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LEADING SERVICE IMPROVEMENT
[bookmark: _Toc524686116]PROPOSAL

My service improvement project aims to break the cycle of repeated hospital admissions with chest infection for patients who have long-term (chronic) swallowing difficulties (dysphagia). The project will devise a protocol, which will guide the decision making between the individual and healthcare care professionals involved in his or her care, enabling them to remain at home and to continue eating and drinking in the full knowledge and understanding of the associated risks. 
The potential for developing dysphagia is common with advancing age (Leder & Suiter, 2009) and has many health implications including malnutrition, dehydration, choking, poor oral hygiene and food/drink going down the wrong way without there being any overt clinical signs (aspiration pneumonia). Sampson (2009) suggests pneumonia is one of the principle causes of admission in the ageing population and Cabre et al (2013) concluded that there was an 80% likelihood of readmission with pneumonia in this patient group. The service improvement was motivated by a patient story of an individual with a life limiting condition whereby their progressive dysphagia could not be mitigated by therapeutic intervention, the individual wished to remain at home where s/he could continue to enjoy eating and drinking despite the risk of developing a potentially fatal aspiration pneumonia. 
Welsh Government’s ‘A Healthier Wales’ (2018) describes a whole system collaborative approach to health and prudent healthcare (2014), value based healthcare (2018), and the Wanless report (2004) all call for a shift towards primary care. All these recommendations provide support for patients such as this to make these choices however, the health service continues to have a paternalistic attitude to such decision making. 
The development of the protocol will require leadership and engagement with multi-disciplinary teams across primary (close to home) and secondary (hospital) care as well as input from individuals and their families who are or have been affected by the lack of such a protocol. I have undertaken the Healthcare Leadership Model, which describes the nine dimensions of leadership behaviour and this has helped me reflect upon my own leadership qualities. I feel more comfortable with a participative leadership style and I will need to use this to build commitment in the project team however, I will also need to use a visionary leadership style with which I am less comfortable in order to set clear boundaries and provide clear direction for the project team.  I will also need to be aware of the different environments that I will need to influence in order to gain support and maintain momentum for the project.
The project will use the model for improvement methodology and evaluate data collated retrospectively to determine the number of individuals for whom such a protocol could have prevented a hospital admission, and examining how many of these patients had an advance care plan in place. A plan, do, study, act cycle of evaluation will be trialled in a limited number of clinical environments across primary and secondary care and success criteria will be determined by the number of people with an advance care plan for whom an admission to hospital has been avoided. 
The project will also require ethical consideration and I will involve palliative care, patients, their families, and the advance care planning team in this discussion. 
The aim of the project is to develop a protocol to guide timely and shared decision making regarding decisions about continuing to eat and drink with a known and understood risk of pneumonia, and to agree the extent of medical intervention. The protocol aims therefore to improve communication between primary and secondary care environments thereby resulting in decisions not to admit patients to hospital, where the patient may undergo unnecessary interventions such as naso-gastric tube insertion.
The intended impact of the protocol therefore will be to prevent unnecessary admission to hospital, facilitate discussions about dignified care and dying, and reduce unwarranted variation in the management of this ethically contentious patient group. 
In summary therefore the project aims to fulfil the pillars of clinical governance and meet the prudent healthcare agenda by delivering value based healthcare that will:
· Avoid this patient group from entering the healthcare system
· Remove this group of patients quickly from the healthcare system
· Eliminate unnecessary treatment






LEADING SERVICE IMPROVEMENT PROJECT REPORT

This report will describe the methodology and outcomes from the service improvement project undertaken to develop a care pathway for adult patients in the community who eat and drink with a known risk of choking; it will also examine the leadership and management skills and tools required to implement, measure and evaluate the service improvement.

[bookmark: _Toc524686117]INTRODUCTION

Safe and appropriate nutrition and hydration is essential to sustain life and good health, and healthcare professionals have a duty to provide adequate nutrition and hydration for their patients (GMC, 2010). However there are patients who have difficulties swallowing (dysphagia) as a result of degenerative disease, anatomical changes, acute illness and frailty, this has many health implications including malnutrition, dehydration, choking, poor oral hygiene and food/drink going down the wrong way without there being any overt clinical signs, known as aspiration. All of these clinical scenarios can lead to pneumonia, one of the principal causes of hospital admission in the ageing population (Sampson, 2009). There are also increasing concerns that admitting frail elderly people to hospital might not provide the right kind of care that they need, studies suggest that admitting them to hospital can lead to a further decline in their physical ability thereby escalating care dependency and increasing the risk of a healthcare associated infection (Kortebein et al. 2008).
The expertise of the Speech and Language Therapist is required to assess the extent and specificity of the dysphagia and to provide treatment and a management plan. If the cause of the dysphagia is not transient or reversible a plan to mitigate risk is commenced, however in some cases the risk is considered too high and artificial nutrition and hydration is recommended. There are also patients for whom artificial nutrition and hydration is thought unsuitable, for example if the clinical procedure outweighs the benefit, there is poor prognosis or short life expectancy or the patient themselves declines for quality of life reasons. The term ‘risk feeding’ has become widely used to describe this group of patients who by continuing to eat and drink are likely to develop secondary complications including pneumonia. 
The dilemma of how to best manage patients who risk feed is familiar and can result in multiple hospital admissions and concomitant interventions. The decision making process to agree that a patient should risk feed provokes difficult ethical decisions for professionals, patients and carers. Patient choice and quality of life is clear where the patient has capacity to make such decisions, however places those who care for them in an insidious position if the patient requires assistance to eat. There are also situations where the patient concerned does not have capacity; under the terms of the Mental Health Act (2005), the team around the patient will conduct a best interests meeting in order to reach a decision. Such ethical dilemmas can face health and care staff on a daily basis; currently there is no recognized pathway to enable transparent and considered decision-making about risk feeding and consequently results in a lack of consistency in the management of these patients.  
The aim of this service improvement project is to develop a care pathway to guide the decision making process for adults with dysphagia, enabling patients to remain at home or be discharged home expediently with a clear management plan, and to provide opportunity for ceilings of care to be openly discussed and agreed utilizing advance care planning (ACP) frameworks. The secondary gain to be evaluated is whether the implementation of the pathway resulted in a reduction of the number of hospital admissions for people with dysphagia who were described as risk feeding.

[bookmark: _Toc524686118]LITERATURE REVIEW 

The National Health Service (NHS) is 70 years old this year and financial analysists suggest it is facing its greatest financial austerity to date, with an ageing population imposing considerable workload and financial pressure. By 2024 it is predicted that there will be more people aged 65 and over than those aged 0-15 (Office for National Statistics, 2015); furthermore the number of people living with chronic conditions is also growing. These trends have increased costs and pressures on the NHS.
A 2016 report produced by the National Audit Office quotes the estimated cost ‘of treating older adults in hospital who no longer need to receive acute clinical care is in the region of £820 million’ and recommends the NHS makes improvements to break this trend. In an article in the British Medical Journal Oliver (2017) argues the NHS should re-direct patients to ambulatory care style units because unnecessary stays in hospital increase the long-term care needs of frail and elderly patients. In recognition of this ageing demographic the Welsh Government has advocated for prudent healthcare (2014) and value based healthcare (2018) calling for a shift in focus to delivering services closer to home (primary care) in order to address some of the challenges faced by secondary (hospital based) care. 
This service improvement project aimed to implement a whole system values approach, in line with the vision outlined in ‘A Healthier Wales: our plan for health and social care‘(2018).
The advance care plan (ACP) is fundamental to the success of the pathway by enabling people to remain at home should they wish to. The General Medical Council (2018) states ‘advance care planning can be key to ensuring that your patient receives timely access to safe and effective care that continues to meet their needs and wishes as they approach the end of their lives.’ Anecdotally speech and language therapists report that patients who risk feed are often managed superficially by healthcare professionals with the decision considered as an isolated issue rather than within the wider context of advanced care planning. Ethical issues are often a barrier to these conversations and a perceived risk of litigation should the patient die following a choking incident. The aim outlined by Welsh Government in the palliative and end of life care delivery plan (2017) is for ’the people of Wales to have a healthy, realistic approach to dying, and to be able to plan appropriately for the event.’ End of life care is considered part of palliative care and enables people to make choices about their treatment, including decisions about dying with dignity and with support for the individual and their family/carers. Data from the Cancer Network Information System Cymru (CaNSIC) in 2016 -17 demonstrated that 37% of cancer patients had an advance care plan prior to death. Furthermore, patients with a diagnosis of cancer are far more likely to receive specialist palliative care than those with a non-cancer diagnosis, the Welsh Government End of Life Care: Annual Statement Progress (2017) describes 69.2% of people who died from cancer received palliative care compared with 24.6% of those who died from another illness during 2016/17.
The scope of the risk-feeding pathway encompasses all clinical conditions where dysphagia is a symptom of disease and ACP plans and palliative care support will be available for all clinical diagnoses. This will necessitate an integrated model of care between primary and secondary care fulfilling the aims of the Parliamentary Review of Health and Social Care (2018).

[bookmark: _Toc524686119]RESEARCH METHODOLOGY

The quality improvement project recognized that the patient needed to be placed at the centre of the decision making process in this ethically sensitive area of risk feeding. A personal reflection using the Gibbs reflective cycle, (1998), see appendix 1, following the management of a patient with motor neurone disease I reflected that there needed to be a genuine partnership between the healthcare professionals and the patient to deliver true person centred care. 
I therefore looked to describe the project using the ‘six domains of health’ framework put forward by the Institute of Medicine in 2001: 
· Person-centred
The individual with dysphagia is supported to make decisions about eating and drinking, acknowledging that on occasion such a decision may be considered unwise.
· Safety
The pathway would avoid unnecessary interventions, which may otherwise have been considered, e.g., naso-gastric tube insertion.
· Effective
With the ACP in place subsequent care provided would be only that which was required and unnecessary interventions would be avoided
· Timely
The ACP would mean that providers in primary care could implement effective management plans immediately
· Efficient
Unnecessary admission to hospital would be avoided, and unnecessary artificial nutrition and hydration interventions, both options entail financial costs and cause potential harm to the patient. 
· Equitable 
The care provided is directed by the individual and is therefore not affected by characteristics such as gender, geographic location or socio-economic status 
The development of a pathway would require change across the whole organisation and I recognized that in order to achieve the service change a team of people would be needed, the membership of a special interest group in dysphagia was therefore targeted and a project team established to agree shared objectives and values. The project team met regularly to discuss the issues, benchmark against practise in other areas and generate our own ideas about what the care pathway might look like. Change management tools described by Price and Scowcroft (2011) were used to engage and motivate the team:
· ‘What would it look like if we got this right?
· How close/far away are we?
· So what do we do now?’
In order to understand the process the project team used the questions from the A3 problem solving process to plan the service improvement: 

Figure 1: A3 Problem solving process map
[image: ]
See appendix 2 for completed project template.
As the project team worked through the A3 several cycles were required in order to fully understand the problem; the project team quickly realised they wanted to put a solution in place to a problem that was not quantified and therefore it was not clear where the system failure was. 
The aim of the project was to reduce the number of hospital admissions for patients who risk fed, however this data was not readily available. The team used a ‘five whys’ approach to explore the root cause, finally agreeing that because dysphagia is a symptom of disease patients admitted to hospital are not coded with this as a diagnosis. A second measure was therefore investigated – how many patients who risk fed had advance care plans in place? Further collaboration with the palliative care team revealed that no central register of advance care plans exists in Abertawe Bro Morganwwg University Local Health Board (ABMU). 
It became clear that there was no baseline from which the improvement project could be measured, and a database was designed and implemented across primary and secondary care settings.
The project team viewed the lack of data as a set back and from my own leadership perspective I found I needed to convey my own high level of commitment to the project and a can-do attitude was required. It was helpful to learn and understand more about my own mental toughness as we overcame this challenge. Reflecting upon the work of Stephen Covey (1989), I felt that in order to maintain momentum within the team I needed to change the paradigm and re-focus their work, so over the following few months the project team started to draft the care pathway and associated literature alongside the data collection required for the baseline measurement.
The A3 process map helped the team to define the healthcare model for improvement as follows:
[image: Z:\PHW\SID\Improving Quality Together\Publicity\M4I.png]Described in the Measures for Improvement section
Described in the Improvements Required section
Described in the Future State Map section

The project would aim to pilot the agreed pathway using the Plan, Do, Study, Act (PDSA) quality improvement cycle to measure a small-scale change, enabling the project team to test the pathway in different scenarios. The team also wished to collate qualitative information regarding the experience of using the pathway, and devised a survey to be completed by healthcare professionals in the first instance. 
The following were identified as measures for improvement:
1. Evaluation of the dataset
· Number of patients on a risk feeding register, pre and post implementation of the care pathway
· Number of patients with an ACP, pre and post implementation of the pathway
· Number of patients who have not been admitted to hospital against their wishes as outlined in the ACP

2. Pathway devised and implemented in a PDSA cycle
3. Collection of qualitative information in the form of a reported outcome measure

 It was only when the aim of the project was clarified in this way that the project team could identify the changes needed to test the aim.
We then summarised the outcomes in a driver diagram, see appendix 3.
At this juncture it was important to consider ethical approval, the project aim was to reduce admission to hospital however the secondary consequence of this was the likelihood that patients would die in the community.
Welsh Government’s End of Life Care: annual statement of progress (Dec 2017), quotes “40% of deaths occur in people’s usual place of residence, either at home (24%) or in a nursing/care home (16%). 55% of deaths occur in NHS hospitals.” Good quality end of life care is dependent upon excellent communication between health and care professionals and helps families to cope with bereavement, advance care plans are a crucial part of this communication. It is essential to acknowledge that end of life care enables people to plan and make choices about dying, and this includes choosing the location where they may end their days, be this home or hospital. 
It was therefore essential that the care pathway directed staff to the appropriate advance care plan documentation and palliative support. Liaison with the palliative care team was undertaken to ensure that the pathway was fit for purpose and advice given that no further ethical ratification was required. 

[bookmark: _Toc524686120]ANALYSIS

The A3 problem solving cycle had identified three areas for measurement, and these will be examined here:
1. Evaluation of the database maintained by speech and language therapy to record patients in ABMU who risk feed
A database to describe the of number of patients in ABMU who risk fed was established and results cleansed to exclude any patients where insufficient information was provided. The design of the database afforded us an opportunity to collect additional demographic data. 
Prior to implementation of the care pathway 112 patients were identified across primary and secondary care and categorised into clinical groups, as shown in figure 2:

Figure 2: Diversity of population groups:

The patients described as neuro included those with Parkinson’s disease, Multiple Sclerosis and Motor Neurone Disease.
The frailty group included patients with multiple co-morbidities and general deterioration and patients described as at the end of life. 
The dementia group described patients with varying levels of mental capacity, some being early onset whilst others were exhibiting advanced stage dementia
CVA (cerebral vascular accident) more commonly known as stroke, included patients with a new diagnosis  as well as those with longer term chronic dysphagia many of whom no longer wished to continue with artificial nutrition and hydration.
The cancer group included patients with head and neck, oesophageal cancer and metastatic disease. 
By far the largest category was patients with dementia, the Dementia Action Plan for Wales, 2018-2022 states an outcome as ‘those diagnosed with dementia and their carers and families are able to receive person-centred care and support which is flexible.’ The aim of the care pathway would meet this outcome.
The database was examined to evaluate the numbers of patients risk feeding who had capacity to make this decision as compared to those where a best interest decision had been reached, the respective numbers are shown in figure 3. 

Figure 3: Numbers of patients with mental capacity


The data can be explained by the proportionately greater number of patients in the dataset with dementia, whose impaired mental as well as swallowing capacity means others make a decision in their best interest. However further investigation revealed that these best interest decisions were made without undertaking advance care planning, as detailed in figure 4:




Figure 4: Numbers of patients with or without an ACP in place

The dataset shows that only 13% of the patients who risk fed had an ACP in place, this provided evidence to support the anecdotal reports of variation in the way this patient group were managed.
On close examination of the data it was found that one of the localities within ABMU, Neath Port Talbot (NPT), which makes up ~25% of ABMU’s total population was contributing to 31% of the patients on the database. This suggests either:
· There are more risk feeders in NPT
· There was better data collection, so fewer numbers were cleansed from the database
· The therapists in the locality had a heightened awareness of risk feeding
The project team therefore decided to test their planned PDSA cycle in this area first.
2. Pathway devised and implemented in a PDSA cycle
The project group met over several sessions to draft and agree the pathway, this was shared with multi-disciplinary colleagues for comment and ratification. 
Please see appendix 4 for a full version of the care pathway agreed. Figure 5 illustrates the flow diagram:



Figure 5: Proposed risk feeding decision pathway
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A General Practice (GP) Surgery in the NPT area of ABMU health board was identified as one where the doctors took a proactive approach to managing risk feeding patients. This surgery was also the sole care provider to a large nursing home where many of the patients in the dataset resided. 
The aim of the project group was to run a PDSA cycle with this GP Surgery and this required the interest and engagement of the doctors there. Email contact, meetings and local influencing were attempted over a prolonged period, however the doctors did not engage. A fuller discussion of the leadership strategies used will ensue.
3. A survey was devised using the app Feed2Go and uploaded to the iPads used by healthcare teams in ABMU as part of the mobilization strategy, see figure 6.
Figure 6: Photograph of the App used as a Patient Reported Experience Measure (PREM)
[image: ]
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With the NHS facing its most difficult financial challenge to date and value based and prudent healthcare advocated by Welsh Government, the clinical benefits for the development of such a care pathway is compelling. The project was born out of a personal reflection, where I was not happy to accept the standard being practised, however any improvement needed to be measurable and transformational.
I was fortunate  to be able to implement the service chance from my position as manager of the speech and language therapy team however, I knew that for the pathway to be successful it required multi-professional involvement and I needed to develop a culture where everyone in the project team had a leadership role. As part of the medical leadership programme I had the opportunity to learn about and complete the healthcare leadership model, (Healthcare Leadership Model 360°) my self-rating scored considerably lower than that of my raters and this experience encouraged me to read more widely about my leadership style. I recognize elements of the servant leadership philosophy in myself (Greenleaf, 1991) and a participative style was used with the team throughout the development of the project. 
At the start of the project, the team were aspirational and wanted to put in place a solution to a problem they had identified but had not quantified. The A3 cycle helped define and redefine the scope of the project enabling them to diagnose the system failure, and three areas of change were identified.
1. Establishing a dataset
It quickly became apparent that whilst there were anecdotal reports and a patient complaint there was no baseline against which any improvement could be measured and it was necessary to establish a database. This was a simple first step and I facilitated the project team to think widely about what data we may wish to gather, there then needed to be a wider communication to all of the speech and language therapists working in adult services to start using and recording patients on the new risk feeding database.
My learning from this was the inconsistency of the data entered, as discussed earlier one area of the Health Board unexpectedly identified greater numbers of patients who risk fed, and I could only conclude this effect was the result of human factors and a reliance upon memory. The process for database entry will require further standardisation of processes and procedures, and this in itself will require a PDSA to test the change.
The realisation that the project could not progress without this dataset was an obstacle for the project team and my leadership required flexibility and creativity to maintain momentum, this required me to bring forward the development of the pathway and the wider engagement this necessitated.
2. Development of the Pathway and a PDSA cycle
The project team met on a regular basis to develop the pathway where individuals were encouraged to take responsibility for leading on different sections. This process worked well and there was multi-disciplinary engagement at all levels with many versions edited and carefully sculpted. This included colleagues from nutrition and dietetics, palliative care, neurology, medicine, learning disabilities, care of the elderly, head and neck cancer and community services. My leadership style during this process was participative and required lots of meetings and consensus decision making.
Alongside the pathway development and early evaluations from the dataset, the project team decided that a small pilot of the draft pathway would reveal inadequacies or flaws in the process and it was agreed by all that a GP working in a surgery in the NPT area would be approached to work with us. The speech and language working in the community advised us of a particular surgery which was the only one that served a nursing home with large numbers of patients who risk fed and informally felt that this GP was approachable and would be sympathetic to the project. 
I thought it was important that we should trial the pathway in a primary care environment, when the team had benchmarked against other pathways, all of them tackled the issue from a secondary care perspective, i.e. patients were identified and commenced on the pathway when they were in hospital and this information was communicated out to the primary care provider. The Speech and Language Therapy Department in ABMU sits within the Primary Care Delivery Unit and I was enthusiastic that we used this position of influence to provide a solution closer to home in accordance with prudent principles and to deliver outcomes of improved efficiency and therefore greater value.
The GP was approached and received the ideas positively however setting a meeting date was proved impossible and consequently he suggested another of his colleagues at the surgery. Similar such communications ensued however further progress was damaged from a most unexpected source.
Price and Scowcroft (2012) describe in their chapter on organisational culture four ideologies purported by Harrison and I became aware of the Dionysus culture. This is described as an organisation where there is no structure and where professional freedom is highly valued. I was careful therefore in my interaction with the GP’s to take on board the recommended approaches:
· ‘Avoid corporate initiatives and rolled out programmes
· Establish personal credibility with one or two members of the culture
· Work with them and allow the results to speak for themselves
· Avoid elaborate management mechanisms
· Acknowledge professional freedom to slow down, opt, out, change direction. Re-engage, etc.
· Offer help rather than seeking compliance
· Build up subject expertise that others are free to use if desired
· Accept initial suspicion as the norm’

Whilst engaging in this process of gentle persuasion with the surgery the Welsh Government released a Patient Safety Alert, PSN045 ‘Resources to Support Safer Modifications of Food and Fluid’ 
This described the introduction of new internationally accepted terminology to describe food and fluid modification, termed the International Dysphagia Diet Standardisation Initiative (IDDSI), the safety alert recommended that an implementation plan and awareness campaign was undertaken to alert all providers to this new terminology. The IDDSI terminology also necessitated that patients currently receiving prescriptions for fluid modification would need to be reviewed and renewed and all GP’s were informed of this via the implementation plan.
Unfortunately one GP vehemently objected to changing these prescriptions, advocating that this should be the responsibility of the speech and language therapists not the GP. This particular GP held an influential position on the Local Medical Council and a communication was circulated advising all his colleagues of his position. The Speech and Language Therapy department had fallen foul of Dionysus and all credibility for the project was lost.
The action also necessitated an immediate re-focussing of energies into salvaging the IDDSI implementation, to minimize risk and avoid possible harm. Careful steps to re-establish credibility are currently being undertaken.
Therefore the planned PDSA cycle has not commenced, my reflection is that the timing of the Patient Safety Alert was unfortunate and outside of my control and therefore not my personal responsibility. However, it is an experience from which I will grow, critically it has given me greater insight into the vagaries of influencing and made me realise that challenge is not something I shy away from.
3. Qualitative data collection
The survey is complete and available to test when we are ready to move forward with the project once again.

[bookmark: _Toc524686122]CONCLUSION

The option to risk feed is ethically contentious, in doing so patients may develop pneumonia and die, and as such is an option that is skimmed over or not discussed; the risk-feeding pathway provides guidance for how these conversations may take place.

The project gathered useful data on the numbers of patients who currently risk feed and produced a decision tree. Although due to unforeseen circumstances the project was not fully delivered and evaluated within the time constraints the groundwork has been laid for further service improvement that may help save the NHS money, improve patient’s quality of life and make conversations about dying more commonplace.
The project clearly meets organisational and political objectives, and my knowledge of quality improvement tools and resources has developed considerably by undertaking this project. Reflecting personally there are things I could have done better, such as setting deadlines for the completion of the pathway and improved my engagement with the GPs. The timing of the Patient Safety Notice was unfortunate and I believe had this not occurred the project would have progressed and there would be more outcomes to report.  

[bookmark: _Toc524686123]FUTURE WORK 

I have submitted a bid to the winter planning proposal for additional speech and language therapy workforce in the medical admissions unit at the acute hospital sites. Arguing a case for the early assessment, treatment and management of patients presenting with pneumonia and this has found favour with the geriatricians working in the newly commissioned integrated care of older people department (iCOP) in Singleton Hospital. I plan to run a PDSA measuring the number of days taken for the clinical decision regarding nutrition to be made between admission to commencement of a nutrition care plan, with the aim that the introduction of the risk feeding care pathway will reduce this. 
My reputation with primary care colleagues may be bruised however I know them to be curious, and I am optimistic that with a little time, and some reflection regarding the proposal that I will find myself in a position to influence once again. It is possible that if I am able to evidence success in a secondary care environment through a PDSA cycle this will gain traction and pique the interest of some GPs to engage again.
A whole system change such as I am proposing will simply take time, however the political landscape in healthcare is changing and I anticipate such transformation and system–wide change is inevitable. In the words of Professor Muir Gray ‘the triple value agenda must be our focus this century’ (NHS Confederation, 2015).
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Appendix 1: Gibbs Reflection
Reflection is an integral part of my clinical practice and using the Gibbs reflective cycle (1998) to record my learning the idea for service improvement project was generated. 
Gibbs reflective cycle 

Description
I have been working with J for several months, a patient with motor neurone disease with specific bulbar involvement. She had full capacity and was very clear from the outset that she wished to continue to eat and drink despite risks of aspiration for quality of life reasons. She understood the need for nutrition and that her limited oral intake would be insufficient to sustain life and therefore had several months earlier agreed to the prophylactic placement of a PEG in order for nutrition to be delivered enterally when this time came and of her choosing
Feelings
Whilst J’s wishes were clearly expressed and known to the team around her, during a multi-disciplinary visit the social worker felt that her unsafe swallow placed the care staff who assisted at mealtimes in an insidious position and took action to remove these care staff. Whilst J was able to feed herself, she required the care staff to prepare the meals and place them within her reach – the removal of the care staff meant that J was no longer able to feed herself. The alternative option described to J was that she must take all her nutrition and hydration requirements via the PEG and stop any oral intake before the care staff would be returned.
Evaluation
To my mind this action taken by the social worker placed J in an invidious position and showed little regard for J’s own decision making. I felt it was a paternalistic response and did not take into account the Mental Capacity Act which clearly states that if J had capacity it was within her control to make what others may consider an unwise decision.
Nonetheless I had sympathy for the care staff who may be concerned that by placing food/drink within J’s reach knowing she may choke on it placed them in a difficult position ethically.
Analysis
Whilst there had been open and frank discussion with J about options for nutrition, this had not been adequately communicated to the wider MDT around her. An advance care plan had not been completed, and due regard for the mental capacity act considered.
The action taken resulted in J being hospitalised, and she did not return home.
Conclusion
If an evidenced and ratified care pathway existed J’s decision-making could have been better supported by the wider MDT, and her admission to hospital avoided.
Action Plan
1. I will investigate whether such care plans exists.
2. I will establish a care pathway for patients in ABMU, based upon best practice so that such a situation could be avoided in the future for similar such patients







Reference: 
Student Number: 1709340                                                                         Assignment Number: DSAW 7058
Gibbs, G. (1998) Learning by doing. A guide to teaching and learning methods. Oxford: Oxford Brookes Further Education Unit
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	Issue or Problem
What are you trying to address or improve?
· Stop patients who are risk feeding from being admitted to hospital unnecessarily
· Patients don’t have advanced care plans with clearly defined ceilings of care described
· Risk feeding considered in isolation and not in wider context
	Current State Map
What is currently happening?
· We know patients are risk feeding but don’t know how many – in primary or secondary care
· We know these patients are managed however there is no one recognizable pathway, and there is inequity in the services different patients receive 

	Improvements Required
What changes are required?
· Test of change ongoing….

	Background
How has this problem come to light?
· Special interest group led by SLT’s working in Lewisham and Greenwich who described their pathway implemented by secondary care
· 5 Whys, reverse causal thinking, 4N’s
· Ethical considerations
	Data Analysis
Why are these problems happening?             
· Patient stories, specifically a compliant from the friends of a patient with motor neurone disease
· Need to quantify numbers of patients who risk feed – database born

	Weekly Update
Monitor weekly progress
· How many people who risk feed have an ACP?
· How many hospital admissions avoided as a result of pathway?

	Who needs to know or be involved?
Control, influence and concern
· SLT’s in primary and secondary care
· Advanced nurse practionners in palliative care
· Dietitians and specialist nurses
· Palliative care consultants, care of the elderly physicians
· Primary care colleagues – GP with a special interest

	Future State Map
What will the new process look like? 
· Data collated and analysed
· Draft pathway written and agreed
· Engage with GP’s to run PDSA cycle to test pathway
· Pilot pathway 
· Qualitative survey devised
	Measures for Improvement
How will you know the change is an improvement? High level process , outcome and balancing measures 

· Reduced number of admissions to secondary care in this patient group
· How many admissions are there currently – what is our baseline?


Appendix 2: A3 Problem Solving Template



Appendix 3: Driver Diagram
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Appendix 4: ABMU Risk Feeding Pathway 

 [image: ABM black logo]
 ABMU Risk Feeding Protocol
Developed from work undertaken by Lewisham and Greenwich NHS Trust


	


Introduction
Safe and appropriate nutrition and hydration is a key priority for the organisation. There are patients within the acute and community settings who have oral and/or pharyngeal stage swallowing difficulties (dysphagia) that result in risks of aspiration, choking, malnutrition and dehydration.
The Speech and Language Therapy service is responsible for the assessment and management of oral and pharyngeal dysphagia and are often able to minimise the associated risks of dysphagia.  The challenge arises when these risks cannot be eliminated but the patients are deemed unsuitable for alternative nutrition or hydration (ANH), or choose to continue with oral intake in conjunction with ANH.  Such situations will arise during a multidisciplinary team (MDT) discussion usually involving the medical team, dietitian and the speech and language therapist (S&LT).
A patient may be an inappropriate candidate for ANH if the procedure risk outweighs the benefit: the patient declines ANH or there is poor prognosis/a short life expectancy. The MDT are then faced with the dilemma of how best to manage/advise these patients who are unsuitable for ANH but continue to be at risk of choking on food/fluid and/or developing aspiration pneumonia.
The decision-making process regarding whether to introduce ANH or continue to allow food and drink orally when a person’s swallow is identified as unsafe, provokes difficult ethical decisions for professionals, patients and carers (Chaklader 2012).
This risk feeding document has been devised to guide teams through an organised decision making process, encompassing patient choice and MDT clinical input in an ethically challenging area. 

Purpose and Scope
The document addresses capacity, ethics and quality of life issues, providing the MDT with a patient centred framework to facilitate decisions on nutrition and hydration planning for patients with dysphagia.  There is no ethical calculus that can determine what is ‘right’ in some situations (RCP, 2010).  
The best current practice outlined by Harwood (2014) in the management of people with dementia is ‘person centred dementia care’.  The risk feeding process ensures that all aspects of care and outcomes are considered.  This approach results in a respectful and dignified patient centred decision which considers serious thought over a reasonable timeframe.
If a patient is deemed unsafe to eat and drink and is found to be unsuitable for ANH, then risk feeding should be considered.  The risk feeding pathway is also indicated when a patient has capacity and chooses to continue to eat and drink with full awareness of the risks.
The risk feeding document outlines the reasons why a person may be a candidate for risk feeding, the capacity of the patient in making the decision, and the signatures of the MDT members involved with the decision making process.  The risk reducing recommendations are also included in this document to ensure the patient receives the appropriate diet and fluids.
The policy covers the risk feeding process throughout the pathway from assessment through to discharge including considerations of onward referrals, information sharing and the roles and responsibilities of the MDT.  

Roles and Responsibilities

The Medical Team (including the consultant and GP):
· This team may open the conversation around risk feeding decisions and in some cases may decide that risk feeding is the preferred option prior to referral to SLT.
· The team refers to the SLT for a swallowing assessment and guidance on safest options.
· The Medical Team should make sure the patient is given all of the information necessary provided by the MDT, to make an informed decision regarding risk feeding. 
· When indicated, the Medical Team is responsible for conducting and documenting a mental capacity assessment for risk feeding decisions. If the patient has impaired communication, the SLT should be involved to facilitate understanding, decision-making and communication of the person’s wishes to maximize capacity.
· The consultant (or GP) makes the final decision whether the person should be for Risk Feeding if they lack capacity. This decision should be made following clinical discussion with MDT and full explanation with the patient and family, considering the options.
· When considering decisions in best interests, a Doctor should lead these discussions, considering any existing Legal Power of Attorney for Health and Wellbeing in place or Advanced Directive Regarding Treatment.  Record of Best Interest Decisions documentation should be completed and signed by the Doctor leading the meeting.
· Risk feeding guidelines should be included in the discharge summary when the person leaves hospital. 
· The medical team should ensure anticipatory healthcare plans (ACP) are discussed and completed when needed. These should include the individually agreed wishes and preferences regarding ceilings of care and treatment options.
· They are responsible for ensuring that a person’s decisions are fulfilled as per the completed documentation.

Speech and Language Therapist (SLT):
· SLT’s are responsible for detailed assessment and treatment of oropharyngeal swallowing difficulties and for discussing these findings with the multidisciplinary team (MDT).
· If a risk feeding decision has been made, SLT will advise the “best consistencies” postures and strategies considering the patient’s wishes quality of life. These will include the least distressing food and drink options. These may minimise but will not eliminate the aspiration risk.
· SLT’s may support the communication needs of individuals for mental capacity assessments in accordance with MCA guidelines. 
· If Risk Feeding is initiated the SLT should assure effective communication and documentation with the wider MDT

Dietitian:
· The Dietitians evaluate the patient for alternative nutrition and hydration options (tube feeding) 
·  They monitor volumes of oral intake by the patient. 
· Dietitians contribute to the decision regarding an appropriate route for nutrition and hydration.

Physiotherapist:
· The Physiotherapist will monitor respiratory status and discuss chest management with the medical team and ceilings of care with regard to respiratory needs.

Nursing staff (including Nurse practioner (NP), Matron, ward manager, care home manager, domiciliary care providers):
· Nursing staff may highlight to the medical team when the person has been noted to experience swallowing difficulties, requesting SLT involvement. 
· They will contribute to the MDT discussion about suitability for Risk feeding.
· Nursing staff are responsible for ensuring that risk reduction recommendations are followed
· They will ensure that risk reduction recommendations are included in the person’s care plan and that risk assessments are up to date.
· In the community, care home managers are responsible for ensuring ACP’s are followed.

Palliative Care Team:
· Palliative care teams can support the MDT to ensure the patient is as comfortable as possible and not in distress.
· They can support risk feeding decisions at end of life.
· This team may initiate ACP discussions and decisions and support end of life plans

Pharmacist:   
· The pharmacist will liaise and support the medical team in discontinuing unnecessary/burdensome medications. 
· They can ensure that medication is delivered in the most appropriate form.

Discharge Liaison Team:
· Will facilitate safe discharge to the most suitable place in the community and ensure that risk feeding information and documentation is discussed and disseminated to the appropriate people.
Social work team:
· This team liaises with the MDT regarding placement and provision of domiciliary care support.
· Social services teams ensure the appropriate legislation is in place.


Clinical Decision Making

It is essential that the initiation of the risk feeding pathway is preceded by detailed information gathering to establish the nature of the dysphagia.  This includes identifying whether the patient’s clinical presentation is transient in nature or unlikely to change despite treatment and management; and consideration of how future management will impact on quality of life for that person.  The following flow chart (figure 1) guides professionals through this process of clinical decision making in risk feeding.


Initiation of the Pathway
The MDT may initiate the conversation around risk feeding decisions and in some cases may decide that risk feeding is the preferred option prior referral to Speech and Language Therapy but a Speech and Language Therapy Assessment should always inform the risk feeding decision so that risk reducing consistencies and/or strategies can be considered. Within the hospital setting, the risk feeding paperwork (pathway) will be kept on Clinical Online Information Network (COIN) in order to ensure that the most up-to-date paperwork is used at all times. The paperwork should be easily sourced through a simple search of key word i.e. typing risk feeding into the search box on the Health Board Intranet site. 

[image: ] Figure 1

Capacity
Where a person is deemed not to have capacity, a capacity assessment should be carried out to determine whether they are able to make informed decisions about nutrition and hydration planning and the risks associated with eating and drinking.  The capacity assessment can be carried out by a member of the medical team or the Speech and Language Therapist.  
ABMU’s Assessment of Capacity and Best Interests Process paperwork (Appendix A) should be followed for appropriate procedures and documentation as follows.
The Speech and Language Therapist or Medical Team member will follow the Mental Capacity Act (2005) guidelines to assess the individual’s ability to understand the information provided to them regarding risks of eating and drinking and determine whether they can weigh up information and retain it. The assessment of capacity should be completed and documented (Appendix A).
When capacity is deemed to be intact, the Medical Team, with support from dietetics and Speech and Language Therapy as appropriate, will discuss the outcomes and management plan with the family/next of kin when indicated. 
When the individual lacks capacity, a best interest meeting is required with the multi-disciplinary team and the patient’s family/next of kin.  The Consultant of GP is responsible for leading this meeting and will ultimately be responsible for making the best interest decision regarding risk feeding.  The best interests discussion and outcome should be documented clearly (Appendix A), signed by the Consultant or GP and stored with the patient’s medical records.
The risk feeding leaflet (Appendix B) should be provided to the family so that they have opportunity to reflect on the information provided and the decision made with opportunity to ask further questions if/when needed.  

Documentation 
Appendix C refers to the documentation that should be completed to detail the risk feeding management plan and what has led to this decision.  The documentation should be clearly referenced and easily located in the medical notes, Clinical Portal and WCCIS.  The ABMU SLT Department will hold a register of all patients on the risk feeding pathway. This is used as an outcome measure to monitor for readmissions and to allow for data analysis and interpretation. 
In both acute and community settings, handover should take place between medical and health care professionals working with the person to ensure that risk is acknowledged. To minimise risks, excellent oral care should be ensured and relevant SLT environmental recommendations are followed e.g. optimum seating position, assistance with feeding. 

Advance Care Planning
Advance Care Planning (ACP) is a process that supports adults in making decisions regarding their future health care, should they be unable to communicate their wishes and preferences themselves or lose capacity. 
Health Practitioners have a role in supporting patients in ACP - providing documentation, signposting to other professionals, guiding them through the process and sharing the information with health practitioners in their care.
ACP Record of Advance Care Plans and Preference forms (Appendix D) can be completed with patients who have capacity.  The documentation can be used to support their decision making and future wishes surrounding risk feeding.  These are not legally binding, however, if a patient loses capacity they will be followed as much as is possible. 

ACP Record of Agreed Best Interests Decisions forms (Appendix E) are an appropriate alternative to complete for those individuals lacking capacity. 

Advance decision to refuse Treatment (ADRT) is legally binding if the patient is 18 years or older and meets the legal requirements set out in the Mental Capacity Act 2005.  ADRT should be used if a patient wants to refuse specific treatments in specific situations.  Anyone completing an ADRT should be explained the full consequences of refusing specific treatments by a Health Practitioner who is competent in explaining the consequences of each treatment. If a specific treatment is refused, “Even if my life is at risk” should be written at the side of each refusal of treatment.

The Discharge Process
Hospital Setting
Any risk feeding decisions need to be documented on the Transfer of Care (TOC) documentation and/or Advance Care Plans. This should include the decision whether or not to readmit the patient for acute hospital treatment when the reason is due to dysphagia and known aspiration risk. Decisions regarding any prophylactic treatment for this known aspiration risk should also be included. All appropriate parties involved in the patients care on discharge should be aware of the decision and any risk reducing consistencies or strategies that have been put in place. This will be via a letter sent by the SLT (Appendix F and G) and could include Nursing/Residential Homes, Social Workers and Domiciliary Care Providers. Information leaflets and any started or completed documentation should also be sent to support this information. 
If risk feeding is part of a lifelong management plan, referral to the Community Resource Team may not be indicated and the patient will be discharged from Speech and Language Therapy services back to the care of the GP/Consultant.
Community / Out Patient Setting
Any risk feeding decisions need to be documented within the patient’s GP record, and within any other relevant documentation of appropriate parties involved in the patient’s care. This could include Advanced Care Plans, Nursing/Residential Homes notes, Social Worker care plans and Domiciliary Care Providers service delivery plans. This should include the decision whether or not to readmit the patient for acute hospital treatment when the reason is due to dysphagia and known aspiration risk. Decisions regarding any prophylactic treatment for this known aspiration risk should also be included. All appropriate parties involved in the patients care should be aware of the decision and any risk reducing consistencies or strategies that have been put in place. This will be via a letter sent by the SLT (Appendix H and I) and could include, Nursing/Residential Homes, Social Workers and Domiciliary Care Providers. Information leaflets and any started or completed documentation should also be sent to support this information.
If risk feeding is part of a lifelong management plan, the patient will be discharged from Speech and Language Therapy services back to the care of the GP/Consultant.

Process Summary
The following flowchart (Fig. 2) serves as a summary of the key steps involved in the decision making process for risk feeding.  All stages can be initiated by either the medical team or SLT, except for the detailed dysphagia assessment which must be carried out by the SLT.  The MDT involved in risk feeding decisions should comprise of medical team members, SLT and may also include representation from Nutrition and Dietetics, Respiratory Physiotherapy, Pharmacy and Palliative Care.  It is essential to acknowledge that the Consultant or GP responsible for the care of the patient collates information gained through the process and is ultimately the person who will make the decision regarding the plan for nutrition and hydration.
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Figure 2
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Name:

DOB:

NHS No:




Appendix C
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RISK FEEDING DECISION AND GUIDELINES

Date of Completion:				

These guidelines have been set out and agreed as the above named patient is at high risk of aspiration but is to continue eating and drinking for the reasons outlined below.  The above patient is at risk of food and fluids entering his/her lungs and/or choking due to an impaired swallow.

As discussed with the medical team, it is not appropriate for the above named person to be kept nil by mouth with long term non-oral feeding due to (tick all those applicable):

· Palliative Care (e.g. poor prognosis / short life expectancy)		
· Procedure risks outweigh benefits					
· Patient has declined artificial nutrition and hydration			
· Quality of life							
· Other:							              

CAPACITY ASSESSMENT SUMMARY:
	The person:
	Yes                  No
                       
                       
                       

                       

                       

                       

	· has an impairment of, or a disturbance in the functioning of the mind or brain

· understands the decision and why they are being asked to make it                                      

· has a general understanding of the effects/consequences of deciding one way or another or making no decision at all

	

	· is able to hold the information in their mind long enough to use it to make an effective decision

	

	· can weigh up the information and use it to arrive at a decision                      
	

	· can communicate the decision (e.g. talking, sign language or other form of communication)

	



Based on the above assessment, the patient does/does not (delete as appropriate) have capacity in making a decision regarding nutritional management.

Signature of Doctor:				  Date of Capacity Assessment:

	
	Yes
	No

	· If a patient lacks capacity, an MDT best interests decision has been made and documented in the notes
	
	

	· Feeding with the associated risk of aspiration pneumonia and / or choking has been discussed with the patient/patients family/Independent Mental Capacity Advocate (IMCA)
	
	



RISK REDUCING RECOMMENDATIONS (to be completed by Speech and Language Therapist)STRATEGIES
· Sit as upright as possible
· Ensure as alert as possible
· Regular mouth care 
(min. 3 x daily)



DIET
· IDDSI Level 3 
· IDDSI Level 4 
· IDDSI Level 5 
· IDDSI Level 6 
· IDDSI Level 7 


FLUIDS
· IDDSI Level 0 
· IDDSI Level 1 
· IDDSI Level 2 
· IDDSI Level 3 
· IDDSI Level 4 


SpR/Consultant/GP signature:  ______________________________  Name:  ______________________________

S & LT Signature:  ________________________________ ____________  Name:  ______________________________

PLEASE CONTACT SPEECH AND LANGUAGE THERAPY IF THE MANAGEMENT PLAN OR RISK FEEDING DECISION CHANGES
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	Our Ref: 	Date:  1.10.2009

Date:  		





Date:  1.10.2009


	
	  (01656) 752143


	
	
	Adult Speech & Language Therapy Dept.
Zone J
Princess of Wales Hospital
Coity Road
Bridgend
CF31 1RQ



Dear 

	Re:
Address:
DOB:
NHS No.:
	



This patient was referred to our service by (name and title) and a swallowing assessment was carried out.  The findings from the assessment on (date) was as follows:

Mr/Mrs X is at high risk of aspiration on all consistencies; which may lead to choking, chest infections, pneumonia, malnutrition and dehydration.  In Mr/Mrs X’s condition, the evidence base1,2,3 suggests that artificial feeding may not be appropriate for them.  The contraindications of artificial feeding and the risks of aspiration and associated complications from oral intake were discussed with Mr/Mrs X, their family and the medical team/Doctor.  A decision led by (name and title) was reached that artificial feeding was not appropriate for Mr X and that oral feeding for quality of life (despite risk of aspiration) should continue.  

The recommendations below may reduce, but not eliminate, the risk of aspiration.
Risk Feeding Guidelines:
· SLT recs inserted here (fluids, diet, strategies etc)

Action for GP:
(Delete if not required)
The patient will require a prescription of:	NUTILIS CLEAR  (175g)
   	
The number of tins required will vary according to the level of thickness required and the number of cups being consumed per day. An approximate guide is based on 8 cups of fluid per day:
· Stage 1 (Syrup) consistency		= 5 tins per month
· Stage 2 (Custard) consistency 	= 9 tins per month
· Stage 3 (Pudding) consistency	= 14 tins per month

(Edit as appropriate)



Further Management:

Due to the progressive/life limiting nature of Mr/Mrs X’s swallowing difficulties, he/she would benefit from advance care planning regarding end of life care and treatment decisions.  This may include whether or not to treat aspiration related illness and whether or not to admit for acute hospital treatment in the event of deterioration in chest status.

(Delete as appropriate)

The patient will be followed up by the Community Speech and Language Therapy service for ongoing support now that he/she has been discharged from hospital.

As further input from Speech and Language Therapy is not indicated at this time, Mr/Mrs X has been discharged from our service.

Please do not hesitate to contact the department if you have any queries or if you require additional information.

Yours sincerely


[bookmark: _Toc524686126]Speech and Language Therapist

Cc.    File
ENC. Capacity documentation
         Risk feeding documentation
         ACP paperwork
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	Ref:  	
Date:  Date:  1.10.2009


	
	  (01656) 752143


	
	
	Adult Speech & Language Therapy Dept.
Zone J
Princess of Wales Hospital
Coity Road
Bridgend
CF31 1RQ


Dear 

You were recently seen by our department as an inpatient X Hospital.  A swallowing assessment was carried out and it was identified that you were at risk of aspiration (food and drink going down the wrong way when you eat and drink).  Following a discussion with you, your family, the medical team and other professionals involved in your care, the below eating and drinking recommendations were agreed. Please note, the recommendations below may reduce, but not eliminate, the risk of aspiration.

· Level of assistance with eating and drinking
· The aim of oral intake should be for your comfort and pleasure and you should stop if it is causing you too much discomfort or distress and try again later.  
· Drinks 
· Diet 

Now that you have been discharged from hospital the above recommendations still apply.  If you have carers assisting with your meal preparation or feeding, please ensure that they are also aware of these recommendations.

 (Delete if not required)
Your GP has been advised that you will require a prescription of: NUTILIS CLEAR.

(Delete as appropriate)
You will be followed up by the Community Speech and Language Therapy service for ongoing support now that you have been discharged from hospital.

As further input from Speech and Language Therapy is not indicated at this time, you have now been discharged from our service.

Please do not hesitate to contact the department if you have any queries or if you require additional information.

Yours sincerely


[bookmark: _Toc524686127]Speech and Language Therapist

Enclosed:	Thickening Leaflet, Diet Leaflet
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DESCRIPTION


FEELINGS


ANALYSIS


A care pathway would improve care for other patients like J


Pt J. passed away in hospice


J clearly expressed her wish to die at home


CONCLUSION


More could have been done to meet J's end of life wishes


ACTION PLAN


A pathway for J would have improved her care


There was a system failure which did not support J's wishes


EVALUATION















Primary Diagnosis  n=112

Neuro	Frailty	Dementia	CVA	Cancer	11	24	50	10	17	
Number of Patients



Capacity Decision

Best Interests	Own decision	71	41	
Number of Patients



Advance Care Plan In Place

Yes	No	15	97	
Number of Patients
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Fation fo s f th il dacsons and dcumentad EparSIE)
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Duties under the Mental Capacity Act 2005 (MCA)

“The MCA provides he egalfFameerk or acting and making decisions on behal o individuals who lack the
mnts capachy t make partoular deciions forhemseivs. Everyone working i andlor canng or n sct
W iy 8k 3353y 12 ke SpETS Seions Ut ol W N A When Ak dSSons or S5G
forthat person. when he person S6kS capacy 1o MSKe & pariolar Gesisan fo hemsels. The same e
20y whether ine dacisions ae fe-changing evens o sveryday maters.” (CA Code of Pracice)

The MCA ses ou he fve 'statutory principes’ — these arethe values hat undepin the lagal reqirements in
the Act and are founded in the Human Righs Act. These princpies shoud be adnered o when underiaking
Sy sssessment of capscty.

“The fve statutory principles srs:
1. A person Must be sssumed o have capacty unless it estabished tht they Isck cspaciy.
2 A paraon i not o o resee 25 Una 12 make  decsion et s rashesbis g 12 help imiher
o0 50 have been sken it suposss.
3. A parson £ ot 12 b restad 3 unioe t mske 3 deson merely bacauss helshe mskes an unwse.
secsion,
4. An act done, ora dession made, under tis Ac fo o on behaf of 3 parson who lacks capacty must
be done. ormade. in s best nferests.
5. Before he act i done. o the decision s made. ragard must be had 1o whether the purpose for wich
it necded can be a5 aecivaly acheved in 3 way a5 fess resticive of he persons ights and
Fesdom of asion.

The MCA sso nocuoss 3 new oriminal offence of i rssiment o nagect of 3 parson who lacks 3paciy. A
person found guy of such an cfence may be bl to mprscnment o 3t o Up 10 e years

Forfuthernformation and guidance please efer o the MCA Code of Practics.
Process of completing the assessment

The form that follows s designad to help you esabish an inddual's deision making capaciy, and skes you
through th following st

STER 1 Determining whether nformaton has been pressrted fo e
inciidual insuch 3 way 35 1o macimiss e understanding
nd sommurication

STEP2 ‘Compiaton o he o stage testofsspacity = speciied n
e MCA 2005 and Cose 2 Fracics.

[

STEP3 [ —— e ————
detmining an indvidals leve of capacty.

T

— raving 3 conciuson from the sssessmentregarding e
STEP 4 presence or absence of capaciy i relaton o he Dedsion in
et

T

1fihe person s found o lack capaciy relaing t the decison
STEPS in quesion, then Decision Makers) o proceed fo make &
et nteres decision.
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'STEP 1: The Decision Making Process

1 order for an acourate assessment 1 be underiaken it important that the indvidual i presented with
‘adequate nfornation about e decison,in & way that s undersandable and n an envrorment hat
imsas undarsianding and communication, The (s of UEtuStng S3paciy houd s be considerad
nd whetner the decision can be deayed I alow e ndidual's decision making ity to mprove. The.
folowing nformaton hersfre informs he process o cempESng an Seourate SSSesaMENtof apacy 10 b2
completedin Step 2.

0 Piesse provie Geils.

T T e b g T
i riamston neeasd o ke

dessienin quston?

e

il
St

3 Fiesse provs detals

P T b S

preseted i way it s sy for
Peron o ndersand? (o, e,
=)

o T e e oy
eises g hearng andr Sgtloss.
St e 13 ke 1 s’
Pieasecheck £ pason uses 3hearng
360 wears g 0 24 ison

ot decon b= ayed i
rcumstances are right for the
person (s coud incude pecple
it uctuaing capaciy)?
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STEP 2: Assessment of Capacity

Having ensured that the raevant nfomaton has been presented i he ndiidual in such 2 way that
maimises understancing and cormunicato. including taking o acoourt any sensory dfulies, he
Tolowing wo Stage a5 of capacty shoud ba undertaken. Inormaton documented in STEP 1 can be used fo

Pelp iform your assessment of capacty.
TESTA

T e e B ey
Do the person ave.

animpament o o 3 Yo O
turoance ntne

functoning of e mind N O
orbran?

s e mmpaiment
temporanyMuctusting or

Tihe mpsiment =
temporary orfuctuating.
an the Gecson b
elayed it the
vl decsion
making bikty has
improved?

Point 1: 1fyou have answered NO o Poin 1then you should assume 1t the person has capaciy o make
ihe decison. Piasse proceed io STEP 4 (Conclusion) o record his outcome.  you have answersd YES 1o
Pt 1 hen you may proseed o Test B overeat, with consideration o the autcame of Paint 2 below.

Point 2: Ifthe incividual has temporary | luctuating capacity and delaying he desiion's et o be
approprise hen please proceed dracty 1o STEP 4 (Condlusion) 1 record s cutcome.

1 the person has temporary | uctuating capacity butt s et thatthe decision canno be delayed due.

10 necessity (¢.g.to avoid deteroration or maintain good care) o urgency (e.g. serious medical
treatment) please proceed to Test B overleal

Revised April 2016 Page 4
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TEsTE

Fora person tolack capasty o make a decsion,the MCA says ther impsiimenéor disturbance must affect
their ity 1o make the specicdecision when ey need 0. A5 indcatad in STEP 1 (e decsion making
prosess) people mustbe guen s pracics and spproprists Suppor o elp then make the decson fox
themssives. nformatin racorded n STEP 1 may help you defemine the ndvicuals capacty. The olowing
test i thareforsdasignad 1o estabish whether i impament or Giturbance i Sufiien snough tha e
ndiiduallacks capacty o make tat partular dedsion it ime . needs to be made.

T Fieses provge getsts =y
Do the person ave.
S undarsancing of e Yes o
decison and why helshe
is being asked o make No o
w
Dontkoow T
T Fieses provge getsls =y
o e personpave s
eners unasratanaing of Yes o
iy
conseguences of No o
g one way or
Snotne or makng no Donitkoow [
Gecison stal?
3 Fieses provge getsls =y
s person a5
Pold he mormaton n Yes o
thei min long enough
touse o make an No o
Sheciwe gscdon?
Dontkoow T
3 Fieses provge getsls =y
TsThe person 36
weigh up he nformation Yes o
ncuse 1o amve 35
eison? No o
Dontkoow T
e Fieses provge getsls =y
Can e parson
commniate hser Yes o
decison (o taking.
Sign language, other No o
fom of ommineston)?
Dontkoow T
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'STEP 3: Additional Information

T Extemal miuences on the decsion making process
Vihen assessing capacty, s mpoian o take int considration he views and opiions o oher pecple. It
may be the case tha ie opiions o ohers are an imporant consideratin n why an indvidualhas made 3
partoular decison. Thi s enirelyreasonable. Consideraion should howevar be made it cases where
Sppears that a parson has been subject t coarion rom an iheris (ncuding professionas) {0 such an
‘xtont o exampie e making o teais) hat eir aiy o make a fee and balanced decsion may nave
been impsired. Comments # any:

2 Other information referred to 2 part of the assessment of capacity
1fany oiher infomaton such 25 suppor potocols, or fepors such a5 sk assessments and managament
plans, o pofessionals (g Psychlogy. Spacch and Language Therapy, Medial) have been used
Consited lease auline below and 1o what extent ey have cortsbuad o hlp detemine capacty. Please
o nsme o ndicuse and dsts consutd o report ompIStas.

STEP 4: Conclusion

| consider that the person DOES have capacity to mke this decision o
This decision zhould b rescha f you have answered o't T A or f procseding o Test B you have.
ansuered Yes 1o 3 i parts. The usnce o extemal nusnces 35 ouined in‘Addtonal Ifomation’
Step 3 (1) above should 3o be considered.

I consider that the person DOES NOT have capacity to make this decision o
T decision should b reached i you have answered Yes o Test A and f you have answered No' 1o one
of more sechons i TestB.

1 consider that this person has temporary I flctuation capaciy and that the decision can be.
reasanably and safely DELAYED until such fime that capacity can be r-sscessea. o

Due o complexities an addional specialst assessment is required
A specias assessmentof capacity shod be requested  you have answered dont know 1o any of i &
poins in Test B, or f i ssue of capactyisofparsclar complaity. Please see the MCA Code o Practis
(eations 451 9.4 59 fo uidanca on When t conacer an ScS0nsl spacdhes ssessment of SapScty

Please outine uhy you have conduded the sbove

Signature of person’s assessing

Post iles of person's assessing

Date of sssessment

1fthe person has been assessed as lacking capacity and the decision & not o be deferred then it il
e neceszary to make 3 Best Interest Decision on behalfof 13t mdidus. I tis mstance, pesse.
proceed to STEP 5 overleal

Revised April 2016 Page 6
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STEP 5: BEST INTEREST DECISION

1fine person s found o lack capaciy thent may be necessary to make 3 decison on ther behal. The MCA
makes dear that an ac done, o decision made, Under he ACtfor o n behalfof 3 person who Iacks capacity
must be done. ormade,in i or her BEST INTERESTS, and adhers (o the fve pinaples of e Act This
requirment covers all 3specs o nancial, personalwelfre and healtcare dediion making and actons, and
2ppiles 0 anyone making Secsionsor acing Under the provisons of e MCA.

Bots in connection with care or restment - Section o the MCA cirifes that, whare s parsan i providing
care of Fastment for someone who acks capacty.hen the perso can provide the cae wiout ncurng egal
liabilty. The key wilbe proper assessment o capacty and bes nerests This covers acions hat would
Ginerutes recu 5 Gl wrong o e SGmSon hS 13 It Wi the perzon bady o propery e
ourse of caring. o axample, by ging an rfecion o by sing he parson's mony 10 buy femsfor them..
The mare Sqnicant i bas Ineres Gecsion to adiess i deson 1 QuERn he mers hers ' &
requirment placed upon the heathor il care pracsoner o evidence ot oly the capaciy assessment of
the person in reaton 0 the decison n queston, but 50 the best nfrest decision process.

Note: tisimportant o sstabish whthe the person has a regitered Lasting Power of Attomey (LPA) or
vaid Enduring Power of Aftorney (EPA), o Court of Potection appointed Deputy. 11515 he case
then the Atomey or Deputy may be able t make decisions on behalf o the person forwhom i decision
elates providingf als witin the ramit of teilegal esponsioiies 2 ndioated by the Cour of Potection
ing.

There areatleast two exceptions 1 the bestntrest principl (dls0, see below Court of Potacto:
1) ¥ the mavicus nas made an Advanced Dacision to Refuse Treatment (ADRT) whi ney had the
apaciy 1o %0, The &3, ance Sasain must be £=:alshed 55 both v3id and Spphcatie o e
‘urentdecision. I the sondiSons have baen mettnen the s ance deasion o be respectad
When he person acks capaciy, even f thersthink that he decision f o n theirbest nkerests.

Aditonal requrements are invoduoed inrelaion t an Advance Decision to Refuse Lie.
‘Sustaining Treatment,cariculary i regard to e wriing, word conten, and winessing of s
‘advance cecision (See MCA Code of Fracioe for gudance).

2) In cortain icumstances egarding an ndviduars nvcvement i researc (see DH ‘Guidance in
Nominating 2 Constee for Research Involing Aduts W Lack Capacity 1o Consent, relaing 1o the
ehos o soms researeh practin)

(Give that cach case s diferent e aw has ot specfied al actors that nesd 1 be taken ino account in
working ot somecne's best nterests. Decsion maker's are however advised o take o acoount al reevant
Giroumstances. For more detaled guidance pease reer i the MCA Code o Pracice.

Courtof Protection: i sams spaciintanoes dacisions sre regardad ss 5 sercus that ey wil have o bs
Geferd i the Court of Potecton. Cases invoking any ofth following decisons should threfore be brought
Eetore = court.
"+ "Dasisions about the proposed wihholding o withdrawal of arificial nuton and hydration (AKH) from
patient n 3 permanent vegetaive sate (°VS).
+ Cases invoing rgan or bone marrow donation by 2 person who lacks capasy to conseni.
« Cases inoiing e proposed non-therapeuti sersation o 3 parson who lacks capaciy 5 consent
To1hi (o5 for conaceptive purposes) and
3l oher cases where ther 5 3 doub o dispute about whether 3 paricular restment wil e n 3
person's st tarsts.

“The follwing decisions cannot be made n a person's bestntereis s they are covered by oiherlegal
processes and requre the person {0 have Sapacy, and or cour proceedings, 1o address: t Ve, mary o
ivore (incuding Sl parnersps) 0 consant 1 sexul relatons consent o ferity reatment,of maka 3
Gecson 1 iace 3 shla g for adapton.

In making a best interests decision please record down the following information:
Note: The Act provides 3 neckis offacors st deoson-mkers mustwerk TYaugh i Cecing Whstis 1 &
person's best interess: iese factors re o b recorded below:

Revised April 2016 Page 7
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‘THE DECISION MAKER

‘Who s the Decision Maker's?
The decision maker i th person who has the responsibity o werk cut What Wl be n the bes nterests of
the person who lacks capaciy. The MCA Code of racioe makes f clear that the dession maker can be an
s reSponSol or e Gare o restmnt o the sl o & Group o pEOpIS IVaHed 1 o,
tresiment or supportof an indidual thatmake a it bes nerests decision, or 35 noted abowe 3 person with
Lscting Fower of Aormey or & Depdy of the Caur of Frotscton wih e responcioites ahch rese t
he dedision n aueston. Flesce efe o the NICA Cods of Practios fo mors detied gudance on decding
Who the most appropriste dacision maker would be. athough in st nstances he Decision Makers shoud
B Cuident from ine areumsiancas of he Sesisn in ssion

Please speciy who the best nterests decision makeris and the reasons fo tis chofce. I this has.
been done jointly lease specity al he people involved:

‘Was 3 formal Best Interest Decision meeting amanged?
This may be required 2 number of people ar invalvd in th care and support o the indidua and ajoint
decison woud be prferable Ye O M O

Please specy detis of s mesting, date, peopie present and hei les e

Whether an individual decision maker o a multi-disciplinary decision process has
been selected, the following sections should be completed as evidence of the best
interest decision:

Have any advanoe decisions been made? If 50, 3re they valid 3nd applicable o the current situstion?
A advance decision enabies someone aged 18 and over. whi sill apatie o refuse speciied medical
ireatment for  Sme n the ftura whn they may 1ack he capacity 5 consent 1o o rfuse treatment. The.
NCA Imposes pariculr laga equirements and ssfaguarcs on the making of Sdvance decsons, indluding
hose Spaciying an 3¢ ancs Gec o 1 s fe-SuStamng S SEment, Whch s mect achc
requrements. Plasse refe o the MCA o of rastio for mors detaiid quideines sround sdvanced
decisions. 1 relevart lease recorddetals of the advance dedsion.

172 vald and applicabl advance decision has ot been made,or s not applcable o the decision
Quesion, then i il be necessary for e dacisin maker 6 consider ll e decison making opions avalable
hd 1o make 3 bas interee secidon. Piesca sontnus belon,

PARTICIPATION AND CONSULTATION
How was the person involved in ariving atthe decision? A person can put Hsiher wishes and fesings.

into 3 uriten statement or cther form of commurication f hey 5o wish, which he person maling he
eeminsion of s miarass must conader

Revised April 2016 Page .
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‘Who eise was consulted o help work out the person's best interests and what were ther views?
(Carers and family members have a Rgh' 0 be conslted under the MCA. This would also incude anyone.
i engaged n g for e paraon or who < interested i their wefae 55 wel 5 Snyone named by e
Peraon 3 Somaone who 1 & be consted n decisions such S he dession n Queston. Tha MCA TS

Drinpies 2oy 0 8l 1052 aved n the best terees cision making prosse. paing the welars of e

person fst

Has anybody intentionall ot been consulted? I o, please indicate why.
INB: T Aght 1 be consuled 15 ot abscute, but here s be aasonabie Jusifiabe grounds fo not
consutng.

Has an Independent Mental Capacity Advocate (MCA),or any other advocate, been consulted? fso,
whatare thes views| recommendations?

Note:
A IMCA must be nsiuctec. and then consuted, or pecple scking capacty who have no-one sise to support
them (other than paid stff), whenaver:

& an NS body s proposing toprovide serous medical treatment,or

+ a0 NHS body orocal authory ' proposing 2 rrange sccommodation (o 3 change of

‘scaommodaton) i hospital o  care hame, and
+ e person wil stay in Rospita longer than 28 Gays, or
+ they wil stay in the care home for more than sight weeks.

A IMCA may b intrcted o support omeon who lasks apasty t make decisions conceming:
+ carereviews, where n-one ase is avalabl fobe consulted
+ adult protecion cases, whather o ot famly, fiends o oifers are involved

‘Wht are the person’s past and present wishes and feeings i respect of this or similar decisions?

Does the person hold any values or beliefs that would ikely influen the dscision if heshe had
capacity?

‘Whatare the costs (including isks) and benefits of making this pariculardecision faction?

Revised April 2016 Paged
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Are there any other actors relevantintaking a bestinferests decision (including any thatthe person
would be ikely o consider n making this decision i they were able o do 5017

THE DECISION

What are the decisionmaking options? Please complete the balanoe shecklist (Appendix A) to explore
these options.

WHAT 1S THE DECISION OR ACTION TAKEN OR PROPOSED ON BEHALE OF THE PERSON?

What were the reasons for reachinglproposing this decision?

1 the best interests decisioniacton the east rstrictve option?

Under what ircumstances will this decision need to be reviewed?

I the person fikely o regain capacty in the future? If o will fe current best interest decision/action
need to ba reviewed?

Date ofreview (f required)

Revised April 2016 Page 10
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'NAME(S), JOB TITLE OR RELATIONSHIP TO PERSON, SIGNATURE TO BEST INTEREST DECISION &
DATE.

Job it o Relationship 1 person

Revised April 2016

Page 11
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APPENDIX A

BALANCE SHEET

Opfion &

Ensute that medical, emotionalpsychilogical, & welfre social Bes Taferests decisions e al
consdered. Identiy the Ekekhood of hi occuring e.2.

— H. Medium M, Low - L

ot P dsdal

Toeimoed

ogaeve For el

ey
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BALANCE SHEET

[Option B

Fusure that medical, emotonalpyehological, & welfsre/socal Bes Tferests decisions e al
considered. 1dentif the hkebhood of thi occurring c.

— H, Medium - M. Low - L.

Postive For Individaal

Likebhoot

‘Negarive For Tndividaal

Tt

Revised April 2016
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BALANCE SHEET

Option C

Positive For Individual T Negative For Individual

Eusure that medical, emotional psychlogical, & welfae/social Best Interests decisions 3¢ 2l
considered. 1dentif the bkebhood of thi occurring . Medium - M. Low - L

Posicive For Individual Likebhood Negarive For Individual | LikeHhood
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— RiskFeeding

What s it?

People with swallowing difficulties (dysphagia) can be at risk of food
o drink "going down the wrong way" and entering the lungs (this is
known as aspiration). or biocking the ainway (choking). Aspiration can
lead to chest infection / pneumonia, which may recur if eating and
drinking continues, this can potentially be fatal.

Where the risk of aspiration and/or choking cannot be managed
safely, there are three possible decisions which are discussed by the
multidisciplinary team, the person’s family and the person (where
appropriate)

1. The person is placed nil by mouth (does not eat and drink
orally) and has short and / or long term alternative nutrition/
hydration e g. tube feeding

2. The person continues to eat and drink, accepting the risk of
aspiration and choking, which may confribue to  their
deteriorating health

3. The person receives nutriion via tube feeding however
chooses to continue to eat and drink small amounts at risk of
‘aspiration and choking, for comfortipleasure.

Alternative nutrition and hydration

There are people who despite having an unsafe swallow, are
unsuitable candidates for tube feeding or altemative nutrition and
hydration for the following reasons:

Their medical condition is not curable

The risks of long term tube feeding outweigh the benefits

Tube feeding s refused by a consenting patient

Tube feeding would not maintain or improve quality of life

The person would lose pleasure and quality of Iife from not
eating and drinking

The doctor will be able to discuss the appropriateness of tube feeding
considering the individual circumstances.
2
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Why are people considered for risk feeding?

When a person continues to eat and drink despite a risk of aspiration
and/or choking. this is referred to as risk feeding. Risk feeding may be
considered for one or more of the following reasons:

+  Advanced stages of ilness
The person's swallow is not safe and is unlikely to improve
When continuing to eat and drink takes priority over swallow
safety

+  Tube feeding options are declined or inappropriate

+  Modification of diet and/or fluids suggested by Speech Therapy
have been declined

A risk feeding decision should result in a plan which balances safety
and quallty of life as far as possible, taking into account the personal,
cultural and religious beliefs of the individual.

The role of Speech and Language Therapists (SLTs)

+  SLTs are responsible for diagnosing and managing swallowing
difficulties as part of the multi-discipiinary team

+  Insome cases SLTs are able to find ways to reduce the risks for
people with swallowing diffculties. However, for some people,
even with this support, their swallow continues to be
unsafe. SLTs are then able 1o initiate risk feeding decisions.

+  Irarisk feeding decision has been made, SLTs will advise the
most appropriate food and drink considering the person's
wishes and quality of life. These may minimise but not
eliminate the aspiration/choking risk.

+  SLTs may suggest postures and modified food and drink, which
will best suit the person's needs.
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Notes

Wiitten by: Adult Speech and Language Therapy Department, 2016.
Review Date: 2020

Credit: Lewisham and Greenwich NHS Trust Risk Feeding Patient Informa-
tion Leaflet & University Hospital of South Manchester NHS Trust Risk Feed-
ing Information for Patients and Family Consent Form.
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Name: NS o
Addrs: Date o it
Posteods: Hospitalno:
GP and practc: )

i form i o record the advance care wishes of 3 patient with

mental capacity. The decisions recorded here are notegally
binding, but should inform any cinicaldecisions made on behalf

of the patient.

rr— )

Hove you sopointed o Lasing Power of Attorney? Yes @ No @

15t for heatth matters O, orfnancial matters O, or both? O
Name: Telno:

ot i thers someone you would ke o be consulted e doctors v have o make sreatment
Gecsions on your behalf?

Name: Telno:

Do you hove anyone dependent on you for heir core e.g. cnicren, parir o sdrly elatves)?
Record who, what reltionship, and age:

29y - Bujuued o

20, have you mace any plan forthelr care I you ere unab 2o ook ofter hem?
Record brist detsiz:

Hove you ever moe o “Living Wil” - eicher on Advance Decision o Refuse Treatment (ADAT) D or o
writen statement of your wishes obou medical restment? D

150, what does it 52y and whera s kept? (1 2 copy avaiabl i the medica rcords?)

ot aiready coversd by the sbove -
D0 you hove o preference aboutwhere you would ike to be cared fo  you become fess el including

when you are nearing he end of your e

3
2
e
c
3
3
8

T [ R——,
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e Planning

oo e ]

Some people wish o sz alimis or cefing, o thei reatment.Are thre any treatments or
nterventions you woula not want in zome crcumstanzes? (< cptonaly uss next pags)

15 here anyehing you are worrying mey happen inthe fucure? (e.g.difficuty breathing, being lefc
olone)?

Would you i 20 6o on and discuss your care around the ast days of your fe?
£ not- racord: Doss not wish to cizcuzz

100 you wish  express  preference about where you would ke t be cared for when you re cying?

Do you have anyreligious or spiitual needsforcare around che tm of death?.

Hove you made o wil?>

Would you e your organs ortisuss to be considered for donation?

Emergency situations
“Afthough fe-threatening emergenciesare very uncomman, you may wish t consider how you
Wl ke s o rescond i sudden fe-hreatening event should occur ot hams, for £xame o
arge haemorrhage/bleza. Which would be your priories

[To 26t 1 hospial 3 2.p. o recaive scive westment
.2 555 emergency smbuiance.

[To controlpain or other symptoms =5 quialy nd
stfectvely s possble, wherever that may be.

[7o sy st home £ i posivie

[ 7o put the wishes o nesc of partner/carer fzr.

EE=n

st

[T
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Advance Care Planning

ecord of Advance Care Pla

‘OPTIONAL: Use this page to record more detais of patient preferences about specific medical
‘reatments or interventions.

* You can change the wording of anything below. The statements areJust there a5 3 gude.

* Consider adding possibl trestments specific t the patient’s conditon e 2. diayss for advanced kidney.

diseaze

*1fthe patient has a clear understanding of his/her preferences, and wishes to refuse treatments under
specific conditions, you should advise that complting an Advance Decision to Refuse Treatment (ADRT)
Could make such decisions legally-binding.

“Some people wish 1o seca limit, o cilng, o the care they receiv.

fthe following treatments were meicaly appropriote how would you fee about these interventions?"

wovid want
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Would you ke o record any other preferences or choices about your heafhcore?
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