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1) The Serious Case Review

Sheffield’s Adult Safeguarding Board invited Margaret Flynn to be the Independent Chair of a Serious Case Review arising from the death of ‘Ann,’ a woman who had been receiving health and social care services. The purpose of a Serious Case review is to:

· Establish whether lessons can be learnt from a case about the ways in which local professionals and agencies work together to safeguard vulnerable adults

· Review the effectiveness of procedures (both multi agency and those of individual organisations)

· Inform and improve local inter-agency practices

· Improve practice by acting on learning.

Margaret Flynn accepted this position and undertook to Chair meetings from July 2009 and draft an overview report by January 2010. This report is based on the Internal Management Reviews drawn from:

· Department of Adult Social Care, Sheffield

· NHS Sheffield – District Nursing and community services
· NHS Sheffield – GP
· Sheffield Teaching Hospitals NHS Foundation Trust
· PDDS (Physical Disability Day Service) Community Support Service, Sheffield
and on notes provided by Children’s Social Care and correspondence from NHS Sheffield  – Public Health and the Local Authority Ombudsman.  The authors of the Management Reviews reviewed information over a seven year timeframe i.e. 2001-2008. 

The Terms of Reference required the authors to address the following in their Internal Management Reviews:

· Whether professionals’ judgements were based on ‘best practice’ at the time taking into account the historical context of knowledge, legislation and guidance around assessments and multi-agency working

· What impact (positive or negative) disability (physical) had on professionals’ interventions and decision making in this case

· Whether Ann’s mental capacity was adequately explored

2) ‘Ann’

2.1 
Ann was in her mid 40s when she died in Sheffield in 2008 as a result of pyelonephritis, urine infection and kidney stones.

2.2 
Ann was a single mother when she arrived in Sheffield from the south of England in 2001. She presented as a vulnerable adult when, as a wheelchair user with a young child in junior school, she sought help from social care services. Ann volunteered little of her early life and circumstances. A private person, over time social care staff gathered that Ann’s parents and grandmother died when Ann was growing up and that she had three children, two of whom remained with her husband from whom she had divorced. As Ann had a sibling in Sheffield, who was willing to offer some assistance, she was encouraged to move to the city.  

2.3
Ann had trained as a nurse but ceased working in 1992 as a result of her disability. In 2001 Ann sought help in securing (i) accessible family accommodation and (ii) day to day support in order that she could continue to support her child. Sheffield’s Family Health Services Authority then allocated Ann to a GP practice four miles from the tenancy she secured. (There were three practices within two miles of Ann’s address). Allocation is the means by which patients that practices are reluctant to take on are placed with GPs.

2.4
During Ann’s residence in Sheffield she became known to many health and social care professionals, not least as her immobility meant that she was at a high risk of dying from chest and urinary tract infections.  Expectation of Ann’s premature death was grounded in her refusal to:

- engage with some service personnel;

- allow some service personnel into her home;

- allow staff to attend to health routines (such as changing her catheter), her personal hygiene and living circumstances;

- respect the legitimate setting of limits and professional boundaries of the professionals she allowed into her home. Ann not only intruded into their non-working hours but also lived in circumstances which resulted in working conditions that made professional practice extremely difficult. 

2.5
Some of Ann’s behaviour was capable of inducing extraordinary tensions for professionals and their organisations. Ann’s criticism of individual staff engendered friction and her discourtesies ultimately exhausted their willingness to engage with her, making it difficult for them to provide consistent professional care. Over time, services that Ann had once accepted became unacceptable to her e.g. attending Urology Outpatients for a catheter change. 

2.6
Ann attributed her muscular spasms, physical impairments and intermittent speech loss to dystonia i.e. a movement disorder, believed to be neurological, resulting in persistent and repetitive writhing movements and twitching, which had begun in early adulthood.  Ann reported that, even under a general anaesthetic [her] body would go into spasm if touched and that…[she] would die if people touched her (December 2007). Although the causes of dystonia are poorly understood, there was a growing sense among the organisations supporting Ann during her residence in Sheffield that her condition co-existed with mental health problems. This resulted, not least because of her convictions e.g. that the contraction of her arm muscles whenever she was approached would cause her arm to move to her throat and that the pressure from this movement could asphyxiate her. Further, Ann asserted that if she was approached from the left her body spontaneously [contracted] into a foetal position and that her body [could not] cope with the approach of two people. 

The Coroner’s summary stated “This is a tragic case and quite unique in my experience. For something in the region of 20 years Ann has suffered from the debilitating neurological condition dystonia. This was a diagnosis made many years ago, before Ann arrived in Sheffield, and Dr Ansons (who knew her better than most) saw no reason to disagree with the diagnosis. I will therefore start by accepting as a fact that Ann’s condition was not through choice but was a genuine medical condition.”
2.7
Ann drank through a straw and used a mouth-stick to operate her intercom, mobile phone and computer. Although Ann spent much of her days on the internet, at the end of her life she lived in darkness, in a corner of a single room in her home, lying in her bodily fluids. She lay horizontally over a broken and sodden wheelchair, an arm of which had collapsed, with her feet resting on the step of a ladder propped alongside her. 

2.8
The duration of Ann’s contact with services in Sheffield was characterised by excessive dissatisfaction and far reaching criticisms of individuals and organisations which finally, could not help her. As one manager observed, She had most of our numbers and would spend hours on the ‘phone ranting at us. It appears that she divided professionals into two discrete categories: those she perceived as empathic and those she perceived as ill-disposed towards her (e.g. Ann reported to her social worker that some carers went out of their way to make the care more painful). Ann refused to receive personal care from men. The inflexible demands that Ann placed on services were so stringent and so exceptional that her disappointment was inevitable. In Ann’s final months she identified over 20 professionals in an email as responsible for her death.  

3) Key events

3.1
Ann’s conviction that she had been failed by poor services in the south of England was one impetus for her moving to Sheffield in 2001. Even from the outset however, when Ann and her child were accommodated in a hotel as no accessible accommodation was available, health and social care professionals were concerned by Ann’s challenging stance and elusiveness i.e. one care agency discontinued its support and there were occasions when she would not answer her telephone or allow professionals to see her. The hotel asked Ann to leave.

3.2
By 2002, an accessible tenancy had been found for Ann and her child, and attention was drawn to Ann’s mental health problems. During two hospital admissions (regarding physical health problems) there were occasions when Ann refused to allow nurses to attend to her and her demands were uncompromising, i.e. only being cared for by one person at a time; not being approached from the left; not touching her hands or feet; to be fed only using a small white teaspoon; to be log rolled by one person only; to be nursed in wheelchair for the majority of the time; loses voice when handled incorrectly which can last for several days/ weeks (and can happen if upset). Ann’s initial hospital admission was exceptional insofar as she was accompanied by her child who was allowed to sleep on the ward on the night of her admission. Her child was collected by Ann’s sibling the following morning. During these stays Ann threatened a clinician with legal action (which she did not follow through) and she discouraged nurses from working within the hospital’s moving and handling policy.

3.3
Ann spent much of 2003 as a hospital in-patient.  Challenges familiar to the community nursing and support services were transferred to the hospital i.e. she refused to be washed or receive pressure area care. Further, Ann declined to cooperate in the use of a customised hoist or comply with a request that she remain in her room (Ann had MRSA on admission to hospital). Ann’s discharge letter, written by a Consultant noted that Ann had exacted a heavy demand on the nursing staff [and that her] extended inpatient stay has had a major effect on staff morale.

3.4
Separately, concerns were increasing regarding Ann’s young child and in early 2004, care proceedings began. By mid-2004 her child was made the subject of a full care order in the light of Ann’s continued resistance to engage with social workers. This coincided with decisive breakdowns in her communication with both community nurses and home care providers. Denying access to them became commonplace, irrespective of Ann’s pressing health and day to day support requirements. 

3.5
For much of 2005, the City Council sought to negotiate ways of supporting Ann in her home which did not hinge on the availability of two named nurses. Ann believed that the only way she could be supported was by attentiveness to her (unsafe) lifting and handling preference, and care provision from an agency whose staff had been trained by the two favoured nurses (one of whom was no longer employed by the PCT). As a Case Conference noted, “The handling requested by Ann is wholly outside community nursing and handling protocols.” Although Ann sought legal redress, ultimately her solicitors withdrew from the case as there was no legal reason preventing [her] from accessing [the] care package. 

3.6
During 2006, the City Council was instructed by Ann’s solicitor not to visit, contact her, or send her monthly follow-up letters since she regarded the latter as harassment. While contact was re-established by the end of the year, Ann’s insistence that she would receive care only if a named nurse would train the carers was unchanged. This impasse prevailed in 2007, when Ann complained to the Ombudsman. 

3.7 In 2008, Ann was despondent when the Ombudsman decided that Ann had unreasonably refused services and unreasonably refused to accept any care the Council can reasonably be expected to offer.  A Consultant in Rehabilitation Medicine had visited with a Senior Occupational Therapist and Senior Wheelchair Engineer from the Spinal Unit in the presence of Ann’s social worker. Subsequent correspondence confirmed that it was not possible to supply a replacement wheelchair given that Ann refused to be moved. The Consultant concluded that the central obstacle to improving Ann’s situation was “her own refusal/inability to consider accepting any kind of care other than that she has stipulated.” 
3.8 Ann’s physical deterioration was such that she agreed to a trial of Entonox (a painkilling anaesthetic gas commonly used by women in labour) to reduce the severity of her spasms and enable a visual examination of her skin. Ann agreed to allow her GP to begin to treat her cracked and oedematus feet.  Ann refused to be moved from her broken and soiled wheelchair but allowed partial assistance from her GP and a nurse. This was the GP’s last face to face contact with Ann. The medical record indicates that Ann was as vigorous in her determination to be in control as ever, although her circumstances and condition were very poor. 

When Ann died her Body Mass Index was below 12. A BMI of 13 is considered the point at which risk of death from starvation is significant. 

4) Analysis 

4.1
During the process of assembling information about Ann’s life and death it became apparent at times that the chronology revealed self-neglect and what appears to be a tendency towards self- destruction. At other times, the information revealed a desperately sad and disturbed woman. Ann was so determined to control her life to the extent that when professionals proposed that she might benefit from psychological or psychiatric help, she expelled them from her presence. Such suggestions implied or imposed ideas which, if accepted, would have resulted in her doubting the validity of her own conviction, i.e. [the following is not a quotation] I have dystonia and your irredeemable inadequacies and insensitivities mean that I’m dying.    

4.2 Ann’s first year in Sheffield gave indications of behaviour which was to become familiar for the remainder of her life: she upset the care providers who then withdrew; she withheld information, she challenged the judgements of health and social care professionals; and she could not accept that her young child’s home life was wanting.  In early 2002, Ann asserted that she would rather have no care at all rather than two carers. As Ann would not compromise, or even engage with the health and safety consequences for those supporting her, the result was protracted stalemate.  
4.3 Health and social care services became familiar with Ann’s accusations e.g. nurses are withholding nursing and medical care; and with her non-cooperative stance.  For much of the following year, Ann was in hospital where her behaviour was so provocative that a psychiatrist became involved in her care. Her child was admitted to foster care. Sickness rates among nursing staff increased and morale was at an all time low…[one nurse] recorded that she spent 5.5 hours out of a 7.5 hour shift caring for Ann and some nurses were described as quite traumatised. Mostly, the nursing staff had complied with Ann’s insistence that only one nurse attend to her at any time. The ward sister, who had made home visits to Ann in order to train her care staff, ultimately declined Ann’s repeated requests to continue the training. Ann’s refusal to accept even the staff trained by this nurse meant that she would have to continue training staff for the foreseeable future. Also, Ann was no longer her patient or a secondary care patient. 
4.4 By 2004, the pattern of refusing professionals access to her home was established.  Ann became more specific about who was permitted to assist her i.e. only qualified staff, trained by one of two named nurses. The conditions within her home were deteriorating and the house was fumigated. 2005 was a watershed year. Apparently Ann discontinued her contact with the Outpatients Department as the consultant declined to comply with her demand to have her catheter changed by the same nurse. Ann’s want of cooperation with community nurses had become entrenched and they withdrew.  Ann’s PEG had blocked and she would not allow them to replace it. Ann sought a judicial review of her care. By the end of the year Ann was communicating via her solicitor. 
4.5 The community nursing service was discontinued and the possibility of applying for a s.47 order was set aside. In 2006 and 2007, Ann received neither community nursing nor social care services. However, in this period she had four home visits from her GP and six telephone consultations (and 11 failed telephone contacts) with her GP. By 2008, Ann’s health had declined and the legal challenges she instigated had not delivered the outcomes she desired. Irrespective of nursing and social work efforts to re-engage with Ann, she persisted in excluding named individuals from her home.   

4.6
Ann absorbed a great deal of management and practitioner time, e.g. the physical disability service reported 105 interventions on Ann’s behalf; the community nursing service reported almost 500 interventions (including the 30 plus occasions when Ann declined to allow nurses to her home); and adult social care almost 300 interventions. Her medical records filled a whole drawer of a filing cabinet in the GP practice. 

4.7
Ann did not conform to the image that service providers may have of a young disabled mother. Her behaviour conformed more to text book accounts of a personality disorder. The energy with which Ann set about challenging professionals, and even a High Court judge, was remarkable. However, she had no obvious personal priorities. All that professionals had to go on was her manifest behaviour of instructing solicitors and non- cooperation e.g. refusing to accept ‘phone calls; refusing access to her home; blaming others for difficulties and failures; and her lost voice. It appeared in 2003 that Ann would take any action to ensure that her child was not taken into foster care, but the paradoxical pattern of apparent co-operation and conciliation, giving way to refusal to co-operate, led to their inevitable separation. 

5) The Lessons Learned

5.1
At what point may services legitimately state in relation to a service user: ‘Because of our duty of care to you, we have sought to take your wishes into account. However, we can only meet you so far and we cannot, ultimately, compromise the health and safety of our staff. It is not reasonable for you to turn away or refuse entry to the staff we employ.’ 
5.2 Indirectly, a hospital consultant adopted this position in 2002, stating that Ann should not in future be admitted as an in-patient. Subsequent discussions determined that NHS personnel have to make difficult decisions about the best use of resources and there comes a time when it is clear there are other resource priorities. 
5.3 The opportunity for the City Council to assert that Ann’s position was not reasonable was when she declined to be a Direct Payments Recipient. When Ann opted not to take control of her support in 2004 and again in 2005, the City Council could have nominated revised terms and limits to Ann’s support.  However, Ann was regarded as a woman with capacity and her decision to refuse support was respected. In 2003, a psychiatrist established that Ann had capacity and in the same year, an anaesthetist came to the conclusion that Ann was competent to refuse a naso-gastric tube insertion. In 2005 her GP confirmed that Ann was neither depressed nor cognitively impaired and in July 2008 professionals agreed that Ann had capacity. 
5.4 However, Ann’s unyielding position, that she should be supported by a particular person only (irrespective of moving and handling concerns) and that only named nurses could train the people supporting her, ultimately resulted in self neglect and in turn, her death. 

5.5The following Table illustrates the situations considered by the Internal Management Reviews i.e. the legal position facing the professionals who were supporting Ann.

Table: A consideration of the statutory options

	Possible interventions
	Statutory grounds
	Supporting factors
	Possible consequences

	Removal from home 


	s.47 National Assistance Act 1948 to remove to institutional care for up to 3 months people with grave, chronic conditions who are not receiving proper care and attention;

Powers of entry under the Environmental Protection Act 1990 and the Public Health Act 1936 to address conditions prejudicial to health


	Ann was living in insanitary conditions


	Although s.47 allows removal from a person’s home, it does not permit any further action to be taken, such as treating a person’s physical condition



	Eviction


	Ann was possibly in breach of the implied terms of her tenancy agreement i.e. she did not take proper care of her property. Ann might have been declared intentionally homeless under the Homeless Persons Act 1977.  Eviction may have been disputed by reference to the Disability Discrimination Act 1995
	Staff who were permitted entry wore barrier clothing. The tenancy was fumigated in 2004. For protracted periods Ann refused to allow staff to remove human waste and clean her. Ann had substantial support needs. It is unlikely that accessible accommodation could have been secured at short notice


	Re-housing was likely to have resulted in further evictions and further re-housing 



	Compulsory admission into hospital under the Mental Health Act 1983
	The existence of defined forms of mental disorder, and for the individual’s own health or safety or to protect other persons


	Ann’s continuing patterns of behaviour might possibly have amounted to a mental disorder under the Act. (Although Ann was seen by a psychiatrist on many occasions she was not given a formal mental health diagnosis)

	What short term or long term solutions would have resulted from assessment and/ or treatment? However, a psychiatric unit would have identified overwhelmingly physical health problems



	Guardianship


	Under s.7 of the Mental Health Act 1983 


	Ann’s continuing pattern of behaviour might possibly have amounted to a mental disorder under s.7


	What short term or long term solutions would have resulted, given the limited powers under guardianship provisions?



	Declaration of Mental Incapacity


	The Mental Capacity Act 2005 enshrines the presumption of capacity. Incapacity must therefore be proved. Decisions and interventions in respect of people lacking capacity must be in their ‘best interests’
	Although Ann required a great deal of personal care she decided to discontinue the support offered by health and social care services


	As Ann’s death approached a declaration of incapacity, if justified, might have resulted in interventions which might have rendered the circumstances of her death less bleak 




5.5 Ann was aware that she required specific forms of help each day. In refusing help from a reducing number of individuals and services, against a backdrop of professional concern to accommodate her wishes and attempts to reframe these, Ann knew that she was likely to die. However, on no occasion did she regard this as the result of her own decision-making – she regarded her discomfort and death as entirely the responsibility of health and social care personnel.  
5.6 The appropriate public health response to self neglect and other forms of self harm is to seek to ensure that the best possible care is being provided to the individual concerned, whilst at the same time considering the known causes of self harm and addressing these. It is unlikely that the use s.47 of the National Assistance Act 1948 (which is being reviewed by the Law Commission) to forcibly remove Ann from her home to a nursing home would have achieved any significant benefit. It is likely that Ann would have legally challenged this course of action.  

5.7
Time is a critical issue when considering Ann’s circumstances. There were trigger events, such as her placement in a hotel in 2001 – and the hotel’s request that she should leave; her protracted stay in hospital – and the Consultant’s decision that she should not be re-admitted; and her recourse to legal challenge which resulted in an ‘inactive’ period of almost two years when professionals were intermittently allowed into Ann’s home, followed by accelerating concerns given her inevitable deterioration. Separately, there was a patchwork of successive challenges, many of which arose from Ann’s disrespectful behaviour towards all but a few favoured professionals. Thus there were periods of urgent activity and meetings and periods when Ann imposed inactivity by refusing to engage and communicated via solicitors. 

5.8 Ann knew that she had a disputable condition, in that she knew of the potential for dystonia to be dismissed as unduly associated with psychological problems. Ann was believed to be in control during ‘inactive’ periods of service delivery.  Her decisions and deteriorating circumstances were disturbing for professionals and managers who sought to attend to her support needs, as well as for her children and other visitors. As it became clear that Ann would die because she would only accept assistance on her own, highly exacting terms, the frames of reference of what it means to be a ‘service’ disappear. 

5.9
The Coroner accepted that “Social Services, the District Nursing Service, the General Practitioner and the PCT were left in an impossible position.  For all the reasons explained in Court, they could not provide care in the manner that Ann felt she needed.  I am satisfied that all the right questions were asked and all the available options considered. It was also plainly a situation that was considered at length at a senior level.” 

5.10Ann exhausted individual members of staff and whole teams, occupying a disproportionate amount of professional and managerial time, not least when Ann persistently denied people access. Supporting a woman who deviates so markedly from the expectations of health and social care services and who is inflexible in her demands, is physically and mentally exhausting. One person who had been personally favoured by Ann left her profession. She had exceeded all that could reasonably have been expected of her and was distressed and exhausted by the experience. 
5.11Ann was an extraordinarily difficult woman to support. She imposed conditions on clinical, nursing and caring interventions and conditions on meetings via solicitors, e.g. [the solicitors] have clear instructions from their client that [Ann] is not willing to undertake the proposed assessment on 24 June 2005… until the offer of care meets her needs and is provided by suitably trained staff.  She appears to have become trapped in this self-defeating behaviour. She favoured sitting in bodily waste over being supported by staff she did not want. She required a loyalty from individual professionals which ignored their professional boundaries and safety. Although she struck no physical blows, professionals reported that Ann left them reeling. It seems unlikely that there were pleasurable parts to her life beyond the love and pride she had for, and in her children.

6) Recommendations

The following recommendations are at three levels: individual, agency and system wide adult protection.

Individual recommendation:

1) The Safeguarding Board should ensure that Ann’s remaining family are given an opportunity to discuss the Serious Case Review. 

Agency recommendations:

2) The decision-making abilities of individuals who regularly refuse services should be scrutinised, along with their mental capacity. Specific decisions should be examined by health and social care professionals within an agreed timescale. 
2.1 It is possible that Ann lacked mental capacity in the final weeks of her life when her body weight plummeted. Although a service intervention during the final weeks could not have averted her death, it might have made it less harrowing. A ‘Best Interests’ declaration alongside a declaration of mental incapacity would have made clear at a much earlier stage that, because Ann lacked capacity, then professionals would not have had to engage in protracted negotiations with her because of the assessment of her best interests. (Bearing in mind that it is not possible to predict the exact circumstances where a multidisciplinary “Best Interests” discussion becomes necessary, pre-emptive discussions on this point might be advisable.) 
2.2 Separately, the Court could clarify what the responsibilities of services were to Ann in view of her refusal to accept care. As Keywood (2010) observes:

‘There is considerable danger that  the powerful ‘ethical force’ of the statutory presumption of capacity, associated as it is with the notion of individual autonomy, may render professionals reluctant to query capacity even when they identify problematic elements to a person’s decision making.  Indeed, this may explain the reluctance of some professionals to make capacity assessments at all…A presumption of capacity should not be seen to be a victory for autonomy, for autonomy can only be safeguarded when the components of decision making are examined and found to be compatible with it… Professionals can and should consider the reasoning abilities of those who benefit from the statutory presumption of capacity.  Partly because it does not necessarily respect autonomy to make no inquiry of a person’s decision-making abilities but equally significantly, an approach which does not ask questions of a person’s presumed competent wishes can result in profound self-neglect   (In press).’
3) The professionals involved in the support of patients and clients who challenge and create conflict, should receive frequent and professionally facilitated support if their efforts are to be sustained. 

3.1 Many of the health and social care staff supporting Ann acquired valuable skills and techniques which merited discussion and sharing within and beyond their services. In turn, they required opportunities for reflection, negotiation and for peer review during what was for them atypical, ongoing education about competent and respectful challenge, risk, risk taking, risk procedures and management and risk communication. Although being favoured by Ann was, arguably, initially flattering, over time it resulted in mental health risks to individuals and their teams. Had the hospital staff collaborated and sustained their position that they would not comply with Ann’s unsafe moving and handling preference, and shared this with community and social care staff, Ann may not have held up the practice of individual nurses who complied with her wishes as the gold standard. It is not a model of clinical supervision which is proposed, rather a means of routinely acknowledging the extraordinary skills and efforts of staff across sectors in ‘staying the course.’  The fact that a valued professional left her profession after having worked with Ann confirms the importance of offering and providing attentive and professional support. 
3.2 Ann’s GP remained committed to caring for Ann, irrespective of the personal implications, as did other colleagues. As the GP noted, it “…didn’t seem appropriate to return to work after seeing Ann as the room where she lived was very pungent and unhygienic…usually made it the last call of the day.” Before Ann’s last outpatient’s appointment, the GP and District Nurse spent four hours cleaning Ann. There was a strong sense within the GP practice of “…distress and powerlessness engendered by [Ann’s] deterioration.” 

3.3
Ann’s family believe that as some well-meaning professionals set aside their guidelines and best practice, this reinforced Ann’s belief that her requests could be met and that those who refused her requests were behaving unreasonably. 

4) The professionals involved in Ann’s support should be offered the opportunity to debrief and reflect on the lessons arising from this review.

4.1 Ann’s circumstances demonstrate that expertise regarding self neglect transcends a single sector, even though ultimately, responsibility is associated with Adult Social Care and latterly, safeguarding (see Cornwall and Isles of Scilly Safeguarding Adults Board 2009). Professionals in Sheffield should know that in seeking to understand Ann’s perspective and work within the legislation that they have made an important contribution to service responses to self-neglect. That they have since fashioned an approach using the Vulnerable Adult Risk Management Model does not imply that this is the only way of addressing the risks associated with the support of complex individuals. Its development is an important advance in closing the gap between addressing service refusal and determining ways of planned and reflective intervention.
4.2
It has the potential to facilitate multi-disciplinary discussion about the wishes of patients with capacity. Most particularly, it may explore the ways they want health and social care personnel to respond as they deteriorate, and to explore their wishes concerning the circumstances of their dying and death. This should entail regular, minuted reviews in anticipation of deterioration to the point when mental capacity may be lost.   As a professional observed, none of us could walk away from it…perhaps professionals should self select into working with such complex people? 
5) NHS Sheffield should promote their “Safeguarding Children and Adults Protocol for General Practitioners” as this signposts GPs into local authority safeguarding procedures. However, the Protocol should include advice about documenting mental capacity. Further, NHS Sheffield should ensure that support for primary care personnel is available, most particularly regarding the assessment of mental capacity.
GP practices have a crucial role in safeguarding adults (see Department of Health 2003a, General Medical Council 2009) as endorsed in the Policy and Summary Procedure for the Safeguarding of Adults (Sheffield PCT 2008) and Safeguarding Children and Adults Protocol for General Practitioners (NHS Sheffield 2010).

6) Review the information sharing agreements in place as well as the training that supports these.  
There is nothing new or unusual in proposing improved information-sharing arrangements (e.g. Department of Health, 2010). Ann’s living circumstances impacted on her child. Adult services belatedly learned of the return of Ann’s child to her home. The many dilemmas involved in engaging with Ann needed resolution that went beyond the guidance of professionals’ values and beliefs. All agencies should ensure that opportunities to optimise effective inter agency communication are created and accessed.  As a professional noted, She fragmented us. We didn’t have the confidence to do what was needed. She was powerless but powerful and the result was harsh for everyone.

7) The relevant agencies should identify a senior manager to lead the real-time management of risk in working with people who refuse services. 
The real-time management of risk requires situation-specific analyses at agreed intervals. As there were occasions when social care and health professionals felt unsupported, a senior manager should be identified to enhance professional judgement by examining the total process of decision-making and risk management. Sheffield City Council has developed the Vulnerable Adult Risk Management Model which collects and assesses information about outcomes and their likelihood. Ann’s circumstances have been instrumental in developing this tool as the quality and quantity of information available to health and social care professionals emerged. 

System wide adult protection:

8) This Serious Case Review should be shared with the Law Commission’s project team addressing adult social care.   

9) As a society we need to consider and subsequently determine what kind of actions we want health and social care personnel to undertake when dealing with complex individuals who self-neglect. 

The challenges Ann presented to health and social care staff were considerable. They had to make difficult decisions (see Table above).  Although legal reform in adult social care is on the agenda (Law Commission 2008, 2010), health and social care professionals are entrusted to make difficult decisions. The occasionally distorting mirror of the media appears uninterested in understanding why physically vulnerable but competent adults who self neglect are not ‘rescued.’ Typically, services do not want to turn suffering people away but they cannot then be blamed if the outcome, in certain extreme circumstances, is death.
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