers that they share the same belief system, should specific support be offered in that regard, and even then it should only be offered in very limited circumstances. Great care should be taken in these discussions; it is very easy to make wrong assumptions about vulnerable patients. Assumptions may wrongly be based on pre-conceived notions or the values or culture from which they emerge or may be based on the strongly-held views of the doctor or patient’s family members; views which the patient may not share.

The SMF recognises the limited remit of the GMC with regard to other healthcare professionals and allied workers. Nevertheless, the SMF would like the GMC to support the equitable stance that the NHS should not favour one belief system over another. Currently, patients may perceive that they are being discriminated against when an unrequested approach is made by a religious chaplain or when they discover that only a religious chaplain of one denomination is offered by the NHS. 
6) Paragraph 60 deals with doubt about the validity of an advance refusal of treatment. The SMF supports the aspiration to ascertain wherever possible what the views of the patient are. We would suggest an amendment to the final sentence of this paragraph by adding the italicised words to increase the emphasis on quality of life. The final sentence would then read: ‘In an emergency, where there is no time to investigate further, the presumption should be in favour of providing treatment, if it has a realistic chance of prolonging the patient’s life with a realistic expectation that the quality of the patient’s life, so lengthened, would be in accord with their wishes.’

7) Paragraph 67 deals with Conscientious Objections. The SMF does not agree with the suggested guidelines. Instead, the SMF endorses the current GMC guidelines on ‘Personal Beliefs and Medical Practice’ referred to in 3) above, that good medical care involves sometimes putting our own views to one side if that is in the best interests of the patient. We do not agree that a medical practitioner should be supported when making value judgments about a patient’s lifestyle and choices. It is not the role of a medical practitioner to offer ethical objections to providing the care that a competent patient has requested before they lost capacity; with the proviso that the patient’s requests were within the limits of the law, and the availability of NHS resources. 
If the GMC is minded to allow this clause, the SMF agrees with the proposal that a doctor who conscientiously objects to providing treatment according to the patient’s own wishes must make arrangements for another doctor to take over the patient’s care. However, this can be difficult. For example, a doctor working in a remote or rural location may have limited options for handover to a suitably experienced colleague. If no other doctor can be found within an appropriate timescale, the attending doctor should remain under a professional obligation to set aside their own personal beliefs in order to treat the patient according to the patient’s own wishes. In all such circumstances, a replacement doctor should, as far as possible, have the skills equal to or better than the doctor who is withdrawing. This would prevent a more senior doctor delegating to an inexperienced colleague to the detriment of patient care.
8) Paragraphs 71-72 relate to Organ donation. Members of the SMF know of the acute shortages of organ donors for transplantation, particularly amongst some ethnic groupings. We support the initiative of the Welsh Assembly Government (WAG) to consult widely on this important subject to determine an acceptable improvement on the status quo. WAG has initially proposed a modified opt-out system rather than the current reliance on donor cards. This system would still allow people to refuse to donate their organs should they so wish. The SMF would welcome a similar public debate across the UK to improve the long-term survival and quality of life of people living with organ failure. 

The SMF considers that a competent adult’s decision to donate their organs after their death should not be overturned by the wishes of their surviving relatives or next of kin. Many people gain great comfort from the knowledge that after their death their organs may help other people to live.

9) The results of the 2007 British Social Attitudes survey
 showed that 80% of the general public think that the law on assisted dying at the person’s request should ‘definitely or probably’ be changed to allow assisted suicide if the patient has an incurable or painful illness from which they will die, such as cancer. With the best medical care available, the law as it stands still leaves some people suffering both physically and psychologically, during the last hours and days of a life they would sooner have ended. 
The SMF encourages the GMC to build into the guidance an explicit respect and accommodation for those people whose incurable suffering has become intolerable to them and who would like to take steps to actively end their lives rather than have to continue to suffer. The SMF recognises that the GMC is not a law-making body, and so would urge the GMC to issue guidance broadly supportive of people’s right to choose the manner of their life and of their death and to acknowledge that human rights laws and the duties of a doctor to ease suffering are not fundamentally at odds with the concept of assisted dying.   
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