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Foreword


Since 1995, when the Calman Hine report on Cancer Services was published, physiotherapy has been recognised as a core component of specialist palliative care. However, it has not been until now that a definitive and accessible textbook on physiotherapy in palliative and end of life care has been written.


The role of the physiotherapist is increasingly recognised as a key element in efforts to improve patients’ quality of life and enable the maintenance of independent living in the face of advancing disease. Diagnostic skills mean that physiotherapists are frequently the first to detect conditions such as early spinal cord compression, making the difference between mobility and paraplegia. Investigation and referral allow mobility to be retained through immediate radiotherapy or surgery.


For patients’ relatives, being taught how to help a patient move efficiently, stand from sitting or lying, or transfer from bed to chair safely will allow patients to live at home during their final illness. Appropriate breathing techniques can diminish the terror of severe dyspnoea. In these and many other areas, the positive enabling attitude of physiotherapy has brought about real service change and transformed patients’ outlook from despair to realistic hope.


The combination of specialist rehabilitation expertise and excellent communication skills make the physiotherapist an indispensable support in the lives of patients who are desperate to maintain or regain independence in the face of progressing disease. Through team working, others are brought in to address issues that may have gone unrecognised or unheeded; so often, as these pages illustrate, the physiotherapist is able to unlock the unique potential of patient and carers as well as detect the unnoticed problems.


The real life case study examples, emphasising the importance of the patients’ own views, bring to life the importance of physiotherapy in end of life care, adding quality to those final days, weeks or months of life. Cicely Saunders pointed out that the way that people die lives on in the memory of those left behind – the impact of effective end of life physiotherapy can endure for years after a person has died.


January 2013





Baroness Ilora Finlay of Llandaff, FRCGP, FRCP,     Professor of Palliative Medicine, Cardiff University, President of the Chartered Society of Physiotherapy, UK











Editors Comment


This book, published in both German and English versions, is a dream realised. A dream we three co-editors first conceived after an exhilarating physiotherapy pre-meeting at the European Association of Palliative Care (EAPC) conference in Vienna in 2009. In recent years physiotherapists from around the world, working in a variety of palliative/end of life care clinical settings, have been seeking to share knowledge and expertise; and it is universally acknowledged that wherever physiotherapists network together, enthusiasm is high! Our dream was consolidated in London when physiotherapists from around the world met at the ‘Physio Europe and Beyond’ 2 day conference at St. Christopher’s Hospice in 2010. By capitalising on our creation of an EAPC Physiotherapy Task Force, strong links had been forged as a specialist professional group. The buzz of physiotherapists at the EAPC conference in Lisbon in 2011 that followed further fuelled our determination to embark on this enterprise.


This publication has come to print at a time when the barriers between countries, cultures and approaches are breaking down. More physiotherapists are being drawn to palliative care as a specialty, and the conviction grew that if we are to enhance our important role as specialist physiotherapists improving the quality of life for patients at the end of life, we can do much more together than we can in isolation.


Moreover, in a context of improved survivorship, growing numbers of physiotherapists in all specialties will encounter precisely the challenges demanding and benefiting from the knowledge, and most of all, skills we can share. Palliative care clinical skills of the specialist physiotherapist are ever more widely applicable; from paediatric to elderly care, from acute hospital settings to hospices, and from the bedside to the gymnasium. But aside from that, there is also a particular attitude needed from the health professional towards patients at the end of life. The palliative care physiotherapist exemplifies the empathetic and holistic approach needed to reach complex, changing, and realistic goals. Patient empowerment and self-help is key, and in the more pressured and constrained climate in health care generally today, this is a model that can be usefully taught. Future research and education in this field will always be paramount, and hopefully this publication will contribute to engender ideas and discussion. While the development of physiotherapy techniques and best practice at end of life is the primary aim, disseminating our skills, many of them transferable, to other multi-professional clinicians is a worthy goal.


We have endeavoured to include a comprehensive range of topics, presented in a case-specific, accessible, and user-friendly format, which aims to be a useful resource in a variety of settings. In view of the many nationalities and contexts of our contributors, the editors have utilised red ‘Caution’ and green ‘Guidance’ boxes as a continuous theme running through many of the chapters to highlight key precautions and helpful strategies. We hope that this format really helps to direct and assist the reader. Our intention is that this volume is not only a source of clinical knowledge, but also opens up debate and thinking around physiotherapy education and training, both given and received.


Educational requirements for entry to the physiotherapy profession vary from country to country. Professional autonomy differs. In some countries rehabilitation, if not contra-indicated, is seen as revolutionary to patients at end of life. Differences in approach are a ‘given’ and rather than feeling defensive as a profession we must embrace these differences and use them as a catalyst for ongoing analysis and re-evaluation. But beyond these considerations, we know that wherever physiotherapists are privileged to work alongside these universally vulnerable patients, our clinical practice constantly evolves. So, to encourage the development of practice in the workplace, reflective questions have been included in the case studies with the intention of provoking discussion and analysis. As co-editors we have aimed to stimulate debate and inspire innovation. Practice for all of us evolves in a changing landscape; so by challenging our own thinking maybe we will contribute to creating a powerful vision towards growth and change for future models of physiotherapy practice?


Importantly, we also hope to attract interest from other professionals in the field to enhance their understanding of our role. It is without doubt that we must raise our profile to encourage health care commissioners in every country to recognise the major contribution we can make as a professional group to end of life care; not only in delivering symptom control and rehabilitation excellence but, significantly in these challenging times, in overall patient cost-effectiveness.


London, Wallern, Bonn in January 2013





Jenny Taylor, Rainer Simader and Peter Nieland
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Section 1


Approaching the topic of physiotherapy in palliative care








1.1 Definition of palliative care and end of life care Nigel Sykes


1.2 Who is the palliative care physiotherapist? Rebecca Jennings


1.3 From symptom control to rehabilitation: Physiotherapy approaches to end of life care Jenny Taylor


1.4 The right time for physiotherapy: Is there a ‘too late’ or a ‘too early’? Ylva Dahlin


1.5 Physiotherapy at end of life: Patients’ perspectives Ylva Dahlin


1.6 Physiotherapy Students in Palliative Care Eva Müllauer











1.1


Definition of palliative care and end of life care





Nigel Sykes





The World Health Organization (WHO) defines palliative care as ‘an approach that improves the quality of life of patients and families facing the problems associated with life-threatening illness through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, which are physical, psychosocial and spiritual.’ To claim impeccability seems a tall order for any service, but the attention to detail on every level of assessment and treatment, including relationship with both patients and those close to them, is an accepted hallmark of specialist palliative care practice.


‘Palliative care’ as a term was coined by Professor Balfour Mount when he sought to replicate in Quebec the style of care pioneered by Dr (later Dame) Cicely Saunders at St Christopher’s Hospice, which she had set up in London UK in 1967. ‘Hospice’ did not translate well into French, but a type of care that attempted to cloak the symptoms of incurable, progressive diseases (‘palliative’ derives from the Latin pallium meaning ‘a cloak’) was certainly what the hospice did. ‘Hospice’ is therefore now an organization – with or without a building – that exists to practise palliative care.


However, although palliative care (and especially hospice organizations) have been associated with caring for patients who are dying from cancer, elements of the definition of palliative care are relevant much earlier in the disease trajectory and to diseases other than malignancy. On the one hand, specialist palliative care has been gradually opening up to a range of other end stage conditions, such as heart failure, chronic obstructive pulmonary disease and degenerative neurological states and, on the other hand, it is increasingly recognized that the essentials of palliative care should be part of the skill set of any clinician and have applicability both to the earlier stages of cancer, for instance, and to people dying from the frailty of old age. Sometimes this is called ‘supportive care’ or ‘generic palliative care’. Palliative care also makes up the content of ‘end of life care’, and it is a tribute to the work of the specialty in the UK that since 2008 this has been the subject of a government strategy (Department of Health 2008). As to what ‘end of life’ means, the Gold Standards Framework (Thomas/Sawkins 2008) – one of the tools promoted by the British strategy – features an end of life care register to which access is triggered by a ‘no’ answer to the so-called surprise question, viz. ‘Would you be surprised if this patient died within the next year?’


Where palliative care is better established, the question of whether it should have specialty status remains contentious, but experience from countries where it has a recognizable presence suggests that it raises the consciousness of the wider clinical community about the fact that ultimately all their patients die and that a multifaceted, holistic mode of care is widely appreciated. Such a mode of care is not just appreciated by dying people and their families but also by a far wider range of those who are ill. So while palliative care deals with dying like no other clinical group does, it is not solely about the very end of life but, as its founder said, it is about ‘living until you die’ (Saunders 1973). The author has encountered doctors who were nonplussed that a hospice should employ a physiotherapist but, of course, while a patient may be dying they are not dead yet, and help in remaining as safely active as possible improves morale, alleviates musculoskeletal discomfort and assists achievement of whatever life goals remain unfulfilled. Access to physiotherapy is therefore a key requirement for a properly comprehensive palliative care service.









1.1.1 Development of palliative care


Palliative care has progressed a long way from its origins in the 1960 s. Clinical services exist in over 115 countries; it is a recognized medical specialty or sub-specialty in Australia, Ireland, New Zealand, the UK, and the USA. Thirteen professorial chairs related to palliative care exist in the UK and over 30 internationally; there are at least 12 peer-reviewed English-language journals primarily devoted to palliative care research and development. Yet this progress masks huge deficiencies: more than half of the world has no access to palliative care; where it does exist, integration with the national health system is rare and funding is correspondingly erratic; standards of service are highly variable; availability of opioid analgesia is often restricted.


In many places there is therefore an immediate challenge to expand the availability of palliative care, in terms both of service provision and of medicines access. In 1987, WHO published its Analgesic Ladder, which identified morphine as the single most effective analgesic for cancer pain (WHO 1987) and effectively made a nation’s per capita consumption of morphine a proxy for the extent to which its citizens have access to pain relief and palliative care. Advocacy since that time by the WHO and its Pain and Policy Studies Collaborating Group at the University of Wisconsin can take much credit for the increase in willingness to prescribe opioids more often and more generously (Kuehn 2007). Global morphine consumption has risen from about two tons in 1985, before WHO intervention, to around 25 tons in 2012.


Nonetheless obstructions to patients actually obtaining the pain relief they need remain, particularly in developing countries where access to morphine is minimal or absent but where most people dying from cancer or AIDS live. Governmental fears of illicit trafficking of morphine are part of the problem, but so are medical anxieties about adverse effects. The opiophobia that disallows all opioid drugs can modify into specific morphine phobia, with the result either that only very expensive alternative opioids – with the same potential side effects – are allowed. Either way the poor get nothing. Yet morphine, properly used, is safe and 10 mg of it should not cost more than one US cent.


Two examples of palliative care groups taking the initiative to improve access to opioid analgesia are Romania and Uganda. In Romania successful lobbying persuaded the government to reform the previously highly restrictive laws on opioid prescribing (Mosoiu et al. 2006). In Uganda, similar lobbying achieved permission for appropriately trained nurses to supply morphine, transforming the situation for patients in country areas who had previously been able to obtain pain relief only by dint of themselves or a relative making a long trek to the nearest town with a hospital (Jagwe 2006). In both countries there have also been systematic efforts to provide education in palliative care for the healthcare workforce (Landon/Mosoiu 2010).


The challenges in developed countries have increasingly moved beyond the essentials of getting palliative care established. Even where dedicated palliative care services exist they cannot serve all those who are dying, still less all who have some need for palliation. This situation will worsen in future because of the ageing of western society. Typically, the number of people over 65 will double by 2040, and the number of deaths will increase by a third by 2025. It has been estimated that 80 % of those over 65 have some form of chronic illness and around 60 % have two or more chronic illnesses (CHPCA 2011). At the same time even cancers are assuming more of the character of chronic diseases, with those affected living for an increasing number of years but often with some degree of disability caused by residual disease or their original treatment. Palliative care in countries such as these faces a threefold challenge to:





• maximize the number of patients who can be seen with the resources available;


• have a strong focus on education in order to spread the essential skills of palliation around the health and social care professional community;


• be a catalyst for public education so that society gains greater ease not only in discussing and planning for the end of life but also in caring for relatives and friends who are terminally ill, in an era when shifting age structures means that the pool of professional carers is set to shrink compared to the number who will need to be cared for.






This agenda demands not only attention to the palliative care organization’s service but also to its relationship with other organizations and services. The vision must be that it should be possible to die well wherever that death occurs: home is the preferred choice of most, but more and more will die in care homes, and many are likely to continue to die in hospitals. At the same time, those who are dying should be enabled to live well until they die, and here lies the key contribution of physiotherapy. Rehabilitation and maintenance of function are needed to underpin ‘living well’, which may mean a shift of approach on the part of physiotherapists accustomed to full restoration of function as the goal of their interventions. The practitioners of palliative care and rehabilitation often do not know each other well, and yet they have complementary skills that if brought together could benefit many patients, particularly those with progressive neurological disorders (Turner-Stokes et al. 2007), and probably others as well.


To have a rehabilitative approach to care, modulated to the individual’s changing capability, is counter-cultural for the many members of the public who continue to see referral to palliative care as in itself a death sentence. All those who work in hospices have stories of those who could have benefited from the service much earlier had they and, often their families, not been too afraid to attend. Palliative care services must find ways to reach out to these groups, and the development of groups resembling conventional gym sessions can be one method. Such clinical initiatives can be complemented by national campaigns of public awareness-raising such as the UK Dying Matters project that has adopted a wide variety of methods – from print to video, from personal testimony to professional comedians – to encourage people to talk about their death, plan for it and become more comfortable with considering all aspects of death and dying (http://www.dyingmatters.org/).









1.1.2 Conclusion


Palliative care is about living as well as dying, about diseases well beyond cancer, and about far more people than just those directly affected through disease. Indeed, through its care of families it has the potential to affect attitudes towards healthcare and incurable illness across generations. But there is far to go before these ideals of care will be available to all who need them.
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1.2


Who is the palliative care physiotherapist?





Rebecca Jennings





To some, the place of the physiotherapist in palliative care may appear a contradiction: a profession dedicated to the rehabilitation, enablement and empowerment of patients juxtaposed with the domain of terminal illness, death and dying. However, it is essential to distinguish that just because a person has a terminal diagnosis does not mean that they have lost potential for some functional improvement, which is indeed possible in most patients with advanced disease (Cheville 2001). The professional profile of the physiotherapist working in palliative care is characterized by the potential to offer patients realistic hope, integrated with a pragmatic approach to support them and their carers. Regaining a sense of control supports patients to make choices that lead to adaptation and empowerment in the changing situations encountered on their illness journey (Platt-Johnson 2007).


Palliative care physiotherapists work with patients at the interface between life and approaching death, so must navigate a balance of wellness and health promotion with the realities of advancing illness. Additionally, physiotherapists encounter a diversity of diagnoses and functional impairments, contextualized within the complex layers of each individual patient’s personal, psychosocial and existential experience as they approach the end of life. These factors combine to demand a truly holistic approach that makes palliative care a challenging and rewarding specialty.


This chapter presents the professional profile of the palliative care physiotherapist, their skills, knowledge and personal characteristics. It illuminates the growing recognition of this profession as an integral component of high quality palliative care provision.









1.2.1 Professional profile: The value of the physiotherapist in palliative care


In today’s society where personal autonomy is paramount, patients are increasingly expressing the importance of maintaining functional independence as a major component of dignity in the face of advancing illness. As a result the concept of rehabilitation in hospice and palliative care is gaining more attention (Javier/Montagnini 2011). There is growing recognition of the indispensable role that physiotherapists play in leading the evolution of palliative care towards a more empowering, rehabilitative approach to care provision.


The professional profile of physiotherapy in palliative care is gaining importance and cognisance as we look to respond to the escalating needs of an ageing population as growing numbers of individuals approach the end of life. Future projections indicate that mortality rates are likely to increase significantly over the next twenty years, with an expected rise of 17 % in the UK between 2012 and 2030 (Gomes/Higginson 2008). Additionally, people are dying at older ages with 44 % of the total UK deaths in 2030 expected to be aged over 85 (Gomes/Higginson 2008). Such trends are representative of developed countries internationally where greater numbers of people are living with, and dying from, chronic diseases such as heart failure, chronic obstructive pulmonary disease (COPD) and dementia. However, this rise in life expectancy comes at a potential cost as longevity is frequently compromised by increasing levels of disability, especially in the last year of life (WHO Europe 2011).


The physiotherapy profession is uniquely placed to respond to the challenges posed by an ageing population. Through positive blurring of the boundaries between chronic condition management and palliative care support, physiotherapists are increasingly being recognized as leaders of a rehabilitative approach to palliative care within the interdisciplinary team as it embraces health promotion and self-management across the spectrum of advanced conditions (Cane et al. 2011).


The physiotherapist has potential to impact widely not only clinically but also strategically: the physiotherapist can help to optimize quality of life for patients with advanced illness, whilst reducing dependence on carers and support services, representing important cost savings. In this context they must represent an integral dimension of the interdisciplinary palliative care team (Kumar et al. 2011) and have a pivotal role to play in the development of palliative care services of the future.









‘Specialist generalist’: Defining attributes of the palliative care physiotherapist


From many perspectives the profile of the palliative care physiotherapist may be viewed as ‘specialist generalist’: distinguished by a combination of expert knowledge, diverse therapeutic skills, and varied clinical experience, which come together to support the holistic, often complex, needs of patients with advanced illness. We will see that while the philosophy of physiotherapy in palliative care is clearly underpinned by robust clinical assessment and reasoning with attention to detail of anatomy and physiology (Chapter 2.1), what differentiates it from other professions is the ability to contextualize this knowledge in the domains of functionality to accurately reflect the patient’s lived experience.


For example, consider a patient’s pain. The sensation of pain itself is a problem, and the strategies we can use for managing this complex symptom are explored in depth in Chapter 2.2. However physiotherapists also acknowledge that the true magnitude of pain can only be fully understood by going beyond the symptom to explore the wider context of what it means to each patient, to understand how the “total pain” experience (Chapter 1.3) impacts on that person’s function and ability to interact with their environment and others (Jennings unpublished 2012). This is the interface where disease renders the body conscious, where the symptoms and impairments of advancing illness mean that the ability to function, once taken for granted, is compromised (Williams/Bendelow 1998). This is the domain of the palliative care physiotherapist. Through a whole person approach, bridging both medical and psychosocial disciplines, physiotherapists work alongside patients and their carers to help:





• maintain independence;


• adapt to functional losses engendered by advancing disease;


• redefine interaction with the world;


• preserve a sense of self until the moment of death.



















1.2.2 Clinical skills and knowledge









Knowledge of anatomy and pathophysiology of advanced, life-limiting conditions


Whilst the speciality of palliative care has traditionally grown out of oncology (Addington-Hall/Higginson 2001), over recent decades palliative care services have widened to embrace the spectrum of life-limiting conditions. Access to palliative care is determined by patient need rather than diagnosis or stage of disease. As a result in any given day the palliative care physiotherapist may encounter patients with a range of diagnoses, including cancer, chronic obstructive pulmonary disease (COPD), dementia, heart failure, HIV, motor neuron disease, multiple sclerosis, or renal failure, in addition to other less prevalent conditions that limit life expectancy. Despite the high prevalence of symptoms in advanced disease (Figure 1.1), many can be improved through timely and effective physiotherapy intervention. Increasingly non-pharmacological approaches to pain, breathlessness, fatigue, oedema and anxiety are recognized by all the medical teams as an essential component of symptom management. In many situations, such as the control of refractory breathlessness (Chapter 2.3, Chapter 2.4), they are considered equally as important as pharmacological treatments (Booth et al. 2008). Specific chapters in Part 2 of this book address many of these symptoms directly and, using case studies, illustrate the valuable role of the physiotherapist in symptom control at the end of life.




[image: image]


Figure 1.1 The profile of physiotherapy-responsive symptoms in common conditions in palliative care  (based on data from Saleem/Leigh/Higginson 2007 and Solano/Gomes/Higginson 2007) [M541/L157]





Physiotherapists possess sound clinical knowledge of the anatomy and pathophysiology of cancer, neurological conditions and organ failure to provide a platform for robust clinical reasoning, which underpins every dimension of clinical practice. The communication of this knowledge to educate patients represents a major component of the rehabilitation process (Platt-Johnson 2007) through which the physiotherapist empowers patients and their carers. A key attribute of the physiotherapist profile is the ability to explain how the disease processes affect physical functioning in a clear, non-threatening way. This helps them to understand their condition, and by facilitating the exploration and alleviation of patients’ fears, promotes informed self-management.









Attention to the interface between symptoms and function: Emphasis on early detection and proactive response


As the profession working most closely with patients to optimize functional ability, physiotherapists effectively establish how their physical symptoms impact on activities of daily living and normal day-to-day existence. Early presentation of symptoms is often evident on exertion, and physiotherapists are well placed to detect and diagnose subtle changes in a patient’s condition. Frequent opportunities for detection may arise throughout the disease trajectory depending on the timing of physiotherapy interventions (Chapter 1.4). This enables proactive identification of certain reversible or treatable conditions, such as chest infections, steroid induced myopathy or dependent oedema, which when accurately differentiated from disease progression can be successfully treated to make a significant impact to patients’ health and quality of life.


This close association with patients also puts physiotherapists in an advantageous position to screen for palliative care emergencies, such as malignant spinal cord compression, pathological fractures, superior vena cava obstruction and pulmonary emboli (Smith 1994; Watson et al. 2005). Physiotherapists – through a good working knowledge of signs and symptoms and comprehensive physical assessment skills – can accurately suspect the onset of these conditions, elicit formal diagnosis and, in so doing, activate appropriate treatment pathways to avert the risk of irreparable decline for patients including irreversible paralysis and premature death (Watson et al. 2005).


The above examples reflect the emphasis on proactive rather than reactive care: a hallmark of the physiotherapy profession. Some of the most challenging palliative care emergencies are discussed further in Chapter 2.1. By educating patients to understand their disease process and encouraging them to proactively detect changes in their condition, patients are empowered to become experts in their own well-being. In this way physiotherapists play an important role in facilitating health promotion and foster a growing sense of control.









The impeccable holistic assessment of function


Despite the myriad losses encountered in advanced disease, physiotherapists have potential to make a significant difference to many of these dimensions of quality of life (Javier/Montagnini 2011; Oldervoll et al. 2011; Yoshioka 1994).


These include biographical disruption in which independence and autonomy, social participation, social roles, vocation, self-esteem and self-worth may be compromised (Bury 1982; Reeve et al. 2010). The key lies in impeccable holistic clinical assessment. How this is implemented is detailed in Chapter 2.1. The aims are to identify the combination of factors impacting on a patient’s ability to function and to explore the significance of such factors for that person within their own life context. This process is unique to each individual. It provides an insight to who that person is, what motivates them, what worries them, and what their priorities are at that moment and for their future. Through this growing understanding the physiotherapist is perfectly placed to develop a relationship with their patient as a whole person, and to formulate a collaborative plan through which physiotherapy can make a real difference.


Physiotherapists also play a key role in advocating for patients’ independence and empowerment. By feeding back their assessment findings to the wider team, physiotherapists voice the real concerns of patients, helping to ensure that their personal goals and fears remain firmly at the centre of holistic care. Patient views inform physiotherapists’ practice, and more can be learnt on this subject in Chapter 1.5.









Clinical approach


A defining characteristic of the professional profile of the physiotherapist working in end of life care is their role in supporting patients to ‘habilitate’ that is to adapt to and come to terms with changes encountered on their illness journey, stepping beyond unrealistic expectations of returning to premorbid levels of function which the ‘re’ of rehabilitation implies. Physiotherapists champion a rehabilitative approach to palliative care provision across the interdisciplinary team. This supports patients to make functional improvements in the face of multiple losses encountered in advancing disease (Cheville 2001), and regardless of how small, these can offer patients realistic hope and a positive focus through which patients can exert some control over their illness.









Pragmatic outlook


A pragmatic ‘can do’ approach is often characteristic of physiotherapists working in palliative care who think ‘outside of the box’ to find creative rehabilitative approaches. When time is of the essence, perspective on risk must whenever possible be adjusted to support patients’ wishes, which may be their last. There is often a small window of opportunity, and without pragmatic action that window may close with deterioration and no opportunity for a second chance. Physiotherapists contributing innovative solutions and a willingness to take considered risks can make all the difference to patients’ quality of life. Scenarios include mobilizing a patient with metastatic bone disease at high risk of pathological fracture or spinal cord compression who wishes to remain independent, or negotiating the balance between safety and independence to support a patient’s wish to go home, even if the discharge is only likely to last a few days. These are examples of the complex scenarios to which the palliative care physiotherapist routinely applies sound clinical reasoning skills (Chapter 2.1).









Interdisciplinary working and shared leadership


Teamwork is an integral part of the philosophy of palliative care (Saunders 1976) with the model of interdisciplinary working firmly embedded in clinical practice (NICE 2004). Increasingly the physiotherapist is recognized as a core member of the specialist palliative care team (Kumar et al. 2011) together with doctors, nurses, social workers, spiritual care workers and a range of other professionals, where each professional group contributes expertise such that the collective expertise of the team is greater than its individual parts (Crawford/Price 2003).


The interdisciplinary model of palliative care promotes collaborative working between professions in a non-hierarchical working style (Connor 2009). Leadership is task dependent, determined by the individual patient’s situation (Crawford/Price 2003). By providing realistic guidance regarding patients’ functional abilities, goals and aspirations to inform discharge planning and support the team in a unified rehabilitative approach to care, the physiotherapist enables patients to live actively until they die (Saunders 1976). These evolving approaches to end of life care are discussed further in Chapter 1.3.


Physiotherapists have a key educational role (Platt-Johnson 2007) in promoting non-pharmacological strategies and rehabilitative approaches to care both to palliative care colleagues and professionals working in generalist roles such as district nurses, general practitioners and community teams. Skilful in problem-solving, their experience is frequently sought to contribute pragmatic solutions and practical perspectives to team debriefs and patient case reviews.


Furthermore physiotherapists increasingly embrace opportunities for leadership and management that provide a platform for physiotherapists to influence patient care at a more strategic level, to look beyond the individual patient, and to consider the big picture of palliative care delivery. The undertaking of postgraduate courses can be supportive to this progression. Such enhanced roles offer unique challenges in creative service development and require a combination of vision, ability to inspire and motivate others, and a commitment to transform patient care.









Personal attributes


This specialist field attracts physiotherapists with a desire to address the whole person. They build close rapport with their patients through a focus on ‘real’ lived functional problems that bring the impact of advancing illness on day to day life out into the open. This facilitates a relationship of trust and respect in which patients feel safe to let down their barriers and share their inner thoughts and fears. Physiotherapists are well advised to pay close attention to patients’ views; an exposition of these can be found in Chapter 1.5. By grasping the opportunities presented during physiotherapy sessions to support patients and their families to have open, honest conversations, their wishes and concerns regarding the end of life can be fully explored. This is essential to ensuring such wishes can be planned for and met (Barclay/Maher 2010).


Physiotherapists working in this field possess advanced communication skills, which enable them to ‘go there’ with patients to explore their psycho-emotional and spiritual needs (Chapter 3.1, Chapter 3.2, Chapter 4.2). This must be balanced with accurate empathy, i. e. the ability to sensitively understand patients’ feelings in the immediacy of the moment, without being lost in their own feelings (Rogers 1957, Rogers 1967; Watson et al. 2005). It is crucial to develop the art of maintaining sufficient emotional distance to provide appropriate support, while building professional resilience (Chapter 5.1) to work effectively in a challenging field. This emotional intelligence enhances our profile both with patients and colleagues.















1.2.3 Education opportunities for physiotherapists in palliative care


Although physiotherapy education varies in different countries, it ranges mostly from the undergraduate degree – the necessary qualification to practise as a physiotherapist – through to postgraduate masters and doctorate courses, which facilitate the academic expertise of physiotherapists specializing in palliative care.





Undergraduate physiotherapy degrees


Undergraduate physiotherapy degrees internationally range in duration from 3–4 years. Although little attention has been dedicated historically to palliative care in the undergraduate curriculum, palliative care physiotherapists are increasingly being invited to deliver lectures on these degree courses, and students are offered the opportunity to undertake palliative care placements for their elective clinical options. Developing close relationships between experienced palliative care physiotherapists and training colleges provides scope to raise the professional profile and promote physiotherapy career opportunities in palliative care.









Continuous professional development


Physiotherapists are committed to the pursuit of evidence-based practice and evolving professional knowledge to ensure that they provide current best practice to patients. For palliative care physiotherapists this may include:





• keeping up to date with current evidence relating to physiotherapy and palliative care;


• attending and contributing to in-service presentations or educational lectures within their physiotherapy team or organization;


• pursuing specialist knowledge by undertaking training courses specific to physiotherapy or palliative care;


• attending or presenting at palliative care conferences (nationally and internationally);


• reflecting on current personal physiotherapy practice in palliative care;


• participating in palliative care research;


• contributing to local, national and international committees that influence physiotherapy or palliative care development at a strategic and policy level.













Postgraduate study


Increasingly physiotherapists pursue postgraduate study to attain masters or doctorate qualifications in palliative care. In the UK these courses are multiprofessional, offering a unique learning environment that replicates the interdisciplinary nature of palliative care in practice. Such courses allow physiotherapists to develop expert knowledge in their chosen field of palliative care, to undertake research to support the effectiveness of physiotherapy interventions, to develop leadership and management skills, and to raise the profile of physiotherapy in this field.


In this chapter an example is given from Austria and Germany showing the development of having physiotherapy in palliative care integrated into the undergraduate education course and how the profile of palliative care as a specialty has been raised amongst physiotherapists (Box ‘Germany and Austria’).








 Germany and Austria – a model for training, further education and professional teaching


Rainer Simader





 History


In 1996, the first foray into the world of teaching palliative physiotherapy was made by Peter Nieland at the Dr Mildred Scheel Academy in Cologne. The experience thereby gained was gradually expanded, from 1999 onwards, in order to create and develop a curriculum for palliative physiotherapy under the auspices of the Physiotherapy Working Group of the German Society for Palliative Care (DGP). Initial data confirmed that in many practical clinical placements – primarily in the areas of intensive care, oncology and geriatrics – students of physiotherapy are confronted by the subject of “death and dying” (Katamay 2003). In 2005, an analysis commissioned by the DGP questioned the extent to which the subjects such as ‘dealing with patients who are seriously and terminally ill”, ‘handling loss and grief”, ‘palliative medicine” or ‘ethics”, for instance, are integrated into physiotherapy training (Simader 2005). To this end, questionnaires were sent to all educational establishments in Germany, Austria and Switzerland. Half of those surveyed initially claimed that the said topics were covered in various lessons. On closer inspection, however, it became clear that palliative care skills were hardly being touched upon; legal or pathophysiological aspects, for example, were more likely to be addressed. Only at two educational institutes was the subject of palliative care mentioned in the curricula. Overall, the assumption was confirmed that despite a considerable need, knowledge of palliative care was minimal and regulated teaching of the subject was lacking (Simader 2005, Nieland 2008).









 Consequences


As a consequence, a 40-hour basic curriculum for physiotherapists was developed (Mehne/Nieland/Simader 2007), serving as the foundation for training and further education of physiotherapists. It encompasses both palliative care, nursing and psychosocial, as well as ethical, spiritual and physiotherapeutic approaches to the reasoning and practical concepts specific to palliative physiotherapy.


In order to integrate such content into programmes for basic training as well as continuing professional development (CPD), resources were used from the taskforces of Physiotherapy in Palliative Care and Hospices of the German Society for Palliative Care (DGP), and of the Association of Austrian Physiotherapists (PhysioAustria) as well as the Central Association of German Physiotherapists (ZVK e. V.).









 Advanced and further education/CPD


Since 2007, diverse private and state educational establishments in Germany and Austria have been offering 40-hour basic courses as well as a number of shorter introductory and advanced courses aimed at physiotherapists and palliative care teams. During these often one-week courses, physiotherapists are taught by members of the various palliative care professions (medicine, nursing, psychosocial professions, pastoral care, etc.), whilst course administration is the responsibility of a physiotherapist experienced in palliative care.


‘Physiotherapy in Palliative Care’ has been integrated as a model into physiotherapy master programmes (e. g. at the University of Applied Sciences of Hildesheim and University of Applied Sciences of Vienna).









 Basic training


By linking a large number of physiotherapy teachers and study directors with the Taskforce1, the subject ‘Physiotherapy in Palliative Care” was incorporated in 80 % of all bachelor programmes in Austria by 2012, at 15 to 40 teaching units – in most cases as a compulsory subject, and in a few institutions as an option. The curricula were modified, accordingly, as part of educational reforms. In Germany, the state subsidised changes were made in 2010 in the federal state of Bavaria.


The response of the students has mostly been very positive and beyond the technical level the subject is judged to be very useful (Chapter 1.6). The palliative approach (in addition to rehabilitation and prevention) has now become part of the professional profile of a physiotherapist.









 Continuous interprofessional education


Owing to the increasing involvement of physiotherapy in palliative care, more and more therapists are being invited to provide advanced and continuous education courses to interdisciplinary teams. In turn, this broadens the awareness of potential referring doctors as regards physiotherapeutic skills and promotes the necessary exchange.


The following aspects were, and are helpful in successfully integrating physiotherapeutic components into further and continuous education programmes:





• Creation of specialised physiotherapy groups (with therapists working in clinical, teaching and research environments)


• Networking and close cooperation with professional associations of physiotherapists as well as palliative care and hospice organisations


• Working with and advising training establishments


• Working with and advising associations and expert panels


• Attendance at events


• Publications


• Certification and quality assurance

















Internet links





 German Society for Palliative Care [Deutsche Gesellschaft für Palliativmedizin]: www.dgpalliativmedizin.de


 German Physiotherapy Association [Deutscher Verband für Physiotherapie] – Central Association of German Physiotherapists [Zentralverband der Physiotherapeuten/Krankengymnasten]: www.zvk.org


 Physio Austria, Association of Austrian Physiotherapists [Bundesverband der PhysiotherapeutInnen Österreichs]: www.physioaustria.at











1TN: Taskforce Palliative Care of the Austrian federal association of physiotherapists (PhysioAustria)
















1.2.4 Conclusion


The profile of physiotherapists in palliative care is evolving internationally. The reader will encounter perspectives from different countries where the physiotherapists’ clinical status differs from their own. Some are fortunate to work in well-integrated multiprofessional teams; others in isolation. A common factor that unites physiotherapists is, however, that they are recognized as experts in non-pharmacological and rehabilitative support for their patients and, consequently, respect for the profession is increasing. Physiotherapists working in this field are ‘specialist generalists’ and have much to offer patients through their pragmatic approach, with an emphasis on empowerment, enablement and self-management. This ethos puts health promotion and positive adaptation to disability at its heart.


Physiotherapists are in a unique position to work at the interface of chronic disease and palliative care. The profession is likely to grow in prowess as physiotherapists see greater numbers of patients with chronic conditions benefiting from palliative care in the future.


Increasingly physiotherapists are stepping forward for leadership positions to creatively raise the profile of physiotherapy as an integral component of high quality end of life care provision. Promoting a rehabilitative approach to palliative care, with continuing close attention to education and psychosocial well-being, the physiotherapy profession can shape both the dignity and quality of life of patients as they navigate the challenges of disease progression, supporting the patients to live fully until they die.
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1.3


From symptom control to rehabilitation: Physiotherapy approaches to end of life care





Jenny Taylor





The role of the physiotherapist in palliative/end of life care embraces a wide range of both core and specialist skills, and a well-developed ability to engender trust, confidence and coping strategies in very vulnerable patients. This chapter presents an overview of the current palliative care approach to both patients and their carers. Many of the topics raised are addressed in detail by other authors in subsequent chapters. The complexity of multi-factorial symptoms, the challenge of establishing appropriate and collaborative goals, patient expectations, and how all these affect the role of the physiotherapist in this specialty are discussed. Models of treatment evolve, and previous conventional specific symptom-control measures are developing into a ‘whole person’ approach. Reference is made to the importance of inter-professional collaboration and advanced communication skills. Expert teamwork, case reviews and support for all team members are all noted. Excellent psychosocial skills play a key role in advising patients and families both practically and emotionally. Of growing importance is the educational role of the physiotherapist; above all, the importance to equip the patient, family and professional colleagues with the skills to transfer control into the hands of the patient (Wells 1990). Finally, in recognition of the fact that we are subject to a changing landscape with limited resources in a continually developing field, we explore potential innovation for the physiotherapist in this growing specialty.









1.3.1 Physiotherapy then and now


During the 1960 s, in many countries rehabilitative physiotherapy for cancer patients was largely considered to be contra-indicated. Primarily it was deemed appropriate only for a few patients whose disease was considered stable and prognosis relatively positive. Dietz (1969) stated that the principle goal of rehabilitation for people with cancer was improvement in life quality irrespective of time remaining, and with emphasis on maximum productivity with minimum dependence. While this philosophy remains true, the scope of physiotherapy in end of life care has broadened considerably. Palliative care now embraces a wider range of diseases besides cancer, and boundaries with long-term conditions are blurring. With the development of more advanced symptom control, patients are active and ‘well’ for longer. More freedom to interpret rehabilitation and service delivery provision has emerged as the physiotherapist’s professional identity has continued to evolve. In the UK physiotherapists have been autonomous practitioners since 1977, enabling them to use their own clinical judgement and choose treatments without prescription from a medical practitioner. However in many countries medical referral for physiotherapy remains obligatory. The ICF (International Classification of Functioning, Disability and Health) includes social disability, which is particularly pertinent to palliative care. This WHO (World Health Organization) standard framework model mirrors a physiotherapy service delivery that has shifted from a specific symptom control model to today’s active functional and participative model. Moreover, in more recent years it has extended to include aspirational general fitness (Figure 1.2). Many patients have been involved in sport or active gymnasium membership as part of a previous lifestyle. Now that rehabilitation expertise is accessed for longer periods and often sporadically throughout patients’ longer disease trajectory, exciting opportunities exist to raise the professional profile of physiotherapists. The physiotherapist is perfectly placed, therefore, to sit right at the heart of good rehabilitative palliative care.
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Figure 1.2 A gentle workout on the treadmill (© St Christopher’s Hospice, London, UK) [T440]












1.3.2 Current context and aim of intervention


The founder of the modern hospice movement, Dame Cicely Saunders (1918–2005) succinctly described the aims of the palliative care professional: ‘to enable the dying person to live until he [or she] dies, at his own maximal potential performing to the limit of his physical and mental capacity with control and independence whenever possible’ (Saunders 1998). There could be no better quotation to serve as a model for the physiotherapist. The National Institute for Clinical Excellence (NICE), which provides guidance in health issues in the UK, states that ‘palliative rehabilitation attempts to maximize patients’ ability to function, to promote their independence and to help them to adapt to their condition’ (NICE 2004). Both statements embody the key challenges placing end of life care approaches apart from the conventional, more traditional, symptom specific and time-focused approaches (Table 1.1). In the palliative care setting the physiotherapist is presented with a more complex scenario than in the acute setting, where the intended outcome is to return the patient to full pre-morbid power, range and function. Patients display a wider range of symptoms, drawing on the entire range of physiotherapeutic skills, reflective and analytical abilities and personal resources.




Table 1.1


Comparison of physiotherapy approaches at end of life
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After scrupulous attention to a full assessment and details of medical history, the physiotherapist must be ready to apply not only a thorough knowledge of palliative care but also a range of specialties including elderly care, musculoskeletal, neurology, oncology, orthopaedics and respiratory care. In end of life care a more problem-orientated, confidence-building and enabling approach is applicable. ‘Problem’ in this context is used as a subjective concept. Disability and impairment carry major intractable implications for the patient requiring analysis and interpretation far beyond purely symptom control. By enhancing function, adaptive coping and independence within progressive disease constraints, the focus shifts towards a more patient-centred, holistic approach and includes addressing progressive general fatigue and weakness. Primary emphasis is on discovering how the patients perceive their problems, not only how the therapist perceives them. Furthermore the approach is often heuristic (that is, explored and managed by trial and error) and developing strong clinical relationships with these very vulnerable patients engenders considerable trust. A compassionate and sensitive attitude is the firm foundation for meeting patient needs to reduce dependency. Gradual patient empowerment builds towards a goal of self-reliance and self-efficacy.


While committed to protecting patients from a sense of failure or self-delusion, the physiotherapist must always be mindful that ‘people in authority tend to forget that many patients are able, and want to talk about their own fear’ (Mr R. F., a patient reflecting on successful physiotherapy intervention) (Chapter 2.7). Recently, a new reality has emerged for consideration: survivorship. This has a huge impact on service provision commissioners in the UK (Department of Health et al. 2010). According to Webster et al. (1995) emphasis rests on being as fit and well as possible while surviving, and rehabilitation is key. Patients now living with dying for longer periods present with higher expectations of life quality. They proactively seek access to rehabilitation services and often have episodic treatments throughout an extended illness trajectory (Platt-Johnson 2007). Physiotherapy in this specialty extends beyond the traditional care of the patient to include consideration of family concerns and environmental needs. Objective aims for the physiotherapist may appear clear, but the emphasis on listening to the patient’s unique needs is supremely important.
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• Look for symptoms presented in complex and unexpected combinations.


• Is the physiotherapist’s problem the patient’s problem?


• Is the disease managing the patient, rather than the reverse?
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• Ensure listening is ‘active’ (Chapter 3.1).


• Ensure that treatment sessions are patient-directed.


• Think holistically with the patient at the centre.

















1.3.3 Patient goals and outcomes


Patients at end of life are faced with complex and challenging symptoms associated with their physical decline and loss of function (Eva/Wee 2010). An uncertain disease trajectory and consequent adjustment process compound their increasing dependence and sense of loss of control. The evidence shows, above all, a worry of becoming a burden to others (Cheville 2001; Chochinov et al. 2002; Seale/Addington-Hall 1994). The physiotherapist improves life quality by employing strategies to maximize ability and function within restrictions imposed by disease. Encouraging the use of adaptive techniques, patients are helped to move – in as far as potential allows – from debility to ability.


‘I think physiotherapy is wonderful. I feel pleased with myself when I’ve been in the gym. I didn’t think I would manage to walk up stairs again. But it’s so nice to be with other people who have similar problems that it makes it easier to try with support from the staff. It’s good not to feel alone, as I often can feel quite isolated at home’ (Mrs J. M., a patient with primary brain tumour).


Developing high levels of mutual trust and understanding is the firm foundation of physiotherapists’ professional relationship. Self-esteem is often very low. Impaired ability to perform even simple everyday tasks strikes at the heart of patients’ dignity and provokes feelings of isolation, not just from close family but wider society in general (Hilario 2010). Widely varying symptoms both challenge and compromise expected outcomes. Devising programmes of therapy to maximize limited functional potential demands a high level of professional skill. Strategies are modified to work within a realistic time framework, and withdrawal of therapy as the patient’s disease status changes needs to be sensitively managed.


Underlying these considerations is the importance of excellent psychosocial skills to negotiate changing goals and uncertain outcomes. Outcome measures are fraught with difficulty. Many are unwieldy, and there is unease when applying outcome measures to terminally ill patients. An additional problem is response shift: perceived patient outcomes will be influenced by a multitude of factors both over time and in the context of disease progression. This makes perceived patient outcomes very difficult to interpret accurately.
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• Set realistic and achievable goals in collaboration with the patient.


• Too high goals result in compromised commitment to physiotherapy.
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• Observe patient’s demeanour and body language.


• Building trust is the key to managing changing goals.

















1.3.4 Understanding the patient in depth


The first encounter between patient and therapist is pivotal. Patients are subject to a complex mix of emotions influenced by losses, hopes and fears (Figure 1.3). A distraction-free environment, where possible, is best. In the author’s experience, this need not be in complete privacy; the presence of other patients and physiotherapists can often reduce anxiety or apprehension by ‘normalizing’ the experience. The physiotherapist attends closely to the patient’s insight, to acceptance of the diagnosis, and to the apparent adjustment to its physical implications. As Saunders notes, ‘We have to listen to the details of symptoms, giving constant attention to changing needs. We are concerned both to relieve suffering and that our patients should maintain their own character and style to the end’ (Saunders 1988, p. 11).
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Figure 1.3 It’s a huge wall to climb … [M541/L157]





Patients often have a relative or carer in attendance. Supplemental information provided helps understanding of the patient’s temperament and their place in the wider family group, and can ensure a more effective and individualized treatment strategy. But caution is advised, as emotional stress or a well-meant desire for a positive outcome for the patient can influence a relative’s perspective. This can distract the therapist from the gold standard ‘impeccable’ assessment (WHO). When physically assessing the patient, addressing pain is of primary importance. The therapist needs to have a sound working knowledge of the ‘total pain’ concept (Figure 1.4) as this will impact on patient management.
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Figure 1.4 Total pain concept [M541/L157]





In a study of 100 patients in a palliative care unit, 90 % of patients with a functional disability reported deconditioning. This is broadly an umbrella term for a combination of muscle weakness, fatigue and breathlessness and is very prevalent in this patient group; 56 % of these patients gained functional improvement after 2 weeks of intervention, and 33 % continuing improvement towards physiotherapy goals (Montagnini et al. 2003). Reassurance is vital to ensure the patient is not over-exhausted by a first assessment. If confidence is undermined, commitment to ongoing sessions will be compromised.








 Total pain


Dame Cicely Saunders developed the ‘total pain’ model from her own experience working with patients at the end of life. Her unique multiprofessional perspective as a nurse, social-worker and finally physician, brought a new understanding to the complex suffering she observed in her patients. This pain was perhaps most succinctly described in 1963 by one of her patients: ‘It began in my back, but now it seems all of me is wrong’ (du Boulay 2007, p. 137).


It became clear to Dr. Saunders that as well as addressing the more obvious physical symptoms, many underlying issues of social, emotional, and spiritual pain all conspired to exacerbate the patient’s pain experience. These components were therefore of equal importance to consider in ensuring a ‘whole person’ approach. The categories of ‘total pain’ could in practice be further broken down to include such factors as isolation, financial worries, societal and cultural concerns, family tensions, anxiety, depression, anger, and fear. Implicit to this new understanding was that a collaborative approach would be needed if symptoms were to be effectively managed. Consequently physiotherapists, when assessing patients, must pay careful attention to the broader implications of symptoms presented.


This ‘total pain’ concept is now widely recognised throughout the palliative care world and is the foundation of all end of life care.


Fundamental to implementing this approach, Cicely Saunders passionately believed, too, that on-going education and research must always be central as this would guarantee that palliative care would hold its place firmly in the mainstream of medicine.
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• Pace assessment while monitoring patient closely.


• Balance individual components of treatment sessions.


• Consider and analyse carer’s perspectives, but keep the patient central at all times.


• Allow for ‘deconditioning’: it lowers energy levels.
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• Plan environment carefully for first assessment.


• Outline strategic treatment plan in discussion with patient.


• Define lower goals to ensure over-achievement for patient morale.


• Keep ‘total pain’ concept central to all interventions.


• Be optimistic and positive, but realistic and honest.

















1.3.5 Team-working


‘Blurring of boundaries is to be expected’ (Platt-Johnson 2007, p. 243)


A holistic approach to the patients’ needs is crucial. This is best delivered by a multiprofessional team collaborating effectively and seamlessly to provide an integrated and co-ordinated package of care. Hopkins and Tookman (2000) formulated that patients are faced with reconstruction of a new ‘self’, and this needs support from all members of the multiprofessional team. The patient’s past life has to be reconfigured through appropriate aims and goals in order to shape a future that can be made sense of. This approach challenges the physiotherapist to tailor services appropriately in discussion with other professionals. Where teams are fortunate to work with a non-hierarchical ethos, the physiotherapist’s attitude is non-isolationist, honouring other colleagues’ skills. Mutual support can be given with a readiness to cross-refer to other clinicians.


The mode and source of referral vary around the world, and depend upon various factors, e. g. the palliative care team, specialist doctors, general doctors, community services, and the setting (an acute setting, or self-referral). Team discussions and regular case reviews can ensure that a holistic approach is maintained. Opportunities exist to share problems, reappraise symptom management and ensure a right balance of each professional’s input. In contexts where professional autonomy is more restricted, proactive team-working presents a golden opportunity to show-case the considerable skills of the palliative care physiotherapist. Developing supportive and trusting relationships amongst colleagues is crucial. Physiotherapists working outside more formal structures can usefully network with SIGs (specialist interest groups), accessed via national professional organizations; physiotherapists can also consider setting up informal meetings with colleagues involved in patient end of life care. Complex cases can take their toll on emotions, and working in this specialty is both challenging and stressful; clinical supervision for the therapist is therefore paramount.









1.3.6 The collaborative physiotherapy model


Patients are treated as outpatients, in an inpatient unit, either on a one-to-one basis or, increasingly in hospice and palliative-care day units, patients attend group sessions. Interviews conducted with palliative care patients (Enes 2003) established that a major feature in a patient’s sense of dignity was to feel able to exert a sense of control over his or her own body. Throughout physiotherapy sessions the therapist approach is collaborative, not paternalistic. By focusing more on self-direction, and by encouraging ‘ownership’ of their rehabilitation, patients are inspired to aim for, and often achieve, their goals, however small. Many patients receiving palliative care experience low self-esteem and diminishing self-worth, described as ‘dignity of self’ (Jacobson 2007), which has implications for socialization with others and a feeling of dissociation or exclusion from interactive relationships. In the author’s experience, more able patients relish the opportunity to gently ‘work out’ in a small group, supervised in a contemporary fitness gym (Figure 1.5). The camaraderie that develops is mutually supportive, motivation is often high, and patients support and encourage each other in an inspirational way. This approach has the added advantage that a greater number of patients can gain access to physiotherapeutic services. See also “Group therapy” in Chapter 2.6.




[image: image]


Figure 1.5 Exercising together with professional support (© St Christopher’s Hospice, London, UK) [T440]












1.3.7 Physiotherapy at end of life


A significant proportion of physiotherapists’ work continues to be with the dying patient, who is mainly confined to bed and with very limited potential for active rehabilitation. Physiotherapeutic strategies remain central to implement aspects of terminal care. These include pain relief, respiratory care, optimum positioning, increasing joint range, gentle muscle strengthening and contracture reduction techniques. Although rehabilitation strategies will be modified, mobility should be understood as a spectrum. Goal defining is always patient-specific. When represented diagrammatically, it can be seen that mobility includes all movement, however limited that may be (Figure 1.6); when broken down into components, every level of ability has equivalent value for the individual patient.
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Figure 1.6 The spectrum of mobility [M541/L157]





While empathizing with the patient’s deterioration, the optimum treatment model continues to address key symptoms, allowing space for the patient’s autonomy in discovering remaining potential and drawing on the patient’s inner resources. The physiotherapist can advise nursing teams and carers on moving and handling issues and transferring techniques where applicable. This blurs the boundaries of the multiprofessional team in a positive way.









1.3.8 Alternative contexts for physiotherapy intervention


Through the establishment of home-care teams, many patients receive physiotherapy in the community, in their own homes or – in some countries – in nursing homes. Functional needs can be judged in the patient’s own environment, and family concerns can be more thoroughly explored. However, many therapeutic modalities are difficult to implement in a non-clinical environment and home visits present staffing and time challenges. Good networking with community services plays a vital role, and valuable opportunities exist for liaison with a wide range of different professional colleagues. A home visit presents an ideal opportunity for the physiotherapist to give advice and education in activities of daily living, not only to the patient but also to the family and carers.
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Work with the patient, and do not ‘do to’ the patient!





• Mobility is a spectrum: place equal value on all goals.


• Regular clinical supervision must be prioritized.


• Potential therapist ‘burn-out’ is a risk in this field, due to continuous attrition.
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• Group work lifts morale and encourages mutual support.


• How to empower a more functional patient who feels helpless? Help less!


• Regular team de-briefs can review what worked (and what did not).


• Set up informal and confidential case review meetings with colleagues.

















1.3.9 The educational role of the physiotherapist


Delivering education is a growing priority for the physiotherapist working in palliative care. Staffing and rehabilitation service-access constraints exist in most community services and palliative-care units. Rehabilitation programmes designed to teach nurses the basics of assisting inpatient-directed mobility and functional activity can help to maximize the patients’ capacities, however limited they may be (Cane et al. 2011). Based on the understanding that rehabilitation starts at the bedside, the workload of nursing teams in facilitating patient care is reduced, and the physiotherapy role gains a higher profile within the multiprofessional team through better mutual understanding. Nurses develop their own formal competencies and physiotherapists are thus enabled to implement and focus on more specialist input. ‘To deal with complexity you need a well-functioning team. Rehabilitation is not uniquely the domain of the Allied Health Professional’ (Tookman, unpublished observation, 2007). Student placements in palliative care are mutually rewarding, challenging misconceptions about rehabilitation for the dying, demonstrating holistic, problem-focused assessments, and updating current clinical development. Opportunities to present seminars and case studies to physiotherapy undergraduates, if enthusiastically grasped, sow the seeds of palliative care as a possible future career choice. Ongoing commitment to continuous professional development (CPD) is key to ensuring a firm foundation of palliative care knowledge and maintains current best practice. The educational role of the physiotherapist is extended effectively by delivering teaching presentations to both carers’ and professional groups. Possible practical topics to include are fatigue management, falls prevention, moving and handling, pacing and coping, transfer assistance, and advice on general activities of daily living. When a carer is directly involved in the techniques and strategies that have been taught to the patient through their physiotherapy sessions there is an opportunity for solidarity in coping and in managing disease progression creatively.









1.3.10 Innovation


In this continually growing specialty it is important for physiotherapists to embrace new models of clinical intervention, and to be prepared to take risks by not being possessive of their own skills. The effective physiotherapist can grasp new and imaginative initiatives, and always be ready to broaden approaches through working with other professional colleagues in alternative settings, where appropriate (Wu/Quill 2011). To maintain currency as a profession, there is an imperative for the physiotherapist to strive to reflect up-to-date models of fitness. This includes using the latest modern sports equipment and interactive technology, selecting those that are attractive but non-intimidating for the palliative care patient. New models of practice emerge from an open attitude to contemporary and creative approaches. There is potential for input to a range of multiprofessionally-led group sessions, designed for patients both with and without carers. The innovative physiotherapist is wise if receptive to new concepts and fresh ideas suggested by physiotherapists new to the specialty. Integrating motivational and anxiety management techniques can help meet the complex physical needs of these patients. In the author’s experience strategies in cognitive behavioural therapy (CBT), for example, are invariably useful. The patient is enabled to gently challenge any faulty beliefs or perceptions around mobility and function. By reducing fear and improving both confidence and outlook, very positive outcomes result.


A key priority is conducting audit and evidence-based research. Ongoing reviews of appropriate outcome measures ensure effective evaluation of physiotherapeutic interventions. These will play a major role in helping commissioners of palliative care service delivery in all countries to perceive physiotherapy as a key profession in this field.








 Possibilities and opportunities in palliative/end of life care with physiotherapy as a key role: Future models


Nigel Hartley


I write this as someone who has worked in end of life care for over 20 years. In more recent years, I have worked in a Senior Management position at St Christopher’s Hospice, London, UK, where, amongst other things, I am responsible for the management and future direction of the Allied Health Professions Team, which includes physiotherapists.


In the 2010 s there is unprecedented change and challenge in the health service. As well as the turmoil caused by global financial uncertainty, there are also many societal issues that force us to think differently about how we deliver good, cost-effective health and social care.


For many people, both living longer with multiple chronic illnesses and becoming increasingly isolated within the places that they live will only add to the complexity of their lived experiences. These challenges are not only facing physiotherapists in specialist palliative care, but every part of every service delivery setting in end of life care. The challenge for end of life care is how to think creatively about filling the gaps and stepping across the divides that exist between end of life care rehabilitation, chronicity and survivorship; this needs to be carried out cost effectively and without a decline in quality.


There is no doubt that physiotherapy is central to developing our understanding in all of these areas and to initiating the kind of service innovation that will be able to move things forward. For any healthcare profession to be seen as an essential part of the health and social care services of the future, they will certainly need to be broad in outlook and creative in practice. A useful question for physiotherapy practitioners is this: ‘What kind of physiotherapist will the future need me to be?’ What is meant by this is that as professionals we need to be not only flexible and committed, but also to be able and willing to go beyond the regular call of duty, developing creative responses to challenging questions whilst working to fuller capacity.


At St Christopher’s Hospice our physiotherapy team is an integral part of an ongoing development programme in order to deliver high quality services to more people. It is not possible to simply employ additional physiotherapists to meet increasing demand. There is no new money, and more and more people need access to good quality care. Therefore, the development of gym group programmes has been an inventive response to meet demand in an innovative and resourceful way. We live in a ‘gym culture’. Because of this, there is an ever stronger likelihood that people coming to the end of life will understand the benefit of well-planned exercise under the observation and guidance of competent and confident physiotherapists. Most people also recognize the importance of exercising together with others. The social experience for those people coming to the end of their life, being ‘in the same boat’ together, takes on extra significance when those people strive together towards a common goal. The possibility for camaraderie and peer support offers vital encounters for many who, because of their illness, can experience social isolation and social death. Being supported to retain the physiological abilities needed in order to continue to get out and about for as long as possible – whether to hospital appointments, the shop or the pub, for a walk, or to a group in a hospice gym – can be a fundamental part of preserving meaning, hope and belonging.


I have observed the goal to remain motivated both emotionally and physiologically being lived out on a daily basis through gym group programmes at St Christopher’s Hospice supported by our team of physiotherapists. The role of the physiotherapist is not only that of a ‘high street’ gym fitness instructor: the experienced and knowledgeable physiotherapist brings an expertise drawn from rigorous clinical training, which is essential when applied to working with vulnerable people with incurable disease. These patients need to be supported, guided and motivated in order to recognize limitations as well as to strive to bring out the best in themselves and others.


In the 2010 s, all health and social care professionals are challenged to change and remould their craft in order to remain relevant and useful in what will definitely be an altered future. Physiotherapists have a unique opportunity here. This is because the craft of physiotherapy, when practised effectively, has the prospect to overarch the medical and the social, the psychological and the spiritual. The challenge is simply to be ‘the complete professional’. However, this is not a simple task, as too many professionals in this field will hold on to a set of specific defences and cultures. Many will fear losing an autonomy, a confidence, and a set of competences that have been hard won. However, part of the maturing process of the profession is the need to embrace what has been achieved without losing a sense of what else is possible. In short, it is important not to ignore and lose more general skills within a specialist area of practice.


A physiotherapist may ask what kind of physiotherapist the future will need him or her to be. I believe that there are four important areas for consideration:





• Quick assessment: In-depth assessment on a one-to-one basis is costly and time consuming. Although important, it will be essential for the physiotherapist of the future to develop strategies and systems for quick, safe and effective assessments.


• Sharing knowledge: Physiotherapists will need to learn how to – and be willing to – give away information that they know. For example, patients who are not able to attend group programmes in gyms need exercise and physiotherapy packages of support, which will be required to be delivered by other health and social care professionals. Teaching and passing on the skills to do this effectively must become a crucial part of the future physiotherapist’s craft. Nurses and other care workers should be supported in order to develop the competence needed to work with these people within the home, the care home, the inpatient setting or other environment.


• Working with groups: Incorporating group therapy models must now be an essential component in palliative/end of life care for the physiotherapists of the future. Understanding the complexities and benefits of working with groups, and the possibility of working safely with as many people as possible in different environments will need to be crucial tools within the future physiotherapist’s toolbox. These environments may include gyms and purpose-built facilities, but more likely will be care homes and other varied community venues.


• Courage and humility: Balancing the knowledge that competent and confident physiotherapists can change the quality of both living and dying, alongside the insight to understand its palpable limitations with those people coming towards the end of life, will be an essential attribute for the practitioner of the future.






The changing world and the current professional and personal challenges for all health and social care workers may cause anxiety, fear and a lack of clarity for the future. However, I believe that physiotherapists are well placed not only to become important players in that future, but also to show the way forward for a range of other professionals who may not be able to access as easily the creativity, vision and potential to begin the essential process of self-examination and scrutiny at this pivotal time in the development of end of life care.

















1.3.11 Conclusion


‘Rehabilitation must ultimately have as its goal the opening up of new horizons’ (Bullington 2009, p. 107).


Physiotherapists working in end of life care in all contexts need to be creative, flexible and well grounded in rigorous therapeutic models. In a climate of more openness to death and dying, patients are often more resilient while surviving their disease progression. Patients are also undergoing active treatment for longer. With high life-quality expectations, they are more proactive in demanding a service to meet their needs. However, a delicate balance exists between the physiotherapist’s clinical responsibility and patient choice. The presence of physiotherapy as a professional group is fortunate in that it is almost invariably seen by the patient as positive. Symptom control addresses the abnormal (that is, the disease). Functional control addresses the loss of the normal, which is more profound. Other clinicians may focus primarily on symptom control; physiotherapy moves beyond that concept to enhance patient function and activity, and this inspires commitment from both patients and families. Interventions that reflect contemporary lifestyle choices are welcomed. Financial constraints and staff capacity impose a need to work in a ‘time-rich’ and ‘staff-poor’ way, but the profession is well-placed in this specialty to contribute greatly to building patient morale. Above all, the chief attribute of the physiotherapist is a pragmatic and ‘hands-on’ approach, whether at the bedside or in the gymnasium. Personal rewards are huge, as is job satisfaction. The physiotherapist working in end of life care is privileged to travel on this difficult journey with patients, sharing both their good and bad times while remembering that ‘these patients are not looking for pity and indulgence … we should look at them with respect and an expectation of courage – and we will see an extraordinary amount of real happiness and even light-heartedness’ (Saunders 2003, p. 3)
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1.4


The right time for physiotherapy: Is there a ‘too late’ or a ‘too early’?





Ylva Dahlin





Patients with incurable diseases may be in continuous need for rehabilitation during their entire life following diagnosis, although the needs may vary over time. The presenting problems can also vary greatly depending on the disease. Some diseases have fast trajectories; for example, if a cancer is diagnosed late. Other diseases have slow trajectories with symptoms manifesting occasionally for many years; for example, COPD.









1.4.1 Early referral to physiotherapist


Physiotherapy early in the disease trajectory can prevent and reduce many problems with serious illness; for example, problems such as deconditioning, fatigue, pain, and oedema. Rehabilitation, including regular exercise, has been shown to be beneficial to people with a multitude of serious diseases. There is a variety of clinical fields where research showed patients with chronic, longstanding and/or palliative diseases improve with activity. For example, Heiwe and Jacobson (2011) found that regular exercise training significantly improved physical fitness, physical functioning, and health-related quality of life in adults with chronic kidney disease. Davies et al. (2010) found that exercise programmes for people with mild to moderate systolic heart failure improved health-related quality of life compared to usual care without the exercise. They also found that there was a reduction in hospital admissions due to systolic heart failure. Puhan et al. (2011) suggest that pulmonary rehabilitation including exercise programmes is a highly effective and safe intervention to reduce hospital admissions and mortality and to improve health-related quality of life in COPD patients who have recently suffered an exacerbation of COPD. Physical activity even appears to reduce the risk of cancer recurrence and overall mortality for patients with colon cancer as well as for colorectal cancer (Meyerhardt et al. 2006a/b).


Researchers with expertise in cancer, fitness, obesity, and exercise training agree that the most important message to cancer patients is to avoid inactivity. Patients should be encouraged to return to normal daily activities as soon as possible after surgery and during adjuvant cancer treatments. Exercise is safe both during and after most types of cancer treatment, including intensive life-threatening treatments such as bone marrow transplant (Schmitz et al. 2010).
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