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Introduction
It’s a real pleasure to be here at one of the two best and loveliest riverside Universities in the United Kingdom: Cambridge and Salford.  Much of my paper has been decided punting on the River Irwell and discussing my ideas over a sherry before evensong.  Here in Cambridge also, I have had much fun, not least looping the loop and doing barrel rolls in a Tiger Moth at Duxford, barely ten miles away.  As to the relevance of the venue, those from the UK will know that Cambridge University recently lost an opportunity to build a new research centre for research into primate brain disease, not on the grounds that such research infringes the rights of primates, but that avoiding violence to the researchers will be too costly in security.  Clearly research ethics are at the forefront of everyone’s mind at the moment. 

I have been a fairly regular attender at this event since about 1985.  In that year, what I thought was a great abstract was rejected, but, although I hardly knew anyone I came and enjoyed the event anyway.  Over the years I began to get into the style and fashions of ten-minute, deadline-defying abstract submission, and have gradually got to know a few more people.  After all these years I am very grateful for this invitation as it gives me the chance to exercise a few hobby-horses at your expense. 

I will argue that nursing research has lost its way as a means to discover the truth about the realities of nursing and other forms of patient care and the harms and benefits that might come from them.  

There are a number of ways in which this is happening, for example people are spending much more time writing about methodology than getting on with the research itself and the reporting of discovery.  The issue I will address briefly today, however, is the extent to which we are debilitating the research enterprise through what passes as ethics.  For those of you looking for a theoretical orientation to my thesis, (and although these things are often over-complicated) it is in essence consequential, and I hope to show that with a harms and benefits approach we could bring much common sense to the critical appraisal of previous research and the approval and conduct of nursing research now and in the future.  I suppose that because of my own experience, my talk may seem to focus too heavily on qualitative research, but in general the issues I raise should be thought about in relation to all types of investigation.  Among many research society colleagues who have stimulated my thinking, I have benefited greatly from the constructive dialogue I have had with Carol Haigh, Michelle Howarth, Alison Johnson, Rosie Kneafsey, Lillian Neville and Tony Long.

Deception: when ‘ethics’ didn’t matter

Most students who have done a semester length course in psychology have heard of the studies where volunteers were persuaded to apply apparently painful and dangerous electronic stimuli to people they had never met as part of a psychological experiment (Milgram, 1974). Indeed, many articles claiming to examine the ethical basis of research go to Milgram as the example, par excellence, of controversy, and nothing more recent (Butler 1996). 

Some people have heard of the study in which several investigators secretly gained access to mental hospitals as pretend (pseudo) patients in order to study the behaviour of staff and examine the validity of admission criteria (Rosenhan 1973).  

Also about this time, Laud Humphreys (1970) undertook secretly to study gay men in public toilets in sex acts, consequently (having got their address from a police computer) undertaking a door to door survey to get the essential demographic data.  He did much to raise awareness of homosexual behaviour about which most heterosexuals knew very little, and changed attitudes about exactly which part or level of society such people came from. Everywhere of course.  Even more, he raised awareness of the ‘tricks’ that social researchers might use to get their data and their PhD. 

Perhaps 20 years ago now the sociologist David Field undertook to repeat aspects of the work of Glaser and Strauss in examining the social process of dying in general hospitals.  Much of his data was collected fairly openly by interview, but concurrently he worked with Mary Knight, an MPhil student whose strategy for fieldwork was to work covertly as an auxiliary on a ward for the summer and to report on her observations. A paper in the Journal of Advanced Nursing  and a chapter of the book Nursing the Dying were based on this work (Field, 1989; Knight & Field, 1981). They illustrate the way that, even 20 years after Glaser and Strauss had drawn attention to it (Glaser & Strauss, 1965), hospital staff and patients’ companions deny dying people full knowledge of their diagnosis and especially their prognosis. 

When looking at the ethics of participant observation for my own PhD in the early 90’s, I was much exercised by their deceit, feeling then that it was wrong to lie to respondents about one’s purposes, and especially in a context of dying people, in order to illustrate something (closed awareness) which had already been shown by much more open methods.  I gave a rather unforgiving presentation at a previous Research Society Conference and a published a similar paper (Johnson, 1992)
Remarkably (or perhaps not) Field was a referee for the paper for the first journal I sent it to, and seemed genuinely surprised that this was something he should be thinking about.  We might usefully imagine that such (and many other) studies are done only by ‘premoral’ sociologists and psychologists, and that nurses would never have done such things. However:

In her celebrated book Behind the Screens: Nursing, Somology and the Problem of the Body, Jocalyn Lawler (Lawler, 1991) claims that a feminist perspective underlay her fieldwork and analysis. Supervised as I was myself by a leading feminist nurse (Christine Webb), even as a man I think I grasp the main principles. Feminist researchers value ideals like openness, honesty, sharing, equality and researching ‘with’ rather than doing research ‘on’ people, especially women.  Despite this, and the fact that her research aim is explicitly to discover aspects of intimate care ‘behind the screens’,  Lawler admits to collecting data secretly in order to do so unobtrusively, and clearly this included data from the patients as well as the staff.   At least Lawler knows there is an issue here, and she doesn’t duck it. In this respect at least, she is reflexive and honest, one of two criteria to which I will return. 

Recent Deceptions 

Arguing (in 1996) that covert methods are ‘widely used’ (p159) in social science research George Butler said that:

“Certainly, the use of covert or deceptive methods of investigation have become more and more extensive and are now an almost standard feature of social science research.” (Butler, 1996 p 163). 

Having himself used a generally covert strategy to secure some of his data about racial discrimination in the health service, Butler digs into the social science literature quoting Douglas:

“Social Actors employ lies, fraud, deceit, deception and blackmail in dealings with each other, therefore, the social scientist is justified in using them when necessary in order to achieve the higher objective of scientific truth.” (Douglas, 1976 ) cited in Butler (1996: 160)

Later Butler argues that because (in contrast to social science) the health professional and client are in a relationship built on trust, “the use of deceit, lies, fraud, deception and blackmail should have no place…”.  Clearly Butler is troubled by his deception of health service staff who were his research subjects (who did not know he was collecting data from and about them).  However, he resolves his dilemma by appealing to the importance of ‘scientific truth’ and on the grounds that the information could not have been collected in any other way.   Sadly, all three papers based on the dissertation are in a journal which soon ceased to be published, and even these give very little detail of the research methods.  I wonder, then, just how widely these ‘scientific truths’ have become known, apart from in Lancaster where George was working. 

Along similar lines are the papers published by Liam Clarke in Nursing Times and its more academic sister NT Research in 1996 (Clarke, 1996a; Clarke, 1996b).  He set out to collect data which would contradict claims made by a secure mental health unit about the style of care it provided. Clarke admits to pre-existing hypotheses that the unit’s claims to have a ‘therapeutic community’ were likely to be false ‘given that the unit consisted of a locked ward populated by residents who were offenders’ (1996a:37).  Clarke (otherwise then a senior lecturer at Brighton University) worked as a ‘nursing auxiliary’ in this unit for six weeks collecting data by chatting to staff and ‘eavesdropping’. For example, whilst apparently reading the newspaper (as is customary in the mental health sector) Clarke was actually studying the social processes going on around him in great detail.  He argues that since the staff (and presumably the patients) could see him, his activities were only clandestine in the sense that the observations they could see him making were for research purposes (which they did not know).  Having confirmed (he argues) his hypothesis, that no such therapeutic community existed, and that a gendered division of attitude existed (generally men were ‘controlling’ and women were ‘caring’ in orientation) he argues in his papers that a covert study was necessary as these data could not have been collected otherwise. 

As I will make clear later, I reserve a place for covert work in some circumstances, but the outcomes of Clarke’s study do not justify his methods.  Given that many important and critical studies of nurses’ attitudes and management styles have been done with much greater openness (Stockwell, 1972, 1984; Lawton, 2000; Seymour, 2001;). Clarke fails to show why secrecy was essential in this case.  Although we may accept that a formal request to undertake the study may well have been denied, it is very unlikely that the staff could have changed their system of care for six weeks just to suit the period of observation.  More troubling is the degree to which, despite his main focus for data collection not being the clients, on a ‘forensic’ ward for the treatment of criminals he has deceived staff and patients about his purposes in being there. I would assume that in a ‘secure unit’ it is helpful to know precisely the purposes of everyone present. 

Ethnographers in complex social situations are rarely able to gain consent from everyone they meet, even in the tightly controlled locked ward setting he was working in. In a brief discussion of his approach, Clarke suggests that the implausibility of gaining informed consent from all the actors in this situation is a defence for gaining it from none of them.  Quite the reverse.  Like education, if informed consent is a good worth having, then it should be allowed to as many as possible, even if practicalities prevent this being everyone.  Read his papers and judge for yourself. 

It’s easy to be wise after the event, but if he already knew, as he claims, that things needed to change on this unit, then he would have been best advised to do a piece of action research.  As a covert ethnographer he limits the possibilities for change, unless those criticised happen not only to read his work, but to recognise themselves and accept his findings as fair.  This is hardly the basis of a ‘learning organisation’. 

The intervention dilemma in nursing research

The intervention dilemma is present in many forms of research but in different guises.  As part of the early RCN sponsored ‘Study of Nursing Care’ series Dan Jones investigated the care of unconscious patients in general wards, focusing in particular on nutritional aspects published as Food for Thought (Jones, 1975).  By today’s standards, where convenience to the investigator looms large, Jones (with one research assistant) did a huge piece of work in 43 wards in 12 hospitals.  The team undertook non-participant observation of a large number of hours of care including 646 tube feeds.   Among a catalogue of inappropriately prepared and prescribed feeds, Jones notes several particularly worrying incidents.   For example the temperature of the feeds was taken in only 2% of cases. The extreme of this was the incident in which:

‘having mixed the Complan and fluid to the desired quantity, the volume was placed in a saucepan on a cooker and allowed to boil. The feed was poured into  a feeding beaker and taken directly to the bedside of the patient, less than 20 metres from the kitchen, and administered immediately. The syringe was held with two gauze swabs. A clinical instructor visiting the ward who asked why the swabs were required received the reply, “the syringe is too hot to hold”.’(Jones, 1975), p79)

All researchers working directly in practice settings may face the discovery of practice so bad it presents a clear and present danger to those observed, in this case unconscious patients.  When filming in Africa, naturalist photographers never save the baby Wildebeest from the cheetah or the hyenas despite an overwhelming urge to do so as this would be ‘unnatural’.   Star Trek fans will recognise this was the ‘Prime Directive’ not to intervene in the self determination of other species. 

As with  David Attenborough and Captain Kirk, so with Dan Jones.  He had clearly determined that to intervene to prevent harm would be wrong in the context of this study.  

What can be the reasons for such a viewpoint?  Two are persuasive:

1. That to change the behaviour of those nurses observed and the consequences for their patients would be ‘unscientific’.

2. That in the absence of the study the incident would have happened anyway, but that the benefits of reporting these startling findings will prevent so many occurrences in the future it is worth the risk.

The first is self evident, in the second the researcher is said not to be responsible for that which is already happening that is wrong or harmful. By  studying and reporting these things the researcher improves the chances that in future such wrongs will be less.  

It would be wrong to claim that Jones has definitely improved the care of the unconscious (or those in pain), but they would certainly have a claim. I would like to bet that, allowing for a percentage of professional incompetence, at least the feeding of the unconscious is more systematic and safer than in the early 1970’s and for that Dan Jones may take enormous credit. Indeed, I would go further to argue that his study should be ‘replicated’, but with what I would argue with hindsight would be a more acceptable design. 

Action research makes intervention by the research team part of the process, so that, tactfully done, there would be no reason for a harmful nursing procedure to be allowed to be undertaken.  To be fair to Jones and his colleague, they were edging in this direction even then.  Although a nurse (researcher or not) allowing  boiling water to be syringed down an NG tube seems inexcusable through today’s eyes, Jones (1975 p 31) admits to advising a nurse who had been using endotracheal suction for eight minutes that this might be the cause of the patient’s hypoxia and cyanosis, and that a rest might be in order. 

Clearly even then, Jones and his assistant were struggling with dilemmas and doing their best to intervene minimally in ways that would protect the ‘science’ of their study.  They were unconsciously developing a ‘bottom line’ of harmful or substandard care below which even they could not go without saying or doing something. Sadly their bottom line was pretty low, but even now we must not underestimate the difficulty of identifying where we should ‘draw this line’ since the nature of the incidents we might discover in practice is almost always unknown. 

I myself have struggled with where to draw the line.  In the context of an ethnographic study of what began (ironically) as ethical decision-making in a medical ward I was working openly as a volunteer bank staff nurse and researcher (Johnson, 1997).  Even as a volunteer I found myself taking some responsibility for care given and had a number of intervention dilemmas to resolve.  When nurses threw dirty lined on the floor, or failed to wash their hands as often as they should what was my role?  I had gone to considerable trouble to be accepted as a colleague (not a manager or tutor) and criticism could have been fatal to my acceptance.  On the other hand, when I accepted a staff nurse’s instructions to give a disposable enema to an old man with a dense hemiplegia I knew I would face a special challenge.   He didn’t really want it, so I used the full force of my health professional training paternalistically to ‘encourage’, (or was it coerce) him.  

Handing over not having done it wasn’t really an option. I would lose credibility and she would do it anyway.  With months to reflect at leisure I’m not sure I did the right thing, but such are clinical research dilemmas in the real world.  To make a wrong decision (that others might also have made) is not unethical.  What is wrong is to fail to learn from it. 

Perspectives and Principles

I have never found a book or a paper about ethics by a nurse which does not claim that really only four principles matter in any form of moral evaluation of practice or research.  These are articulated by Matthews and Venables (1998) in a book chapter claiming to be about how to critique ethical issues
 in published research:

· Respect for autonomy

· Beneficence

· Non-maleficence

· Justice

These are principles with which I would be foolish to argue, but I will ask how absolute each of these can be in the real world. 

Autonomy

Even those like John Harris who argue generally that universal human rights as such are impossible to uphold, still see respect for autonomy as a first principle of their moral frameworks (Harris, 1985).  For Harris the ability to value life and express preferences in the context of a future defines personhood.  That said, we must consider the needs of many when preserving the autonomy of one person.  Issues of informed consent and confidentiality of information are said to be major tools in the preservation of autonomy, but I think we need to remember that these are only tools, not absolutes.  We should seek these as much as possible but accept that they may not always be complete. Of course, for example, we should betray a respondent’s confidence to prevent abuse of another person such as a child.  Confidentiality serves a purpose which may be overridden, in my view, on suspicion of grave enough danger to other people.

Beneficence

I have argued that we should not conduct research where no possible benefit can be estimated.  Of course, the benefit may be great, such as the possible future improvement in care (in the feeding of the unconscious for example), or more modest, such as learning about how to do good research in the future.  We can see that the estimation of benefits (or harms) is problematic even in the most rigorous of experimental approaches.  In surveys and especially ethnographies where the aims of the study may be unclear at the start, this estimation may be even harder to make.  This is not to say that such studies should be avoided, a position often assumed by approval committees and other gatekeepers.  Quite the reverse. The more that such studies are undertaken the greater the likelihood that some may be fruitful, and many of our most influential studies were mainly qualitative (Stockwell, 1972, 1984), for example).

Non-maleficence

Already an intimidatingly ‘legalistic’ term, the principle of ‘doing no harm’ is commonly further obscured by its other form of expression; primum non nocere. In a paper attacking an earlier brief statement of my generally consequential perspective in these matters, my otherwise respected colleagues Lillian Neville and Carol Haigh hang most of their objections on the idea that:

“This fundamental principle forms the bedrock of the Declaration of Helsinki and could arguably be the raison d’etre of ethics committees.” (Neville & Haigh, 2003) (p 550).

My colleagues, (in common with many others) seem to think that in health care and in research it is possible to do no harm.   I think the problem here is in the amount, or perhaps the definition of harm, an issue I will develop towards the conclusion.  For now let us be clear that health professionals and nurses do harm all the time. In clinical matters we, perhaps painfully, penetrate the skin with needles to inject what we hope will be beneficial substances.  Indeed this particular skill is widely seen to be the ‘right of passage’ into full ‘nurse status’ as a student, and most of us can remember our first one.  We coerce people out of bed after painful surgery to reduce ‘complications’.  We pass naso-gastric tubes, which, believe me, can be a far from pleasant experience. The examples are numerous, but the principle is clear, deliberate ‘harm’ is understandable for a probable greater benefit, (or the avoidance of a greater harm) especially for the individual ‘subject’.  Where I will agree that deliberate harm, or even a risk of it is of greater concern is in the case, as in much medical research, where the subject of the study may not directly benefit at all.  

Here I accept that the appeal to altruism is what must be relied upon and the informed consent and autonomy on which the subjects’ decision is based must be of the highest order. 

Justice

In a rare ‘utilitarian’ statement (Matthews & Venables, 1998) argue that this is the obligation of fairness in the distribution of benefits and risks.  Especially in education, ‘fairness’ may be perceived to be that if all cannot benefit then no-one should. For example it is said to be wrong to separate cohorts into groups receiving different educational curricula as one might be disadvantaged compared to the other. If we think like this we will undertake no developmental, innovative, or experimental work at all.  On the contrary, forty years ago the then statutory body allowed ‘experimental’ courses of various kinds, mostly new degrees in University departments. Odd-looking courses with unusual qualifications.  Much that we have achieved since grew from that innovative thinking.

Other conceptions of ‘fairness’ seem to mean the avoidance of research on those who might be more vulnerable.  This also is quite wrong. In research into practice we certainly see too much research that excludes those most likely to benefit, if not individually then as a group.  In a study of nutrition in older people in Lancashire  we were urged by ward managers to concentrate our study of stroke patients’ eating behaviour on those defined by the ward sister as ‘not very ill’ (Pollitt, 2001).  We accepted this, since any access was better than none, but the people in greatest danger of poor nutrition are of course the ‘very ill’ (Bond, 1997).  If this rule had been applied, that the ‘very ill’ must not be studied, then the fantastically influential work by Glaser and Strauss (1965) themselves, and more recent work such as the brilliant study The Dying Process by would not have been undertaken (Lawton, 2000).  The specific focus of Lawton’s work was that she be allowed to describe the experiences of, and care received by, people suffering the most unpleasant of deaths in a hospice. Locally we find the same with many ‘exclusions’ decided by both researchers and their gatekeepers, based more on historic attitudes to the vulnerability of certain groups.  These groups, such as minority populations of various kinds, the very young, the very old, women of childbearing age, are, if not invisible, then insufficiently so in many studies. 

The Current ‘Ethical Context’

In the United Kingdom we have had ‘scandals’ which have affected greatly the mechanisms we use to govern the conduct of health and nursing research. Among the most notorious was the ‘Alder Hey Scandal’ where it was found that certain medical staff had systematically kept large amounts of children’s post mortem tissue for future research and teaching.  They had consistently lied to parents about the amount of tissue taken or never told them at all (DoH, 2001). Alder Hey hospital in Liverpool took the brunt of the criticism because certain staff seem to have behaved particularly badly, but it is clear that all over the country medical practitioners will have kept all sorts human tissue removed either in surgery or at post mortem, not always with the consent of either the deceased person or their next of kin. 

Once these facts came to light, the resulting investigation became ever more painful, with harrowing stories of parents lied to consistently as to the whereabouts of their children’s remains.  This is relevant to the discussion, because the scandal was certainly the impetus behind the current concern that other health professionals might, through research activities, produce other harms.  

Because of the attention this received, NHS Authorities are now taking the vetting of research by Local and Multicentre Research Ethics Committees very seriously indeed. Not only this, each NHS Trust has its own ‘research management’ procedures with different but equally challenging paperwork and gatekeepers to work with.  Universities are catching up, many deciding that they also want to vet the proposal.  Professor Len Doyal has recently chaired a group examining what might be done to cope with the large number of student projects which might present similar ethical concerns to larger projects, but which numerically will overload the current systems (Doyal, 2004).  The group seem mainly to be recommending a new committee (The Student Project Ethics Committee, SPEC) and we will need to wait to see whether this helps or hinders the large numbers concerned. 

I’ve always had an interest in philosophy, but Len Doyal is a ‘real’ philosopher I met for the first time at my PhD viva when he tested me for fully three and a half hours. By lunchtime I had become a doctor of philosophy but knew by then I was not a philosopher! We should be grateful to him for making progress on a proposal for removing Bachelor’s and Master’s projects from LREC machinery, and especially for reminding us that it is important that researchers learn by doing research in the real world. 

At first these approaches for ‘governance’ seem so sensible that they are hard to criticise. Surely, if harms are to be prevented, then erstwhile committees of well informed people examining the proposals will prevent this. Sadly, experience tells a different story.  Liam Clark’s deceptive study was undertaken with the LREC system firmly in place (Clarke, 1996b).  He chose to ignore it for what he believed to be valid reasons.  He may have been right.  Certainly when we compare ‘nursing research’ with the discovery of other forms of knowledge in the world there are marked differences.

Is anonymity essential?

Take journalism. The best journalism could be said to be better than the best nursing research, if only because it has a far greater and immediate impact. The UK audience will be aware of several recent ‘hidden camera’ documentaries in which variously ‘Care Home Workers’ and the Greater Manchester Police have been shown to have elements of poor practice or racist behaviour by revealing these on television to millions of viewers.  Clearly ‘informed consent’, ‘anonymity’ and ‘confidentiality’ are disregarded in what the journalist sees as the public interest. If such works had to go before our Health Research ‘Ethics Committees’, I wonder how easily these ‘studies’ would be approved.  And yet objectively I can see no real difference between information collected for the public good by a systematic and rigorous journalist and that by a researcher.  Indeed I would go further and ask why photographic images, digital video, live microphones and other media are not more used in health research. 

Some examples exist, but we are moving only slowly in this direction and may even be retreating.   Even when the cameras used are not hidden, as in a recent documentary by Nobel Prize winning oncologist (the appropriately named) Sir Paul Nurse for prime time TV, we are able to see the intimate interview where both adults and children are told they have cancer and the distressing occasions when they are told that their treatment is not working. 

In nursing research we shy away from such sensitive issues and insist on anonymity, not only of the individual but of the hospital and the staff.  In the better TV Programmes it is said that informed consent is gained, if not at the time, then certainly before the programme is screened.  But anonymity is commonly assumed not to be necessary.  We might imagine that ‘televisual journalism’ is a different thing, and should have different moral standards.  But even if (as I doubt) there should be different rules for the ‘academic’ world, even in nursing research, the absolute rule of anonymity of those written about would be nonsense to a historian or a biographer.  How does one write a rigorous biography of a nursing leader, warts and all, preserving the anonymity of the subject?  Indeed, were one to do so about a living person, should one seek University or LREC ethical approval, as the subject of the interviews will be ‘living human tissue’?

So if people in distress can be on prime time TV to millions, why do we (nurse researchers)  make it so difficult to interview half a dozen respondents for an obscure thesis or article?  

Towards an ethics of the real world

Research Governance

It is hard to imagine that the hysteria over ‘research governance’ in the UK will decline (Howarth & Kneafsey, 2003).  It is my experience that ‘the quality bureaucracy’ never retreats. How do policy makers justify reducing what are perceived to be safeguards?  That said, a number of things can be done in the implementation of procedures to humanise the ethical approval process.

First and foremost of these is for all to be clear about what harms are and what harms, if any might result from a work of nursing research.  What then are the harms from which  LRECs, MRECs, SPECs, University Ethics Committees and other machinery are trying to protect patients and staff? Injecting people with cytotoxic substances is harmful, and often causes death, but I know of no studies designed by nurses evaluating such dangerous interventions. Indeed, it seems to me that most experimental evaluations of nursing care amount to little more than the giving of information. Examples are the early studies by Hayward (1975) and Boore (1978) and more recently Mitchell (2001). The former are excellent studies, but I’m sure none of these researchers believed for a moment that the information they gave would be harmful.  How harmful can health information be? 

It is often said that in the context of an interview the respondent might become upset, perhaps from re-living painful experiences.  Whilst I accept that such situations, though rare, need to be handled sensitively, this is hardly a reason for prohibition.  I don’t want to sound too much like Ivan Illich here, but being upset is just another human emotion which (especially we men) avoid too much (Illich, 1976). Most people would admit they feel better after a good cry, so on balance being upset might be beneficial, especially in the presence of a nurse or other caring professional who can suggest further help where this is necessary. 

Real harm in the NHS

In view of all the hysteria about ‘research ethics/governance’ it is worth taking a moment to analyse where most of the ethical problems in health care lie.  These are ‘real world’ harms in the NHS today:

· errors/critical incidents occur in around 10% of admissions a figure equating to over 850,000 patients

· 400 people die or are seriously injured by adverse events involving medical devices 

· 10,000 people reported as having experienced serious adverse reactions to drugs; 

· 1,150 people in recent contact with mental health services have committed suicide 

     (Department of Health, 2000; 2001) 

Virtually all clinical decisions are moral decisions too.  Whether to tell a patient with a terminal illness their full diagnosis and prognosis, whether to discharge people who clearly are not ready, whether to accept the risk of suicide of a depressed client who needs to be rehabilitated.  Do we have an ‘ethics bureaucracy’ for these things? Surely they matter, but no we don’t. 

To put this another way, our clinical practice and that of our medical and allied health colleagues has infinitely greater potential to do harms, and much greater harms at that, than any research in which nurses either now, or ever, have been involved.   If senior academics, clinicians and well educated lay persons have the time to spend debating the ‘ethics’ of a dozen semi-structured interviews surely this time would be better spent in sorting out the NHS’s ‘real’ ethical problems. 

Conclusions

I have undertaken a brief history of our current situation and questioned the validity of the current research governance neurosis especially in the nursing context.  Whilst the literature contains precious little in the way of critical analysis of the ethical positions of previous nursing research studies, I have argued that several well known nursing studies presented ethical problems from which we need to learn.  With hindsight, Dan Jones’ failure to intervene to prevent boiling tube feeds being given seems indefensible, but one might also argue that his study would easily have been approved by an modern ethics committee precisely on the grounds that he would not be ‘meddling’ in the nursing care and so his study would have ‘scientific rigour’.  The boiling tube feeds, among other dilemmas he faced, would not have been foreseen.  

Liam Clarke’s study probably would not be approved by a modern committee, but that is precisely why covert studies will retain a place in the genre.  But if they are to exist they certainly need to show us what could not possibly be known otherwise and that these data are vital.  Clarke admits (in his hypotheses) that he knew how the place worked already, so somehow his justification weakens, and certainly this kind of study ‘spoils the field’ for others who might wish to be more open in their approach.  Whilst I am critical of Clarke’s (and earlier Knight and Field’s) work in this particular case, I would now wish to avoid the application of ‘rules’.  Informed consent, confidentiality, justice, doing good and avoiding harm are in no case absolutes and we fool ourselves to imagine that they are.  They are good things to have, but which may need to be balanced against other good things, such as clear and present benefits to individuals and groups. Investigators, supervisors and those who would keep the gates of access and approval and must recognise this.  Harms are necessary risks, but benefits must exist in some kind of balance with them.   

We think nothing of a mortality of several per cent, several days of pain, the risk of infection with MRSA, pneumonia and urine infection when we recommend and participate in hip replacement surgery.  Despite the risks, no ‘ethics committee’ examines the protocol. Only if the nurse wants to ask the patient about their experiences for an MSc will anyone think there are any ‘ethical issues’ here, and yet in comparison, how ‘harmful’ could that be?  I think this illustrates the problem. 

As the 2001 Research Assessment Exercise showed, publications about education predominated.  Although the depth and breadth of this scholarship still leaves something to be desired (Long & Johnson, 2002) it is still good news for Nurse Education Today.  However, I am sure that in medicine educational research is nothing but a minority pastime, and that the multitude of studies of ‘reflective practice’ and  ‘portfolios’ we have in nursing have little meaning.  I am concerned that given the possibility of coercion, too many of us study our own students for reasons that can only be explained by excessive convenience.  However, generally students are pretty sensible, and will decline to be involved in a study if they don’t want to be.   I think that the approval of many projects of this type could be handled by internal staff-student liaison committees or similar bodies. 

I remain sceptical that formal approval mechanisms do very much actually to prevent poor ethical conduct of researchers any more than a nice curriculum makes for good teaching.  Most of this happens after the approval process is complete.  The most important things are honesty and integrity, qualities which cannot be guaranteed but which we all have some kind of responsibility to promote and develop.  Certainly we must challenge lower standards where we see them, face to face, at conferences, and in the journals.  This I think happens too little in nursing in comparison with other disciplines.   

In this respect also the Royal College of Nursing can take something of a lead.  Building on the success of previous versions, the College has published a freshly written guide to help those beginning to come to grips with these issues (The Royal College of Nursing Research Society, 2003).  Being brief, it acts mainly as a signpost to other sources, but more detailed guidance and discussion will be published from time to time.  Certainly we would expect that all abstracts for this conference and later written outputs should make suitable reference to how significant ethical issues were faced.   

But if it all comes to a grinding halt as a result of bureaucratic gridlock, we could always go back to basics.  In the 1960’s Martha Rogers’ students tested their theories on rats, at least we could climb up the phylogenetic scale and do nursing research on our cousins.  Perhaps we need a primate (nursing) research centre after all! 
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� Although they generally shrink from this themselves, using ‘hypothetical examples’.


� I am grateful to Dr Ann Wakefield for pointing me to these data.
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