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ABSTRACT

Tom Kitwood died at the age of 61 years in 1998. His first degree was in Natural Sciences at Cambridge, and he was an ordained Anglican priest who taught chemistry and worked as a school chaplain in Uganda. Having lost his faith following the massacres he witnessed there in the early 1970s, Tom returned to the United Kingdom and settled in Bradford, where he completed his PhD in Interdisciplinary Human Studies, becoming a lecturer and eventually a professor in 1998. This potted account of his career does not easily explain how he became one of the most influential figures in dementia care. Nearly 30 years on, his name is still synonymous with person-centered dementia care. I was privileged to know Tom Kitwood as a mentor and a friend. I first heard him speak at a conference in 1988 when I was working as a clinical psychologist in UK psychiatric services for older people. My work in dementia studies has been so intertwined with Tom Kitwood’s influence that I find it impossible to provide an objective review of his legacy. What I provide here are personal reflections, grounded in my experience over the past 35 years that I hope will provide a useful context for understanding the field of dementia within person centered medicine.
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THE CONCEPTUALISATION OF DEMENTIA DURING KITWOOD’S LIFETIME

During the 1980s and 1990s, there was very little serious consideration given to the emotional and psychological needs of people living with dementia. Indeed, at that time, it was a commonly held belief that those living with dementia did not experience physical pain and many painful conditions were left untreated. Pharmacology mainly consisted of sedating medications. Neuroimaging was in its infancy, and there were no cholinesterase inhibitors. The understanding of dementia was rudimentary and was often referred to simply as senility. Dementia was rarely diagnosed before the late stage, and indeed having ‘insight’ into one’s symptoms was often considered a counter-indication to a dementia diagnosis. My work as a clinical psychologist at that time largely consisted in devising ‘behaviour management programmes’ for what was later to be called BPSD and neuropsychological assessment of people in earlier stages of dementia who had unusual presentations.

It was in this context that Tom Kitwood first gave serious consideration to dementia. Bradford University was approached in the mid-1980s to evaluate an innovative daycare service for people living with dementia. Tom Kitwood undertook this task not as a clinician, but as an academic who was profoundly interested in the human condition [1, 2]. He discovered that there were no research tools that would enable him to include the perspective of those living with dementia in his evaluation. Indeed, what he observed was that people with dementia were treated as if they were not human at all. This is not to say that he observed any deliberate cruelty, but rather there was no way of articulating the experience of those living with dementia. He set about developing a theory as to why this should be so and, at the conference where I heard him speak in 1988, he was presenting his first breakthrough dementia academic paper [3].

Kitwood challenged what he called the ‘standard paradigm’ in which dementia was conceptualised as the death that left the body behind. Through a carefully worked-through set of theoretical arguments drawing on philosophy, psychology, sociology, and neurology, he demonstrated the benefit of seeing the whole person and continuing to support personhood even though cognitive decline could be extreme. When Kitwood described ‘malignant social psychology’, ‘dialectics of dementia’, and ‘the enriched model’, it was like a ‘light-bulb’ moment for me, as it was for many others who heard his lectures. His insights made it possible for us to see people living with dementia, not as empty shells but as people in the fullest and deepest sense. We all shared personhood regardless of whether we had dementia or not. Kitwood used the term person-centered approaches to bring together ideas and ways of working that emphasised communication and relationships. The term was intended to be a direct reference to Rogerian psychotherapy with its emphasis on authentic contact and communication. Person-centered care according to Kitwood should aim to maintain and nurture personhood. Personhood is what makes us essentially human. It is what human beings recognise in each other and engender feelings of trust, security, and well-being between people at whatever age or ability level. Kitwood identified that there is a high level of risk that people living with dementia are treated as if they are ‘non-persons’. The risk of this is greater when the level of impairment is more advanced. It may sometimes be difficult to see the personhood in others who have advanced dementia, but Kitwood underlined the importance of assuming that it is always there to be found.

Kitwood’s theories made me realise that my job as a clinical psychologist should not be about managing behaviour, but rather that it should focus on ensuring that personhood was supported and not undermined, about understanding the psychological and emotional needs of those living with dementia. I knew that I could use these theories to actually help improve the quality of care and support for those living with dementia. During the 1990s, I undertook my PhD on the Quality of Dementia Care. I incorporated Kitwood’s theories and a new tool developed by him and Kathleen Bredin called Dementia Care Mapping [4] into my study. In the decade following our first meeting, Kitwood and his colleagues at the Bradford Dementia Group produced a series of radical academic journal articles and publications on dementia [5–13]. He brought these theories together in his 1997 book Dementia Reconsidered; The Person Comes First [14]. Just before he died, Tom had completed a busy lecture tour in the United States promoting his theories from his new book alongside training practitioners and researchers in Dementia Care Mapping. These were pre-internet days, and there were no dementia-specific journals. The main way that people learnt about new ideas internationally about dementia care was through attending face-to-face lectures or through books. Tom’s ideas gained ground very quickly and his death at the end of 1998 left an enormous hole in the emerging field of dementia studies that was growing around him.

DEMENTIA CARE MAPPING (DCM)

Kitwood and his PhD student Kathleen Bredin developed DCM as an observational tool that could test his theories and directly provide insight into the social and psychological experience of people living with dementia in care homes and hospitals [4]. In many respects, it was developed to answer that original question about evaluating services from the perspective of those living with dementia. Training in the United Kingdom for DCM began in 1991. I took the very first course. The overarching motivation for using DCM was to ensure that the experience of the person with dementia was represented. In Dementia Reconsidered [14] Kitwood summarised DCM as

a serious attempt to take the standpoint of the person with dementia, using

a combination of empathy and observational skill (p. 4).

The precise wording in this quote is typical of Kitwood. The recognition that DCM was ‘a serious attempt’ (not an empirical reality) driven by standing shoulder to shoulder with the person (‘the standpoint’) combined with heightening ‘empathy’ and ‘observational skill’ elevated it above all other available dementia evaluation tools and rating scales [15]. 

My PhD research on DCM [16] and my experience using the tool to develop care practice, meant that, following Kitwood’s death, I was invited to work with the Bradford Dementia Group to develop the research and practical application of his theories including the development of DCM. In the years following Kitwood’s death, the international spread of DCM was remarkable. The University of Bradford maintained the copyright of the tool and developed formalised structures around training in the method and the translation and international delivery of the training which are still going strong today. In 2016 [17] it was estimated that at least 12,000 practitioners had been trained, a figure that is likely to have grown considerably since then. The DCM tool and training materials have been translated into at least 10 different languages. Those trained in DCM use it in many different ways but the overarching purpose is to focus care practice towards improving the well-being of those living with dementia. Evidencing quality from the perspective of the person living with advanced dementia is complex both conceptually and practically. Establishing whether DCM has a direct impact on changing care practice over time or that it makes a significant impact on clinical outcomes has been difficult to establish. A systematic review [18] in 2017 identified six good-quality studies focusing on care homes and concluded that there was some evidence that DCM provided benefits to those living with dementia and care workers. However, a large-scale cluster randomised controlled trial of DCM suggested that there are significant barriers to implementation [19]; that DCM does not lead to a reduction in agitation [20] and that it is not cost-effective [21]. It is important to understand, however, that this trial relied on DCM being implemented by staff actually working in the care homes themselves. The implementation of DCM requires additional resources in terms of skill level and the power to implement changes in practice in order to bring about positive change. DCM when led by professionals with expertise in DCM, person-centered care, practice development, and change leadership is far more likely to show benefit.

Although DCM has been through many changes since its inception [22] it now seems anachronistic that a tool to assess the experience of those living with dementia did not attempt to listen to their direct voices at all. It is important to remember that DCM was developed in an era when most people were not diagnosed till the late stage, if at all, and the prevailing wisdom was that people with dementia could not provide reliable accounts of their own experience. Over time, the teaching around DCM has changed to see it as one tool among many to evaluate the experience of those in care homes and hospitals. The content of DCM training also now emphasises various ways to ensure that the process is inclusive both of the people living with dementia and the care staff so they do not feel marginalised or intimidated [23].

Observational methods such as DCM provide the opportunity to focus on the perspective of those who have difficulty speaking out for themselves. DCM provides evidence of what happens to people with dementia in communal areas of formal care settings. It details how they spend their time, their observed well-being, and how they are treated by staff and professionals. When people are very dependent on care services, quality of life becomes inextricably linked with quality of care. This dependency is intertwined with a decreasing ability to assert one’s rights in the face of poor service quality. Those with high dependency needs are extremely vulnerable to abuse. Family members are often anxious that any complaint will be met with a withdrawal of care or repercussions. There is an inherent tension in providing standardised measures of quality of life and quality of care for such a heterogeneous group of people living out their lives in a multiplicity of ways. Staffing levels, turnover, and costs mitigate against really understanding the lived experience of those highly dependent on care. Also, there is often a lack of knowledge and understanding about individuals when they move from one service provider to the next, or between care homes, hospitals, and care at home. Unless there are ways of understanding these important outcomes and processes, then practitioners, regulators, researchers, and policymakers will continue to rely on the easy-to-measure such as cognitive status or compliance with health and safety regulations.

BEYOND DCM AND INTERNATIONAL NETWORKS

Alternative observational tools such as PIECE-dem [24] have been developed specifically for use in qualitative research with people with advanced dementia. PIECE-dem is a structured, observational process focusing on the person’s experiences and interactions in care homes. DCM also provided the foundations for an observational tool designed specifically for the inspection and regulation of health and social care [25]. The Short Observational Framework for Inspection (SOFI) was developed in England as an observational component of the inspection toolkit used by the Care Quality Commission in its regulation of health and social care services. SOFI, like DCM, collects data on the experience of care from the point of view of the person using the service and gathers information about service user mood, engagement, and the quality of interactions with staff. This information is triangulated with other data to help inspectors/assessors form judgements about care practices. SOFI has also been used in Wales, Scotland, Australia, and the Netherlands in the regulation of health and/or social care services.

The legacy of the international spread of DCM in relation to the furtherance of practice around person-centered care worldwide is difficult to estimate. In some respects, the DCM training can act as a vehicle for the formation of transcultural discussion of person-centered dementia care. It has led to an international network of senior practitioners from many different professions who are passionate about the furtherance of person-centered dementia care. Training in DCM means that all those trained share a very practical understanding of what good- and poor-quality person-centered care looks like. If I say to someone trained in DCM that an individual person in a care home was in a state of E+5 with a PE,4 or they are in X-5 with a PD,9, they will immediately be able to visualise the situations I am describing. This is without us being able to even speak the same language. Those who train others in DCM have internalised this understanding further still. Over the years, many international collaborations have been made from this shared understanding rooted in DCM [26, 27, 28]. At least two of the articles in this special issue (Rokstadt and Suzuki) have been written by senior care researchers who have been engaged in DCM training programmes in their respective countries.

In 2019, a group of international DCM practitioners (including myself) from the United Kingdom, Norway, Spain, Singapore, Australia, and Japan formed an international group called the Person First Dementia Network to work together to reflect on the next steps for practice development utilising their knowledge of person-centered care and observation. We set ourselves the task of developing a relatively straightforward observation tool that could be used to help professionals and staff develop their empathic observation skills. We all know that staff who have used DCM report how beneficial they have found the observation process for understanding how people with dementia experience day-to-day life and care within their service setting. This insight provides a spring board for staff development in person-centered care skills and practice. The resultant observation-based tool PORT (Person-centered Observation and Reflection Tool) grew out of these discussions. Initial field trials in the United Kingdom, Spain, and Norway show promise [29]. PORT has been designed to have maximum flexibility in that it can be used across many different service settings (care homes, home care services, and hospitals) and disciplines (nursing, social work, care work, therapists, medicine, and coaches) with people who have significant communication and dependency needs (not limited to dementia).

OPERATIONALISING PERSON-CENTERED CARE – THE VIPS MODEL

It was whilst I was teaching DCM in 2002 in Japan that I realised that practitioners required a clearer definition of person-centered care that differentiated it from ‘individualised care’. The term personhood is conceptually challenging for many, and there was an additional problem of finding words to translate concepts. It was also apparent to me that, in many different cultures, dementia care practitioners inherently understand why treating someone as a person is crucially important in dementia but that the way of articulating this varied from country to country. Building directly on Kitwood’s theoretical framework, I developed the VIPS definition for dementia care in order to translate these theories into practice [30, 31, 32]. The four-part definition demonstrates that first person-centered care has to promote the Human Value of the person and their families and carers (regardless of age or cognitive impairment). Second, it recognises the Individuality of people living with dementia and how their personality and life experience will shape their response to dementia. Third, person-centered care seeks to understand the importance of the Perspective of the person with dementia and the importance of care practitioners taking time to make a serious attempt to see their actions from the perspective of the person they are trying to help. And fourth, person-centered care prioritises the importance of relationships and interactions with others (Social environment) in promoting well-being. In all interactions, four reflective questions can help caregivers1 to assess if they are practicing person-centered care:


•Do my behaviour and the manner in which I am communicating with this person show that I respect, value, and honour them?

•Am I treating this person as a unique individual with a history and a wide range of strengths and needs?

•Am I making a serious attempt to see my actions from the perspective of the person I am trying to help? How might my actions be interpreted by this person?

•Do my behaviour and interactions help this person to feel socially confident and that they are not alone?



This definition was included in the first National Institute of Clinical Excellence Guideline on Dementia (NICE Guidelines) [33] and was retained in the updated Guideline [34]. The requirement that care and support are delivered using a person-centered approach is apparent in every national dementia strategy and guideline around the world.

PERSON-CENTERED CARE AND ORGANISATIONAL CULTURE

Kitwood emphasised the role of organisational culture in determining whether a care culture would enable person-centeredness. In his original papers, he described the various common ways that he had observed personhood being undermined in care settings, coining the phrase Malignant Social Psychology (MSP) as an umbrella term. Kitwood recognised that MSP is a way of responding to those living with dementia that becomes interwoven into care cultures with new members of staff learning how to respond to people by following the lead of the dominant culture. Later, he also wrote about Positive Person Work to describe different forms of interaction that would maintain personhood. The recognition that the societal and organisational context in which care is delivered impacts on the quality of care that Kitwood described has continued to grow. If care is to shift from task-focused to person-focused, then the actions of society and the organisations delivering that care need to be aligned with these aims. Changing the skills of front-line care workers is not enough in itself. Understanding how care culture in care homes impacts on the lives of those living with dementia was the subject of an in-depth study [35] that used Piece-Dem as its starting point. This identified seven key features of care home culture which when they work together will result in the emotional and psychological needs being met. This is summarised as follows:

We all work together to deliver the best care. We all matter to each other. We empower and support frontline staff to act in the best interests of people living with dementia. Our leadership protects frontline service delivery as paramount. On a day to day basis this means that every day is different and staff constantly look to make things better for the people they care for. We help people to enjoy places where they spend time and to be active in a way that fulfils them every day.” (p. 34) [36].

The role of managers in Care Homes was particularly important in ensuring that these needs were prioritised. If the senior leadership team does not prioritise person-centered care, then their staff teams will not prioritise this either.

The VIPS definition was used as the structure for the evidence base for the development of a comprehensive framework to help organisations develop a person-centered care dementia care culture [36]. This provides a set of concrete indicators that care providers can benchmark their services against. Pilot indicators were reviewed by around 50 care providers and service user organisations worldwide using the international network of DCM trainers, to arrive at a detailed description of what a person-centered care provider should have in place. This list of 25 indicators is grouped around the four elements of the VIPS definition and has become known as the VIPS framework. Person-centered care requires sign-up to work in this way across the whole care provider organisation if it is to be sustained over any length of time. Particular elements require leadership at different levels.

Valuing requires leadership from those responsible for leading the organisation at a senior level.

Individual Care requires leadership particularly from those responsible for setting care standards and procedures within the organisation.

Perspectives and Social Environment requires leadership for those responsible for the day-to-day management and direct provision of care.

The Care Fit for VIPS Framework [37] is a freely available online resource constantly updated by the University of Worcester in the United Kingdom and has been used by thousands of care providers worldwide. Over the years, versions have been developed for care homes, hospitals, day care, and community groups and for providers of home care services. In Norway, the VIPS framework led to further research resulting in the VIPS practice model [38, 28]. However, despite all the changes in the public narrative, I still use Chapter 7: The Caring Organisation from Kitwood’s original 1997 book [14] as a reflective exercise with professionals on Postgraduate Dementia Studies courses to ask them what has really changed in practice. Sadly, they recognise the quality of Old Culture care as still being much more prevalent than New Culture care. The power, in terms of resource allocation, is still very much stacked against those living with dementia and other disabilities. Kitwood urged practitioners to be hyper-aware of the malignant social psychology that takes root all too easily in care services for those living with dementia. The naming, the recognition, and the eradication of malignant social psychology (the ignoring, the outpacing, the intimidation, the invalidation etc.) remain just as relevant in 2023 as they did in 1993 in changing the lived experience of those living with dementia.

THE POSITION OF PEOPLE WITH DEMENTIA IN SOCIETY

Of course, there have been some seismic shifts in the context of dementia care in the past 30 years. One of the biggest factors in this change is that we now have more than double the number of people living with dementia than when Kitwood was first writing about dementia. In the 1980s, dementia was relatively rare and most people did not know what it was. There  were virtually no pharmacological or therapeutic interventions  available, so there seemed less reasons to diagnose. Diagnoses were made at late stages or not at all. Nowadays, although diagnosis rates are not always as high as we would like, there is no argument that people have a right to a dementia diagnosis made early on as symptoms start to appear. The debate is now not whether a diagnosis is worthwhile but rather how early it should be done, particularly as pharmacological interventions are likely to have the largest impacts at the mildest stages.

The combination of increased numbers, earlier diagnosis, and the recognition of the rights of people living with dementia has revolutionised the dementia care scene, particularly at the earlier stages of dementia. Over the past decade, we have seen an international increase in self-advocacy by people living with dementia and family carers. This is exemplified by the European Working Group of People with Dementia [39] set up under the auspices of Alzheimer Europe in 2012. This group is composed entirely of people living with dementia, nominated by their respective national Alzheimer’s Associations to ensure that all the work of Alzheimer Europe reflects the priorities of those living with dementia. Government and policymakers, care providers, and researchers can no longer assume that people with dementia and their families will be passive recipients of care, grateful for what they are given. In the 1990s, Kitwood called for a New Culture of Care which recognised personhood [40]. Writing in 2019, Claire Surr in the commentary on the final chapter of Dementia Reconsidered Revisited [41] said:

While we have yet to achieve even the basics of Kitwood’s vision for a New Culture on widespread basis, our aspirations for what could be achieved have far surpassed this. What we must ensure is that we continue to strive to achieve our ambitions and continually renew our vision of what is possible. (p. 175)

In the afterword in the same book, Kate Swaffer who lives with dementia and founded Dementia Alliance International said:

My one concern, even with the review of this book, is I often feel we don’t need to change the squeaky wheel; instead, we need a brand new one. People with dementia globally want real change, not rhetoric or tick boxes about perceived best practice. (p. 180)

In many respects, discussions about what it is like to live with dementia are a million miles away from the discussions that took place during Kitwood’s lifetime. He could not envisage that people living with dementia would be active players in shaping government policy; work as educators and motivational speakers; author books and poetry and create art that people pay to see; be social media experts and activists; run conferences; and undertake research. Nowadays, most of the people I know with dementia I would count either as friends or professional colleagues. I am no longer in clinical practice, so I have no over-shadowing of the term patient when I meet new people living with dementia. I meet person to person and make my judgements based on people as human beings. I am not blind to those old matriarchal assumptions that will sometimes surface but rather this is now part of my self-awareness as a person with all sorts of preconceptions rather than as a totally unconscious bias in the way I interact with others.

Would this shift in societal positioning of people living with dementia have happened without Kitwood? My judgement is that it undoubtedly would have been done. Human nature has a way of making its voice heard eventually. In some respects, because person-centered dementia care was driven by a heightened understanding of psychological and emotional expression rather than political awareness, it may have hindered some of the earlier advocates. In the parallel fields of physical and intellectual disability, for example, seeing people with disability as people first was driven by theories of Normalisation and Social Role Valorisation [42]. Put simply, this theory states that those who possess characteristics that are valued by societal norms will get to enjoy the good things in life, whereas those who have devalued characteristics (such as disabilities) will not be afforded the good things in life. This theory then links in a very straightforward way to protecting and promoting the rights of those with devalued characteristics. Kitwood’s theory was not overtly rights-based, focusing as it did on the experience and social interaction. His books and teaching did have the power, however, to radically shift the perspective of professionals working in the field – such as the light-bulb moment that I had at the conference in 1988. It may have helped the professionals and practitioners pay more heed to what is being said by people advocating on their own behalf.

DEMENTIA RECONSIDERED REVISITED

Twenty years following Tom’s death, I was asked by Open University Press to edit an updated version of Tom’s seminal book [41] in which I gathered together current experts in their respective fields to provide a commentary and critique on each of the original book chapters. The new edition has been very well received. This led onto the Reconsidering Dementia Book Series providing scholarly texts on contemporary issues that challenge and engage readers to think deeply [43–46]. My co-editor for the Reconsidering Dementia book series is Keith Oliver who was diagnosed with Alzheimer’s Type Dementia in 2010. Kitwood would have loved Keith’s approach to editing which is in-depth and thoughtful. He would have been surprised but delighted I think by the fact that someone living with dementia was editing a book series inspired by his work over 30 years later.

CONCLUSION

Tom Kitwood’s theories and ideas have stood the test of time, shaping policy in the form of national dementia strategies and practice enabling us to articulate a positive psychology of dementia. Modern-day person-centered dementia care is predicated on Tom Kitwood’s theories and his influence continues. It is conceivable that our understanding of the bio-psycho-social influences on the progression of dementia would simply not have existed without him. Kitwood was also a product of a time when dementia was relatively rare and people were not diagnosed until much later in the disease progression. Some of his assumptions about the agency and place of people living with dementia within society now seem very outdated. Collectively, we know a lot more about how to support people living with dementia than we did when Kitwood lived. Supporting people living with dementia is now a core business in health and social care. People living with dementia present with some of the most complex needs and highest levels of vulnerability, and yet often we conceptualise the work as being able to be undertaken by anyone with minimum training. Keeping dementia high on the political agenda is the only way that this will change in the longer term. The main challenge we now face and operationalising person-centered practice at scale. The value base that Kitwood articulated of putting the person first remains central. Holding this as a guiding principle as numbers increase worldwide and resources become scarcer remains as important now as it was in 1988.
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1 The term “Caregiver” is used in its broadest sense to denote professional, paid caregivers or caregivers who are family and friends.
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